PULMONARY HYPERTENSION

Mariposa Journal

v

SUMMER 2024 « PHA EUROPE’S OFFICIAL JOURNAL « N. 32

S World PH Day Edition [©




SUMMER EDITION e

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

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

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

Additionally, WPHD was successfully promoted

2024

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

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

efforts.

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

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

Hall Skaara
Project Manager



CONTENTS

o T 0T =0 L= 10 Lo T p.- 2
= =LV o 01=Y o | - o p.- 4
PHA Europe - Social Media ActiVities ........cccccrrrmmmmmmeeemmmmsnsssssssssseesssnnsnnnes p-6
World PH Day Webinar ........ccoeeeeiimmmmmmssmminsmssssssmmssssssssssssmssssssnsnnssssssnnnnns p-9
ARGENTINA ... e e e e e e e e e s e e mmmmmmmm e s e e e e e e e e e nnnan p- 11
AUSTRIA ... en s s s s s s e e e e e e e e e e mmmmmmanss s s annnnnnnnns p- 14
BELARUS ... s mm s s e smmmmmmnnnnnnes p- 16
= =3 I L p-17
BOSNIA AND HERZEGOVINA .......coeciisissnss s s s s s s s s semmmmm s s p- 20
BULGARIA PHA ...t ssssssssssssssss s s mmmmmmnnnn s p- 23
BULGARIA BSPPH ... eieeescsmssmmms e s e s e s e s e e e e e s s mmmmmmmnnnnnes p- 26
A N A D A S p- 29
L3 0 1 I IR 000000000 p- 32
CZECH REPUBLIC .....ceeceeeiieieececeessssssssnssmmmmses s e e ne s e e eensnnssssssssnnnmmmmsnsnnes p- 34
HUNGARY ..iiiiiiiiiiiieiieciisssnnnnsenesannsannestottcannnssssssnnneenaste s eeeae s e S E O R R p. 35
IS RAEL e e o - a———— p- 39
L AT .. .. T U p- 41
NIGE R A .. e eeeenneiisssnnnnste st s RN p- 43
NORTH MACEDONIA ......cooiiiiiiiiinnnemmmm s s s sssmmm s s p. 44
P E R U . ... p- 45
POR{JUGA 75" SSSSuumuviii s e, e L p- 46
SHOVAKIA .......c00 . ot eienannnnnnriaeaaeae iy p- 50
SIOVENIA SN UL S p- 53
SPAIN ANHP oo B e p. 58
SRAINIFCHP .....cccoci L — p- 60
SEAINIHPE-ORG .........cccciiiiinnnnnc i p- 64
SWEDEN ......cccoioiin i — T p. 66
UKRAINE PHA ..., . ... ... p. 67
UK RAINE PHUR D A ... --.........oSSSSSSSSRRL p- 69
USA..coiiiiiiireeee O L R e — L p-72
Media ClipPiNgS .ccceiiriiecmmciiirmennninneee-coAEEE L ... e p. 75
Austhiap. it .. p. 75
Bosnia and Herzegovina .........cceeeeceecmssssssssssssssssnnmnnsssssmssssssssssssssssssssenns p.76
Croatia iocecuiiireeeeaana . ... - 5 = mn e p. 78
Czech Republic S __.....ocssoeCuE— p.79
[ (DT E) ) oo o e OO S p. 80
L TREIE R ..........cccceesme s eenssnasnn s ORI . ... . A0RE, . p. 81
NOBITTMacedonia . ... p. 82
Bortulal. ... ..... S U e SR p- 83
SUGTEY: R e SR O p. 84
SLOENIF............ ¢ O - ceeeeeecsserrmmcmnssernmnnnan e s ST p. 85
SpaIN AN H P . .....cccrrrrannnnnnnnnnnssssssssssaennnnnnsonnnnnsnnnnnna bl p. 86
ST [P0 R - AR . p. 87
Bpain/HPE-OR G . . ... . o o eeeemmcmnanen p. 87
UKIQITE PHUR D AR ... D, e ceeeenasrnres p. 88
b oL (o ey - O P oo OO o b SO S p. 90
Aims of RHAWESS: S ... T p. 91
Members of PHA Europe and contact details ......cccccevveemeemcemniiiiiiinnnnnns p. 92

Associated members of PHA Europe and contact details .........cccccceiinnnee p. 94




early diagnosis ® best treatment e better quality of life e finding a cure

PHA EURDPE /4

European pulmonary hypertension association /

CONGRESSES & CONFERENCES

BEL AIR CENTER

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

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

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

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

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

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

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

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

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

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

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

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

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

Hall Skaara
Project Manager

Video rgcording of the webinar is available in the
Bel Air Center Recorded Presentations room

Patient involvement in HTA
training course

\

\
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Neil Bertelsen,
BSc, MSc, MBA,




At Janssen, we understand that pulmonary arterial
hypertension (PAH) comes with many challenges, and not
all are physical.

That’s why we’ve created PH Human — an educational
programme dedicated to empowering people living with PAH
to help understand their condition and engage in their care,
bringing loved ones and caregivers along on their journey.

Whether you are looking for tools to support productive
conversations with your healthcare team like our Breathe In,
Speak Out Conversation Kit, interested in understanding

the standards of care you should expect to receive through

our PAH Patient Charter, or you are simply searching for tips
and tricks to live well with PAH - PH Human has a variety of
resources and real-life experiences available to empower you
to play an active role and make informed decisions in your care.

Hollie, 37
United Kingdem
Entrepreneur

Living with pulmonary
arterial hypertension

Find out more on

PEuman

janssen g

PHARMACEUTICAL CompANIE:

gvhmmoWwwn

Janssen Pharmaceutica NV © JP NV 2022.
EM-102191 | June 2022

We are MSD

For 130 years, we have tackled some of the world’s biggest health
challenges and provided hope in the fight against disease, for
both people and animals. Today, we continue our commitment to
be the premier research-intensive biopharmaceutical company

in pursuit of medical breakthroughs that benefit patients and

society for today, tomorrow and generations to come.

M SD msd.com
Twitter: @MSDEurope

LinkedIn: MSD Europe

Copyright © 2021 Merck & Co., Inc., Kenilworth, NJ, USA and its affiliates. All rights reserved.
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PHA EUROPE - SOCIAL MEDIA ACTIVITIES

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

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

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

options to choose from, making sure diversity was
highlighted. Under the slogan, Let’s Breathe in Unity for
the Global PH Community,” this year’s WPHD campaign
received notable support from the Pulmonary
Hypertension Association in the USA, reinforcing our
shared mission to empower PH patients globally.

° LIVE WORLD PULMONARY HYPERTENSION DAY

WEBINAR

"Non-PAH PH, what is what
and which treatments
are recommended”

Prof. Dr. Ardeschir Ghofrani

#RAREDISEASEDAY

25 MILLION #PHAEUROPE

PH PATIENTS
WORLDWIDE

Reach February - May (RDD+WPHD 2024)

95000; 2%

960000; 21%

3500000; 77%

Figure 1Data from Meta Business Suite and SM Analytic tools

B Facebook and Instagram reach WPHD 2024
m Facebook and Instagram reach RDD 2024

Linkedin and X reach WPHD 2024 only

TOTAL: 4.555.000



Our social media activities in May and June
prominently featured a special webinar on non-PAH
forms of pulmonary hypertension (WPHD webinar),
showcasing Professor Dr. Ardeschir Ghofrani, a
renowned expert in the field. This webinar was
streamed through our advanced virtual conference
platform, Bel Air Center, designed to facilitate the
exchange of knowledge and connections among
patients, experts, and pharmaceutical companies.

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

ion 4 Clinical trials
for aprolonged ., ¥ bring HOPE
period ean » 10PH patients.
cause PH. >

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

There are
20-40 cases
per million
children
diagnosed

with PAH.

Number of
f Ciicat s
|| bring HOPE
to PH patlents

PULMONARY HYPERTENSION
CAN STRIKE ANYONE

orld
Pmoners sHow £ e
Day 2024 s HOPE
U ¥ oincnoss
" 56

Early Diagn:

Unitedfor : i 3 \ o 4
Early Diagno Early Diagn Diagnosis
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Day 2024
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Vision. Connection. Innovation.

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

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

For more information please visit
www.gossamerbio.com

MA-06/2024PAGO0019, June 2024

// \aerovate

therspeutics

Aerovate
Therapeutics is
proud to support
PHA Europe

We are committed to developing

new therapies to improve the lives of
people living with rare cardiopulmonary
diseases. We are currently developing
an investigational therapy to address
pulmonary arterial hypertension (PAH).

Learn more at www.aerovatetx.com

© 2021 Aerovate Therapeutics. All rights reserved.
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WORLD PH DAY WEBINAR

Understanding Non-PAH Pulmonary Hypertension: Key Insights and
Treatment Recommendations

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

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

increasing to 10% in
individuals over 65. O WORLD PULMONARY HYPERTENSION DAY
The  classification WE BI NAR
of PH is critical "Non-PAH PH, what is what

and which treatments

are recommended"

for diagnosis and
treatment, as it
encompasses a
range of conditions
beyond PAH. These
include Group II PH
associated with left
heart disease, Group
Il PH associated
with lung diseases and/or hypoxia, Group IV PH

is chronic thromboembolic pulmonary

Justus Liebg-University of Giessen

Watch the wel er
Register for free at www.belaircenter.in

Prof. Dr. Ardeschir Ghofranl

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

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

The landscape of PH treatment is continuously
evolving with ongoing research and clinical
trials. Notable
studies include the
INCREASE Study,
which demonstrated
the  efficacy  of
inhaled Treprostinil
in treating ILD-
PH (currently only
approved in the US),
and the RACE Trial,
which evaluated the
safety and efficacy
of Riociguat in
combination  with
BPA, providing
insights into multi-modal therapy approaches.

Non-PAH PH represents a diverse array of diseases,
each requiring tailored treatment strategies.
Advances in underst)andmg and managing thes
E}(;:If;ltlonschave l
pies. Contin multldlsapll ry
ssential for improving
dwide. j
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FOCUS ON
OrphaCare ) PERSONALISED "' AOP
HEALTH

OrphacCare 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.

ut: design.renateleitner.com

In addition, OrphaCare is acting as a manu-

rik caBsceording oo Mo, | - A AOP Health is the European
M pioneer for integrated
-& i therapies for rare diseases
8 and in critical care.
At OrphaCare,
we don’t just
talk about
personalised
medicine, N eeds i

WE LIVE IT!

Science.
Trust.

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

) EU Medical Device Regula
Map: © dikobraziy / istockph

AOP-HEALTH.CQM

(2 ferrer

for good

respira

Do you know

someone with PAH?

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

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

In order to fulfill our purpose, we offer For more information on the trial, visit:
transformative thel"apeutic solutions with a WWW'VipOh—prntriG|S.Com
special focus on pulmonary vascular and

interstitial lung diseases. vipah '/ prn?

#FerrerForGood

*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.

(7 ferrer

for good v ”‘ferrer‘com ClinicalTrials.gov Identifier. NCT04266197; RT234-PAH-CL202

1@


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

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

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

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

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

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

ARGENTINA

NEWS FROM PH ASSOCIATIONS WORLDWIDE

WORLD PULMONARY HYPERTENSION DAY 2024

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

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

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

¢Faltade aire?
¢Fatiga, cansancio?
é.Palpitaciones?




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

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

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

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

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

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

Patients with Pulmonary Hypertension and their
families joined the event with excellent participation,
filling the Aula Magna.

3° Encuentro Nacional de Hipertensién Pulmonar
para pacientes y familiares

ACTUALIZACIONES EN HIPERTENSION PULMONAR

Dr. Cristian Botta
didlogo - Area de
ficiencia Cardiaca e
pertension Pulmonar
Hospital Cullen (Pcia. Santa Fe)

\ Dr. Martin Bosio

| Neumondlogo - Jefe del
Servicio de Hipertension
Pulmonar - Htal. Britanico

Dra. Clara Huerta
\ Cardidloga - Integrante del
de Insuficiencia
iaca, Hipertensién Pulmonar
te del Instituto
Cardiovascular de Bs. As. (ICBA)

. Dra. Patricia Avellana
\ Cardisloga - Integrante

del Grupo de trabajo
| Interdisciplinario de HAP

del Hospital Argerich

Martes 30

de Abril 18:00 hs.

REQUIERE INSCRIPCION PREVIA

®EOX@M™

HIPUA perTension

PULMONAR
ARGENTINA

3° Encuentro Nacional de Hipertension Pulmonar
para pacientes y familiares

Martes 30 de Abril
18:00 hs. o £00

Viernes 3 de Mayo - 10:00 hs.
3° Jornada de Rehabilitacion
Cardiorrespiratoria para pacientes con
Hipertensién Pulmonar.

Junto al Equipo Interdisciplinario

del Hospital “J. A. Fernandez”
EVENTO PRESENCIAL

REQUIERE INSCRIPCION PREVIA

Actualizaciones en Hipertension
Pulmonar. Consultando a nuestros
referentes a nivel nacional.

REGUIERE INSCRIPCION PREVIA

Jueves 2 de Mayo ‘ Q zoom Domingo 5 de Mayo
18:00 hs.

Conmemoracion del

Dia Mundial de la

Hipertensién Pulmonar

Consultas abiertas al Equipo
Multidisciplinario de HIPUA

(Areas Legal, Social, y Psicologia)
desde doénde se daran tips para resolver
diferentes problematicas.

REGUIERE INSCRIPCION PREVIA
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HIPUA  perTension
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3° Encuentro Nacional de Hipertensién Pulmonar
para pacientes y familiares

ACTUALIZACIONES EN HIPERTENSION PULMONAR

Dra. Liliana Favaloro
Cardidloga - Division de Insuficiencia
Cardiaca, Trasplante Intratoracico e
Hipertension Pulmonar del Hospital
Universitario Fundacion Favaloro

Martes 30
de Abril

Dr. Nicolds Atamafiuk
Cardidlogo - Jefe del Equipo
interdisciplinario de Hipertensién
Pulmonar del Hospital “J.A.Fernandez”

18:00 hs.

Dr. Eduardo Perna
Cardidlogo - Divisién de Insuficiencia
Cardiaca e Hipertensién Pulmonar
Instituto de Cardiologia de
Corrientes “Juana Francisca Cabral”

REQUIERE INSCRIPCION PREVIA

HIPUA  yperrension
. PULMONAR
ARGENTINA

3° Encuentro Nacional de Hipertensién Pulmonar
para pacientes y familiares

CONSULTANDO AL EQUIPO MULTIDISCIPLINARIO DE HIPUA

HIPUA
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As a conclusion, on May 5th, from 6:00 PM to midnight,
various monuments in the Autonomous City of Buenos
Aires were illuminated, including the Obelisk, the city’s
emblem, along with the planetarium, the Usina del Arte,

the Lezama Palace, and the monument to the Spaniards.

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




NEWS FROM PH ASSOCIATIONS WORLDWIDE

- AUSTRIA

In time for World Pulmonary Hypertension Day,
PH Austria - Initiative Lungenhochdruck aims to
raise awareness of the often overlooked but serious
condition. New stones symbolizing donations were
installed at the Milestones Square in the Wiener
Prater with prominent support on May 2nd. Dancer
and ,Fitmitden Stars” host Conny Kreuter and boxer
Fadi Merza lent their support. The Ars Electronica
Center in Linz supported us by illuminating the
facade of the center in blue. Additionally, thanks to
CEO Nora Lamac, the Wiener Riesenrad was also lit
blue in solidarity on World PH Day.
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With the ,Milestones Square”, there is a place of
engagement and solidarity with those affected by
the disease right in the heart of the Wiener Prater.
The idea for the milestones came from the initiator
of the Lungenkinder Research Association, Gerald
Fischer, whose daughter is affected by Pulmonary
Hypertension. With a donation of 29 euros, one can
support PH Austria and immortalize themselves with
a personal message on one of the stones. New stones
were installed after the winter months.

»The milestones are an opportunity to make a visible
statement with one’s own donation. They stand as a
symbol for the feeling shared by many PH sufferers
of having a heavy stone on their chest that makes
breathing difficult. The milestones are often given
on special occasions - in the name of a birthday child
or a mother for Mother’s Day,” says project initiator
Gerald Fischer.

Conny Kreuter and Fadi Merza for the
Lungenkinder




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

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

BELARUS

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

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

Unity and support for each other are especially
important in this process. We are a team, and
together we are stronger. Together, we can not only
raise awareness about PH but also create a strong
community where everyone feels understood and
supported.



. BELGIUM
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NEWS FROM PH ASSOCIATIONS WORLDWIDE

PULMONARY HYPERTENSION SPOTLIGHTED THANKS TO THE ,MOVE FOR PULMONARY

HYPERTENSION 2024 CAMPAIGN

In conjunction with World PH Day on May 5th, the
second edition of the Belgian ,Move for Pulmonary
Hypertension’ campaign took place this year. The
campaign aimed to raise awareness and funds
for research into and treatment of pulmonary
hypertension (PH). This disease, which affects the
blood vessels in the lungs and leads to high blood
pressure in the pulmonary artery, continues to have
a significant impact on the lives of many patients
worldwide. This overview article highlights the Belgian
actions and achieved results of the 2024 campaign.

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

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

2. LOCAL SPORTS EVENTS:

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

3. CORPORATE CHALLENGES:

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

4. PERSONAL CHALLENGES:

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




Together with our association’s godmother;, actress Hilde Heijnen, we made a spot to draw attention to pulmonary
hypertension and call for people to join the action. This spot was distributed through our social media channels.

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

1. FUNDRAISING:

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

2. PARTICIPATION:

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

3. AWARENESS:

The campaign reached a larger audience thanks to
social media.

4. COMMUNITY SPIRIT:

The campaign brought communities together, from
local sports clubs to multinational companies. This
strengthened solidarity and support for PH patients
and their families.
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The ,Move for Pulmonary Hypertension 2024’
campaign was a great success thanks to its
diverse and inclusive approach to fundraising
and awareness. Through innovative actions
and effective communication, not only was
a substantial amount of money raised, but
knowledge and understanding of PH were also
increased. The dedication and involvement
of participants and organizations worldwide
show what is possible when people unite for a
good cause.
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NEWS FROM PH ASSOCIATIONS WORLDWIDE

BOSNIA AND HERZEGOVINA

WPHD 2024 - Bosnia and Herzegovina

UNITED IN THE FIGHT FOR A MEDICINE FOR ALL PH PATIENTS

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

BLUE LIPS IN SCHOOLS

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

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




EDUCATION ABOUT PULMONARY HYPERTENSION ON THE STREETS

We continued our activities dedicated to WPHD 2024
on the streets of Zavidovidi, a city located in the heart
of Bosnia and Herzegovina. Considering that the
week of the Red Cross and the Red Crescent was in
progress, our activity gained even more importance.

The wonderful and hardworking volunteers of the
Red Cross organization Zavidovi¢i, Lamija, Sara and
Mejra, and members of the Association of Citizens
Suffering from Pulmonary Hypertension ,Dah” - in
Bosnia and Herzegovina had the opportunity to talk
with many residents of this city about pulmonary
hypertension and the problems faced by patients in
our country. UdruZenje gradana obolielih od plucne hipertenzlle MOAH - u BiK
On this occasion, we distributed a lot of PH e Y e
promotional materials for adults and children:
t-shirts, flyers, picture books, badges, pens, flags,
which caused great interest of the citizens, and

enabled us to introduce them all to the important
facts related to the disease and the difficult situation
of the patients in our country. First of all, we pointed
out the fact that we all live in the same country, but
that we do not all have the same position, that is, that
all PH patients in Bosnia and Herzegovina do not have
access to medicine.

During this activity, our stand was visited by some
doctors, as well as current politicians from the
Federation of Bosnia and Herzegovina. There is
interestin helping us achieve our mostimportant goal
- a cure for all PH patients in Bosnia and Herzegovina.

GET BREATHLESS FOR
PULMONARY
HYPERTENSION

www.worldphday.org




Apartfrom Zavidoviéi, we also raised awareness about
pulmonary hypertension in the capital of Bosnia and
Herzegovina, Sarajevo, but also outside the borders of
our country, in Germany, in Ahrensburg and Hamburg.
On May 12th 2024 in Sarajevo, the 5th Sarajevo
Marathon was held, which is the largest sports and
running event in Bosnia and Herzegovina, in which
1,999 runners from 44 countries participated this
year. Among such a group of running enthusiasts
and sports professionals was our team - the team
of PH BIH runners from SD Ultra Biha¢, who, with
their participation in this marathon, contributed
to our celebration of WPHD 2024 again this year.
Emina Cehaji¢ Gradinovi¢ and Asmir Islamovi¢ ran a
half marathon - 21 km, and Amar Cehaji(: and Enes
Ibrahimagi¢ ran a marathon - 42 km with the markings
of the European PH community. They dedicated
their participation in these races to patients with
pulmonary hypertension. And this time, they lost
their breath for all those who suffer from this rare
and serious disease, and have once again earned the
respect of the entire PH community of Europe and the
world. We no longer count their kilometers because
they are unstoppable!

In addition to runners, our faithful collaborator in
marking the WPHD is the recreational cyclist from
Bosnia and Herzegovina, Ismet Skul]’, who does not

AND WITH SPORT, WE RAISE AWARENESS ABOUT OUR DISEASE

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

1 Hambyrg.
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CONTINUED SUPPORT OF OUR MEDIA

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

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

Vera HodZic,
president of the Association of citizens suffering from
of pulmonary hypertension ,Dah” - in Bosnia and Herzegovina



NEWS FROM PH ASSOCIATIONS WORLDWIDE

BULGARIA PHA

NINTH NATIONAL CONFERENCE ON PULMONARY ARTERIAL
HYPERTENSION: ABEACON OF HOPE AND KNOWLEDGE

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

The conference opened with welcoming remarks from
Todor Mangarov, Chairman of the Association, setting
an enthusiastic tone for the day. Esteemed speakers
delivered a series of insightful presentations covering
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various aspects of PAH. Dr. Simona Markova from the
Hospital ,Sv. Anna” provided a detailed overview of
PAH classifications, diagnosis, and modern treatment
options, emphasizing the importance of early and
accurate diagnosis for effective management.

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

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

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

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

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




The event culminated in a lively discussion session
and a communal dinner, where attendees had the
opportunity to connect, share experiences, and
build lasting relationships. The conference not only
provided a wealth of information but also reinforced
a strong sense of community and support among
participants.

Overall, the Ninth National Conference on Pulmonary
Arterial Hypertension was a resounding success,
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significantly contributing to the awareness and
understanding of PAH. It highlighted the critical
need for comprehensive care, encompassing both
medical and emotional support, and underscored the
importance of unity and advocacy in improving the
lives of those affected by PAH.

AMANC HA
BOJECTH
AA norosopum

3A BE/IO[IPOBHATA
XUNEPTOHUA

ANCE OF




EMPOWERING HEALTH AWARENESS: PHA BULGARIA PARTNERS

WITH KICKBOX TEAM FOR IMPACTFUL EVENT

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

communities across Bulgaria.

Location: Sport Club Masary, Sofia

EVENT OVERVIEW:

On May 5th, 2024, the sport club Masary in Sofia hosted
,Strike for Health,” an event designed to empower
communities through a combination ofhealth education
and engaging physical activities. The day offered a
variety of enriching experiences for all attendees.

HIGHLIGHTS OF THE EVENT:
- Interactive workshops:

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

- Demonstrations by Kickbox Team:

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

- Educational Booths:

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

-Community EngagementActivities:

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

- Networking Opportunities:

This event also served as a networking platform,
allowing attendees to connect with representatives
from PHA Bulgaria, the kickbox team, and other
organizations dedicated to health promotion. This
aspect of the event facilitated collaboration and the
sharing of best practices in public health advocacy.
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By combining the excitement of kickboxing with crucial
health education, PHA Bulgaria and their kickbox team
partners created a memorable and impactful event.
JStrike for Health” hopes to empower communities,
promote healthier lifestyles, and foster a collaborative
spirit in the fight against health issues.
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BULGARIA BSPPH

SPORTS ENTHUSIASTS JOINED THE INITIATIVE GET

BREATHLESS FOR PH

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

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

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

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

‘GET BREATHLESS F0R S
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“Pulmonary hypertension is the invisible disease
thatleaves you out of breath. There are many heroes
struggling with this rare condition - patients and
their families, as well as doctors who often have to
work miracles in order to contain a crisis. When
the disease progresses, patients depend on oxygen
concentrators and expensive treatments. The only
chance once they reach the terminal stage is a
bilateral lung transplant. This rare disease takes




away the ability of people in their active age to
run, do sports, have fun - every step leaves them
breathless,” commented Natalia Maeva, chairperson
of the Bulgarian Society of Patients with Pulmonary
Hypertension.

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

For more info, please visit: www.bspph.net |  Video: https://www.youtube.com/watch?v=1TN_YGLK610

TEAM “KARO” DEDICATED THEIR PARTICIPATION IN THE

INTERNATIONAL PETANQUE TOURNAMENT TO BULGARIAN
PATIENTS WITH PH

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

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




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

Pétanque has been officially played in Bulgaria
since 2000. The popular French game is played on a
rectangular court measuring 5 by 15 m with a hard
surface of sand or clay. Balls made of a special metal
alloy are used for it, weighing from 600 to 800 g, and
their diameter is about 70-75 mm.

[t can be played individually, in pairs or threes, and
classically it is played in threes, which can be male,
female and mixed. When playing individually and in
pairs, each competitor of a team has three balls, and
when playing in threes - two balls.

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

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

WHY MENTAL HEALTH IS IMPORTANT FOR PH PATIENTS?

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

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

NEWS FROM PH ASSOCIATIONS WORLDWIDE

WORLD PH DAY 2024:

Advocacy and Awareness by PHA Canada and the Canadian PH Community

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

One of the standout features of World PH Day in
Canada is the ,Paint Canada Purple” campaign. Each
year, this initiative encourages local community
leaders to illuminate monuments in periwinkle
purple on May 5th to honor those living with PH. This
year, the campaign achieved remarkable success,
with 23 landmarks across the country bathed
in purple light and seven official proclamations
recognizing May 5th as World PH Day. From coast to
coast, the color purple became a beacon of hope and
solidarity, bringing much-needed attention to this
critical cause.
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PHA Canada, in collaboration with the Canadian VIGOUR Centre,
conducted an in-depth survey to understand the socio-economic burden of
pulmonary arterial hypertension (PAH). The findings revealed significant
disruptions to the quality of life and major medical and socioeconomic
impacts on patients. PHA Canada published a report aiming to raise
awareness about the profound effects of PAH and advocating for better
support and treatment options. The report can be found on PHA Canada’s

website: www.phacanada.ca

The Socioeconomic Burden of
PULMONARY ‘
ARTERIAL |
HYPERTENSION /

in Canada f




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

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

DAYS ON THE HILL

RAISING AWARENESS

OF PAH RAISING AWARENESS OF PAH

Ottawa, May 6 & 7, 2024 Ottawa, May 6 & 7,2024

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

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




CROATIA

A month of excitement is behind us, but the
impressions are still settling. Since founding the
Blue Wings Association, we have been actively
trying to mark the International Day of Pulmonary
Hypertension through various activities throughout
May, like all other associations in the world. This
year, we were everywhere, from the beginning of the
month onwards. On May 11th, the Sava Marathon
was held in Zagreb, raising awareness of our disease
for the third year in a row. The excellent cooperation
with selected runners always delights us. On May
27th, we held a press conference at the Croatian
House of Breathing Foundation. The speakers were
Fedza Dzubur, a specialist internist of the Institute
for Respiratory Insufficiency, Pulmonary Circulation
Diseases and Lung Transplantation of the KBC
Zagreb, doctor of family medicine Natasa Ban Toski¢,
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Dr. president of KoHom- a (coordination of family
medicine), and Zdenka Bradac, president of the
Blue Wings association. During a press conference,
we gave special importance to the fastest possible
diagnosis, so that patients would lose as little time as
possible until the correct diagnosis was discovered,
because unfortunately, even today the numbers are
devastating and people lose up to 3 years from the
first symptom to establishing a diagnosis. Since
therapies are available in Croatia, the key problem
is how to reach patients as soon as possible. It was
also mentioned that the prognosis for pulmonary
hypertension is worse than for certain types of
cancer.
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The announcement aroused great public interest,
and the news was reported by numerous portals, TV
houses, and radio stations. After the announcement,
Dr. FedZa DZubur received an invitation to be a
guest on Z1 television in the 45-minute program
“Hour of health,” where he had the opportunity to
talk about the disease itself, available therapies, and
the lung transplant program. in Croatia and other
issues related to PH. Our dear friends from SU Argo
contributed in their own way to the celebration of
WPHD in Croatia, traveling 670 km in boats along
the Mura, Drava, and Danube, proudly wearing our
shirts. Breathe for PH! They covered the distance in
just a few days! The same t-shirts marked our last
activity of the year, the Plitvice Marathon, which
left both runners and visitors breathless. For the
first time, we collaborated with AK Plitvice on the
only marathon run in the National Park. The media-
covered this event and the popular marathon
gathered over 1,500 runners in three days—one
day specifically was dedicated to raising awareness
about PH. The marathon brought together runners
from 47 countries, and on this occasion, we share
with you pictures from the beautiful Plitvice lakes!

¥ Filuéna hipertenzija,
| rijetka i teska bolest

PANONSKA PUSTOLOVINA
NERETVANSKOM LADOM

Glavni cilj i misija Panonske pustolovine je kontinuirano
ukazivati na vaZznost oéuvanja prirode i Eéovjekova okolisa.




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

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

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




We had the opportunity to set up our stand in a
wonderful environment, on the Pet6fi island in Baja, on
the banks of the Danube. Our colorful t-shirts quickly
attracted attention. In addition to handing out leaflets
and information materials, interested people blew up
balloons, and we checked their blood oxygen level and
pulse before and after to see how they reacted. The
approximately 1,000 competitors and fans present
listened with interest to our stories about what a PH
patient experiences everyday and what exertion means
to them. Many people took our information materials
with them. After the competition, they came back to
our stand and told us that they now became aware of

Apulmonais hy
onalis hyperténidban
S28nvedS betegek egyesilete
Szakambulancia;
Semmelweis Egyetem Pumonolg
Kiinika Kardj
64061 Eqylet
Chézar Andras
: 18197048

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

This event was also a pleasant break from the everyday
environment for the members of the association. In
the evening, we headed home recharged by the nice
experiences.




At the end of April, we launched 2 campaigns. We
sent press releases to the media, as a result of which
several online platforms reported on World PH
Day and our association. In the meantime, we also
joined the PHA Europe campaign. We posted the
visual elements translated into Hungarian about
PH, the symptoms, the challenges of people living
with PH, etc.

On May 25, 2024, we managed to hold our National
PH Patient meeting for the 12th time. All PH patients
in the country were invited to the meeting. Our fellow
patients could gain new knowledge by listening
to the educational lectures of PH specialists. Such
empowered patient programs help fellow patients to
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cooperate better with the treating physicians and to
consent to medical reccomendations more willingly.
Education promotes positive thinking and thus
contributes to the development of a healthy lifestyle.
About 60 people participated in the event.

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

The meeting is also a good opportunity for
doctors working in the field of PH to meet
patients informally. In the framework of
this, lectures are held on topics affecting the
patients’ everyday life. There is opportunity
to ask questions and share concerns that
affect the entire PH community.

Once again, we heard interesting and useful
information on many topics.

We talked about blood thinners as an
introduction. This was followed by useful diet
tips. Once again, we distributed the Nutrition
booklet that was supported by OrphaCare
and PHA Europe.
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Then a difficult topic followed: how to live with the
medicine pump. A fellow patient told us about the
difficulties of this through her personal experiences,
and our treating doctor summarized the knowledge
about the different devices and substances.

5 years after her previous presentation, the
representative of NEAK (Hungarian National Health

@PULMONARY HYPERTENSIO

Fund) was able to come to present for us again and
assured us that they will continue to strive for good
cooperation despite the stressful circumstances.

To end the event, we had the opportunity to do
breathing exercises led by our physiotherapist,
exercises that are recommended for every day.

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

We really hope we can meet again next year!

Eszter Csabuda,
Tiidéér Egylet

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

PH Ambassador program

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

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

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

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




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

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

BREATHLESS FOR
PULIONARY
“\Y!Fm“



LATVIA
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LATVIA CELEBRATES WORLD PULMONARY HYPERTENSION DAY

WITH OXYGEN FESTIVAL

The main event of World Pulmonary Hypertension
Day 2024 in Latvia was the Oxygen Festival on the
10th of May at the Main Building of Pauls Stradins
University Hospital in Riga, the capital of Latvia. The
festival’s opening speeches were given by the Chair
of Pauls Stradins Clinical University Hospital, Lauris
Vidzis and Dr. med. professor Andris Skride, a popular
cardiologist in Latvia and a main specialist in PH.

There were consultations for the event’s participants
about lung and heart health, which were given by
well qualified physicians - pneumologists Dr.med.
Dace Zentina, Dr. Zaiga Kravale, Dr. Rudolfs Vilde,
cardiologist Dr. Santa Strazdina. Nurses performed
express examinations for 104 on-site participants:
measurements of glucose, cholesterol, hemoglobin,
blood pressure, pulse oximeter, as well as with
bioimpedance scales (to determine muscle, fat, body
fluid, bones mass and their percentage distribution,
which allows to calculate biological age and metabolic
rate). PHA Latvia distributed information on PAH,

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



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

The Oxygen festival gave PHA Latvia more visibility
via mass media and stakeholders. As introduction
to the event, PHA Latvia realized a social media
campaign titled “Breathe together” from April on
the society’s home page and Facebook account. The
campaign started with a personal story of leva Plume
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on national TV broadcasting “Life hasn’'t draft”. We
achieved excellent media reaching results: two
national radio stations announced the Oxygen festival
on the morning news the 10th of May and LTV1, and
the national TV channel put the event on the morning
news headline. leva Plume gave an interview about
the festival results to the national press agency LETA,
and there was also an article regarding the festival.
The total reach of the event on a mass media level
was 95 000 by media monitoring data. We are proud
of our motivated team, which performed such an eye-
catching event.

Ieva Plume,
PHA Latvia President

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



NIGERIA

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

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

World Pulmonary Hypertension Day is becoming
more and more famous in our country. With each event
and with each celebration, we reach a new number
of audiences and a growing awareness for PH. Not
only for the patients and the team of our association,
but also for all the people in our country, this now
becomes a greater reality, and greater awareness of
the presence of this disease in the world grows.

This year, for the third time, we organized a big
event accompanied by a 5 km run for support and
awareness for people with PH and in honor of all our
lost PH fighters. We had a large audience, and despite
the bad and hot weather conditions, the square of our
city was full. All came to support the patients and to
let them know that they are not alone, but that people
are behind them.

The event was held for the second time in the city
Gevgelija, the city of one of our fallen PH fighters,
founders and president of our association, Gjurgica
Kjaeva. She is well known in our region, and in a large
part of our country, and one of the biggest reasons
why people know about this disease, why they
support us, why they are here with us, and why the
patients have medicine.

Music groups, a folklore ensemble, and a hip hop
dance group participated in the event. We conveyed
the message through music and dance, to fight for a
better future for the patients. And like every year, the
runners did their job tirelessly and ran in honor of the
PH patients and were got breathless.

This event will be continued every year, and it
will grow every year in numbers to spread more
awareness for PH.




PERU

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

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

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

In addition to personal narratives, our media coverage
included news clippings and feature segments

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

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

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




This year, we decided to commemorate World
Pulmonary Hypertension Day in the city of Viseu,
which was declared the European city of sport 2024,
with a vast program of activities.

An inaugural tailormade Neon 5km walk (by Catarina
from Viriathus Runners) held on Saturday evening,
marked a milestone in our quest to raise awareness
and support for all affected by PH. More than 100
participants (friends, family, patients) filled the
historical streets of Viseu, with a vibrant energy,
illuminating every step taken with their glow sticks,
symbolizing a “beacon of HOPE” for a rare, but not
invisible condition.

Our morning began with a burst of youthful energy,
with lively dancing performed by children aged
8 to 16 (from Street Gymn). Following their lead,
participants of all ages joined in a series of fun and
accessible dance routines, expertly organized by
Sara, ensuring that everyone, including patients could
comfortably take part. As the morning progressed, a
Pilates session took place, offering all participants the
opportunity to nurture both their body and mind.
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Two workshops were held - Dr. Pedro Saraiva led an
excellent session on how to manage energy/effort
levels during activities, providing many practical
and useful tips for patients and their families. Our
second workshop was held by a team of dedicated
nurses from Hospital Garcia de Orta with essential
knowledge on Basic Life Support. Through various
demonstrations, our participants felt better prepared
to handle unexpected situations. A special thanks
goes out to “Sociedade Portuguesa de Cardiologia”
for the donation of their childrens book on Basic Life
Support to hand out to all the little ones present.
Catia Rodrigues, the President of the Patients
organization expressed gratitude to sponsors and
collaborators who have supported the association
throughout its remarkable 20 year journey. A
symbolic award was offered as a token of heartfelt
appreciation.

To conclude the day, family and friends gathered to
share a meal, meet fellow PHighters for the first time,
share experiences, find comfort, strength, and hope.



On May 25th, a fun and memorable boat trip
organized by our dedicated sponsor Rui Alves took
place in Lisbon. Among various projects presented,
our Patient Organisation had the opportunity to
talk about pulmonary hypertension, highlighting
the impact of this condition, the importance of early
diagnosis, and the role of the Association in patients
lives. All aboard contributed generously towards our
fund-raising efforts.

May the 30th, was the inauguration date of an art
exhibition featuring 32 paintings, created by a
pulmonary hypertension patient during her isolation
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period amid the COVID19 pandemic in 2020. With
an excellent attendance, it was more than just an art
display, it was a celebration of resilience, creativity,
and the enduring human capacity to find beauty and
meaning even in the most challenging circumstances,
demonstrating how creative expression can be a vital
outlet for coping and healing. The proceeds go directly
towards supporting our association’s mission, as well
as others.

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




SLOVAKIA

In April, we started running a social media campaign,
commemorating World Pulmonary Hypertension
Day. In addition, we invited the public to activities
that took place during May. MSD, a pharmaceutical
research company, helped us in spreading awareness
throughout the campaign. We sent a graphic to the
Ministry of Health’s internal network, and the Health
Committee also commemorated World PH Day with
us. On the 6th of May, an interview on the topic of PAH
with cardiologist Milan Luknar M.D. was broadcasted
by TV ]OJ. During May, the same topic was also covered
by several other media outlets.

The campaign was supported by athletes wearing “Get
breathless for PH” t-shirts during the CSOB marathon,
Wings for Live World, Urban Challange running
competitions, as well as the two-day VItava Run relay
race. They caught the public’s attention with photos
of patients on their backs and the message “I run for
you”.

On the third weekend of May, three activities took
placeinthe Turiecregionas partofour “Get Breathless
for PH” project. The entire project was supported by
Jan Danko, the mayor of Martin city.

A total of 129 participants gathered in Martinské
Hole Hotel. On the evening of May 17th, a seminar on
pediatric pulmonary hypertension was held there.
Martin Zahorec, the head of the Children’s Cardio
Center (DKC) in Bratislava, was the main speaker.
His very interesting lecture was complemented by
Katka Galatova, who is a regular participant of our
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activities, with the professional point of view of a
DKC nurse. The story of a child patient named Otto
was presented. The program finished with a lecture
on international cooperation in the field of PAH from
cardiologist Milan Luknar. At the end, there was a free
debate about these topics.




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

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

We finished the day in the form of an informal
evaluation of the event. The participants had a
chance to win in a rich raffle. Tatiana KubiSov4, the
president of the Rare Diseases Association, presented
her first children’s book on rare diseases, gifting 20
autographed copies to children.

Overall, the feedback for the event was excellent,
especially from the first-time attendees. These
activities still enjoy a very high popularity, and we
are all looking forward to the next year, this time in
another region.

Iveta Makovnikova
ZdruZenie pacientov s pliicnou hypertenziou, o.z.
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SLOVENIA

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

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

STRONGLY SUPPORT SUCH EVENTS IN THE MUNICIPALITY

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

THE CAMPAIGN "LET'S RECOGNIZE PULMONARY HYPERTENSION”

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

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




THE POPULAR 6-MINUTE WALKING TEST WITH STRAWS AND A

NOSE CLIP

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

Testimonials from individuals who have tried the adapted 6-minute walk test:

A really interesting test. I had the biggest crisis
at the beginning of my walk, because I was not
used to the feeling that there was simply no air.
It’s like I'm panicking. Then I tried to breathe more
slowly and take really deep breaths. During the
entire walking test, I could not fully exhale the air
from my lungs and was therefore more and more
out of breath. It is hard for me to imagine that a

person could be active in sports at a top level with

such a disease,” sums up the personal experience

of the six-minute walk test, Lena Gabrscek,
Paralympian and captain of the volleyball team
at the upcoming Olympic Games in Paris,

)

»I am very grateful for my healthy lungs, which
allow me to do the test without any major problems.
But I believe that not everyone is so lucky. That’s
why I think it’s really important to raise awareness

about pulmonary hypertension,” says stand-up
comedian and host Ana Maria Miti¢.
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[F YOU STILL HAVE DIFFICULTY
BREATHING FOR A FEW MONTHS
AFTER A PULMONARY EMBOLISM,
SEE YOUR DOCTOR

Chronic thromboembolic pulmonary hypertension,
which is one of the five types of PH, usually occurs in
individuals after a pulmonary embolism. About 4% of
patients are those in whom anticoagulant drugs do not
dissolve all blood clots after a pulmonary embolism.

“IF WE WANT TO TREAT PATIENTS CORRECTLY, WE MUST FIRST
RECOGNIZE PH” URGE THE BIGGEST EXPERTS IN THE FIELD OF CTEPH”

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

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

PULMONARY THROMBENDARTERECTOMY IS NOW ALSO PERFORMED
IN SLOVENIA

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

second largest center for such interventions in the
world after San Diego in the USA - the first operative
interventions at UKC L] were performed under the
guidance of proctor surgeon Choo Yen Ngin November
2022. ,So far, we have performed 10 operations with
the help of the proctor, and in February this year, the
team with cardiac surgeon prof. dr. JuSem KSelo, the
first operation of this kind was performed completely
independently, without the presence of a proctor,
describes Dr. Polona Mlakar.



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

WE WELCOMED NEW MEMBERS TO THE ASSOCIATION

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

Tadeja Ravnik

Society for Pulmonary Hypertension of Slovenia

www.pljucna-hipertenzija.si
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From the National Association of Pulmonary Hypertension, we have launched the campaign “Hipersensibilizate...
somos Hipertensiéon Pulmonar (“Raise Awareness... We are Pulmonary Hypertension”) in honor of World
Pulmonary Hypertension Day. As part of this campaign, we have carried out several outreach activities about
Pulmonary Hypertension with the primary goal of sensitizing and raising public awareness about the disease, and

the invisible disability it causes in those who suffer from it.

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

undertaken various awareness-raising actions:

B 0N MAY THE 5TH, we illuminated several iconic
landmarks in blue, the color associated with the
disease, throughout Spain. We also shared a map with
the locations of these landmarks:
https://www.google.com/maps/d/u/1/edit?mid=
1gVxm7]Zhwb7juw]40cm-Q0oKWOVC(Cj34&usp
=sharing

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

B 0N MAY THE 7TH, we organized the psycho-
educational workshop “El peso de nuestra mochila:
La HP” (“The weight of Our Backpack: HP”) aimed
at pulmonary hypertension patients, conducted by
[sabel Martinez, a psychologist from the organization.

B /| SO, ON MAY THE 7TH, Radio Jabato’s social
action segment interviewed Eva Garcia, a patient and
president of ANHP Spain, Ricardo Cejudo, a caregiver
of a pulmonary hypertension patient, Anahi Magali,
a pulmonary hypertension patient, and Sara Heras, a
social worker from ANHP. We raised awareness about
the disease, symptoms, treatments, and its impact on
the lives of those with PH and their caregivers.

Asociaciog
HIPERX



B O\ MAY THE 16TH, we held an online workshop
on the importance of breathing, meditation, and
connecting with ourselves, titled “Los Secretos de la
naturaleza”) (“The Secrets of Nature”).

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

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

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

HIPERsensibilizate A
somos HIPERTENSION PULMONAR S@AYO.

Asociacion Nacional de
V HIPERTENSION PULMONAR

5 DE MAYO &
E LA HIPERTENSYéN PULMONAR

DIA MUNDIAL D

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

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




MAY 1

1st Day with Pulmonary Hypertension Patients at HU La
Fe in Valencia!

We are grateful to Dr. Reyes, pulmonologist at the
Pulmonary Hypertension Unit, the nursing team,
and all the patients for sharing their knowledge and
experiences. Together, we have created bonds of unity
and solidarity with the foundation to address the
needs of those living with PH! We continue to build
this path of support and hope together.
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MAY 4

st Motorbike Rally LOS CARRASPERAS in Cantillana
[Seville)

A massive motorbike rally in Cantillana (Seville), where
over 1,000 people gathered to raise awareness of the
disease and collect funds. We thank all the collaborators
and the Cantillana city council for their participation.
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Contacta
con nuestro
equipo.

MAY 3
Signing of the agreement “integral projects programs

for the employment integration of pulmonary
hypertension patients”
The Grafos Association and the Pulmonary

Hypertension Foundation signed a collaboration
agreement, starting an alliance aimed at providing job
opportunities for people affected by this disease. This
agreement opens the door for pulmonary hypertension
patients to receive career guidance and training,
allowing them to integrate into the labor market in
high-demand sectors, thanks to the Integrales project.

MAY 3
Alexandra’s Story on Canal Sur TV, the family of little
Alexandra affected by Pulmonary Hypertension
shares their story of overcoming challenges.

[https://www.facebook.com/fundacionhp/
videos/1111481256551952](https://www.facebook.com/
fundacionhp/videos/1111481256551952)
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MAY 4

Winners of the Inocente Inocente Award:

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

Pulmonary Hypertension.”

MAY 5
Blue lllumination of the Most Iconic Buildings in Some
Cities of Spain.

Here is the link to the map of these locations:
[https://www.google.com/maps/d/u/0/edit?’mid=1KI
V0y3pGU4IP1HtnrwzEBYBdwaVUnlo&ll=39.8670526
45476%2C-4.539654999999997&z2=6](https://www.
google.com/maps/d/u/0/edit?mid=1KIV0y3pGU4IP
1HtnrwzEBYBdwaVUnlo&I1=39.867052645476%2C-
4.539654999999997&7z=6)

MAY 8

Our little Laia and Her Mom Are a True Example of
Bravery and Struggle for Many Families Affected by
#PulmonaryHypertension (#PH)!

They shared their story on @copealicante, spreading
information about the disease and #WorldPHDay.
What does Laia dream of doing if a cure is found?
Don’t miss the interview to find out. Here is the link:
[https://www.facebook.com/fundacionhp/
videos/1532243834300450](https://www.facebook.
com/fundacionhp/videos/1532243834300450)

MAY 9

Solidarity Race at Rafael Altamira Primary School in
Alicante.

Spreading awareness about #PulmonaryHypertension
is crucial, especially from a young age, so they know
that there are people with serious health issues. That is
what they do at Laia’s school, raising awareness about
the disease she has, and thus raising funds to find a cure.

Valladoliq




MAY 9

Appearance on TV Andalucia Spreading Information
About Salvador Calderon Barbero’s Book ,.The Expert
and Informed Patient.”

He talks about the importance of the role of the
expert patient. Salvador is affected by Pulmonary
Hypertension, and the father of two girls with the
disease. Here is the link: [https://www.facebook.com/
fundacionhp/videos/1233958330924724](https://www.
facebook.com/fundacionhp/videos/1233958330924724)

MAY 10

Our President Enrique Carazo Shared Valuable
Information About #PulmonaryHypertension on Hoy Por
Hoy Cadena Ser Tenerife, in Honor of World Pulmonary
Hypertension Day!

Don’t miss this important interview!
[https://www.facebook.com/fundacionhp/
videos/1114043373047629](https://www.facebook.com/
fundacionhp/videos/1114043373047629)

HOY POR HOY

TENERIFE
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MAY 10

We Held an Important Work Meeting with the Minister
of Health of the Canary Islands Government, Ms. Esther
Monzén.

Enrique Carazo Minguez and Salvador Calderdn
participated in this meeting to alert about the problems
of changes in our intravenous and subcutaneous
medication.,,What works for us and keeps us at low-risk
profiles in our pathology, we DO NOT want changes,”
they emphasized during the meeting. They also pointed
out that ,behind a medication, there is a professional
team providing support and coverage for patients with
#PulmonaryHypertension.”

MAY 11

What a Pleasure to Return to HU Doctor Negrin in Las
Palmas de Gran Canaria With Pulmonary Hypertension
Patients, Doctors, Nurses, and the Incredible Spanish
Musical Group Efecto Pasillo!

We remain committed to educating, informing, and
providing all possible support from the Pulmonary
Hypertension Foundation. Thanks to everyone for
making it possible!

Patronato de Honor

K T W e e ()
(‘(j% \“Ef, ‘Bj gg/J { I 'H@" : )

CELLTL X




MAY 19

When Sports and Solidarity Come Together, Incredible
Moments Arise.

And that's what happened last Sunday at the 1st
Solidarity Skating Race for Pulmonary Hypertension.
Organized by the Club Patin Parla with a great team
like Ainara and Javi, it couldn’t have gone better. It
was an impressive turnout, where unforgettable
moments were created like the workshop ,What does
a child with Pulmonary Hypertension feel?” in which
participants could experience and understand what
patients with this disease experience. Besides fun
skill and speed competitions, where we could see the
level of all skaters, we saw their willingness to support
Pulmonary Hypertension. We thank all the skaters
and their families, the Parla City Council, the mayor
Ramoén Jurado Rodriguez, and the Casa del Deporte for
their support and collaboration. All proceeds will go to
Pulmonary Hypertension research. Thank you from the
bottom of our hearts.

Imonar

MAY 20

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

MAY 24

Webinar “"The Transplant Process in Pulmonary
Hypertension” Conducted by Dr. Pilar Escribano,
Cardiologist at the #PH Unit of H.U. 12 de Octubre, Was
a Great Success!

We had excellent participation, not only from patients
and families, but also from numerous medical
professionals. We are very proud of the work that was
done.

Fundacion Contra la

Hipertension Pulmonar

"EL PROCESO DEL TRASPLANTE
EN LA
HIPERTENSION PULMONAR"

Dra. Pilar Escribano
Cardidloga de la Unidad de Hipertension
Pulmonar del HU 12 de Octubre

Dia: g Hora:
% 24 mayo 2024 .~ 15:00-16:00

Descubre el papel del trasplante en la lucha contra la hipertension pulmonar! Unete a
nuestra webinar para conocer los Ultimos avances y perspectivas en este campo vital
de la medicina. . {No te lo pierdas!

FORMATO ONLINE
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SOCIAL AWARENESS
CAMPAIGN WORLD
PH DAY 2024

® HPE-ORG Pacientes
® www.hipertension-pulmonar.com

Hipertension Pulmonar Espaiia ORG pacientes

MAY 5TH WORLD PH DAY 2024

In celebration of World Pulmonary Hypertension Day
on May 5th, throughout the month of May, Hipertension
Pulmonar Espafia Organizacién de Pacientes has joined
the social media campaign launched by PHA Europe
along with PHA and the entire global Pulmonary
Hypertension community to raise awareness about
this disease with the hashtags:

#WorldPHDay2024 #WeBreathUnited #WPHD
#pulmonaryhypertension #UnitedForDiagnosis
#awareness  #patientcare  #patientempowerment
#UnitedForCures #PHAEurope #HipertensiénPulmonar

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

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

Our members have also organized in-person activities
in collaboration with other organizations. Carmen
Bujan, one of our colleagues, coordinated a Pilates class
in partnership with Victory Gym in Guardo (Palencia)
and held an exhibition on pulmonary hypertension,
emphasising the importance of raising awareness
for rare diseases like pulmonary hypertension at
the Official School of Languages in Guardo, Palencia.
Furthermore, in Salamanca, Janeise Meneses, another
colleague, organized a Pilates class in collaboration
with the AVIVA Foundation of Salamanca, displayed
a banner supporting pulmonary hypertension at a
football match organized by the same association,
and set up an information booth about pulmonary
hypertension at the Salamanca hospital Complex,
attended by both doctors and nursing staff from the
pulmonary unit. The AVIVA Foundation is a non-profit
organization, which aims to defend the rights and
improve the quality of life of people with disabilities
and their families, aimed at inclusion and participation
in the community, who collaborate with HPE-ORG, as
we are united by disability. In our case organicFinally,
our colleague Lorea Ullibarriarana, affected by
idiopathic PH, in active employment, physiotherapist,
once again dedicated the 5th of May to engage her
patients by celebrating the WPHDay, dedicating her
entire company to publicise and make PAH visible. She
has carried out several handicrafts and activities in
favour of PH together with the residents at the Domus
Vi elderly care home in Lalin, Pontevedra.
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We still have yet to hold a planned activity promoted
by our colleague Silvia Velasco in Moraleja del Vino
(Zamora), consisting of a Zumba class in favour of
Pulmonary Hypertension which, due to scheduling
problems, could not take place in May.

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

Another activity conducted on May 22nd was the
meeting of the Multidisciplinary Working Group
on Pulmonary Hypertension Needs Sacyl III in the
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Autonomous Community of Castilla y Ledén. The aim
of this meeting was to continue identifying areas for
improvement in the care of patients with Pulmonary
Hypertension in this region.

Among the activities conducted exclusively through
social media, the talk by Company Abogados on
“Incapacity and Disability in PH” held on May 6th, was
particularly noteworthy. In this talk, Jorge Company,
a lawyer specializing in disability, explained the
difference between incapacity and disability and
provided several tips on how our medical reports
should be written, using real reports as examples.

This year, for the first time, a craft challenge was
launched on social media for World Pulmonary
Hypertension Day, involving patients affected by PH
throughout the month of May. Our fellow patient,
Maria Chagartegui, managed to gather several well-
known designers, streamers, and craft companies,
who collaborated by providing several materials to
be raffled among the participants. The challenge has
generated great interest on social media, and several
live performances have been broadcasted on YouTube.

e dln

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

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

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

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

SUCCESSFUL CAMP FOR PH PATIENTS

In May, PAH Sweden held its sixth annual camp on the
island of Faro, north of Gotland, for patients with PH
and their loved ones. This year, we introduced a new
format focusing on discussions in smaller groups, and
we are very pleased with the results. We also reduced
the amount of information presented each day,
allowing for more free time. During our days on Faro,
in addition to discussions and educational sessions,
we enjoyed excursions and introductions to qigong,
acupressure, and facial massage.

NEWS FROM PH ASSOCIATIONS WORLDWIDE

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

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




#WorldPHDayZ2024 in Kyiv, UKRAINE

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

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

A3
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UKRAINE PHA

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

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

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




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

The event was held in a picturesque location on
the banks of the Dnipro River. This added a special
atmosphere to our meeting, allowing participants to
enjoy nature and fresh air.
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Such meetings are extremely important for patients
with pulmonary hypertension, as they provide an
opportunity to feel supported, overcome emotional
difficulties, and find new sources of joy and inspiration
in their lives. They remind us that we are not alone in
our struggle and that together we can overcome any
challenges.
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World PH Day - 10 years together!

The importance of supporting PH patients hugely
increases in times of war. In such trying conditions,
ensuring uninterrupted access to medication,
psychological support, and information about
treatment options are critical. Our association
continues to do everything possible to ensure that
PH patients receive the necessary care and support,
regardless of the circumstances.

The World PH Day has become a special event for PH
patients. Unfortunately, we met online again because
of the war. We shared memories and challenges we
have overcome together over the past 10 years. We
also talked about new opportunities, such as the EPAP
(European Patient Ambassador Program) - an online
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training program which had become available this year
in Ukrainian. To make our meeting even more useful,
we invited two doctors specializing in pulmonary
hypertension in adults and children. Patients got a
great opportunity to simply chat with doctors live
and ask important questions. Authors of the most
interesting questions received special gifts from our
association. For those who were unable to join the
meeting online, we made a recording, which we then
posted on our YouTube channel.

We also developed a special information banner about
pulmonary hypertension and told people on the street
about pulmonary hypertension.




Our PH association is actively working to provide
patients with the necessary medications and oxygen
concentrators. We hold regular trainings for doctors
and patients in order to improve medical literacy.
This includes close cooperation with the Ministry of
Health inthe direction of procurementand expansion
of the nomenclature of necessary medicines.

We work closely with ELF, EURORDIS, GAAPP and
other organizations to improve the quality of life of
PH patients. We have already signed memorandums
with medical institutions and public organizations
with the aim of popularizing information about PH
in the Ukraine and abroad.




This year for the WPHD, patients with PH have
received a wonderful gift - the EPAP educational
program was launched in Ukrainian. We have worked
very close with ELF over the past two years to make
this possible. We believe that this tool will be a great
help for patients and their families on the way to
self-development and advocacy of their rights and
interests. In order to popularize this program in the
Ukraine, the representative of ELF and the doctor
from the PH center participated in the evening TV
program, where they talked about the importance
and necessity of such an educational tool. During
the program, they also discussed the peculiarities
and symptoms of PH, as well as the importance of
spreading information about the disease and the
World PH Day celebration.

We are proud that the younger generation of PH
patients is not afraid to talk about their disease.
Children with PH took part in a photo flash mob for
World PH Day wearing symbolic T-shirts.

Many thanks go out to PHA Europe for supporting
our activities!

We call on all associations and organizations
involved in the support of patients with pulmonary
hypertension to help the Ukraine in this difficult
time. Your support is extremely important to our
community. By working together, we can provide

World Pulmonary
Hypertension Day
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our patients with the resources they need and help
them overcome the challenges they face.

This year’s World PH Day, which we are celebrating
for the 10th time in the Ukraine, became special
thanks to daily and dedicated work for the
sake of patients. PHURDA continues to work on
implementing new initiatives and raising awareness
of this important topic.




USA
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PHA'S WORLD PH DAY HIGHLIGHTED GLOBAL

DISPARITIES IN PH CARE

The Pulmonary Hypertension Association joined
PHA Europe and other pulmonary hypertension
organizations worldwide for World PH Day to raise
awareness about PH and advocate for improved
access to care. PHA shared information and
resources under the subthemes “United for Early
Diagnosis,” “United for Hope,” “United for Access
to Care,” “United for the Patients,” and “United for a
Cure.” These themes highlighted the importance of
unity in addressing the diverse challenges faced by
those living with this rare, life-threatening disease.
World PH Day celebrations in the U.S. commenced
on May 4, with the AnMed Walk for Your Health in
Anderson, South Carolina, held in memory of Tina
Lisenby, a PH patient and former support group
leader. The walk brought together people with PH,
caregivers, families and health care professionals
to raise awareness and funds for programs that
support PHA and the PH community.

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

World Pulmonary
Hypertension Day

#WorldPHDay2024

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

IMPROVING ACCESS TO CARE IN THE U.S.

for those with PH. Over 70 PHA-accredited care
centers participate in the registry, providing real-
world data that has improved care standards.

The PHA Registry celebrated a significant milestone
for World PH Day, exceeding 3,000 enrolled patients.
PHA continues to expand the PHCC program, with
plans to include pediatric programs and establish
care centers in underserved areas.

U.S. ADVOCATES PUSH FOR IMPROVED ACCESS TO

SUPPLEMENTAL OXYGEN

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

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

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



GLOBAL STORIES ADDRESSING ACCESS TO CARE

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

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

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

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

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

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

Sara Bravo

Marina Salazar

Anisa Alazraie

U.S. advocates from various states met virtually with lawmakers to gain support for the SOAR Act.
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Svjetski dan pluéne hipertenzije: Oboljeli u BiH se suoéavaju sa
nizom problema u lije¢enju

Svietski dan plucne hipertenzije obiljezava se 5. maja, tim povodom UdruZenje gradana obolielih od plucne
dine realizuje niz dogadaja s ctjem podizanja svijesti 0 oV

hipertenzije “Dah’ u Bosni | Hercegovini svake o
rijetko, tekoj | neizjetivoj bolest kvnih sudova pluca od koje strada i srce.
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U Hrvatskoj 219 oboljelih od
rijetke bolesti pluéne hipertenzije

27.05.2024. | 12:59 | Autor: V.G./[HRT/Hina

W/

U Hrvatsko] 219 obolielivod r\etke bolesti pluéne
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U Hrvatskoj je ukupno 219 oboljelih od plucne
hipertenzije - rijetke i po Zivot opasne bolesti
koja unistava plucaisrce, a od koje u svijetu
¢ak sedam puta Cedce obalijevaju Zene u
miladoj Zivotnoj dobi, istaknuto je u povodu
obiljezavanja Medunarodnog dana pluéne
hipertenzije.
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ze se 16¢i v Cesku
ash tisic lidi. b
dy rok piiby
200 novych pach

(derd se postupné zvétsuje. To mize vést k jefimu postupnému

Zérove se nedostateéné okyslicuie krey, proto pacient trpi dusnosy

ELISKANOVOTNA [

Praha - Prazské budovy se
zahalily do modré barvy
u phileZitosti Svétového dne

plicni hypertenze - nevylé Modre se tra 2 1. LF UK v Praze. Castym, ale iz pozdnim priznakem sou podie avyseny  krevni entih. Stovky dal
Gitelné nemoci, ktera v Cesku vyznamnebud | o . sni relativnd vzéoné, lékaf st adla B 2 tlak v plicich Sich lici viak o své
ohrozuje tisicelidi o Olomou  Kotnikd a nohou Protoze je onemacnéni relativné vzdcné, lekarl tuto moznost podie prof. Jansy 2 \ouoming chorobé nevi

Ve

Je ditezité jl odha

Lékafl mu tehdy po 1t viEas, protoke i€
prvée zavedli do srdce ka pemoci v pokrodilém s
tetr 2 pumpy, kterd piimo do plic- diu je muohem sioFtéji. Bohu-
ich vév ddvkuje 16k, Diky tomui se el se néktefi pactens nejoive lect
hoch pomérné rychle vratil do fko-  napfiklad na astm ysvitluje kar-
v, ale nemohl jezdit napfiklad na  diolog Pavel Jansa v
rbory & tkoly v phirodé. Rodite o kultni nemocnice v Prade.

ﬁ‘fl‘::’;!‘““n mezi posiednimi. ,Lé¢ba choroby v pokrogilém stadiu je mnohem slozitéjéi, proto je dileZit k{ mu (nasnim
anici dom a
Modra barvase  dopracovat cO nejdiive. BohuZel se stéva, 7e pacienti se nejdiive |é¢i napfiklad na astma, vysvé
pacientim kvl
Casto modraji ©
P plicni hyg 4 & navith alis 5 T alizova sent
chazi ke zvyser srdee a nasledné navstivit specialisty. | proto byly nedavno aktualizovany doporucené postupy
pravé komory ¢ tgského astmatu a pro praktické |ékafe doporucené postupy pro chronickou tromboembolick|
se postupné zvi
maze v Case vé... oo

Svétovy den plicni hyper-
tenze pfipada na 5. kvétna,
odbornici upozorhui na fakt,
2o pokud se chorobu podaft
odhalit véas, maji pacienti
diky 16¢bé velkou nadéjina
normalni Zivot.

‘Se vzacnymi formami
plicni hypertenze se v Cesku
leci priblizné 1000 pacientd,

Jansa. Pokud véak dusnost nelze odlvodnit jinym onemaocnénim, mél by pacient absolvovat

obecné

Kazdy rok jich pak 150 a2 200 selhani. Zarovefi {oti: chiéli mit pod dohledem. 1se  Protose 1ékait | pacienti snai na
ghllzludn Pkodlh;?dhmu lekaf ;nlz;‘nn:pl\mu;x‘)?;’crmnn I‘\]rl‘\_k‘\onwlu\c(r:omzut mmon‘krshlc:u;kmv;pmm < iy konee milo zndmou nemoc upozarfiovat
dalsstovkyldlo e reTod O evatnimrocesymbo- | hrad Snasimee 0%, B ou nebozavratemi amdio Vysoky tlak v plicich mohou it i d&ti. Dilezité je na o i i e i sl

podie expertd prinasi pack licky vénujeme dech pacien: kterd u ptipadd plicni hyper-  bami

jsem mohl za¢it  nove Scruzeni pacientti s plicai hy
déle, nei jsem s pertenzi vyslplina Vysehrad. les)

prijit véas

Nestatite s dechem, bolf s na hrudi? Nemusf to bt jen nedostatkem fyzické kondice.
Podobné pfiznaky s sebou miZe nést zvjseny kreval tiak v plicich neboli plical
hypertenze, terd se mize vyskytnout také U mladgich pacientd, dokonce | U A&
pokud se chorobu podafl odhalivéas, majf dky inovacm v \étb& velkou nadgji na
sormélnf Evot. Experti na ko poukazul u prllezitosti Svétouého dne plicaf hypertenze
(5. kytna), kery tradiénd pfipomenou modfe nasvicené viznamné budovy v Praze,
rmé 2 Olomoucl. Madrou barvu pro nasvicenf voll proto, ze pacientom kvilli nemoc
¢asto modsajf1ty.

pavel Jansa vedoucf Iékaf, Centrum pro plicni hypertenzi
05 SVOLALA NA 21. KVETNA DEMONSTRACI PROTI ZMENAM V ZAKONIKU PRACE A DUCHODECH.

ZdraviZivot
vitalita a harmonie

ZPRAVY  MEDICINA VZDELAVANI  NAZORY PROFI MEDICINA PERSONALNI INZER

, Vysoky tlak v plicich mohou mit i déti,
&kari varuji: vysoky tlak v plicich postihuje i déti, varuji lékati
kli¢ové je véasné odhaleni & Recabco § 20.4.2020 M Zorsy

je: Nikola Macakové —29. 04. 2024
: Mgr. Vojtéch Sprdlik

Vysoky tlak v plicic h se tyka rovneéz déti
Nestadite s dechem, bol{ vis v 16EbE velkou nad@jina nor-  Casto medostatené okyslicus  moznost podle Jansy zvaZuji cich pracovist pozoruji 1ékafi
e Pradi? Nemusi to byt jen  malni Zivot. Experti 02 0 b je krev. coi se mimo jiné pro- a2 mezi poslednimi. Lécba  nejen rostouct pocty diagnos.
nedostatkem fyzické kondi- \lk.llu;l“ph\«il\ushS\i-\O\ér jevuje modrym zbarvenim choroby v pﬂLruL\\(m stadiu tikovanych pacientu § plani
IniZe nést zvyseny krevni (5. kvéna).Kiery tradiéné pi \e pvgsené ndmaze pra-  je dilezité se k diagnze do- vujise i pacienti v adolescent-
tlak v ]Yll(](h neboli plicai pomenou modie nasvice wé komory srdecni. K se pracovat o nejdiive. Bohu- nim G détském véku, WV por
hypertenze Pe7namné budavy v Praze. postupné zvétduje. To MG clenti s slednim roce jsme ve spolu
A protoze se projevy pilis Biné aOlomoudi. Modrou bar-  vést k jejimu postupnému Cikladnaast  prici s détskymi Kasdiology
nelisi od fady dalsich nemo-  vu Pro nasiceni voli proto, selhni. Ziro e nedosta-  Ma,” vysvétluje Jansa Pokud §jili 16€bu v nékolika déti
o, Lékafi volaji 3e pacientam kvili nemoci  tené okys jicuje krev, proto  véak dusnost elze odivod-  Soucasnd terapie, zejmén:
Zasto modraji 1ty pacienti tepi Guénosti, gna-  nitjinyim omemocnénim, mé)  veasnd, skytd velkou sanci nd
ochranit o viznych zdravol- Diagnéza plicni hyperten- Zavratémia mdloba- by pacient absolvovat Wltra-  v§znamné zlepseni obizi ma-
1 nasledku, nebo dokonce 7€ se podie studii tykd ai jed- i, “ §ikd Pavel Jansa. kardio- zvuk srdce 3 nasleds avsti- Iych a velkych pacient,
smrti. Soucasné uuhuk\' noho procenta nu]v\ll.nc Ioglll |nl\’m\\l\|\\h*\l i- vll)vl‘u.llls\y lwmk(lh\ ak- a .V puskﬂ—
v Jéche pritom skytaji Sa a nejcastéi ji 1ékafi objevi Ky Kardiologie a angiologie tvalizoviny “doporucené po-  nich nékolika letec
pro tisice lidi, ktefi trpi zdvaz-  jako komplikaci jiného one-  Vieobecné kultni nemocni-  stupy pro 1écbu t&2kého ast vala Fada slibngch studii s mo-
ngmi formami této nemoci mocné plic, Mi  ceal Iékafské fakulty U matu a pro praktické lékate  dernimi lécivymi pripravk)
Phicni hypertenze se mze vy-  OvSem také cel Verzity Praha. Castym, ale jiz doporutené POStupy pro  které pomihaji sni
skytnout takeé u mladsich pa-  pricin. Za j priznakem jsou po- chbonickou tromboembotic- v plicich. Po oky
cienti, dokonce iu déti. Po- hou stit autoimunitni one- die néj ‘otoky kotnikd a no- Kkou plicni nemao. také v oblasti 1é€by plieni hy-
kud se chorobu podati odha-  mocnént taebo plicni embo-  hou. Protoze je onemocnéni v dnich letech diky ~pertenze po plicni embotii,”
lit véas. maji diky inovacim lie. Pfi chorobé se pacientim relativné vzacné, 1ékafi wto  fungujicinu systému referuji Pavel Jansa. "
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Magyarorszagon a tidsembdlia gyakori,
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Neurologia az alapeliatasban
nagyjabol évente minte

Elhizas
, silyos betegség. Megfeleld, idobeni kezeléssel
Majus 5. a pulmonalis hiperténia vilagnag +2 esetek tobbségeben teljes lehet 3 gyogyulas.

ha viszont a tidgembolia utan 3 6 honappal is
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|erévidithetd ez az idészak, 3 kezelés pedig sokkal jobhb életming: §séget biz
arintetteknek. o heinasied, mellkasi Fidalom. kednikus kOhagEs i
. o, e sk sbgionn ok i 1.2 v el mire o e ot urerails ot S
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S e g tiinac 5 (e 2 megfeal rerspbhos adshex
ként puimonélis hiperionia alak

Ritkan, de elofordul, Nogy krénikus szuvodmeny
4itatanos tinetek, mint a légszomj, 4g. csokkent mell
alnato. Az esetek 10! &per 1l sok

tajdalom, Kkronikus konogés miatt nehezen
id5, akar 1-2 év is eltelik. mire pontos diagnozis utan megfeleld kezelést kaphat a beteg




Latvia
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World Pulmonary
Hypertension Day
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0 n I a Tpkara npenar ce oApxa BO opranusaypja va 31, MoMeHT fayc” ol TeBrenujau

OpraHu3aUMCKaTa NPEABOARMIKE, ripeTceaaTenkaTa fyprvua Kaesa Koja v camata
GoneryBaliie O 083 PETKa GonecT fypruya sa an nounHa npea 4ETUPY TOIMHY, BO
agrycT 2020, Hejavnute NOAAPKYBAUM, UNEHOBM Ha 3 MomeHT nayc” o npoaomKyBaaT
Hej3uHOTO Aeno ,XymMaHuTapHaTa TpKa B0 [eBrenvja 3a NOAAPLIKA 1 BUMBOCT HA X

Gonnute".

ATW OTEOpEHO 360pyBalLie 38 [OITOTATA H3 Kkoja CO FOAMHM

(ypryllia BO NOBEKe HaBD:
WMaKO CMe PasTIMuHy U petkn’! -

MUHyBaaT Nyreto co peTku Gonectu: ,Cute cme eiHaKBN,

XymaHuTapHa Tpka 32 Gonnute of NX o A, i

Onp)KaHa BO reBreﬂMja T HATE Pulmonary ﬂgpmtmsim!
e slte ot e e Pl

want 10 be siuple pexsox witk
wommal Lige.T want to be
independent

[en Op OABenexKyBarLeTo Ha CBETCKMOT fieH Ha NyAMOHARRA XUnepTeHauja,

Bo sabagnnot
doHvja, PUNUN AHTOB, Tena,

Ha NNOWTAL0T LDoHTaHa” BO eBrenuja HacTanuja: Xwvrte,
MapTuH KocTaauHoB 1 ,Forever, OnvBepa CTaHKOBCKA, ancamon Jbojmuja’ U TaHLoEaTa

rpyna MucTuk” o4 TeBrenuja.

cn TPKA “ KuHI‘lEP‘ Bn ch‘l‘ “A TpkaTa Hemaue uaTnpesapyBauKy KapaKrep Ty cama cumboniieH.
|"‘YP I'“ uA kAEBA B ||eNMOT HACTaH C& DAPKA CO NOPAKATa [la pviueme 3aean 3a NaumMeHTUTE co f1X, na um

0 r[B":J““A cE nAReme NOAIPLUKE W A2 UM nokaReme gexa we ce camnt”

unBEnE)KA cB[‘cK“uT ﬂ'[“ HA fyfuua Kaesa Gewe Gopeuy aKTWBWCT 3 NIPaBaTa Ha NaUneHTHTe
“YHMUHAH HA X““[PTH‘B“]A «ow GoneaysaaT of MynMoHanua xunepTeH3uja 1 Taa Baka

3fopyBaile Ao nocnefHuoT 3AUEL
WEB Tenesn3uja BO WHEC JHa 5 Maj Ha CBETCKWOT feH 33 MynMoHanda XWNepTeH3nja, HeMa Aa

Gapam OfL MMHUCTPHTE 13 Tp4aaT Cco Hac, 33708 WTO Hemanme WeT
MapaToH, Hema fa 6apam A3 T ohap6aat nyprypHy 3TDARKTE, na u
uena MakenouMja Aa ja othapbaaT Toj AeH, ce e TO& yabe. 3aToa WO,
Toa e HElTO KaKe LpeLla Ha TopTa ¥ Koe Ce rpaBy BO AApKaBy Kane
NAUNEHTUTE UMAET Ce, Ol TRETMaH, [0 COUMONOLIKE, NCMXONOWIKE
NOAPLIKE, COLMjanHo NOAPHKAHH.

o nocnengeH 3A4B ke ce 6opam U 36opyBaM i

{umaram Ha cnwkara)

5 maj, CBeTCKMOT IEH Ha MynmoHanHata XMREpTeH3wja, BO reBrenumja
[ieHec, Ha 28 anpun 2024 rofiMHa ce onGenema co KOHUERT W TpYakbe.
OpraHu3aTopy Ha 0BOj HAcTaH fea AcouvjauuiaTa Ha nynMoHanHa
XunepTeHsunia LJMOMEHT nayc”, NOMOTHETH 04 onwTkHa Tesrenvja. Bo
11:00 4acoT 3ano4Ha KYNTypHO 3a6aBHUOT HACTaH Ha NNOWTAACT BO
[eBrenuja, Ha Koj Y4eCTBO 3e0a JIOKENHWTE MY3HHKK UMUERE,
rpynuTe Xuc” 1 LDOHME", KEKO W NEjaunTe @uaun Axros, Tena,
Onueepa CTaHKOBCKA, Mapuja M4KOBa, MapThH KocTaguHoB
thopesep, Kako U ancaménoT GojMija” ¥ AeHT CTYAUOTO JMUCTHK .
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Primeiro HIPERTENSAO PULMONAR

Jorna

Diario.viseu
DIA MUNDIAL

DA HIPERTENSAO
PULMONAR

=Parque Urbano

de Santiago

=Domingo, 9h15
AAssociacio Portuguesa da
Hipertensao Pulmonar orga-
niza um ciclo de iniciativas
para assinalar o Dia Mundial
da doenca. A programacao ar-
ranca com um flashmob, se-
guindo-se uma aula de danca,
pilates e um workshop sobre
reabilitacao cardiorespiratoria
e suporte bésico de vida.

RTROMBOEMBLICA CRONICA |
FILHOS DE CARLA TEM ESPERANCA QUE A MAE

SEJA OPERADA E RECUPERE

T X

ACO EXTREMO E O SINTO
B

£m Portugal, hd apenas 300 pessoas diagnosticadas com hipertensdo pulmonar, uma

doenca que pode ser fatal
(UMOLOGM ATRAVES 00 22508 llle('ONMNOHN"D(A

A ATLAS ,
&\ DA SAUDE

APHP lanca repto a Ministra da Saude

Hipertensao Pulmonar requer diagnostico precoce & centros de
rastreio

= Versdo de impressao
A faga de Hip pulmonar (APHP) langa repto & Ministra da
Satide, Ana Paula Martins, para a criagéo de centros de rastreio que permitam a
identificago de diagnosticos precoces, uma vez que identificada numa fase inicial
pode atenuar os sintomas e retardar a progressao da doenga. APHP apela ainda 20
novo executivo para que esta doenga rara & incuravel seja considerada cronica, para
garantir a qualidade de vida de cada portugués identificado.

T A

© alerta surge no seguimento do Dia Mundial
da Hipertensao Pulmonar, que se assinala a 05
de malo, e que coincide com o 20° aniversario
da APHP. Para celebrar as duas décadas de
atividade da associagdo, a APHP vai juntar
maic de uma centena de doentes numa
Caminhada Néon’, com o mote ‘faros, mas
ndo invisiveis’, as 2100, de dia 04 de maio, no
Largo do Rossio, em Viseu. Ja no dia 05 ¢e
maio, as atividades vio continuar no Parque
Utbano de Santiago, com atividades fisicas e workshops

De acordo com s (itimos dados da Administracio Central do Sistema de Saude. verifica-se que
ha cerca de 550 portugueses que sofrem de hipertensdo pulmonar, no entanto estima-se que 0
nidmero seja bastante superior, uma vez que s uma doenca de dificil diagnéstico e que padece de
\ato desconhecimento por parte da comunidade médica, sendo os seus sintomas, frequentemente.
confundidos com asma ou depressdo. Nos diferentes relatos que chegam & APHP, parte dos mais
de 150 membros que compbe a associacdo, 0 diagnostico pode demorar dois ou trés anos.

£ urgente darmos voz a estes doentes, & urgente olhar para a Hipertens&o Pulmonar como uma
doenca cronica, apelar & comunidade médica para O diagnéstico precoce & & comunidade cientifica
para a investigagéo em prol da melhoria da qualidade do dia a dia dos doentes que veem as suas
vidas limitadas, desconstruidas e, infelzmente, 3 prazo Estima-se que, atualmente e sem 0S
\ratamentos adequados numa fase inicial da doenca, a esperanca média de vida ronde os dois ou
\és anos”, salienta Patricia Miranda, portadora da doenca & vice-presidente da APHP.

Na missiva remetida pela APHP a0 Ministério da Sal
na criagdo das linhas orientadoras que possam col
dvuigacao da doenca e, ainda, na implementacdo de

A Associagdo Portuguesa de Hipertensdo pulmonar (APHP) la
que permitam a identificagio de diagnésticos precoces, U2 Vs que identiicada numa fase inical pode atenuar os SITIOMAE & retardar a progressio
G doenca. APHP apela ainda 30 novo executivo para que est3 doenga rara e incurével seja considerada crnica, para garantir a qualidade de vida de

cada portugués identificado.

© alerta surge no sequimento do Dia Mundial da Hipertens3o Pulmonar, que se assinala a 05 de maio, e que coincide com 0 20° aniversrio da APHP.
e da associaio, a APHP vai juntar mais de uma centena de doentes numa “Caminhada Néon”,
» 35 21h00, de dia 04 de maio, no Largo do Rossio, em Viseu.
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HlPER‘lENSlO PULMONAR
DIARIAMENTE MONICA FAZ OXIGENIO
E USA UM BRONCODILATADOR
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importancia de criar centros de rastreio

‘ —

A Associagio Portuguesa de Hipertens3o Pulmanar (APHF) slertou 2 ministra da Saide, Ana Paula Martins, para 3
{mportincia de criar mais centros de rastreio que permitam 3 \dentificagio de diagnésticos precoces. A APHP apela 20

ovo executivo para que 3 doenga seja considerada crénica.

ar os sintomas & retardar asua progressio, dai 3 necessidade de

2 doenga numa fe:

1dent
mais centros de rastreio. Além dis 5 apeia a0 novo executivo para que esta doenca, *rara & IncUrdver’ 3653

e vida de cada portugués identificade”

considerada crénica, de modo 3 “gara

<uimento do Dia Mundial da Hipertens3o Pulmonar, aue
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ociagio vai juntar mais de uma
, de dia 4 de maio, no Lat
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No dia 5, as atividades vio continuar no Par

APHP lanca repto a Ministra da Satide: Hipertensdo Pulmonar requer
diagndstico precoce € centros de rastreio

para celebrar as duas décadas de atividad
com o mote “raros, mas nio invisiveis'

30 rontinuar no Parque Urbano de Santiago, com atividades fisicas e workshops.

e acordo com os dltimos dados da Administragdo Central do Sistema de Saide, verifica-se que hd cerca de S50 pOTtUGUESES que sofrem de
hipertensio pulmonar, no entanto estima-se que 0 nimero seja bastante superior,
nts, desconhecmento por parte da comunidade médica, sendo o seus sintomas, frequentemente,
aifarentes relatos que chegam & APHP parte dos mais de 130 hembros que compde a associag3o, o diagnstico pode demorar dois ou trés anos.

20 250€ “ urgente darmos voz a estes doentes, € urgente olhar para a Hipertensdo Pulmonar como uma doena crénica, apelar a comunidade médica para o

giagnsstico precoce e 3 comunidade cientfica para 2 mvestigagio em prol da melhoria da qualidade do di2 2 dia dos doentes que veem as suas vidas
limitadas, desconstruidas e, infelizmente, 3 prazo. Estima-se que, atualmente e sem 0s tratamentos adequados numa fase inicial da doenca, a
esperanca média de vida ronde os dois ou trés anos”, salienta Patricia Miranda, portadora da doenca & vice-presidente da APHP.

io da Saide, a associagio disponibiliza-se para auxiliar na criagio das linhas orientadoras que possam

Na missiva remetida pela APHP a0 Ministér
i divalgacio da doenca e, ainda, na implementagdo de centros Ge rastreios nacionais.

colocar a Hipertens3o Pulmonar na agenda,

Recorde-se que a Hipertens3o Pulmonar é uma doenca rara, incurével, invisivel e altamente incal
e an o edema dos tornozelos € abddmen ou a dor no peito-
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nca repto 3 Ministra da Saide, Ana Paula Martins, par3 a criagio de centros de rastreio

no dia 05 de maio, as atividades

s vez que & uma doenca de dificl diagndstico e que padece de
confundidos com asma ou depresso. Nos

pacitante, com sintomas como 0 cansaco extremo, a

HIPERTENSAO PULMONAR

Doentes apelam ao
AEECN profissionais de saude




4 Renascenca Hipertens&o pulmonar. reaprender a vive
. o com uma doenga cronica
Hipertensao pulmonar. A -

SAP O L l F E S T Y L E "doengca zebra" que se confunde

pelos sintomas
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Hipertensao pulmonar: a doenga rara mas nao invisivel
2 v Bemardo BO205124

para assindar o Dia Mundial de Hipertenséo Puimonar, 2 5 de maio, Andreia
o o, enfermeira no Centro de Tratamento de Hipertens3o Pulmonat Hospital
idade de Saide Local de Santa Mara, destacou a importancia
' populagao, j4 que ¢ uma doenga que “tem um {mpacto
i jida dos doentes". Leia o artigo de opinia

vViver com hipertensio pulmonar: um testemunho rea
na primeira pessoa

Doenca é rara, incuravel e afeta desempenho do coragdo e dos.
pulmes. Sintomas sio facilmente confundidos com outras
25 = =

= — AP
= B doengas. Diag| ke num e mato, o dia em que assinalamos o Dia Mundia e Hiperiensso Pulmona. Esta éuma data
6érgaos. orada em 100 0 Jizar 2 populagso para esta doence, que,
& am problama d sadde que, 8 rivel mundil, afea tados o8 —oasar e desconhecida para muitos € considerada ara, estma-se du° afete cerca de 1% da

A hipertansdo pulmanar
o ciros, dasia ciangs a oo, ¢ que s desncspala sl de S8 selo populagio e pode ter um impacto sign
2 o disgniés

A amsociacto Portuguesa de Hipertensio Pulmonar.
ificativo na qualidade de vida dos doentes.

i i sr i damoar tempo até & s conrsizzgi david 30 fcte o siguns dos A hipertenso pulmonar (HP) € 8 da por um
serem comuns cambir, de /e Som ave o sangue circula dentto da anéia pulmonar ¢ que, Quendo ndo diagnosticeda €

g doeres poderem sar inues nums fase el etada precocemente, pode levar a insuficiéncia do lago direfo do coragdo.
Artigo da responsabilidade. o cesconhecimento Gesta doenga, alada 20 facto dos sinais € Sinlomas Mo frequentes (tais

de Citia Rodrigues. Presidsnte 40 omo o cansag, falta de a inchago nas penas ¢ cianose laa) serem MU comuns 3 outres
patologias, pode levar a um. 6 s uma progress30 o

ssocscio portuguesa de Hper

pulmonar

De modo a evtar que tal acomtega, tomarse crucial diagnosticar HP numa fase inicial &
e erenciar s doenies o mais precocemente para cenros d€ TalaMETo Este acesso &
B éados de saide com eauipas especiaizadas, pemitrd o acomparhamena adequado dos

» 4D consiats numa doenga rar, se™
m srataments curatvo ¢ pr 520 &
ma condigho de saide crénice com

doentes e suas familas pauticas
o achen fiiopatliicas subjecemes & esta condido dliics, siver o5 Syomss ¢

msomatologia divarsa (8.3 dspaeia onscauentemente melhorar a sua qualidade de vida no dia 2 62

Neste dis comemorativo nunca & demais reslgar 2 importéncia de dueT gesempenna um papel
Nevencial o apolo < acompanhamento destes doentes, promorendo & gefesa dos seus
nteresses e direfos. Falo da Assosiagdo Portuguess € Hipertensdo Pulmonar (APHP).
Teconnecida por profissionais € doertes, ela forma 8o merféria com aue desempenna a sua

o consegue sguentar a5 condisies e

respansablicades do s2u wabalho
Dodando mesmo ter aue se desaedt
dos sntomas. fimento misso.

Fare: s Cruailuss

A d

e os s pemios 10204 e o s 05 B0, e 8 Sentir tonturas, o de ok

complendade. e eatsen aescido  dowgal), efrmandese precocumarce dedo » &3 incapacdade
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+omo sintoma desta doenca que é rara, incurével, evolutiva ¢ 4% resulta

de uma hipertensio na artéria que transporta o sangue do coragdo a0s.
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| PLUCNA ARTERIOVA HYPERTENZIA

zapacencovs plicnou hypertenziou vystipilo navrch Mincel % 111 icasinikov. Foto: Tatiana
Kubisovd

Zaiatok cesty pred Hotelom Martinské hole, odkial tartuje projekt Vystipim za
teba, teda za [udi s pliicnou hyp: jou s dychovou ned énostou, je
vesely. Po potiatotne] rannej hmle pomaly presvitasinkoa dopadé na

nezvyéajnd skupinu turistov. Na chrbtoch maji batohy a ponieltori na nich nestl
fotografie, z ktorych hiadia tvare muZov a Zien.
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Stadio 24 o plucnej artériovej hypertenzii

mbolicky

Mingol, aby pacientom s pracnou hypertenziou sy

Vystapili na vrch
darovali dych
Daruj dych pre phicnu hypertenziul Tak znel nazov
plicne] hypertenzie pod zasiitou primatora mesta Martin, Zdruzenie pacientov s pitcnou hypertenz
ramei neho 17. a 18. méja zorganizovalo informatny seminar o detske] pliicne] hypertenzii, Vysty
Minol a nechybalo ani symbolicke vysadenie siromu v meste Martin. Preéitajte si o aktivitach zdru
Kiiknutim na nadpis tohto prispevku.
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Plicna hypertenzia v sivote Jany Guraiiovej
|zipoviec na Liptove

To, 7e vam mozeme priniest nasledujdci rozhovor, je viastne
Janrak. Pani Jana Gurdiiova z malej liptovskej obce [zipovce
{oti2 zije s transplantovanymi pldcarmi. Jej diagnéza znela -
plicna hypertenzia. Sylvia Hoffmannovd za8la do Izipoviec, aby
sa porozpravala s Janou Gurdiovou, Ktora je aj
podpredsednickou Zdruzenia pacientov s pliicnou
hypertenziou
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La Ciutat de les Arts i les Ciéncies se ilumina de azul por el Dia Mundial de la Hipertension Pulmonar

05/05/2024

»El encendido sera este domingo, 5 de mayo, 2 partir de las 21 .00 horas O Galetia de Imagenes

Dia Mundial de la Hipertension Pulmonar iluminando de rojo la ta
del Homenaje

El Ayuntamiento de Monforte conmemora este domingo 5 de ma:

Fecha de publication 03/05/2024 " i
La Ciutat de les Arts i les Ciéncies se iluminara este domingo de color azul con motivo del Dia Mundial de
Monforte de Lemos, 3 de mayo de 2024, EL Ayuntamien de Monforte se suma este domingo ) X
dia 5 de mayo 3 105 actos conmemorativas del Dia Mundial de Ia Hipertension Pulmonar. 1a Hipertension Pulmonar. E encendido especial se realizara a partir de las 21 Q0 horas.
para ello, como gesto simbélico y en sefial e apoyo 2 as personas afectadas por esta . - .
enfermedad, el Alcaide de Monforte, José Jomé Roca, informa que en ta noche del domingo 5 Con esta iluminacion se pretende dar Visibilidad y apoyar a las personas afectadas por la Hipertension
Pulmonar, una afeccion que consiste en un aumento de 1a presion en 1as arterias de los pulmones, por lo

e mayo se procederd a 1a ituminacién de la Torre del Homenaje de San Vicente de color
vojo. .
que el corazon debe hacer un mayor esfuerzo para bombear sangre.

£1 Dfa Mundial de la Hipertension Pulmonar es Un evento anual mundial para crear conciendia hd

delaipertensian Pumonar (7 72 S rave que fecta 1o plmanes < o3 Dia Mundiat de la La eleccion del azul hace referencia al color “caracterisicc” de [as personas afectadas de hipertension

f;::Zw"ﬁ\fn‘Z:2;733aynde“ﬁ"aimﬂa"efsaQ?Eﬁﬁ:ﬂfﬂiﬁ:ZE‘.”,:‘;Z?:: :::E::rs:é Hipertension Pulmor  pulmonar por {2 cianosis que provoca la fatta de oxigenacién. Gon esta accion, se colabora un afio mas con
(#): . PHA VR la Asociacion Nacional de Hipertension Pulmonar en |a sensibilizacion de esta enfermedad considerada

o fermeda, con el objetivo de concienciar sobre [a IMpOTANCA de obtener un diagndstico

precoz, atraer la atencién ‘mundia sobre la importancia de mejorar \a calidad de vida y celebrar como rara y que afecta principalmente a mujeres en edades comprendidas entre 45 y 50 afos, aunque

re iras de los mas de 25 millones de personas que VIven con HP en el mundo,
. puede darse a cualguier edad y $ex0.
rogresiva, crérica y de manejo complicado, pudiendo ser diversos mecanismos fisiol
59 riesgo de morbi-mortalidad cardiovascular y detertoro de la calidad de vida de lo
T afeultad para respirar o que experimenten otros sintoma ne@x e

L5 viipertensién Arterial Pulmonar (HAP) es una enfermedad rara, grave, P
{os que la desencadenan. La HAP se asocia con Un importante incremento
que la padecen, pues las personas afectadas se sienten cansadas, mareadas, col

HipertensiénPulmonar @ANJHP - 21 may.
Os recordamos gue vontinuando con el calendario de eventos y
actividades de este mes de mayo de 2024, conmemorativo del Dia Mundial

© HipestensionPulmonar ©ANAHE 27 may. de la Hipertensién Pulmonar llevaremos a cabo la Jornada “Hablemos de la

Hablemos de #H nsiénPulmonar y conozcamos 1a impertanci Hipertensin Pulmonar” en ¢l Hospital Universitario Puerta de Hierro.

. ozy cual es el presente y futurc en
somos pacientes
4QUE ES SOMS P

Q) Coimnmenmcmricans skt i + de la man del Dr. Manuel Gémez Bueno JORNADA
WUPHO2A somcstiparensiGoPulmonat DIA MUNDIAL

HIPERTENSION

PULMONAR

27 DE MAYO DE 2024
16:30 A 18:30
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DfA MUNDIAL DE LA HIPERTENSION PULMONAR

Mas de 5.000 personas padecen
hipertensién pulmonar en Espafia

HABLEMOS DE HIPERTENSION
PULMONAR

S PACIENTES

PUBLICADO EL § DE MAYQ DE 2024 A LAS 16:07 POR S

g ESPERAMOS

AULA QESPIRP\

E15 de mayo se 1
conmemora el Dia |
Mundial de ia
Hipertension Pulmonar,
una enfermedad rara que
padecen mas de 5.000
personas en Espafia:
unas 4,600 adultas 'y 500
en edades pediatricas
Se caracteriza por un
aumento en ia presion de
jas arterias que
comunican el corazon
con 105 puimenes, lo que
provoca un
sobreesfuerzo cardiaco
gue, sin el tratamiento
adecuado, puede llevar a
un fallo cardiaco y, €n
definitiva, a 18 muerte
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La Ciutat de les Arts i les Ciéncies se ilumina de
azul por el Dia Mundial de la Hipertension
Pulmonar

S
Ny

Hiper sensibilizate; Somcs Hipertensién Pulmonar.
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Ciudad Artes Ciencia @CACiencies - 5 may. N P
mayo 14,2024 Accion social

sMundialHipertensidnPulmonar colaboramos can la campa

Enel

“lumina por 1a Hipertensidn Pulmonar ACCION SOCIAL: “Asociacion Nacional
£l azul serd hoy el color de nuestros edificios a partir de las 21.00 hot de Hipertensién Pulmonqr_"

@ANdHP

ACCION SOCIAL: "Asociacién Nacional de Hipertension
Pulmonar.”

ACCION SOCIAL [[sumerire | M
© ®» 0 ¢ ©

Entrevistarnos a Eva Garcid (Presidenta), Sara (Trabajadora social) y Ricardo (cuidader)

como representacion de la Asociacién Nacional de Hipertension.

Tratamos la situacion de esta enfermedad rard y, como tantas otras, su dificultad de

diagnostico, sU confusién con sintomas de otras mds “normales”y su sesgo de género
mas son achacados a las "cosas

donde la mayoria de afectadas son mujeres y sus sintol

de mujeres”.

El enfoque social y el acompanamiento que se realiza a las afectadas y afectados, los

estigmas y la situacion de los y las “cuidadoras”.

Y mas..
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»1 ENCUENTRO MOTERO EN CANTILLANA, SABADO 4 DE MAYO
Recaudara tondos para investigar la hipertension pulmon
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Hipertension Pulmonar Espafia O...

g Hipertensi nar Espafia X
-®
L Fundacion Aviva Salamanca ha organizado un partido

de basquet para visbilizar 1a Hipertensién Pulmonar. Ha
tenido lugar en el Pavellon de la Alamedilla

AYUNTAMIENTO DE SALAMANCA [ contactar (® 1012 | 24/06

Portada | Hemeroteca | Videos | Agenda

NOTICIAS

(B det ‘Ayuntamiento de Salamanca

#WorldPHDay2024 #WeBreatheUnited #WPHD
- #PHAEurope

2 se ilumina mafiana de azul por el Dia Mundial { )

g D 53 : e

N 5 ,

o o s
La fuente de la Puerta de Zamor
1a Hipertension Pulmonar

Esta iluminacion, al igual que otras similares, se enmarca en el compromiso que mantiene el Ayuntamlenlo de Salamang

apoyar a los grupos de ayuda mutua en "su labor de promocién de la salud
«a e

o) ® o R

Recomendar  Comentar  Compartir  Guardar

(e~

4 mayo 2024 Salud Publica

La fuente de la Puerta de Zamora se ilumina mafiana domingo, 5 de mayo, de color az .
mofivo del Dia Mundial de la Hipertension Pumonar, und afeccion que consiste d
T ento de Ia presion en las arterias de [0 puimones, por lo Gue el corazon debe had
mayor esfuerzo para bombear sangre-

\
]
. i
v "o\
Cabe recordar que esta niciativa, a igual que otras similares, ¢ enmarca en el comprd > .
que mantiene ¢l Ayuntamiento de Salamanca a 2 hora de apoyar a los grupos de \4’ SN -
mutua en su labor de promocion de la salud de las personas afectadas por al ""'/ p=—
enfermedad y sus familias.

Fuente de Ia Puerta de Zamora de color azul

P - cee [l va: oame | I O A Contactar Delegado Proteccion Datos | Contacto | Aviso Legal | Privacidad | Mapa Web
Hipertension Pulmonar Espafia O-. ¢

®

Los alumnos de Pilates del Centro Victory de Guardo (
#Palencia) han dado dlase con las camisetas de
#HipertensiénPulmonar para dar visibiidad a la
enfermedad participando en el
4DiaMundialdelaHipertensiénPulmonar!

Hipertension Pulm¢
®

(¥ Nueva reunién en Castilla y
trabajo multidisciplinar HAP N§

#WorldPHDay2024 #WeBreatheUnited #WPHD
#PHAEurope
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Celebrar  Comentar  Compartir  Guardar

Mas informacion en el blog de

https://Inkd.in/dE4HC-G3

#HipertensionPulmonar #HP 7 £ .>
#TrabajoMultidisciplinar #Sacyic A%

ce

ow

Noticias
® =]

Nueva reunién en Castillay Coicbsr Comenlr
Leén de la mesa de trabajo
multidisciplinar HAP Needs &
Sacyl

ension-pulmonar.com
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= Janyck Nporpamu EPAP Ha yKpaIHCHKOMY TenebauenHi TPK MEPILAR 3AXIAHAA
TP MEPUMV IAXIAHVI Hewonaasto EPAP Bync nepexnaﬂgno Ha BUCbMy MOBI, ygpamcblq. My iniLirosand
14 paeens - @ nepexnai Ha yKparHceKy MOBY OCKiNbKI PO3yMIEMO HA CKIBKW Le BAXNVEO.
MpeacTagHu ropean Lung Foundation posnosina npo nporpamy EPAP i npo T8,
oMy BOHA BaXAUES, 6COBAVBO ANR YKPTHOMOBHIAX.
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early diagnosis ® best treatment » better quality of life » finding a cure

BELAIR

* % PHAEURDPE /#

PULMONARY HYPERTENSION ASSOCIATION

AIMS OF PHA EUROPE

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

WHAT IS PULMONARY ARTERIAL HYPERTENSION?

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

al Cross section of normal pulmonary artery

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

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

TREATMENT OF PULMONARY ARTERIAL HYPERTENSION

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

THE FUTURE FOR PULMONARY ARTERIAL HYPERTENSION

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



Members of PHA Europe and contact details

AUSTRIA

s sy s wangeas . | PH Austria

PHOAUSTRIA /ﬂﬁ; Initiative Lungenhochdruck
PULMONARY HYPERTENSION ’ Wilhelmstrafle 21 - 1120 Wien

www.phaustria.or:
info@phaustria.org

BELARUS

Aid to Patients with Pulmonary Hypertension
CQ?S Zapadnaya str. 13 - 3
Minsk, 220036

by
e hbelarus@yandex.ru
BELGIUM

Belgische patiéntenvereniging voor
@aﬁ‘;‘;;?{é%ﬁew Pulmonale Hypertensie vzw (P.H. Belgi€)

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

BOSNIA AND HERZEGOVINA

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

ugphbih@gmail.com

BULGARIA
/»“][ﬂ Pulmonary Hypertension Association
o />@P<\ »| 37 Hadji Dimitar str, ent. B, fl. 2, ap. 3
L7 )| 5800 Pleven
\ \\\/ www.phabulgaria.eu
todormangarov@abv.bg
info@phabulgaria.eu

BULGARIA

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

bgspph@gmail.com

Plava krila - Udruga pacijenata oboljelih
od plucne hipertenzije

Gorica Jamnicka 23 - 10451 Pisarovina
infoplavakrila@gmail.com
www.plavakrila.hr

CZECH REPUBLIC

Sdruzeni pacientu s plicni hypertenzi, z.s
Bélehradskd 13/7 - 140 00 Praha 4

| www.plicni-hypertenze.cz

info@plicni-hypertenze.cz

ESTONIA

Eesti Pulmonaalhiipertensiooni Uhing

+37253004221

FINLAND

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

suomenpahry@gmail.com

HUNGARY
<ODOER Tiid6ér Egylet
19, Chazar Andras utca - 1146 Budapest
www.tudoer.hu
£GYLE" | csabuda.eszter@t-online.hu

ITALY

Associazione Ipertensione
Polmonare Italiana Onlus

Via Enrico Mattei, 92 - 40138 Bologna

https://www.aipiitalia.it/

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

www.assoamip.net
info@assoamip.net

LATVIA

PHA Latvia
rmoniuss | Str- Celtnieku 6a - 35, Salaspils - LV - 2121
@) sieonea | www.phlatvia.lv/en/

phbbiedriba@gmail.com

LITHUANIA

Zmoniy serganciy plautine hipertenzija asociacija
Birzy g. 2, Papilys, LT-41221, Birzy raj., Lietuva

7SPHA
www.zspha.lt

info@zspha.lt




MOLDOVA

7

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

uuuuuuuuuuuuuuuuuuuu

The Netherlands

1 Stichting Pulmonale Hypertensie

Postbus 418 2000 AK Haarlem
https://stichtingpulmonalehypertensie.nl/

info@stichtingpulmonalehypertensie.nl

NORTH MACEDONIA

PORTUGA

®

ROMANIA

v

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

Tance Kamberov 29,1480 Gevgelija

phmomentplus@gmail.com

PHA Norway

LHL PAH - Pulmonal hypertensjon

Vitaminveien 1A

0485 Oslo, Norway
www.lhl.no/trenger-du-hjelp/interessegrupper/lhl-pah
lhl.pah@lhl.no

Polskie Stowarzyszenie Osob z Nadcisnieniem
Plucnym i Ich Przyjaciot

Wiladystawa IV 34a m.15, 81-084 Gdynia
www.phapolska.org

kontakt@phapolska.org

L
Associacio Portuguesa de Hipertensio Pulmonar

Rua Dr Costa Simdes, 59. 3050-226 Mealhada

www.aphp.pt
associacaohipertensaopulmonar@gmail.com

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

http://hipertensiunepulmonara.ro/

RUSSIAN FEDERATION

O

SERBIA

'y

PHA SERBIA

Save and Protect

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

lilya-belle@yandex.r

Pluc¢na Hipertenzija Srbija
UI. Kneza Mihalia 33
11000 Beograd
www.phserbia.rs
office@phserbia.rs

SLOVAKIA

SLOVENIA

DRUSTVO ZA PLIUCNO
HIPERTENZLJO SLOVENUE

SPAIN

VSUQN

MPERTENSION PULIONAR

SPAIN

K2

Fundacion Contra la
Pulmonar

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

phaslovakia@gmail.com

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

dbph.slovenije@gmail.com

www.facebook.com/PljucnaHipertenzija

ANHP Asociacion Nacional de Hipertension
Pulmonar

Calle Villajimena n° 85, 1° 4 C.P.

28032 Madrid

www.hipertensionpulmonar.es
informacion@hipertensionpulmonar.es

FCHP Fundacion Contra la Hipertension Pulmonar
Calle Pablo Neruda, 39 28980 Parla - Madrid
http://www.fchp.es/es - info@fchp.es
https://www.facebook.com/fundacionhp

SPAIN

SWEDEN
PHA

SWEDEN

UKRAINE

B

UKRAINE

0

ASSOCIATION OF PAT ENTS|
WITH PULMONARY HYPERTENSION|

https://twitter.com/fundacionhp
https://www.instagram.com/fundacionfchp/
https://wwwilinkedin.com/company/fundaci%C
3%B3n-contra-la-hipertensi%C3%B3n-pulmonar

Hipertension Pulmonar Espaiia Organizacion
de Pacientes (HPE-ORG)

Sant Feliu de Llobregat

c/o Anselm Clavé no 33 30 3a - CP 08980 Barcelona
http://www.hipertension-pulmonar.com
presidencia@hpe-org.com

PAH Sverige

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

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

fond.poryatunok@gmail.com

PHA Ukraine

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

info@pha.org.ua




Associated members of PHA Europe and contact details

ARGENTINA JAPAN
PHA Japan

HIPUA HIPUA Hipertenfi:)n F uln.10nar Argfentina Village A 209, 5-8 Tsukimino, Yamatoshi,
a é Juramento 2120 4° “11” - Ciudad Auténoma Kanagawaken, 242-0002 Japan

de Buenos Aires (CABA) CP:1428 npophajapan@gmail.com
oSS hipertensionpulmonarargentina@gmail.com

PULMONAR
ARGENTINA
NIGERIA _
ardiac Communi
CHINA N 4a Idowu Olaitan Sttgbagada
® iSEEK Pulmonary Hypertension Hope b’ o
P Center (PHA China) okl Lagos 102216, Lagos, Nigeria
.‘E.#*ﬁ é Rm.102B. NO.2 Block. NO5. H | / info@cardiaccomunity.org
.102B, NO.2 Block, 5. Huayuanlu,
Haidain District, Beijing, P.R.China
gloriahuan@hotmail.com (for international
communication)

huanghuan@iseek.org.cn (for Chinese) USA

Pulmonary Hypertension

A Association
GERMANY 1121 14th St NW, Suite 150

\gowers, | Pulmonale Hypertonie Selbsthilfe P B} Poinonry Hypertension Associton| Washington D.C., 20005
Hafenstrafle 122, 46242 Bottrop, Germany Empowered by hope v
)(MM“\ dani ) . https://phassociation.org/
[PH soete aniela.schiel@pulmonale-hypertonie-selb-
5 )t‘m mit ¥ y sthilfe.de
%""-4, )‘X‘“ -
ISRAEL
P PHA Israel

no h e s | 13 HaShoshan Street - Beit Shemesh

ey e snceter | 9959()13 Israel

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







early diagnosis ® best treatment @ better quality of life @ finding a cure

PHA EURYPE /*

European pulmonary hypertension association
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PHA EUROPE
WilhelmstraB3e 21
A-1120 Vienna
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info@phaeurope.org - www.phaeurope.org



