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c o n t e n t s

Editor’s memo
W I N T E R  E D I T I O N  •  2 0 2 3

Dear Friends, Colleagues and Supporters,

As we turn the page on another remarkable 
year, it’s with immense pride and gratitude 
that I reflect on the journey that was 2023. This 
year has been a testament to the unwavering 
dedication, resilience, and collaborative spirit 
that define our organization and community.

Advocacy and Engagement

Advocacy remains at the core of our mission, 
and 2023 saw us lead the way in several 
pivotal initiatives. At the forefront was our 
leadership in World PH Day, a project that we 
proudly championed. Our efforts in this global 
campaign have helped raise awareness about 
pulmonary hypertension on an unprecedented 
scale, bringing together communities and 
organizations from around the world. 

In addition, our proactive engagement in 
national advocacy activities, together with the 
relentless effort of our member associations, 
continued to bear fruit. Our members all 
received our Call to Action document including 
an executive summary in their native language. 
This document serves as a compass, guiding 
our advocacy efforts and emphasizing the 
importance of patients in policy making, drug 
regulatory processes, and clinical guideline 
development. 

The month of November marked another 
significant milestone as we collaborated with 
PHA on the November Awareness Month, further 
amplifying our impact and reach.

Workshops and Conferences

Our commitment to education and awareness 
took center stage at major congresses 
throughout the year. The European Respiratory 
Society (ERS), the European Society of 
Cardiology (ESC), and the European Society 
for Organ Transplantation (ESOT) provided 
vital platforms for us to engage with the global 
healthcare community. At these events, we not 
only showcased our expertise in pulmonary 
hypertension but also forged meaningful 
collaborations and shared our vision for the 
future of PH care. 

Beyond these major conferences, we actively 
participated in various other workshops, 
symposia, and events, expanding our network 
and deepening our knowledge base.

Information and Education

In our quest to provide reliable information, 
our Mariposa journal continued to be a beacon 
of knowledge, with special editions dedicated 
to World PH Day projects and comprehensive 
coverage of our activities. Meanwhile, our online 
presence, including our website and social 
media platforms, allowed us to reach a broader 
audience and provide updates on conferences, 
learning opportunities, and new publications.

New Members and the Bel Air Center

In 2023, we celebrated five new members, a 
testament to our growing influence that now 
extends beyond Europe. We welcomed Germany 

and in addition to our long time associated 
member Israel, our global reach now includes 
new associated members from Argentina, 
China, Japan and the US, underscoring the 
International scope of our mission.

As we look forward to 2024, we are excited to 
introduce the Bel Air Center, a dynamic platform 
for learning, collaboration, innovation, and 
social interaction that will further elevate 
our efforts to improve the lives of PH patients 
worldwide.

In closing, I would like to extend my heartfelt 
thanks to our members, partners, and supporters 
who have made the progress of 2023 possible. 
Together, we will continue to advocate, educate, 
and innovate, ensuring a brighter and healthier 
future for pulmonary hypertension patients 
across the globe.

With deep appreciation and optimism,

Eva Otter

President PHA Europe
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In 2023 PHA Europe was present at...

 

 

Virtual (online) • January 12 
PREPARATORY CALL WITH AOP ABOUT SURVEY 
Staff members attended this call with AOP to refine the survey questions AOP will use when talking to 

association leaders and patients. 
 
 
 
Virtual (online) • January 17 
PREPARATORY CALL WITH EXPERT REGARDING EU APPLICATION 
Staff members attended this call with an expert helping us with an EU application for a grant covering some 
2023 projects. 

 
 
 
Virtual (online) • January 18 
WPHD PREPARATION MEETING 
Staff members ran a meeting with international PH community to discuss the upcoming WPHD activities. 

Plans for templates, WPHD landing page, WPHD webinar, etc were presented and discussed.  
 
 
 
Virtual (online) • January 30 
KICKOFF MEETING FOR AOP SURVEY 
Hall and Monika attended this kickoff meeting with AOP for their patient and carer survey. 

Vir tual  (onl ine)  •  January  18
WPHD PREPARATION MEETING
Staff members ran a meeting with international PH 
community to discuss the upcoming WPHD activities. 
Plans for templates, WPHD landing page, WPHD 
webinar, etc were presented and discussed.

Vir tual  (onl ine)  •  February  8
EU PARLIAMENT RARE DISEASE EVENT
Hall attended this EU webinar about rare diseases. 

Vir tual  (onl ine)  •  January  17
PREPARATORY CALL WITH EXPERT REGARDING EU 
APPLICATION
Staff members attended this call with an expert helping 
us with an EU application for a grant covering some 
2023 projects.

Vir tual  (onl ine)  •  January  12
PREPARATORY CALL WITH AOP ABOUT SURVEY
Staff members attended this call with AOP to refine the survey 
questions AOP will use when talking to association leaders 
and patients.

Vir tual  (onl ine)  •  March 1
PREPARATORY CALL WITH AOP ABOUT SURVEY 
Hall attended this call with AOP to refine the survey 
questions AOP will use when talking to association leaders 
and patients.

Vir tual  (onl ine)  •  January  30
KICKOFF MEETING FOR AOP SURVEY
Hall and Monika attended this kickoff meeting with AOP for 
their patient and carer survey.

Vienna,  Austr ia  •  February  14-15
PHA EUROPE CORPORATE MEETING
The board and staff ran a yearly meeting followed by a 
corporate meeting with industry partners highlighting 
plans for 2023. 

B E L  A I R  C E N T E R

Register for free at www.belaircenter.info
and access to the very innovative PH platform
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Virtual (online) • January 12 
PREPARATORY CALL WITH AOP ABOUT SURVEY 
Staff members attended this call with AOP to refine the survey questions AOP will use when talking to 

association leaders and patients. 
 
 
 
Virtual (online) • January 17 
PREPARATORY CALL WITH EXPERT REGARDING EU APPLICATION 
Staff members attended this call with an expert helping us with an EU application for a grant covering some 
2023 projects. 

 
 
 
Virtual (online) • January 18 
WPHD PREPARATION MEETING 
Staff members ran a meeting with international PH community to discuss the upcoming WPHD activities. 

Plans for templates, WPHD landing page, WPHD webinar, etc were presented and discussed.  
 
 
 
Virtual (online) • January 30 
KICKOFF MEETING FOR AOP SURVEY 
Hall and Monika attended this kickoff meeting with AOP for their patient and carer survey. 

Vir tual  (onl ine)  •  March 10
WPHD PREPARATION MEETING  
Hall and Maleen ran a meeting with international PH 
community to discuss the upcoming WPHD activities.

Vir tual  (onl ine)  •  March 27
MIMI PROPOSAL MEETING  
Hall and Monika participated in a meeting with the 
MIMI team to prepare the application for grant 
from EU.  

Vir tual  (onl ine)  •  March 8
JANSSEN PHEN - GLOBAL STEERING COMMITTEE  
Hall, Eva and Tadeja had a Pulmonary Hypertension 
Empowerment Network (PHEN) global steering 
committee meeting with Janssen.

Vir tual  (onl ine)  •  March 2
TALK WITH FERRER
Staff members attended this call with Ferrer to plan 
collaboration activities for 2023.

Vir tual  (onl ine)  •  Apr i l  6
MEETING WITH PH SPECIALISTS   
Hall had a meeting with Prof. Marion Delcroix and 
Prof. Marc Humber to discuss future collaboration 
between PHA Europe and PH scientific community.

Vir tual  (onl ine)  •  March 21
MIMI PROPOSAL MEETING  
Hall and Monika participated in a meeting with the 
MIMI team to prepare the application for grant 
from EU.

Vir tual  (onl ine)  •  Apr i l  3
MIMI PROPOSAL MEETING
Hall and Monika participated in a meeting with the 
MIMI team to prepare the application for grant 
from EU.  

 

 

Virtual (online) • January 12 
PREPARATORY CALL WITH AOP ABOUT SURVEY 
Staff members attended this call with AOP to refine the survey questions AOP will use when talking to 

association leaders and patients. 
 
 
 
Virtual (online) • January 17 
PREPARATORY CALL WITH EXPERT REGARDING EU APPLICATION 
Staff members attended this call with an expert helping us with an EU application for a grant covering some 
2023 projects. 

 
 
 
Virtual (online) • January 18 
WPHD PREPARATION MEETING 
Staff members ran a meeting with international PH community to discuss the upcoming WPHD activities. 

Plans for templates, WPHD landing page, WPHD webinar, etc were presented and discussed.  
 
 
 
Virtual (online) • January 30 
KICKOFF MEETING FOR AOP SURVEY 
Hall and Monika attended this kickoff meeting with AOP for their patient and carer survey. 

Vir tual  (onl ine)  •  Apr i l  19
ELHG MEETING   
Hall and Monika participated in a meeting with the 
European Lung Health Group in which PHA Europe is 
one of the nine members.

Brusse ls ,  Be lg ium •  Apr i l  28-29
20TH ANNIVERSARY EVENT - EPF
Hall attended European Patient Forum’s 20th 
anniversary event in Brussels, Belgium. 

Vir tual  (onl ine)  •  Apr i l  14
EUPDHA - CALL FOR APPLICATIONS  
Hall had a meeting with the group that will be judges 
for the MSD’s EUPDHA.

Vir tual  (onl ine)  •  Apr i l  13
WPHD PREPARATION MEETING  
Hall and Maleen ran a meeting with international PH 
community to discuss the upcoming WPHD activities.

Vir tual  (onl ine)  •  May 16
FERRER PH-ILD VOP   
Hall attended a meeting with Ferrer discussing the draft Voice of 
the Patient (VOP) patient related to PH-ILD patients and cares.

Riga,  Latv ia  •  Apr i l  21-22
4TH BALTIC CONFERENCE  
Hall attended the 4th Baltic conference in Riga, Latvia 
learning about PH health care in the Baltic region and 
meeting with the Latvian PH association. 

Vir tual  (onl ine)  •  May 12
EHDS INTEREST GROUP   
Hall attended a meeting with an interest group discussing 
EHDS opt-in/opt-out issues. 
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Vir tual  (onl ine)  •  May 16
FERRER IMPACT CONFERENCE PREPARATION 
MEETING  
Hall attended a meeting with Ferrer preparing for the 
upcoming Ferrer Impact conference.

Vir tual  (onl ine)  •  May 17
TASK FORCE 1 MEETING - WORLD PH SYMPOSIUM    
Hall attended a meeting in the task force 1 group preparing 
for the proceedings for the World PH Symposium in 2024. 

Vir tual  (onl ine)  •  May 26
FERRER IMPACT CONFERENCE PREPARATION MEETING      
Hall attended a meeting with Ferrer preparing for the 
upcoming Ferrer Impact conference.

Vir tual  (onl ine)  •  May 17
ELHG MEETING  
Hall and Monika participated in a meeting with the 
European Lung Health Group in which PHA Europe is 
one of the nine members. 

Stockholm,  Sweden •  May 25-26
EURORDIS MEMBERSHIP MEETING   
Hall attended a EURORDIS membership meeting in 
Stockholm, Sweden focusing on mental health for 
people suffering from a rare chronic disease.  

Vir tual  (onl ine)  •  May 30
FERRER IMPACT CONFERENCE PREPARATION 
MEETING     
Hall attended a meeting with Ferrer preparing for 
the upcoming Ferrer Impact conference.

Vir tual  (onl ine)  •  June 14
MEETING WITH WORDLY    
Hall had a meeting with Wordly to discuss options for 
AI supported simultaneous translation at meetings 
and AI subtitling of presentations.

Barcelona,  Spain •  June 30,  Ju ly  1
FERRER’S IMPACT CONFERENCE  
Hall attended Ferrer’s Impact conference, gave 
a presentation and took part in a round table 
discussion focusing on the patient voice.

Vir tual  (onl ine)  •  June 14
ELF MEETING  
Hall had a meeting with the European Lung Foundation 
discussing PHA Europe’s participation in the World 
Village display at the upcoming ERS Congress.

Vir tual  (onl ine)  •  June 21
JANSSEN PHEN - GLOBAL STEERING COMMITTEE  
Hall, Eva and Tadeja took part in a Pulmonary 
Hypertension Empowerment Network (PHEN) alumni 
event meeting with Janssen.

Vir tual  (onl ine)  •  May 31
EPF MEETING DISUSSING NEW PHARMA EU 
LEGISLATION  
Hall attended a meeting with the European Patient 
Forum discussing the revised EU pharmaceutical 
legislation.

L isbon,  Portugal  •  June 26-27
IRC SUMMIT    
Hall attended the International Respiratory Coalition summit 
in Lisbon, Portugal where world respiratory diseases were 
discussed.

Vir tual  (onl ine)  •  May 12
EHDS INTEREST GROUP   
Hall attended a meeting with an interest group discussing 
EHDS opt-in/opt-out issues. 
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Vir tual  (onl ine)  •  May 16
FERRER PH-ILD VOP   
Hall attended a meeting with Ferrer discussing the draft Voice of 
the Patient (VOP) patient related to PH-ILD patients and cares.

Vir tual  (onl ine)  •  Ju ly  12
MEETING WITH EPF   
Hall had a meeting with the European Patient Forum to 
discuss issues related to paediatric medication.

Vir tual  (onl ine)  •  Ju ly  5
MEETING WITH EPF
Hall had a meeting with the European Patient Forum 
about the draft revision of the pharmaceutical 
legislation. 

Vir tual  (onl ine)  •  Ju ly  4
ELF PAC MEETING    
Hall had a meeting with the European Lung Foundation 
Patient’s Advisory Committee.

Vir tual  (onl ine)  •  Ju ly  20
MEETING WITH ELF PH PAG   
Hall, Monika and Eva had a meeting with the the newly 
established PH Patient Advisory Group (PAG) of ELF.

Vir tual  (onl ine)  •  Ju ly  18
EHDS INTEREST GROUP    
Hall attended a meeting with an interest group discussing 
EHDS opt-in/opt-out issues. 

Vir tual  (onl ine)  •  Ju ly  6
ELHG MEETING    
Hall and Monika participated in a meeting with the 
European Lung Health Group in which PHA Europe is 
one of the nine members.

Vir tual  (onl ine)  •  Ju ly  10
MEETING WITH THE SAUDI ARABIA PH 
ORGANIZATION   
Gerry, Hall and Monika had a meeting with 
representatives for the Saudi Arabia PH 
organization to discuss participation in PHA 
Europe’s APHEC and other collaborations.

Vir tual  (onl ine)  •  August  23
TASK FORCE 1 MEETING - WORLD PH SYMPOSIUM      
Hall attended a meeting in the task force 1 group preparing 
for the proceedings for the World PH Symposium in 2024.

Vir tual  (onl ine)  •  August  30
ELF NETWORKING DAY PREPARATION MEETING    
Hall attended a meeting with ELF preparing for the patient 
networking day during the upcoming ERS conference.

Vir tual  (onl ine)  •  August  22
MEETING WITH PVRI   
Hall and Monika had a meeting with PVRI discussing 
the GPS survey. PHA Europe offered to help translate 
the elaborate survey to numerous languages and ask 
our members to participate. 

Vir tual  (onl ine)  •  Ju ly  27
MEETING WITH PVRI   
Hall and Monika had a meeting with PVRI discussing 
the GPS survey. PHA Europe offered to help translate 
the elaborate survey to numerous languages and 
ask our members to participate.

Milan,  I ta ly  •  September 8-17
ERS CONGRESS   
Several PHA Europe board and staff members participated in 
the annual congress to the European Respiratory Society. PHA 
Europe had a stand in the World Village.

Amsterdam, Hol land •  August  25-28
ECS CONGRESS    
Hall attended the yearly congress of the European 
Cardiology Society in Amsterdam, Holland.

Vir tual  (onl ine)  •  September 4
ELF NETWORKING DAY PREPARATION MEETING     
Hall attended the second meeting with ELF preparing 
for the patient networking day during the upcoming ERS 
conference.
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Vir tual  (onl ine)  •  October  5
ELHG MEETING      
Hall and Monika participated in a meeting with the 
European Lung Health Group in which PHA Europe is 
one of the nine members.

Vienna,  Austr ia  •  October  18 
ELF ANNUAL STAKEHOLDER MEETING      
Hall and Monika participated in ELF’s online annual 
stakeholder meeting.

Vir tual  (onl ine)  •  October  3
TASK FORCE 1 MEETING - WORLD PH SYMPOSIUM   
Hall attended a meeting in the task force 1 group preparing 
for the proceedings for the World PH Symposium in 2024.

Athens,  Greece •  September 17-19
ESOT CONGRESS   
Tadeja and Natalia participated in the annual ESOT 
Congress in Athens, Greece. 

Vir tual  (onl ine)  •  October  25
MEETING WITH PVRI  
Hall and Monika had a meeting with PVRI discussing 
the GPS survey. PHA Europe provided, among others, 
translated surveys.

Vienna,  Austr ia  •  October  5
MEETING WITH PHA    
Gerry, Hall, Eva and Monika had a face-to-face meeting 
with Matt Granato discussing possible areas for 
collaboration between PHA Europe and PHA.

Vir tual  (onl ine)  •  October  23
ELF ANNUAL STAKEHOLDER MEETING     
Hall and Monika participated in ELF’s online annual 
stakeholder meeting.

Vir tual  (onl ine)  •  October  27
MEETING WITH PHAWARE      
Hall had a meeting with Steve in PHAWARE to discuss the 
possibility to include their podcasts into Bel Air Center.

Vir tual  (onl ine)  •  November 6
TASK FORCE 1 MEETING - WORLD PH SYMPOSIUM   
Hall attended a meeting in the task force 1 group preparing 
for the proceedings for the World PH Symposium in 2024.

Vir tual  (onl ine)  •  October  27
MEETING WITH ELF PH PAG   
Hall, Monika and Eva had a meeting with the the newly 
established PH Patient Advisory Group (PAG) of ELF.

Vir tual  (onl ine)  •  October  26
MEETING WITH SUBLY  
Hall had a meeting with Subly discussing possibility to use 
AI technology to subtitle presentations that will be available 
in the Bel Air Center. 

Vir tual  (onl ine)  •  November 13
EHDS INTEREST GROUP  
Hall attended a meeting with an interest group discussing 
EHDS opt-in/opt-out issues.

Vir tual  (onl ine)  •  October  31
MEETING WITH WORDLY    
Hall had a meeting with Wordly to discuss options for 
AI supported simultaneous translation at meetings 
and AI subtitling of presentations.

Barcelona,  Spain •  November 8-12
PHA EUROPE - ANNUAL PH EUROPEAN 
CONFERENCE  (APHEC)     
Staff and members ran the annual PH conference 
in Barcelona together with their members. See a 
separate report. 
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Madrid ,  Spain •  December 1
FCHP ANNIVERSARY EVENT      
Hall attended FCHP’s anniversary event and gave a speech 
thanking congratulating them on their day and thanking them 
for the work they do as a member of PHA Europe.

Vir tual  (onl ine)  •  December 7 ,  11 and 14
TASK FORCE 1 MEETING - WORLD PH SYMPOSIUM   
Hall attended a meeting in the task force 1 group preparing 
for the proceedings for the World PH Symposium in 2024

Vir tual  (onl ine)  •  November 30
ELHG MEETING   
Hall and Monika participated in a meeting with the 
European Lung Health Group in which PHA Europe is 
one of the nine members.

Vir tual  (onl ine)  •  November 22
ERN-LUNG EPAG  
Hall attended a meeting with the ERN-LUNG ePAG 
group and was accepted as a member. ePAG 
members will ensure that the patient voice is heard 
throughout the ERN development process.

Vir tual  (onl ine)  •  December  29
PREPARATORY CALL WITH EXPERT REGARDING EU 
APPLICATION  
Hall and Monika attended this call with an expert helping 
us with an EU application for a grant covering some 2024 
projects.

Madrid ,  Spain •  December 5
ELF PH PAG MEETING    
Hall, Monika and Eva had a meeting with the the ELF PH 
Patient Advisory Group (PAG). Plans for 2024 were discussed.

Vir tual  (onl ine)  •  December 18
FERRER IMPACT CONFERENCE PREPARATION MEETING    
Hall had a first preliminary meeting with Ferrer preparing 
for the 2024 Ferrer Impact conference.
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𝗣𝗿𝗼𝗳𝗲𝘀𝘀𝗼𝗿 𝗝𝗲𝗮𝗻-𝗟𝘂𝗰 𝗩𝗮𝗰𝗵𝗶𝗲𝗿𝘆’𝘀 insightful session
shedded l ight on the dynamic evol ution of PH 
treatments (2004-2022), focusing on improving 
qual ity of l ife, managing symptoms, and notabl y 
enhancing survival  rates.

Del ving into the cl inical  trial  l andscape, Prof. Vachiery 
intricatel y detail ed the process, emphasizing ethical  
considerations, distinct trial  types, and compl ex 
endpoints.

𝗣𝗿𝗼𝗳. 𝗝𝗶𝗺𝗺𝘆 𝗙𝗼𝗿𝗱 il l uminated the patient
perspective in PH. Decades of progress in diagnosing 
and treating PH have extended l ifespans, improved 
heal th parameters, yet there’s more to do!

Prof. Ford echoed Sir Wil l iam Osl er’s timel ess words, 
‘The good physician treats the disease; the great 
physician treats the patient who has the disease’, 
emphasizing the essence of patient-centered care 
and the crucial  integration of doctors into the 
patient’s perspective, further underl ining that 
supportive care shoul d al ways be mul tidiscipl inary!

Dr. Joanna Pepke-Zaba presented the groundbreaking 
idea of the Pul monary Hypertension Gl obal  Patient 
Survey. Col l aborating with PVRI, this survey, based 
on the 2012 model  from PHA Europe, is reshaping PH 
research and care gl obal l y. During her presentation, 
Dr. Pepke-Zaba expl ained the el aborate construction 
process, featuring a structured design in three 
paral l el  streams for patients, carers, and young 
patients’ caretakers.

With 2400+ responses from 74 countries, and being 
avail abl e in 17 l anguages, this survey empowers 
the PH community. The numbers are expected to 
improve even more in the months to come. 

Prof. Torbicki highl ighted disparities in PAH and 
CTEPH care between Eastern and Western Europe 
at the 2023 APHEC. Whil e there’s been progress 
in drug accessibil ity, disparities persist, notabl y 
in Eastern Europe, due to l imited coverage and 
diagnostic chal l enges.

Ukraine’s case underscored issues l ike l imited 
reference centers and rel iance on echocardiography 
for diagnoses, highl ighting the need for 
comprehensive improvements.

Addressing these disparities requires improved drug 
access, increased awareness, and comprehensive 
diagnostic approaches for al l  patients across Europe.

𝗣𝗿𝗼𝗳. 𝗔𝗵𝗺𝗲𝗱 𝗠. 𝗞𝗿𝗶𝗺𝗹𝘆 shedded l ight on Pul monary
Hypertension (PH) care in 𝗦𝗮𝘂𝗱 𝗶 𝗔𝗿𝗮𝗯𝗶𝗮 and
the Middl e East at #APHEC2023. Treatment 
advancements offer hope. Saudi Arabia boasts 
accessibl e therapies, incl uding doubl e and tripl e 
therapies, which are a standard. Ongoing research 
focuses on novel  pathways, promising improved 
outcomes for patients. Notabl y, the majority of 
avail abl e and approved treatments are avail abl e in 
the Middl e Eastern countries.

We were al so thril l ed to wel come the Pul monary 
Hypertension Association 𝗖𝗘𝗢 𝗠𝗮𝘁𝘁 𝗚𝗿𝗮𝗻𝗮𝘁𝗼 at
APHEC in Barcel ona! Matt shared PHA’s incredibl e 
initiatives, driving change for pul monary 
hypertension. Their workshops, col l aborations 
with experts, and impactful  publ ications 𝗲𝗺𝗽𝗼𝘄𝗲𝗿
𝗣𝗛 𝗽𝗮𝘁𝗶𝗲𝗻𝘁𝘀. Granato highl ighted PHA’s advocacy, 
ensuring patient voices infl uence pol icymaking in 
USA. PHA’s journey from humbl e beginnings inspires 
unity, showing that together, we can overcome 
chal l enges posed by PH.

ANNUAL PH EUROPEAN CONFERENCE 2023

CONGRESSES & CONFERENCES

In November 2023, the PH community once again 
convened in the beautiful  city of Barcel ona for the 
Annual  PH European Conference (APHEC). This 
event brought together not onl y the PHA Europe 
staff and board, but al so around 90 PH association 
l eaders and l eading PH experts from 35 countries. It 
was a heartwarming famil y reunion set against the 
backdrop of the stunning Barcel ona surroundings.

Before the official  conference proceedings, we hel d 
a meeting with the association’s fel l ows. These 
dedicated individual s act as intermediaries between 
PHA Europe and our member associations, providing 
inval uabl e transl ation and facil itating smoother 
communication. Additional l y, they assist the 
associations with various tasks, such as organizing 
events for Worl d PH Day. The fel l ow meeting was a 
resounding success, l eading us to consider making 
it a regul ar feature during future APHEC gatherings.

During the first official  day of the conference, we 
conducted our General  Assembl y Meeting (GAM). 
This important session featured presentations of 
the financial  figures from the previous year and the 
upcoming budget. Our staff members presented an 
activity report, and board el ections took pl ace. We 
are del ighted to wel come two new board members: 
Nina Kobl er as Vice Secretary and Katica Mavračić as 
our newl y el ected auditor, succeeding Danijel a Pesic 
and Monika Tschida, respectivel y. Furthermore, 
during the GAM, PHA Europe unanimousl y approved 
the incl usion of four new associated members: 
Argentina, China, Germany, and Japan. With their 
addition, our PHA Europe famil y has now grown to 
37 member associations.

The subsequent two days were dedicated to our 
industry partners and PH special ists. The industry 
partners shared insights into their programs and 
cl inical  trial s. This was of particul ar interest to PH 
l eaders, given the exciting prospect of several  new 
and potential l y effective PH medications entering 
the market in the near future.

Our conference boasted an impressive l ineup of 
renowned PH special ists, providing attendees with 
val uabl e insights and knowl edge.
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After the APHEC, PHA appl ied to become a new 
associated member of PHA Europe. 

Lastl y, Dr Gergel y Meszaros from ERN-LUNG gave 
the audience an introduction to the organization 
he represents. ERN-LUNG, the European Reference 
Network for Rare Respiratory Diseases, is a 
col l aborative network of heal thcare professional s 
and centers of excel l ence across Europe. It focuses 
on improving the diagnosis, treatment, and care 
for patients with rare respiratory diseases, such 
as pul monary hypertension and interstitial  l ung 
diseases. By fostering cooperation and knowl edge 

sharing, ERN-LUNG aims to enhance patient 
outcomes and raise awareness about these 
conditions across Europe.
The APHEC was a great success, as al ways. With 
its impressive program and the opportunity for PH 
l eaders to meet face to face, the conference provided 
a significant boost of inspiration and energy to al l  
attendees. This renewed vigor wil l  undoubtedl y 
invigorate the work carried out by PHA Europe’s 37 
member countries in 2024.

Hall Skaara
Staff member PHA Europe
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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.

Vision • Connection • Innovation
Gossamer Bio was named in symbolism of the gossamer
thread, the connection that binds all relationships in life.

The goal of Gossamer Bio is to improve the lives of patients through 
meaningful advances in scientific development and an unwavering commitment 

to supporting patient communities across the globe.

Gossamer Bio is proud to support meaningful and engaging
awareness and education programmes that are created and led 

by PAH patient advocacy groups.

Please follow this thread to learn more about us: www.gossamerbio.com @GossamerBio
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CONGRESSES & CONFERENCES

REPORTS ON CONGRESSES & CONFERENCES
In 2023, PHA Europe took an active rol e in 
numerous significant congresses and conferences. 
This engagement not onl y served as a pl atform to 
ampl ify the voice of the pul monary hypertension 
(PH) community, but al so provided inval uabl e 
opportunities for l earning about the l atest 
advancements in the fiel d of PH and fostering 
essential  networking connections.

In spring, PHA Europe activel y participated in the 
4th Bal tic PH Conference in Riga, Latvia, focusing 
on CTEPH and the l atest PH guidel ines. Professor 
Kurzyna highl ighted col l aborative efforts with 
Latvia, incl uding the country’s first PEA operation. 

A key discussion centered on the potential  
establ ishment of a unified PEA center among the 
Bal tic countries, emphasizing the importance of a 
high-vol ume facil ity. BPA was al so highl ighted as 
an al ternative to PEA when surgery isn’t feasibl e. 
The conference facil itated in-depth discussions on 
patient cases, showcasing the region’s high expertise 
and reassuring standards of care for pul monary 
hypertension patients.

Next, PHA Europe participated in EPF’s 20th 
anniversary event in Brussel s with the theme 
„The Path of Patient Advocacy: Past, Present, and 
Future.” Key moments incl uded discussions on 
drug accessibil ity, the rol e of Artificial  Intel l igence 
in heal thcare, and reflections on patient advocacy’s 
journey. Workshops tackl ed issues such as conflicts 
of interest, youth invol vement, and heal thcare 
col l aboration. EPF al so endorsed a patient 
organization manifesto and shared its future goal s, 
emphasizing a new European patient agenda. Lastl y, 
a substantial  pharmaceutical  l egisl ation revision 
was discussed, with PHA Europe’s engagement in 
the process highl ighted.

PHA Europe activel y participated in the EU 
Commission’s stakehol der dial ogue in May on the 
extensive revision of EU pharmaceutical  l egisl ation, 
a process spanning four years. This revision, the 
most significant in two decades, aims to enhance 
patient access to treatments across EU member 
states, promote gl obal  competitiveness for the EU 
pharmaceutical  industry, and stimul ate innovation 
to address unmet medical  needs. It al so introduces

measures to strengthen suppl y chains, reduce 
environmental  impact, and streaml ine regul atory 
processes, notabl y through incentives for the 
pharmaceutical  industry. The l egisl ation is not 
expected to be adopted before 2025 due to the 
MEP el ection next year, with the EU Commission 
forwarding the revision to the EU Parl iament and 
Council  for approval .

CONGRESSES & CONFERENCES

Later in May, PHA Europe activel y participated in 
a EURORDIS membership meeting in Stockhol m, 
focusing on rare diseases and hol istic care. 
Workshops covered digital  safety and mental  wel l -
being, incl uding EU l egisl ation for the European 
Heal th Data Space (EHDS), aiming to provide citizens 
with digital  access to heal th data. Discussions 
emphasized the importance of minimizing personal  
data col l ection and the need for hol istic care. Mental  
heal th chal l enges in the rare disease community were 
highl ighted. The diverse nature of rare diseases and 
the importance of networks and shared experiences 
were underscored in workshops. PHA Europe had a 
strong presence, fostering knowl edge exchange and 
networking opportunities. 

In the summer, the International  Respiratory 
Coal ition (IRC), establ ished in 2021, gathered in 
Lisbon for a summit to advocate for l ung heal th 
and advance respiratory care. Comprising a diverse 
group of partners, incl uding professional s, patients, 
and industry pl ayers, the IRC aims to promote 
national  respiratory strategies and col l aborate 
with pol icymakers gl obal l y. With approximatel y 
550 mil l ion peopl e l iving with chronic respiratory 
diseases gl obal l y, resul ting in four mil l ion premature 

deaths annual l y, the IRC’s mission is crucial . 
Discussions at the summit addressed tobacco use, 
air qual ity, access to care, and vaccine skepticism. 
The summit cul minated in the IRC’s manifesto for 
better respiratory heal th, highl ighting prevention, 
timel y treatment, reducing heal th inequal ities, 
and prioritizing research as key focus areas. PHA 
Europe’s participation in the event al igns with its 
representation of the l ung heal th community and 
shared goal s with the IRC Manifesto.

Ferrer’s IMPACHT conference, attracting 150+ 
heal thcare professional s from 30+ countries for 
its fifth edition, introduced the „patient’s voice” 
this year. PHA Europe and EU-PFF l eaders joined 
Dr. Gabor Covacs in a session on „Patient Support 
in PH.” Topics incl uded hol istic PH patient care 
and PHA Europe’s pil l ars: awareness, capacity 
buil ding, advocacy, and information. The session’s 
success coul d l ead to future patient invol vement. 
The conference del ved into technical  discussions 
on improving PH diagnosis, phenotyping, new 
guidel ines, and medication for Group 3 PH ILD 
patients. Networking opportunities were pl entiful , 
making it a val uabl e experience.

In August, PHA Europe activel y participated in 
the European Society of Cardiol ogy (ESC) annual  
congress in Amsterdam, featuring a record-breaking 
attendance of 30,000 participants. This provided 
an excel l ent opportunity to engage in pul monary 
hypertension (PH) research and treatment 
discussions whil e expanding our network among 
medical  professional s and industry representatives. 
Notabl e presentations incl uded a groundbreaking 
study proposing urine biomarkers for PH diagnosis 
and a retrospective examination of the toxic oil  
scandal  in Spain, shedding l ight on the potential  
causes of PH. A session on risk assessment and 
treatment perspectives in France and Ukraine 
highl ighted the importance of guidel ines in patient 
care and underscored the chal l enges faced by 
heal thcare providers in conflict zones. Our presence 
at such events is essential  to strengthen connections, 
raise awareness of our initiatives, and enhance 
our expertise for the benefit of the European PH 
community and patients.

In the subsequent month, PHA Europe activel y 
engaged in the second major European congress 
hosted by the European Respiratory Society (ERS) 
in Mil an, Ital y. Simil ar to the ESC congress, this event 
featured numerous captivating sessions focused on 
Pul monary Hypertension (PH) and showcased a 
weal th of research through a mul titude of posters. 
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The ERS Congress not onl y serves as a val uabl e 
pl atform for exchanging ideas within the PH 
community, but al so fosters col l aboration with other 
organizations, incl uding the European Lung Heal th 
Group (ELHG). ELHG comprises representatives 
from eight different respiratory patient associations, 
and this congress provides a unique opportunity for 
in-person interactions, a departure from our usual  
onl ine meetings. Additional l y, our participation in 
various groups under the European Lung Foundation 
(ELF), incl uding the Patient Advisory Committee, is 
further enriched by this congress. Furthermore, PHA 
Europe had the privil ege of engaging in the Cl inical  
Research Col l aboration PHAROS at the congress, 
which pl ays a pivotal  rol e in coordinating future 
col l aborative PH research efforts.

The ESOT Congress, the l argest gathering of 
the transpl ant community in Europe, focused 
primaril y on l iver and kidney transpl antation, 
with some attention given to heart transpl antation 
and significant progress in anti-rejection drugs. 
Recommendations for patient organizations

CONGRESSES & CONFERENCES

incl uded emphasizing heal thy eating, regul ar 
exercise, and mental  strength—al l  crucial  aspects of 
post-transpl ant l ife that require more guidance and 
support. Raising awareness about organ donation 
was al so highl ighted, with impactful  projects 
showcasing the val ue of scars and the strength 
of transpl ant recipients. The Patient Engagement 

Room at the congress provided a dedicated space 
for transpl ant recipients and their famil ies. PHA 
Europe sees an opportunity to integrate organ 
donation awareness into its campaigns, recognizing 
the importance of this topic for some potential  
transpl ant candidates within the PH community.
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PHA EUROPE – SOCIAL MEDIA ACTIVITIES
In 2023, we witnessed significant successes in 
our social  media campaigns, notabl y during Rare 
Disease Day in February and the Worl d Pul monary 
Hypertension Day (WPHD 2023) campaign 
throughout May, which boasted gl obal  reach. Since 
those two campaigns, we’ve increasingl y focused 
on integrating the vibrant events of our annual  
PH European Conference (APHEC) into our social  
media presence, showcasing our l ivel y community 
comprising participants from our member national  
associations, pharmaceutical  partners, and expert 
speakers. Through a series of posts under the hashtag 
#APHEC2023, combined with content for November 
Awareness Month, we engaged with over hal f a mil l ion 
individual s across our social  media channel s. From 
introducing new board members and wel coming 
four new associated members to hosting a myriad 
of expert speakers shedding l ight on crucial  PH 
topics, the APHEC campaign proved to be a val uabl e 
addition to our traditional  social  media content.
Paral l el  to our APHEC campaign, PHA Europe 

col l aborated cl osel y with the USA’s Pul monary 
Hypertension Association during November 
Awareness Month, transforming their original  „Live 
PHearl essl y” campaign into editabl e templ ates 
for al l  PHA Europe member associations to 
share, thus reaching a much broader audience.

Refl ecting on 2023, we cannot overl ook the 
success of our two original  campaigns, „Bigger 
Than PH” and „PHenomenal  Art.” With „Bigger 
Than PH,” we aimed to spotl ight our champions 
and PH fighters, whose l ife stories exempl ify how 
individual s transcend their diagnoses, especial l y 
with the support of others, making al l  PH warriors 
“Bigger Than PH.” Simil arl y, „PHenomenal  Art” 
cel ebrated the vital ity of each patient through their 
original  artworks, created as a means of coping 
and heal ing through creativity. Countl ess pieces 
of art by PH patients radiate with their energy, 
resil ience, and vital ity evident in every brushstroke.

Facebook and Instagram

total yearly results
｜Facebook/Meta

3 ｜PHA Europe Social Networks
0

1000

2000

3000

4000

5000

6000

7000

8000

January February March April June July August SeptemberOctober

FACEBOOK REACH PER MONTH - ORGANIC

Value/Reach 2 per. Mov. Avg. (Value/Reach)

W
P
H
D

A
P
H
E
C

1.450.401

561.000

2.011.401

0

500.000

1.000.000

1.500.000

2.000.000

2.500.000

May 1st - 31st

WPHD REACH ON

PHA EUROPE PAGE

Facebook Reach Instagram Reach TOTAL

Major campaigns results
WPHD 2023 and APHEC 2023

｜Facebook/Meta

5 ｜PHA Europe Social Networks

2.008.522

609.093

0

500.000

1.000.000

1.500.000

2.000.000

2.500.000

W P H D  
A P H E C

WPHD 2023 AND APHEC REACH

Value/Reach Expon. (Value/Reach)

A
P
H
E
C

LinkedIN
total yearly results

｜LinkedIN

Period of time JANUARY – DECEMBER 2023

• Total number of posts: 120

• Total number of followers on LinkedIN: 594 ↑ +314

•Total impressions: 63.898

•Total reactions/likes: 2781

•Total reposts: 90

•Engagement rate: 10.655

• Unique visitors: 1330 since January

• TOTAL POST IMPRESSIONS: 6.3893

• Number of new followers : 353 ↑

9 ｜PHA Europe Social Networks

Total impressions – one year time

WPHD

PEAK
APHEC

Facebook and Instagram

total yearly results
｜Facebook/Meta

4 ｜PHA Europe Social Networks

890

1284
1195

840

1307

1010 980 980

1117

Instagram reach per Month - Organic

Value/Reach 2 per. Mov. Avg. (Value/Reach)

W
P
H
D

W
P
H
D

A
P
H
E
C

Facebook and Instagram
WPHD page

｜Facebook/Meta

Period of time JANUARY – DECEMBER 2023

• Total number of posts: 13 shared for WPHD

• Total Reach FB during WPHD: 130,100

• Total Reach IG: 990,776

• TOTAL NUMBER OF IMPRESSIONS: 1,134,943

7 ｜PHA Europe Social Networks

1.120.876

2.637.830

3.758.706

0

500.000

1.000.000

1.500.000

2.000.000

2.500.000

3.000.000

3.500.000

4.000.000

January - October

REACH - PHA EUROPE + WPHD 

PAGES

WPHD pages PHA Europe pages TOTAL

T
O
T
A
L

｜Twitter/X

• Total number of tweets according to analytics: 142

• Total number of followers on Twitter: 2021 ↑ +83

• Total likes past 5 months: 305

• Total retweets last 5 months: 80

• Total Reach/Tweet impressions: 59.400 +7% ↑

• Number of payed ads TOTAL on both platforms: 0

11 ｜PHA Europe Social

Networks

Twitter/X
total yearly results

Period of time JANUARY – DECEMBER 2023

0

2000

4000

6000

8000

10000

12000

TWEET IMPRESSIONS BY MONTH

Value/Reach Linear (Value/Reach)

WPHD

22 23



In addition to our endeavors, the promotion 
of PVRI’s PHGPS, the first gl obal  survey for PH 
patients, stands as a testament to our commitment. 
Through the creation and dissemination of original  
content across our networks, we proudl y report 
that our series of posts have successful l y garnered 
the attention of the PH community, encouraging 
participation in the survey crafted by PVRI. 
Across Facebook, Instagram, Twitter, and LinkedIn, 
with more diversified content compared to the 
previous year, we attracted new fol l owers from 
various demographics, thereby promoting our pages 
and PHA Europe’s mission to a wider audience. This 
expanded reach underscores the resonating impact 
and widespread infl uence of our gl obal  initiative. 
Our practice of disseminating major campaigns 
in different l anguages through editabl e templ ates 

has proven to be a powerful  asset, and we extend 
immense gratitude to al l  members who util ize them 
to share content. A 23 percent increase in numbers 
during the l ast quarter of 2023 compared to the 
previous year, coupl ed with a steady organic growth 
of fol l owers on Twitter and LinkedIn, indicates 
that our original  and new content consistentl y 
engages our audience and piques interest. We 
remain committed to generating even more original  
content to further expand our pages and el evate 
pul monary hypertension as a pertinent topic in 
everyday discourse among decision-makers and 
stakehol ders. Through our robust social  media 
networks and col l aborative efforts with major 
PH associations and member associations, we 
are cl oser than ever to real izing this objective.

Needs.
  Science.
    Trust.

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

AOP-HEALTH.COM

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

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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EARLY DIAGNOSIS • BEST THERAPYQUALITY OF LIFE • CURE

Make use of your right to our free services!

Our experience is your advantage!

WE
•	 advise	you	in	all	social	matters	(handicapped	pass,	parking	permit,	care	allowance)

•	 support	you	and	have	an	open	ear	for	 all	concerns	/	hotline	
•	 organise	patient	meetings	for	you•	 organise	chat	meetings	to	strengthen	the	feeling	of	togetherness

•	 promote	communication	between	doctors	and	patients
•	 conduct	intense	public	relations	work	and	fundraising	
•	 support	national	and	international	research	projects
•	 advice	you	on	everyday	topics,	 like	for	example	your	travel	planning

Service for 

patients with 

PULMONARY 

HYPERTENSION

PH Austria – Pulmonary Hypertension

Tel.:	+43	1	402	3
7	25	•	Fax:	+43	

1	815	73	00	10

info@phaustria.org

www.phaustria.o
rg

24 hour hotline for donations: 0800 22 8888

www.phaustria.o
rg

Tel: +43 1 402 37 25

Eva Otter 
Patient	Counsel

ling

0664/28	808	88

eva@phaustria.org

Gerald Fischer

President	and	fa
ther	of	a	PH-pat

ient

0664/22	888	88

gerry@phaustria.org

Monika Tschida

Offi	ce	Manager

0650/69 322 47

monika@phaustria.org
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MEMBER SUPPORT PROGRAM (MSP)
The Member Support Program (MSP), formerl y known as the CBP, buil ds upon the foundation l aid by our White 
Spot Program (WSP). Whil e the WSP focuses on establ ishing associations in new territories, the MSP is geared 
towards nurturing and advancing existing associations.
In 2023, we undertook a series of noteworthy initiatives under our MSP:

1. Website Development: Leveraging the WordPress templ ate util ized for PHA Europe’s 
website, we assisted several  member associations in designing their own websites. The resul tant 
webpages boast an appeal ing aesthetic and share a consistent visual  identity, enhancing their 
recognizabil ity.

2. Image Brochure Creation: Member associations seized the opportunity to create 
and print new image brochures, benefitting from a meticul ousl y crafted templ ate original l y 
empl oyed by the Austrian association. These brochures, though appearing simpl e, are the 
product of careful  del iberation, encompassing el ements ranging from col or schemes to paper 
qual ity. Such brochures serve as vital  tool s for member recruitment and partnership outreach 
within the pharmaceutical  industry. Al most al l  of PHA Europe’s member associations now boast 
their own image brochures.

3. Cross-National Collaboration: The Hungarian PH association transl ated and 
printed 500 copies of a nutrition brochure initial l y devel oped by their Austrian counterparts. 
This col l aboration exempl ifies the spirit of mutual  support among PHA Europe’s member 
associations, as successful  material s are shared for adaptation and dissemination across 
different national  contexts.

4. Patient Meeting Support: In May 2023, the Swedish PH association organized a mul ti-
day patient meeting with a special  focus on pediatric pul monary hypertension (PH) cases. 
PHA Europe extended financial  support through the MSP program to facil itate the successful  
execution of this event.

5. Support Line Provision: PHA Europe util ized MSP funds to ful fil l  requests from 
associations seeking assistance in establ ishing dedicated support l ines. Recipients were 
provided with a basic mobil e phone al ong with a one-year subscription, enabl ing them to offer 
enhanced support services to their communities.
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Since its inception, the Argentine Pul monary 
Hypertension Association has been providing this 
service compl etel y free of charge both for those 
peopl e who have a definitive diagnosis of PH and for 
those others who are faced with the perception of 
some symptoms, making them suspect its presence. 
It is a space intended for containment, advice, 
guidance, and attentive l istening to the concerns of 
those who come to share them with us and who have 
been energized thanks to virtual ity.

This area continued to address al l  probl ems rel ated 
to the l ack of access or discontinuation of treatments 
at the national  l evel , difficul ties in granting the 
Singl e Disabil ity Certificate - CUD, disaffil iations, 
processing of non-contributory pensions, etc. either 
for advice or for free l egal  sponsorship in those cases 
that warrant it.

Since September 2022, the “I take five minutes… 
I take a breath” meetings returned as a virtual  
proposal  through the Zoom pl atform aimed at 
patients and famil ies throughout the country, who 
have the opportunity to receive support, buil d new 
ties, and share coping strategies in the face of the 
uncertainty generated by PH.

THROUGHOUT THE SECOND HALF OF 2023, HIPUA 
CONTINUED TO DEVELOP THE FOLLOWING ACTIVITIES:

ARGENTINA

NEWS FROM EUROPEAN PH ASSOCIATIONS

INTERVIEWS WITH PATIENTS AND
RELATIVES AT THE NATIONAL LEVEL

ACTIONS OF THE LEGAL AREA OF 
HIPUA

NEW “I TAKE FIVE MINUTES… I TAKE 
A BREATH” MEETINGS
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Since 2019, HIPUA continues to focus on the 
continuous demand, from patients and famil ies, 
for updated information about PH. For this reason, 
every six months, we publ ish our digital  magazine 
RESPIRO2 in which both patients as wel l  as the 
greatest medical  experts in Argentina intervene 
with their brave testimonies, in pl ain and accessibl e 
l anguage, based on the premise that GETTING 
INFORMED IS A WAY TO TAKE CARE OF YOURSELF, 
and that a patient who takes care of himsel f is a 
patient who wil l  undoubtedl y experience better 
adherence to treatment.

We participated in this Debate Day organized 
by IOSFA. Reference was made to the enormous 
fragmentation of the Argentine heal th system, 
and the economic impact that these medications 
generate on it.

At the l ast Ordinary Assembl y of Partners of the 
Ibero-American Al l iance for Rare, Orphan or Rare 
Diseases (ALIBER), the incorporation of HIPUA as a 
ful l  member was approved.

RESPIRO2 MAGAZINE

HIPUA AT THE DEBATE DAY ON 
HIGH PRICE MEDICATIONS

HIPUA FULL MEMBER OF ALIBER

The fight of patients with Pul monary 
Hypertension is represented by this hashtag: 
#It’sJustAboutBreathing. That is why the AFA 
Professional  Footbal l  League carried out an 
impressive campaign with this hashtag on al l  
fiel ds with its 28 teams seeking to raise awareness 
about PH.

AFA AWARENESS CAMPAIGN

The Heart Fail ure and Pul monary Hypertension 
Committee of the Argentine Federation of Cardiol ogy, 
together with the Society of Cardiol ogy of Mendoza, 
invited HIPUA to participate in this weekend hel d in 
the province of Mendoza. At the same time, taking 
advantage of the occasion, from HIPUA we had the 
joy of being abl e to meet with several  patients from 
the province under the modal ity of our wel l -known 
meetings “I’l l  take five minutes… I’l l  take a break.”

On November 21 and 30, HIPUA devel oped two 
webinars with prestigious cardiol ogists and 
pul monol ogists, who made reference to PH 
associated with respiratory diseases, current and 
future treatments, and the guidel ines that must be 
fol l owed for good adhesion.

 The Pul monary Circul ation Section of the Argentine 
Association of Respiratory Medicine (AAMR) 
invited HIPUA to participate in the National  
Academy of Medicine, of the 8th International  
Pul monary Circul ation Course “Dr. Abel  Ayerza”. 
The scientific program deal t with topics rel ated to 
PH that were presented by renowned foreign and 
l ocal  professional s, creating a unique space for the 
exchange of opinions and experiences.

HIPUA had the honor of being awarded a schol arship 
by the Heal th Observatory of the Facul ty of Law 
of the University of Buenos Aires, to participate 
in this training that was cal l ed “From patients to 
heal thcare citizens” whose objective was to train 
patient organizations to participate, infl uence, and 
transform heal th care processes, in terms of access, 
equity, and guarantee of rights.

Continuous access to treatments must be 
guaranteed for anyone affected. For this reason, 
HIPUA has a donation mechanism from individual s, 
pharmacies, heal th establ ishments, or the industry 
itsel f. Al though these donations are not a definitive 
sol ution, they contribute to reducing the risks of 
non-access or discontinuation.

 Organized by the Argentine Chamber of Medicinal  
Special ties, it was devel oped within the framework 
of Worl d Patient Safety Day, in recognition of the key 
rol e they pl ay in the safety of heal th care, together 
with famil y members and caregivers.

HIPUA IN THE XIX WEEKEND OF 
HEART FAILURE AND PULMONARY 
HYPERTENSION MENDOZA

NOVEMBER, PH AWARENESS MONTH

HIPUA IN THE INTERNATIONAL 
PULMONARY CIRCULATION COURSE 
YESTERDAY

FROM PATIENTS TO HEALTHCARE 
CITIZENS

“BREATHING BETTER” PROGRAM 
(DONATION OF MEDICATIONS)

HIPUA AT THE PHARMACOVIGILANCE 
DAY
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AUSTRIA

NEWS FROM EUROPEAN PH ASSOCIATIONS

PH Austria organized impressive events throughout 
2023, bringing together patients, famil ies, and 
interested individual s. From the Linzer Kel l ertheater 
in February to the Sal zburg Information Day in 
November, each event provided an opportunity 
to share knowl edge, ask questions, and connect 
with others facing simil ar chal l enges. PH Austria 
al so hosted patient information days in Vienna, 
St. Pöl ten, Kl agenfurt, Innsbruck, and Graz. These 
events contributed to raising awareness, providing 
resources, and creating a supportive community for 
those deal ing with the chal l enges.

Another highl ight was in April , where PH 
Austria expressed gratitude to the donors of the 
Vergissmeinnicht initiative. As a symbol ic gesture of 
appreciation, participants pl anted a Forget-Me-Not 
fl ower in the beautiful  setting of the Schönbrunner 
Park. The initiative Vergissmeinnicht currentl y 
unites nearl y 100 Austrian non-profit organizations 
from the fiel ds of social  services, heal th, human 
rights, devel opment cooperation, animal  wel fare 
and environmental  protection, arts and cul ture, as 
wel l  as science and education. The Forget-Me-Not 
initiative aims to give cl ear and neutral  information 
about l eaving money to charity and making a wil l  for 
a good cause.

In 2023, PH Austria has organized a l ot of activities to raise awareness and provide support to patients with 
pul monary hypertension and el evate the l evel s of awareness surrounding this often-misunderstood condition.

PATIENT INFORMATION DAYS ACROSS AUSTRIA 

VERGISSMEINNICHT DANK EVENT ON APRIL 12TH 

PH AUSTRIA’S HIGHLIGHTS IN 2023

THE 10TH VIENNA ZOO RUN ON JUNE 12TH

MSD PH NURSE FORUM ON SEPTEMBER 22ND-23RD

Running shoes were l aced up to make a statement at the 10th Vienna Zoo Run. Participation in this run was 
not onl y a physical  chal l enge but al so an opportunity to draw attention to pul monary hypertension and raise 
funds for research. At the 10th Vienna Zoo Run 2023, 2000 ambitious runners participated in our charity run.

The MSD PH Nurse Forum provided a pl atform for the exchange of knowl edge and experiences in the care of 
patients with pul monary hypertension. PH Austria activel y participated to ensure continuous improvement 
in patient care.
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PH Austria had a strong presence at the APHEC&GAM 
2023 in November, a significant conference providing 
crucial  insights and devel opments in the fiel d of 
pul monary hypertension. Additional l y, PH Austria 

The Mil estones Initiative, aiming to mark progress 
in understanding and treating pul monary 
hypertension, was successful l y continued. This 
shows PH Austria’s commitment to bring positive 
change into the community. The Mil estones Square 
is l ocated at Oswal d-Thomas-Pl atz in front of the 
Pl anetarium in Vienna’s Prater. For a donation of at 
l east €29, a mil estone with a personal  engraving can 
be acquired and wil l  be l aid in the square. In 2023, 
the renowned soccer pl ayer Toni Pol ster supported 
our campaign, hel ping raise awareness for our 
project.

In 2023, PH Austria has once again demonstrated that the community in the fight against pul monary 
hypertension is resil ient and united. Through informational  events, sports activities, international  participation, 
and the continuation of initiatives, PH Austria is making a significant impact. We are proud to have 450 active 
members, which is 50 per Mil l ion of the total  popul ation of Austria.

participated in the European patient survey by AOP 
and the gl obal  patient survey by PVRI, ampl ifying 
the voice of patients worl dwide.

PARTICIPATION IN INTERNATIONAL EVENTS

CONTINUATION OF THE MILESTONES INITIATIVE

CLOSING THOUGHTS

The Bel arusian Congress of Pediatric Cardiac 
surgeons and special ists in congenital  heart 
diseases was hel d in Minsk. Experts discussed new 
techniques and achievements in cardiac surgery, 
sharing forecasts for the future of treatment and 
surgery in chil dren with congenital  heart defects.
Cooperation with pharmaceutical  companies has 
become an important step in providing patients. 
Despite the del ays, generic drugs of bosentan and 
sil denafil , produced in India, are now avail abl e on 
the Bel arusian market.
The Center activel y maintains its social  networks 
– Instagram, VKontakte, and Facebook, providing 
patients and their parents with up-to-date 
information and support. The Tel egram channel  
chat creates an additional  space for communication 
and exchange of experience.
Not onl y medical  care is provided, but al so l egal  and 
psychol ogical  support is provided to patients, which 
is important for ful l -fl edged care of their wel l -being.
These measures, together with our medical  
successes, underl ine our dedication to providing a 
high l evel  of care and treatment for chil dren with 
congenital  heart defects in Bel arus.

The RNPC „Cardiol ogy” successful l y performed a 
l ung transpl ant operation.
A 58-year-ol d resident of Osipovichi, suffering from 
pul monary fibrosis, received a new organ. It was her 
onl y chance to survive, so the doctors performed the 
operation.

BELARUS

NEWS FROM EUROPEAN PH ASSOCIATIONS
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BELGIUM

NEWS FROM EUROPEAN PH ASSOCIATIONS

RARE DISEASE DAY 

FAREWELL GHISLAINE 

Bel gian top model  and fashion icon Ghisl aine 
Nuytten died in January 2022 from the effects of 
pul monary hypertension. Her husband, Wil fried 
Hendrickx, wrote a book about her l ast years with 
the disease and spoke about it in Humo, a popul air 
magazine in Fl anders, earl y this year. This resul ted 
in an honest and recognizabl e story about l iving 
with an advanced stage of the disease. 

2023 was a pretty busy year for our association, it was all about getting together, informing our 
members and learning a lot ourselves. Here is an overview of our activities this year:

This year’s RDD campaign, pul l ed by the Bel gian umbrel l a patient association RaDiOrg, focused on the 
connection between al l  rare diseases, because al one we may be rare, but together we make up a l arge group 
of some hal f a mil l ion Bel gians. We can l ook back on a successful  campaign, with a l ot of media attention, 
incl uding for pul monary hypertension! Professor M. Del croix was featured in a national  newspaper, President 
Wendy made an appeal  on a l ocal  newspaper and tel evision, and final l y, Vice-President An ensured that 
Antwerp’s skyl ine was dominated by Rare Diseases Day, by changing the l ighting of the famous Port House 
from white to the col ors of ‚Rare Diseases Day’.

WEBINARS

ADVOCACY IN PRACTICE

As is our annual  custom, we organized a webinar 
series during the winter. These webinars aim to 
inform patients without having to l eave their house. 
They are al so recorded and put on our website and 
YouTube-channel , so that they remain accessibl e at 
al l  times. This year’s agenda incl uded the fol l owing 
topics: Informal  care, sel f-management: recognizing 
the symptoms of right heart fail ure, and social  rights.

Many events took pl ace this year where we made 
the patient’s voice heard through testimonial s and 
workshops. President Wendy and treasurer Erik 
testified at a Johnson & Johnson workshop, vice-

president An gave a testimony for physicians in an 
MSD webinar and, together with experience expert 
Wim, at a Johnson & Johnson event for physicians.
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TRAINING PATIENT EXPERTS

The patient’s voice is becoming increasingl y 
important in the decision-making processes 
of government departments, hospital s, heal th 
insurance funds, heal thcare providers, pharma 
companies, ... When devel oping and improving 
services or products, the patient’s opinion is 
increasingl y sought. However, this is onl y possibl e 
if this patient is al so aware of the processes and 
procedures being fol l owed and the objectives being 
pursued. This is why the Patient Expert Centre 
organizes training and ensures cooperation between 
those different pl ayers, so that the patient’s voice is 
heard.
The training consists of a general  part and a disease-
specific part with weekl y onl ine cl asses. In 2023, 8 
patients from our association took up the chal l enge, 
they may cal l  themsel ves ‚patient experts’ from now on! 

„Thanks to the patient expert training, I gained 
more insights about my disease, but also about 
general issues such as the social map of Belgium. This 
knowledge helps me to help my fellow patients and 
to volunteer for projects of my patient association 
such as reading up on Janssen-Cilag’s PAH starter kit.” 
Lore, patient expert 

„I have learned that sometimes I have to hand my 
work over to someone else and that it won’t always 
be the way I want it, but then I have more time to do 
nicer things myself.” (patient)

INFO MOMENT ON PH FOR NEW PATIENTS

On the 21st of October, we organized an info 
moment for new patients. Professor C. Bel ge gave 
a presentation on what PH is. Among other things, 
the different types of PH, possibl e causes and al so 
treatment options were discussed. Besides basic 
information, the day al so covered financial  and 
practical  support and tips on how best to deal  with 
pump medication and oxygen use, among other 
things, and the impact on your dail y l ife.

THEME AFTERNOON ‘LIVING LOSS’

Grief is often associated with a death, but saying 
goodbye to your l ife as it was, such as due to a chronic 
il l ness, can al so invol ve a grieving process. As patients, 
we al l  experience that there is a l ife before and a l ife after 
the diagnosis of PH. On Saturday October 21st, we had 
Psychol ogist and Professor Emeritus Manu Keirse as our 
guest with a l ecture on ‚l iving l oss’, fol l owed by a panel  
discussion with Sven Van Lommel  (PH psychol ogist UZ 
Leuven hospital ), Tess Wynants (PH nurse UZ Leuven 
hospital ), Wim Schauvl iege (PH patient), Katl een 
Verbergt (mum of) and her son Vic Moens (PH patient). 
Some interesting quotes from this afternoon were: 

”Grieving is normal behavior, of normal balanced people.”
Manu Keirse

„I have always been very honest and open with Vic. A lot 
of people commented on that. I’m happy to hear that I’ve 
done that well anyway.” 

Katleen, mum of a PH-patient

„The disease turns your whole life upside down. Whether 
it’s depression or not, at least you don’t feel good.” 

Wim, patient

„When diagnosed, people sympathize, but after a while 
they don’t, while each time there is a confrontation with 
what is no longer possible or because something changes 
in treatment.” 

Anja, patient

„The nurses are ready to give additional explanations 
because there is a real need for that. I take as a tip that 
proactively addressing the patient, even if it’s just five 
minutes, can make a big difference” 

Tess, PH nurse

SCIENTIFIC RESEARCH FUNDING

Several  actions were done during the year, both by us 
and by third parties. For exampl e, we received a nice 
cheque from the Mercier-Van Lanschot bank. We al so 
sol d sweets for PH. Al l  together, this enabl ed us to 
raise 12,000€ for scientific research on pul monary 

hypertension! This money was transferred to the 
KULeuven University for the ‚pul monary hypertension’ 
research chair l ed by Prof. Dr. M. Del croix.
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BOSNIA AND HERZEGOVINA

NEWS FROM EUROPEAN PH ASSOCIATIONS

Bosnia and Herzegovina – Mariposa journal winter 2023.

TOGETHER TO THE GOAL

ACTIVITIES WITH OTHER ORGANIZATIONS AND ASSOCIATIONS

Since the founding of the Association of Citizens 
Suffering from Pul monary Hypertension „Dah” in 
Bosnia and Herzegovina, one of our main goal s 
has been a cure for al l  pul monary hypertension 
patients in our country. To achieve this goal , we have 
expanded our mission by teaming up with other 
associations that bring together peopl e suffering 
from other diseases who, l ike us, do not have an 
avail abl e cure.

One of the non-governmental  organizations that deal s 
with the protection of basic human rights in Bosnia 
and Herzegovina is the Centers of Civil  Initiatives. 
We recognized them as a possibl e col l aborator, who 
coul d hel p us in our fight for a better position of 
PH patients in Bosnia and Herzegovina, and during 
2023, we participated in several  activities together. 
First of al l , we hel d direct and onl ine meetings in 
order to present the probl ems faced by patients 
with pul monary hypertension in our country, and 
among them, we especial l y pointed out that al l  PH 
patients do not have the same right to medicine, and 
that it primaril y depends on where we l ive . This 
startl ing fact that l eaves no one indifferent provided 
us with a sure comrade in the fight for our rights. 
With the Centers of Civil  Initiatives, we participated 
in the real ization of a round tabl e on the subject of 
the Sol idarity Fund in the Federation of Bosnia and 
Herzegovina, which aimed to point out the perennial  
probl em of ignoring l egal  obl igations by the 
authorities regarding the financing of the Sol idarity 
Fund of the Federation of Bosnia and Herzegovina. 
We were part of this story because we thought 
that it is a very important topic for us, since peopl e 
suffering from rare, severe and incurabl e pul monary 
hypertension were referred to the funds of this 
Fund in terms of providing expensive therapies and 
possibl e interventions outside the country, which, 
among other things, rel ate to heart, l ung, or both heart 
and l ung transpl ants. On this occasion, the Centers 

of Civil  Initiatives al so recorded a video confession 
of a PH patient from Bosnia and Herzegovina, Vera 
Hodžić, who spoke about her il l ness, but al so about 
al l  the probl ems faced by patients with pul monary 
hypertension in Bosnia and Herzegovina. The video 
attracted a l ot of attention from the publ ic, and over 
31,000 views were recorded on the FB pl atform of 
the Centers of Civil  Initiatives in six days al one.

ACTIVITIES WITH OTHER ORGANIZATIONS AND ASSOCIATIONS

In addition, during this year, we continued our 
work in the network of patient association „Right to 
medicine”, which aims to have a possibl e infl uence 
on the creation of a unique l ist of medicines in 
Bosnia and Herzegovina. As part of these activities, 
we attended a training session on the topic „Publ ic 
appearance in the media”, as wel l  as a meeting where 
it was emphasized once again that the network 
wil l  insist that representatives of the network, i.e. 
member associations of the network’s „Right to 
drug”.
 In order to unite as much as possibl e with other 
seriousl y il l  patients, we participated in the first 

founding meetings of the Al l iance for Rare Diseases 
in FBiH, as wel l  as in the final  Conference on Rare 
Diseases within the project „Contribution of 
networks of civil  society organizations to improving 
the dail y l ife of peopl e suffering from rare diseases”. 
Our regul ar activities during 2023 incl uded the 
cel ebration of the International  Day of Rare 
Diseases, as wel l  as the Worl d Day of Pul monary 
Hypertension, and with these activities we attracted 
a l ot of attention on social  networks, highl ighting the 
probl ems we face, raising awareness of pul monary 
hypertension, and presenting our creativity with the 
same goal .
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WE RAISE AWARENESS WITH SPORT ACTIVITIES

However, a cure for al l  patients is not our onl y 
task. Together with the media and athl etes, we 
continuousl y raised awareness about our disease.

So, in addition to the series of sports events that 
we real ized during the cel ebration of WPHD 2023, 
our recreational  athl etes showed their wil l ingness 
to hel p us in raising awareness about pul monary 
hypertension during their regul ar annual  activities. 
This time, we woul d l ike to highl ight the members 
of the cycl ing cl ub „Tajan” from Zavidovići, 
mountaineers from two towns: Zavidovići and 
Žepče, and tirel ess runners from SD Ul tra Bihać.
Cycl ists l ed by Nedim Mal ičbegović breathed for 
those suffering from pul monary hypertension during 
their trip to Vel ež (915 m), whil e mountaineers 
Arminka Memišević, Nerma Sinanović, Marko Brkić, 
Mustafa Memišević and Dino Sinanović did the same, 
but at much higher al titudes, on Mt. Bjel ašnica, by 
conquering the peak of Obal j (1,896 masl ) as a sign 
of sol idarity with al l  those suffering from pul monary 
hypertension.
Our tirel ess runners from Bihać Enes Ibrahimagic, 
Emina Ćehajić Gradinović, Amar Ćehajić, Amir 
Muminović, Armin Al agić, Haris Mašić, Asmir 
Isl amović, Dženana Mušić, El za Ljubijankić, and 
Sanel  Kurtagić participated in hal f marathons and 
marathons not onl y in Bosnia and Herzegovina, 
but in the entire region, breathing for patients with 
pul monary hypertension. During this year, these ten 
runners from Bihac covered a total  of about 2,000 
km on the trail s in Bihac, Mostar and Bosanska 
Krupa in Bosnia and Herzegovina, and Koper, Kranj, 
Ljubl jana and Novi Mesto in Sl ovenia, as wel l  as 
Šibenik, Sl avonski Brod, Zadar, Karl ovac , Pl itvice, 
Pul a, Čazma and Zagreb in Croatia, thereby raising 

awareness of pul monary hypertension together 
with us. What makes us particul arl y happy are their 
successes, because they often returned from those 
races with wel l -deserved medal s.

We wil l  continue at this pace in the years ahead 
because we have no intention of giving up our l ives 
and our fight for equal  rights for al l  patients with 
pul monary hypertension in Bosnia and Herzegovina.

Vera Hodžić, president
Association of citizens suffering from

pulmonary hypertension „Dah” - in Bosnia and Herzegovina

BULGARIA BSPPH

NEWS FROM EUROPEAN PH ASSOCIATIONS

CELEBRATING THE RARE

MOTOFEST SUPPORT OF DONATION AND TRANSPLANTS

A „Wal k of Hope” was hel d on February 26th, 2023 
in Sofia. The initiative aims to draw publ ic attention 
to the probl ems of peopl e with rare diseases. The 
campaign is organized by the Rare Diseases and 
Transpl antation Section of the National  Patients’ 
Organization (NGO) and is dedicated to Rare 
Diseases Day. ‚’When you suffer from a rare disease, 
you need to be at l east two steps ahead of the 
disease to save your l ife. These patients are usual l y 

Peopl e with big hearts kicked off the first motorcycl e 
festival  of its kind in support of donation and 
transpl ants, organized by the Sofia motorcycl e cl ubs. 
It was hel d from the 23rd to the 25th of June, 2023, 
in the park area next to Terminal  2 of Sofia Airport 
and aimed to promote the cause of donation.
National  Assembl y President Rosen Zhel yazkov 
attended the opening ceremony of the three-day 
charity motor fest. 
 With the col l ected funds, the organizers of the moto-
fest purchased and donated medical  equipment 
rel ated to the donation and transpl antation process, 
as wel l  as the post-transpl antation period. The 
Bul garian society of patients with pul monary 

„invisibl e” to the publ ic. I woul d l iken the suffering 
in every famil y where there is a patient with a rare 
disease to a dail y battl e for survival  - starting from 
the very beginning to seeking and making the right 
diagnosis and access to treatment”, said Natal ia 
Maeva, president of the BSPPH. On February 28th at 
19:00, embl ematic buil dings in five Bul garian cities 
were il l uminated in the col ors of the rare - bl ue, 
green, pink, and purpl e.

hypertension was al so an active organizer and 
participant in the meeting. Even one human l ife is 
worth saving thanks to our efforts!
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ELF PATIENT ORGANISATION NETWORKING DAY 2023

THE STORY OF CASPAR, WHO WANTS TO OVERCOME ISOLATION

At the European Respiratory Society (ERS) Congress, 
the annual  ELF Patient Organisation Networking 
Day brought together numerous organizations 
dedicated to respiratory heal th. Among the esteemed 
speakers and panel ists, Natal ia Maeva, member 
of the board of PHA Europe and a respected figure 
in the fiel d, del ivered a presentation titl ed „Living 
with Pul monary Arterial  Hypertension: Navigating 
Chal l enges and Promoting Adjustments.”

Her presentation took us on a journey, starting 
with the foundational  understanding of PAH and 
the compl exities of this disease. It then emphasized 
the crucial  significance of earl y diagnosis, symptom 
awareness, and managing the emotional  impact. 
Moving forward, Natal ia expl ored the chal l enging 
diagnostic process, highl ighting the importance of 
ul timatel y accepting one’s condition. Her insights 
extended to practical  coping strategies and the rol e 
of PHA Europe and other associations in empowering 
patients to activel y participate in their care and find 
support through patient networks.

The story of „Casper - the bear with bl ue l ips” has 
final l y been official l y presented in the Bul garian 
l anguage on the 30th of September 2023, in the 
„Peroto” l iterary cl ub at the National  Pl ace of Cul ture 
in Sofia.
 
Cl owns Kuku and Pippi presented the tal e of 
the brave bear Caspar, who, despite everything, 
manages to overcome the il l ness with the hel p of his 
parents. Travel ing and expl oring the worl d of this 
rare condition, the l ittl e one l earns to l ive in a new 
and different way, successful l y defeating the disease. 
Caspar has just one simpl e dream—to pl ay l onger 
with the other chil dren. When the bear pl ays with 
his friends, his l ips turn bl ue, and he gets tired very 
quickl y because he suffers from a rare condition 

She is a Founding Member and current President of 
the Bul garian Society of Patients with Pul monary 
Hypertension. She has fought a rel entl ess battl e 
against Pul monary Hypertension (PH) for over 14 
years. Her remarkabl e journey incl udes a doubl e 
l ung transpl ant in 2016, enabl ing her to l ead a 
vibrant, active l ife for the past seven years. Her 
profound expertise in PH made her presentation a 
pivotal  moment of the event.

that is chal l enging to diagnose. Concerned parents 
do everything, but Caspar misses his friends and the 
endl ess games. After much searching, far through 
several  mountains, the brave bear, al ong with his 
famil y, finds Dr. Panda, who wil l  change the bear’s 
l ife.

Natal ia Maeva, Chair of BSPPH, shares, „For me, it 
was a great goal  to write and publ ish such a book to 
educate about the importance and impact of a rare 
condition affecting both chil dren and adul ts.”

The story of Casper the bear has been transl ated into 
Engl ish, Croatian, and Bosnian. Next year, the book 
wil l  be avail abl e on the book market in Sl ovenia and 
China.

TRANSPLANT RECIPIENTS TOOK PART IN THE WIZZ AIR SOFIA MARATHON

On the 8th of October 2023, more than 60 transpl ant 
recipients, doctors, as wel l  as representatives of the 
Executive Agency Medical  Supervision participated in 
the Wizz air Sofia marathon 2023.

On the occasion of the European Day of organ donation 
and transpl antation, and in support of the National  
Campaign for popul arizing the meaning of donation 
and transpl antation “Yes! For l ife!”, the participants ran 
the symbol ic distance of 42.19 m - by anal ogy with the 
entire l ength of the route - 42.195 km. Lung transpl ant 
patients were among the participants.

“This way, we not onl y showed that transpl antation 
al l ows a person to l ead a compl etel y normal , heal thy 
l ife, but al so that we can be of benefit to the society 
and our country. It is therefore important to have more 
transpl antations in Bul garia and fewer peopl e waiting 
for their second chance for l ife. Organ donation is the 
most humane and supreme act of a modern society 
which hel ps peopl e with disabil ities and their l oved 
ones. A society without moral ity and without human 
val ues is doomed to die. I bel ieve that we Bul garians are 
capabl e of empathy, compassion and humanity! Al l  of 
us who participated in the marathon together showed 
this!”, said the Natal ia Maeva chairman of the BSPPH.
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The exhibition „Mirrors of l ove! About l ove from first 
sight” is organized in col l aboration with the Foundation 
„Movement of Bul garian Mothers,” the Association 
„Down Syndrome-Bul garia,” and the „Bul garian Society 
for Pul monary Hypertension Patients.” It’s a photo 
project to Rositsa Bukova, an active advocate for the 
rights of peopl e from vul nerabl e groups in our society. 
The project aims to show that individual s with Down 
Syndrome can l ead dignified l ives when supported by 
their famil ies and embraced by the community with 
a ful l  awareness of normal cy. It symbol izes respect 
and attention to parents and l oved ones, who have 
devoted care and l ove, enabl ing individual s with Down 
Syndrome to reach an age that is chal l enging if spent in 
institutions. Each hero in the exhibition has one extra 
chromosome, making them al ways smil ing, sunny, 
and l oving. They carry incredibl e energy and vital ity 
for l ife, emotions, and genuine feel ings that they don’t 
hide. They demonstrate that their l ives are worthy and 
serve as an exampl e of the respect we owe them. Some 
of them al so suffer from pul monary hypertension. The 
exhibition is travel ing and has been presented on the 
1st of December 2023  at the Ombudsman’s Cl ub and 
on the 6th of December 2023 at the Ministry of Labor 
and Social  Pol icy.

EXHIBITION TELLS STORIES ABOUT DIVERSITY 

BULGARIA PHA

NEWS FROM EUROPEAN PH ASSOCIATIONS

INFORMATION SEMINAR

On November 4, 2023, an information seminar on 
the topic of “Rare Diseases Chal l enge” was hel d at 
the Kayl aka Hotel  in Pl even. The event was organized 
by PHA Bul garia and the National  Al l iance of Peopl e 
with Rare Diseases. A total  of 124 students from 
al l  medical  universities in the country participated 
in the event. The moderator was Todor Mangarov, 
the chairman of PHA Bul garia. The seminar aimed 
to raise awareness about rare diseases, and their 
impact on patients and their famil ies. The event 
covered a range of topics rel ated to rare diseases, 
incl uding chal l enges in diagnosis and treatment, 
patient experiences, and the need for increased 
research and funding. Dr. Simona Markova, a 
physician at one of the three PH treatment centers 
in Bul garia, gave a presentation on the topic of 
pul monary hypertension - chal l enges and diagnosis. 
She discussed the difficul ties in diagnosing 
pul monary hypertension and the importance of 
earl y detection and treatment. She al so highl ighted 
the need for increased awareness and education 
among heal thcare professional s and the publ ic. Mr. 
Anton Mujdrakov shared his l ife story before and 
after l ung transpl antation. He spoke about the l ack of 
opportunity for l ung transpl antation for Bul garians 
for several  years, which represents a pecul iar form 
of genocide against patients in an advanced stage of 
l ung disease. His story emphasized the importance of 
organ donation and the need for increased support 
for patients with rare diseases. The seminar was 

an important step in raising awareness about rare 
diseases and the chal l enges faced by patients and 
their famil ies. It highl ighted the need for increased 
research, funding, and support for patients with rare 
diseases in Bul garia. 

Todor Mangarov, a l ecturer on pul monary 
hypertension, inspired the audience at the 
Tarl ov cysts congress with his motto:

„Make your dream come true! Start with I can.”
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On September 28, 2023, the Commission on 
Heal th, and the Commission on Labor, Social , and 
Demographic Pol icy hel d a meeting to discuss changes 
to the regul ation for peopl e with rare diseases. 
The meeting was attended by representatives 
from the Ministry of Heal th, the Bul garian Medical  
Association, the Commission for Protection against 
Discrimination, the National  Heal th Insurance 

 On September 29, 2023, President Rumen Radev 
of the Republ ic of Bul garia personal l y awarded the 
“Honorary Sign of the President” to Professor Dr. 
Rumen Stefanov, Vl adimir Tomov, Assoc. Prof. Pol ina 
Mil usheva, Todor Mangarov, Yordanka Petkova, and 
Il iana Tonova (posthumousl y). They were recognized 
for their pioneering work 15 years ago that paved 
the way for the cause of peopl e with rare diseases 
in Bul garia. The “Honorary Sign of the President” is 
a prestigious award given to individual s who have 
made significant contributions to the devel opment 
of Bul garia in various fiel ds, incl uding science, 
cul ture, and social  activities. The award recognizes 
the outstanding achievements of individual s who 
have dedicated their l ives to serving the country 
and its peopl e. Professor Dr. Rumen Stefanov is 
the director of one of the three treatment centers 
for pul monary hypertension in Bul garia. Vl adimir 
Tomov is the founder and chairman of the National  
Al l iance of Peopl e with Rare Diseases. Assoc. Prof. 
Pol ina Mil usheva is the founder and chairman of 
the National  Association of Patients with Growth 
Hormone Deficiency. Todor Mangarov is the chairman 
of the Pul monary Hypertension Association. 
Yordanka Petkova is the founder and chairman of the 
Hereditary Angioedema Association. Il iana Tonova 
was posthumousl y awarded for her contributions to 
the National  Sarcoidosis Association

Fund, the Ombudsman of the Republ ic of Bul garia, 
the Ministry of Labor and Social  Pol icy, and non-
governmental  organizations advocating for the 
rights of peopl e with rare diseases and disabil ities. 
The purpose of the meeting was to discuss the 
chal l enges faced by peopl e with rare diseases and 
to propose changes to the existing regul ations to 
better support their needs.

HONORARY SIGN OF THE PRESIDENT

CHALLENGES FACED BY PEOPLE WITH RARE DISEASES

Inspired by the idea of giving hope to al l  PH patients, 
Todor Mangarov, chairman of the Bul garian PHA 
association, took his traditional  bike tour. 

At the end of 2022, after the l ong-awaited l ive 
patient’s association meeting in Barcel ona, Todor 
started from Barcel ona to reach the city of Sofia. 
Passing Girona, Perpignan, Narbonne, Montpel ier, 
Marseil l e Cannes, and reaching Nice, where he was 
forced to quit and postpone his bike tour, due to 
il l ness and extreme weather conditions. 

Neverthel ess, He gave us an exampl e that diagnoses 
on time, correct treatment, and adequate fol l ow up 
of PHA can, in some cases, l ead to a normal , active 
l ife.

He l ooks forward to finishing the pl anned tour. 

TODOR’S BIKE TOUR 2023
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TWO BREAKTHROUGHS

CHINA

NEWS FROM EUROPEAN PH ASSOCIATIONS

This year, we have made two breakthroughs, one 
is our engagement in cl inical  trial , the other is our 
membership in PHA Europe. 
On 29th Nov., we were invited to attend a conference, 
hel d by the Center for Drug Eval uation, NMPA 
(National  Medical  Products Administration), on 
how to improve Chinese patients’ engagement 
in cl inical  trial  and drug devel opment. Nearl y 40 
attendees were present, incl uding government 
official s, medical  professional s, domestic and 
international  pharmaceutical  enterprises, and 

patient organizations. They eagerl y shared their 
experiences and thoughts on “patient-centered” 
research. This is the first time for iSEEK to express 
patients’ perspective in a face-to-face meeting 
with government official s, so we highl ighted the 
importance of patients’ invol vement in pre-cl inical  
phases, and the design of questionnaires, cal l ed for 
the revisions of qual ity of l ife based on the patients’ 
concerns and emotions, as wel l  as strengthened the 
regul ation of informed consent. Al though peopl e 
from different backgrounds may have different 
perspectives, al l  the participants bel ieved “patient-
centered” research wil l  become a trend in the future 
and were very happy to col l aborate in this fiel d. 

During 8th~12th Nov., We attended the 2023 
APHEC hel d by PHA Europe in Barcel ona and 
l uckil y became an associate member of PHA 
Europe. This is our first conference with European 
PH l eaders face-to-face, and we are not onl y 
impressed by their warmth and generosity, but 
al so astonished by their efforts in col l aborating 
and hel ping each other. Despite many disparities in 
l anguages, cul tures, and social  systems, PH l eaders 
in European countries are working constantl y to 
hel p each other even during the war. We benefited 
from speeches, private tal ks, and were al ways 
deepl y moved and inspired by patient’s stories. 
These val uabl e insights and experiences wil l  hel p 
us to cal l  for more Chinese patients in pursuit of 
better qual ity of l ife.   

VIRTUAL BLUE LIPS CLASSROOM

Due to the pandemic, our education program “Bl ue 
Lips Cl assroom” has moved on-l ine since 2019, 
and drew a l ot of attention al l  over the country 
unexpectedl y. So this year, we decide to sustain 
our on-l ine program in more diversified contents, 
not onl y inviting PH patients and doctors, but al so 
sociol ogists, l awyers, psychol ogist, pharmacists, 
dietitians, social  workers, and patients of other 
diseases. Therefore, patients are abl e to hear 

different perspectives that may inspire or empower 
them to make their own decisions. As most of the 
PH medications are l argel y covered by the national  
insurance systems, patients start paying more 
attention to l ive better rather than l ive l onger. 
In the l ong term, we hope this virtual  cl assroom 
wil l  improve patient’s heal th l iteracy and their 
awareness for pol icy-making.
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GUIDELINES FOR INSURANCE COVERAGE

Starting from 2019, the cost for PH medications 
are covered by the national  insurance system and 
patients are expecting a better l ife. However, the 
impl ementation varies widel y. Some provinces 
offered higher coverage, whil e others onl y reimburse 
a l ittl e. In some cities, patients can buy their 
medications through l ocal  pharmacies, but others 
are onl y al l owed to buy it through professional  PH 
centers, which may be far away from their home. 

As a resul t, we asked patients to submit their 
cl aims to the heal thcare administration at their 
l ocal  l evel s. Through endl ess cal l s and constant 
consul tation, most of the probl ems are sol ved. By 
sharing information among different provinces and 
cities, patients are more acquainted with each other 
and united. Some l ocal  support groups issued their 
guidel ines for appl ying reimbursement, which is 
useful  and easy to read.

When we l ook back, we can happil y say that the l ast 
year was very dynamic and successful  for the Bl ue 
Wings Association!
We managed to impl ement 2 projects co-founded 
with ESF (European Social  Fund) funds in the 
amount of 85%, and the State Budget of the Republ ic 
of Croatia in the amount of 15%.
We have al ready written about the projects „Do more 
breathe together” and „Ful l  l ungs forward” during 
the duration of projects, but we wil l  once again boast 
about that. Despite being a smal l  association and 
a smal l  country, we compl eted both projects with 
very demanding and detail ed paperwork, so 
we hope that maybe some other PHAE member 

countries wil l  be encouraged and decide to take that 
step, try to write a project, and appl y for an open cal l  
in the future. We pl an to appl y for simil ar cal l s and 
are al ready tal king to our col l eagues from Sl ovenia 
about it, because the cal l  for appl ications for cross-
border cooperation projects, in this case between 
the countries of Sl ovenia and Croatia, has opened.

CROATIA

NEWS FROM EUROPEAN PH ASSOCIATIONS
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One of the projects was aimed at strengthening the 
capacity of the association itsel f. In contrast, the 
other project, which we just finished on the 24th 
of November 2023 from the cal l  for the promotion 
of heal th and disease prevention, was aimed at 
raising awareness of PAH and working with school -
age chil dren through sports activities, with an 
emphasis on the importance of pl aying sports, 
because unfortunatel y in the Republ ic of Croatia, we 
have a l arge number of obese chil dren. The project 
aimed to encourage chil dren to pl ay sports, but 
al so to introduce them to rare diseases l ike ours. 
The chil dren accepted our visits to their school s 
surprisingl y wel l . They were ready to cooperate 

and asked interesting questions. We visited 6 l ess 
devel oped cities in Croatia; Karl ovac, Obrovac, 
Bjel ovar; Vukovar, Sisak, and Đakovo. External  
col l aborators in this project were wel l -known 
rowers Tomisl av Smrček Čonč and Nikica Ljubek, 
who were crowned with a sil ver Ol ympic medal .

Thanks to PHAE funds from the CBP program, we al so 
hel d the first art col ony cal l ed “Art from the Heart,” 
which consisted of two parts. The first was when we 
spent the day with the fine artists in the picturesque 
Botanical  Garden of the city of Zagreb, where they 
found inspiration for their works, which we then 
equipped with frames and exhibited in the Loža gal l ery 
in Zagreb in November, al so known as an awareness 
month for respiratory diseases. The exhibition was 
for sal e, and the col l ected funds wil l  be used to further 
the work of the association and new projects, and the 
visitors took home a new work of art, painted from 
the heart.
So that not everything stays on l and, we dived into the 
depths from where divers sent us support with won-
derful  pictures that we wil l  use in our projects rel ated 
to raising awareness about PAHs. Photos were taken 
by the famous Croatian photographer Damir Zurub 
(photographs for National  Geographics).

Throughout the year, many runners defended our 
col ors in various races across the country, and one 
of the interesting ones was the l ast one of the year, 
the onl y costumed race in Zagreb, the Zagreb Advent 
Run 2023, where we had the Bl ue Wings team, which, 
despite the col d weather, was l eft breathl ess for PH 
(Get Breathl ess for PH). We have been featured on 
tel evision and radio stations, and our activities have 
been covered by many portal s across the country, 
a l ot of work for a smal l  association, but we are 
continuing to do the same because there is stil l  a l ot 
of work to do.

Katica Mavračić and Zdenka Bradač
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CZECH REPUBLIC

NEWS FROM EUROPEAN PH ASSOCIATIONS

COOPERATION WITH THE MINISTRY OF HEALTH AND THE STATE 
INSTITUTE FOR DRUG CONTROL DURING DRUG APPROVAL

At the beginning of the year, the Ministry of Heal th approved the third medicine for rare diseases according to 
a new l egisl ation in Czech Republ ic. It was a medicine for patients with chronic thromboembol ic pul monary 
hypertension (CTEPH) in III. and I. Functional  cl ass. Subsequentl y, the reimbursement was approved by the 
State Office for Drug Control . We are very proud that as a patient Organization we coul d participate in the 
approval  process.

NAPO

We became a member of NAPO in February this year. 
The National  Association of Patient Organizations 
brings together patient organizations focused on al l  
types of il l ness and disabil ity operating in the Czech 
Republ ic. Joining the National  Association of Patient 
Organizations (NAPO) indicates our commitment 
to being a part of a col l ective effort to advocate 
for the interests of patients and support member 
organizations. Being a member of such an association 

can provide val uabl e networking opportunities, 
resources, and a pl atform to contribute to the 
improvement of heal thcare and patient experiences. 
The goal  is to become a respected partner for the 
Ministry of Heal th, the State Office for Drug Control , 
the State Institute of Heal th, and other heal th 
promotion institutions that seek or consul t the 
views of patients.

COOPERATION WITH THE MINISTRY OF HEALTH

RECONDITION STAY IN PODĚBRADY

ANNUAL MEETING IN OLOMOUC

This year, we have seen great success by appointing 
a col l eague from the association of patients with 
pul monary hypertension to the position of advisory 
organ for reimbursement of drugs intended for 
rare diseases. This refl ects not onl y the dedication 
and expertise within our organization but al so 
the recognition of the importance of patient 
perspectives in decision-making processes rel ated 
to heal thcare, particul arl y for rare diseases. Having a 
representative from a patient organization in such a 
rol e can contribute val uabl e insights into the unique 
needs and chal l enges faced by individual s with 
rare diseases. It al so emphasizes the importance of 
col l aboration between patient advocacy groups and 
heal thcare decision-makers.

As every year, the second week in August is devoted 
to a recondition for patients with pul monary 
hypertension in Poděbrady. Its program supports 
the mental  heal th of patients and those of their 
famil y members, and we have the opportunity to 
show patients that they can al so take care of their 
physical  condition, even with this chronic disease. 
The whol e stay is supported by a physician from 
the PH centre, psychol ogist, and physiotherapists. 
Like in past years, the program focused on l ight 
breathing exercises, muscl e stretching work, and 
the improvement of movement habits. We al so 
introduced some new techniques to strengthen the 
middl e part of the body to protect the spine. Our 
patients al so had the opportunity to discuss their 
probl ems with a PH special ist. Like l ast year, we al so 
prepared  psychol ogical  rel axations and individual  
support for our patients. 

Organizing meetings of patients with the General  
Meeting in Ol omouc, one of the three centers for 
the treatment of l ung hypertension, is an excel l ent 
opportunity for members of the association from 
more distant l ocations. The program incl uded 
not onl y l aw for the association, but al so l ectures 
on special ists on various topics of progress of 
treatment and social  support, as wel l  as l ectures on 
the members of the Board of the Association. The 
budget choices and approval  are key parts of the 
general  meeting where members can infl uence the 
direction and decision-making of the organization. 
Overal l , these events contribute to the strengthening 
of patients’ community, sharing experience and 

gaining important knowl edge. Professional  l ectures 
from special ists in the treatment of pul monary 
hypertension (PH) are val uabl e because they 
provide participants with up-to-date information on 
therapeutic options, research, and care
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MEETING WITH PATIENTS FROM IKEM
We have wonderful  news this year! Being invited to the 
meeting for patients with pul monary hypertension 
at IKEM in September 2023 was a great opportunity. 
Such gatherings provide a pl atform for patients to 
connect with each other, share experiences, and 
gain val uabl e insights into pul monary hypertension 
and its treatment. Meetings l ike these often feature 

discussions with experts, al l owing attendees to ask 
questions, l earn about the l atest devel opments in 
treatment and research, and receive support from 
both heal thcare professional s and fel l ow patients. 
It’s a chance to buil d a sense of community and find 
encouragement in facing the chal l enges associated 
with pul monary hypertension.

HUNGARY

NEWS FROM EUROPEAN PH ASSOCIATIONS

We have many col ours and we have manifested them 
many times and in numerous pl aces throughout the 
year.
Among the representatives of several  types of rare 
diseases, our association al so participated in the 
Worl d Day of Rare Diseases organized by RIROSZ 
(the Hungarian Federation of Rare Diseases).
  
We al so raised awareness on social  media that 
pul monary hypertension is one of those rare 
diseases. The fabul ous, col ourful  visual  material s of 
PHA Europe attracted the attention of the audience.

On the 𝗣𝗛 𝗔 𝗘u𝗿𝗼𝗽𝗲 - 𝗣𝗛 𝗲𝗻𝗼𝗺𝗲𝗻𝗮𝗹 𝗔𝗿𝘁 𝗘𝘅𝗶𝗯𝗶𝘁𝗶𝗼𝗻 – we al ready have two presenters. This is the campaign that
aims to show how creative activities hel p in the management of PH. 

56 57



In the special  form of PH, in chronic thromboembol ic 
pul monary hypertension (CTEPH), a surgical  
sol ution is recommended, rather than drug 
treatment. We are happy that bal l oon pul monary 
angiopl asty procedures have been successful l y 
performed in Debrecen al ready for 6 years.
We consider it very important to improve the 
qual ity of l ife of those suffering from pul monary 
hypertension by making as many dietary 
recommendations as possibl e avail abl e. For this 
reason, we have transl ated and made avail abl e 
the Nutrition brochure of PH Austria- Initiative 
Lungenhochdruck.

We were very pl eased that a study was compl eted under the auspices of Semmel weis University on precisel y 
which vitamins, mineral s, and antioxidants can be taken to sl ow down chronic obstructive pul monary disease 
(COPD), but this diet can al so be useful  for other l ung diseases. One of the main probl ems is infl ammation, 
and the reccommended Mediterranean type diet is rich in antioxidants and vitamins. One of the authors of 
the study, Dr. János Varga, appeared in several  pl aces in the media and emphasized the importance of an 
appropriate diet and l ifestyl e.

Our sports ambassadors were al so active during the 
year. Tündi performed at the Vivicitta running race, 
then unfortunatel y got injured, but we hope she wil l  
compl etel y recover soon. Gyuri al so joined in, who 
gets breathl ess every day by running 10 kms for 
peopl e suffering from pul monary hypertension. Nóri 
al so pushed her l imits many times and in various 
pl aces - Al di Women’s Running Gal a, Ul traBal aton, 
Spar Marathon, even during her vacation in Portugal  
– feel ing simil ar struggl e for oxygen as the PH 
patients can experience during their dail y activities.

You can see further detail s here:
https://semmelweis.hu/pulmonologia/2023/11/09/
a-helyes-etrend-javithat-a-copd-betegseggel-elok-all
apotan/?fbclid=IwAR14JwbtpsHg8_37aQdQAAS8UV7
WoAM16spq4YhAz4AWwf4MmlPdKEqsfnU

Dóra al so compl eted a 2.3 kms wal k at the Spar 
Marathon. It’s not a l ong distance, but for someone 
with PH, it’s a big achievement to wal k al l  the way. 
She was a member of the team of the Hungarian 
Transpl ant Federation, it cannot be said enough 
times that ’Organ transpl antation’ saves l ives. At 
the race, we al so raised awareness for Pul monary 
Hypertension with the RIROSZ team.

The FitKondi Running Cl ub is a charity running 
cl ub. In addition to participating in regul ar training 
sessions, its members al ways col l ect donations for a 
good cause. With the recommendation and support 
of our sports ambassador Nóri, this col l ection was 
carried out for our association for 9 months in 2023. 
We are very grateful  that, on the occasion of Worl d 

PH Day, a whol e team agreed to ful fil l  an unusual  
chal l enge for us, to raise awareness to pul monary 
hypertension and our association. Posts about the 
team and the race were very popul ar on our FB page, 
drawing attention to ways of making donations and 
offering 1% of PIT. The col l ected donation has been 
handed over to our association recentl y.

58 59



Our other fundraising activity was the col l ection 
of pl astic caps. Ususal l y, we del iver the caps once a 
year, this year was no exception.

This year, Dr. Csósza Györgyi received state recog- 
nition for her devoted work and professional  
commitment after Dr. Kristóf Karl ócai’s earl ier award.

We are proud of our doctors, who continuousl y 
educate themsel ves and perform excel l ent scientific 
activities.

Our doctor Péter Andrea has defended her PhD.

Dr. Karl ócai Kristóf cooperates in the project of 
ERN-Lung (European Reference Network for rare 
respiratory diseases) cal l ed, „Go East”. The main aim of 
this initiative is to incl ude heal thcare providers from 
Eastern-European countries. So far, there is no center 
for pul monary hypertension, which is a member of 
ERN-Lung, so our Hungarian PH association is happy 
that initial  tal ks started between ERN-Lung and one 
of the biggest PH Centers, with the cooperation of 
Dr.Mészáros Gergel y. Luckil y, the Pul monol ogy Cl inic 
is al ready a member of ERN-Lung, together with 
other rare l ung diseases, so we hope that the process 
wil l  go smoothl y.
The continuous education and the participation in 
projects is not onl y important for our doctors, but 
al so for our association.

In November we participated on the annual  PH con-
ference of PHA Europe. We came home with a l ot of 
useful  information and it was nice to meet the fel l ow 
associations.

There is al ways some knowl edge acquire of patient 
organizations. We try to take advantage of every 
opportunity where we can l isten to experiences, 
where others share good practices with us that 
are maybe worth adopting, and where we can have 

discussions with our peers about the difficul ties we 
are facing.

For this reason, the Patient Organization Meetup 
event organized by the Association of Innovative 
Pharmaceutical  Manufacturers is very much 
appreciated. On this event, we had the opportunity 
to l isten to useful  presentations and participate in 
workshops, where we went through the probl ems 
the associations are facing, and the possibl e 
sol utions.

To continue this education, we became students of 
the Patient Organization Academy and continue to 
study.

One of our association’s members, István, has drawn 
a Christmas tree by wal king. Let us wish Happy 
Hol idays to everyone with this!

Eszter Csabuda –Tüdőér Egylet
www.tudoer.hu

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

NEWS FROM EUROPEAN PH ASSOCIATIONS

The members of the Israel i Association for 
Pul monary Hypertension are currentl y facing a very 
difficul t and compl ex situation due to the war that is 
taking pl ace in Israel . Al l  activities for the year which 
were pl anned, and any other forms of engagement, 
have been put on hol d, and we find oursel ves focused 
onl y on ensuring that our patients are supported. 
The struggl es exist on many l evel s - Our patients 
with pul monary hypertension find it very difficul t 
to breathe with every sl ight effort they make, so 
that when the sirens indicating the bombs coming 
are heard and they have between 60 seconds to 2 
minutes to run to a protected room, they cannot do 
so, so as not to pass out from the respiratory effort. 
Patients who are on the way to the hospital  when 
a siren goes off, have to get out of their vehicl e and 
l ie on the ground, but this is simpl y not practical  for 
them, because they are unabl e to bend down due to 
the respiratory effort invol ved. This has caused great 
anxiety in many patients who experienced it first 
hand, when on the one hand they cannot do what is 
required according to the emergency guidel ines, and 
on the other hand they cannot protect themsel ves. 
Anxieties for these seriousl y il l  patients make 
their al ready difficul t cardiac condition even more 

difficul t. Our association spends hours on cal l s with 
patients and their carers providing over- the-phone 
support and understanding.

Al so, there are many patients, who have been forced 
to l eave their homes for many weeks due to repeated 
bombings of their city or their homes not being safe. 
They need assistance in creating a space in their 
temporary dwel l ing that is suitabl e to their medical  
l imitations, they need oxygen in their new pl ace, but 
they coul d not take the oxygen concentrators with 
them because of its weight. Patients need hel p with 
ensuring they have access to their medication and 
treatment or fol l ow up with doctors or PH Centers. 
We have managed to secure subsidized taxi fares 
for these patients, and we are working on assisting 
them with their set up and making sure their 
temporary homes are suitabl e. The association is 
al so continuing our efforts to raise funds to purchase 
portabl e oxygen concentrators that wil l  al l ow them 
to move around in their new homes with attached 
oxygen. We have thus far succeeded in finding a 
donation for 2 such portabl e oxygen concentrators 
from one of our pharma partners, who maintain 
constant contact with our association. We hope to 
report on an end of the war, with l ife returning to 
some l evel  of normal . We know there wil l  be much 
work to do after the war with support for both 
physical  and mental  needs of the patients.

ITALY AMIP

NEWS FROM EUROPEAN PH ASSOCIATIONS

In the l ast 4 months, the activity of the Pul monary Hypertension Patients Association has been trul y constant. 
There were no weeks during which there were no events or institutional  meetings.
On the 6th and 7th of October, we participated in the national  conference titl ed “Knowing and treating 
embol ism and pul monary hypertension”. This was very interesting. It has opened our eyes to future l ines for 
screening that al so concern pul monary hypertension patients.

On October 14th, in a beautiful  farmhouse in Pavia, 
Lombardy, we hel d a meeting between Lombard 
doctors and patients being treated. The absol utel y 
informal  atmosphere al l owed us to discover new 
horizons for defeating the disease or improving 
the qual ity of l ife. Doctors and patients discussed 
constructivel y ….in short, it brought forth a fantastic 
emotion.

On October 21st, we hel d the doctor/patient meeting 
in Rome….incredibl e joy.
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From the 8th to the 12th of November we met again 
with our European friends in Barcel ona. What to say! 
We were abl e to see that the spirit of col l aboration, 
the intent to unite, the fun of being together, the 
extension to our friends from Argentina, China, and 
Japan, and the very interesting presentations we 
experienced for four ful l  days. Thank very much for 
the commitment made by our friends on the board 
and the staff….they are a security point for al l  of us.

On November 18th, we hel d the doctor/patient 
meeting in Pal ermo….in this case too, incredibl e joy.

On the 27th and 28th of October, we were present at the conference of the Ital ian Pul monary Hypertension 
Network (IPHnet) in Bari. We made our voices heard there too.

We participated in numerous events organized by 
the institutions  (The country of rfarity – Napl es), 
Janssen Patient Association Lab – Mil an – MSD Gl obal  
Patient Voice Group Meeting  - Mil an – Laboratory 
of the patients – AOP…and others schedul ed in the 
coming months.
In this articl e, we want to write onl y a fl ash…. but 
the photos are very interesting.

Togheter we can
Vittorio

NEWS FROM EUROPEAN PH ASSOCIATIONS

LATVIA

PHA Latvia’s Dynamic Journey and Impact in 2023

NGO FOUNDATION PROJECT “STRENGTH IS US!”

The year 2023 unfol ded a mosaic of impactful  
endeavors within Latvia’s pul monary hypertension 
community. One significant initiative, the project 
„Strength is Us!” received support from the Society 
Integration Foundation. Spanning over ten months, it 
aimed to fortify the association’s resources, expand 
its membership, commemorate its 12th anniversary, 
champion patient interests, provide a mobil e phone 
hel p-l ine, and psychol ogical  support, and ampl ify 
publ ic awareness about the association’s endeavours 
and Latvia’s heal thcare l andscape.
Throughout this journey, mil estones were achieved, 
incl uding the creation of an informative fl yer, 
targeting potential  new PHA Latvia members, 
the addition of 8 new members and 6 vol unteers, 
provision of 64 consul tations, sharing 138 posts 
on social  networks, hosting a jubil ant anniversary 
event, initiating a discussion on the Patient Rights 
Law amendments, del ivering 2 expert opinions, 
and col l aborating with the Latvian Physiotherapists 
Association to devel op a pil ot project for a PH 
physiotherapy program in Latvia.
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12TH ANNIVERSARY CELEBRATION 

One significant mil estone for the association was 
its 12th-anniversary cel ebration hel d on August 
4th, 2023. The cel ebration, hosted at the NGO 
House in Riga, featured a heartfel t concert by 
Joran Steinhauer and Guntis Veil ands. The event, 
moderated by PHA Latvia’s Chairperson Ieva Pl ume, 
al ongside TV personal ity Kaspars Berzins, wel comed 
53 attendees to expl ore the association’s history, 
engage in informative material  exhibition, and rel ish 
in networking.
Moreover, the association al so created an informative 
material  focusing on cl inical  research. This material  
aimed to educate the publ ic, particul arl y individual s 
affected by pul monary arterial  hypertension, about 
regul atory norms in cl inical  research, various 
research phases, their practical  goal s, and crucial  
considerations for those contempl ating participation 
in such studies. Ieva Pl ume, the association’s l eader 
and the author of the material , emphasized the 
significance of informed consent when patients 
agree to participate in cl inical  research.

During cel ebration, participants engaged in an 
interactive game cal l ed “Patients’ Rights and 
Responsibil ities”, organized by the Latvian Al l iance 
of Rare Diseases. Through discussions and rol e-pl ay 
scenarios, attendees expl ored and pondered upon 
aspects of patients’ rights and actions in specific 
situations. 
The jubil ee cel ebration was l ive-streamed on the 
PHA Latvia’s YouTube channel , enabl ing those 
unabl e to attend physical l y, especial l y individual s 
with heal th l imitations, to partake in and experience 
the warmth and joy of the cel ebration from their 
homes.

PARTICIPATION IN CONFERENCES AND SCIENTIFIC EVENTS

On January 20th, 2023, physiotherapist Līna Puga 
defended a pioneering dissertation on integrated 
physiotherapy for PAH patients „Integrated and 
Remote-Monitored Physiotherapy Program in 
an Interdiscipl inary Treatment Approach for 
Patients with Pul monary Arterial  Hypertension”. 
It is an outstanding event in the context of Latvia’s 
rehabil itation and physiotherapy devel opment. 
Ieva Pl ume and Dr. med. Andris Skride joined 
the dissertation defense, adding their voices and 
insights to the discussion.

One of the highl ights this year was the 4th Bal tic 
Pul monary Hypertension Conference, which was 
hel d in Riga Stradins University on the 21st of 
April , representing the research work in PAH fiel d 
to achieve new therapeutic targets and better 
qual ity of l ife goal s for patients l iving with PAH. 
The representatives of the association Ieva Pl ume, 
Gunita Skal dere-Darmudasa, Zane Lazdina, Inita 
Lazdina, Linda Romanovska, Arina Bazarbajeva 
participated in the conference, and the Chair of PHA 
Latvia Ieva Pl ume gave a short opening speech at the 
conference.
Ieva Pl ume al so participated in the EURORDIS 
conference, working together with del egates from the USA, Latin America, Croatia, UK, and the 

Netherl ands at the Mental  Heal th workshop in 
Stockhol m in May 2023.

The Congress organized by the European Respiratory 
Society and the European Lung Foundation in Mil an 
in September 2023 was both exciting and beneficial . 
Two del egates from PHA Latvia, Ieva Pl ume and 
Mark Pl ume, participated in this congress.

At the Annual  PH European Conference – APHEC 
2023, which took pl ace in Castel l defel s, Spain, from 
November 8th to 12th, the Board member of PHA 
Latvia, Gunita Skal dere-Darmudasa, and active 
member of the community, Ieva Araja, participated.
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INFORMATION IS POWER
PHA Latvia represents 250 PAH and 50 CTEPH 
patients in Latvia. The continuous work to raise 
awareness in society about PAH is never ending. Social  
media pl ays a major rol e, where we have been active 
this year posting and publ ishing al l  the information 
about our events, activities, news, and articl es. In this 
way, we have al so raised publ icity of our association, 
gained new fol l owers, and members.
 
In col l aboration with the Latvian Al l iance of Rare 
Diseases, we disseminated Rare Disease Day 2024 
campaign material s and participated in the photo 
session for peopl e l iving with rare diseases. We al so 
took part in the informative campaign initiated by 
PHA Europe during the Pul monary Hypertension Day 
cel ebration.

PHA Latvia’s actual ity of this year have been focused 
on participating in cl inical  trial s and information 
spreading on importance of cl inical  research in the 
fiel d of PAH. As al l  of us know, that work in research 
and devel opment of new medication and technol ogies 
to treat PAH is ongoing al l  over the worl d.
PHA Latvia has rel eased an educational  brochure 
detail ing the process of creating new medication and 
emphasizing the significant rol e that each patient’s 
participation in cl inical  trial s pl ays. In l ine with 
this concept, we’ve al so devel oped video content to 
underscore the aspects of participation in cl inical  
trial s through real -l ife patient stories.

Al l  informational  material s rel eased this year 
are avail abl e in both printed and digital  formats, 
incl uding the association’s fl yer and the brochure on 
cl inical  research.

Additional l y, an informational  video reel  on this 
topic has been upl oaded to the association’s YouTube 
channel  and social  media pl atforms.

ADVOCACY AND RIGHTS OF PATIENTS

THE AWARD OF THE OMBUDSMAN

Throughout 2023, Ieva Pl ume contributed to the 
National  Rare Disease Pl an monitoring working group 
at the Ministry of Heal th and engaged in significant 
discussions, incl uding meetings with the President 
of Latvia, the Minister of Heal th, and sessions within 

the Parl iament’s Social  Committee, and the Rare 
Disease Coordination Centre. PHA Latvia proactivel y 
submitted two proposal s aimed at enhancing heal th 
services for PAH patients in Latvia. 
On September 19th, 2023 Ieva Pl ume and Gunita 
Skal dere-Darmudasa organized a crucial  discussion 
regarding changes in patient rights l egisl ation 
concerning the expression of patient wil l  in potential  
future situations. This important discussion on 
patient rights l egisl ation engaged a diverse panel  and 
garnered rich insights from anesthesiol ogists, l egal  
experts, representatives of the Ministry of Heal th, 
PAH patients, and patients’ advocates. 

Consistentl y active throughout the year, PHA Latvia 
remained a committed member of both the Network 
of Patient Organizations in Latvia and the Latvian 
Al l iance of Rare Diseases. Ieva Pl ume was el ected 
as a board member in the l atter. Presentl y, the PHA 
Latvia eagerl y awaits the resul ts of the state pil ot 
projects’ competition for the establ ishment of a PH 
physiotherapy program in Latvia. PHA Latvia stands 
as a project partner with Riga Stradins University 
and the Latvian Association of Physiotherapy in this 
endeavour.

This year has unfol ded with a tapestry of del ightful  
surprises. In a grand ceremony on December 5th, 
2023, Ieva Pl ume, the Chairperson of PHA Latvia, was 
bestowed with the Annual  Award for Support Peopl e 
with Disabil ities by the Ombudsman of the Republ ic 
of Latvia in the category “Courage”. This accol ade 
heral ded her fervent dedication, activel y championing 
the cause of individual s with disabil ities, staunchl y 
advocating for their rights and interests.

Article by
Ieva Plume

Gunita Skaldere-Darmudasa

http://www.phlatvia.lv
https://www.facebook.com/phlatvia/

 @phlatvia 
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THE NETHERLANDS

NEWS FROM EUROPEAN PH ASSOCIATIONS

FULL AND FESTIVE PULMONARY HYPERTENSION INFORMATION DAY

MEDICINE RESEARCH 

The room is ful l , chairs even have to be added. “It’s 
incredibl y nice that al l  of you have come today,” 
says Louise Bouman. The theme of this day is “20 
years moving forward together,” referring to the 
association’s twenty-year anniversary. Establ ished 
at the urging of Dr. Anco Boonstra, she expl ains. “He 
was a strong advocate for an independent patient 
association and “recruited” Wim Patist as chairman.” 
She takes a brief l ook at the history. It goes from 
the first information day in 2001 (even before the 
foundation existed and stil l  without social  media 
and with hardl y any internet) to the first change in 

The first speaker on the agenda is Thomas Koudstaal , 
a pul monol ogist at Erasmus MC. He tal ks about non-
cl inical  research (l earning more about a disease to 
identify a target for treatment) and expl ains that 
there are different types of drug research. “Research 
for a new drug when there is nothing yet; research 
for a better treatment than what al ready exists, or 
research to see if an existing drug can al so be used 
for another disease.” Cl inical  research, he assumes, 
is famil iar to many of you. “Many of you are or have 
been invol ved in phase 3 research.” After phase 
1 (is the drug safe) and phase 2 (does it work and 
what dosage), he expl ains that phase 3 is the most 
crucial . “Then we assess whether the new drug 
works better than the existing treatment. Often, we 
conduct this in mul tipl e countries and in a doubl e-
bl ind manner, meaning that both the patient and 
the doctor do not know who receives the drug 
and who receives a pl acebo.” After compl eting the 
research and publ ishing in medical  journal s, phase 
4 fol l ows. “Then we observe in the real  worl d, 
among al l  patients, whether it works and is the 
best option.” Onl y then, he says, is there a new drug. 
It gets registered with the European Medicines 

l eadership in 2009. She tal ks about the extensive 
l obbying with insurers, l ed by the l ate chairman 
Ferdinand Bol sius. And she thanks the founders and 
former board members for al l  their work. Louise 
hersel f took over in 2018. She invested heavil y in 
social  media and in col l aboration with PH nurses, 
PH doctors, pharmaceutical  companies, and medical  
whol esal ers. “The l ines of communication are short, 
and that’s incredibl y nice!” In the past twenty years, 
the importance of the association has become 
evident, Louise concl udes. “With great thanks for 
your input,” she tel l s everyone

Agency (EMA), the Medicines Eval uation Board 
(CBG) eval uates whether it can be marketed in the 
Netherl ands, and the Dutch Heal thcare Institute 
determines whether it wil l  be covered by basic 
heal th insurance. “On average, it takes about fifteen 
years from a bril l iant idea in the l aboratory to an 
approved drug that can be prescribed.” That may 
sound l ong, he acknowl edges, “but it is crucial  to 
al ways prioritize safety.”

NEW DEVELOPMENTS 

AFTERNOON WORKSHOPS 

The next speaker is Prof. Dr. Anton Vonk Noordegraaf, 
he tel l s about new devel opments and focuses 
particul arl y on the promising drug sotatercept, 
which is currentl y in a phase 3 study. In PAH, the 
pul monary vessel s become increasingl y narrow 
due to an imbal ance in the growth of the vessel s, he 
expl ains first. How this mechanism – “the seesaw” 
– works has been known since 2013. However, 
several  studies to restore the bal ance in the seesaw 
were hal ted in earl ier phases because such a drug 

After the informative morning program, there’s 
chair-yoga for a bit of rel axation. Some exercises 
el icit l aughter or a chat with neighbours, but when 
it comes to stretching arms, al most everyone 
participates. After an extensive l unch and time to 
catch up with everyone and expl ore the informative 
booths, the group spl its. Dr. Sanne Boerman and 
Nurse Special ist Ingrid Verheul  from St. Antonius 
Hospital  in Nieuwegein provide basic expl anations 
about pul monary hypertension in one room. In the 
other room, Margot Bos from the advocacy group 
Per Sal do discusses the personal  budget (PGB). She 

caused too many side effects. With sotatercept, 
things seem to be going wel l . “This drug is going to 
make it,” says Vonk Noordegraaf. “Al though there 
are stil l  many questions.” For now, sotatercept is 
onl y administered in a study, and it seems that it 
shoul d be used when existing medication yiel ds 
insufficient resul ts. “Exactl y who qual ifies is yet to 
be determined in the study.” Approval  is discussed 
in 2024, but unforeseen circumstances coul d arise. 
“So, the detail s may stil l  change.” 

tal ks about the advantages of “personal  control  and 
determining where and when you receive care and 
from whom.” But, she emphasizes, it al so demands 
something. “With a PGB, you become the empl oyer, 
you have to keep records, and you are personal l y 
responsibl e for the qual ity of care.” For those 
considering a PGB, she offers some tips. “Prepare 
yoursel f wel l , use an independent cl ient supporter 
when appl ying for a PGB, check www.pgb-test.nl  to 
see if you are abl e to manage a PGB, and consider 
taking courses offered by Per Sal do.”
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We started our first meeting after the summer hol iday 
on Aug 28th.
We are pl anning a l arger patient meeting for PH 
Norway with a weekend on the 19-21 April  2024.
As this is very costl y, since Norway is a country with 
l arge distances, peopl e have to fl y from far away to 
attend our meeting, which we have pl anned at a hotel  
near Osl o airport.
Because of this, we have appl ied for a grant from a 
foundation cal l ed the DAM foundation.
The appl ication invol ves a very el aborate appl ication 
and fol l ow-up to give us a chance to get the grant.
Most of our time this year has been devoted to this 
work, and we are waiting in suspence for the answer 
to the appl ication.
We have made al l  the pl ans for the meeting with 
l ecturers and ordered the hotel . If we do not get this 
grant, the meeting has to be cancel l ed and we have 
to start work with a much l ess el aborate meeting at 
a l ater date.

From
Ann-Kathrin Bruheim

board member PAH Norway

We wil l  have l ecturers from cardiol ogists with PH as 
a special ity and nurses and physiotherapists working 
with treatment and rehabil itation of PH.
On the l ast day, we wil l  have an inspirational  l ecture 
from a wel l -known l ecturer on the topic of “how to 
l ive a good l ife with a serious disease.”
In addition to the work with the patient meeting 
we have attended meetings on how medicines are 
financed by the government and another meeting on 
how new methods are used when new medicines are 
appl ied for in Norway.
There has al so been a meeting on the adul t vaccination 
program, which we attended, and the significance of 
this for us with PH.
We have al so had several  meetings with MSD, Janssen, 
and Nordic Infucare about their work for PH and 
hopeful l y they wil l  give us a smal l  grant to enabl e us 
to hol d our patient meeting in April .
I, Ann-Kathrin Bruheim, and Marit Nydahl  Nichol sson 
attended the excel l ent GAM meeting in Barcel ona in 
November for PHA Europe.
There are many new medicines on the way for PH 
and it was nice to l earn about al l  the good work being 
done around the worl d.

NEWS FROM EUROPEAN PH ASSOCIATIONS

NORWAY

This year was a l ong year ful fil l ed with a l ot activities 
in which we participated and events during wich 
we were hosts. We were part of a Marathon that 
happened for the third time in Gevgel ija, a smal l  city 
in Macedonia. Peopl e with “Get Breathl ess” shirts 
were al l  over the town, supporting PH patients to 
be stronger and l etting them know that they are not 
al one, and that there is someone by their side. There 
were al so runners which ran with “Get Breathl ess” 
shirts. We had fl ags al l  around the city and the running 
path, as wel l  as fl yers, banners, and many different 
types of promoting material  with which we l et peopl e 
know what Pul monary Hypertension actual l y is, that 
PH is here, that it exists, and that it is dangerous.

Al so, we had our biggest supporters Val entina 
Uzunova, Nikol a Nanchev, and Darko Prosev 
running through the country and in other countries 
supporting PH patients and spreading the awareness 
for Pul monary Hypertension, taking the fl ag, shirts, 
banners, and fl yers with the “Get Breathl ess” l ogo 
al l  around with them. They support us from the 
beginning and everywhere we go.

NEWS FROM EUROPEAN PH ASSOCIATIONS

NORTH MACEDONIA
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Our main objectives this year has been to increase visibil ity and recognition as a Patient organization, improve 
patient engagement, strengthen and improve ties with Heal th professional s, recognizing their rol e as the 
initial  point of contact with patients, and the focus on the importance and need for earl y diagnosis.

Initiatives were impl emented to increase patient awareness regarding al l  of the association’s services. This 
invol ved regul ar and diversified social  media presence across pl atforms l ike Facebook, Instagram, and YouTube.

THREE NEW AND REGULAR TOPICS WERE 
INTRODUCED TO ENGAGE COMMUNITY:

∙Patient Testimonials: sharing personal  stories 
and experiences proved highl y effective in creating a 
sense of unity and support within the community.

∙Health Literacy: A new topic aimed at improving 
and understanding heal th knowl edge.

∙Phenomenal News: posting updates on artic-
l es rel ated to Pul monary Hypertension, keeping the 
community informed about the most recent devel op-
ments and research.

A new informational  brochure was produced, detail ing 
the Patient Association’s mission, as wel l  as informa-
tion regarding Pul monary Hypertension, focusing on 
the importance of an earl y diagnosis to improve pati-
ents’ outcomes with this condition. We are currentl y 
reconstructing our website, updating al l  information, 
regarding services, resources, and future events. 

PORTUGAL

SOCIAL MEDIA

Laura Edel ma’s dedication to raising awareness for 
Pul monary Hypertension through her passion for 
makeup artistry is trul y inspiring. Her use of various 
channel s to spread awareness demonstrates the 
power of individual  advocacy, and the impact it can 
have on others facing simil ar heal th conditions. By 
sharing her personal  journey with PH on national  TV, 
Laura not onl y trul y inspires many by highl ighting 
the importance of resil ience and determination, but 
serves as a reminder that dreams indeed come true 
in the face of adversity.  

WEBINARS

The additional  onl ine webinars hel d by the PH 
association further demonstrate our commitment 
to education and support. The webinars are an 
excel l ent way of our patients getting invol ved by 
asking questions and getting an immediate response 
directl y from the heal th professional s.

The webinar hel d in Jul y, featuring cardiol ogist, and 
PH special ist Dr. Rui Pl acido al ong with two patients, 
focused on the dail y management of Pul monary 
Hypertension, providing val uabl e insights into the 
crucial  rol e patients pl ay in their own process of 
treatment.

During the Awareness Month of November, a 
webinar was organized to specifical l y address 
Chronic Thromboembol ic Pul monary Hypertension 
(CTEPH). This webinar aimed to raise awareness, 
provide information, and discuss treatment options 
rel ated to CTEPH, and was conducted by both 
Dra. Catia Ferreira, Nurse Sandra Mendes, and Dr. 
António Marinho. Both webinars were moderated 
by our PH patient Dul ce Barbosa.
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COMMUNITY EVENTS

 In June, our PH patient association was present at 
the “Careto Air show”, promoted by the Aerocl ube 
of Bragança, who cel ebrated their 60th anniversary. 
An event that attracted thousands of spectators to 
appreciate the aerobatics performed by national  
and international  pil ots, the Portuguese Airforce 
F16 fighter jets, and the traditional  Careto skydivers 
(boys wearing masks and col ourful  fringe costumes 
with rattl es attached to their waists) provided 

During a Petanca tournament in August, a team 
wearing the “Get breathl ess for Pul monary 
Hypertension” t-shirts during a hot day not onl y 
supported the cause visual l y, but al so showcased 
sol idarity for al l  deal ing with Pul monary 
Hypertension. This kind of invol vement in sporting 
events not onl y spreads awareness, but al so fosters 
a sense of unity within the community.

chil l ing moments as they descended with our “Get 
Breathl ess for PH” fl ag. 

Our presence at the event was fruitful , as we were 
abl e to raise awareness and sel l  our PH merchandise. 
Dul ce Barbosa, a PH patient, was interviewed by the 
l ocal  radio, and we had the opportunity to interact 
with publ ic figures. It was an excel l ent day enjoyed 
by al l !

APHP ENGAGEMENT 

One of our members, Rita Rodrigues, participated 
in a scientific commission hel d on-l ine by the 
pharmaceutical  company Janssen with several  
heal th professional s special izing in Pul monary 
Hypertension from various reference centers in 
Portugal . Many issues were discussed, mainl y the 
primordial  need to increase PH l iteracy, not onl y 
in patients, but al so heal th professional s. It was 
an excel l ent opportunity to share ongoing projects 
and engage in discussions on how best to overcome 
unmet needs within the heal th system.

Patricia Miranda’s representation of the association 
at the Gossamer Bio workshop titl ed „Understanding 
the patient perspective” in Vienna is a significant 
achievement. The opportunity to contribute to the 
patient’s viewpoint in such a workshop highl ights 
the importance of col l aboration between patient 
associations and pharmaceutical  companies.
Our Vice President Patricia Miranda al so participated 
in a series of short videos for the heal th channel  S+ 
(saúde +) facil itated by Janssen pharmaceutical .  
This was an excel l ent opportunity, and a credibl e 
pl atform to reach a broader audience, ensuring that 
accurate information was shared by knowl edgeabl e 
professional s, thus cl arifying existing myths 
surrounding PH.

Catia Rodrigues, the President of APHP, was invited 
by the esteemed HT - Heal th Team to participate in 
an excl usive Educational  program -  tail ored to heal th 
professional s. Cátia presented the fundamental  
aspects of the organization since 2004, el ucidating 
its mission and objectives within the PH community.
This interaction between the association, 

pharmaceutical  companies, and heal th professional s 
demonstrates a positive synergy, emphasizing the 
benefits of mutual  understanding, col l aboration, 
and the potential  for improving patient care 
and treatment outcomes. It’s a testament to the 
organization’s commitment to advocating for 
patients and ensuring that their voices are heard 
and considered in the devel opment of therapies and 
treatments.
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PHENOMENAL ART

FUNDRAISING

The „PHENOMENAL ART” campaign initiated by PHA 
Europe, inviting patients passionate about arts to 
share their creative works, within the concept of “art 
cures”, enhancing therapeutic and transformative 
power, had a very positive impact on Rita Rodrigues 
(PH patient), who participated with various works.  
Rita´s invol vement not onl y highl ights the positive 
impact art can have on a patient’s wel l -being and 
heal ing, but al so having artwork displ ayed in 
medical  settings has the abil ity to upl ift spirits, 
and provide a sense of accompl ishment, especial l y 
when deal ing with heal th chal l enges l ike Pul monary 
Hypertension.

Our merchandise has been sol d throughout the year, 
and it is now featured on our website and can be 
purchased at any time.
An on-l ine raffl e was organized, in which 75€ 
was raised. This raffl e was very special , as al l  the 
prizes were crafted by members, adding a personal  
touch and creating a sense of invol vement among 
supporting participants. 

These fundraising efforts serve mul tipl e purposes: 
raising essential  funds for the association’s activities, 
community engagement, and continuous spreading 
of Pul monary Hypertension awareness. 

As we embark on our 20th year as a dedicated 
patient organization for Pul monary Hypertension, 
we are l aunching a chal l enge that puts the power 
of creativity in our patients’ hands. The top three 

sl ogans sel ected, wil l  not onl y win exciting prizes, 
but wil l  represent our campaigns for PH awareness 
throughout the year.

Happy New Year 2024

SERBIA

NEWS FROM EUROPEAN PH ASSOCIATIONS

STRATEGIC ENGAGEMENTS WITH INSTITUTIONAL REPRESENTATIVES

Throughout September and October, January, and 
February 2023-2024, PH Serbia, in col l aboration 
with the National  Organization for Rare Diseases 
of Serbia (NORBS), engaged in a series of pivotal  
meetings with representatives from key institutions, 
incl uding the Ministry of Heal th and the Republ ic 
Fund for Heal th Insurance of Serbia. These 
discussions focused on enhancing the treatment and 
overal l  position of individual s suffering from rare 
diseases. Our continuous and proactive engagement 
with decision-makers has been instrumental  in 
shaping an incl usive heal thcare framework. A 
noteworthy session was dedicated to the Action Pl an 
and devel oping a new Program for Rare Diseases for 
2023-2025. Our col l aboration with the Office at the 

In 2023, PH Serbia organized a series of psychol ogical  
workshops that covered various topics rel ated 
to chronic diseases and accepting them, as wel l  
as sol ving mul tipl e situations as a chal l enge that 
accompanies al l  peopl e and famil ies with chronic 
diseases. These workshops take time, especial l y in 
the winter season.

PSYCHOLOGICAL WORKSHOPS:

Ministry of the Republ ic of Serbia remains vigorous, 
with PH Serbia activel y contributing data on patient 
chal l enges, membership demographics, medication 
needs, and medical  equipment shortages. Our 
ongoing work is a testament to our dedication 
to bridging gaps between patients’ needs and 
heal thcare provisions. Administrative Advocacy 
and Awareness Campaigns PH Serbia has been at 
the forefront of addressing administrative hurdl es, 
particul arl y in mitigating medication shortages for 
PH patients. Our consistent correspondence and 
dial ogue with heal thcare institutions, pharmacies, 
and pol icymakers have yiel ded positive outcomes, 
ensuring that patient crises are promptl y addressed.
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 INSPIRED BY HOPE TEAM

During the winter and autumn periods, which 
host the majority of marathons, our campaign has 
proudl y participated in over ten marathons, five 
ul tramarathons, and several  international  ul tra 
races across Europe. The images we send wil l  speak 
l ouder than words, capturing the essence of our 
invol vement and the spirit of these events.
We are confident that these visual  and narrative 
highl ights wil l  enrich Mariposa’s winter edition, 
offering readers an inspiring l ook at our campaign’s 
efforts and achievements during these bustl ing 
seasons.

We had an incredibl e afternoon at the Serbian 
Academy of Sciences and Arts with Prof. Dr. Thomas 
Luscher. Prof. Dr. Thomas Luscher, a prominent 
cardiol ogy expert and director of the Center for 
Mol ecul ar Cardiol ogy at the University of Zurich, 
was a special  guest at the Serbian Academy of 
Sciences.  Discussions on cutting-edge treatment 
methodol ogies and diagnostic approaches have 
ignited hope for a new era in medicine, particul arl y 
benefiting those affl icted by rare diseases with 
the promise of advanced mol ecul ar and AI-driven 
medical  sol utions, Patient Support, and Outreach. 
Prof. Luscher’s broad spectrum of interests covers 
the entire fiel d of cardiovascul ar medicine. His work 
incl udes everything, from disease prevention to 
treating coronary artery diseases and heart fail ure. 
He is recognized as one of the most cited scientists 
in the worl d and has received numerous research 
awards.

PH Serbia was honored as a guest at the 25th-anniversary cel ebration of a Spanish organization.
Bil ateral  rel ations were strengthened, paving the way for mutual  support and cooperation.

1.   PH SERBIA HONORED AS GUEST OF A SPANISH ORGANIZATION

2.   SPECIAL GUEST AT THE SERBIAN ACADEMY OF SCIENCES - PROF. DR. 
THOMAS LUSCHER, A PROMINENT CARDIOLOGY EXPERT AND DIRECTOR OF 
THE CENTER FOR MOLECULAR CARDIOLOGY AT THE UNIVERSITY OF ZURICH

INTERNATIONAL COLLABORATION AND MEDICAL INNOVATION
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Last but not l east, PH Serbia l aunched the GLOBAL 
ImPHAct worl dwide project in 2023. to bring 
pul monary arterial  hypertension and other l ung 
diseases cl oser to as many peopl e as possibl e, with 
a different approach, both to the audience, from 
the youngest to more mature patients. Through the 
mul til ingual  content of al l  video cl ips deal ing with 
other issues, and with the hel p of AI patient friends 
of the gl obal  onl ine pl atform, it is unique in that it 
can experience significant expansion every day and 
provide a new way of information.

STARTING A GLOBAL PROJECT

SLOVAKIA

NEWS FROM EUROPEAN PH ASSOCIATIONS

ACTIVITIES OF PHA SLOVAKIA IN 2023

This year, we again commemorated Rare Disease 
Day with a campaign on our social  networks. On this 
occasion, we conducted a webinar on PAH and organ 
transpl antation in two cl asses of third-year students 
of the Secondary Medical  School  in Lučenec. 
Within this project cal l ed „When you run out of 
breath,” we al so addressed another heal th school  in 
Bratisl ava, where we prepared a discussion forum 
for post-matricul ation students of the third year of 
physiotherapy. It was al so attended by a member of 
the National  Council . The school  requested a yoga 
cl ass for the students with a therapist who guides 
patients with PH.

At the end of May, during our activity for Worl d PH 
Day, the general  meeting of ZPPH took pl ace. The 
goal  was to eval uate activities for the year 2023, 
sol ve fundraising probl ems, and approve the work 
pl an for the next year.

Since 2015, we regul arl y visit the Spa Sl iač as part of 
a 6-day educational  and rehabil itation stay. This stay 
is intended not onl y for patients with PH, but al so 
for their caregivers. This year, 20 members attended 

the stay, incl uding 5 new ones, to whom we devoted 
oursel ves intensivel y and during joint informal  
evening meetings, we exchanged our experience. The 
program consisted of two parts: in the morning, we 
devoted oursel ves to education, and in the afternoon, 
to yoga excercises and meditations with Tibetan 
bowl s. During the educational  part, the members 
were addressed by a mental  coach, the director 
of the Biel ik Institute of Psychol ogical  Assistance 
from Zvol en, with his l ecture „How to say YES to l ife 
despite the circumstances“. At the same time, we 
establ ished a partnership with the institute, which 
sol ved the probl em of free psychol ogical  counsel ing 
for patients and their caregivers. The advantage is 
that patients can contact each other for support, not 
onl y in person, but al so in the form of a video cal l , 
by e-mail , or by phone. There was al so a workshop 
aimed to acquire skil l s in decorating honeypots, 
and even men were interested in this activity. We 
devoted a part of our stay to cul ture. We visited a 
theater and a bal l et performance in nearby Banská 
Štiavnica. We compl eted the spa procedures, used a 
natural  swimming pool  with heal ing water, went for 
wal ks in nature, and shared sittings.
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One of the main priorities is to hel p PH patients. We 
are trying to impl ement points concl usions of the 
Cal l  to action program into practice. On the occasion 
of the 7th Al l -Sl ovak Patient Conference of the 
Association for the Protection of Patients’ Rights, the 
chairperson Iveta Makovníková gave a presentation 
on the priorities and needs of the patient association. 
The conference was hel d with the participation of 
pol icymakers in the fiel d of heal thcare in Sl ovakia.

Throughout the year, we are dedicated to spreading 
awareness about PH. Runners especial l y support us 
in this matter. This year, they compl eted 19 running 
competitions, incl uding 3 rel ay runs from the Tatras 
to the Danube, Vl tava run and Hory Bory. Rel ay runs 
are physical l y demanding, as they take pl ace over 
two days in al l  weather conditions and the runs 
average at around 350km. The number of runners is 
increasing, and this year, they even formed an Ul tra 

team in the rel ay-race „From Tatras to Danube“. They 
carried photos of patients with the inscription „I run 
for you“ on their backs. This attracts the attention of 
the publ ic, and the runners successful l y hel ped us in 
spreading awareness about PH.

Our member Zuzka is certainl y not l acking in 
empathy, as she tried as much as possibl e to hel p the 
patients and the association. Zuzka is a member of 
our cross-country team, which in September cl imbed 
the highest peak in the High Tatras, Gerl achovský 
štít at 2655m. In addition, she activel y participated 
in the PH awareness month campaign. In her private 
hairdressing sal on, she dedicated two days of her 
work to PH patients, and the association received 
€805 for the purpose of improving the qual ity of l ife 
of PH patients.

We participated in a gl obal  patient survey and 
other surveys rel ated to PH. We intensivel y support 
the transpl ant program and organ donation. On 
November 22nd 2023, a meeting of the transpl ant 
team of the MOTOL hospital  in Prague (Czech 
Republ ic) took pl ace with the President of the Sl ovak 
Republ ic Zuzana Čapútová and representatives of 
transpl anted patients. One of them was a member of 
our association, Tomáš. The expert team presented 
the l ung transpl ant program to the President of the 
Sl ovak Republ ic, which has al ready incl uded patients 
from Sl ovakia since 2018, and presented cal l s for 
better and in-time l ung transpl antation. Transpl ant 
patients spoke about their experiences with the 
president and the media. During the first and second 
Sundays of Advent, hol y masses were hel d in 3 cities 

in Sl ovakia for the dead who became organ donors. 
It’s a nice opportunity to say thank you for saving a 
l ife.

A council  meeting was hel d in earl y December, 
together with an expert advisory team of doctors and 
industry representatives. We eval uated the activity 
for the year 2023 and presented them with the 
work pl an for the year 2024, incl uding the financial  
budget. Together, we have sol ved the probl ems we 
are struggl ing with. The session was very pl easant 
and constructive. The conversations continued 
during the joint dinner. Great news incl ude that 
we were abl e to re-establ ish contact with the MSD 
representative.
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SLOVENIA

NEWS FROM EUROPEAN PH ASSOCIATIONS

YOU ARE MORE THAN ONE LIFE

Our President Tadeja Ravnik has made a wonderful  
l ink with the Sl ovenia Transpl ant Organisation and 
the Sl ovenian Transpl ant Association, where she has 
al so highl ighted pul monary hypertension patients 
and transpl antation as a l ast possibil ity for the 
disease itsel f. 
Tadeja was an important part of the „You are more 
than one l ife” project and al so of the October 
awareness on the importance of organ donation on 
the occasion of the European Day for Organ Donation 
and Transpl antation.
Tadeja was a guest on the Good Morning show on 
Pl anet TV, where she shared her personal  story, 
incl uding pul monary hypertension and heart 
transpl antation.

    Article:
https://www.24ur.com/novice/slovenija/slovenka-s-srcem-iz-
nemcije-to-se-dogaja-v-filmih-ne-more-se-zgoditi-meni.html

    Article:
24 ur: https://www.24ur.com/novice/slovenija/z-letalom-
po-srce.html

    Article:
Good morning show: https://www.facebook.com/JutronaPlanetu/
videos/1012472896748734

The second hal f of the year was dedicated to raising awareness about the symptoms of pul monary hypertension, 
the importance of organ donation, and social ising with members.

                                                                                     Article:                       
https://www.24ur.com/novice/slovenija/filmska-operaci-
ja-na-ukc-bolnika-podhladijo-in-mu-odstranijo-kri.html?utm_me-
dium=Social&utm_source=Facebook&fbclid=IwAR2APJjPYbR-
Pe4dGbnGiKJUwdLyaiZpBSzUlhnIQXXxhRh_5fH9Ljjj0_ic#Echo-
box= 1698176306-1

TRIP FOR MEMBERS AND GREETINGS TO ALL NEW PH FIGHTERS

A NEW GREAT ACHIEVEMENT FOR SLOVENIAN HEALTHCARE

    Article:
https://www.rtvslo.si/zdravje/ko-telo-podhladijo-in-odstranijo-
vso-kri-iz-telesa-imajo-20-minut-za-odstranitev-strdkov/689213

We organised a day trip for the members of the 
association to the Sečovl je Sal tpans Natural  Park, 
which are one of the few sal t pans in the worl d that 
produce sal t in the traditional  way, which makes 
our Sl ovenian sal t even better. The sunny weather 
brought us into the real  summer. We enjoyed a 
perfectl y guided tour, chatted, l aughed, exchanged 
experiences, made new friends, and breathed in 
the sea air, which is good for patients. Lunch was 
provided by Master Chef Darko, and it was a tasty 
end to another wonderful  gathering of l ike-minded 
peopl e.
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weaken their hearts. To remove cl ots from the 
deepest recesses of the pul monary veins that have 
not dissol ved with pul monary embol ism treatment, 
the patient’s bl ood is removed from the body and 
deepl y hypothermicised to preserve brain and other 
bodil y functions. This is a great asset for Sl ovenia 
and the wider region, as such patients have had to 
be sent to Vienna until  now.

remarkabl e achievements of Sl ovenian medicine, 
which impresses with its progress, and we added 2 
personal  stories of Tadeja and Tone, featuring how 
it al l  started for them, what symptoms they had, and 
how advanced medicine in Sl ovenia hel ped them to 
achieve an al most compl ete recovery.

RADIO TALK SHOW “MED ŠTIRIMI STENAMI”

We are gl ad that our activities and al so our new website reached patients and their rel atives and achieved a 
greater response and, as the doctors al so pointed out, an earl ier diagnosis, because pul monary hypertension 
is tal ked about a l ot and is thought of earl ier!

We wish you all the best of health, laughter,
and carefree breathing in 2024!

Great news for our patients and for the region itsel f 
- the South-Eastern Bal kans, where these operations 
are not performed: a team from the Ljubl jana 
Cl inical  Centre (l ed by associate prof. Juš Kšel a, 
special ist in cardiovascul ar surgery, and assistant 
dr. Pol ona Ml akar, spec. internist), with the hel p 
of col l eagues from Cambridge, has been trained to 
operate on patients with chronic thromboembol ic 
pul monary hypertension, which woul d otherwise 

In addition to our social  media activities, 
November’s awareness-raising-month for 
pul monary hypertension was enriched by the radio 
show “Med štirimi stenami” on RTV Sl ovenia. We 
tal ked about Pul monary Hypertension, with a focus 
on the thromboembol ic form, which usual l y occurs 
after a pul monary embol ism. We presented the 

SPAIN ANHP

NEWS FROM EUROPEAN PH ASSOCIATIONS

During this year, 2023, The National  Association of 
Pul monary Hypertension (ANHP) has kept working 
to offer care and support to patients with Pul monary 
Hypertension and their famil ies. 

Our aim is to spread and raise awareness about 
Pul monary Hypertension, for which, in addition 
to Worl d Pul monary Hypertension Day, we have 
carried out actions for Worl d Rare Disease Day in 
February, with the dissemination of the disease in 
the l ottery tickets of the National  l ottery of Spain.

ASOCIACIÓN NACIONAL DE HIPERTENSIÓN PULMONAR (ANHP) ESPAÑA. 

In the concert of the ONCE Foundation Choir, 
together with others of the associations l ocated in 
Vicál varo, Madrid, Spain, we were abl e to discl ose 
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what the disease is, the importance of knowing the signs and symptoms to achieve an earl y diagnosis, and a 
better prognosis of the disease.

One of the most important campaigns in the l ast 
four months of the year has been the awareness 
campaign in November that the ANHP has 
carried out under our sl ogan/motto “Pul monary 
Hypertension: Invisibl e but real ”. During this month 
we have organized different actions to make visibl e 
the invisibil ity of the disease. 

Novembre the 17th, we organised the “invisibl e 
but real ” conference that took pl ace at Hospital  
Universitario Ramón y Cajal  in Madrid, in which we 
have great pul monary Hypertension professional s, 
such as Dr. María Jesús del  Cerro, who addressed 
the chal l enges for earl y diagnosis, and Dr. Pil ar 
Escribano that addressed the real ity in Pul monary 
Hypertension research studies. We made use of  
GossamerBio to make the documentary INVISIBLES. 
Pl ease feel  free to access our Youtube Channel  : 
https://www.youtube.com/watch?v=S4O6Bd9_Vmo, 
and in the meeting, we took the opportunity to hol d 
a debate forum with the main characters of the 
documentary.

With the del ivery from Ramón y Cajal  Foundation of 
the col l aborative check for the Oncol ytic Viruses in 
Pul monary Hypertension project, our commitment 
to research in HP became a real ity

We retook the face-to-face meetings that we were 
hol ding once a year with our associates at the 
Annual  Meeting of the Member’s Assembl y. This 
current year, we hel d it from the 2nd until  the 4th 
of June. In the Assembl y we had the participation of 
Dr. Domingo, a pul monol ogist special ized in 

Pul monary Hypertension at Miguel  Servet Hospital  
in Zaragoza- Spain, with whom we were abl e to 
l earn about the l atest devel opments in the approach 
of Pul monary Hypertension. That weekend, HP 
patients and their caregivers had the chance to 
exchange and share moments between them

Fundraising is one of the pil l ars of the association, 
not onl y to achieve funds for the services and 
activities of the entity, but al so for the research 
fund that we have created in 2021. For this, we have 
rel ied on the col l aboration of individual s associated 

with the organization. The activities that have been 
carried out are:

-April , the 1st, XI SIERRA CODES TRIAL RACE               
organized by the Cofradía Nuestra Señora l a Virgen 
de Codés, Navarra- Spain. 

-Book sal e “El  Espinar su Igl esia” by the autor María 
Victoria Gutiérrez Rodríguez. Part of the money 
raised from the sal e of the book went to the purposes 
of the association.

-11th November, a Charity Concert “Orquesta de 
Pul so y púa Lorenzo Moya” 

-16th and 17th November, Sol idarity market in 
Segovia.

-30th December, Vil l acastin Racing charity match in 
Segovia.

-Christmas Lottery Campaign.
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We have al so continued with the organization of our 
psychoeducational  workshops and onl ine seminars 
on topics about Pul monary Hypertension. These 
actions have been carried out with an onl ine format 
to reach a l arger number of peopl e, not onl y within a 
national  l evel , but al so abroad. During this year, we 
have continued with the mutual  aid groups, starting 
two groups in onl ine format with two meetings a 
month. One of the groups is aimed to patients with 
subcutaneous Treprostinil , and another for those 
who have al ready received a transpl ant, or may be 
on the transpl ant l ist.

This year, we have been final ists in the VI OAT Group Adherence Awards with our respiratory rehabil itation 
project for patients with PH, and we have al so participated in webinars, conferences, and congresses 
throughout this year, carried out by entities to which we bel ong.

www.hipertensionpulmonar.es/

Jornada concienciación
de la Hipertensión

Pulmonar

Detección precoz en
Hipertensión Pulmonar

Visibilidad de la
Hipertensión Pulmonar

Viernes 17 de noviembre
de 15:30 h a 18:00 h

Hospital Universitario Ramón y
Cajal - Comunidad de Madrid

Para más información:

AULA JOAQUIN ORDUÑA

LANZAMIENTO  
DOCUMENTAL

INVISIBLES
posterior coloquio

Hipertensión Pulmonar. 
Invisible pero Real

Noviembre, mes de la
concienciación 

Improvised street dances by the Al ma Cal í Fl amenco 
Dance Association of Barcel ona, and Marea Rosa 
sol idarity races, the proceeds of which went entirel y 
to research into pul monary hypertension.

We participated in the VII POP Congress with 
the sl ogan „Protagonists in the construction of 
heal thcare in Europe”.

Meetings in hospital s in the Community of Madrid 
within the Patients’ Council  were hel d, giving 
patients a voice in hospital  decisions.

SPAIN FCHP

NEWS FROM EUROPEAN PH ASSOCIATIONS

1.  SOLIDARITY SPORTING EVENTS

3.   CONGRESS OF THE PLATFORM
OF PATIENT ORGANIZATIONS

2.   MEETINGS IN HOSPITALS: 
PATIENT COUNCILS
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Meetings with publ ic bodies were hel d, in order 
to voice the needs in terms of disabil ity and to 
find sol utions to the probl ems of patients with 
Pul monary Hypertension.

Sol idarity weddings fil l ed us with emotion, in which 
we have demonstrated the true meaning of a gift for 
the research of pul monary hypertension. As wel l  as 
a sol idarity pael l a in a smal l  town in Sal amanca.

4.   MEETINGS WITH PUBLIC BODIES

5.   SOLIDARITY EVENTS

The Pul monary Hypertension Association, in 
col l aboration with the Foundation Against 
Pul monary Hypertension, is hosting two webinars, 
Hope Through Research in Pul monary Hypertension 
series, featuring promising studies, and cl inical  
trial s and their process in both adul ts and chil dren.

The award went to Sal vador Cal derón for his story 
„En busca de al iento” (In Search of Breath), a 
book that expl ains the l ife of a person affected by 
pul monary hypertension.

We received the Ennova Heal th Award as Digital  
Patient Empowerment Winners. We are proud to 
col l aborate to improve the qual ity of l ife for patients 
with #Pul monaryHypertension with the PH Human 
app from The Janssen Pharmaceutical  Companies of 
Johnson & Johnson.

We were part of a very productive working meeting 
on Pul monary Hypertension with the Gossamer 
l aboratory. This time with a different approach, 
where the patient is an integral  part of the decision-
making process.

8.  PHA AND FCHP WEBINARS

9.  SUPERCAREGIVER AWARD 
WINNERS

7. WINNERS OF THE PATIENT 
DIGITAL EMPOWERMENT AWARD

6.  GOSSAMER WORK MEETING
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This year, we have the presence of 𝗗𝗿. 𝗔𝗹𝗲𝗷𝗮𝗻𝗱 𝗿𝗼
𝗖𝗿𝘂𝘇 𝗰𝗮𝗿𝗱 𝗶𝗼́𝗹𝗼𝗴𝗼 𝗱 𝗲𝗹 𝗛 𝗨 𝟭𝟮 𝗱 𝗲 𝗢 𝗰𝘁𝘂𝗯𝗿𝗲 and with
geneticists 𝐉𝐚𝐢𝐫 𝐓𝐞𝐧𝐨𝐫 𝐢𝐨 𝐓𝐞𝐧𝐨𝐫 𝐢𝐨 𝐲 𝐍𝐚𝐭𝐚𝐥𝐢𝐚 𝐍𝐚𝐭𝐚𝐥𝐢𝐚 
𝐆𝐚𝐥𝐥𝐞𝐠𝐨 𝐝𝐞𝐥 𝐈𝐍𝐆𝐄𝐌𝐌 (𝐇𝐔 𝐋𝐚 𝐏𝐚𝐳). In addition, we
wil l  have a 𝘁𝗮𝗹𝗹𝗲𝗿 𝗱 𝗲 𝗽𝘀𝗶𝗰𝗼𝗹𝗼𝗴𝗶́𝗮 𝗰𝗼𝗻 𝗱 𝗶𝗻𝗮́𝗺𝗶𝗰𝗮𝘀 with
our partners María, Cl audia and Laura García. These 
are going to be very interesting. 

10.  V TRAINING AND INFORMATION DAYS FOR PEOPLE 
AFFECTED BY PULMONARY HYPERTENSION, FAMILIES, AND 
TRANSPLANT RECIPIENTS

Last Friday, December 1st, the Foundation Against 
Pul monary Hypertension (FCHP) commemorated 
its fifteenth anniversary, marking a significant 
return to face-to-face events. The Hotel  AC Feria de 
Madrid was the setting for this emotional  meeting, 
which was attended by prominent personal ities in 
the fiel d of heal th.

The grand opening was in charge of Mrs. María Luz 
de l os Mártires, Director of Research and Teaching, 
Mrs. Mónica Rodríguez of the Spanish Federation 
of Rare Diseases, Dr. Cristóbal  Bel da Director of 
the Carl os III Heal th Institute, and Mr. Juan Manuel  
Moreno Bonil l a President of the Junta de Andal ucía, 
extended a warm wel come to the XV Anniversary 
of the FOUNDATION AGAINST PULMONARY 
HYPERTENSION.
The event was divided into two round tabl es:

CLINICAL SCIENTIFIC TABLE:
- Dr. Pilar Escribano as moderator of the tabl e 
(Cardiol ogist of the HU 12 de Octubre-Madrid).
- Dr. Sergio Alcolea (Pneumol ogist HU La Paz-
Madrid).
- Dr. Alejandro Cruz (Cardiol ogist HU 12 Octubre-
Madrid)
- Dr. Andrés Quezada (Pneumol ogist HU 12 Octubre-
Madrid)
- Dr. Natalia Gallego (Researcher INGEMM HU La 
Paz-Madrid)
- Dr. María Álvarez (Pediatric Cardiol ogist HU Ramón 
y Cajal -Madrid)
- Dr. Rafael Bravo (HU Costa del  Sol -Mal aga)

We had a special  guest, Dr. Roham Zamanian, who 
did not want to miss an important day such as the 
anniversary, and he al so sent us a very encouraging 
video about Pul monary Hypertension.

During the cel ebration l ed by our dear Carl os García 
Hirschfel d, who gave way to the emotional  wel come 
of Mr. Enrique Carazo, president of the FCHP.

11.  XV ANNIVERSARY OF 
THE FOUNDATION AGAINST 
PULMONARY HYPERTENSION

MULTIDISCIPLINARY TABLE:
- Ms. Mirta Vázquez (Nurse Pediatrics HU Ramón y 
Cajal -Madrid).
- Ms. Laura García (Social  Worker FCHP)
- Mrs. María Jiménez (Psychol ogist FCHP)
- Ms. Celia Vargas (Caregiver of a person affected 
with PH)
- Mrs. Paz Sanz (Rehabil itation Physician of the HU 
12 Octubre-Madrid)
- Dr. Joan Albert Barberá (Pneumol ogist HU Cl inic-
Barcel ona)
- Mrs. Mónica Rodríguez (Board of Directors of the 
Spanish Federation of Rare Diseases).

Dr. Maria Sancho gave us a detail ed overview on 
the progress of the FCHP General  Grant, awarded 
l ast year with a funding of 12,000 Euros. Al so, Dr. 
Jair Tenorio shared the l atest news rel ated to the 
PASIONHP GENETICS Project, and Dr. Joan Al bert 
Barberá updated us on the EMPATHY Project. 
Both projects are official l y supported by the FCHP, 
which has earmarked 517,000 Euros for Pul monary 
Hypertension research.
As for the central  cause, research, substantial  funds 
were earmarked, incl uding a check given by D. Emil io 
Butragueño, Patron of Honor of the FCHP, for 6,000 
Euros for the EMPATHY PROJECT, and another of 
equal  val ue for the PASION HP GENETICS PROJECT, 
l ed by Dr. Barberá and Dr. Jair Tenorio, respectivel y.

The appointment of Honorary Patron 2023 was 
entrusted to Dr. Juan José Ríos, who gave the new 
titl e to Dr. Juan Abarca Cidón, President of HM 
Hospital s.
And the Scientific Committee of the FCHP was 
enriched with the incorporation of Dr. Al ejandro 
Cruz, cardiol ogist of HU 12 de Octubre, and Dr. Jair 
Tenorio, geneticist of HU 12 Octubre. It is an honor 
to have them on the team.
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One of the most awaited moments was the Patient’s 
Voice, where we were abl e to hear the stories of 
Dario, a young man hel ped by the FCHP to undergo 
a treatment that has al l owed him to continue l iving, 
and that of Marina, a 15 year ol d girl  who spoke 
about how she l ives with Pul monary Hypertension, 
a story of compl ete overcoming, and that managed 
to move al l  the attendees.

The international  entities had their space as a mutual  
commitment to continue working together and 
al igned to seek projects that hel p with Pul monary 
Hypertension in any of its fiel ds. From the Pul monary 
Association, it was Matt Granato, president and 
CEO of the entity, who spoke about the excel l ent 
rel ationship of both entities and the webinars that

are being conducted jointl y on research and new 
cl inical  trial s. In addition, Matt presented a check 
for $13,200 to be used for research. Hal l  Skaara, on 
behal f of the European Pul monary Hypertension 
Association, highl ighted the great work carried out 
by the Pul monary Hypertension Foundation in terms 
of dissemination, and the dedication of part of its 
funds to research. Hal l  l eft a phrase that touched our 
hearts: Together we make a difference and together 
we wil l  win.

It is worth mentioning the presentation of awards 
to those who have significantl y supported the 
Foundation’s outreach and awareness-raising work. 
Special  recognition was given to Mr. Fernando Díaz 
de l a Guardia (Cuatro al  Día, Mediaset), the Enrique 
Fl ores Foundation, Dr. Federico Larraya, and Dr. 
Inmacul ada Guil l én, Mr. Antón Morkin (TBX4 l ife), 
Dr. Sergio Cadenas, Dr. Gregorio Pérez Peñate, and 
the musical  group Efecto Pasil l o. Gregorio Pérez 
Peñate, and the musical  group Efecto Pasil l o, who 
wanted to share with us some of their songs l ive, 
and the transfer of the downl oads of the song 
SIMILARES, whose funds raised wil l  go to the 
research of Pul monary Hypertension.

The cl osing of the cel ebration was in charge of the 
musical  group Efecto Pasil l o, marking a vibrant end. 
With the farewel l  words of Enrique Carazo, president 
of the Pul monary Hypertension Foundation, we 
once again experienced a deep sense of pride for 
al l  the val uabl e support received in one of the most 
significant events dedicated to the fight against 
Pul monary Hypertension. We thank everyone for 
being a part of this special  day.

SPAIN HPE-ORG

NEWS FROM EUROPEAN PH ASSOCIATIONS

ACTIVITIES MARIPOSA’S WINTER EDITION

In this current year, 2023, the activities we have carried out at Hipertensión Pulmonar España Organización 
de Pacientes have focused on ful fil l ing our social  objective: del ivering special ized care and services to 
patients with pul monary hypertension and their famil ies. To ensure the smooth operation of our activities 
and the organization, we have the need to continue our process of professional ization. This incl udes attending 
several  training sessions, highl ighting the most rel evant training: The Patient Organizations Leadership 
and Management Program at Deusto University.

This year, fol l owing our main aim, we have continued 
offering our program “Learning to Breathe” to our 
members throughout 2023. This program incl udes 
several  activities aimed at improving different aspects: 
Activities focused on enhancing psychol ogical  heal th 
such as psychol ogical  care workshops, Meeting 
evenings, and emotional  management workshops. 
Activities aimed at improving physical  heal th, such 
as Yoga workshops and “Postural training”, as wel l  
as nutrition workshops. Al so, we have activities 
directed towards enhancing social  heal th, such as our 
mutual  support groups, incl uding “Shall we have a 
coffee?” and several  special ized WhatsApp groups 
for more targeted support.

To reinforce our „Learning to Breathe” program, we 
have l aunched a new „First Welcome” program at 
the end of the year, with which we aim to respond 
to newcomers to our association and offer them 
accompaniment throughout their Patient Journey.
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Our activities al so incl ude participation in 
Conferences and Congresses, where we attend as 
spokesperson and speakers, offering our viewpoint 
as expert patients and as an association dedicated 
to patients with pul monary hypertension. We have 
taken part in events such as: “La Acción Conjunta 
(JA) of JADECARE; the Rare Diseases Day at Vall 
d’Hebron Hospital; the 6th Forum of Patients 
with Respiratory Diseases (SEPAR patients), 
the SEPAR Committee Forum on Winter and 
Respiratory Infections in Adults: How do we get 
started?; the session on Experiences and Best 
Practices of Patient and Family Associations of 
Castilla and León; the annual HAP 360º meeting 
hel d in Madrid at the Hospital  12 de Octubre, and 

Over the course of the year, at HPE-ORG Patients, we 
have succeeded in participating in the Sol id Organ 
Transpl ant Commission at Val l  d´Hebron Hospital , 
as part of the Participation program invol ving 
professional s and patient associations. Additional l y, 
we are engaged in the col l aborative resource “Actiu 
i Sal ut” by the Catal onian Publ ic Heal th, promoting 
and sharing our activities with the residents. As part 
of this initiative and in observance of Pul monary 
Hypertension Awareness Month, besides supporting 
PHA Europe’s awareness campaign on social  media, 
we have conducted an in-person meeting in Sant 
Fel iu de Ll obregat, where the Cl inical  psychol ogist 
Al icia Navarro l ed a session focused on perception 
and heal th.

we coul d not miss one more year, our attendance 
to the GAM and APHEC organised by PHA Europe, 
where we coul d share different experiences with 
our European counterparts and get first-hand 
insights into the l atest devel opments in pul monary 
hypertension.

We al so participated as speakers in the patient 
workshop and in the scientific conference of 
the 5th International  Conference on Pul monary 
Hypertension organised by the Hospital  12 de 
Octubre in Madrid on the 30th November and 1st of 
December, in which we highl ighted our perspective 
as patients in the organisation of care in Pul monary 
Hypertension.

To finish our activities in 2023, we have had the 
honour of hol ding the first presidency of National 
Coordinator of Minority Respiratory Diseases 
of FENAER. In terms of pol itical  advocacy, we 
have participated in the joint document drawn 
up by COCEMFE proposing 35 measures to the 
political parties for the inclusion of people with 
disabilities, making visibl e the organic disabil ity of 
having pul monary hypertension, as wel l  as continuing 
our col l aborative project addressing unmet 
needs of patients with Pul monary Hypertension 
and their famil ies, HAP NEEDS, endorsed by the 
scientific society SEPAR, conducted across several  
Autonomous Communities. In June, we conducted 
the second part of this mul tidiscipl inary workshop 
in the Autonomous Community of Castilla y León. 
This session invol ved fol l owing up on the proposal s 
establ ished in the initial  phase and setting new 
improvement objectives in heal thcare. Then in 
November, we went to Valencian Community, 
where we were assessing the situation of patients 
with pul monary hypertension and outl ined 
proposal s for improvement.
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UKRAINE PHA

NEWS FROM EUROPEAN PH ASSOCIATIONS

During this year, the Ukrainian community of patients 
with pul monary hypertension continued fighting for 
its l ife. It was a fight with both il l ness and mil itary 
aggression. Many patients are stil l  abroad and are not 
abl e to come back home. 
However, we do bel ieve in our victory and future of 
our patients in Ukraine!
Many famil ies of our patients needed hel p with 
medicines, in covering transportation expenses, and 
assistance with visiting hospital s in Ukraine and 
abroad. We are extremel y happy that we were abl e to 
hel p our wards.
Al so, we have managed to hel p the PH Expert Center 
with handing over necessary medical  products. 
During the year, we have al so l aunched and are now 
impl ementing the program of NT-proBNP tests, 
which are currentl y not being paid by the state. With 
the hel p of our partners, we were abl e to make these 
tests free of charge for our patients. 
We continue the program of providing patients with 
stationary and portabl e oxygen concentrators. 
Despite al l  the difficul ties we keep on facing, we 
al ways feel  the supportive hand of one another. We al l  
dream about times when we wil l  be abl e to l ive in our 
houses peaceful l y. 
We are sending the warmest hugs to al l  our friends, 
who have joined to hel p Ukrainian patients!

Easy breathing to everyone!
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UKRAINE PHURDA

∙  UKRAINE

PARTICIPATION IN MEETINGS, ROUND TABLES, CONFERENCES ETC.

Another difficul t year for Ukraine, Ukrainian patients, and our Association is passing. We stood up to 
the chal l enges, tasks, and our patients’ needs. We achieved a l ot and met wonderful  peopl e, as wel l  as 
new partners. So, we share our successes with you.

NEWS FROM EUROPEAN PH ASSOCIATIONS

On rare disease day, we participated as a speaker 
in a webinar titl ed “Rare disease in the practice of 
famil y doctors: What to pay attention to”. There 
were presentations about PH and pul monary 
fibrosis. Representatives of PHURDA tal ked about 
preval ence, frequency of detection, and mortal ity 
rates of rare diseases in Ukraine.
We took part in a round tabl e on the topic: „Pre-
hospital  care in Lviv region: interaction of emergency 
medical  service and primary care”. We shared our 
experiences, and together with the participants, we 
l ooked for opportunities to sol ve fail ures.
Al so, we attended the Scientific and Practical  
Conference titl ed „Transpl antation in Ukraine: 
functioning of the system in conditions of war”. The 
l eading special ists in the fiel d of transpl antol ogy 
of Ukraine gathered to discuss the possibil ity of 
transferring transpl antation from the „pil ot project” 
of the Ministry of Heal th of Ukraine to the „service 
package” of the National  Heal th Service of Ukraine, 
and to share the resul ts of postmortem transpl ants 
carried out in the conditions of war in Ukraine.
Another significant event we attended was 
the National  Congress on Mul tidiscipl inary 

Rehabil itation cal l ed „Forming the Strategy of Work 
in Wartime”. The event brought together more than 
300 of the best special ists and national  as wel l  as 
international  experts in the fiel d of rehabil itation. 
The interaction of special ists with the patient, 
psychol ogical  assistance, and human-centered 
communication are the first steps necessary for a 
person to want to recover, to bel ieve in themsel ves, 
and to establ ish trust in the rehabil itation team.
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Throughout the year, we regul arl y participate in 
EURORDIS meetings with Ukrainian NGOs, where 
we discuss the action pl an for the devel opment of 
the system of rare diseases in Ukraine. Thanks to our 
cooperation, PH patients have received portabl e and 
stationary oxygen concentrators, which they badl y 
need since the beginning of the war. With the support 
of Eurordis, a program of psychol ogical  and l egal  
assistance is impl emented. Al so, we participated in 
a number of trainings from Eurordis: „Digital ization 
of heal thcare in the EU”, „Participation of patients 
in cl inical  research: what is worth knowing” and a 
meeting on patient access to innovative treatment 
through the impl ementation of the „compassionate 
use of medicine” program.

∙  EURORDIS

The annual  meeting in Barcel ona during APHEC 
al ways inspires and gives confidence in the future for 
PH patients. Al ong with the fact that we represented 
the Ukrainian PH community, we al so tried to l earn 
more about the situation of rare and respiratory 
diseases in European countries. We tal ked about the 
excel l ent patient education pl atform, the European 
Patient Ambassador Program, which coul d serve as a 
kind of „el evator” through which you woul d become 
a member of the ELF Council . And we al so tal ked 
about the newl y created PH PAG at the European 
Lung Foundation. During the conference, we al so 
discussed the importance of the PVRI survey, and 
how we recruited PH patients and achieved excel l ent 
resul ts.

∙  PHA EUROPE

In September, we attended the ERS Congress and 
participated in the ELF Patient Networking Day. We 
tal ked about the difficul ties with research in Ukraine, 
substantiated that today it was not onl y research, 
it woul d be a chance for treatment, and for some 
patients it was a reason or opportunity to return 
home. The first meeting of the PH Patient advisory 
group took pl ace within the framework of the ERS. 
As an active member of the ELF Council  and PAG 
EPAP, we regul arl y participate in working meetings 
where we discuss current activities, future pl ans, 
and events important to the respiratory community. 
Together with ELF, we are working on the transl ation 
of EPAP into Ukrainian, so that Ukrainian patients 
can have access to such an excel l ent educational  
tool . We are al so invol ved in work regarding the IRC 
Manifesto. This year, the IRC summit was hel d in 
Lisbon. We support this Manifesto and anal yze the 
potential  of Ukraine. It is avail abl e in Ukrainian, and 
we are happy about that fact.

∙  ELF

Every month starting from January, we hel d educational  webinars about pul monary hypertension for famil y 
doctors. We invited different special ists to cover various topics rel ated to PH. The aim of this project was 
to increase the understanding of pul monary hypertension for the purpose of earl y diagnosis among famil y 
doctors.

In this trying time, Ukrainian PH patients need to improve medical  l iteracy and better understanding and 
real ize how to l ive with PH. Therefore, through onl ine meetings we teach, expl ain, and hel p them maintain 
their interests; sharing the l atest news in the fiel d of pul monary hypertension.

∙  TR AI NI NG S FOR FAMI LY DOCTOR S

∙  PATI ENT MEETI NG S

HUMANITARIAN SUPPORT FOR PATIENTS AND HOSPITALS

With the support of international  partners, PHURDA was abl e to both receive humanitarian aid, as wel l  
as purchase medicines for PH patients due to del ays in government procurement, because of the war. 
Al so, we purchased oxygen concentrators, pul se oximeters, and other first aid necessities. 
Thanks to benefactors from Norway: Egersund kommune, Ukrainians of Egersund, and Oksana 
Dikhnych, we provided hospital s with protective medical  gowns, consumabl es, medicines, and other 
medical  products. 
A big thank you to Nova Poshta Humanitarian for your constant support. Thanks to you, we can del iver 
humanitarian parcel s throughout Ukraine for free.

∙  AWAR ENESS CAMPAI G NS

Information campaigns on social  networks, fl ash 
mobs, photo shoots, social  advertising on bil l boards, 
city l ights, and the invol vement of various categories 
of the popul ation - we impl emented al l  this in the 
pul monary hypertension awareness project during 
2023. As part of the project, we hel d a number 
of activities aimed at increasing awareness, 
earl y diagnosis, and prevention of pul monary 
hypertension. Together with the Lviv Regional  
Center for Disease Control  and Prevention, the 
Department of Heal th Care, and the „Vesel ka” 
Chil dren’s Pol ycl inic, we hel d an informational  
campaign titl ed „City of Heal th”, where a team of 
doctors did free examinations and vaccinations for 
al l  those wil l ing. 
In November, with the support of the Lviv City 
Council , we pl aced bil l boards and city l ights on the 
streets of Lviv city. Patients and famous peopl e are 
depicted on each of the social  advertising pieces, as 
wel l  as the hot l ine tel ephone number for PH patients. 
We thank the staff of the Lviv Regional  Center for 
Disease Control  and Prevention, especial l y Natal iya 
Ivanchenko Timko for supporting this information 
campaign and cooperation in the direction of earl y 
diagnosis of PH. 
During PH Awareness Month, we created regul ar 
posts about PH on our social  networks. For this 
purpose, we have created special  information 
l eafl ets with photos of our patients and information 
about PH. We invol ved famil y doctors, hospital s, 
and heal th care departments of al l  regions of 

Ukraine in the dissemination of information, who 
in turn disseminated information about PH on their 
websites or in social  networks.
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Thanks to our „Cork of Life” project, we were abl e to provide PH patients with oxygen concentrators, raise 
awareness of PH, and buil d a community of vol unteers. The hotl ine is working to support PH patients and 
their famil y members under the fol l owing number: 097 1510901.
A key event for the PH community of Ukraine this year was the invitation of the PH Center for Adul ts to join 
ERN Lung as a referent PH center in Ukraine. We started tal ks about the importance of creating a chil dren’s 
pul monary hypertension unit, because chil dren are our future.

We are proud to share that the CF „Sister Dal il a” received a 3rd pl ace dipl oma at the National  Competition 
„Charity Ukraine 2022” for l ast year’s activities.

Thank you PHA Europe and everyone who makes us stronger and stands with us for peace. Together, we bring 
the victory of Ukraine cl oser. Gl ory to Ukraine! Gl ory to heroes!

SWEDEN

NEWS FROM EUROPEAN PH ASSOCIATIONS

We arranged and hel d patient meetings together 
with PH-teams from the PH-centers at Uppsal a 
University Hospital  in the spring, as wel l  as with 
Norrl ands University Hospital  in the fal l . 

In May, we hel d a three-day camp with younger 
patients with PH in Gotl and (picture). We mixed 
l ectures with excursions and social  activities. Al l  
together, we were about 25 peopl e.

We organized a presentation at the cardiovascul ar 
spring meeting that gathered about 1,500 doctors, 
nurses, and physiotherapists. The theme for the 
presentation was “The rol e of the PH-nurse” and 

was hel d together with a PH-nurse from Karol inska 
University hospital .
We have opened a web shop with t-shirts, cups, hats, 
and other things, featuring our l ogo: https://www.
netshirt.se/foreningsklader/pah-sverige

We al so hel d a round tabl e meeting together with 
PH-professional s and industry partners to discuss 
what we can do together to devel op the PH-care in 
Sweden. The main topic for the meeting was earl y 
diagnosis in PH, and what we can do to.

We’ve al so final l y had our first patient meeting for 
parents with chil dren with PH!
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Upcoming PH events

PVRI CONGRESS 2024 ∙ 31.01.2024
https://pvrinstitute.org/en/professionals/events/2024/1/31/pvri2024-london/

SAPH CONFERENCE ∙ 15.02-17.02.2024
http://saphconference.com/

ERN-LUNG BOARD MEETING  ∙ 19.02-20.02.2024
https://ern-lung.eu/news/events-2/

EURORDIS BLACK PEARL AWARDS  ∙ 20.02.2024
https://www.eurordis.org/de/category/veranstaltungen/

RARE DISEASE DAY  ∙ 29.02.2024

ISHLT 2024  ∙ 10.04-13.04.2024
https://www.ishlt.org/annual-meeting

EPF AGM 2024  ∙ 14.04.2024
https://www.eu-patient.eu/Events/upcoming-events/agm-2024/

INTERNATIONAL NURSES DAY  ∙ 12.5.2024

ECRD 2024  ∙ 15.05-16.05.2024
https://www.rare-diseases.eu/

ATS 2024  ∙ 17.05.-22.05.2024
https://conference.thoracic.org/

WORLD SYMPOSIUM ON PULMONARY HYPERTENSION  ∙ 
2024 29.06-01.07.2024
https://www.wsphassociation.org/

WORLD PULMONARY HYPERTENSION DAY  ∙  05.05.2024

PHA INTERNATIONAL PH CONFERENCE AND SCIENTIFIC 
SESSIONS ∙ 15.08-18.08.2024 
https://phassociation.org/pha-conference/

ESC CONGRESS 2024  ∙ 30.08-02.09.2024
https://www.escardio.org/Congresses-Events/ESC-Congress

ERS INTERNATIONAL CONGRESS 2024  ∙ 07.09-11.09.2024
https://www.ersnet.org/congress-and-events/congress/

ESPEN  CONGRESS  ∙ 07.09-10.09.2024
https://espencongress.com/

WORLD LUNG DAY  ∙ 25.09.2024

ESOT CONGRESS 2024  ∙ 03.10-06.10.2024
https://esot.org/esot-events/elpat-congress-2024/

EUROPEAN DAY FOR ORGAN DONATION AND
TRANSPLANTATION  ∙ 09.10.2024

PULMONARY HYPERTENSION MONTH  ∙  11/2024

PHA EUROPE APHEC  ∙ 06.11-10.11. 2024

SCIENTIFIC SESSIONS 2024  ∙ 16.11-18.11.2024
https://professional.heart.org/en/meetings/scientific-sessions/

INTERNATIONAL VOLUNTEER DAY  ∙ 05.12.2024

WORLD MENTAL HEALTH DAY  ∙  10.10.2024
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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

Früherkennung und optimierte Behandlung lebenswichtig 

Lungenhochdruck –  
keine seltene Erkrankung mehr
Redaktion: Dr.in Melanie Spitzwieser 

Lungenhochdruck ist eine schwere Er-
krankung, welche die Lebenserwartung beträchtlich verringert, wenn sie nicht recht-zeitig behandelt wird. Neuere Studien haben gezeigt, dass selbst ein nur mäßig erhöhter pulmonalarterieller Druck mit einer erhöhten Sterblichkeit verbunden ist. Lungenhochdruck wird oft erst spät erkannt, Diagnostik und Therapie sind aufgrund der vielen verschie-denen möglichen Ursachen ausgesprochen herausfordernd und komplex. Eine neue eu-ropäische Leitlinie soll nun dabei unterstützen, Patient:innen frühzeitig zu identifizieren und einer geeigneten Behandlung zuzuführen.

Von der Orphan Disease zum  
medizinisch hoch relevanten Thema

Wurde Lungenhochdruck bisher zu den „sel-tenen Erkrankungen“ gezählt, betont die neue europäische Leitlinie, dass rund 1 % der Welt-bevölkerung an einem erhöhten Lungendruck leidet. Bei älteren Menschen mit Komorbidi-täten liegt die Häufigkeit sogar bei 10 %. Gelten einzelne Formen des Lungenhochdrucks wie etwa arterieller Lungenhochdruck oder pulmonale Hypertonie aufgrund chronischer Embolien nach wie vor als seltene Erkran-kung, ist Lungenhochdruck in seiner Gesamt-heit heute keineswegs mehr als selten zu bewerten und sowohl aus medizinischer als auch aus gesellschaftlicher Sicht ein hoch re-levantes Thema. Es gibt viele verschiedene Ursachen für und Formen von Lungenhoch-druck, wobei die beiden häufigsten Formen jedenfalls mit einer bereits bestehenden Herz- bzw. Lungenkrankheit assoziiert sind. Diag-nose und Behandlung sind sehr komplex, eine fächerübergreifende Zusammenarbeit mit Kardiologie, Radiologie, Rheumatologie und Thoraxchirurgie ist wichtig. 

Frühzeitige Diagnostik ist die  beste Prävention

Da eine PAH häufig in Verbindung vor allem mit einer Linksherzinsuffizienz oder einer Lungenerkrankung auftritt, ist es wichtig, die-se frühzeitig zu erkennen und konsequent zu behandeln. Nur so lässt sich Lungenhochdruck vorbeugen. Patient:innen, die an anderen Er-krankungen leiden, die als Risikofaktor für eine PAH gelten, wie z. B. Sklerodermie, soll-ten ebenfalls regelmäßig auf das Vorliegen von Lungenhochdruck hin untersucht werden. Und hier geben die neuen Leitlinien genaue Empfehlungen. Die Hauptuntersuchungen sind ein Herzultraschall sowie eine Rechts-herzkatheter-Untersuchung. Weitere Tests und Untersuchungen wie CT, Lungenperfu-sionsszintigrafie, Blutlaboruntersuchungen oder Spiroergometrie sind Teil des Diagnose-Algorithmus. Wichtig ist aber auch, dass Ri-sikofaktoren wie Tabakkonsum gemieden werden und Patient:innen bei möglichen Sym-ptomen einer PAH möglichst bald medizini-schen Rat einholen.

Leitsymptom Atemnot: Die Symptome ent-wickeln sich zumeist langsam und verschlim-mern sich in der Regel mit fortschreitender 

Erkrankung. Betroffene leiden unter immer stärker werdender Kurzatmigkeit, anfangs vor allem bei körperlicher Belastung, beim Vor-wärtsbeugen, später auch im Ruhezustand. Hinzu kommen können bleierne Müdigkeit, ein allgemeines Schwächegefühl, ungewöhn-

liches Herzklopfen, das Gefühl schwerer Bei-ne z.B. beim Stiegensteigen, Schwellungen in den Beinen, auch Schmerzen im Brustkorb, Schwindel bis hin zu blauen Lippen und Be-wusstlosigkeit bei Belastung. Gerade chro-nische Atemnot gehört immer und sofort abgeklärt. 

Neue Therapieoptionen

PAH-Patient:innen sollten in spezialisierten Zentren mit individuellen Behandlungsstra-tegien versorgt und von multidisziplinären Teams betreut werden. In den letzten Jahren wurde besonders in den Bereichen Linkherz-erkrankung und chronische Lungenerkrankung als Ursache für Lungenhochdruck intensiv geforscht. Studien geben Anlass zur Hoff-nung, dass bald auch für diese Formen des Lungenhochdrucks spezifische Therapien zur Verfügung stehen werden. 

Quelle: Presseaussendung vom 27. 9. 2022 von Urban & Schenk medical media consulting (Pressekonferenz anläss-lich der 46. Jahrestagung der Österreichischen Gesellschaft für Pneumologie)

 X Da rund 1 % der Menschheit an erhöhtem Lungendruck leidet – bei älteren Men-schen mit Komorbiditäten liegt die Häufigkeit sogar bei 10 % – ist Lungenhochdruck nicht mehr als selten zu bewerten. 

Europäische Leitlinie für die Diagnose 
und Therapie der pulmonalen arteriellen 
Hypertonie

2022 ESC/ERS Guidelines for the diagnosis and 
treatment of pulmonary hypertension
Humbert M et al., Eur Heart J 2022; 
43(38):3618–3731
https://academic.oup.com/eurheartj/article/43/
38/3618/6673929?login=false

Assoz. Prof. Dr. Gábor 
Kovács
Klinische Abteilung für 
Pulmologie, Universitäts-
klinik für Innere Medizin, 
Medizinische Universität 
Graz

Universum Innere Medizin
Die Fachzeitschrift der Österr. Gesellschaft für Innere MedizinWien, im Dezember 2022, Nr: So. 10 - Erscheinungsweise: 10x/Jahr, Seite: 18Druckauflage: 12 066, Darstellung: 96,26%, Größe: 488cm², easyAPQ: _Auftr.: 1843, Clip: 15034777, SB: Lungenhochdruck

Zum eigenen Gebrauch nach §42a UrhG.Anfragen zum Inhalt und zu Nutzungsrechten an das Medium (Fon: 01/4073111*14, @: a.kogler@medmedia.at). Seite: 1/1

Pneumo Aktuell I

Eine neue Leitlinie* zur idiopathischen Lungenfibrose (IPF) passt die Empfehlungen der amerikanischen und europäischen Fachge-sellschaften ATS und ERS an den neuesten Stand der Forschung an. Erstmals wird in diesem Dokument auch auf fibrosierende Lun-generkrankungen anderer Genese Bezug genommen. Zeigen diese rasche Progredienz, so sind sie prognostisch wie eine IPF zu werten und auch wie eine solche zu behandeln. Von Reno Barth

❙❙ Die interstitiellen Lungenerkrankungen (ILD) stellen ein weites Feld mit unzähligen pathologischen Entitäten mit unterschiedlicher Genese und unterschiedlicher Pro-gnose dar. Gewissermaßen als Worst Case innerhalb dieser Gruppe gilt die idiopathische Pulmonalfibrose (IPF). Be-kanntheit hat diese Erkrankung auch aus dem simplen Grund erlangt, dass sie bis vor Kurzem die einzige ILD war, gegen die es zugelassene Therapien gab. Leider hat die IPF selbst unter Therapie eine ungünstige Prognose. Das medi-ane Überleben liegt aktuell in der Größenordnung von vier Jahren. Allerdings habe die Forschung der vergangenen Jahre gezeigt, so Dr. David Lang vom Kepler Universitäts-Klinikum in Linz, dass auch andere ILD ebenso progredient verlaufen und damit eine ebenso schlechte Prognose zei-gen können wie eine IPF. Damit war der Begriff der Progres-sive Pulmonary Fibrosis (PPF) geboren.1 Allerdings ist die Frage, wie Progredienz bei Non-IPF-ILDs diagnostiziert werden soll, nicht leicht zu beantworten. So wurden in den verschiedenen Studien zu dieser Indikation unterschiedli-che Definitionen verwendet, so Lang. Ein Parameter, der in allen Studien zum Einsatz kam, war der Abfall der forcierten Vitalkapazität (FVC), in manchen Studien wurden jedoch auch die Diffusionskapazität (DLCO), die radiologische Progression oder die Symptomlast herangezogen.2 

Erste ATS/ERS Guidelines zur progredienten  Pulmonalfibrose
Klarheit soll nun eine Leitlinie der amerikanischen und europäischen Pulmologengesellschaften ATS und ERS schaffen, die sowohl IPF als auch PPF abdeckt. Darin wer-den auch einige Veränderungen in der Diagnostik der IPF empfohlen. So werden die Kriterien für das histologische Bild der, für die IPF charakteristischen „Usual Interstitial Pneumonia“ (UIP) neu formuliert, wobei die Betonung auf das „Bienenwaben“-Muster (Honeycombing) und die Traktions-Bronchiektasien gelegt wird. Diskutiert wurde auch, ob es noch sinnvoll ist, anhand der Bildgebung zwi-schen UIP und „probable UIP“ zu unterscheiden, zumal in beiden Fällen die Prognose in etwa gleich schlecht ist. Al-

lerdings habe man sich letztlich entschlossen, so Lang, diese Unterscheidung beizubehalten. In der Diagnostik der IPF gewinnt die Kryobiopsie (Trans-bronchial Lung Cryobiopsy, TBLC) zunehmend an Be-deutung. Bei der Kryobiopsie wird durch den Bronchus eine Kryosonde ins Lungengewebe eingeführt und an die-ser eine Gewebeprobe festgefroren. Allerdings ist noch nicht völlig geklärt, wie nahe die Kryobiopsie an den Gold-standard der chirurgischen Lungenbiopsie (Surgical Lung Biopsy – SLB) heranreicht. Die Ergebnisse der COLDICE-Studie zeigen eine vergleichbare diagnostische Genauig-keit, dabei jedoch auch eine nicht zu unterschätzende Komplikationsrate. Tendenziell führen histologische Dia-gnosen auf Basis der Kryobiopsie eher zur Diagnose einer „probable UIP“ als zu einer gesicherten UIP-Diagnose.3

Erstmals werden in der neuen Leitlinie auch Kontraindi-kationen für die Kryobiopsie gelistet, nämlich eine sehr schlechte Lungenfunktion (FVC <50%, DLCO <35%), ein Lungenhochdruck (sPAP >40mmHg) sowie eine schlechte Sauerstoffsättigung (PaO2 <55mmHg). Die Kryobiopsie soll in spezialisierten Zentren nach standardisierten Pro-tokollen durchgeführt werden. Die häufigsten Komplika-tionen sind ein Pneumothorax, der bei rund 20 Prozent der Patient:innen auftritt, sowie Blutungen. Die Mortalität dürfte deutlich geringer sein als bei der chirurgischen Lungenbiopsie, wo diese mit zwei Prozent bei elektiven und bis zu 15 Prozent bei nicht elektiven Eingriffen ange-geben wird.4 In einer österreichischen Kohorte von 75 Patient:innen gab es innerhalb von 30 Tagen nach der Kryobiopsie keinen Todesfall.5 Selbstverständlich hat auch die Kryobiopsie ihre Limitationen. Lang weist hier insbesondere auf einen „Sampling Error“ hin und betont, dass viele Patient:innen unterschiedliche histopathologi-sche Muster in verschiedenen Lungen-Lappen zeigen.6 Generell bestehe bei Lungenbiopsien das Problem einer beträchtlichen Interobserver-Variabilität. Mittlerweile wurde seitens der ERS auch bereits ein Positionspapier zur Kryobiopsie publiziert, das diese als gleichwertigen Ersatz für die SLB einstuft, wenn eine Histologie-Entnahme indi- Fo
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Neues zur idiopathischen Lungenfibrose

*Raghu G et al.: Idio-
pathic Pulmonary  
Fibrosis (an Update) 
and Progressive  
Pulmonary Fibrosis in 
Adults: An Official 
ATS/ERS/JRS/ALAT 
Clinical Practice  
Guideline;  
AJRCCM 2022; 
doi.org/10.1164/
rccm.202202-
0399ST
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ziert ist. Die Kryobiopsie ist die Methode der Wahl, wenn eine SLB nicht möglich ist. Eine SLB wird empfohlen, wenn die TBLC nicht informativ ausfällt.7

Allerdings ist die Rolle der Histologie insgesamt in Diskus-sion. Das histologische Assessment wird empfohlen, falls Klinik, Radiologie und Bronchoskopie (BAL) auch bei ei-ner multidisziplinären Besprechung im ILD-Board keine spezifische Diagnose erlauben. Die Nutzen-Risiko-Abwä-gung muss sowohl in der multidisziplinären Diskussion, als auch mit den Patient:innen erfolgen. Dabei ist zu be-denken, so Lang, dass die Kryobiopsie zwar weniger inva-siv ist als die SLB und eine vergleichbare diagnostische Ausbeute bei weniger Komplikationen bringt, dabei je-doch immer noch ein beträchtliches Komplikationsrisiko aufweist. Zudem können histologische Muster zwischen Entitäten und auch in einem Individuum überlappen. Die Biopsie ist daher kein diagnostischer Goldstandard, son-dern ein Teil der multidisziplinären Abklärung. Zudem hat die neue ATS/ERS Leitlinie die Diagnosestellung anhand der Bildgebung erleichtert und damit die Rolle der Histo-logie weiter geschwächt. Das diagnostische Vorgehen oh-ne Histologie wird in der Leitlinie in einem eigenen Track „Biopsy Not Performed“ zusammengefasst. Keine Emp-fehlung gibt es in der neuen Leitlinie für das „Genomic Classifier Testing“, das auf Whole Transcriptome RNA Se-quencing aus Lungenbiopsaten beruht. Hintergrund für die fehlende Empfehlung ist ein Mangel an Evidenz und ein hohes Bias-Risiko, da die Technologie nur von einer Firma verfügbar ist, die auch die entsprechenden Studien durchgeführt hat. 

Progrediente Pulmonalfibrose: Empfehlung  für Nintedanib
In der Therapie der IPF gab es in den vergangenen Jahren wenige Veränderungen. Nintedanib und Pirfenidon sind weiterhin die therapeutischen Optionen, Magensäure-blockierende Therapien werden für IPF-Patient:innen nur empfohlen, wenn diese auch unter Reflux-Sympto-men leiden. 

Gänzlich neu sind die Empfehlungen zur PPF, wobei diese keine pathologische Entität darstellt, sondern sich der Ter-minus auf eine spezielle Verlaufsform unterschiedlicher Erkrankungen bezieht. Von einer PPF wird gesprochen, wenn im CT eine Lungenfibrose auffällt, die Kriterien für eine IPF jedoch nicht erfüllt werden und eine rasche Ver-schlechterung nachgewiesen werden kann. Gefordert wird ein Abfallen von FVC/DLCO um mindestens fünf bzw. mindestens zehn Prozent innerhalb eines Jahres, be-gleitet von einer Verschlechterung in der Bildgebung oder der Symptomatik. Alternative Ursachen für die Ver-schlechterung müssen ausgeschlossen werden. Ein pro-gredienter Phänotyp kann bei vielen unterschiedlichen ILDs (darunter die mit Autoimmunerkrankungen assozi-ierten ILDs) sowie bei Sarkoidose auftreten. Diese Klassifikation hat es ermöglicht, die für die IPF zuge-lassenen Therapien auch in gemischten Populationen von Patient:innen mit unterschiedlichen (zum Teil sehr selte-nen) ILDs zu untersuchen. Für Pirfenidon liegen Daten aus der Phase II vor8, die auf eine Wirksamkeit hinweisen, aktu-ell jedoch nicht für eine Empfehlung ausreichen. Im Gegen-satz dazu wurde Nintedanib in einer relativ großen Phase-III-Studie (INBUILD) in einer Population von Patient:innen mit diversen progredient fibrosierenden ILDs, inklusive der mit rheumatoider Arthritis assoziierten RA-ILD, untersucht und zeigte bei diesen Erkrankungen eine vergleichbar gute Wirksamkeit wie in der Behandlung der IPF, für die Ninte-danib seit mehreren Jahren zugelassen ist.9 Leider ist es nicht gelungen, Subgruppen zu definieren, die mehr oder weniger als andere von der Therapie profitieren. Auf Basis von INBUILD besteht aktuell sowohl eine Zulassung für Nintedanib bei PPF als auch eine Empfehlung in der neuen Leitlinie, wobei die Autor:innen bemängeln, dass zu dieser Indikation bislang nur diese eine Studie vorliegt und weite-re Forschung benötigt werde. 

Viele offene Fragen zur Therapie der  progredienten Pulmonalfibrose
Allerdings betont Lang, dass mit dieser Empfehlung kei-neswegs alle klinischen Fragen gelöst seien. Während es nämlich logisch und naheliegend sei, eine IPF mit einer antifibrotischen Therapie zu behandeln, besteht etwa bei den Autoimmun-ILDs auch eine entzündliche Kompo-nente, die ebenfalls ein potenzielles Behandlungsziel dar-stellt. Damit ergeben sich Fragen, womit die Therapie be-gonnen werden sollte oder ob antifibrotisch–antiinflamm-atorische Kombinationstherapien sinnvoll sein können. Auch sei unklar, wie lange bei Progress unter einer antiin-flammatorischen Therapie mit einem Switch auf eine anti-fibrotische Therapie gewartet werden solle. Alle diese Fra-gen können aktuell nicht evidenzbasiert beantwortet wer-den. In einem rezenten Review wird vorgeschlagen, die Entscheidungen anhand der Einschätzung des „disease behaviour“ zu treffen.10 Sieht man eine Chance auf Verbes-serung bzw. Stabilisierung, sollen Immunsuppression bzw. Immunmodulation versucht werden. Sieht man diese Chance nicht, weil beispielsweise im CT ein UIP-Muster gefunden wird, so ist einer antifibrotischen Therapie der Vorzug zu geben. Kommt es unter Immunsuppression zum Progress kann auf antifibrotische Therapie umgestellt, bzw. kombiniert werden. Bei Hinweisen auf einen ausge-prägt fibrotischen Phänotyp sollte nicht mit der antifibro-tischen Therapie gewartet werden, da ein einmal eingetre-tener Verlust an Lungengewebe irreversibel ist.  ❙
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Tierisch gut: 1.700 Läuferinnen und Läufer nahmen die 6-km-Strecke in Angriff 

dir1111 

Tierisch starke Leistung beim 10. Wiener Zoolauf Am 14. Juni 2023 nahmen 1.700 
Läufer aus aller Welt am 10. Wiener 
Zoolauf teil. Die 6 km lange Strecke 
führte zweimal durch den Tiergarten 
vorbei an Tiergehegen zum Ziel. 

DAS MOTTO „GET BREATHLESS FOR PH" 
lenkte die Aufmerksamkeit auf die unheilbare 
Krankheit Lungenhochdruck. Das Event er-
zielte einen Reinerlös von 40.000 Euro, je zur 
Hälfte für den Lungenkinder Forschungsverein  

und den Tiergarten Schönbrunn. Tiergartendi-rektor Stephan Hering-Hagenbeck dankte den 
Läufern für ihren Beitrag zum Artenschutz. 
Freiwillige von PH Austria und das Team Zoo 
aktiv halfen bei der Veranstaltung. Auch PH-
Austria Vize-Obfrau Eva Otter bedankte sich 
für die Unterstützung. 

WIESELFLINK DURCH DEN SCHÖNS-TEN TIERGARTEN DER WELT.  Die Läufer 
versammelten sich im Schlosspark Schön-

brunn zum Aufwärmen, angeleitet von Mo-
derator Lukas Traxler. Alexander Rauscher 
erreichte in 22:30 Minuten als Erster das 
Ziel, Sophie Pöllmann war mit 25:07 Minu-
ten die schnellste Frau. 

EIN KINDGERECHTES LEBEN FÜR 
LUNGENKINDER.  Lungenhochdruck ist eine nach wie vor unheilbare Erkrankung der Lungengefäße, die statistisch innerhalb 
von fünf Jahren zum Tod durch Rechtsherz-versagen führt. Die Symptome sind Atem-
not bei Belastung, Brustschmerzen, kurz-zeitige Ohnmachten und blaue Lippen. Die Initiative Lungenhochdruck umfasst den Verein PH Austria und den Lungenkinder Forschungsverein, die Patienten unterstüt-zen und die Forschung vorantreiben. • 

Keine Neuigkeiten verpassen: 
Der 11. Wiener Zoolauf startet am 

12. Juni 2024 in die nächste Runde. 

WEB TIPP 
1 www.zoolauf.at 

Running & Fitness
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Graz – Bei Herzerkran-
kungen ist es schon län-
ger bekannt. Aber auch 
bei Lungenerkrankungen 
zeigen Frauen oft ande-
re Symptome und Ver-
läufe als Männer. Belege 
dazu gibt es bei Asthma 

und COPD sowie Lun-
genhochdruck. Den ge-
schlechtsspezifischen 
Unterschieden sollte da-
her mehr Beachtung ge-
schenkt werden, fordern 
österreichische Lungen-
fachärzte (Pneumologen) 

im Vorfeld ihrer ÖGP-
Jahrestagung, die ab dem 
23. Oktober in Graz statt-
findet.

Beispiel COPD: Die 
chronisch obstruktive 
Lungenerkrankung wird 
in der Regel mit älteren, 

rauchenden Männern 
assoziiert. Es sind jedoch 
beide Geschlechter von 
dieser schweren Lun-
generkrankung betrof-
fen. „Während Männer 
husten, zeigen Frauen 
Müdigkeit und Erschöp-
fung“, weiß Judith Löff-
ler-Ragg, leitende Ober-
ärztin der Ambulanz für 
Pneumologie an der Uni-
Klinik Innsbruck und 
ÖGP-Generalsekretärin. 
Durch den typischen 
Husten würden Männer 
aber schneller diagnosti-
ziert. 

Beispiel  Rauchen: 
Wenn Frauen und Män-
ner gleich starke Aktiv- 
oder Passivraucher sind, 
sei die Lungenfunktion 
bei Frauen deutlicher 
beeinträchtigt. Und der 
präkapilläre Lungen-
hochdruck findet sich 
bei Frauen häufiger, ver-
läuft bei Männern aber 
schlechter. Schließlich 
gibt es Lungenerkran-
kungen, die nahezu nur 
bei Frauen auftreten wie 
etwa die Lymphangiolei-
omyomatose, eine selte-
ne Lungenerkrankung.

Die ÖGP will die ge-
schlechterspezifischen 

Forschung und Aware-
ness vorantreiben. Am 
kommenden Kongress 
(23. bis 25. Oktober in 
Graz) wird es erstmals 
eine eigene Sitzungen zu 
diesem Thema geben.

Hot-Topic werden auch 
die Herausforderungen 
zur Installation eines ös-
terreichischen Lungen-
krebs-Früherkennungs-
programms sein. Bernd 
Lamprecht, Vorstand der 
Uniklinik für Innere Me-
dizin mit Schwerpunkt 
Pneumologie am Kepler 
Uniklinikum Linz erläu-
terte die Problematik: 
„Während bei frühzeiti-
ger Diagnose und Thera-
pie die 5-Jahres-Überle-
bensrate rund 90 Prozent 
erreichen kann, haben 
wir bei späterem Erken-
nen nur eingeschränkte 
Behandlungsoptionen“. 

Der springende Punkt 
sei, dass aufgrund der 
fehlenden eindeutigen 
Symptomatik in Öster-
reich nur etwa 20 Prozent 
der Lungenkarzinome im 
Frühstadium entdeckt 
werden, „die Hälfte im 
weit fortgeschrittenen 
Stadium“, schilderte der 
Mediziner. (APA)

Die Lunge der Frau ist anders
Lungenerkrankungen zeigen bei Frauen oft andere Symptome als bei Männern. Belege dazu gibt es bei Asthma und COPD ebenso wie bei Lungenhochdruck.  

Die weibliche Lunge reagiert anders als die männliche. 
Foto: iStock
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Bei Belastungsdyspnoe an Lungenhochdruck denken
Im vergangenen Jahr wurde die neue europäische Leitlinie für das Management der pulmonalen Hypertonie publiziert. 
Welche Auswirkungen diese auf den klinischen Umgang mit der Erkrankung hat, war eines der Themen der von der 
European Respiratory Society veranstalteten ERS Satellites 2023. Im Rahmen des diesjährigen Kongresses des Ameri-
can College of Cardiology wurden erste Phase-III-Daten zu einem neuen, noch nicht zugelassenen PAH-Medikament 
präsentiert. 

Von Reno Barth

❙❙ Grundsätzlich ist jede:r Patient:in mit Dyspnoe – ins-besondere unter Belastung – verdächtig auf eine pulmo-nale Hypertonie, so Prof. Dr. Silvia Ulrich von der Univer-sität Zürich. Am Anfang der PH-Diagnostik stehe daher immer die gründliche Anamnese. Dabei sei zu beachten, dass der Zustand der Betroffenen in der Situation eines ärztlichen Gesprächs leicht falsch eingeschätzt werden könne. Personen mit nicht allzu weit fortgeschrittener Er-
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krankung in Ruhe sind asymptomatisch, zeigen eine nor-male Lungenfunktion und normale Blutgase. Nach Symp-tomen wie Fatigue, reduzierter Belastbarkeit sowie Dys-pnoe oder Synkopen unter Belastung müsse daher gezielt gefragt werden. Ulrich: „Pulmonale Hypertonie bedeutet Rechtsherzversagen. Das heißt, bei erhöhtem Bedarf ist es den Betroffenen nicht möglich, ihren kardialen Output zu erhöhen. Gleichzeitig sind beispielsweise Stauungszei-

European Respiratory Society (ERS) Satellites I, American College of Cardiology (ACC)
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chen, wie sie für das Linksherzversagen typisch sind, nicht zu erwarten.“ Es sei daher von entscheidender Bedeutung, Patient:innen mit Verdacht auf PH zu belasten. Dies kön-ne im Rahmen der Anamnese ein ganz einfacher Gehtest oder auch Stiegensteigen sein. 

In der Diagnostik immer an die Pathophysiologie denken
Die 2022 publizierte, aktualisierte ESC/ERS-Leitlinie zur Diagnostik und Therapie der pulmonalen Hypertonie1 gibt auf mehreren Schautafeln einen genauen Überblick über Symptome, Zeichen und Untersuchungen, die im Rah-men der Abklärung bedeutsam sein können. Ulrich betont jedoch, dass es vor allem wichtig sei, erstens überhaupt an die Möglichkeit einer PH zu denken und zweitens deren Pathophysiologie im Hinterkopf zu behalten. Daraus er-gibt sich in weiterer Folge das gesamte Spektrum der an-gezeigten Untersuchungen und Tests, wobei dem Herzul-traschall besondere Bedeutung zukommt. Die definitive Diagnose einer PH muss jedoch nach wie vor in einem spezialisierten Zentrum mit dem Rechtsherzkatheter ge-stellt werden. In bestimmten Patientengruppen, wie z.B. bei Sklerodermie oder bei familiärer Häufung von PH-Erkrankungen, ist auch ein Screening asymptomatischer Personen sinnvoll. 

Liegt eine pulmonale Hypertonie vor, muss diese im nächs ten Schritt klassifiziert werden. Dabei betont Ul-rich, dass Lungenhochdruck keineswegs selten ist und rund ein Prozent der Weltbevölkerung betrifft. Ursache dieses Lungenhochdrucks ist allerdings nur in einem Pro-zent der Fälle eine Erkrankung der Lungengefäße – also eine pulmonalarterielle Hypertonie (PAH) oder eine chronisch thrombembolische pulmonale Hypertonie (CTEPH). Diese beiden seltenen Erkrankungen sind For-men von präkapillärer PH und auch die einzigen Formen von PH, für die spezifische Therapien zur Verfügung ste-hen. Am häufigs ten ist hingegen die postkapilläre PH in-folge einer Erkrankung des linken Herzens. Hier besteht die einzige Behandlungsmöglichkeit im Management der Grunderkrankung. Die Unterscheidung zwischen prä- und postkapillärer PH wird mithilfe des pulmonalarteri-ellen Verschlussdruckes sowie des pulmonalen Gefäßwi-derstandes getroffen. 
Um auch eine nur unter Belastung auftretende PH („Exer-cise PH“) identifizieren zu können, müssen die Pati-ent:innen im Rechtsherzkatheter belastet werden. Diese Untersuchung ist schwierig zu interpretieren und neben Sicherheitsbedenken ein weiterer Grund, warum die Di-agnostik einer PH auf spezialisierte Zentren beschränkt bleiben sollte, so Ulrich. 

Die Therapie der PAH orientiert sich am Risikostatus
Die Behandlung eines Lungenhochdrucks soll nach Klas-sifikation und zielorientiert erfolgen. Die neuen Guide-lines sehen eine Reihe allgemeiner Maßnahmen für alle PH-Patient:innen vor und geben spezifische Anweisun-gen zur Behandlung von Betroffenen mit pulmonalen Ge-

fäßerkrankungen. Neu ist dabei eine Klasse-1-Empfeh-lung für Ausdauertraining für Personen mit PAH unter Therapie. Voraussetzung ist eine stabile Erkrankung, das Training soll vorsichtig dosiert und an den aktuellen Zu-stand der Betroffenen angepasst werden. Die neue Emp-fehlung erfolgte auf Basis einer europaweiten, randomi-sierten Studie.2 
Die allgemeinen Empfehlungen umfassen auch psycho-soziale Unterstützung sowie Impfungen, da PAH-Pati-ent:innen im Falle schwerer Infektionen ein stark erhöhtes Mortalitätsrisiko aufweisen. Bei Anzeichen von Flüssig-keitsretention sind Diuretika indiziert. Neu ist auch eine Klasse-1-Empfehlung für den Einsatz von Langzeit-Sauer-stofftherapie für Patient:innen mit PAH und einem Sauer-stoffpartialdruck von weniger als 60mmHg im Blut. In diesem Zusammenhang weist Ulrich auf Studiendaten hin, die eine Reduktion des pulmonalarteriellen Druckes durch Sauerstofftherapie zeigen.3 

Laut einer Metaanalyse konnte dieses Ergebnis mittler-weile von zahlreichen Gruppen bestätigt werden.4 Pati-ent:innen mit PAH profitieren während des Ausdauertrai-nings in besonderem Ausmaß von einer hoch dosierten Sauerstofftherapie.5 Allerdings müsse die Sauerstoffgabe mittels Maske erfolgen, so Ulrich, da es über die Nasen-kanüle nicht gelingt, die erforderliche Sauerstoffmenge  zuzuführen. Eine allfällige Eisenmangelanämie sollte durch Supplementation ausgeglichen werden; ob PAH-Patient:innen mit niedrigen Eisenspiegeln ohne Anämie von zusätzlichem Eisen profitieren, ist unklar. 

Aufgehoben wurde die bislang bestehende Empfehlung für Antikoagulation bei PAH, diese könne allenfalls indi-viduell von Fall zu Fall erwogen werden. Hinter dieser Änderung stehen Registerdaten, die bei Patient:innen mit idiopathischer PAH keinen Vorteil und bei Pa-tient:innen mit Sklerodermie-assoziierter PAH ungünsti-gere Out comes durch die Antikoagulation mit Warfarin zeigen.6

In der Therapie der PAH stehen drei Pathways als poten-zielle Ziele zur Verfügung, nämlich der Endothelin- Path-way, der Stickoxid(NO)-cGMP-Pathway und der Prosta-zyklin-Pathway. Kombinationstherapien stellen die Regel dar, Monotherapien werden allenfalls bei älteren, multi-morbiden Patient:innen empfohlen. Pati ent:innen mit PAH sollten grundsätzlich in speziali-sierten Zentren behandelt werden. Die konkrete Thera-pie orientiert sich an einer komplexen Risikostratifi zie-rung, nach der die Patient:innen in die Risikokate gorien „niedrig“, „intermediär“ und „hoch“ eingestuft werden. Das Therapieziel ist der Niedrigrisiko-Status. Ein hohes oder intermediäres Risiko soll nicht akzeptiert werden, da diese mit einer sehr hohen Mortalität von bis zu 20 Prozent innerhalb eines Jahres assoziiert sind. Doch selbst bei niedrigem Risiko soll bereits initial eine orale Kombinationstherapie zum Einsatz kommen. In der Hochrisiko-Gruppe sollte bereits zu Beginn der Therapie ein parenterales Prostanoid Bestandteil der Kombinati-onstherapie sein. 

Die bislang bestehende Empfehlung für Antikoagulation bei PAH wurde aufgehoben.

Lungenhochdruck ist keineswegs selten und betrifft rund ein Prozent der Weltbevölkerung.
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Ein engmaschiges Follow-up ist unbedingt indiziert. Wird der Niedrigrisiko-Status nicht erreicht, muss die Therapie intensiviert werden. Für das Follow-up wird ei-ne vereinfachte Risikobewertung auf Basis von Sympto-men, Belastbarkeit und BNP (bzw. NT-proBNP) empfoh-len. Bei unzureichendem Ansprechen auf die Therapie soll bereits früh eine Lungentransplantation angedacht werden. 
Aktuell steht, so Ulrich, keine Therapie zur Verfügung, die die Proliferation des Lungengefäßendothels, die zu einer Verdickung und Versteifung der Gefäßwände mit resultie-render Verkleinerung des Lumens führt, beeinflusst und damit in den zentralen pathophysiologischen Prozess der PAH eingreift. 

Neue PAH-Therapie in Phase III erfolgreichDiese Lücke könnte in naher Zukunft geschlossen werden, denn mit Sotatercept befindet sich ein experimentelles PAH-Medikament, das beim für die PAH typischen Remo-deling der pulmonalen Gefäße ansetzt, in weit fortge-schrittener klinischer Entwicklung. Im Rahmen des dies-jährigen Kongresses des American College of Cardiology, der Anfang März in New Orleans stattfand, wurden erste Phase-III-Ergebnisse vorgestellt. Hinter dem Remodeling in den Lungengefäßen steht eine Dysbalance zwischen proliferativen und antiproliferativen Mechanismen, er-klärt Dr. Marius Hoeper von der Universität Hannover an-lässlich der Präsentation der Daten. 

Sotatercept ist ein Fusionsprotein, bestehend aus der ex-trazellulären Domäne des humanen Aktivinrezeptors Typ IIA, fusioniert mit der Fc-Domäne von humanem IgG1. Die Wirkung beruht auf einer Inhibition von Activin. So-tatercept wirkt als Ligandenfalle. Es bindet Liganden des Bone Morphogenetic Protein(BMP)-Rezeptortyps II (BMPRII) und reduziert dadurch die proproliferative Sig-nalübertragung durch Aktivine, womit die wachstumsför-dernde und wachstumshemmende Signalübertragung in der glatten Muskulatur der Lungengefäße und den Endo-thelzellen wieder ins Gleichgewicht gebracht und das Re-modeling reduziert werden soll. Daten aus dem Tiermo-dell zeigen, dass Zellen in den verdickten Gefäßwänden unter Therapie mit Sotatercept in Apoptose gehen.7,8 Da-mit bestehe möglicherweise die Chance, mit Sotatercept nicht nur eine Verlangsamung der Progression der Erkran-kung, sondern sogar eine Verbesserung durch „Reverse Remodeling“ zu erreichen, so Hoeper.Die Ergebnisse der Phase-III-Studie STELLAR sind je-denfalls vielversprechend. Untersucht wurde Sotater-cept als Add-on zu einer leitliniengerechten Therapie in einer Population von 323 Patient:innen mit PAH unter-schiedlicher Genese (idiopathisch, hereditär oder mit einer Bindegewebserkrankung assoziiert). Bei Ein-schluss in die Studie standen 60 Prozent der im Durch-

schnitt seit neun Jahren erkrankten Personen unter ma-ximaler Therapie mit drei Medikamenten und waren dennoch schwer symptomatisch. Die Patient:innen er-hielten randomisiert entweder Sotatercept oder Placebo und wurden im Median über 7,5 Monate beobachtet. Primärer Endpunkt war die Veränderung der 6-Minuten-Gehstrecke (6MWD) zu Woche 24. 

Gute Wirksamkeit auf praktisch alle untersuchten Endpunkte
STELLAR erreichte den primären Endpunkt. In der Verum-Gruppe lag die Verbesserung der 6MWD bei durchschnitt-lich 40,8 Metern, während sie unter Placebo um einen Me-ter abnahm. Damit war die Überlegenheit von Sotatercept nicht nur statistisch signifikant, sondern auch klinisch re-levant, wofür ein Schwellenwert von 33 Metern angenom-men wird. Weiters wurden in STELLAR acht der insgesamt neun sekundären Endpunkte erreicht. Unter Sotatercept sanken die NT-proBNP-Spiegel und die Funktionsklasse verbesserte sich ebenso wie die Lebensqualität. Klinische Verschlechterungen (definiert durch Tod, Verschlechte-rung der Belastbarkeit oder Hospitalisierung wegen PAH) traten in der Sotatercept-Gruppe signifikant später auf. In der Sotatercept-Gruppe kam es bei 5,5 Prozent der Pati-ent:innen zu einem derartigen „clinical worsening event“, in der Placebo-Gruppe bei 26,3 Prozent, was einer relativen Risikoreduktion von 84 Prozent entspricht. Als exploratorischer Endpunkt wurde der Einfluss der Me-dikation auf den pulmonalarteriellen Blutdruck untersucht. Auch dabei erwies sich Sotatercept mit einem Vorteil von 13,9mmHg als überlegen. Hoeper: „Das ist die eindrucks-vollste Reduktion des Druckes in der Pulmonalarterie, die wir bislang bei vorbehandelten Pati ent:innen beobachten konnten. Für mich ist das ein starkes Signal dafür, dass wir tatsächlich eine gewisse Regression bereits eingetretener Veränderungen in den pulmonalen Gefäßen erreichen. Al-lerdings bleibt das aktuell noch eine Hypothese und muss in weiteren Studien untersucht werden.“ Die Verträglichkeit war gut, als häufigste unerwünschte Wirkungen wurden eine leichte Tendenz zu Blutungen vor allem der Nase und am Gaumen sowie Teleangiektasien beobachtet. Ob und wie weit dies langfristig klinisch rele-vant ist, müssten weitere Studien klären, so Hoeper ab-schließend. STELLAR wurde zeitgleich mit der Publikati-on prominent publiziert.9 

❙

1  Humbert M et al., Eur Heart J 2022; 43(38):3618–7312  Grünig E et al., Eur Heart J 2021; 42(23):2284–953  Carta AF et al., Front Med (Lausanne) 2022; 9:7914234  Schuster M et al., Heart Fail Clin 2023; 19(1S):e1–e115  Müller J et al., ERJ Open Res 2023; 9(2):00563–20226  Preston IR et al., Circulation 2015; 132(25):2403–117  Humbert M et al., N Engl J Med 2021; 384(13):1204–158  Yung LM et al., Sci Transl Med 2020; 12(543):eaaz56609  Hoeper MM et al., N Engl J Med 2023; online ahead of print10  Maron BA et al., Circulation 2016; 133(13):1240–4811  Maron BA et al., Lancet Respir Med 2020; 8(9):873–8412  Ho JE et al., J Am Coll Cardiol 2020; 75(1):17–26 

„Pulmonary Hypertension/Pulmonary Embolism”, Vorträge im Rahmen der European Respiratory Society (ERS) Satellites, virtuell, 2.3.23

„Hot Topics“, Sitzungen im Rahmen des American College of Cardiology (ACC), New Orleans, 4.–6.3.23

Aktuell steht keine Therapie zur Verfügung. Diese Lücke könnte in naher Zukunft geschlossen werden, denn mit Sotatercept befindet sich ein experimentelles PAH-Medikament in weit fortgeschrittener klinischer Entwicklung.
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Die neuen Leitlinien zur Diagnostik und Therapie der pulmonalen HypertonieIn ihrer 2022 vorgestellten aktualisierten Leitlinie zur Dia-gnostik und Therapie der pulmonalen Hypertonie10 haben die europäischen Kardiologen- und Pulmologen-Gesell-schaften ESC und ERS den Schwellenwert für den Wert, ab dem der pulmonalarterielle Druck als Lungenhochdruck eingestuft wird, von bisher 25mmHg auf 20mmHg gesenkt. Begründet wird dies mit Studiendaten, die einen Anstieg der Mortalität ab einem pulmonalarteriellen Druck von 20mmHg zeigen.11 Gesenkt wurden auch die Schwellenwer-te für den Gefäßwiderstand, anhand derer die Differenzie-rung zwischen prä- und postkapillärer PH vorgenommen wird. Bereits ab zwei Wood Units (WU) wird in der aktuali-sierten Leitlinie von einer präkapillären PH gesprochen. Auch dieser Änderung liegen aktuelle Studiendaten zugrun-de, die zeigen, dass ein pulmonaler Gefäßwiderstand über zwei WU mit erhöhter Mortalität assoziiert ist3 und die Obergrenze des „Normalen“ daher niedriger angesetzt wer-den muss als bisher. 
Mit der neuen Guideline kehrt auch der seit einigen Jahren nicht mehr verwendete Begriff der pulmonalen Hypertonie unter Belastung („Exercise PH“) zurück. Auch in diesem Fall beruht die Änderung auf Studienergebnissen, die zeigen, dass ein unter Belastung zu hoher Druck in der Lungenarte-rie mit reduziertem Überleben assoziiert ist, auch wenn in Ruhe die Diagnosekriterien für eine PH nicht erfüllt werden.4 

Beibehalten wurde die Klassifikation, die den Lungenhoch-druck in fünf Gruppen einteilt: 
• Pulmonalarterielle Hypertonie
• Lungenhochdruck assoziiert mit Erkrankungen des linken Herzens
• Lungenhochdruck assoziiert mit chronischen Lungenerkrankungen
• Pulmonale Hypertonie assoziiert mit Obstruktion der Lungenarterie (CTEPD/CTEPH)
• Lungenhochdruck mit unbekanntem oder multifakto riellem Hintergrund

Die PH assoziiert mit Herz- oder Lungenerkrankungen ist die mit Abstand häufigste Form der PH, kann derzeit jedoch nicht mit spezifischen Therapien behandelt werden. Das Management der PH besteht bei den Betroffenen daher im Management der jeweiligen Grunderkrankung. Erstmals gibt es jedoch schwache Empfehlungen für den Einsatz von PH-Medikamenten in Gruppe 3. 
Bei Patient:innen mit PH assoziiert mit einer interstitiellen Lungenerkrankung (ILD) kann der Einsatz von inhalativem Treprostinil in Erwägung gezogen werden. Auch PDE-5-Inhibitoren können in spezialisierten Zentren bei Patient:innen mit schwerer PH infolge einer ILD versucht werden. 
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Die hämodynamischen Anfoff rderungen,die an den rechten und linken VeVV ntrikelgestellt werden, können bei akukk tem VoVV r-hoffff lff immern (VHF) und pulmonal-arte-rieller Hypyy ertonie (PAPP H) vielfaff ch nichterfüff llt werden. Die komplexen Zusam-menhänge des rechten und linken Her-zens zu verstehen, spiele jedoch einewichtige Rolle, um betroffff eff ne Patient:in-nen zu stabilisieren und deren Outcomezu verbessern, ist die Symposiums-VoVV r-sitzende Univ.vv -Prof.ff Dr. Irene MartheLang, Profeff ssorin füff r Gefäff ßbiologie undOberärztin an der AbAA teilung füff r Kardio-logie, Klinik füff r Innere Medizin II,AKH/MedUni Wien überzeugt.
Prof.ff Dr.rr Daniel Dürschmied, zwei-ter VoVV rsitzender,rr Leiter der I. Medizini-schen Klinik der UnUU ivii ersitätää smedizinMannheim, Deutschland, ergänzt, dassdie kokk rrektkk e AuAA swahl geeigneter Pharma-ka daba ei hilftff , dieses Ziel zu erreichen.

VHF-getriggertes LinksherzversagenProf.ff Gheorghe Andrei Dan, Universityof Medicine and Pharmacy Carol Davaa ila,Bukarest, RuRR mänien, zufoff lge ist das ge-meinsame Auftff reten von VHF undHerzinsuffff iff zienz (HI) bei WeWW item nichtdie Ausnahme, sondern die Regel. RuRR nd40 % aller HI-Patient:innen haben eindiagnostiziertes VHF,FF umgekehrt kämp-feff n etwa 55 % aller VHF-Patient:innenmit HI – das zeigen u. a. Längsschnittda-ten der Framingham Heart Study.yy 1

Auch die zugrundeliegenden Risi-kofaff ktkk oren beider Krankheitsbilder,rr wiegesteigerter mymm okardialer Energiever-brauch, mymm okardiale Ischämie und oxi-dativer Stress mit konsekukk tiver neurohu-moraler Aktkk ivierung, überschneidensich erheblich.2 Dies spricht laut Prof.ffDan dafüff r,rr dass VHF lediglich der elek-trische Phänotypyy einer multifaff ktkk oriellenErkrankukk ng ist.3
Damit einhergehende Arrhyhh tyy hmienverursachen kardiale Umbauvorgänge,wobei die chronische TaTT chyh ky ardie dasgesunde Herz zu Beginn als einziger Me-

chanismus schädigt, während beimstruktkk urell geschädigten bzw.ww erkranktkk enHerzen noch weitere Prozesse hinzu-kommen.2
In der klinischen Praxis lässt sichdie Kausalität zwischen Arrhyhh tyy hmie undMyMM okardfuff nktkk ionsstörung nicht immerfeff ststellen. Das VoVV rliegen einer schwerenstruktkk urellen Herzerkrankukk ng schließteine Arrhyhh tyy hmie-induzierte Kardiomymm o-pathie jedoch nicht aus, so Prof.ff Dan.

Landiolol zur Frequenzkontrolle
Für die Behandlung ist es wichtig, zwi-schen akukk t dekompensierter HI (ADHF)aufgff rund von VHF und ADHF ohneVHF zu diffff eff renzieren.4 Diese Unter-scheidung ist essenziell, da die sympathi-sche Hypyy eraktkk ivität bei VHF-assoziierterADHF eine Herunterregulierung dersympathiko-adrenergen Situation mittelskardioselektkk iver i.v.vv Betablocker wieLandiolol unterstützt, wohingegen Beta-blocker in der Therapie einer ADHF oh-ne VHF keinen Platz haben.4

Für das Management hämodyna-misch instabiler ADHF-Patient:innenmit VHF empfiff ehlt die European HeartRhyh tyy hm Association (EHRA) primär ei-ne elektkk rische Kardioversion zur VeVV rbes-serung des hämodynamischen Profiff ls.5Sind die Betroffff eff nen hämodynamischstabil, sollten sich Ärzt:innen zunächstauf die Suche nach reversiblen TrTT igger-faff ktkk oren begeben.
Persistiert das VHF,FF wird einer me-dikamentösen Frequenzkontrolle mitkardioselektkk iven Betablockern die größteBedeutung beigemessen (Klasse-I-Emp-feff hlung).5 Ziel ist eine Titration auf un-ter 100 Schläge pro Minute.
Ein VeVV rgleich sämtlicher Betablo-cker zeigt, dass Landiolol zurzeit derEinzige mit zugelassener Indikation beikardialer Dysfuff nktkk ion mit variablen Do-sisregimen ist.6
Landiolol verfüff gt von allen Betablo-ckern über die höchste Kardioselektkk ivität(255:1), wird CYP-unabhängig verstoffff -ff

wechselt und erfoff rdert keine Dosisan-passung bei eingeschränktkk er Nieren-fuff nktkk ion.6
Ferner hat Landiolol nur minima-len Einflff uss auf den Blutdruck und dasrespiratorische System, woraus sich we-sentliche VoVV rteile füff r kritisch kranke Pa-tient:innen ergeben.
Studien bestätigen die Effff eff ktkk ivitätund Sicherheit von Landiolol beiADHF-Patient:innen mit VHF mit/ohnegleichzeitiger Gabe von Inotropika.7,8Andere Pharmaka wie non-DHP-Kalziumkanalblocker,rr Amiodaron undDigoxin sind demgegenüber mit VoVV r-sicht zu wählen, sagt Prof.ff Dan.

Aggressive Nachlastsenkung
bei PAPP H
Prof.ff Carmine Dario Vizza, PAPP H-Unitder Sapienza University of Rome, Italien,hinterfrff agt in seinem VoVV rtrag das derzei-tige medikamentöse VoVV rgehen bei PAPP H.ZwZZ ar sei der von der Risikobewertunggeleitete Behandlungsalgorithmus kli-nisch sinnvnn oll, um einen sequenziellenTherapieansatz zu haben, füff hre aber oftffzu einer faff lschen Einschätzung mit denin den Guidelines gelisteten Bewertungs-parametern.

Er und seine Kolleg:innen schlagenmit dem pulmonalen Gefäff ßwiderstand(PVR), zusätzlich zum mittleren pulmo-nal-arteriellen Druck (mPAPP P), ein neuesTaTT rget füff r die PAPP H-Therapie vor.9 Dieserscheint sinnvnn oll, da eine PAPP H durch ei-

nen deutlichen Anstieg des PVR ge-kennzeichnet ist, der eine Funktkk ionsstö-rung des rechten VeVV ntrikels nach sichzieht. Studien bestätigen, dass die Re-duktkk ion des PVR mit einer VeVV rbesserungder rechtsventrikukk lären Funktkk ion ein-hergeht.10
Eine rasche Optimierung des mPAPP Pund PVR innerhalb der ersten Monateist prognostisch höchst relevant, erklärtProf.ff Vizza. Gleichwohl ist selbst eineorale Dreifaff chmedikation nicht immerausreichend, um beide Parameter aufdas gewünschte Niveau zu senken.9Hier kokk mmen parenterale Prostanoi-de wie TrTT eprostinil ins Spiel. Die frff üheund aggressivii e Kombinataa ionstherapaa ie un-ter Zuhilfeff nahme parenteraler Prostanoi-de bewirktkk eine stärkekk re AbAA nahme desmPAPP P und PVR als andere Strataa egien.9Allerdings sollte mit dem Therapie-start nicht zu lange gewartet werden. DieWaWW hrscheinlichkeit, einen dauerhaftff gu-ten mPAPP P zu erreichen, ist am größten,wenn die Behandlung möglichst baldnach Diagnosestellung beginnt, nimmtanschließend sukzessive ab und wirdschließlich unwahrscheinlich, wenn län-ger als ein Jahr gewartet wird.11 ¨
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Ein bisschen Höhenluft schadet nicht 
GRAZ Unter den Millionen Men-schen, die sich in große Höhen begeben, sind viele Patienten mit bestehenden Herz-Lungen-Erkran-kungen. In solchen Regionen fällt es unserer Lunge aber zunehmend schwerer, den Körper ausreichend mit Sauerstoff zu versorgen. Ab rund 1500 Metern steigt das Risiko, dass bei sonst gesunden Menschen, erste Symptome einer Höhenkrank-heit auftreten. Was aber bedeutet das für Menschen mit chronischen Lungenerkrankungen? Können sich Patienten, die zum Beispiel an Lun-genhochdruck leiden (pulmonale Hypertonie) mit vertretbarem Risi-ko in Höhen zwischen 1500 und bis gar 2500m begeben? Droht ihnen eine gefährliche Verschlechterung ihres Zustandes bzw. erkranken sie schneller an der Höhenkrank-heit als gesunde Menschen? Im Rahmen der 47. Jahrestagung der Österreichischen Gesellschaft für Pneumologie (ÖGP) in Graz, stell-te die Schweizer Lungenexpertin Prof. Silvia Ulrich, Direktorin der Klinik für Pneumologie, Leiterin der Abteilung für Pulmonale Hy-pertonie sowie der Dyspnoe Klinik am Universitätsspital Zürich, neue Forschungserkenntnisse zur Be-lastbarkeit kranker Lungengefäße in großen Höhen vor, mit durchaus Mut machenden Ergebnissen für Betroffene.

Sauerstoff-Unterversorgung
Selbst gesunden Tieflandbewoh-nern kann ein Aufenthalt in gro-ßen Höhen zu schaffen machen. Bedingt durch den zunehmend immer niedriger werdenden Luft-

druck sinkt der Sauerstoffgehalt im Blut, und es kommt zu einer Sauerstoff-Unterversorgung. Lunge und Herz arbeiten dagegen, versu-

chen auszugleichen: Atmungs- und Herzschlagfrequenz steigen, der Blutdruck in der Lunge steigt an. Silvia Ulrich: „Als Reaktion auf den 

erniedrigten Umgebungsluftdruck, der dazu führt, dass der Sauerstoff aus der Luft immer schwerer ver-fügbar wird, ziehen sich die kleinen Lungenarterien zusammen, und dies führt zu einem Anstieg des Pul-monalarteriendrucks.“
Man kann also davon ausgehen, dass lungenkranke Menschen, die schon im Flachland unter einer gestörten Ventilation und einem beeinträchtigten Gasaustausch lei-den, in der Höhe besonderen Risi-ken ausgesetzt sind. Hierzu zählen besonders Patienten mit Lungen-hochdruck. Doch auch diese Pati-enten möchten an einem möglichst normalen Leben teilnehmen. „In 

den Alpenländern gehört dazu auch ein Aufenthalt in einer Höhe über 1500 Metern, erklärte Ulrich. In unserer bestens erschlossenen Bergwelt gelangt man mit Seilbahn oder Zug rasch in Höhen über 2000 Meter. Ulrich: „Wir gingen daher der Frage nach: Wird eine hypoxi-sche Umgebung, wie sie in Höhen ab 1500 Metern vorkommt, die Erkrankung dieser Menschen ver-schlechtern?“

Lungendruck steigt nur geringfügig
Es folgten viele Studien. Dabei wurde etwa erhoben, ob sich bei Patienten mit Lungenhochdruck unter hypoxischen Bedingungen 

bei körperlicher Belastung (in der Studie: Radfahren am Ergometer) der Lungendruck verändert. Bei ei-nem großen Teil der Patienten ver-schlechterte sich der Lungendruck nicht. Lediglich die körperliche Leistungsfähigkeit nahm ab, bei Patienten ebenso wie bei gesunden Studienteilnehmern, allerdings mit großen individuellen Unterschie-den. Somit gibt die Schweizer Lun-genexpertin Betroffenen Hoffnung: „Aus unseren Untersuchungen geht hervor, dass zumindest ein kurzzei-tiger Tagesaufenthalt in der Höhe für die meisten PH-Patientinnen und -Patienten ohne Verschlechte-rung der Grundkrankheit möglich ist. In Pilotstudien konnten wir auf-zeigen, dass selbst das Übernach-ten in der Höhe meist gut vertragen wird, jedoch mit einer deutlich ge-ringeren Sauerstoffsättigung in der Nacht einhergeht.“

Weitere Forschung notwendig
Professor Silvia Ulrich fasste ab-schließend noch zusammen: „Die große Mehrheit der stabilen Patien-tinnen und Patienten mit einer Lun-gengefäßerkrankung verträgt einen Kurztrip in moderate Höhen gut. Reduzierte Bewegungstoleranz und Hypoxämie können auftreten, spre-chen aber gut auf eine Sauerstoff- therapie an. Diese Erkenntnisse sind wichtig für die vielen Betrof-fenen weltweit, denn es leben rund 500 Millionen Menschen in einer Höhe über 1500 Metern und sind somit hypobaren hypoxischen Be-dingungen ausgesetzt. Nun müssen wir darangehen, längerfristige Stu-dien durchzuführen!“

Schweizer Lungenexpertin konnte ein Stück weit Entwarnung geben. 

Niemand, der möchte, soll die schöne Bergwelt missen müssen. Das gilt auch für Lungenpatienten.  
VN/STEURER

„Diese Erkenntnisse 
sind wichtig für die 

rund 500 Millionen 
Betroffenen weltweit.“

Silvia Ulrich
Lungenexpertin
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Ihre
Innere Zerrissen
heit erschwert
Ihnen denUmgang
mit einem bestimmtenMenschen. Versuchen Sie,die Ursache zu ergründen, undsuchen Sie ein klärendes Gesprächmit der Person.

Widder 21. 3. – 20. 4.

Nachhinein das Gefühl haben,dass es die
dung gewesen ist. Übensich in Gelassenheit!

Löwe 23. 7. –

Auchwenn Ihnen
heute etwas gegen
den Strich gehen
mag: Schön dieRuhe bewahren!Mit dieserStrategie schonen Sie nichtnur die eigenenNerven, sondern auch die der anderen.

Stier 21. 4. – 20. 5.

vernachlässigen. ZeigenHumor, obwo
danach zumu
Ihr Geld zusammenhalten.

Jungfrau 24. 8.

Eine gute Phase
beginnt. Vieles,
was Ihnen vor
schwebt, lässt sicherreichen. Neues kommt aufSie zu. Nach anfänglicher Verunsicherung fängt es bald an,Ihnen Spaß zu machen.

Zwillinge 21. 5. – 21. 6.

Ihrem näheren Lebensumfeldbefassenmüssen. Eine Lösungwäre es, we
die Hand re

Waage 24. 9.

Die Krebse dürfen
sich freuen. Sie
können abwarten
und sich einfachzurücklehnen, denn vieles

Krebs 22. 6. – 22. 7.

Schwächen

Skorpion 24. 10.

Der Monat November gibt 
Anlass, um auf eine sel-

tene, schwere Unterform von 
Lungenhochdruck aufmerk-
sam zu machen: die pulmo-
nal arterielle Hypertonie 
(PAH). 

Sie bemerken außergewöhn-
liche Atemnot? Es steckt 
keine bekannte Krankheit 
wie Asthma oder COPD da-
hinter? Dann könnte viel-
leicht pulmonal arterielle 
Hypertonie die Ursache sein. 
Es ist wichtig, das abzuklä-
ren. Denn bleibt PAH unent-
deckt, kann es zu Rechts-
herzversagen kommen1.

Heute endet der 
Awareness-Monat für 
Lungenhochdruck. 
Eine Erkrankung, die 
nicht nur alte 
Menschen betrifft. 

Kennen Sie Lungenhochdruck?

PAH kann jeden treffen
Manche haben ein erhöhtes 
Risiko für PAH. Wie PAH ge-
nau entsteht, ist bislang nicht 
vollständig geklärt. Es gibt 
 jedoch Menschen mit erhöh-
tem Risiko, zum Beispiel mit 

bestimmten Vorerkrankun-
gen1. Hierzu zählen angebo-
rene Herzfehler, auch wenn 
diese korrigiert wurden. 
Oder auch  Bin dege webs-  
erkrankungen (Kollagenosen) 
wie Sklerodermie. Bei dieser 

Patientengruppe ist der Ver-
lauf der PAH häufig schwer-
wiegend1.
 
Gehören Sie zu dieser Patien-
tengruppe? Gehen Sie regel-
mäßig zu Kontrolluntersu-
chungen, um Anzeichen einer 
PAH frühzeitig zu erkennen.

Nähere Informationen:  
Auf www.janssenwithme.at 
stellt Janssen Austria Infor-
mationen zu Lungenerkran-
kungen bereit.

AT_EM-143851_31OKT2023

REFERENZEN
1 HUMBERT M ET AL. EUR HEART J 2022; 00:1-114.

LUNGENHOCHDRUCK

Gerade bei Lungen-
hochdruck-Risiko-
patienten sind regel-
mäßige Kontrollen 
wichtig 
SHUTTERSTOCK/HERO IMAGES
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Die Anfälligkeit für ein Eisendefizit variiert je nach PrimärdiagnoseHerz-Kreislauf-Leiden rauben MetalleSTOCKHOLM – Eisenmangel istunter Menschen mit kardiovas-kulären Erkrankungen weit ver-breitet. Insbesondere Herzinsuf-fizienzpatienten mit reduzierterEjektionsfraktion scheinen von ei-ner intravenösen Eisensupplemen-tierung zu profitieren. Inwieweitdies auch für andere Herz-Kreislauf-Erkrankungen gilt, ist noch unklar.

Grundsätzlich unterscheidet man

zwei Formen von Eisenmangel, be-

richten Prof. Dr. Gianluigi Savarese
vom Karolinska Institutet in Stock-

holm und Kollegen. Diese sind:

n absoluter Eisenmangel: erschöpf-

te Eisenspeicher in Verbindung

mit einer Abnahme des Gesamt-

eisenangebots im Körper auf-

grund unzureichender Eisenzu-

fuhr mit der Nahrung, gestörter

Resorption oder chronischem

Blutverlust

n funktioneller Eisenmangel: ver-

mindertes zirkulierendes Eisen,

ggf. in Verbindung mit chroni-

schen Entzündungsprozessen

Im Zusammenhang mit Herz-Kreis-

lauf-Erkrankungen wird Eisenman-

gel üblicherweise definiert als eine

Ferritinkonzentration im Serum von

< 100 ng/ml oder eine Ferritinkon-

zentration von 100–299 ng/ml in

Kombination mit einer Transfer-

rinsättigung unter < 20 %.

Herzinsuffizienz
Mehr als 60 % aller Patienten

mit Herzinsuffizienz (HF) leiden

unter Eisenmangel – unabhängig

von der Ejektionsfraktion. Studien

zufolge ist das Defizit weitaus häu-

figer anzutreffen bei Frauen, älteren

Patienten sowie mit zunehmender

Krankheitsschwere.

Klinische Ereignisse scheinen

eher mit niedrigem Serumeisen

und geringer Transferrinsättigung

als mit niedrigen Ferritinwerten in

Verbindung zu stehen. Generell ist

ein Eisenmangel bei HF-Patienten

mit einem erhöhten Risiko für Spi-

talsaufenthalte verbunden.

Bei Betroffenen mit einer redu-

zierten oder moderat reduzierten

Ejektionsfraktion (HFrEF/HFmrEF)

ist darüber hinaus die Gesamtmor-

talität erhöht, selbst wenn keine An-

ämie vorliegt.

Die aktuelle Evidenz aus rando-

misierten kontrollierten Studien

spricht gegen die Gabe von oralem

Eisen zur Behandlung des Mangels

bei HF-Patienten. Bei Patienten

mit stabiler HFrEF und solchen,

die wegen akut dekompensierter

HF mit einer EF von < 50 % einge-

liefert werden, zeigte sich, dass i.v.

Eisencarboxymaltose (FCM) die

Zahl der Spitalsaufenthalte verrin-

gert sowie Lebensqualität, Symptome

und Leistungsfähigkeit verbessert.

Koronare Herzkrankheit
Auch Patienten mit korona-

rer Herzkrankheit (KHK) sind bis

zu 60 % von Eisenmangel betroffen.

Es gibt Hinweise darauf, dass zu

niedrige Werte mit einem höheren

Risiko für ischämische kardiale

Ereignisse und kardiovaskulär

bedingte Mortalität bei Men-

schen mit und ohne KHK ver-

bunden sind. Zudem fällt das

Remodeling nach einem Herz-

infarkt ungünstiger aus. Derzeit

gibt es keine Belege, die eine Sup-

plementierung bei KHK-Patienten

mit Eisenmangel, aber ohne Anämie

unterstützen.

Zerebrovaskuläre
Erkrankungen

Die Prävalenz von Eisenmangel bei

Patienten mit zerebrovaskulären

Erkrankungen liegt schätzungswei-

se bei rund 45 %. Daten zur pro-

gnostischen Bedeutung des Defizits

bzw. von dessen Behandlung fehlen

bislang. Es wird vermutet, dass der

Mangel mit einem schlechteren

funktionellen Status verbunden

sein könnte. Derzeit besteht für

Menschen mit zerebrovaskulärer

Erkrankung bei Fehlen einer An-

ämie keine Indikation zur Sup-

plementierung.

Aortenklappenstenose
Mehr als die Hälfte der

Patienten mit Aortenklap-

penstenose (bis zu 54 %)

weisen einen Eisenmangel

auf. Ergebnisse zu daraus erwach-

senden Folgen sind widersprüchlich.

Während der Mangel speziell bei Pa-

tienten mit schwerer Aortenklappen-

stenose ein prognostischer Marker

sein könnte, ist die Aussagekraft für

die Prognose allgemein beschränkt.

Auf Grundlage der verfügbaren Da-

ten gibt es bislang keine Indikation

zur Behandlung von Eisenman-

gel ohne Anämie bei Patienten mit

Aortenklappenstenose.

Vorhofflimmern
Die Prävalenz von Eisenman-

gel beträgt rund 50 % bei Patienten

mit permanentem Vorhofflimmern

und 30 % bei Patienten mit persis-

tierendem Vorhofflimmern.

In der aktuell laufenden

IRON-AF-Studie soll an

mindestens 84 Patienten mit

der tachykarden Herzrhyth-

musstörung und Eisen-

mangel untersucht werden,

ob sich durch eine intravenöse

Supplementierung mit FCM die ma-

ximale Sauerstoffaufnahme verbes-

sern lässt. Bislang reichen die Daten

für eine Indikation zur Therapie bei

Patienten mit Vorhofflimmern ohne

Anämie jedoch noch nicht aus.

Pulmonale Hypertonie
Bei präkapillärer pulmona-

ler Hypertonie liegt die geschätz-

te Prävalenz von Eisenmangel bei

bis zu 75 %. Besonders hohe Werte

scheint sie dabei im Zusammen-

hang mit pulmonal-arterieller Hy-

pertonie zu erreichen, die ihrerseits

mit Bindegewebserkrankungen as-

soziiert ist.

Bei idiopathischer pulmonal-

arterieller Hypertonie ist Eisen-

mangel unabhängig von dem Vor-

handensein einer Anämie u.a. mit

einer schlechteren NYHA-Klasse,

geringerer Leistungsfähigkeit und

einem höheren mittleren pulmonal-

arteriellen Druck verbunden. Auf

Grundlage der aktuellen Daten gibt

es derzeit keine Indikation zur Be-

handlung eines Eisenmangels ohne

Anämie bei Patienten mit pulmona-

ler Hypertonie.

Dr. Melanie Söchtig

Savarese G et al.
Eur Heart J 2023; 44: 14–27;
doi: 10.1093/eurheartj/ehac569

Bis zu 60% der Patienten
mit KHK sind von einem
Eisenmangel betroffen

Medical Tribune
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Einblicke   NEUES AUS POLITIK, RECHT & WIRTSCHAFT

Seltene Erkrankungen – der Weg zu einer besseren Versorgung
Seltene Erkrankungen sind gar nicht so selten und verdienen im Gesundheitssystem  mehr Aufmerksamkeit – unter anderem deswegen, damit eine frühzeitigere  Diagnose erfolgen kann, so der Tenor beim Gesundheitspolitischen Forum am 29. November im Billrothhaus, dem Haus der „Gesellschaft der Ärzte in Wien“.

Mag.a Nicole Gerfertz-Schiefer

D r. Jan Oliver Huber, Leiter des Ge-
sundheitspolitischen Forums, er-
klärte in seiner Eröffnungsrede, dass Orphan Diseases lange die „Waisen-kinder“ in der Medizin gewesen seien. „Seit dem Jahr 2000 sind die Anträge für Thera-pien bei seltenen Erkrankungen zwar ge-stiegen – nicht zuletzt aufgrund einer EU-Verordnung, welche die Entwicklung von Orphan Drugs unterstützt –, doch von fast 4.000 Anträgen in den letzten 22 Jahren ha-ben 2.500 zwar den Status ,Orphan Drug‘ von der EMA zuerkannt bekommen, aber letztendlich nur 190 Therapien eine Zulas-sung erhalten. Dies zeigt das hohe Risiko bei der Forschung in diesem Bereich“, so Huber. 

Frühere Diagnose notwendig
Ao. Univ.-Prof.in Dr.in Daniela Karall, Stellver-tretende Klinikdirektorin der Klinik für Päd-iatrie I in Innsbruck sowie Präsidentin der Österreichischen Gesellschaft für Kinder- und Jugendheilkunde, erklärte, dass man von einer seltenen Erkrankung spreche, wenn nicht mehr als 1 von 2.000 Personen betroffen sind. „Doch es gibt zwischen 6.000–8.000 seltene Erkrankungen, d. h. 6–8 % der Bevölkerung sind von einer dieser Krankheiten betroffen. Das sind in Summe rund 450.000 Personen – also gar nicht so wenige. Zudem sind seltene Erkrankungen großteils schwerwiegende Erkrankungen. Ich empfehle immer, bei Patient:innen mit chronischen, ungewöhnlichen Symptomen 

bzw. Symptomkombinationen unklarer Ur-sache an die Möglichkeit einer seltenen Er-krankung zu denken – vor allem, wenn meh-rere Familienmitglieder betroffen sind“, betonte Karall. Dieses Bewusstsein für die 

Möglichkeit einer seltenen Erkrankung hält sie für sehr wichtig, um frühzeitiger zu einer Diagnose zu kommen. 

Expertise in Zentren 
zusammenführen
Ein weiterer wichtiger Schritt besteht für  Karall in dem Aufbau von tragfähigen Netz-werken, denn die Dauer bis zur Diagnose bei seltenen Erkrankungen sei derzeit zu lang. Dafür setzt sich auch der im Dezember 2011 gegründete Verein „Forum Seltene Krankhei-ten“ ein, dessen Obfrau Karall ist. Der Verein ist ein Zusammenschluss von Ärzt:innen und Mitgliedern anderer Berufsgruppen, die Patient:innen mit seltenen Erkrankungen be-treuen. „Es muss unser Ziel sein, dass Patient:innen so wohnortnahe wie möglich versorgt werden und die behandelnden Ärzt:innen gleichzeitig mit Zentren für die betreffende seltene Erkrankung vernetzt und so mit aktuellen Informationen versorgt sind“, so Karall. Daher fordert das „Forum Seltene Krankheiten“ den Aufbau enger Kooperati-onsstrukturen, eine Stärkung der örtlichen Zusammenarbeit, eine Intensivierung der überregionalen medizinischen Vernetzung, die Förderung eines breiteren Wissens und Verständnisses in der Öffentlichkeit sowie die Unterstützung von Forschung und Lehre in Bezug auf seltene Erkrankungen. 

Auch FH-Prof.in Dr.in Andrea Kdolsky, MBA, Departmentleiterin Gesundheit, FH St. Pöl-ten, sprach sich klar für die Zusammenfüh-rung der Expertise in Zentren aus: „Es ist 

„Nicht die Patient:innen 
sollen reisen, sondern  

die Expertise.“
Daniela Karall
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„Seltene Erkrankungen 
beginnen oftmals im 

Kindesalter, und der Weg bis zur Diagnose dauert noch 
immer zu lang.“

Jan Oliver Huber

Ärzte Krone
Fachmagazin für Ärzte
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nicht zielführend, überall alles behandeln zu wollen. Denn je mehr Fälle ein Arzt/eine Ärztin sieht, umso besser wird er/sie in der Beurteilung und Behandlung.“ 

Mitsprache der Betroffenen 
Kdolsky betonte weiters, dass die Betreuung von Patient:innen mit seltenen Erkrankun-gen über die medizinische Behandlung hin-ausgehe: „Ich weiß aus vielen Gesprächen mit Betroffenen und Angehörigen, dass eine seltene Erkrankung zu vielen Sorgen und Ängsten in den Familien führt. Derzeit wer-den die Angehörigen mit diesen Nöten völlig allein gelassen.“ Es sei wichtig, dass die Be-troffenen gehört werden. Daher betonte Kdolsky, dass sich alle Patientenorganisatio-nen und Selbsthilfegruppen einem großen strategischen Ziel widmen sollten: Mitspra-che! „Dafür braucht es aber finanzielle Un-terstützung. Hier sollten Patientenorganisa-tionen nicht auf Almosen angewiesen sein, wie dies in Österreich derzeit der Fall ist, sondern Anspruch auf einen Teil des Bud-gets des Gesundheitsministeriums haben“, forderte Kdolsky in Richtung Politik. 

Aufruf zum Handeln!
Den hohen Stellenwert von Patientenorga-nisationen betonte auch Eva Otter, Vizeprä-sidentin bei PH Austria – Initiative Lungen-hochdruck und Präsidentin bei PHA Europe, der europäischen Dachorganisation für Patient:innen mit pulmonaler Hypertension (PH) in Europa: „Wir brauchen Spezialist:in- nen, Ärzt:innen und auch die Industrie, um Medikamente zu bekommen und dadurch Lebensqualität zu erhalten. Aber wir brau-chen auch die Patientenorganisationen, welche die Betroffenen im täglichen Leben unterstützen!“ 

Sie fasste die Wünsche der Betroffenen wie folgt zusammen: 
• gutes Arzt/Ärztin-Patient:innen- 

Gespräch
• übersichtliche und verständliche 

Informationen
• gesicherte Medikamentenversorgung
• Verständnis und Akzeptanz
• Verbesserung der Lebensqualität
• Mitspracherecht bei Therapien
• selbstbestimmtes Leben
„Um dies zu erreichen, brauchen wir einen Call to Action, einen Aufruf zum Handeln, der auf folgenden Säulen ruhen muss: Zu-gang zu Therapien und Expertisezentren, 

klinische Forschung und Innovation, psy-chosozialer Support, Unterstützung von Patientenvertreter:innen, Förderung von Awareness und Screening“, betonte Otter. 

Verbesserungsansätze in Planung
Auch Mag.a Elisabeth Weigand, MBA, Ge-schäftsführerin von Pro Rare Austria, dem bundesweiten Dachverband für seltene Er-krankungen und damit Dach für Patienten-organisationen, Selbsthilfegruppen und Einzelpersonen als Vertretung einer selte-

nen Erkrankung, ist davon überzeugt, dass die Einbindung von Betroffenen wichtig ist, um die Situation zu verbessern. Was in Ös-terreich bereits gut funktioniere, sei das Neugeborenen-Screening auf 30 seltene Er-krankungen, dennoch sei eine Ausweitung der Frühdiagnostik wünschenswert, um frühzeitig eine Diagnose zu erhalten und so-mit eine entsprechende Versorgung begin-nen zu können, so Weigand.
Dass derzeit nur ein Bruchteil der Betroffe-nen in den bereits erwähnten Expertise-Zen-tren versorgt werde, gilt es laut Weigand drin-gend zu ändern. Sie empfiehlt allen Ärzt:in- nen, bei dem Verdacht auf eine seltene Er-krankung, www.orpha.net zu nutzen – eine Datenbank, die Informationen zu seltenen Krankheiten und Arzneimitteln (Orphan Drugs) enthält. Zudem seien Referenznetz-werke von großer Bedeutung. Derzeit gibt es 24 Europäische Referenznetzwerke (ERNs), über die Wissen geteilt werden kann und die an Österreichs Zentren angebunden sind. „Aktuell wird über ein ,Undiagnosed Disease Program‘ in Österreich verhandelt, und wir hoffen, dass so bald wie möglich eine Pilot-phase dieses Projekts starten kann (frühes-tens 2024). Auch ein nationales Referenz-netzwerk, das die ERNs spiegeln sollte, wird im Rahmen einer European Joint Action erar-beitet“, erklärt Weigand. Darüber hinaus sieht sie weitere Bereiche, in denen es in Öster-reich Verbesserungspotenzial gibt, z. B. struk-turierte Patientenpfade, Diagnose-Lotsen (z.  B. Community Nurses), Expertenzentren für alle seltenen Erkrankungen, Sicherstel-lung der Ressourcen (auch für Forschung), Data Sharing etc. 

Auch die finanzielle Unterstützung von Be-troffenen und ihren Angehörigen dürfe gera-de jetzt, in einer wirtschaftlich schwierigen Phase, nicht aus den Augen verloren werden: „Eine unserer Forderungen muss die Sicher-stellung von Ressourcen für Expertisezent-ren und Patientenorganisationen sein. Zu-dem brauchen die Betroffenen selbst umfassende Beratung hinsichtlich mögli-cher Erstattung und finanzieller Unterstüt-zung, damit sie ein möglichst selbstbe-stimmtes Leben führen können“, so Weigand abschließend. 
■

„Der kompetente Patient/
die kompetente Patientin 
braucht Informationen!“

Eva Otter

„Es braucht in Österreich 
eine rechtliche Regel- 

struktur für die Mitsprache 
von Betroffenen.“

Andrea Kdolsky

„Chronisch kranke 
Menschen dürfen  

nicht unter das 
Existenzminimum fallen.“

Elisabeth Weigand

www.gesundheits-
politischesforum.at
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American Thoracic Society (ATS) II 

Wichtige 
Ergebnisse aus 
Washington 

13 Seralutinib bei pulmonaler 

PDGFR (platelet-derived growth fac-tor receptor), CSF1R (colony-stimulating factor 1 receptor) sowie c-KIT spielen nach aktuellem Kennt-nisstand eine wichtig Rolle in der Pathophysiologie der pulmonalen Hypertonie (PAH). Mit Seralutinib befindet sich aktuell ein inhalativer Tyrosinkinase-Inhibitor in der Indi-kation PAH in klinischen Studien. Im Rahmen des Kongresses der ATS präsentierte Ergebnisse der Phase-II-Studie TORREY zeigen, dass Seraluti-nib den pulmonalen Gefäßwiderstand bei erwachsenen Patient:innen mit PAH signifikant senkt. Ebenso kam es bereits nach zwölf Wochen zu einer signifikanten Abnahme der NT-pro-BNP-Spiegel, was als Indikator für eine Reduktion der rechtsventrilculären Nachlast und damit eine abnehmende Belastung des rechten Herzens gewer-tet werden kann, wie Prof. Dr. Robert P. Frantz, Direktor der Pulmonary Hy-pertension Clinic der Mayo Clinic, ausführte. Damit erreichte TORREY den primären Endpunkt und Seraluta-nib wird in die Phase III gehen. 
Die Patient:innen in TORREY hatten Seralutanib oder Placebo vor dem Hintergrund einer optimierten Stan-dardtherapie erhalten, was bei mehr als der Hälfte Kombinationen von drei zugelassenen PAH-Medikamenten bedeutete. Unerwünschte Wirkungen waren sowohl im Seralutanib- als auch im Placebo-Arm mit 93 bzw. 86 Pro-zent sehr häufig, dabei jedoch über-wiegend leicht bis moderat ausge-prägt. Die Ergebnisse von TORREY sollen in Kürze publiziert werden. 

BPulmonale Hypertonie 
bei Schlafapnoe-Syndrom 

' Übergew 
Sekundäre pulmonale Hypertonie (SPH) ist eine häufige Komplikation bei Patient:innen mit obstruktivem Schlafapnoe-Syndrom (OSA) und Adipositas. Die Kombination von OSA und Adipositas wird in vielen Fällen mit bariatrischer Chirurgie be-handelt. Eine an mehreren Zentren in den USA durchgeführte Studie unter-suchte nun, ob und wie weit bariatri-sche Operationen den Verlauf einer sekundären pulmonalen Hypertonie günstig beeinflussen. 

Dazu wurde in einem nationalen Krankenhausregister (National Inpa-tient Sample 2019) nach Hospitalisie-rungen im Zusammenhang mit Adi-positas-assoziiertem OSA gesucht und die Prävalenz von sekundärer pulmonaler Hypertonie in Assozia-tion mit bariatrischen Operationen ausgewertet. Darüber hinaus wurden soziökonomischer Status, Komorbi-ditäten und die harten Outcomes Ge-samtmortalität, schwere kardiovas-kuläre Ereignisse, Schlaganfall und Herzstillstand bei Patient:innen mit bzw. ohne bariatrische Operationen erhoben. Sekundäre Endpunkte wa-ren Länge des Krankenhausaufent-haltes und Behandlungskosten. Die Studie fand bei Personen nach bariatrischen Operationen ein signi-fikant reduziertes Risiko, eine sekun-däre PAH zu entwickeln. Unter 1.178.640 Hospitalisierungen im Zu-sammenhang mit OSA und Adiposi-tas fanden sich 41.715 (3,5%) Patient:innen, die eine bariatrische OP hinter sich hatten (BS+). Die Prä-

valenz in dieser Gruppe betrug 6,4 Prozent (n=2.670) im Vergleich zu 10,1 Prozent bei Patient:innen ohne bariatrischen Eingriff (BS-) (n= 114.740), was einem Risikoverhältnis von 0,61 (KI: 0,61-0,67) entspricht. Die Risikoreduktion blieb erhalten und signifikant, wenn die Daten in Bezug auf den soziökonomischen Status und Komorbiditäten adjustiert wurden. Patient:innen nach bariatri-schem Eingriff waren jünger, häufiger Frauen und eher weiß. BS+ Pati-ent:innen waren häufiger wegen ge-planter Eingriffe oder Untersuchun-gen im Krankenhaus, waren dabei je-doch kränker mit mehr Diabeteskom-plikationen, Hyperlipidämie, Zustand nach Myokardinfarkt etc. Dennoch waren akute kardiovaskuläre Ereig-nisse bei Patient:innen nach bariatri-scher Chirurgie seltener. Dies belege nach Ansicht der Autor:innen den kardioprotelctiven Effekt bariatrischer Eingriffe bei adipösen Patient:innen mit obstrulctiver Schlafapnoe.' 

BDur3ilurnab bei COPD 

Ebenfalls in einer Late Brealcing Tri-als Session des ATS-Kongresses prä-sentierte Prof. Dr. Klaus Rabe von der Lungenklinik Großhansdorf die Er-gebnisse der BOREAS-Studie, die den Einsatz des IL-4- und IL-13-Re-zeptorblockers Dupilumab bei Pati-ent:innen mit COPD und Hinweisen auf Typ-2-Inflammation untersuch-te. Einschlusskriterien waren ein ho-hes Exazerbationsrisiko sowie eine Eosinophilenzahl über 300 pro Mi-kroliter. Patient:innen mit Asthma-Diagnose waren aus der Studie aus-geschlossen. 
Im Vergleich zu Placebo führte Dupi-lumab zu einer Reduktion von Exazer-bationen, besserer Lungenfunktion, höherer Lebensqualität und weniger pulmonalen Symptomen. Die annua-lisierte Rate moderater bis schwerer Exazerbationen lag in der Dupilumab-Gruppe bei 0,78 im Vergleich zu 1,10 in der Placebo-Gruppe. Die forcierte Einsekundenkapazität nahm unter Dupilumab im Mittel um 160m1 zu, unter Placebo um 77m1. Nebenwir-kungen waren in beiden Armen ver-gleichbar. Die Studie wurde zeitgleich mit der Präsentation im New England Journal of Medicine publiziert.' 

American Thoracic Society (ATS)Congress, 
Washington DC, 19.-24.5.23 

Auf dem ATS standen neben viel pulmologischer Fortbildung auch Lange erwar-tete Präsentationen klinischer Studien auf dem Programm. Diese lassen für die kommenden Jahre Neuzulassungen und Änderungen etablierter therapeutischer Strategien erwarten. 
Von Reno Barth 

1 Frantz RP et aL, 
Seralutinib 
treatment in adult 
subjects with 
pulmonary arterial 
hypertension: 
Results from the 
TORREY Study. 
Late Breaking 
ClinicalTrial, 
ATS 2023 

2 Gandhi ZJ et al., 
Prevalence, risk 
and subsequent 
in-hospital 
outcomes of 
secondary 
pulmonary 
hypertension in 
obese OSA 
admissions with 
vs. without prior 
bariatric surgery. 
ATS 2023, P498 

3 Bhatt SP et aL, 
Dupilumab for 
COPD with type 2 
inflammation 
indicated by 
eosinophil counts. 
NEJM 5/23 
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PNEUMOLOGIE & HNO

EDITORIAL

Sehr geehrte Leserinnen 
und Leser!

Wie jedes Jahr steht auch heuer die Ausgabe 5 von JATROS Pneumologie & HNO ganz im Zeichen des ERS-Kongresses. Mit rund 15 000 Besuchern fand der Jahreskongress der European Respiratory Society wieder großen Anklang. Obwohl diesmal über keine bahnbrechenden Forschungserfolge berichtet wurde, gab es doch punktuell neue Erkenntnisse bzw. Erweiterungen von bereits bekannten Ergebnissen, die vor Ort in Mailand prä-sentiert wurden. 

Prof. Marius Hoeper, Hannover, stellte zum Beispiel die Ergebnisse der STELLAR-Studie zur Therapie der pulmonal-arteriellen Hypertonie vor, die relevante Verbesserungen zei-gen, nachzulesen ab Seite 6. Im Anschluss geht Univ.-Prof. Dr. Horst Olschewski, Graz, detaillierter auf die Thematik ein und spricht über weitere Daten, die zur pulmonalen Hypertonie am Kongress präsentiert wurden.

Enttäuschend ist die Situation derzeit in Bezug auf die inter-stitiellen Lungenerkrankungen: Ein präzisionsmedizinischer Ansatz ist hier im Moment nicht zu erwarten, mit den etablier-ten Therapieoptionen kann jedoch eine Stabilisierung der Erkrankung erreicht werden. Neue Untersuchungen dazu sind im Laufen, mehr dazu ab Seite 10. Auch der chronische Husten stellt eine zum Teil erhebliche Einschränkung für Betroffene dar, die über Jahre hindurch andauern kann. Eine neue Subs-tanz könnte diesen Patienten Erleichterung verschaffen, wie Daten am Kongress gezeigt haben, nachzulesen ab Seite 14 und nachzusehen in einem Videointerview im ERS-Newsroom, der online verfügbar ist.

Wie es um Asthma und COPD im klinischen Alltag bestellt ist, wurde im Rahmen der NOVELTY-Studie, einer groß ange-legten Kohortenstudie mit über 12 000 Teilnehmern, unter-sucht. Hier gab es zum Teil recht überraschende Ergebnisse – vor allem im Hinblick auf die Lungenfunktion –, die erneut die Heterogenität dieser Erkrankungen hervorkehrten. Die Auswer-

tung weiterer Ergebnisse dieser Studie wird wichtige Informati-onen dazu liefern. Auch die in den USA durchgeführte COPDGene®-Studie, die die Analyse der unterschiedlichen COPD-Phänotypen diskutiert, unterstreicht die Heterogenität der COPD, nachzulesen ab Seite 24.

In Bezug auf Asthma stand vor allem die Diskussion um die Remission im Fokus. Das Erreichen einer Remission sollte durchaus auch beim Asthmamanagement ein Therapieziel sein, das mit sogenannten „disease modifying drugs“ erreicht werden kann. Was es Neues zur Biologikatherapie beim schweren Asthma gibt, können Sie ab Seite 27 nachlesen sowie im Video-interview mit Dr. Katharina Marth, Wien, im ERS-Newsroom nachsehen.

Weitere Themen, die am ERS-Kongress diskutiert wurden und in dieser Ausgabe abgebildet sind, umfassen die neue Pneu-monie-Leitlinie (Seite 33), die CPAP-Therapie, die aufgrund von kardiovaskulären Risiken besser nicht beendet werden sollte (Seite 34), aber auch die Diskussion um ein Alterslimit für Lun-gentransplantationen (Seite 36) sowie ein Projekt zur Lungen-krebsvorsorge in Europa (Seite 46).

Aus dem HNO-Bereich finden Sie ab Seite 40 spannende Real-World-Daten aus Heidelberg: Sie zeigen, dass nach genauer Analyse der Patienten mit chronischer Rhinosinusitis mit Nasenpolypen durch eine gezielte Biologikatherapie deutli-che Verbesserungen des Geruchssinns und der Lebensqualität erzielt werden können – ähnlich wie bei Asthma.

Somit wünsche ich Ihnen eine interessante ERS-Nachlese!

Ihr

Univ.-Prof. Dr. Wolfgang Pohl
      Herausgeber

W. Pohl
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European Respiratory Society (ERS) II

Große Hoffnung in noch nicht  zugelassene PAH-Therapie
Mit Sotatercept, für das im April 2023 Zulassung beantragt wurde, könnte in naher Zukunft ein neues Medikament für die Behandlung der pulmonalarteriellen Hy-pertonie (PAH) zur Verfügung stehen. Die Erwartungen sind hoch, da Analysen der Phase-III-Daten nicht nur für klinische Wirksamkeit, sondern auch für eine ausge-prägte krankheitsmodifizierende Wirkung sprechen. Von Reno Barth

❙❙ Für die Behandlung der pulmo-nalarteriellen Hypertonie (PAH) sind aktuell 14 Substanzen zugelassen, die jeweils in einen von drei relevanten Pathways eingreifen: den Endothelin-Pathway, den Prostazyklin-Pathway und den NO-sGC-cGMP-Pathway. In Kürze dürfte eine weitere Substanz mit einem alternativen Wirkmecha-nismus hinzukommen, nämlich der Activin-Inhibitor Sotatercept, der in der Phase-III-Studie STELLAR vor dem Hintergrund einer leitlinienge-rechten Therapie im Vergleich zu Pla-cebo zu einer signifikanten Verbesse-rung der 6-Minuten-Gehstrecke führ-te und dabei gut vertragen wurde. 
Bemerkenswert an diesen Daten ist nicht zuletzt, so Studienautor Prof. Dr. Marius Hoeper von der Medizini-schen Hochschule Hannover, dass es sich nicht nur um eine relative Ver-besserung im Vergleich zur Kontroll-gruppe, sondern auch um eine Ver-besserung von rund 40 Metern im Vergleich zum Ausgangswert handel-te. Dieser Erfolg wurde in einer Popu-lation von Patient:innen erreicht, die aufgrund ihrer schweren Erkrankung bereits unter massiver Behandlung, teilweise auch mit parenteralen The-rapien, standen. Auch nahezu alle sekundären Endpunkte waren ver-bessert. Hinsichtlich des Risikos einer klinischen Verschlechterung wurde eine signifikante Reduktion um 84 Prozent erreicht.1 

Sotatercept ist ein Fusionsprotein, das an den Activin-Rezeptor Typ IIA (ActRIIA) bindet und damit Activin-Signaling blockiert. Dieses spiele in der Pathophysiologie der PAH eine wichtige Rolle, so Hoeper, da PAH kei-ne durch Vasokonstriktion getriebene Erkrankung sei, sondern ihre Ursache 

rungsstudie der Phase-II-Studie PUL-SAR und der Phase-III-Studie STEL-LAR nach einer medianen Exposition von 462 Tagen, dass die in den klini-schen Studien erreichten Verbesse-rungen von 6MWD, NT-proBNP, WHO-Funktionsklasse und FRS in der offenen Phase der Studie über ein Jahr erhalten blieben. Primärer End-punkt dieser Langzeitstudie war je-doch Sicherheit, wobei sich ebenfalls ein erfreuliches Bild zeigte. In der ge-samten schwer kranken Kohorte kam es bei lediglich sieben Studienteil-nehmenden zu neuen Ereignissen im Sinne einer klinischen Verschlechte-rung, darunter drei Todesfälle und drei Hospitalisierungen im Zusam-
menhang mit PAH. Häufigste Neben-

wirkung waren Teleangiektasien, 
die bei 93 Studienteilnehmen-

den (23%) auftraten und in 
keinem Fall als schwerwie-

gend gewertet wurden.2,3

Modellrechnung 
spricht für Senkung 
der Mortalität
Was aus STELLAR bis-
lang fehlt, sind Mortali-

tätsdaten, für die die Stu-
die nicht die Power hatte. 

Nun wurde versucht, diese Lü-cke mithilfe eines mathematischen Modells zu schließen. Dazu bedien-ten sich die Autor:innen des von den Leitlinien vorgegebenen Therapie-ziels „Niedrigrisiko-Status“. Dieser wurde in STELLAR von den Pati-ent:innen in der Sotatercept-Gruppe signifikant häufiger erreicht. 
Ausgehend von diesen Daten lässt sich das Überleben unter Sotatercept vor dem Hintergrund einer leitlinien-gerechten Basistherapie modellieren, wozu auch Daten des europäischen COMPERA-Registers herangezogen wurden. Mithilfe eines für die Studie entwickelten Modells wurde ein er-heblicher Überlebensvorteil für Sotat-ercept errechnet, der mehr als elf Jahre betragen könnte, was einer Überle-bensverlängerung auf das Dreifache entspricht. Auch eine Reduktion der Hospitalisierungen und Transplanta-tionen ist wahrscheinlich. Allerdings weisen die Studien autor:innen expli-zit auf die Unsicherheiten mathemati-scher Prädiktionsmodelle hin. ❙

„Novelties in pulmonary hypertension  
management“ und „From the Editor‘s Desk“, 
Kongress der European Respiratory  
Society (ERS), Mailand, 10. und 11.9.23 Fo
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in der Proliferation von glatten 
Muskelzellen und Endothel-
zellen in den Lungenarteri-
en habe.

Signifikante Senkung 
des Blutdrucks in 
der Pulmonalarterie
Aktuelle, im Rahmen 
des ERS-Kongresses in 
Mailand vorgestellte 
Studiendaten sprechen 
dafür, dass mit Sotater-
cept demnächst eine Sub-
stanz zur Verfügung stehen könnte, die bei PAH eine tatsächlich krank-heitsmodifizierende Wirkung entfal-tet. Dies trifft insbesondere auf eine Post-hoc-Analyse von STELLAR hin-sichtlich der hämodynamischen Pa-rameter zu, für die hämodynamische Daten von 298 und Echokardiografie-Daten von 275 Patient:innen verfüg-bar waren. Erstmals konnte in einer Studie zur PAH eine signifikante und stabile Senkung des Blutdrucks in der Lungenarterie (mPAP) um -13,9mmHg gezeigt werden. Darüber hinaus nahmen der pulmonale Ge-fäßwiderstand ebenso wie der mittle-re Druck im rechten Ventrikel und damit auch die Dilatation des rechten Ventrikels sowie die Regurgitation durch die Trikuspidalklappe signifi-kant ab. Die Reduktion des mittleren pulmonalarteriellen Drucks korre-lierte gut mit den klinischen Daten, insbesondere der Abnahme von NT-proBNP sowie der 6-Minuten-Geh-strecke.

Verlängerungsstudie 
Mehrere weitere am ERS 2023 vorge-stellte Arbeiten weisen in die gleiche Richtung. So zeigte eine Verlänge-

1  Hoeper MM et al., 
N Engl J Med 2023; 
388(16):1478–90

2  Souza R et al.,  
Eur Respir J 2023; 
2301107

3  Preston I et al.:  
A long-term  
follow-up (LTFU) 
study of sotater-
cept for pulmonary 
arterial hyperten-
sion (PAH). Late 
Breaking Abstract, 
Poster-ID 739,  
ERS 2023

4  Mclaughlin V et al.: 
Population health 
model predicting 
the long-term im-
pact of sotatercept 
on morbidity  
and mortality in 
patients with pul-
monary arterial  
hypertension 
(PAH). Poster-ID 
740, ERS 2023

CliniCum Pneumo
Das Fachmedium für AtemwegserkrankungenPerchtoldsdorf, im Oktober 2023, Nr: 5 - Erscheinungsweise: 6x/Jahr, Seite: 12Druckauflage: 6 100, Darstellung: 96,39%, Größe: 509cm², easyAPQ: _Auftr.: 1843, Clip: 15585367, SB: Pulmonale Hypertonie

Zum eigenen Gebrauch nach §42a UrhG.Anfragen zum Inhalt und zu Nutzungsrechten an das Medium (Fon: 01/54600*511, @: office@medizin-medien.at). Seite: 1/1

42 

 Kardiologie & Gefäßmedizin 4 / 2023

ESC 2023

Kongress

Pulmonale Hypertension (PH)

Lungenhochdruck: Neuigkeiten  zu medikamentösen Therapien
Im Folgenden wird auf den derzeitigen Stellenwert der medikamentösen Therapie bei pulmonaler Hypertension, gestützt durch Daten vom Europäischen Kongress für Kardiologie 2023, näher eingegangen.

P ulmonale Hypertension (Lungenhoch-
druck, PH) ist definiert durch einen in-vasiv in Ruhe gemessenen pulmonal-arteri-ellen Mitteldruck > 20 mmHg. Die Erkran-kung ist häufig eine Komorbidität von Herz-insuffizienz. Wenn Lungenhochdruck durch eine Erkrankung der Lungengefäße entsteht, liegt eine präkapilläre Lungenhochdrucker-krankung vor. Moderne Bildgebung (3D-Echokardiografie, neue Computertomogra-fiemethoden, Einsatz von „artifical intelli-gence“) wird die Diagnostik von pulmonaler Hypertension in Zukunft verbessern.

Algorithmus & Therapieziel bei PAH
Auf Basis von 46 randomisierten, kont-rollierten Studien mit mehr als 10 000 Pati-enten mit pulmonal-arterieller Hyperten-sion (PAH) in den vergangenen Jahren empfehlen die neuen ESC/ERS-Leitlinien aus dem Jahr 2022 initial eine medikamen-töse Kombinationstherapie bestehend aus einem oralen Phosphodiesterase-5-Hemmer (PDE5-Hemmer) und einem Endothelinre-zeptorblocker (Tab. 1). Parenterale Prosta-zykline werden eingesetzt, wenn nach 3–6 Monaten Therapie bei der ersten Kontrolle das Ziel einer funktionellen NYHA-Klasse 1–2, eines proBNP < 300 pg/mL und einer 6-Minuten-Gehstrecke > 440 m nicht er-reicht wurde. Rezent haben Studien (PUL-SAR und STELLAR) zu der neuen Substanz Sotatercept bisher nicht gesehene Verbesse-rungen der klinischen Endpunkte ge-zeigt,2–4 vor allem durch einen neuen Multikomponenten-Verbesserungs-

endpunkt, bestehend aus drei Merkmalen:• Verbesserung im 6-Minuten-Gehtest um ≥ 30 m vom Ausgangswert
• Abfall der NT-proBNP-Werte um ≥ 30 % vom Ausgangswert oder Aufrechterhal-tung eines NT-proBNP < 300 pg/mL

• Verbesserung oder Aufrechterhaltung der WHO-FC-Klasse II (WHO Functional Classification of Pulmonary Hyperten-sion, Klasse II: keine Symptome im Ru-hezustand, aber Unbehagen und Kurz-atmigkeit bei normaler Aktivität wie Treppensteigen, Lebensmitteleinkauf)

STELLAR-Studie: Sotatercept
Sotatercept ist ein synthetischer Avi-dinbinder, der das intrazelluläre Verhält-nis von SMAD1/5/8 zu SMAD2/3 verän-dert und intrazelluläre Signalkaskaden in Antiproliferation modifiziert. Die heute bekannte Targetzelle, an der dieser Pro-zess abläuft, ist der Proerythroblast im Knochenmark. Das Einfangen des Ligan-den Avidin durch Sotatercept bedingt eine Erhöhung der Erythrozytenzahl und des Plasmahämoglobinspiegels. In der rando-misierten, doppelt verblindeten Phase-III-Studie STELLAR wurden Patienten mit PAH 1 : 1 (163 : 160) in eine Gruppe mit subkutanem Sotatercept (0,3 mg/kg KG zu Beginn, mit Steigerung auf die Zieldosis von 0,7 mg/kg KG) und eine Placebogrup-pe randomisiert. Der primäre Studienend-punkt der medianen Veränderung im 6-Minuten-Gehtest war mit 34,4 m in der Sotatercept-Gruppe (95 % CI: 33,0−35,5) und 1,0 m in der Placebogruppe (95 % CI: −0,3−3,5) nach 24 Wochen signifikant. Sotatercept wurde additiv zu laufenden PAH-Therapien gegeben, bei zwei Dritteln der Patienten waren das Dreifachtherapi-en. Acht der hierarchischen sekundären Endpunkte waren signifikant zugunsten von Sotatercept verändert. Nebenwirkun-gen bestanden in Nasenbluten, Schwin-del, neu aufgetretenen Telangiektasien, im Anstieg des Serumhämoglobins oder der Erythrozytenzahl, in Thrombozytope-

nie und im Blutdruckanstieg.4 Neue Stu-diendaten und die Beobachtung von Pati-enten, die nach der Marktzulassung (vor-aussichtlich Ende des Jahres) behandelt werden, sollen offene Fragen und Sicher-heitsbedenken klären.

CTEPH: medikamentöse Therapie?
Anders als die Therapie der PAH hat sich naturgemäß die medikamentöse The-rapie der chronisch thromboembolischen pulmonalen Hypertension (CTEPH) ent-wickelt (Tab. 2). Bei CTEPH stehen die 
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I. Lang, Wien

KEYPOINTS
	$ Die ESC/ERS-Leitlinien 2022 
geben bei PAH initial eine 
medikamentöse Kombinati-
onstherapie aus oralen PDE5-
Hemmern und Endothelin-
rezeptorblockern vor.

	$ Parenterale Prostazykline 
können nach 3–6 Monaten 
PAH-Therapie eingesetzt 
 werden, wenn die klinischen 
Ziele nicht erreicht wurden.

	$ Sotatercept, ein Avidinbinder, 
zeigte signifikante Ergebnisse 
in der medianen Verlänge-
rung der Gehstrecke im 
6-Minuten-Gehtest vs. 
 Placebo.

	$ Acht weitere sekundäre End-
punkte der STELLAR-Studie 
waren zugunsten von Sotater-
cept vs. Placebo verändert.

	$ Die Nutzung von PEA, BPA 
und medikamentöser Thera-
pie gemeinsam konnte die 
Rate des 3-Jahres-Überle-
bens bei nicht operablen 
CTEPH-Patienten von 70 %  
auf 94 % erhöhen.
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mechanischen Therapien, nämlich die pul-monale Endarterektomie (PEA) und die Ballonangioplastie der Pulmonalarterien (BPA), im Vordergrund. In den letzten Jah-ren hat sich durch die gemeinsame Nut-zung aller drei Therapieformen („multimo-dality treatment“), nämlich PEA, BPA und medikamentöser Therapien, die Rate des 3-Jahres-Überlebens von nicht operablen CTEPH-Patienten von 70 % auf 94 % er-höht5, 6 und ist damit nicht mehr vom ope-rativen Outcome zu unterscheiden. Das kann man als bisher niemals erreichten Erfolg sehen und man könnte hier schon von Heilung des Lungenhochdrucks bei CTEPH sprechen.                                          ◼

Autorin:
Univ.-Prof. Dr. Irene Lang

Klinik für Innere Medizin II
Abteilung für Kardiologie 

Medizinische Universität Wien
E-Mail: irene.lang@meduniwien.ac.at

◾0107

Interessenkonfl ikt: 
Irene Lang erhielt Forschungsgrants von AOP Orphan und Actelion-Janssen und Sprecherhonorare von AOP Orphan, Actelion-Janssen, Medtronic, Ferrer und MSD.
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1 Humbert M et al.: 2022 ESC/ERS Guidelines for the diag-nosis and treatment of pulmonary hypertension. Eur 

Heart J 2022; 43(38): 3618-731 2 Humbert M et al.: Sotat-ercept for the treatment of pulmonary arterial hyperten-sion. N Engl J Med 2021; 384(13): 1204-15 3 Humbert M et al.: Sotatercept for the treatment of pulmonary arterial hy-pertension: PULSAR open-label extension. Eur Respir J 2023; 61(1): 2201347 4 Hoeper MM et al.: Phase 3 trial of Sotatercept for treatment of pulmonary arterial hyperten-sion. N Engl J Med 2023; 388(16): 1478-90 5 Delcroix M et al.: Long-term outcome of patients with chronic thrombo-embolic pulmonary hypertension: Results from an interna-tional prospective registry. Circulation 2016; 133(9): 859-71 6 Guth S et al.: Current strategies for managing chronic thromboembolic pulmonary hypertension: results of the worldwide prospective CTEPH registry. ERJ Open Res 2021; 7(3): 00850-2020
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Dr.'n Elke Boxhammer 
Uniklinikum Salzburg, Innere Medizin II 

E
hrgeiz, Durchhaltevermögen und 
Zielstrebigkeit — Eigenschaften, 
die Elke Boxhammer aus ihrer Zeit 
im Leistungssport (u.a. zweifache 
deutsche Jugend-Staatsmeiste-rin im 100-Meter-Hürdenlauf) mitbringt, prä-gen auch ihre Arbeit als Ärztin und Wissen-schafterin, „Ich möchte jeden Tag besser werden. Für die Patienten, für die Forschung, für mich", so die gebürtige Bayerin, die seit März 2021 ihre internistische und kardiologi-sche Facharztausbildung am Uniklinikum Salz-burg absolviert. Für ihre Publikationen im Jahr 2022 (Forschungsschwerpunkt: Pulmonale Hypertonie bei hochgradiger Aortenklap-penstenose. Zentrale Fragestellung: Nicht-in-vasive Methoden der Risikoabschätzung mit-tels Echokardiographie, Biomarker und radio-logischer Parameter) wurde sie nun zum „Re-searcher of the Year" ausgezeichnet. „Hinter dieser Auszeichnung steht auch das großarti-ge Team der II. Medizin und die interdisziplinä-re Zusammenarbeit mit den Kolleginnen und Kollegen der Radiologie", betont Boxhammer. Was sie an ihrem Fach fasziniert? „Die Kardio-logie verbindet internistische Denkweise mit chirurgischem Geschick." 

Kurz-Biographie: Geboren 12/1992 in Eggen-felden (Bayern), Humanmedizin-Studium Uni-versität Regensburg (Dissertation „Experi-mentelle Herzchirurgie", summa cum laude), FSJ Krankenhaus Vilsbiburg, 03/2020 bis 02/2021 Basisausbildung und Beginn neuro-chirurgische Facharztausbildung Universi-tätsklinikum Innsbruck, seit 03/2021 internis-tische/kardiologische Facharztausbildung Universitätsklinikum Salzburg. 
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UNIVERSITÄT 
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Die Preisträgerin der Fritz-Kaindl-Medaille-- Univ.-Prof. Dr. Irene Lang, zwischen Univ.-Prof. Dr. C. Hengstenberg (1i) und dem damaligen Präsi-denten der ÖKG, Prof. Dr. B. Metzler (2. von re.) und Prof. Dr. D. Scherr, Sekretär der ÖKG und mittlerweile Incoming Präsident der ÖKG. ÖKG 
Prof. Dr. Irene M. Lang in der Kinder-Uni bei der Vorlesung ‚Wohin fließt das Blut?" ©Lang 

Preisverleihung-- Der von der ÖKG ausgelobte Preis für herausragende Persön-lichkeiten wurde im Rahmen der Jahrestagung der Österreichischen Gesellschaft für Kardiologie am 1. Juni 2023 an Univ. Prof. Dr. Irene Lang verliehen. 

Prof. Lang hat über 465 
Publikationen verfasst 
und einen H-Index von 
83 erreicht. 

Univ. Prof. Dr. Irene Lang, 
Universitätsklinikum AKH 
Wien 0 MedUniWien 

Fritz Kaindl hat die Kardiologie inner-halb der Inneren Medizin als eigenstän-diges Fach in Österreich etabliert. Diese Spezialisierung ist unter anderem einer deutlichen Weiterentwicklung der dia-gnostischen, medikamentösen und nicht zuletzt auch invasiv kardiologischen Möglichkeiten zu verdanken. 
Es ist auf die Initiative des Past-Prä-sidenten Prof. Dr. Bernhard Metzler zu-rückzuführen, dass die Österreichische Kardiologische Gesellschaft einen Preis für herausragende Persönlichkeiten aus-lobt und diesen nach dem Wegbereiter der modernen Kardiologie benannt hat. 

Promotion sub auspiciis Praesidentis rei publicae 
Die diesjährige Preisträgerin ist Frau Univ.-Prof. Dr. Irene Lang vom Univer-sitätsklinikum AKH Wien. Sie hat 1984 mit „sub auspiciis Praesidentis rei publi-cae" promoviert. Von 1989 an war sie fünf Jahre lang in San Diego als Clinicäl Research Fellow und als Research Asso-ciate tätig und hat,dort die Grundlagen ihres wissenschaftlichen und klinischen Interesses vertieft. Das Interesse lag von Anfang ihrer klinischen Karriere bei Lungenhochdruck und speziell bei der Chronisch thromboembolischen pulmo-

nalen Hypertonie (CTEPH). Nach dem Facharzt für Innere Medizin und für Kardiologie hat sich Prof. Lang 1996 ha-bilitiert und wurde 2004 Professorin für vaskuläre Biologie an der Medizinischen Universität Wien (MUW). Sie hat ver-schiedene Auszeichnungen und Preise erhalten, u.a. 'das Große Ehrenzeichen für Verdienste um die Republik Öster-reich. Zudem ist sie seit 2018 Mitglied des Senats der MUW. 
Wissenschaftlich hat sie in der Summe > 465 Publikationen verfasst und einen H-Index von 83 erreicht, was wirklich sehr außergewöhnlich ist und  

damit zusammenhängt, dass ihre Arbel-ten aufgrund der hohen wissenschaftli-chen Relevanz knapp 50.000-mal zitiert wurden. 

CTEPH, KHK, NETs als Schwerpunkte Inhaltlich hat sich Prof. Lang neben den Behandlungsstrategien der CTEPH (u. a. subkutanes Treprostinil, Balloon pulmo-nary angioplasty (BPA)) auch mit der Koronaren Herzerkrankung (Pathophy-siologie, PTCA, Statin-Therapie) und zu-letzt mit Neutrophil extracellular traps (NETs) bei Herzinfarkt oder Thrombo-sen wissenschaftlich beschäftigt. 

Darüber hinaus war/ist sie lokaler Principal Investigator bei über 50 klini-schen Studien und (Section-)Editor bei renommierten Journalen, wie z. B. Cir-culation, Pulmonary Circulation, Euro-pean Heart Journal, Thrombosis and Haemostasis, Atherosderosis, Thrombo-sis and Vascular Biology und dem Jour-nal für Kardiologie. 
Prof. Lang leitet sowohl in der Kli-nik als auch in der Forschung jeweils ein großes multidisziplinäres Team. So hat sie bisher le Ph.D., > 35 MD, externe Besucher und 13 Habilitanden ausgebil-det und war in unzähligen Lehrveran-staltungen tätig. 

Als Leiterin der Herzkatheter-Labo-re des Universitätsklinikums AKH Wien ist Prof. Lang ständig gefordert und freut sich über -innovative Ansätze. Insofern können wir im AKH Wien doppelt glücklich sein: Erstens, dass sich Frau Prof. Lang für die Kardiologie entschie-den hat und dort einen so außergewöhn-lich erfolgreichen Weg gegangen ist; und zweitens, dass sie die Kardiologie in der MedUni Wien mit ganzem Herzen und mit akademischem Geist verstärkt. Ganz herzlichen Glückwunsch zur Verleihung der Fritz-Kaindl-Medaille an Frau Prof. Dr. Irene Lang! 
Auch Cardio News Austria gratu-liert herzlichst! ou Prof. Dr. Christian Hengs-tenberg 
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EXPERTE: 
DA Ing. Mag. Dr. 
Christian Kienbacher 
FA für Innere Medizin, 
Gastroenterologie & 
Hepatologie, Notarzt 
und Höhenmediziner, 
Psychologe, 
healthconceptat 

„(Höhen-)Bergsteigen mit internistischen Vorerkrankungen" 
Frau Maria M. (53) möchte in drei Monaten eine Fernreise unternehmen und beim Bergsteigen Höhen bis zu 4.500 m erreichen. Sie hat Bedenken wegen ihrer sechs Monate zurück-liegenden COVID-Erkrankung und sucht eine spezialisierte Beratung. 

OA KIENBACHER: Generell sollten alle medizinischen Problemfelder bei einer höhenmedizinischen Beratung berücksichtigt werden und daher nach genauer Anamnese ein problemorien-tierter Untersuchungsgang erfolgen. Bei Frau M. empfiehlt sich neben einer Überprüfung der Lungenfunktion eine kardiovaskuläre Abklärung. Am Ende der Untersuchung steht die Ausstellung eines Attestes, um das die Reise- und Expeditionsanbieter oftmals bitten. Als häufige medizinische Probleme sind kardiovaskuläre Ereignisse, Höhen-

krankheit, Infektionen, Verletzun-gen und Höhenstrahlung zu nennen. Spezialisierte internistische Frage-stellungen betreffen z. B. pulmonale Hypertension, Hypertonie, koronare Herzerkrankung, Herzinsuffizienz, An-tikoagulation, Diabetes, Anämie, Asth-ma/COPD, Nierenerkrankungen und gastroenterologische Leiden. Diese gilt es in Abklärung, Beratung und Zusam-menstellung der Packliste/Rucksack-apotheke individualisiert einzubezie-hen. 
Die Beratung erfolgt in Hinblick auf Höhenstufen (moderate Höhen: bis 3.000 m, große Höhen: bis 5.500 m, extreme Höhen: ab 5.500 m). Die Wis-sensvermittlung in puncto Risikofakto-ren, Vorbeugung (Akklimatisierung), Krankheitssymptome und korrekter Reaktion bezüglich der Höhenkrank-heiten (akute Bergkrankheit, Höhen-

lungen- und Höhenhirnödem) legt hierfür die Basis (Lake-Louise-Score). Sportmedizinische Inhalte — wie eine Trainingsplanung bis zur Abreise — ergänzen die Vorbereitung. Die Ver-wendung von Hypoxietechnologien zur Vorakklimatisation für größte Höhen kann erwogen werden. Für extreme Höhen sollte Mentaltraining zur Ziel-erreichung vermittelt werden. Darüber hinaus erfolgt eine antizipative Bera-tung hinsichtlich verminderter Denk-leistung unter Hypoxiezuständen und möglicher Tools, diesen situativ zu be-gegnen. 
Prinzipiell können Menschen mit internistischen Vorerkrankungen wan-dern und bergsteigen. Mit entspre-chender Abklärung, Beratung und ei-nem „Notfallplan" ist es ihnen mög-lich, auch Touren in größere Höhen zu bewältigen. 
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6. NATIONALES PH NURSE-FORUM 2023 

Im Team zum optimalen Management des Lungenhochdrucks 
Die Symptome der Pulmonalen Hypertonie sind für die Betroffenen oft sehr beängstigend. Sie benötigen einfühlsame Betreuung und ein gutes Behandlungsmanagement — eine Aufgabe, die die Zusammenarbeit der Gesundheitsberufe und der Wissenschaft erfordert. Erschöpfung, Atemnot bei Belastung, gelegent-lich leichte Schmerzen in der Brust und kurzzeitige Bewusstlosigkeit sind die charkaterisischen Symp-tome für eine Pulmonale Hypertonie. Der Druck im Lungenkreislauf ist erhöht, weil die Pulmonalgefäße aufgrund unterschiedlicher Ursachen verengt oder blockiert sind. 

Beim 6. Nationalen PH Nurse-Forum 2023 von MSD im kommenden September in Werfenweng beleuchten Experten aus Pflege und Medizin in Vorträgen und Workshops die Erkrankung aus unterschiedlichen Perspektiven und stellen die wichtige Rolle der Pflege im Betreuungsteam dar. Unter dem Titel „Gemein-sam im Sinne der Betroffenen - Lungenhochdruck ist Teamwork! Ärztliches Personal, Pflegepersonal und Wissenschaft" geht es unter anderem um Her-ausforderungen und Chancen im Pflegemanagement bei der Pflege und Begleitung von chronisch kranken Menschen, den steigenden Druck in der Lunge, neue Therapieoptionen und das Patientengespräch. 

Die Veranstaltung richtet sich insbesondere an Pflegepersonal, das in Lungenhochdruck-Schwer-punktzentren arbeitet, aber auch an alle Health Care Professionals, die mehr über diese Krankheit, ihre Diagnose und die Behandlung erfahren wollen. Für die Fortbildung wurde eine Zertifizierung für PflegeFortbildungspunkte - PFP® des Gesundheits-und Krankenpflegeverbands beantragt. Eine Teil-nahme ist sowohl vorort als auch online möglich. 

MSD 
6. NATIONALES PH NURSE-FORUM 2023 
„Gemeinsam im Sinne der Betroffenen  - 
Lungenhochdruck ist Teamwork! Arztliches Personal, Pflegepersonal und Wissenschaft" 
Termin: 22. bis 23. September 2023 
Ort: VVerfenweng, Salzburg  -  und ONLINE 
Für die Online-Teilnahme ist noch eine Anmeldung möglich unter: 
https://shorturl.msd.atiNF23PC A 

Pro Care
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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

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
Associazione Ipertensione 
Polmonare Italiana Onlus 
Via della Spiga, 10 - 06135 Ponte S. Giovanni-PG
presidente@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 
(rima.gruodis@gmail.com)

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 

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

SERBIA

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

ROMANIA

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

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

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

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

SLOVAKIA

The Netherlands 
Stichting Pulmonale Hypertensie
Helderseweg 28, 1817 BA Alkmaar
https://stichtingpulmonalehypertensie.nl/
info@stichtingpulmonalehypertensie.nl

Associated members of PHA Europe and contact details

ISRAEL

JAPAN

ARGENTINA

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
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