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Editor's memo

Dear Friends, Colleagues and Supporters,

“u
[tiswith mixe lings thatIstarted writing this editorial. organizing five webinars in various languages and

We had that thanks to various precautionary delivering a toolkit with detailed social media timeline
measures would be in the position to organize our in English and Spanish, are worth being mentioned

~ long-a ed Annual PH European Conference again in here again.

person fall. Unfortunately, COVID statistics became We received a nice gift for WPHD: the result of our PH
unfavorable and also a new variant was revealed: most care COVID survey - which was truly an international
I of v countries started closing down their borders project and collaboration with ERN-Lung, ESC, ERS
resulted in the postponement of our event. and ELF and which collected more than 1000 responses
sems uncertainty will stay with us for a longer period - was published mid-May in the Orphanet Journal of

of time and we need to cope with and prepare for this Rare Diseases.
A nprecedented situation. Despite the challenging spring we managed to collaborate

On the other hand I am delighted to let you know that with EU-IPFF (European umbrella organization of
e have never closed such an active and successful pulmonary fibrosis) and participated in their virtual
ear as 2021. European patient summit, as panelists, in April.
‘e kicked-off the year with the launch event of a very We participated in many online conferences and
mportant position paper “Towards a European Health webinars and shared the information we gained with the
nion - BREATHE Vision for the future”. We were PH community. The EURORDIS membership meeting
a presenter and a panelist in the online event hosted was again an important source of best practices from
by members of the European Parliament (MEP) and other rare diseases. ERS Digital Health Summit provided
ganized by MEP Lung Health Group. interesting insight into new technical developments.
enewal of our position paper, Call to EPF (European Patient Forum) organized a series of
ear and are progressing nicely with webinars on artificial intelligence.

/ !

lucky to have all the key opinion Last, but not least, ERS and ESC annual conferences
medical teams, our partners from the = and the CTEPH conference organized by ICA
ies, and representatives from the I(International CTEPH Association) are must-visit
to relaunch events where state-of-art management of PH is

on event provided by the key opinion leaders.
We continued our close collaboration with many - both
e in February and scientific and patient led - stakeholders, throughout the
0 by our members to year and we even managed to enlarge our collaboration
with other non-governmental organizations. We became
members of and are co-leading a patient-empowerment
initiative within Pulmonary Vascular Research Institute
PVRI). Most recently we joined the ESOT-ETPO
opean Transplant Patient Organizations) alliance.
S /e conducted a lot of - ccessful communication

ith the challenges

atients. Still target is raising

M e Al "
campaigns. O2 ca relaunched, the main

ns of children

ing of living with PH come true. We have alrea y helped many
kids and mad
vork Wwe s and ¢

lebration dt pril and May.

em smile: this cam gn gave us the

o give a helping hand to many more.
We ran many social media campaigns to raise awareness
0 this series of PH: #PHLeadersStory to introduce the Tléalders of

riposa is dedica
ain activities includec

e building our member associations, #goodPHNews to collect and

of a new page, co-organizing high profile Sare all the achievements of our members which we
l policy event on research MEPs ( ers of the n bﬁroud of.
European Parliament), 12 ition, We celebrated PHAwareness month in November with

o o 3

the participation as panelist in the First
Forum of the Latin-American PH coalition,
with ready-to-use and easy-to-share
materials and with a very touching video:
you can get to know three incredible people
from the ‘PH no limit’ footage.

‘We mustnot forget the support we provide to
our member associations under the umbrella
of the Capacity Building Program. Last year
were-built ourhomepage which gave theidea
to make it happen to our members as well.
The template was ready, the capacity was
available and many member associations
were keen to start working on their own
new webpage. Thanks to this program
we managed to deliver new webpages to
Hungary, Finland, Moldova, Italy (AIPI) and
Austria and more to come!

Let me conclude this editorial with a big
thanks to our members, patients, family
members, carers, friends and also to our
medical partners, physicians, surgeons
and researchers, who are with us on this
long journey. Without their assistance we
would not be where we are now. We are
very grateful to our industry partners, who
continue to support our work.

Gergely Meszaros
Project manager
PHA Europe
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In 2021 PHA Europe was present at...

n.*ﬂf _ ] Virtual (online) * January 27
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Virtual (online) * January 12

RESPIRATORY VISION COLLABORATION

Gergely attended this webinar hosted by European Federation
of Allergy and Airways Diseases Patients’ Associations (EFA)

i Virtual (online) * January 14
ol ol R MEP LUNG HEALTH GROUP CALL

jéﬂ h"" Gergely attended this call to discuss the details of the coming
'i'" _'i_i i MEP Lung Health Group event on EU research - the case of
l ! ‘ pulmonary hypertension
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Virtual (online) * January 14
WORLDPHDAY.ORG WEBPAGE TAKEOVER STEPS
Gergely attended this call to agree upon the steps of
taking over the webpage of WorldPHDay.org

_ & Virtual (online) * January 15
Toe Lo ' VIRTUAL (ONLINE), JANUARY 15

of Seven

HIGH IMPACT VIRTUAL ENGAGEMENTS WEBINAR
- Gergely attended this webinar about how to

I == ’ - L B . . . .

' organize meaningful and impactful virtual meetings.

The webinar was hosted by the European Patients’

Forum (EPF)

Virtual (online) » January 20

EUROPEAN LUNG FOUNDATION (ELF) PATIENT
ADVISORY COMMITTEE

Gergely attended this regular meeting on behalf of
PHA Europe

ElgHealth Programme - Next Steps
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Virtual (online) * January 23
EUROPEAN PATIENTS' FORUM (EPF)

5 sty o ) oyl EXTRAORDINARY GENERAL MEETING
i Nh:'"w'“ o Gergely represented PHA Europe on this event
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Virtual (online) * January 27

MEP (MEMBERS OF THE EUROPEAN PARLIAMENT) LAUNCH EVENT OF
THE BREATHE VISION

Gergely represented PHA Europe and was a speaker on this event

IMPACT VIRTUAL ENGAGEMENTS WEBINAR

Virtual (online) * January 28
SHOT CALLERS WEBINAR ON COVID 19 £ k-
Gergely attended this webinar organized by EPF D=
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Virtual (online)  February 11

KICK OFF CALL OF THE REVISION OF PHA

EUROPE'S CALL TO ACTION

Gergely hosted this call with the participation of
representatives of non-governmental organizations,
medical partners and pharmaceutical companies
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Virtual (online)  February 12
ERN-LUNG EPAG MEETING
Gergely represented PHA Europe on this meeting

Virtual (online)  February 19
CALL ON THE EJP-RD SUBMISSION
Gergely participated in this call with the representatives of ERN-Lung

Virtual (online) *» February 19 g sctionn
EUROPEAN LUNG HEALTH GROUP (ELHG) et
MEETING WITH DG SANTE T i i
Gergely attended this event as the member of i e s
the ELHG. The Commission was represented by
Mr. Delsaux

EllgHealth Prugram'be = Mext Steps
EpF =

Virtual (online)  February 23

B oty - e e o RARE 2030 FINAL POLICY CONFERENCE
RS U T e, " Gergely participated in this event as the member of the
=" Rare 2030 expert panel
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Virtual (online)  February 23
EUROPEAN LUNG HEALTH GROUP (ELHG) MEETING
Gergely represented PHA Europe on this meeting




Virtual (online) » February 24
EURORDIS ROUNTABLE DISCUSSION

AND BLACK PEARL GALA DINNER

Gergely attended these events as Rare 2030 expert
panel member

Virtual (online) » February 25

ERN-LUNG PATIENT REPORTED OUTCOME (PRO)
FUNCTIONAL COMMITTEE MEETING

Gergely hosted this event

Causes of bronchiectasis W 5VEA

oD
- B

Virtual (online) » March 1-13

ANNUAL PULMONARY HYPERTENSION
EUROPEAN CONFERENCE (APHEC)

The biggest European PH conference organized for
patient associations

Virtual (online)  February 27
BRONCHIECTASIS PATIENT CONFERENCE
Gergely attended this virtual event

Virtual (online) » March 3 ===
ERN-LUNG BOARD MEETING E
Gergely attended this meeting as the member of the Medical . T
Steering Committee — gt

Virtual (online) » March 8

CHRONIC RESPIRATORY DISEASE IN THE COVID ERA
Gergely attended this webinar organized by GARD
(Global Alliance against Chronic Respiratory Diseases)
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Virtual (online) » March 12
PREPARATORY CALL FOR THE ERS LIVE VISION
Gergely attended this call as the speaker of the subject event
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Virtual (online) » March 18

ERS WEBINAR ON CTEPH

Gergely attended this webinar as previous task force
member of the ERS Statement on CTPEH

Virtual (online) » March 19
ERN-LUNG EPAG MEETING
Gergely represented PHA Europe on this meeting

EVALUATING THE CROSS-BORDER HEALTHCARE DIRECTIVE
Gergely attended this webinar organized by EPF

Virtual (online) » March 23

ERS LIVE VISION: LIVING WITH RARE RESPIRATORY DISEASES
THROUGH THE COVID -19 PANDEMIC

Gergely attended this session as a speaker

Virtual (online) » March 29
WEBINAR OF THE INTERNATIONAL PH COMMUNITY
Gergely represented PHA Europe on this event hosted by PHA USA

Virtual (online) * April 13
WEBINAR ON BEST PRACTICES BY DG SANTE
Gergely attended this event hosted by EFA and the ELHG

Virtual (online) « April 19

MEP I1G EVENT - TURNING PRINCIPLES INTO A REALITY OF MORE
EQUITABLE HEALTHCARE

Gergely attended this event organized by PACT

= Patient org networking day proposal @ELF

Virtual (online) * April 20
ELF PATIENT ADVISORY
THE CASEOF PULMONARY HYPERTENSION COMMITTEE (PAC) MEETING

e e Gergely represented PHA Europe
on this meeting e e

Virtual (online) « April 21

ACCELERATING EU RESEARCH FOR RARE DISEASES - THE CASE OF
PULMONARY HYPERTENSION

Important political event co-organized by MEP Lung Health Group, ERS
and PHA Europe




Virtual (online) * April 25 i ' @ I_E‘] .
EUROPEAN PF (PULMONARY FIBROSIS) PATIENT SUMMIT

Gergely participated in this event as a speaker

Virtual (online) « April 27
EUROPEAN LUNG HEALTH GROUP MEETING
Gergely represented PHA Europe on this webinar

Virtual (online) » May 7 gg“p;;gmﬂr
WORLD PH DAY (WPHD) WEBINAR SERIES: | -
PROF. JOANNA PEPKE-ZABA

Gergely hosted this English language webinar on patient

reported outcome L

Online webinar |
Conference g - Virtual (online) « May 11
t%b WORLD PH DAY (WPHD) WEBINAR SERIES:
o e PROF. PILAR ESCRIBANO
b eeiratig I e iminnte Gergely co-hosted this Spanish language webinar on
BEREE & .. s tipertenion Pulmonar treatment strategies

Saart a1 7-B PMl CET =] e v
Y Tratamienta por objetives

Virtual (online) » May 12-14

EURORDIS MEMBERSHIP MEETING (EMM)

Danijela and Gergely represented PHA Europe on this event.
Danijela ran a presentation about experience with working with
the media and celebrities

o o Ee . .

Y - - N - —— Virtual (online) » May 20

' g INCISIVE HEALTH MORNING CLUB
Gergely attended this online webinar

S B T B cem

Virtual (online) « May 20 g:::?;:_::t;i"ar ﬁ'

WORLD PH DAY (WPHD) WEBINAR SERIES:
PROF. SANDEEP SAHAY AND PRASHANT BOBHATE

| X . i How t-:». stnp wcrrr;.-in'g
Gergely co-hosted this English language webinar on everyday . and start li¥ing with PH
tips on PH =

Online webinar

Conference

Virtual (online) « May 20

Start 6PM Brazll time b, Mg WORLD PH DAY (WPHD) WEBINAR SERIES:
;‘lﬁf;:ﬁf;;u;“:;;iﬁ; PROF. MARCELO BANDEIRA

L era pés-coyid 19 Gergely co-hosted this Portuguese language webinar on
management of PH in light of the COVID era

virtual (online) - May 21 AN WL
SHAPING EUROPEAN HEALTH DATA SPACE FOR PATIENTS .
Bsgr g e v e bl g v P o

AND WITH PATIENTS
Gergely attended this webinar organized by EPF

Online webinar
Conference

Virtual (online) » May 26

T WORLD PH DAY (WPHD) WEBINAR SERIES:
HipertensSo Pulmonar PROF. FLAVIA NAVARRO
Associada a Cardiopatias Gergely co-hosted this Portuguese language
Copgénitey webinar on congenital heart disease and PH

Start 4PM Brazil iime

£ FREE

Virtual (online) » May 28
ERN-LUNG EPAG MEETING
Gergely represented PHA Europe on this meeting

Virtual (online) » June 3-4
ERS DIGITAL HEALTH SUMMIT
Gergely attended this conference on behalf of PHA Europe

TR

H H o Towards a
Virtual (online) » June 7 PRI . ocon oo Union:
EUROPEAN LUNG HEALTH GROUP (ELHG) MEETING R TRl BREATHE vision for the
Gergely represented PHA Europe on this meeting 0 VRN future

oS Virtual (online) » June 9
EEE:':ET-’* z ) T PACT PARTNER’S ASSEMBLY

| zoa Gergely attended this assembly of Patient Access
e ——— Partnership (PACT)

nocnop _m

Virtual (online) » June 14

EFA MEET AND GREAT THE EU TRAINING:
THE EUROPEAN MEDICINES AGENCY
Gergely attended this webinar about EMA

Virtual (online) » June 15

PVRI PATIENT ENGAGEMENT & EMPOWERMENT
WORKSTREAM MEETING

Gergelyis co-chairing this initiative of Pulmonary Vascular Research
Institute (PVRI)
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T T e of e Ky e _ Virtual (online) » June 18

: - UNMEET NEEDS & CHALLENGES IN ACCESS TO TREATMENT
IN EUROPE: THE CASE OF CHRONIC KIDNEY DISEASE
Gergely attended this political event

Virtual (online) » June 21

WEBINAR OF THE INTERNATIONAL PH COMMUNITY
Gergely represented PHA Europe on this event hosted
by PHA USA

Virtual (online) » June 22

ERS VIRTUAL CONGRESS UPDATE

Gergely attended this briefing to have better understanding
of the upcoming congress

Virtual (online) » June 30
ERN-LUNG CORE NETWORKS MEETING
Gergely represented PHA Europe on this event

Virtual (online) * July 7
ERN-LUNG FUNCTIONAL COMMITTEES MEETING
Gergely represented PHA Europe on this event

Virtual (online) ¢ July 8
ELF PATIENT ADVISORY COMMITTEE (PAC) MEETING
Gergely represented PHA Europe on this meeting

Virtual (online) « August 23
ELF FACILITATORS BRIEFING
Gergely attended this briefing to prepare for the patient associations’ day

Virtual (online) » August 27

ASSEMBLY MEMBERS' MEETING (AMM)
(PULMONARY VASCULAR DISEASES)

Gergely attended this meeting as patient representative

'@Esc B
ESC

CONGRESS
2021

THE DIGITAL EXPERIEMNCE

Virtual (online) » August 27-30
EUROPEAN SOCIETY OF CARDIOLOGY (ESC)
ANNUAL CONGRESS

Gergely attended this important conference

Virtual (online) » August 29 - September 1 S
EUROPEAN SOCIETY FOR ORGAN :‘ .
TRANSPLANTATION (ESOT) CONGRESS i
Natalia and Gergely represented PHA Europe on this congress

2021 29" August
1 September 2021
AN !Septomt

Virtual (online) » August 30
ERN-LUNG EPAG MEETING

Natalia and Gergely represented

PHA Europe on this meeting

Planary vibon Feadhack WE
Virtual (online) » September 2 % =
ELF PATIENT ORGANIZATIONS' DAY é m oy |
Gergely attended this meeting and also helped as facilitator ﬁ &I

Virtual (online) » September 3
PHA EUROPE BOARD AND STAFF MEETING

Virtual (online) « September 5-8
EUROPEAN RESPIRATORY SOCIETY (ERS) ANNUAL CONGRESS
Gergely participated in this conference on behalf of PHA Europe

Genetic discovery in PAH

- Virtual (online) « September 13
e © © o o PVRI WEBINAR: TBX4, DEVELOPMENTAL LUNG DISEASE,
= o= = g o AND PULMONARY HYPERTENSION

Gergely attended this webinar

Hl T L B

Virtual (online) » September 13-16 ___l' LA l -‘l.

71ST SESSION OF THE WHO REGIONAL a  [EEE
COMMITTEE FOR EUROPE .
Gergely attended this political event as part of
the EFA delegation

Virtual (online) » September 15

PVRI PATIENT ENGAGEMENT &

EMPOWERMENT WORKSTREAM MEETING

Gergely is co-chairing this initiative of Pulmonary
Vascular Research Institute (PVRI)

iDDEDODE

Virtual (online) » September 22
ERN LUNG MEDICAL STEERING COMMITTEE (MSC) MEETING
Gergely attended this meeting as the member of the MSC




Virtual (online) » September 22
LAUNCH EVENT OF THE WHO 2021 AIR
QUALITY GUIDELINES

Gergely participated in this political event
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Virtual (online) » September 27
PACT-EPF WEBINAR: MODEL ACCESS SOLUTIONS
Gergely attended this meeting
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Virtual (online) « September 29
BEYOND DNA: THE UNSEEN GENOME AND
NOVEL OMICS APPROACHES TO PH

Gergely attended this webinar organized by PVRI

Virtual (online) » October 6

PH EMPOWERMENT NETWORK (PHEN) WORKSHOP
Danijela, Tadeja and Hall participated in this

workshop coordinated by Janssen

Virtual (online) » October 18
EUROPEAN LUNG HEALTH GROUP

(ELHG) MEETING ON BREATHE VISION 2030
Gergely participated in this event

Virtual (online) « October 27

PH EMPOWERMENT NETWORK (PHEN) WORKSHOP
Danijela, Tadeja and Hall participated in this workshop
coordinated by Janssen

Tyl ‘ﬂ . .
!,r l""l_ﬁ! Virtual (online) » October 28

H ELF PATIENT ADVISORY COMMITTEE (PAC) MEETING
Gergely represented PHA Europe on this meeting
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Virtual (online) » November 9
PHA EUROPE BOARD AND STAFF MEETING

Virtual (online) » November 17

PH EMPOWERMENT NETWORK (PHEN) WORKSHOP
Danijela, Tadeja and Hall participated in this workshop
coordinated by Janssen

Virtual (online) » November 18
ERN-LUNG EPAG MEETING
Natalia and Gergely represented PHA Europe on this meeting

Virtual (online) » November 19
LIVING WITH PAH PANEL DISCUSSION
ORGANIZED BY JANSSEN

Danijela attended this meeting on
behalf of PHA Europe

Danljela Pedié,
erevident of Fen Sark

A Sarbile snd T with Far

Virtual (online) » November 19
FIRST VIRTUAL FORUM OF THE LATIN-AMERICAN PH COALITION
Gergely attended this meeting as a panelist

Virtual (online) » November 23
MEETING ON THE EUROPEAN

HEALTH DATA SPACE

Gergely participated in this event with
some of the members of the ELHG

Virtual (online) » November 24

PVRI PATIENT ENGAGEMENT &
EMPOWERMENT WORKSTREAM MEETING
Gergely is co-chairing this initiative of Pulmonary
Vascular Research Institute (PVRI)

Virtual (online) » December 7
MEETING WITH THE TURKISH
THORACIC SOCIETY

Gergely attended this meeting

Virtual (online) » December 8

PH EMPOWERMENT NETWORK (PHEN) WORKSHOP
Danijela, Tadeja and Hall participated in this workshop
coordinated by Janssen




Hybrid « December 10-11

INTERNATIONAL CTEPH CONFERENCE

Gergely attended virtually this congress organized by the
International CTEPH Association (ICA)

Online « 8 February
EURORDIS BLACK PEARL AWARDS
Annual fundraising gala meeting of EURORDIS around Rare Disease Day.

Frankfurt, Germany « 23 February

ERN-LUNG BOARD MEETING

Annual meeting of health care providers,

which are members of ERN-Lung and patient representatives.

Online « 1- 2 March
ANNUAL PULMONARY HYPERTENSION EUROPEAN CONFERENCE /APHEC/
The biggest annual gathering of European PH associations’ leaders.

Brussels, Belgium « 23 April
EUROPEAN PATIENT FORUM ANNUAL GENERAL MEETING

Berlin, Germany « 15 -18 May

ESOT INTERNATIONAL TRANSPLANT SCIENCE (ITS) MEETING

Annual meeting of health care providers, which are members of ERN-Lung
and patient representatives.

Online « June

EURORDIS GENERAL ASSEMBLY

Athens, Greece 22 - 26 June

15TH PVRI ANNUAL WORLD CONGRESS ON PULMONARY HYPERTENSION
Online « 27 June - 1 July

EUROPEAN CONFERENCE ON RARE DISEASES & ORPHAN PRODUCTS
Barcelona, Spain « 26 - 29 August

EUROPEAN SOCIETY OF CARDIOLOGY ANNUAL CONGRESS

Barcelona, Spain « 4 - 6 September
EUROPEAN RESPIRATORY SOCIETY ANNUAL CONGRESS CONGRESS 2022

Amsterdam, Netherlands + 25 - 28 August, 2023
ESC CONGRESS

Stockholm, Sweden « 2023
EURORDIS MEMBERSHIP MEETING

Milan, Italy + 9-13 September, 2023
ERS CONGRESS

Athens, Greece + 17-20 September, 2023
ESOT CONGRESS

2023
ICC (INTERNATIONAL CTEPH CONFERENCE)

London, United Kingdom + 30 August - 2 September, 2024
ESC CONGRESS

2024 February
7TH WORLD SYMPOSIUM ON PULMONARY HYPERTENSION

sarty diagnmug @ el estmant # batisr gualily ol s & tafing & surs

PHA EURDPE f:,ﬁ;

pulmonary hyperbension association

CONGRESSES & CONFERENCES

PHA Europe has run an annual
conference for many years in a
row. We usually meet in ahotel by
the beach just south of Barcelona.
We call it APHEC (Annual PH
European Conference). The
participants are leaders of the
European national associations.
They are invited to bring an
extra person — often a translator,
if English is a challenge for the
national  presidents.
The conference has
always been a source
of inspiration and
opportunity for the
participants to bond.
We often use the
term «our PH family»,
because our meetings
have united us and

ANNUAL PH EUROPEAN CONFERENCE

Hall Skaara

was easily recognizable to all with the pool in the
front and the beach in the back of the hotel.
The participants entered the hotel through the
virtual lobby. Here they got their badge and were
greeted by one of the staff members. In addition, a
welcome address from our president was played at
the tv screen behind the desk counter. From the
reception, one could go to any of the other areas in
the hotel.
During our face-to-face meetings, the national
associations often bring brochures and other
materials to the conference room. Here it is
all displayed and representatives from other
associations can get inspiration and exchange
samples with each other.
We wanted to create something similar in our
virtual conference center and

made an exhibition area, where
all national associations were
given a booth. Here they could
write a description about their
association,  upload  videos
and documents that could be
downloaded by all participants.
We also created a second
exhibition hall. Here
pharmaceutical companies, that
we collaborate with, had a booth
each. Likewise the speakers of
the conference also had a booth,
where the participants could read
their micro biography.

The social aspect of the
APHEC is very important and
we tried to recreate the nice
social atmosphere by creating a
meeting area by the pool. Here

made us a closely connected PH community, where
no country borders exists. In this type of atmosphere,
sharing and supporting each other comes natural. So our
APHEC:s are very important to us.

Due to the pandemic, it was impossible for us to meet
in Barcelona in 2020, like in the previous years. By the
end of the year, we understood that we needed to find an
alternative solution. So we contacted a Dutch company,
who specializes in virtual events. They had a strong
graphic department, and helped us recreate our Barcelona
hotel. The two story building, with alleys on both sides,




participants could chat with other online participants
by clicking on their icons. In addition, they could run
video meetings with each other one to one or even
group meetings. For a couple of weeks, we ran informal
chat meetings by the pool every evening at 7 o’clock.

One important part of our APHEC is the presentations.
We often attract top of the line PH specialists to speak
for us, and our virtual APHEC was no exception. We
prerecorded their presentation and made it available
for our participants in the presentation room. The
participants could watch them when it suited them, and
they would write down questions they wanted to ask
the presenters. Then we set aside two days where each
of the ten presenters would participate in an hour long
Q&A (Questions & Answers) session. A PHA Europe
staff member was the moderator and asked the questions
that were previously sent to him by the participants. The
video session was streamed live to the theater room in
the virtual conference area and the participants could ask
additional questions to the presenter via the moderator.
A large portion of the PHA Europe’s national associations
took part in the very interesting Q&A sessions and
seemed to enjoy the state of the art virtual setup.

We covered a lot of interesting topics during the
presentations. An Austrian PH specialist talked about
PH and covid-19. A British nurse talked about patient
followups and diagnostics during the pandemic. In
addition, we had an interesting session about PH and
yoga, plus a related session on PH and breathing exercises.
In addition, Prof. Griinig, a leading PH specialist,
talked about PH and rehabilitation. Mental health for
people living with a chronic disease was also covered
by a physiologist, who has worked with PH patients
for more than a decade. Prof. Humbert talked about PH
research and Prof. Lang presented future PH treatments.
Prof. Klepetko talked about advances made in lung
transplantation for PH patients. In addition, a long term
surviver of PH presented his personal survival guide. All
in all, a diverse and interesting set of presentations very
well perceived by the participants.

Of course, nothing beats a face-to-face meeting, but 2020
was a year where alternative solutions had to be made.
We think we managed to portrait the friendly and great
atmosphere of our APHEC and provide our participants
with a memorable and informative very professional

online event. It will be interesting to see if we can finally
meet again in Barcelona in 2021 or if we need to copy the
virtual event also this year. We hope to be able to meet,
but if not, we know we have a good alternative in store.
Our virtual APHEC 2020 was a solid proof of that!
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, breath counts

The ERS Presidential Summit was held virtually in the what's the plan.
first week of June and covered the topic of digital health.

Prof. Anita Simonds, ERS president outlined:

“T chose digital respiratory medicine as it affects all team
members and patients across the whole range of respiratory
medicine. It can improve care, but in other areas it has been
introduced with little formal evaluation — a situation which
would never apply with any other medical interventions.
During the COVID-19 pandemic, there has been a rapid
increase in digital care delivery, to a large extent out of
necessity. Patients have been seen by virtual consultations and
there has been a marked increase in telemonitoring to reduce
infection risks. There has also been an increase in use of big
data and artificial intelligence to improve diagnostics and
improve management algorithms. Our aim in the Summit
is to assess what works, what is realistic for current practice,
and what is futuristic and requires further evaluation.”
Prof. Thierry Throosters, past ERS president pointed
out the aspects of patient care and provided a nice idea
that healthcare systems should work as Lego blocks, ie.
interoperability is a must and the only way which might
bring in real changes in the healthcare systems.

+ Digital acceleration
+  Evaluation

= Integration and new clinical patfways

*  ADOess and eguity

+  Relevance to high and low resource settings

> Digital Health Summit

eration — impact of covid-19

The program continued with a session held by the
representative of ESC and a lot could be learnt about
best practices. It is also good news that FDA (US Food




and Drug Administration) has cleared a huge amount of
machine learning products for cardiology most recently.
More and more wearables are used in the general
public and also by patients, however a clear distinction
needs to be made between medical devices and such
publicly available “gadgets”. Sport related research and
such "gadgets" are important factors and contribute
to digitalization, but to generate reliable, comparable
and medically assessable data, requirements of the EU
medical devices directive are to be met. Naturally, there
are challenges to be addressed regarding these wearable
products, but the first steps are definitely made to pave
the way for e-health.

Couple of sessions with country-specific examples were
devoted to tele medication, how patients were tracked and
treated remotely (data show that adherence to medication
and treatments were better) during COVID-19. However,
the most interesting and promising lectures were about
artificial intelligence (AI).

Al is still challenged by having an "in the box" view,
which means that decisions are made in a black box

e i
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and you can only see the input and the result. There are
some ways how these challenges can be mitigated, but
would you rely on the decision of a black box. ... or would
you rather trust in the decision of a pigeon? — a survey
revealed that pigeons can identify some types of tumors
from X-ray images.

A lot to do on this field, but it became clear that
acceleration to digitalization, more reliance on Al is the
undisputable proceeds of the COVID pandemic.
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Improving Iong-term outcomes in PAH: Time matters!

CO-CHAIRS ‘

jean-Luc Vachiéry

At diagnosis?

Diagnosis of mon-
vasoreactive PAH
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Residual role for ¥ s
initial menetherapy Initial oral
combination

er Sitbon | Paris-Saclay University, Le Kremlin-Bicétre, France

A timely treatment plan is recommended to
optimise long-term outcomes for PAH patients

At follow=-up (3-6 months)?!

Consider refema

- for lung
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High-risk L]
| Lowrise [N Triple sequential
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and listing for lung - Intermediate or m

transplantation®

Initial double oral therapy improves long-term
outcomes®? and is recommended for most
patients at diagnosis?

Therapy should be escalated early to triple
combination therapy for patients who deteriorate
or do not improve! as it has been shown to
improve long-term outcomes®%&

Pulmonary Hypertension

With the last days of the summer and the commence
of the autumn many congresses and meetings took
place. The ESC congress overlapped with the hybrid
bi-annual congress of ESOT (The European Society for
Organ Donation), where one the most important topics
was the ways of collaboration between the patient
community and the medical professionals.

Improving long-term outcomes in PAH: Time matters]

Optimised approach to achieve
the best outcomes

|.'mw|l-:i' o i ;l" M

The annual congress of the European Society of
Cardiologists (ESC) was organized between 27th and 30
of August and held virtually.

Luckily, PHA Europe became part of the ESC patient
forum, which provided us with the opportunity to attend
some of the sessions.

Many sessions were running simultaneously on the robust
virtual platform, thus this article is not intended to fully
cover all the lectures, but only highlight some of them
which might be interesting from patient perspective.

—
janssen J  fuimen fobunen

Improving long-term outcomes in PAH: Time matters!
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Prof. Olivier Sitbon (France) and Prof. Jean-Luc
Vachiery (Belgium) chaired an interesting session of
"Improving long-term outcomes in PAH: Time matters!'
sponsored by Janssen.

We learned that there has been a clear shift in the focus
of the clinical trials: previously short-term functional
improvements (eg. 6MWT) were the primary endpoints,
however in the Griphon, Ambition, Seraphin studies
long term morbidity and mortality became the clinically
meaningful endpoints.




In another session comparison was made and the effect
and benefits of the initial and sequential (double/
triple) combination (oral vs. intravenous) therapies
were presented; however, it was pointed out by Prof.
Galie that in real life we are very far from the optimal
situation. Despite the recommendation (underpinned
by strong data and many trials with high number of
patients) which proposes 60-70% of the patients to be
on double oral therapy, the real-life data shows that
only 10-20% of the patients receive this combination of
medications.

On the very same day a mixed session was organized
which has some relations to pulmonary hypertension.
The most interesting was about pregnancy and heart:
there is an ESC guideline on the management of
cardiovascular diseases during pregnancy and the ESC/
ERS PH guidelines is also dealing with this delicate
and very important topic. It has never been challenged
that pregnancy means a high risk for cardiovascular
disease patients, however the question nowadays is
whether a safe pregnancy and delivery is possible for a
low-risk patient.

A complicated case study was provided in another
session co-chaired by Stephan Rosenkranz (Germany).
Michele D'Alto (Italy) emphasized the importance
of risk stratification, achieving a low risk profile and
referred to studies about combination therapies.

The early risers were witness of an unusual poster
session from 7.15 AM (!) on Monday morning. A special
committee selected the most relevant posters and the
authors had the chance to introduce the background and
the main findings.

Two posters were dealing with non-invasive prediction
and stratification methods, another poster was covering
data analysis of 20 years of pediatric care and the last one
presented the Treprostinil inhalation powder study.
Many materials were accessible and available online for
the participants which supplemented the live sessions.
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Treatment effect of selexipag on time

to disease progression when initiated
early in pulmonary arterial hypertension
patients: GRIPHON and TRITON pooled
analysis

AT LT LE T e

Im PAM clinical practice, deugs tangeting the prostacyclin pathway, including the oral
prostacydin receptor agonist selexipag, are often initiabed years after disgnosis*

Irs B poel-fhac anaiyEl fom GRIPHON (N=40-), selexipag treatment within 6 months
of diagrcdais reduced the ek of deeade progrission by 55% companed with placeba?

Tn TRITOM [N=247), triple therapy [selexipag, macitertan, tadalafil) in rewly diagrosed
patients reduced the risk of disease progression by 41% companed with deuble theragy
{piscebo, mackentan, tadalaf]} [exploratory analysisy®

Here we Investigate the iImpact of Inltlating selexipag within & months
of diagrosis on disease progression n & large PAH population of pooled
GRIPHON and TRITON patients

Methods: Post-hoc analysis
of pooled TRITON and GRIPHON data
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Initiation of selexipag within & months of disgnosis as part of triple
or double combination therapy or a5 monotherapy réduced the risk
of disease progression by 52% (HR 0.48; 95% CI 0.35, 0.66)
in a large cohort of PAH patients from GRIPHON and TRITON

This highlights the benefits of early use of selexipag in delaying
disease progression in PAH and supports the principle of early
escalation of therapy targeting the PGI, pathway, consistent with
current treatment recommendations®

ubdelines v Practice: management of atrial sepiad defect with pulmanary hyperfantion
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Natalia Maeva

Physlcal activity

Ay Bodily

WHO 2020 physical activity recommendations
in adults with chronic conditions
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Aerobic activities Multicomponent
: = = 2.5 hfweek @ moderate intensity, or activities:
-‘.: = = 75 min/week @ high intensity, or = Aerobic/strength
T—— » Equivalent combination of both activities which
include balance
training

Muscle-strengthening activities
Ly = > 1% per week

& > 3x per week
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Exercise training after transplantation
PT_?"T" 'm“,‘ o e Increases:
Ao o i ¥ Cardiorespiratory fitness (VO,peak)
Fhysical rels ¥ Muscle strength
e Lol ¥ Health-related quality of life
General health
Sacial functianing
Mamtal hisallh

More data required on optimal mode of implementation

«  Growing direct evidence in Tx reciplents
«  Owverwhelming indirect evidence in other populations

=+ Undisputable, pleiotropic health benefits from physical activity & exercise

It is one thing to know about its benefits, another to implement it in daily life
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The ESOT (The European Society for Organ
Transplantation) Congress took place in
Milano from the 29th of August to 1st of
September, 2021 and the organizers made
available the online access to the sessions.

The hybrid event really provided world-
class science, from revolutionary abstract
presentations to Think Tank sessions full
of debate and discussion in various areas
of transplantology.

The most interesting part of the
congress for the patient was the ESOT-
ETPO alliance Online Symposium.
It was held on the 28th with the title of
»When every small step is a step forward.
Being physically active after solid organ
transplantation.” This session was very
well attended by patients and patient
representatives.

The main message was that physical activity
is a crucial lifestyle component of long-
term health management for people with
organ transplants.

The following questions were discussed
during the event: ,What do we know
about the physical activity after solid organ
transplantation? What is the patient experience
with physical activities” The symposium
addressed these questions with an expert
panel of speakers, including physical
therapists and recipients of transplants
while providing accessible information
and practical advice. Every transplanted
patient knows very well that exercise not
only changes your body, but it changes
your mind, your attitude and your mood.




We were also witness of extraordinary
sport achievement of transplanted
patients: among others the Billion Steps
Challenge project of the World Transplant
Games Federation was promoted.

The results of two surveys were presented
during the symposium and the action points
derived therefrom. One of the surveys
was dealing with the main concerns of
the patients (330 responses were collected
from 27 countries) and a Transplantation
Learning Journey (TLJ) 2.0 was launched
with the aim of establishing a platform for
learning and collaboration.

Other promising initiatives were also
presented as the Ambassador program,
the Patient Inclusion Initiative (Hesperis
course) and the EPITA Symposium. PHA
Europe was represented by Natalia Maeva,
Board member and Gergely Meszaros,
staff member.

The mission of the ESOT-ETPO alliance
is to promote realistic medicine in organ
donation and transplantation. The alliance
aims to achieve this by empowering
people with transplants, encouraging and
facilitating a meaningful dialogue between
patients, organ donors and their families,
caregivers and transplant professionals to
ensure that their views and experiences
are represented.

During the previous meeting of the ESOT-
ETPO Alliance Advisory Board, which took
place in 2019 in Copenhagen, 17 patient
organizations / societies from 13 countries
were represented. This time in Milan the
number of participants increased to 24
patient organizations / societies from 19
countries participating in 3 ESOT Sections
and Committees.

The journey in organ donation world does
not stop because saying one “yes” 8 people
can receive second chance for a new life.
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Barriers to and Facilitators of Physical Activity

Take home message

Exercise training after transplantation

# Promote recovery in physical fitness: aerobic capacity, strength, balance

* Promote self-efficacy

r Prevent chronic comorbidities

# Fromote quality of life: physical and mental well-being + social connectedness

Active living after transplantation

# Maintain health benefits of previous exercise training
7 Integrated in daily life

= Adapted to personal needs, capacity, and preferences
Every small improvement in physical activity counts

It is never too late to (re-) initiate physical activity in yvour life; start today!

[ ® E. van Adrichem 20186]

Barriers — —_— Facilitators.
Stronger Physical Energy Level Coping Motivation
Limitations
T Fear Self-Efficacy Routine/Habit Consfzque-l?c_es
of (injactivity
Comorbidity Expertise of Goals!

Personnel goal priority
Transplanted

organ

Social Support

Bad Weather

l Post-Transplant Side-effects

Life-events medication St th
reng
Age Social Role .
Weaker Financial Group Activity Weight
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Transplant
Games
Federation

BILLION STEPS CHALLENGE

{h NOVARTIS

20th Sept — 28th No
Everyone

Ta STEP your way 2 better health
of Life
for organ donation
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CONGRESS 2020
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Due to the uncertainties of COVID,
the biggest gathering of respiratory
physicians, the annual congress of
the European Respiratory Society
(ERS) (Sept 5-8) was organized this
year again virtually.

1

On one hand it is very practical,
because ample of pre-congress
materials were shared online and
it was not a must to squeeze all the
meetings into 3-4 days, however
everybody is missing the face-
to-face meetings and informal
discussions.

Solely on the field of PH 27 pre-
recorded  presentations  were
available in different topics:
we could learn about artificial
intelligence (AI), a new app which
might be used for home 6MWT,
the link between pulmonary
fibrosis and PH and many more.
Two presentations were dedicated
to the delicate issue of pregnancy
and the recommendation of the
guidelines - that PH patients
should avoid becoming pregnant
— was echoed, however reassuring

Gergely Meszaros

Assembly Members’ Meeting 2021

Assembly 13: Pulmonary Vascular Diseases

Friday 27 Augustus 2021
15:30 — 16:30 CET

Anton Vonk Noordegraatf

David Jiménez Castro

data was provided from Hannover
covering 12 years.

2

More than one week prior to the
Congress the ERS Assembly 13
(Pulmonary Vascular Diseases) held
its annual meeting virtually - it is
usually part of the ERS Congress.
Prof. Marion Delcroix introduced
the new chair Prof. Anton Vonk
Noordegraaf from Amsterdam, NL
and informed the audience about
the slight decrease of the number
of the members, abstracts and
clinical cases. Awards were handed
over virtually to Prof. Joanna
Pepke-Zaba (Great Britian) and
Prof. Gabor Kovacs (Austria).

Overview was given about
upcoming funding and educational
opportunities, ongoing clinical
research collaborations (PEX-NET
and PHAROS) and first preparatory
steps were made to the next ERS
Congress (2022 - Barcelona).

3
It became a routine that for patient
advocates the ERS Congress




started with the patient organizations day organized by
the European Lung Foundation.

The main theme was digital health: Prof. Anita Simonds,
ERS president, summarized the main findings of the
ERS Presidential Summit on digital health solutions.
It was followed by the presentation of Pascal Lardier
about the new and active roles of patient associations in
the new digital world.

Before the lunch break patient organizations provided
insight into some of their most recent initiatives like
home spirometry, assistance provided during the
COVID-19 pandemic.

The afternoon continued with break-out sessions,
where PHA Europe was one of the facilitators and the
day was closed by Prof. Marc Humbert, ERS President
elect and Hans Kjeld, ELF president.

It was good to see that 3 e-posters were submitted from
our community: one from BSPPH, Bulgaria, one from
PHURDA, Ukraine and PHA Europe also submitted
one — about PH Care Covid survey.

4 « ERS Congress - Main part

Various lectures were presented about pulmonary
embolism (PE) (which can be turned to CTEPH). One
of the co-authors, Prof. Erik Klok (NL) presented the
soon-available new PE guidelines.

Prof. Frances S. De Man (NL) tried to find the answer
in her presentation whether right ventricle imaging
can improve risk stratification. She compared various
registries, assessment methods, including Reveal and
the French approach, and they ran a survey with more
than 400 patients involved. Unfortunately, the results

Flagship EU initiatives

European Graen Deal = aimed at making EU econany sustainable,
restoring biodiversity and cutting pollution

Digital Health - the création of & Eurapean Health Data Space to
promate heaalth-data exchange and support resesrch

*  ECDC and EMA - in relation ta COVID-19 pandemic, reinforced
mandates will be propoed

! Crens barder health threats !n.;u'.la!-'_'pn will be revized

*  New £95.5 billion Horizon Europe programme for
research and innovation

Mew £5.3 billlon EUdHealth EU health programme

*  New Innovative Health Initiative [IH1) - a new public-
private partnership (PPP) for health under Horizon
Eurape
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need validation from a bigger cohort of patients, so
currently there is no answer.

Based on an original idea a session was held about the
current classification of PH. Prof. David Montani (F)
introduced those scientific criteria that the guidelines
need to meet in general (eg. evidence based, widely
disseminated, adaptive) and the ESC/ERS guidelines
on PH meet these ones. The opposite part represented
by Prof. Harm Jan Boogard (NL) challenged these
statements: why initial triple combination therapy is
given to cca. 5% of the patients, problematic phenotypes
(elder and/or obese patients) within the same class, 60
(1) subgroups of PH and only 3 pathways.

On the last day various lectures were held: Prof. Laurent
Savale highlighted that liver transplantation might be
a possible treatment of portopulmonary hypertension
(PoPH) patients, but more data is needed.

Prof. Harm Jan Boogard (NL) in his presentation
outlined the clinical distinction between pre- and post
capillary PH. Prof. Karen Olsson (Germany) talked
about the lungs' diffusing capacity (DLCO) which is
mildly reduced in iPAH.

Prof. David Kiely (GB) made one of the last presentations
which covered the role of imaging in the diagnosis
and follow-ups of PH - with special attention to the
Fleischner Society position statement.

Attending the Congress was a great experience, but
everybody hopes that next time the Congress will be
held in a hybrid format, thus there will be a possibility
of face-to-face meetings and discussions.
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The International CTPEH Association usually runs
their congresses on a biannual basis, however due to the
COVID pandemic it was postponed for couple of times.

Finally, there was a possibility of organizing a hybrid
event from 10 to 11, December in Germany, however,
due to compliance issues, we could not attend the event
personally, but followed the event online.
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All the key opinion leaders from the field of CTEPH
were invited as speakers from Europe and beyond.

Following the opening remarks of Prof. Mayer, Prof.
Simonneau helped the audience navigate amongst the
various abbreviations, which earlier cleared by the ERS
Statement: the general term is chronic thromboembolic
pulmonary disease (CTEPD) which covers both CTEPH
and chronic thromboembolic disease (CTED) - the later
one is for patients without PH.

Gergely Meszaros

INTERMATIOMNAL C.r[l'll
CONFERENCE 2021

Prof. Klok from the Netherlands briefed the audience
about the pulmonary embolism guidelines and outline

the possible correlation between COVID and higher
CTEPH incidence.

Prof. Toshner provided an overview on genetics: based on
the results of recent studies CTEPH genetic architecture
significantly shared with pulmonary embolism, but not
with idiopathic PAH. As per the common understanding
whole genome sequencing can define disease causing
genes, but it is not the case in CTEPH.

Prof. Vonk Nordegraaf's presentation about right
ventricular failure in CTEPH was followed by an
overviewed of imaging techniques by an UK radiologist,
Dr. Nick Screaton.

Therest of the first day was devoted to various treatment
modalities: BPA (balloon pulmonary angioplasty) and
PEA (pulmonary endarterectomy). An interesting
question was raised by Prof. Madani in his presentation:
what constitutes distal disease? However, it is thumb rule
between BPA and PEA, it varies between clinicians
and patients and there are also grey zone situations.
Prof. Jenkins provided an insight into perioperative
complications, while we could learn conclusions from
French BPA data and the international CTEPH registry.
The program was made diversified with symposia




sponsored by pharmaceutical companies and with a
day-closing the poster session chaired by Prof. Pepke-
Zaba: altogether 54 posters were submitted and 4 of
them were awarded.

The second day was kicked off by Prof. Ghofrani with
a short overview of the CTEPH statement and possible
medical therapies. Prof. Xais presented the RACE study
in details focusing on medical therapy vs. BPA in case
of non-operable patients. The main findings were that
sequential combination of BPA and Riociguat was
very effective; also once patients were treated with
Riociguat prior to BPA - by optimizing the pulmonary
haemodynamics — the safety of BPA also improved.

Prof. Wiedenroth covered multimodal interventions in
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his presentation: BPA/PEA + medical therapy, medical
combination therapy, hybrid PEA +BPA, BPA+PEA.

Prof. Lang ran a very interesting lecture about
neutrophil extracellular traps (NET). Research is still
in early phase, however these NETs promote fibrous
vascular occlusions.

Prof. Hoeper talked about the use of various types of
anticoagulations and mapped the the potential pros and
contras of their usage.

CTPEH is probably to mostly changing territory of PH.
We cannot only see novelties on various interventions,
but more and more data become available on medical
therapies, imaging and genetics.

Can genetics help us and in what? ICA=-
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Addressin g the Unmet Needs

of Persons Living with Pulmonary Hypertension:
A Call to Action

Call to action

Back in 2011 PHA Europe initiated a roundtable

discussion with the involvement of all of the stakeholders

from the globe on the field of pulmonary hypertension,
which resulted in the Call to Action on the unmet needs

of Patients with Pulmonary Hypertension in 2012.

Nine years has elapsed since the launch of this paper in

the European Parliament, so it was high time to:

+ Look back and assess the achievements and revisit
the call to action to map what is still ahead of us.

+ Discuss which parts of the paper needs to be re-
drafted in light of the political and scientific
developments and.

+  Agree which topics are in need of attention and so
the allocation of effort and resources.

PHA Europe invited many stakeholders from various field
to take part in the working group/virtual roundtable. The
plan was to run two or three online meetings, with the
opportunity to comment on and develop the updates to
the document between times. This working group aimed
at discussing the main ideas and to facilitate the drafting
of the update to this Call to Action.

Early preparatory work has been made and some
discussions conducted in 2020, but these were suspended
due to COVID-19. Fortunately, in the meantime MEP
Lung Health Group has been established https://www.
ersnet.org/advocacy/mep-lung-health-group which can
facilitate the organization of the launch event of the new
paper in the European Parliament.

Gergely Meszaros

The virtual roundtable consists of representatives
from the health care professionals, non-governmental
organizations and pharmaceutical companies. Our main
idea was to make available the document on a shared
drive which allows simultaneous work.

‘We organized a successful virtual kick-off meeting on the
11th of February and since than many email exchanges,
drafting and editorial work was invested to make an up-
to-date position paper.

The paper is almost ready for the final comments and we
plan to launch the revised Call to Action in the European
Parliament around World PH Day.

ERN-Lung
ERN-Lung continues to be an important imitative PHA
Europe is part of and plays an active role.

Walcome to the
ERN-LUNG Annual Board Meeating 2021

To make our Videcconference a success we kir dly ask you to
consider the fo lowing
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The board meeting of ERN-Lung was held on the 4th of
March. It is usually a two-day event, but being not able to
organize the face to face talks due to the COVID pandemic,
it was squeezed to a one day tiring virtual meeting.
As always it had a very busy agenda: the network
coordination team, all the disease areas (core networks)
and the functional committees presented their annual
report. The report of the Network Coordination team
was very detailed:
+  Thanks to the new call by the European Commission
a lot of new health care providers (HCP) joined
the network and managed to cover almost the full



Metworking ERN-LUNG

We have tried BASECAMP

We have tried CN calls and FC calls

We have tried our Newsletter
NOTHING compared to the mativation we all got from our board
meetings

We will offer a Membership area within our homepage

We will offer What's cooking?”

We will invite you to Coffee rounds”

Your ideas welcome

European Union. The number of participants has
grown despite the effect of BREXIT (UK service
providers have been transformed to supporting
partners). 12 new HCPs applied for membership to
PH and 8 of them were approved.

+ The advantages, challenges and current status of
the varios online platforms (CPMS, EXABO) were
discussed - highlighting the ways how they could be
better promoted.

+ Considerable time was spent on registries: the
ERN-Lung, the disease specific ones and the newly
launched population registry. It also correlates with
the PH related PHAROS project, which a Clinical
Research Collaboration under the umbrella of ERS.

+  There are lots of European-level calls which are open
for ERNs and ERN-Lung was and is being active on
this field: IT-Helpdesk and eSupport project was
previously awarded and a European Joint Programme
applications were submitted relating to cistic fibrosis
and another one on behalf of PHA Europe.

The program continued with the PCD, nCF-BE and
AATD (rare lung diseases) core networks’ presentation.
There was a big lesson-learnt from the presentation of
PCD: they mentioned their plan in their ERN-Lung
report to apply for funding under a specific program,
but they were excluded due to this because they breached
secrecy rules. The nCF- bronchiectasis network presented
their EMBARC project: the European Multicentre
Bronchiectasis Audit and Research Collaboration, which
might serve as an excellent example for PH. They were
followed by Prof. Marc Humbert, who - this time -
spoke as the president elect of ERS. He emphasized the
importance of building a strong relationship between
ERN-Lung and ERS and mentioned the common ERS-
ERN-Lung symposia of last years. There is a plan to
organize a common program this year again during the
annual ERS congress.

Before the lunch break other rare lung diseases also
reported on their yearly activity. It is always very
interesting to listen and learn from cystic fibrosis, which
is one of the best structured rare diseases. CF has more
than 70 quality of life questionnaires and they have
recently launched a multilanguage application to measure
and record health-related quality of life. The application
of ,Q-life” is available from the different app stores - it

is worth looking into it! The presentation of PH core

network run by Prof. Marion Delcroix was persuasive.

She talked about:

+ the increasing number of health care providers in
the PH core network

+ the ERS CTEPH statement and task force we
were part of

« the ESC/ERS Task Force was launched to revise
the PH guidelines

+ the two ongoing CRCs: the PEX-NET and the
PHAROS

+ COVID 19 in PH patients: a reference center
survey. The results was published in the ERJ and
the summary thereof was translated by PHA Europe
member associations to various languages

+ the PH-CARE-COVID patient survey, which
was translated and disseminated by PHA Europe
member associations. The manuscript of the survey
was accepted for publication by https://ojrd.
biomedcentral.com

+ thesurveyinitiated by Prof. Adam Torbicki about the
impact of the new PH definition

+ the MEP Lung Health Group event about PH
organized by ERS and PHA Europe

After the lunch the functional committees ran their
presentation and PHA Europe was a co-presenter with
Prof. Simon Gibbs of the patient reported outcome
(PRO) functional committee and had the chance to
talk about the importance of recording the quantitative
measures (QoL questionnaires) and the result of the
mini survey PHA Europe ran last autumn about the PH
related application - the later one was very well accepted.
The communication and outreach committee was happy
to report on the many updates of the webpage and the
launch of the newsletter, but they also mentioned the
challenges of promoting ERN-Lung.

Networking ERN-LUNG

FUTURE OF ERN-LLMG : STRATEGY TASK FORCE TO BEGIN WORK

We e now m Year 4 of the firit Feeyesr funding pevicd of FRK-LLNG We
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Map of ERN-LUNG representation

A time slot was ensured for providing the patient
perspective. The Terms of Reference (the rules applicable
to patient representatives) was introduced and PHA
Europe was asked to present the patient journey project
with special focus on how it has been used in PH.
We called for further and stronger collaboration with
our physician partners and emphasized the advantages of
PRO questionnaires.

The meeting was closed with a nice outlook to the future
and full of plans for the next 5 year period of ERN-Lung.
A lot of meetings, including ones with the sole
participation of patient representatives and others with
the involvement of healthcare professionals were held
during the year and aimed to make rare lung disease
patients’ life better.

ERS Vision Live:

Living with rare respiratory diseases
through the COVID-19 pandemic

The European Respiratory Society (ERS) works with
leaders in respiratory education to assess training and
development needs and identify appropriate teaching and
learning methods. As a result of this work "ERS Vision
Live" series have been launched with the aim of covering
the latest advances in respiratory medicine and support
health professionals to continually improve their practice.

PH Care COVID Survey: An International Patient Survey on lenREi @e eSS

the Care for Pulmonary Hypertension Patients during the
Early Phase of the COVID-19 Pandemic

Background and Patient survey

SARS-CoV-2 may be particularly dangerous for PH patients due to risk of
pulmonary embolism and pulmonary vasculitis. Cancellation of non-urgent
care for patients with chronic diseases was frequent during the pandemics.

hospitalized in ICU).
We designed an international patient survey in the early phase of the
COVID-19 pandemic to evaluate

How PH patients were affected by the COVID-19,
How was the evolution of PH during lockdown

What was the impact of COVID-19 on PH patients care*

ot of ansvers

by using an online questionnaire open from 22/5/2020 to 28/6/2020
translated in 16 languages. LUy s

We received 1073 answers from 52 countries (mainly in Europe). 96% were

adult patients and 4% paediatric patients). 92% of the patients reported a w0
diagnostic of PAH or CTEPH. Most of the patients (87%) received oral

therapy and 21% received parenteral therapy.
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Figure 3. Reported causes of
health ~ deterioration. ~ Health
problems related to PH were far
more frequent than due to
covip.

reported. 4% were hospitalized due to their PH condition (from whom 14%

14% of the patients experienced deterioration of their health status.

15 pandenmic

The second event of these live panel discussions was

broadcasted on the 23rd of March, 2021 and focused on

the experiences and learnings of specialists and patients in

the fields of IPF, pulmonary hypertension, cystic fibrosis

and bronchiectasis since the emergence of COVID-19.

PHA Europe as a patient organization was invited to

this panel.

The discussion areas include the following topics:

+  How the pandemic has affected follow-up and highly
specialised care; a patient’s perspective.

+ The results of a survey on French cystic fibrosis
patients with COVID-19.

+  Recent events in non-cystic fibrosis bronchiectasis.

+ The severity and outcomes of COVID-19 in
patients with IPF.

+  The impact of COVID-19 infection in patients with
rare forms of pulmonary hypertension.

»The COVID-19 has changed everyone's life and surveys with
the involvement of PHA Europe aimed to map how the pandemic
has affected a vulnerable group of patients, those who are living
with pulmonary hypertension. It is a privilege to represent the
patients' voice in this interesting talk and to give insight how
the healthcare systems coped with and patients handled these
unprecedented times.”

Gergely Meszaros

COVID /PHCARE-COVID/ patient survey

Extensive work was invested to launch and manage
this project in 2020, which was a real collaboration
with many stakeholders: we worked closely together
with many patient organization in translating and
disseminating the questionnaire, with our physician
partners in structuring the questions and validating

erthana lyer®#5, Gergely MeszarosS, Marion Delcroix}2

Main results Main results

Only 13 patients (1%) reported hospitalization for COVID-19, of which 2 e e e e P Pt e

patients reported hospitalization in intensive care units. No death was

Difficulty to join the PH treating team 1%
Difficulty to join other health professionals 9%

Difficulty to receive PH specific medications 16%
Cancellation of medical appointments 49%
Cancellation of without or other i 13%

Treatment interruption due to shortage of medications 3%
Interruption of IV medication due to shortage 0.2%

Figure 2. Health status evolution of
PH patients during the early phase
of the pandemic. pandemic. Only 12% reported face-to-face contact with their PH team and

Remote consultations were frequent during the early phase of the

81% remotely. Main sources of information for patients was the internet
and PH patient associations.

Figure 5. Consultation methods
during the early phase of the
: H pandemic.

s A

Figure 4. Feelings of the patients Figure 6. Main sources of information
concerning  evolution of  their 3 concerning PH health status and
health status Yo COVID-19.

1 Rore Dis. 2021 Moy 1:16(11156. doi 10 1186/513023-021.01752.1,

During the early phase of the pandemic, PH related problems were 4 time more common than COVID-19 related problems. PH patients experienced
health deterioration, mood disorders, difficulties to join their PH team, interruption of care and shortage of vital medications. Remote consultations were

Conclusions used to maintain contact with patients. Patients associations could play an important role to spread reliable medical information. These data could be of
interest for further planning of strategies and organization of PH centres to ensure continuity of care and adequate communications with patients




the translations and ERN-Lung provided useful
administrative and data- assessment support.

Thanks to this collaboration more than 1000 responses
were collected from all over the world and based on the
results a manuscript was submitted.

Following several rounds of discussion, the article was
published in Orphanet Journal of Rare Diseases and
available at: http://Innk.in/hfc8

The work has not been stopped with the publication
as a poster was made http://Innk.in/hhc4 about the
main findings and promoted during the Patient
Organization Networking Day organized by the
European Lung Foundation.

RESEARCH Open Access

PH CARE COVID survey: an international e
patient survey on the care for pulmonary
hypertension patients during the early phase

of the COVID-19 pandemic

Laurent Godinas'*"®, Keerthana lyer***, Gergely Meszaros®, Rozenn Quarck', Pilar Escribano-Subias’,
Anton Vonk Noordegraaf®, Pavel Jansa®, Michele DAIto', Milan Luknar'", Senka Milutinov llic'?,
Catharina Be\ge"z, Olivier Sitbon***, Abilio Reis'?, Stephan Rosenkranz'*, Joanna PepkefZaba‘S,

Marc Humbert*** and Marion Delcroix'

Abstract

Background: During the COVID-19 pandemic, most of the health care systems suspended their non-urgent activi-
ties. This included the cancellation of consultations for patients with rare diseases, such as severe pulmonary hyper-
tension (PH), resulting in potential medication shortage and loss of follow-up. Thus, the aim of the study was to evalu-
ate PH patient health status evolution, access to health care and mental health experience during the early phase of
the pandemic.

Methods: We conducted an online patient survey, available in 16 languages, between 22/05/2020 and 28/06/2020.
The survey included questions corresponding to demographic, COVID-19 and PH related information

Results: 1073 patients (or relatives, 27%) from 52 countries all over the world participated in the survey. Seventy-
seven percent (77%) of responders reported a diagnosis of pulmonary arterial hypertension and 15% of chronic
thromboembolic PH. The COVID-19 related events were few: only 1% of all responders reported a diagnosis of
COVID-19. However, 8% of patients reported health deterioration possibly related to PH, and 4% hospitalization for PH
Besides, 11% of the patients reported difficulties to access their PH expert centre, and 3% interruption of treatment
due to shortage of medication. Anxiety or depression was reported by 67% of the participants.

Conclusion: Although COVID-19 incidence in PH patients was low, PH related problems occurred frequently as the
pandemic progressed, including difficulties to have access to specialized care. The importance of primary health

care was emphasized. Further studies are needed to evaluate the long-term consequences of COVID-related PH care
disruption.

Keywords: Pulmonary hypertension, COVID-19, Patient survey, Pulmonary arterial hypertension, Chronic
thromboembolic pulmonary hypertension

Introduction

SARS-CoV-2 (severe acute respiratory syndrome coro-
navirus 2) emerged in China at the end of 2019 causing
Department of Respiratory Diseases, University Hospitals Leuven, coronavirus disease 2019 (COVID-19). The outbreak

Leuven, Belgium N
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Capacity Building Program (CBP)
Hall Skaara

The Capacity Building Program (CBP) is a continuation
of our White Spot Program (WSP). In the WSP, we help
to establish an association in a country. In the CBP, we
help associations to mature.

During 2021 we had several interesting activities related
to our CBP:

+  New association web pages: PHA Europe recently
renewed their webpages using Wordpress. We
offered the template to our members and several

wanted to replace their pages with our new design.

This is very positive since numerous PH pages
across Europe then will have the same look and
feel. Five associations have so far had their home
pages redesigned or built up from scratch: Finland,
Hungary, Italy (AIPI), Moldova and Austria. Many
more will follow in 2022.

Infographics: Two different PH infographics were
produced in 2020. Some associations decided to take
advantage of the CBP and make printed versions of
the infographics in 2021. The infographics seemed
well suited as handouts as they were printed in A5
size with the informational infographic on one side,
and association information on the opposite side.

Many associations already offer hotline services.
Through the CBP program, several additional
associations offered this important service to their
members in 2021 as PHA Europe supported the
national associations financially in order to purchase
phones and pay for subscriptions.

Image brochure: PHA Europe has a template
for an image brochure that was developed by
PH Austria. We offer to share this with other
member associations. Several have accepted the
offer and will made adjustments to it so that it
will fit their association before printing it. Some
have already done so in 2021, and many more
plan to follow in 2022.

Lawyer support: The Ukrainian association in Lviv
was awarded CBP funds for lawyer cost. The lawyer
will fight for PH patients’ right to access to diagnosis
and medication, their right to rehabilitation and the
right for lung transplantation. The lawyer will discuss
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these issues locally in Lviv and nationally with the
ministry of health in Kiev.

+ Booklet about PH and children. The Bulgarian
association (BSPPH) used CBP funds in order to
develop a booklet related to PH and children. The
booklet is produced both in local language and
English. It will be made available to other associations
that might also produce it if requested.

+  PH booklet. The Ukrainian association in Kiev will
rework an older PH booklet by means of CBP funds.
The 50 pages long booklet will be made up to date
and printed in 500 copies intended for Ukrainian PH
patients and health personal. As part of our share
policy, the association will offer the booklet to other
European association that might adjust it to their
needs and reprint it.

+  PH video. The Belarusian association will produce a
video lead by a cardiologist. The video is intended for
Belarusian PH patients and various PH related topics
will be featured like PH rehabilitation, nutrition,
training program after covid, etc.

Breathe Vision

The Breathe Vision position paper was the result of
a very fruitful collaboration of respiratory patient
groups and health care professionals. However, the
paper was finalized in 2020, the official MEP Lung
Health Group event ‘Towards a European Health
Union — BREATHE Vision for the future’, took place
virtually on 27 January, 2021.

The paper aimed to increase awareness of respiratory
health, improve lung health care and research, and tackle
COVID-19 and its long-term impacts in Europe.

MEPs Istvan Ujhelyi and Zeljana Zovko; European
Commission DG Sante Deputy Director-General, Pierre
Delsaux; and Coordinator of the WHO European Office
for Noncommunicable Diseases, Jill Farrington opened
the meeting and introduced general presentations from
European Federation of Allergy and Airways Diseases
Patients’ Associations (EFA) President, Mikaela Odemyr
and ERS Past President, Thierry Troosters.

These sessions were followed by an interactive virtual
roundtable with discussion by patient groups focusing on
the key aims of the paper, and a Q&A session with the
audience.

PHA Europe was asked to present the importance
of raising awareness of respiratory diseases, more
specifically of rare diseases. We were happy to introduce
World PH Day and the results we managed to achieve in
the past 9 years.

The meeting was closed by European Lung Foundation
(ELF) Chair, Kjeld Hansen and MEP Zeljana Zovko.

You can learn more about this initiative at:
https://www.breathevision.eu/vision-2030
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Awareness month

PHA Europe has been participating in the awareness
raising campaign: November — PH awareness month
for the second year in row. Despite challenging COVID
situation in 2020 many activities were conducted to
mark this month. In 2021 we focused on online activities

Three people with PH tell us
how the condition hasn’t stopped
them achieving great things...
Bl

™

LI

Todor: bicycle bours Patrick: open water swimming Danijela: running



and made available ready-to-use materials to be
shared on various social media platforms.
In order to ensure unified appearance and
coordinated timing with our members, a
social media timetable was elaborated and
made available.

We would like to address and help the Spanish
language PH community both in Europe and
beyond, thus the materials were made both
in English and Spanish. Naturally, upon
request, we helped editing the visuals and
provided local language versions.

The main theme of the visuals
was ‘Get  the  fatt on  PH"
Our main audience target was the general
public: with our informational cards we tried
to navigate them between the terms and provided
information about - among others - symptoms and
treatment options which helps them to better understand
this rare disease.

02Kids Campaign
Hall Skaara

Unfortunately, even children are affected by PH. In 2021,
PHA Europe ran a special campaign to raise funds for
them so that we can offer these unfortunate children

electric scooters and bicycles, oxygen equipment, etc.
The basis for the campaign is a professional looking
fundraising video. In addition to helping the children, the

0O2Kids campaign is also a great awareness
campaign as people are always affected
by seeing seriously ill children. And the
fact that we focus on the positive in the
campaign, that sick children are helped,
makes the campaign very effective
and memorable. We will adjust and
improve the 2021 campaign to make it
— even more effective in 2022.
Key info:
« The O2Kids campaign generated more
than 12.3 million impressions on social media
creating a tremendous amount of awareness
for PH
. More than 32.000 clicked on the O2Kids
link that took them to our landing web page
. The O2Kids video generated more than
3000 comments on Facebook and was shared more than
10.000 times

«  The number of donations were unfortunately lower than
expected. One reason is probably that the video was too
professional looking making it less believable than if we
had used real PH children and not actors. We will adjust
the campaign for 2022

NGOs in general seem to struggle to scale private
fundraising initiative like O2Kids. We need to make
sure that donations for children are made in given
countries in 2022. This will probably increase the will
to donate money.
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SOCIAL MEDIA ACTIVITY 2021

Many activities and great response on all
social networks of PHA Europe

Since we have realized the importance of co

through the social media, we pay more attention and
investmore energyon the managementofthese platforms.
The numbers related to our activities are growing on all
social media networks. Luckily, this is also the trend of
the national associations’ activities and the success is
measurable and very visible. We primarily observe this
from the number of posts published on social networks.
The associations have realized the great potential that
social networks provide and, in cooperation with PHA
Europe, achieve significant results.
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During 2022,
PHA Europe
conducted a series
of campaigns aimed
at raising awareness

of pulmonary
hypertension (PH).
Through these

campaigns, we

aimed | at further

educating the general
public about PH. We
hoped' to increase the
effectiveness of the
campaign by providing
personal touch to them. With this we managed to
provide a more peculiar aspect of the disase which
generated more interest and interactions around
our posts. S

Among others, we conducted a new project
#PHALeaderStory, which aimed to present all those
brave people who dared and decided to establish and lead
patient associations across Europe. The project fulfilled
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Gergely Meszaros

its goal and presented the leaders desire to help the
patients in their country, despite the fact that most leaders
suffered from the serious illness themselves. Wonderful
andibrave people shared their touching, emotional stories
with everyone.

We also supported the Rare Diseases Day’s message of
"DARE TO BE RARE" with a large, colorful and joint
campaign. It was heartwarming to see that almost all our
members participated in this initiative.

ALOE WERE BLET
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The campaign "DO YOU KNOW THIS FACT ABOUT
PH" was met with a great response. The primary objective

was to bring PH closer to everyone interested through
easily understandable text and eye-catching graphics.

#BlueMonday is a campaign that aims to share positive
thoughts with everyone on Mondays, and is one of the
favorite posts among our members.

Social media activities were important pillars of our two
main projects: World PH Day and Awareness month.
You could learn more about our World PH Day bi-lingual
ready-to-use materials from the previous edition of the
Mariposa journal.

The "Awareness month" campaign, run in November, was
aimed at raising awareness of PH. It once again showed
the great strength of PHA Europe as the member national
associations worked together as a unity. Through our
materials, which were translated into English, Spanish
and German, we provided accurate and exact facts about
PH and could reach many people through the social media.

These periodic campaigns were nicely underpinned
with our standard campaign, the #GoodPHNews. It is an
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informative campaign and presents some of the activities
of our member associations across Europe in a positive
manner. This year almost 20 member associations
participated and provided materials to make posts!

We will keep up the momentum and build on what
worked in the past. We also promise that you will meet
new ideas and campaigns on our social networks in 2022!

- AUSTRIA

Initiative Lungenhochdruck
In 2021 we were able to implement numerous events and

projects.

Events for Members 2021

01/30 Virtual vaccination information event
06/30 Internal member meeting Vienna
07/07-09 PH information event Innsbruck
07/12 Internal member meeting Linz

08/27 PH information event Graz

09/09 PH information event Klagenfurt
09/16 PH information event Linz

11/20 Virtual PH information event Vienna

COVID-19 vaccination information event
On January 30th, a virtual patient meeting took place
with Prof. Léffler-Ragg about the COVID-19 vaccination
Many questions were answered and published in our
newsletter. “The group of vulnerable people is better
protected through testing and vaccination. Thus, the
burden of disease can be reduced.”

Patientinneninfo
=y zur COVID-19
Impfung
30.01.2021

Internal member meeting Vienna

The first small meeting after almost a year took place in
Vienna on June 30th. The requirements were that only
vaccinated people are allowed to join. In the wonderful
garden of Cafe Diglas we enjoyed being together and of
course our breakfast.
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PH information event Innsbruck

There was an interesting lecture about oxygen by Mr.
Té4ubl, DGKP from the LKH Hochzirl — Natters and Prof.
Dr. Loffler-Ragg from Innsbruck University Hospital told
us news on the treatment goals for PH, but also went into
the latest developments in diagnostics and therapy for PH.
While eating, talking to each other, but also getting to
know new members we recognized again how important
meetings in person are.

Internal member meeting Linz

During a good lunch there was a lot of interesting news
to report. Eva brought up to date brochures and the latest
information to our participants.




Information event in Graz

The information event took place in Graz on August
27th, 2021. We welcomed 38 participants. Univ.-Prof. Dr.
Horst Olschewski and Ass. -Prof. PD Dr. Gabor Kovacs,
both MUG Graz, guided the meeting. In a question-and-
answer session with the two PH specialists, the latest
developments in diagnostics and therapy for PH were
discussed, and participants also asked whether studies are
planned for those affected in Austria. For our members it
was extremely informative. One participant summed it up
with these words: It was an honour to be there, we went home
richer than we came.”

Information event Klagenfurt

The personal meeting on September 9th in Klagenfurt
was important to us, as it had to be postponed several
times. Mrs. OA Dr. Tamara Buchacher, cardiologist and
PH specialist at the LKH Klagenfurt, patiently answered
all questions and reported on the latest developments in
diagnostics and therapy for PH.

Information event Linz

A separate room had been rented in advance for the
numerous guests who had appeared, so that they could
comfortably exchange ideas among themselves. Mrs. OA
Dr. Steringer — Mascherbauer reported on news regarding
diagnosis and therapy for pulmonary hypertension.

Information event Vienna:
a virtual experience
Actually, we all wanted to meet again on the information

day, chat with each other, see each other again. But for
security reasons we decided to hold the meeting virtually.
And it was a complete success! All the preparatory work
had been worth it. Over 50 participants eagerly awaited
the many presentations. Gerry Fischer reported on
the activities and projects that PH Austria tackled and
successfully carried out even in stormy times. We opened
the meeting with a panel discussion. Members talked
about how they are coping with life with PH. Sandra,
Franziska, Ursula and Najat reported on life after the
diagnosis. Sandra talked about how her everyday life
with 2 children is like. Franziska reported on the positive
change that the implantation of the pump brought with
it, Ursula told how life in the family changes when a
child has pulmonary hypertension and Najat spoke very
impressively about the changes in her life her husband
was diagnosed with PH https://Innk.in/aPfr.

After a short break, everyone was waiting eagerly for Mrs.
Univ. - Prof. Dr. Irene Lang’s lecture, which was about
the new approaches in diagnostics and therapy and about
the current study situation. First, she reminded us of the
risk score from the European guidelines, which provide
information about how a PH patient is classified. The
diagnostic importance of the right heart ventricle and
BMPR2, the gene that triggers pulmonary hypertension
and the importance of genetic testing, was also the subject
of the lecture. She encouraged us by reporting that
several new promising studies are available. For example
Sotatercept and Seralutinib. https://Innk.in/d7c4

Ms. Assoc. Prof. Univ. Doz. Skoro - Sajer dedicated
herself to the comorbidities that can be found in addition
to pulmonary hypertension, such as diabetes or kidney
diseases. https://Innk.in/d9c1

Next up was nutrition and psyche. Here we learned about
the influence of both parameters. https://Innk.in/aRfo

It continued with an introduction to the world of
Ayurveda. https://Innk.in/aTfh

At the end there was a workshop with the Feldenkrais
trainer Mag. Theresia Paal.

Education / Awareness

02/29 Rare Disease Day

04/21 MEP Lung Health Event

05/05 World PH Day as shown in the
summer Mariposa 2021

09/26 Day of Self Help

10/02 National Nurse Forum

10/31 GhostRun

Industry discussion on Rare Disease Day

To be left alone is the worst: For people with rare
diseases, the corona pandemic has exacerbated an already
difficult situation. That is why an industry discussion
was held on this highly explosive topic on February 19th
at the invitation of “Die Presse’”. Among the participants
were Univ. - Prof. Irene Lang, who unfortunately could
only participate virtually, patient advocate Dr. Gerald
Bachinger, AOP Orphan founder, Dr. Rudolf Widmann
and PH Austria, represented by Eva Otter. The occasion
for the panel discussion was the Rare Disease Day, which

takes place annually on February 28th.
The consensus was: rare diseases need a stronger voice!

Maleen Fischer

Speaker at the European meeting

In addition to Marc Humbert, Marion Delcroix, to name
just a few, Maleen Fischer was also invited as a speaker at
the MEP Lung Health Event, i.e., the European Meeting
for Lung Health.

Her talk was about the benefits patients experience from
research. https://Innk.in/hycs

Day of Self Help
On the Day of Self Help the Vienna City Hall had the
motto “We have air to breathe”, a predestined topic for PH

Austria. The event of the Wiener Gesundheitsférderung
(WiG) took place for the seventh time. The event was
held outdoors for the first time in the newly designed
covered arcade courtyard in the Vienna City Hall. Many
interested visitors were enthusiastic about what the 50
exhibiting self-help groups and organizations had to offer.
Peter Hacker, the Vienna Health Council, emphasized the
importance of non-profit institutions. The lectures were
streamed from separate rooms onto large screens, so that
all visitors could attend lectures by well-known doctors
such as Univ. - Prof. Dr. Marco Idzko, about lungs. There
was also the opportunity to take part in workshops on
breathing tech-niques, yoga, or Nordic walking, which
also met with great interest. Of course, there was also
an oxygen barrel for refuelling. In addition to all of this,
organizations such as the Lungenunion and PH Austria
were able to introduce themselves with a presentation.
With the participation of numerous non-profit
organizations, Self Help Day promotes public awareness
of what these groups have to offer.

National Nurse Forum

At this year’s National PH Nurse Forum, PH Austria
was represented by Eva with a lecture on the subject
of ,Advising and caring for patients with PH - what
has changed due to Corona”. For the fourth time, the
participants had the opportunity, including PH specialists,
nursing staff, study nurses and physiotherapists, to
continue their education and training.




7* Viennese GhostRun

On Sunday, October 31st, 2021, the time had finally come
again: Our charity run, the “GhostRun” on Halloween
took place again in Vienna’s Prater. Around 800 runners,
including many children and adults in scary disguises,
ran for a good cause in beautiful autumn weather and
generated more attention for the rare but incurable disease
of pulmonary hypertension. , We run away from the Grim
Reaper” - this is the motto of the annual running event, in
which large and small ghosts, zombies and witches, alone
or in a group, run 1.5 or 6 kilometers through the Vienna
Prater. After the GhostRun took place only virtual last
year because of Corona, it was particularly great to host
a live event again this year, in which not only the idea
of competition, but also happy togetherness was in the
foreground again. In times of Corona, we all learned what
isolation means. This is a sad everyday life, especially for
the children, and that is why we are so happy that so many
participants took part. In addition to the well-known
sports event moderator Martin Patak, who led through
the GhostRun 2021 with humor, charm and sovereignty,
other prominent supporters such as Hademar ,Hadschi”
Bankhofer and his family were there in the Prater to
cheer up the little and big runners! Between the family
and friends run, the main run and the award ceremony,
the drummers from the Austrian percussion band Batala
Boom created a lively atmosphere. The prizes, snow
globes from the Original Viennese Snowglobe museum,
were presented by district chairman Alexander Nikolai.

He emphasized on stage that his participation in the
GhostRun was a matter close to his heart. Our Gerry on
the GhostRun 2021: “My thanks go to all those involved:
the many volunteers, the participants and the spectators!
They all made a huge contribution to make the 7th
GhostRun something real and special. PH Austria uses
the income from the entry fees as well as merchandise
and mask sales, to give patients access to information,
therapy, and support options, to improve their quality
of life and research projects to push ahead to defeat the
disease, which is still incurable today.

Gerald Fischer, PH Austria - Initiative Lungenhochdruck
www.phaustria.org

www.facebook.com/lungenkinder
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BELARUS

Hi PHamily!

In Belarus, we do not really have any major updates
or events due to the ongoing political regime and the
COVID pandemic. However, we still have something
to share! What seems to be major in our realities is that
we opened a private telegram channel with PAH news,
which is also used for communication and support
between patients.

In addition, were planning to launch online sessions with
a cardiologist from Belarus who is also going to create
video manuals on rehabilitation for patients with PAH.

Besides there were numerous online events and here are
some of them:

+  On August 12, there was an online conference held
by professor Zateyshchikov - Living with PE - where
the issues of therapy for pulmonary embolism,
dosage of drugs, and diet were discussed in detail

+ September 8 there was a conference of the
peritoneal center where the following topics
were covered:

mataljas@yandex, ru
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Hereditary heart defects in children.

«  Intrauterine diagnosis and treatment

«  Disability

«  Operations

«  Peculiarities of a child's life with heart defects, sports,
discussion: is home-based education necessary

+ November 13 School for parents "Child with a rare
disease" was held, organized by National Medical
Research Center. VA Almazov ONLINE.

+ The meeting was dedicated to the treatment and
rehabilitation of children with cardiovascular
diseases. Informational and organizational aspects
of medical care and psychological issues of a family
with a child with a rare disease were considered.

+ September 28 there was a Broadcast "Legal and
medical issues of improving the quality of life of
patients with PAH, CTEPH and other rare diseases"

That is all the news from us for now. Hoping to see
you all at APHEC!

Alina Katsubinskaya
PH Belarus
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Active despite the pandemic

Despite the fact that the pandemic does not pass and that
we have been working for two years in conditions that
are not recommended for the activities of PH patients as a
high-risk group, during 2021 we managed to realize a lot.

Medicine for all patients

The year began with meetings and seminars, among
which we highlight the beginning of our participation
in the implementation of the project, which focuses on
the right to medicine for all patients in our country.
The project “Strengthening Integrity in the Process
of Creating Drug Lists in Bosnia and Herzegovina” is
focused on supporting patients in their desire to be
actively involved in the process of creating drug lists,
supporting health institutions to achieve high standards
of integrity for credible, transparent and inclusive the
process of creating drug lists. This project in Bosnia and
Herzegovina is implemented by Net Consulting d.o.o.
Sarajevo in partnership and with the support of the
Government of Switzerland, the company Roche d.o.o.
- Roche Ltd. and the Association of Innovative Drug
Manufacturers in B&H and is implemented throughout
Bosnia and Herzegovina.

Considering that we are vitally interested in this topic,
the Association of Citizens Suffering from Pulmonary
Hypertension "Dah" in Bosnia and Herzegovina
participates in its implementation. Sabina Hodzic signed a
memorandum of cooperation on behalf of our association
and has been an active participant in activities dedicated
to this project since the beginning. In order to be as
involved as possible in the process and in achieving one
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BOSNIA AND HERZEGOVINA

of the goals of our Association - a cure for all PH patients,
Ernard Mujanovic, MD, joined the realization of these
activities on behalf of our Association. We hope that the
implementation of this project will help patients with
pulmonary hypertension in Bosnia and Herzegovina to
finally make medicines available to everyone. There is
still a lot of work ahead of the network of associations
gathered around this project, but we are optimistic and
expect positive changes.

In addition to participating in the implementation of
this project, we are part of the project "Contribution of

CSO networks to improving the daily lives of people
with rare diseases", funded by the European Union
and implemented by the Institute for Population and
Development in partnership with the RS Rare Diseases
Alliance. In trainings on various topics organized for
associations that bring together patients with rare
diseases, and indirectly participate in the establishment of
the Association for Rare Diseases in our country.

Online activities

Our activities were also related to the online activities
and work of many European organizations. First of all,
we continued work on the Capacity Building Module
project organized by the EPF (European Patients
Forum), following and actively participating in webinars
organized throughout 2021. Among others, at one of the
webinars, our Sabina Hodzi¢ presented a presentation
"Positive story" which presented the problems faced by
the Association "Dah", but also positive examples of our
engagement with the media, other associations, patients
and celebrities and sports clubs in our country. This is for

Positive story

Sabina another successfully completed module organized
by EPF. We hope that the acquired knowledge will
contribute to the improvement of the position of patients
in our country.

By the way, Sabina Hodzic received a certificate of
this organization for 2020 for successfully completed
participation in the work of the module during the last
year. After all, that was the reason why it was chosen for
this year's module, which is another confirmation that
we are doing well at the European level. We saw Sabina's
certificate as another confirmation that our efforts and
commitment to a better position for all patients with
pulmonary hypertension in Bosnia and Herzegovina are
not in vain, and that we have young and healthy staff who
are recognized as quality and will help us in our future
activities. In order for them to be at the European level.
During the pandemic, our Association continues the
practice of regular online activities with other European
and domestic organizations and associations that focus on
the better position of the patients. We attended an online
discussion organized by ERS, one of the leading European
medical organizations in the field of respiratory health
on "Living with rare respiratory diseases through the
COVID-19 pandemic", and APHEC and GAM organized
by PH Europe, as well as the Third Baltic Conference
on Lung hypertension organized by the North Estonia
Medical Center and the Estonian Society of Cardiology.

Marking important dates and participation
in projects

In addition to regular participation in the celebration
of WPHD, during this year we marked a number of
activities with the International Day of Rare Diseases, as
well as November - the month of raising awareness about
pulmonary hypertension.

Association of Citizens Suffering from Pulmonary
Hypertension "Dah" - in Bosnia and Herzegovina this
year on the occasion of the International Day of Rare
Diseases gathered a large electronic and media support of
associations, organizations and individuals for all rarely



ill patients in our country, all under the motto "Rare
are many, rare are strong, rare are proud” which is the
motto of this year's EURORDIS - European Rare Diseases
Organization campaign.

We were also participants in the First Conference on Rare
Diseases organized by the Association of Rare Diseases in
Bosnia and Herzegovina, as well as webinars organized
by Pharmion - student section for pharmacology and
immunology. At both online events, we talked about our
Association and the situation of patients with pulmonary
hypertension in B&H.

During the month of November, we raised awareness
of pulmonary hypertension through a series of posts
on social networks, pointing to symptoms, diagnostics,
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therapies, but also to people and organizations that have
helped us to raise awareness of pulmonary hypertension
all these years, not just during a day or month.

Of course, we did not miss the participation in the
realization of the project "O2 kids" organized by PH
Europe, thanks to which we fulfilled the wish of our
young PH patient Nejra Imamovic and donated a
wheelchair with accompanying equipment. Participation
in this project has touched our hearts and we hope that
there will be such and similar projects in the future.

Vera Hodzic, President
Association of Citizens Suffering from Pulmonary
Hypertension "Dah" - in Bosnia and Herzegovina
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BULGARIA BSPPH

Celebrating the rare

On February 28, 2021 in front of the National Palace
of Culture in Sofia, Bulgaria, patients with rare
diseases symbolically painted their hands in different
colors, which represent their difference and struggle.
“The world of people with rare diseases remains
invisible to the general society. If we get to know them
and hear their stories, and if we learn more about their
disease, which makes them different, we will actually
realize how strong and determine they are. We will
understand that they have a place among us on the labor
market" added Natalia Maeva president of BSPPH.

Nutrition and pulmonary hypertension
Food is the main source of satisfaction and positive
emotions in our lives, and also a source of physical and
spiritual health. The main focus of nutrition, especially
when pulmonary hypertension has led to heart failure, is
to control the volume of fluids in the body.

Patients with pulmonary hypertension often need to
make an extra effort to understand what they need
to eat. Some foods and vitamins can interact with
medications and contribute to the accumulation of
excess fluids in the body or cause nausea or diarrhea.
You need to remember three things:

«  Control salt and sodium intake

e Do not overdo fluids and avoid foods which may cause
discomfort in combination with your individual therapy

o It is important to avoid foods rich in vitamin K, as they
further reduce the effect of your daily therapy

The guide of the Austrian nutritionist Claudia English
contains handy recipes that will help you eat well.
Thanks to our cooperation with PHA AUSTIRA, the

guide is now available for Bulgarian patients in the
three PH expert centers.

Transplant recipients took part in the
.Vitosha 100”ultra mountain marathon

On 20 June 2021, more than 40 transplant recipients
and their doctors, as well as representatives of the
Executive Agency Medical Supervision participated in
the "Vitosha 100" ultra marathon in support of donation
and transplants in Bulgaria. “This way, we not only showed
that transplantation allows a person to lead a completely
normal, healthy life, but also that we can be of benefit to
the society and our country. It is therefore important to
have more transplantations in Bulgaria and fewer people
waiting for their second chance for life. Organ donation is
the most humane and supreme act of a modern society which
helps people with disabilities and their loved ones. A society
without morality and without human values is doomed to
die. I believe that we Bulgarians are capable of empathy,



compassion and humanity! All of us who participated in
the marathon together showed this!”, said Natalia Maeva
chairman of the BSPPH.

ELF Patient Organisation

Networking Day 2021

The BSPPH was part of the ELF Patient Organisation
Networking Day 2021. It took place online on September,
2 nd . This year event was focused on digital health and
the role of patient organisations explore how they can
take an active role in this changing environment.

This year BSPPH present e-poster named: "Access to
healthcare for PH patients through the COVID-19
pandemic". The access to healthcare in COVID-19
conditions as a whole is assessed as worsened by the
patients with PH, on top of that, this is the case for almost

ACCESS TO HEALTHCARE
FOR PH PATIENTS THROUGH
THE COVID-19 PANDEMIC
TREATMENT AND PH CENTRES | QUALITY OF LIFE
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every aspect with the exception of access to medication.
82% from patients report that the Bulgarian healthcare
system was focused exclusively on COVID-19 treatment
at the expense of other chronic diseases. Access to oxygen
therapy for home use was difficult due the period October
to December 2020. There was overstocking with 02
concentrators from non-risk groups.

A donor’s park was opened in Plovdiv

On 5th November was opened a special area for donors
has been set up in the “2019 park” in the Trakia district,
Plovdiv. The event was attended by Government
Spokesman Anton Kutev, Deputy Executive Director
of the Medical Supervision Executive Agency Miroslav
Mutafchiyski and representatives of patient organizations.

s
A

The donation park is an expression of gratitude to
the people who gave someone else the opportunity to
continue their life. The campaign “Because we are alive” is
twining project of BSPPH and the Association of Patients
with Respiratory Failure and Lung Transplantation. The
donor park includes the construction of a fountain and
12 benches in memory of donors. The members of the
BSPPH donated money for two benches.

02 kids project helps small PH patients
BSPPH is one of the beneficiaries of the O2kids project,
organized by PHAE this year. Thanks to this fact we
managed to make the biggest dream of 11-year-old
Georgi from Sofia a reality.

“My name is Georgi, I'm 11 years old and I live with my
mother in Sofia. If I had a magic wand, like the fairies,  would
make that no child learns difficult diagnoses and fights for his
life. I have a rare disease PH that prevents me from playing
with other children. All day I am connected to a large machine
that helps me breathe. I have learn there is a small machine
that I can carry in a backpack and I can breathe freely and I
will able to go with other children to the park. I want to have
such a machine - it's called a portable oxygen concentrator.
Complicated name, isn't it ? The money I collected for last
Christmas is not enough to buy it. That's why I asking for
your help” - wrote in Georgi in his touchable letter. It

is wonderful when we can see the joy in the eyes of our
small PH patients.

Other activities

The president of BSPPH Natalia Maeva as ePAG in
ERN-Lung was among the 23 patient advocates, from 15
countries, representing more than 23 rare diseases who
successfully completing the EURORDIS Leadership
School. It aims of this training is empowering
European Patient Advocacy Groups (ePAGs) advocates
and other rare disease patient advocates to be valued
partners in European Reference Networks (ERNs) and
when engaging with healthcare providers and other
rare disease stakeholders. The participants were trained
on the following topics “360° self-awareness” and
“Emotional leadership”.

Natalia Maeva, Bulgarian Society of Patients with
Pulmonary Hypertension - BSPPH
ww.bspph.net
www.facebook.com/BSPPH.Bulgaria?ref=h




In the difficult times of insolation and uncertainty for
all the society, but even more for people with chronical
disease PHA Bulgaria is constantly trying to encourage
patients suffering from the PH.

PHA Bulgaria traditionally participated in the annual
“Vitosha 100” run and cycling race in Sofia with small
team. Our social and awareness videos were re promoted
and have reached new auditory.
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BULGARIA PHA

Todor Mangarov participated with his cycling
achievements to European Lung Foundation video called
“No limits” showing sport achievements from people
suffering PH.

Todor Mangarov, PHA Bulgaria
http://www.phabulgaria.eu/
www.facebook.com/aph.bulgaria

Todor, from Bulgaria,

began International 1
bike tours after having 3

surgery for PH.

CROATIA

Dear Friends,

Despite these challenging times and measures in which
we have been living for almost 2 years, we are pleased to
say that we managed to carry out some very successful
and interesting activities in the second half of 2021.
We have shared most of it through the good news
announcements, but we are also happy to remind you
once again of everything we did.

At the end of June, for the second time as partners of the
Maksimir Athletic Club, we participated in the race in
Maksimir Park, otherwise known as the most beautiful
racein the city of Zagreb, atleast that's what the journalists
called it. The Maksimir Minus Zwei Cener race has been
held traditionally for years and each time deals with a
health topic or issue, and this year, just like last year, it
was dedicated to patients with pulmonary hypertension
and raising awareness about this serious disease. We
were also supported by the Croatian Breathing House
Foundation, as well as doctors from our PH center, ie.
KBC Zagreb, some of whom ran and even won medals
in their categories, while others gave statements to
journalists. In any case, it was a wonderful gathering and
an opportunity to see our doctors outside the hospital
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and to get to know each other better. We hope to do
so in the future. Representatives of the city authorities
were also present and we all spent a wonderful, sunny
day in the beautiful Maksimir Park, under the motto Get
breathless for PH. Despite the covid measures, the race
gathered over 150 runners, plus children's races, and
everything was broadcasted on various portals.

At the end of July in cooperation with the Koprivnica-
Krizevci Tourist Board, on Lake Soderica near the
Aquaterra lake resort in Podravina, a boating duel
called "Waves of Energy" was organized. This was an
event in which we brought rowing closer to the public
as an interesting sports activity through an interesting
program. There were several disciplines, and over 200
competitors have shown their skills in rowing. The
forces were measured by 8 teams, including the sports
association Argo, who wore our T-shirts to raise
awareness about PH and they said that during the race
with every stroke they made, they were breathing for us.

On the occasion of World Lung Day, we supported the
project implemented by the friendly association Jedra
from Zagreb, and in the center of Zagreb, we socialized



with citizens, and passed through the maze in two ways,
once without instructions and the other time with
instructions. This project wanted to draw attention to
how difficult it is to go through the health system once
you get a diagnosis, and how much easier it is when you
have instructions, in this case, the medical staff who
steered us in the right direction. Support is extremely
important to all of us.

In October, thanks to PHAE and the O2kids campaign,
we made Lovro very happy. Lovro is a boy who suffers
from PH, lives modestly in a large family, with parents,
2 brothers, and 3 sisters. Lovro wanted an electric bike,
the O2 kid's campaign made it possible. We have never
experienced such happiness and anticipation on the face

of a nine-year-old and would like to thank everyone who
is helping to continue this campaign and to cheer up
many more children.

Children are not the only ones who need to be cheered
up, adults like to get attention to, so the association "Blue
Wings" prepared a surprise for our members.

In cooperation with the company "LUSH Croatia",
we managed to provide a nice, useful and fragrant
gift box donation for our members. As we all know
November is a month dedicated to raising awareness
about all respiratory diseases, including raising
awareness about pulmonary hypertension. For us, it
was an ideal opportunity to distribute this valuable
donation to members.
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Since most of our members are women, the products
are as created for them, a handful of scented bath balls,
shampoos, and conditioners for hair and body. We didn't
forget about our male members, so there were some
products for shaving and facial care, soap as well. A little
bit of everything.

In November, which is dedicated to raising awareness
about respiratory diseases, we conducted a small but
very successful campaign on pulmonary hypertension.
Marathoner Juro Buljan, who often wears our T-shirts
with the logo of the lungs and the inscription get
breathless for PH at many races throughout the year,
this time agreed to run through the city of Zagreb
without a T-shirt.

On his chest, a picture of lungs was painted, by
makeup artist Tena Basi¢ in two variants, with "rich"
blood vessels, and with those that symbolize PH. Jura's
pictures and our text were transmitted by various
portals and FB pages.

And the last news without which we did not want to
write a text for Mariposa, happened just yesterday 2nd
of December at the International Hotel in Zagreb. We
signed a grant agreement for a project funded by the
European Social Fund - Operational Program Effective
Human Resources to strengthen the capacity of CSOs
to respond to the needs of the local community. With
the project called "Do more - breathe together", we
networked and connected with the Association "OSIT"
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CZECH REPUBLIC

Fi Celebration of Rare Disease Day 2021
fid Every year we participate on the celebration of Rare
Disease Day. broadcasted famous buildings in Czech

/
/

b

Republic.

Meeting of patient organizations with rare
diseases

As every year, we attend meetings of all representatives
of patient organizations for rare diseases. In recent
years, the Czech Association for Rare Diseases, of which
we are members, has been organizing meeting online.
At this meeting, there were lectures mainly in the field of
legislation, research and palliative care.

SUKL conference

An online conference organized by the State Office for
Drug Control took place on June 15. The most important
content of the program was the topic of vaccinating
Covid, the introduction of a new website and a new

from Bjelovar, which cares for people with intellectual
disabilities, and with Argonauts and sports association
"ARGO". With this project, we have designed various and electronic voucher for compensatory aids.
innovative educational workshops and the preparation
and development of an educational manual.

The project holder is a Blue Wings Association and
the president of the association Zdenka Brada¢ signed
the valuable project, and at this solemn moment, was

supported by colleague Smréek Tomislav - CONC from

Argo as a partner organization and secretary of Osit -
Mario Blaha. The ceremony was also attended by Minister
Marko Pavié, a Member of the Croatian Parliament, and
representatives of the Office for Non-Governmental
Organizations and the National Foundation.

A big Thank you to everyone who supported us in this
joint project, the implementation of which we look
forward to in the next 18 months. We hope that this
news will encourage other PHAE member associations
to try to apply for open calls from EU funds in their
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countries. It is not easy, but it is possible, and we know
that PH patients are fighters and do not lose sight of their
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goals even in the worst moments!

s {mi

At the end of this year, we wish you all a peaceful holiday,
to stay healthy and keep yourself to the maximum. Covid
pandemic will pass, and we will continue with full lungs
in new victories!

Zdenka Bradac

president of PH Blue Wings, vice president of PHAE
Katica Mavracic

secretary of the association




Patient Council of the Ministry of Health
Each year, the Ministry of Health organizes 4 meetings
with the board of patient organizations in which we
participate, where it presents new projects and consults
on current topics. This year, all took place online
like most events and the biggest topic was Covid-19,
vaccination and treatment of specific patients.

Recondition stay in Podébrady

The second Sunday in August marks the starting day of
our Reconditioning stay in Podébrady. One week long
stay in spatown near Prague for PH patients with their
families. As in past years, the program was focused on
light breathing exercises, muscle stretching work and
light workout in the pool. We also introduced some new
techniques to strengthen the middle part of the body to
protect the spine. Our patients also had the opportunity
to discuss their problems with a PH specialist. As last
year we prepared also psychological relaxations and
individual support for our patients.
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Webinars

This year, our organization started organizing webinars
with leading doctors of pulmonary hypertension. So far,
two have taken place and we hope that this activity will
be useful for our patients, and in the future we will invite
experts from other fields, whose advice patients could
use in practical life.

Annual meeting in Olomouc

This year’s meeting of members of our patient
organization took place in mid-September. It took place
in a beautiful guest house in the center of the historic city
of Olomouc. The election of board members was followed
by lectures by pulmonary hypertension specialists from
Prague and Olomouc.

Milena Kaftanovd
Sdruzeni pacientu s Plicni Hypertenzi www.plicni-

hypertenze.cz
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i FINLAND

A Rare Good Life
The Finnish Network for Rare Diseases ordered/
organized A Rare Good Life - photo exhibition in
November. Network for Rare Diseases advocates rare
diseases associations in Finland. PHA Finland belongs
to it. The photo exhibition consisted of 12 pictures and
stories. Pictures were taken by a Finnish photographer
Valtteri Nevalainen. The purpose of the photo exhibition
was to showcase the diversity of rarity. It aims to raise
awarannes of rare diseases and their effects on everyday
life. Three members of our association attended it with
their photos and stories. The photo exhibition goes
around in Finland at least in 10 cities.

The opening was in Helsinki on the 23th November.
Sonja Koski and Maarit Mikinen were present there.

cal
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Annual meeting in person

PHA Finland organized, after a long wait, a peer
support meeting in Helsinki. Due to covid restrictions,
the event had to be postponed several times, until we

finally were able to get together to meet face to face on
12.-13. 11. 2021.

For the first time, we joined forces with the
Organisation for Respiratory Health, Finland. They
have years of experience as being the leading national-
level organization that invites PH-patients for peer
support meetings. As we share, broadly speaking, the
goals of action, we decided it would benefit us both to
act together. In addition, we received generous financial
sponsorship from Johnsson-Cilag Oy of Johnsson &
Johnsson.

The meeting was a two-day event that took place in a
beautiful seashore conference center & hotel, Hotelli

Rantapuisto. On the first evening, we attended a lecture
by the representative physician of Janssen informing us
of the latest plans of action regarding care management
of PH patients. This was followed by dinner and long-
awaited chats and merriments with some bubbly!

Day two was all about self-care. First in the program
was a brilliant talk and discussion with MD,
psychotherapist Pdivi Hietanen about the importance
of psychological welfare. This was followed by an
equally fabulous delivery of Herkko Ryyninen,
physiotherapist specialized in respiratory illnesses.
We were informed of the latest research on the
importance of exercise, after which we got to put it in
action. Doing push-ups and squats in fresh outdoors
was sure to wake us all up and put a smile on our faces!
After a lunch we bid goodbyes, hoping to see each other
soon again!

Tanja Sointu

\ HUNGARY

Year 2021 did not turn out to be any easier than the
previous year. Strict closure measures lasted until the
end of April and the pandemic was easing slowly. Our
healthcare workers had a few months to breathe easier a
little and then sadly in September the number of COVID
cases was rising again.

Our fellow patients have been disciplined, endured that
social distancing is still needed unfortunately. Therefore
our only personal meeting was the World PH day event.
Even our General Assembly meeting was online. With a
heavy heart we had no choice but to postpone our usual
annual autumn meeting again.

To raise awareness to PH our new sport ambassadors
have agreed to run in the T-shirt of our association, to
represent our fellow patients, to get breathless for us. Let
us introduce them briefly.

Néri started running seriously a year ago and first
completed a 10 kilometer competition
representing our association, and

by November she has already
accomplished a half maraton.
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Tiindihas also started the representation of our association
with a 10 kilometer run, then she became bolder and
already completing distances over 20 kilometers.

Antal has switched to a healthy lifestyle 7 years ago, his
goal was to reach the ideal weight and the appropriate
condition. He is accomplishing triatlons and half
maratons as the representative of our association.
DECATHLON
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We are so greatful for their commitment to represent us!




In August Dr. Kristéf Andrias Karlécai, the head
physician of the Pulmonology Clinic of Semmelweis
University, who is also the Vice President of our
Association, has been awarded the Knight’s Cross of the
Order of Merit of the Republic of Hungary to recognise
his work and dedication. We are hoping that he will be
with us for many years in health.

In October our association was represented on the Annual
Congress of the Transplantees. We had the opportunity
to listen to the sessions and we were networking with
the Hungarian Association of the Transplanted people.
We would like to have a closer cooperation, because
after exhausting the drug therapy possibilities, the
ultimate step is lung transplant. Several members of
our association has already underwent this life saving
operation. We hope to aquire useful knowledge that will
enable us to help our fellow patients.

Previous autumn Petra, a young lady preparing to start
secondary school needed a mobile oxygen concentrator.
We managed to collect the donation needed and Petra
has received an opportunity to lead a more mobile life
that she is still enjoying enormously.

This year thanks to the O2Kids campaign we could help
Dani with an e-bike, so that he could go on trips with
his family, keep up the pace with his friends, he would
be able to get around with greater independence.

It was emotional to see the joy and greatfulness, this
makes us wish we would be able to help more children.
Already in October we have launched our awareness
raising campaign. We have started with an article
in Egészségkalauz (Health guide) which is a website
dealing with health issues. In November in addition
to joining the PHEurope Facebook campaign, we have
organized other media appearances. As part of this we
had the opportunity to appear in the morning show of
the two highly rated commercial TV channels to tell
about the symptoms of PH, the difficulties of those
living with PH and we drew attention to the importance
of early detection and diagnosis and the importance of
the timely treatement.

In addition to that articles were written about PH in
two online media with good ratings. In these besides
the PH specialists fellow patients were telling about life
with PH.

We hope that our fellow patients and PH physicians will
take care of themselves and we can enjoy the Holidays in
health and peace even in these times of pandemic.

Eszter Csabuda

Tiidoer Egylet

www.tudoer.hu
https://www.facebook.com/pages/
Tiid6ér-Egylet/151123348280359

IRELAND

2021 saw another Covid disrupted year for the patients
and team at PHA Ireland.

‘While the annual patient conference was deferred due to
restrictions, patients and medics alike got used to living
with Covid and the high vaccine uptake in Ireland meant
that people were able to get out, exercise and mingle more
than the previous year. To this end, a large focus was put
on exercise and the patient, with two big initiatives.
Ciara McCormack, an expert clinical exercise physiologist
working with PHA Ireland devised a bespoke Pulmonary
Hypertension (exercise) rehabilitation programme.
It aims to provide PH patients with an opportunity to
engage in some light exercises within their own home to
help maintain their aerobic fitness and muscular strength.
PH Patients are encouraged to try the exercises but to
work at a level that feels comfortable for them. Ciara
undertook some classes directly with patients, where
possible and also produced an exercise video, introduced
by Professor Sean Gaine, allowing others to follow along
with the video at home.

The exercise video is available for patients to access free
on the PHA Ireland website, here:
https://www.pulmonaryhypertension.ie/ph-
rehabilitation-programme
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The 2nd new initiative from PHA Ireland was the PHull
Bull Tri, an inclusive triathlon aimed at PH patients
themselves and their family and friends. The idea is
for participants to do whatever distance and discipline
(swim, bike, run) they feel comfortable with, either as
a solo or a team effort. The headline event, which was
also a fundraiser, involved a team of patients, medics and
supporters doing the PHull Bull Tri around Bull Island in
Dublin Bay, comprising a 10 km open water swim, a 30
km cycle and a 10 km run.

The inspiration for the PHull Bull Tri came from
Patrick Corkery, a former patient with PH, who swam
the English Channel, just 20 months after pulmonary
endarterectomy surgery. As someone who suffered with
PH, Patrick knew what it was like to be the spectator,
watching on as others took part in events and races,
living vicariously, but wanting to be involved more. His
aim, with the PHull Bull Tri, was to allow patients to
partake in a triathlon, rather than just looking on from
the sidelines, as usual. He says “for some patients, it will
involve a 10 min walk, or perhaps the exercise bike...and they
can even put their feet in the sea to complete the triathlon.
It really is up to you how challenging you want your PHull
Bull Tri to be - it's not for nothing the word Bull' is in there,




it doesn't have to be too serious! Some may partner up with
friends and family to complete a relay, with one team member
swimming, perhaps 1.5 km and another cycling maybe 20 km,
As this is mainly a virtual event, you can take part wherever
you wish. In fact, we even had some competitors from abroad.
The PHull Bull Tri really is an event where everyone can enjoy
taking part’”.

With an eye-catching logo showing a Bull bursting
through the chambers of the heart in the PHA Ireland
logo, the event was advertised with postcards sent
to patients announcing the event and t-shirts for all
participants. A video, shot with some spectacular
drone footage highlights the fun and inclusive nature

of the event and should prove a great tool to get
even more involvement next year. Bull Island itself
is a nature reserve, right beside Dublin city and the
beach and seafront lent itself well to the bike and run
parts, while the sea proved a challenge for the swim.
With approximately 200 PH patients in Ireland, we
are looking forward to even more patients and their
families taking part in 2022.

To see the PHull Bull Tri in action, click here:
https://www.pulmonaryhypertension.ie/phull-bull-tri-

in-action

Patrick Corkery

ISRAEL

Another year shadowed by Corona has passed and as we
all adjust to our new life reality we are that much more
appreciative of the everyday normal functioning. Corona
restrictions may have limited our interactions and
changed the way we engage with one another or meet, but
the activities and responsibility of the Israel Pulmonary
Hypertension association and its team have continued.
We have shifted our focus and realigned our goals and
made sure to push forward with full force working to
improve awareness and create greater opportunities for
better healthcare for our patients.

Our association was very pleased to have been invited
to share the patients perspective and speak on a
webinar geared towards over 100 participating medical
practitioners about PH. The webinar panel included
lung specialists, a cardiologist and a rheumatologist who
spoke about how PH and its symptoms affect people.
Post webinar we received fantastic feedback that all
100 participants (whom almost never stay for the full
duration) where spellbound and found the material and
information shared so crucial that they all participated
in the full session. This has furthered our association’s
belief that educating medical staff, doctors, nurses and
specialists who are the first step in diagnosis is crucial
and has a much further reach and impact on creating
PH awareness. A link to the webinar can be found here:
https://vimeo.com/641927668/db2e7cca92
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We managed to arrange for several articles exploring
PH and explaining its effects to the average man. We
worked very hard at engaging with medical companies,
promoting the advancement of medications being
included in the government medical basket, ensuring
that our patients’ needs were met and that they were all
coping with the corona related restrictions. We pushed
our ,subsidy” for transport to medical appointments
and ensured our patients had a safe and affordable
way to get to and from their medical treatments. Our
ongoing efforts for patient support included online
classes and lectures, working with doctors and staff
to assist in better understanding of the mental health
affects for patients’ limited movement, Education about
the vaccine program and the options for patients who
struggled to decide regarding vaccination, Online social
meetings - ensuring that our members have human
contact, do not become despondent or lonely because of
isolation. We ensured continued distribution of oxygen
saturation devices for the low cost of $5 (sponsored to
patient) and support for corona and PH death related
family bereavement. Debriefing with other members
who were affected by this loss.

Another fantastic opportunity for us this year was an
interview creating greater social awareness on Arutz
13, one of the most prominent national broadcasters.
The opportunity to promote awareness to this wide
audience and highlight the symptoms for women to be
on the lookout will surely help with early diagnosis.

And finally we ended off 2021 with our first in person
event (of course with an option for zoom log in for those
who needed remote access) - A conference for all patients
of our association. The afternoon started with a guided
tour of the Biblical Museum of Natural History which
allowed for some social
interaction, education and
laughter! All participants
were encouraged to learn
about nature from new
perspectives and some of the
braver guests even handled
some of the animals!
We then returned to the
auditorium for a lecture by
Professor Neville Berkman,
specialist ~ Director  of
Hadassah’s  Institute  of




Pulmonology. Dr Berkman explained about the different
treatment options, the new research being conducted and
the potential shifts in treatment. It was very interesting
for us all to be informed and kept up to speed with this
information and as always our patients enjoyed their
questions and answer time. Following this talk, Aryeh
Copperman once again shared updates and information
regarding the bureaucracy and any relevant information
for grant application, assistance for patients how to
navigate the relevant departments in social services etc.
This is always crucial information especially for our new
members who are often completely lost without the
association guidance. Our evening ended with a healthy,
corona regulation compliant dinner! We were thrilled

with the opportunity to dine together, reconnect and
once again create a sense of support and family!

Links for awareness material this year
https://tinyurl.hu/kzL7/

https://tinyurl.hu/7Nug/
https://tinyurl.hu/gGMp/

https://tinyurl.hu/cr51/

Maayan Steele

Pulmonary Hypertension Association Israel
www.phisrael.org.il
http://on.fb.me/1bPDL5v

ﬂ. ITALY-AIPI

2021 was a very important year for our Association.
‘We have reached the important milestone of 20 years.
These 20 years have been a long time indeed, during
which we have built up a lot in terms of services,
opportunities, contacts and support for pulmonary
hypertension patients and their families.

‘We have embarked on a journey of great dedication in
disseminating information about our disease on a micro
and macro level. We started by sharing information
through our telephone service and ended up with the
information campaign entitled "Life in a Breath", with
Carolina Kostner as testimonial. Throughout 2021,
we were the protagonists of a great deal of media
exposure to spread information about our disease and
the importance of early diagnosis. Here's a brief report
on the first quarter of the "Life in a Breath" campaign:
9 million impressions and 46,000 clicks on our web
content; 5 million readers in major magazines; almost
500 times our video was shown on Sky, half of which in
prime time; 516 media and magazine shots for a total of
23 million views.

On 24 October 2021, we held our first General Assembly
online, a very interesting way of getting in touch and
sharing information from a distance. In my speech,
I wanted to report in chronological order on the
many activities carried out during 2021, among the
most important of which were: Fattore J project (in
partnership with Janssen Italia and Fondazione Mondo
Digitale) which sees us as the protagonists of numerous
meetings with high school students, addressing the
issues of "trust in science" and "fake news and correct
information" (January/December 2021); we are the
signatories of several letters sent to the Minister of
Health on the vaccination priority of rare diseases
(February/March 2021); AIPI OdV celebrates its
20th anniversary with a video, a gadget and a graphic
dedicated to this occasion (15 March 2021); in the AIPI
news we insert 2 highly protective FFP2 masks, to
defend all our supporters more strongly from variants
(March 2021); we participate in a training course for
teachers dedicated to rare diseases, organised by the
University of Messina, finding great attention towards
the inclusion of patients in school curricula (March
2021); we took part in a meeting organised by the
LUMSA University dedicated to the job placement of
rare diseases starting from the concept of inclusion and
collaboration between school and the world of work
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(April 2021); for the World PH Day we took part in a
meeting of Fattore Jentitled: "If the disease is rare, how do
we recognise it?" with 600 students, Dr. Bergamini of J&],
Prof. Galie, Dr. Michilli of Fondazione Mondo Digitare,
Leonardo Radicchi and Carolina Kostner (May 2021);
after 5 months we use up a voucher of 3.000 € made
available to our patients and relatives for overnight stays
in a hotel adjacent to the Policlinico S'Orsola in Bologna
(May 2021), we participate in two Webinars dedicated
to rare diseases opening a discussion on the management
of rare diseases at regional level (July/September 2021);
after months of work and thanks to the contribution
of PHA Europe we launch a brand new version of our
website www.aipiitalia.it (October 2021).

This was followed by a very interesting talk by Professor
Nazzareno Galié, who took part in our online General
Assembly and allowed us not to interrupt this traditional
space for sharing with him. As usual, the Professor
described the most recent aspects of the treatment
of pulmonary hypertension. Following numerous
questions that arose during his talk, the Professor also
devoted considerable space and attention to an in-depth
examination of the subject of vaccines and vaccinations.
Following this, Giulia Tropea gave us an in-depth
analysis of the Testo Unico on Rare Diseases: this was a
great achievement for those working in the field of rare
diseases. On 27 November, the "Law 10 November 2021,
n. 175" on provisions for the treatment of rare diseases
and support for research and production of orphan drugs
was published in the Official Journal! After that Giulia
also spoke about the issue of frail workers.

Finally, our dear Vice-President Claudia Bertini
announced, with great regret, that she will not be
standing for the next elections for personal reasons.

Summary 2021: it has been an incredible year, the
pandemic has not made life easy for us, but we have
achieved many important goals for AIPI OdV and we
have found, despite the distance, many ways to be close
to our entire community.

I would like to thank the AIPIOdV Board, our editorial
staff and Giulia Tropea, who has worked alongside me
with great professionalism in many decisions, for all the
support and trust they have given me over the years.

Leonardo Radicchi



Hello at all!

In these difficult months we have managed to always stay
close to the patients, organizing calls together with them
and the doctors of our scientific committee. We have
identified counsilling to help less resilient patients.

In October we had the opportunity to open, in attendance,
the conference "NATIONAL CONGRESSI ITALIAN
PULMUNARY HYPERTENSION NETWORK 2021"
which took place in Rome and saw the participation of
international specialists. The meeting made us understand
even more that networking is essential to help the patients.
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In recent months we have also been busy participating
in numerous meetings with the Italian institutions, in
order to allow, during the covid era, to have a preferential
path for the diagnosis and treatment of pulmonary
hypertension patients. We have achieved results that go
beyond our expectations.

‘We have been involved in various courses, also organized
thanks to PHA Europe, concerning the empowerment of
patients, the communication to them, the organization of
a patient association.

In December, a
space for AMIP
was reserved at the
GIFFONI  JAZZ
FESTIVAL to talk
about pulmonary
hypertension and
the new book by
our Prof. Parisi .

Francesco ho HOC VISTP PERSONE
o~ AVERSARE
treats children. NDE  ie=a
Exciting as in such
abroad and cultural
context, AMIP has
managed to make
its voice heard and give greater visibility to the patients.

Our work continues unabated.

Together it's possible!
Laura

LITHUANIA

The pandemic which is still holding the world in its tight
grip has taken a toll on everyone. We all are waiting to
finally be able to live without fear. People with chronic
diseases are especially looking forward to that time.
We must work to protect ourselves by avoiding
unnecessary contacts to reduce the risk of becoming
infected with the Covid-19 virus. Our PH patient
organization is still avoiding live meetings to protect
our patients. We very much hope that this situation will
not last long.

Having previously become acquainted with mindfulness
practices, this fall, we were able to offer PH patients
weekly appointments with a psychologist and a
mindfulness teacher. Participants met on the Zoom
video chat platform every Wednesday at the same
time and meditated together. It helped to escape from
everyday worries, at least for a while, to relax and be
together, even though at a distance. Such meetings,
our unity, and togetherness make us stronger, bring us
closer, and improve our emotional and psychological
well-being.

Kassavaitiniai atidos
(mindfulness) uzsiemimai
{meditacijos)

Visues norindius dalyvauti atidos
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We are also pleased that some of our activities are

willingly supported by pharmaceutical companies.
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Thanks to them, we can achieve our goals. Just before
the holiday season of the year, the pharmaceutical
company Norameda has helped us to fill the gift baskets
to the ZSPHA members by providing food supplements,
pens, and ointment for pain relief. Bookstores ,Nieko
rimto” and ,Knygos”. It donated books to children in our
association. Our organization pleased the members of
the association with honey treats and beeswax candles.
Girls got stone bead sets for making bracelets, and the
boy was given art supplies.
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Another pharmaceutical company, AccordHealthcare,
has donated our patients three meetings with a
psychologist mindfulness teacher. During the meetings,
topics relating to stress reactions, fatigue - burnout -
karoshi, and psychological resistance were discussed.
Thanks to the pharmaceutical company Medis, we
were able to publish PH patient diaries. The compiling
and designing of these diaries required a considerable
amount of time because we wanted and sought to make
it helpful not only for the patients but also for doctors.
These diaries will be handed out to every Lithuanian
PH patient.

We would also like to express our gratitude to the
pharmaceutical company Janssen because thanks to
their support, we were able to purchase a lecture
prepared specifically for Lithuanian PH patients by a
specialist dietician, a former PH patient, Chermaine
Kwant. During the lecture, the dietician answered our
patients’ questions about nutrition. Special thanks go to
the doctors of Kaunas PH Center, thanks to whom we
had the opportunity to get acquainted with this special
person. We can only be pleased that the common goal
unites so many people.

Introduction

Thank you for watehing

) asoCiaciia

Our organization is still working hard to raise the issue
of lung and heart-pulmonary complex transplantations.
The quantity and quality of these transplantations are
still a source of concern. Our organization contributes
to the spreading of information on this topic by
publishing the stories of patients waiting for lung
transplantation. Increasing public awareness on these
subjects is particularly important, as the miracle of
donation can only happen through peoples’ benevolence
and compassion. We communicate intensively with
the National Transplantation Bureau, which is also
trying to find ways to encourage transplantations in
Lithuania. Together with other patient organizations,
we signed a memorandum on changing the donation
model in Lithuania. We currently have an informed
consent model in our country. Based on the experience

€ Nacionalinis transplantacijos biu.. Q

nepagydoma liga, kuri naikina jos plaucius ir
silpnina Sirdj. Dviejy vaiky mama laukia plauéiy
transplantacijos ir tikisi, kad iki to laiko, kai
atsiras tinkamas donoras, jos Sirdelé nenusilps
A

/ Jautraus interviu autoré - Zurnalisté Laura
Auksutyte. UZ §j straipsnj Zurnalisty
kirybiniame konkurse ,0Organy donorystei —
taip!” ji buvo apdovanota pirmaja vieta ¥

nitb.Irv. It
Gyvenimas su liga praplété galimybiy ribas

of other countries, we believe that changing the model
of donation to implicit consent (where all residents of
the country who haven’t expressed their objection in
writing are considered as donors) would increase the
number of transplantations carried out in our country
and save even more lives. At the same time, the number
of currently rare transplantations would likely increase.
The message on PH is being spread, although in small
steps. At sports events, for example, our ambassadors,
to whom we are always infinitely grateful, are wearing
t-shirts with the logos of our organization.

One of our patients has participated in the TV show

“Ask the doctor” on national television. In the part
called “Doctors or the Internet” of this show, doctors
compete with ordinary people who are trying to find
out the diagnosis on the Internet. Both teams are trying
to guess the disease the hero of the show is talking about
introducing the symptoms.

Despite the current situation, let us find the desire,
strength, and ways to be happy.

Rima Gruodiené, Zmoniy serganciy plautine hipertenzija
asociacija ( ZSPHA), Lithuania

www.zspha.lt
https://www.facebook.com/zspha

info@zspha.lt
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NORTH MACEDONIA

November, month of Pulmonary Hypertension, this
year we celebrated with participation with more than
50 runners on Gevgelija run in a small city, Gevgelija, in
honor of patients with PH. City in which from initiative
from Gjurgica Kjaeva in the past years for raising the
awareness for PH under the moto “Get Breathles” in 2014,
“Breathe for Pulmonary Hypertension” in 2018 and “Dum
Spiro Spero” in 2019, more than 70 runners humanitary
run 42km and 56km on regional road connecting more
little cities an idea was born for a city run in Gevgelija
realized from young enthusiasts who made the club

“7mi Noemvri Gevgelija”. On this first run, there were
more than 600 runners from all around our country and
also from other countries. Except for this run, runners
are running with PH shirts all across our country as in
the big Marathon in Thessaloniki, Greece. Also there is
support and they continue to raise the awareness of PH,
Mountain Club Kozuv which are organizing mountain
top climbings.

Ratko Kjaev - APH Macedonia ,Moment plus”
http://www.phmomentplus.com.mk/

MOLDOVA

- N L\

The 2021 year stands out by administrative and

developing activities mainly. Among these activities,

three important topics can be named:

+  Launch of the Association's website

+  Participation in events organized by PHA Europe and

+ Dissemination of information on Pulmonary
Hypertension in Moldova

The rest of the activities, while not less important, are
more related to daily activities and strengthening of the
Association as an authoritative organization in the field
of Pulmonary Hypertension.

Launch of the Association's website
According to the White Spot Programme, that is
actively promoted by PHA Europe, the Association
received required resources to develop its own website
and successfully launched it in January 2021. The whole
content was adapted and translated according to the
information from the PHA Europe web site.

Participation in events organized

by PHA Europe

This year the Association had an opportunity to
participate at many events organized by PHA Europe,
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such as APHEC 2021 with its thrilling Butterfly Hunt,
WPHD 2021, containing a lot of new information, PH
Awareness Month 2021, where patients throughout the
world could share their life experience and many other
smaller events.

Dissemination of information on
Pulmonary Hypertension in Moldova

As the Association has only one active member - its
founder — the dissemination of information about PH,
related events and activities is rather limited. All that
can be done is publishing news on Facebook, LinkedIn
and distributing printed materials in specialized medical
organizations. So, were distributed two sets of brochures
and flyers, as well as the Image Brochure.

Other activities where the Association successfully
participated are:

1. Registered the Association bank and fiscal
information at state agencies;

2. Joined the Fellowship Programme by PHA Europe;

3. Established partnership with e-Homcare fund by
UNDP that helps obtaining free oxygen concentrators
and specialized help for PH patients;




4. Received the electronic signature for the Association;

5. Wrote and published articles for Mariposa journal;

6. Contacted new PH patients to invite them to the
Association;

7. Organized Viber video meeting on latest PH news in
Moldova and the rest of world, for three members of
the Association, present in the country.

8. Established contact with Alliance of Organizations
for People with Disabilities of the Republic of
Moldova (AOPD);

9. Developed a small guide on how to diminish the
discrimination of PH patients and other people with
disabilities in different situations, etc.

The most time consuming, hard and interesting activities
for the Association were:

Receiving the electronic signature for the
association

As there is only one active member of the Association
in Moldova, the founder, the processing of all required
state documents is a very complicated procedure.
Fortunately, the government is constantly expanding
the range of digital government services it provides. In
order to take full advantage of these services, you only
need to have a digital signature. Thus, after spending two
days on paperwork and a month for their delivery to the
Certification Center, a digital signature was obtained.
This allows, at the moment, to sign all the necessary
documents requested by government organizations,
including letters, reports, requests, etc.

Organizing Viber video meeting on latest
PH news in Moldova and the rest of world,
for three members of the Association,
present in the country

There are a very small number of PH patients in Moldova
(5 persons) and the majority of them refuses to join the
Association. This is related to one of the former Soviet
Union stereotypes “All non-profit organizations are
created to steal people’s money and you should never
trust one” and many similar. From the other hand, the
patients are dispersed throughout the Moldova, have a
medium age of 57 years, don’t like any electronical means
of communications and don’t want to be bothered with

anything that doesn’t concern the instant improvement
of their quality of life.

So, to keep them in touch with the PH news and get them
to know each other better, a small video conference on
Viber was organized. The summary of APHEC 2021 and
WPHD 2021, along with other news, were presented,
as well as the content of the printed materials on PH.
Unfortunately, there were almost no questions and a
strong feeling of rejection of new events.

Establishing contact with Alliance of
Organizations for People with Disabilities
of the Republic of Moldova (AOPD)

In summer 2021 was found information about the
AOPD and were made some attempts of contacting their
representatives. But, due to the serious condition of the
founder (more than three weeks), the connection was
lost and scheduled for December 2021 - January 2022.
The AOPD aims to improve the quality of life of
people with disabilities in the Republic of Moldova by
collaborating with state public authorities in order to
create an environment with equal opportunities to
realize the potential for people with disabilities;

Developing a small guide on how to
diminish the discrimination of PH patients
and other people with disabilities in
different situations

People with disabilities, and PH affected ones in special,
are often discriminated in different common situations
like: lack of access to institutions; receiving acts from
organizations via their representatives; restricted
possibility of receiving all kind of services; lack of
understanding from the rest of the population, etc.

To facilitate the solution of such issues, a small guide
describing the possible steps of their resolving for both
affected people and organizations. These steps were
tested and approved some state, medical and financial
organizations already. A more detailed description is
given in “Mariposa”, “Discrimination of rare disease
patients in Moldova” article.

Roman Balmus

POLAND

Mariposa PHA Poland Conference of the
pulmonary circulation section

This year, as in previous years, PHA Poland took part
in the 11th National Conference of the Pulmonary
Circulation Section of the Polish Society of Cardiology,
which was held on 21-23 October in £6dz.

The scientific programme of the conference included a
number of issues related to various aspects of pulmonary
hypertension: "A new look at PAH’, "Don't slow down in
virtual time", "Doctor, nurse and patient in a journey through
the disease”", "How can we shorten the time to diagnosis of
PAH", "Why should the goal of treatment in PAH be low risk
status?' - are just a few of the lectures that took place in
the fifteen sessions of the conference.

The guest speaker at the session on COVID-19 and
pulmonary hypertension was the leader and founder
of the ,kzy” band - Adam Konkol. He talked about his
experience with the disease and the problems he faces
after Covid-19 infection. He also appealed to all the
sceptics to get vaccinated against Covid-19 for their
own safety and for the safety of their loved ones. Marta
Mrozek, PHA POLAND Vice President talked about what
had been done for patients during the pandemic. She also
mentioned how our patients coped during this difficult
period and the Association's plans for the coming year.
Throughout the Conference, there was a stand of our
Association in the open zone, which was willingly visited
by doctors and nurses, who took guides and leaflets about
pulmonary hypertension for their patients.

Football match PHA Poland Cup

On 21 October 2021, the Reds, captained by Professor
Jarostaw Kasprzak, and the Blue Team, captained by
Professor Marcin Kurzyna, played against each other.
From the beginning of the match, the teams made
every effort to put the ball in the opponent's goal.
Not surprisingly, minor injuries were reported, but
they did not discourage the players from continuing the
game. The second half ended with a score of 6:6 and
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penalty kicks were needed to determine the winner of
the Cup. In the end, the winner of the PHA POLAND
Cup was the navy blue team, which defeated the Red
team 4:3 in the penalty kicks. At the end of the match,
Marta Mrozek, PHA Poland Vice President handed the
winners the PHA POLAND CUP, and all the fans small
gifts. Despite the unfavourable weather, the atmosphere
in the hall was very warm.

Nutrition guides for people with
pulmonary hypertension

Thanks to the kindness of AOP Orphan Pharmaceuticals,
we were able to obtain guides to proper nutrition for
people with pulmonary hypertension. They include
advice on how to maintain a balanced diet, a list of

recommended and contraindicated products, and
examples of recipes that can be used in the event of
bothersome side effects associated with the therapy.
The guides were sent to patients and a PDF is also
available for download on the association's website.
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Boston Marathon - get breathless for
patients with pulmonary hypertension

Once again, Krzysztof Sabisz dedicated his participation
in the marathon to patients suffering from pulmonary
hypertension. This time the goal was the Boston
Marathon. It is like Everest - exceptional and unique”
says Krzysztof. ,Many people dream about it, but only a
few are able to fulfil this dream” — he adds. This year,

only 28 Poles qualified, and only 7 people from Poland
reached the finish line. Get breathless for patients with
pulmonary hypertension!

Agnieszka Bartosiewicz
www.phapolska.org - on.fb.me/10RE2W
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PH Portugal attended workshops
promoted by Bayer

BAYER Portugal has promoted constructive discussions
on important themes, such as the involvement of
patient associations in access to treatments and
pharmacovigilance for the patients.

Sessions were dynamic and delivered in online format,
given the limitations we are facing and the number of
people involved. The initiative intended to capture
the participants' perception and vision of new models
of involvement of patient associations in accessing
treatments and their role in reporting adverse reactions
related to those therapies.

Workshops were divided into three main parts: the
first parts were mainly introductory, followed by a
zoom quiz wherein the alignment of perceptions and
attitudes among all stakeholders on current models of
participation were presented and discussed; finally, at the
end of each workshop, groups were separate in parallel
rooms to go deeper into possible ways to intervene in
the models through new approaches focused on patient
empowerment.

PH Portugal invited to collaborate in a
research study

PH Portugal was invited to collaborate in a research
study entitled “Resilience and Family/ Individual Adaptation
in a Rare Disease Population: A Qualitative Study’.
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The main objective of this study is to explore how
resilience, strengths and coping strategies can contribute
to individual and family adaptation to the rare disease.
Six patients from PH Portugal will join this project that
will be further detailed in the next edition.

New questionnaire on PH is coming out
Patients from PH Portugal were invited to participate
in the elaboration of a questionnaire that will be used in
clinical practice, particularly in patients with pulmonary
hypertension. PH Portugal played a crucial role in
collecting a significant number of patients and thus
contributing to the greater success of the project.

Este questionario foi concebido para determinar de que forma
a hipertensdo pulmonar (HP) afeta a sua vida. Responda a
cada pergunta colocando um visto sobre O NUMERO que
melhor descreve a sua experiéncia recente de viver com HP

Para cada tem abaimo, coloqus um visio | | na caixa gue meihgd descreve a sua expendncia
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Rita Rodrigues, from PH Portugal, is joining
PH empowerment network’s workshops
Rita Rodrigues, from PH Portugal was selected
to attend the workshops promoted by PHEN (PH
Empowerment Network), a new initiative from
Janssen. The main purpose of the project is to help
empower some selected PH patients around the world.
PHA Europe was looking for four candidates and we
are proud as Rita is one of them.

Rita is learning how to craft disease empowerment
campaigns for patients, how to gain the most out of these
campaigns, how to highlight the importance of physical
exercise and mental health and how to maximize online
and offline platforms. Rita will hopefully be able to use
the knowledge she gained in order to help our association
in this type of work.

More about Rita...

She was born in South Africa in 1968, with a congenital
heart disease, which went undetected until the age of
10. After a doctor’s appointment, due to constant colds
and flu, she was referred to a heart clinic. A catheterism
was performed, as well as a lung biopsy, and she was
diagnosed with Pulmonary Arterial Hypertension.




No correction surgery was possible, and no medication

available, as this was an incurable disease.

The disease made her stronger and helped her overcome
imposed limitations. Because of this disease she fought
harder, never created obstacles, and always accepted
challenges. She has learned to push herself everyday
a little more beyond her limits. She has achieved the
possible by doing the impossible.

According to Rita, “the first important thing to do when
confronted with an incurable disease, is to not feel self-pity,
rage or bitterness, all these negative feelings prevent us from
moving forward and living our lives. I believe that physical
activity and a positive mental attitude, contributed largely
to my wellbeing, having outlived by far all my doctors’
expectations. The will and desire to live amongst PH
patients is so great, that many times it overcomes
the doctors’ expectations, and the ongoing,
continuous research for a cure fills us with hope,
faith and courage to fight every day’.

Patricia Miranda, from PH
Portugal, is joining a project
about uptravi

PH Portugal was invited to join a set of
workshops promoted by the company
Merakoi which is a social impact company
that, among other things, works with
patient experts as consultants to bridge
the gap between patients and healthcare
companies, with the aim of improving the
patient experience in various disease areas.
Merakoi is currently working on a PAH specific
project and was looking for a patient expert from
Europe who has experience with (is currently taking
or may have stopped taking) the treatment Uptravi.

Patricia is a nurse and was diagnosed with PH during
childhood. She had a bad experience with Uptravi and
was invited by PH Portugal to be a patient expert in this
project. She is able to share a wide range of experiences
as she is very well connected in her disease community
and can bring the patient voice to the project, so she
can also integrate multiple sources of research data and
derive insights from other experiences.

November is time to walk/run for PH

PH Portugal organized a walk/run on the 21st
of November aimed at raise awareness pulmonary
hypertension and mark the PH awareness month
(November). Leiria was the city chosen for the event,
which was recently elected European Capital of
Sport 2022.
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Before the pandemic, we used to organize a 15 km trail
/ 5 km Walk which had an average of 200 to 300 people.

This year, due to the enormous unpredictability of the
rules imposed by the Portuguese health authorities, it was
not possible for us to obtain the necessary anticipation to
organize an event of this dimension. In this sense, we
organized something simpler, but still symbolic.

To warm-up, a set of exercises were proposed
to our participants.

‘We had the support of Monica Rosa, a famous Portuguese
athlete, who sponsored the event.

Despite all COVID-related restrictions, we brought
together about 70 people of all ages, including patients.
For the first time we had young children walking for PH,
some of them PH kids.

And because this was all about Zebras, we also had a
special support from Nestlé that send us KitKat Zebras to
offer our participants!

A t-shirt was created especially for the event: Breath for
LiPHe!

To educate our participants about the cause that led us to
launch this event, a brochure was distributed:

Hiperternao Pufpmonar (HP): o Que é?

Doenga pulmonar grave, progressiva e
potencialmente fatal. '

Causa um aumento da pressao nos pulmaes devido
a inflamagdo ou formagdo de cicatrizes nas artérias
pulmonares. '

Se nao for tratada, pode levar ao enfraquecimento do
lado direito do coragdo, um tipo de insuficiéncia
cardiaca.

va'#up a HP ¢ conpiderada wma 'sebraf?

AHPé
frequentemente
esquecida pelos
profissionais de

satde.

& |
'% . Como muitos dos sintomas
acorrem noutras doengas menos graves, a HP as
vezes ndo é considerada ou os sintomas sdo
atribuidos a outras doengas.

Esta situacdo é o que os especialistas
descrevem como uma doenca zebra.




A charity market took place at the end of the event, where
several products hand-crafted by our patients were sold. =
The event’s official t-shirt was also sold either online or
at the event’s place. A total 520 euros was reached!

Teresa Carvalho

Associacdo Portuguesa de Hipertensdo Pulmonar
https://aphp.pt/
https://www.facebook.com/
hipertensaopulmonarportugal
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On December 26. 2021, the long-awaited offline
conference in zoom format on the topic of pulmonary
hypertension and covid took place. The speakers of the
conference were the doctor of pulmonaryhypertension
Rakhmatullina Ruziya, lawyer Akhmadullin Farit and
Yarullina Lilia.

The doctor prepared an informative lecture on the
topical topic "covid". She informed the assembled
patients with pulmonary hypertension about the
possible difficulties in patients with pulmonary
hypertension with covid, spoke about the available
statistics of the incidence of covid among patients with
pulmonary hypertension. The doctor urged people to
be more actively vaccinated and be attentive to their
health, follow a diet, take medications on time, lead an
active life and try to live an image, not give in to panic
and despondency.

A large block of legal information is presented by a
lawyer, Ahmadullin Farit. This was a lecture on the
rights of the patient: to download even unregistered
drugs under the state guarantee procedures.
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Unfortunately, patients are often discriminated and
receive life-saving medications, which can only
be obtained by going to the courts. Farit spoke in
detail about the stages of the judicial system, what
difficulties one has to face in pre-trial proceedings.
The conference was attended by participants - these
are patients, their relatives, friends - in a word, a
friendly family of pulmonary hypertension. During
the active conversation, they shared news, asked
questions to the speakers, and of course everyone was
very happy to meet, albeit in an offline format, but
very long-awaited, productive and interesting.

The recording of the broadcast was saved on the
YouTube channel, you can see it at the link https://
youtu.be/fLP5Nng90aw. Many thanks to the European

Association of Pulmonary Hypertension for the support,
the protective masks that are intended for patients and
the very bright summer issue of the magazine Mariposa,
which was very interesting for our patients.

Lilya Yarullina
PHA Russia “Save and Protect”
lilya-belle@yandex.ru
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Despite all the obstacles that we have faced, 2021 was
a fruitful year for PH Serbia, and the whole PH family.
We live with PAH and PH, and all the difficulties that
the world is facing now are our everyday normal. PH
Serbia has carried out and successfully implemented
numerous important and significant events and major
projects. Our constant and consistent struggle and battle
for every single PH patient is now even more vigorous
than before, especially now when the COVID epidemics
has shaken the whole world. People now came to
realize that to be healthy and to remain as healthier as
possible is a challenge, and they came to understand the
difficulties that persons with PH are constantly battling

organizuje
on - line

PH RADIONICU

Petak 05.03.

with greater depth. This very grim situation in the world
was also an opportunity to promote the importance of
public health, vaccination and to raise awareness of this
serious rare disease through many events and projects.

Only during this year, we have successfully organized
and carried out eight separate educational workshops
together with PH experts, doctors, and patients. All the
materials were recorded and later published on YouTube,
all in an attempt to reach a greater audience and every
single PH patient, so that they can all remain informed
about the newest discoveries about PH and the following
therapies and therapeutic methods.

organizuje
an line

PH RADIONICU

Radionicu vodi: Danijela Pesic

We are really proud of our achievements during this
year, but one of the most significant achievements was
of course organizing a large scale expert congress about
Pulmonary hypertension at the Serbian Academy of
Science with more than 80 attendees, and 10 eminent
professors from our country and abroad among which
were Irene Lang from Austria, Olivier Sitbon from

France, prof Samardzija from Croatia. The main patron
of the whole event was the First Lady of the Republic
of Serbia, Mrs. Tamara Vucié. When the event of this
magnitude takes place it was only natural that everything
around it has been followed and monitored by various
media from our country. The importance of this expert
congress for the whole PH community cannot be stressed
enough. It was a major step in bringing experts and
patients closer than anytime before.

Organizing more than 10 different races, marathons
and ultra-marathons is our norm nowadays, and it was
no different during this year. Our Inspired by HOPE
team was motivated and fit to run and to get breathless
for PH across our country and abroad through various
treacherous terrains and “exotic” locations. Spreading of

awareness is easier when people experience what it means
to be really breathless and that’s why each and every race
is a truly unique experience for everyone involved. It’s
both the promotion of a healthy lifestyle and at the same
time a great opportunity to spread awareness of PH.
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Our usual activities involve the acquisition of various
medical equipment and supplies and that’s what
remains the same every year, pulse oximeters, oxygen
concentrators, and other medical tools that can help our
members and is something we need to take care and its
one of the most important tasks of every association.




Here in Serbia, our patients sometimes have to wait
for some vital medications for PH, and that’s where we
step in, primarily to communicate with the Ministry of
Health and with the Republic fund for health insurance of
Serbia to ensure the regular distribution and availability
of these vital medications. In that way, our patients avoid
waiting for their medication for prolonged periods of
time. It’s a regular task for our association and we always
continue our battle for a normal life by keeping our
members and patients constantly informed and updated
about every news in the field of therapeutic upgrades
and innovations, and in the field of patient rights.

To mark the WPHD we have prepared several major
manifestations but one of the most memorable events
was certainly a rowing session in Dragon boats.

That event on Ada Lake in the heart of Belgrade was
something to be remembered. We will let the photos
to the tale of the greatness of human heart and of true
dedication to the cause.
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Danijela Pesi¢, as the president of Pulmonary
hypertension Serbia was a guest on many TV stations and
special programs dedicated to Pulmonary hypertension
throughout the year, and her guest appearances were
always oriented toward spreading awareness but also to
presenting real human stories stories behind PH and the
needs of those individuals that happen to suffer from this
disease. Media and social networks proved to be a great aid
inthemomentofsocialand physical distancing. Wearestill
learning how to employ those mediums to our advantage,
but the past year and a half was a big learning curve.
Participation in the realization of O2 Kids campaign

organized by PH Europe is surely something not to be
missed. We have fulfilled the wish of a young girl from
Kosovo suffering from PH by buying her an electric
bike. This human and profound act will certainly
help her to be stronger and to continue her fight.
We hope that similar projects will continue in the future.

One of the most important campaigns by EURORDIS
is the School toolkit: explaining living with a rare
disease to young children for Rare Disease Day global
platform will use a book authored by none other than
Danijela Pesi¢. Her book A Friendship Story was
translated to more than 25 different world languages
and plays a vital part in this significant campaign. Read
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more about this project here:
https://tinyurl.hu/pmVé/

Our association was also involved together with
“Heliant” company in the creation of one of the most
comprehensive databases for pulmonary hypertension
in Serbia, and that’s something we are especially proud
of. That kind of database will be of great use, primarily
when we speak about the diagnosis and about the general
approach to treating PH. It will also include all the data

about every single diagnosed PH patient.
More about it here: https://heliant.rs/2021/05/05/
nacionalni-registar-za-plucnu-hipertenziju/

We will continue with the same vigor next year, all
this was just a preparation for the next chapter of the
great battle to cure PH. We will conclude by saying
that every year is a tremendous teacher and we gain a
lot of experience as time goes by, but the past two years
were a great opportunity to really test what we have
learned, to improve our weaknesses, and to reflect on
our progress. As hardships grow larger, especially now
with the COVID pandemics, we come out of it stronger,
more resilient, and resolved to succeed in our attempts
and ideas to make a better future for all of us!

Danijela Pesic
PH SERBIA
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Despite various anti-pandemic measures, we managed
to carry out almost all the planned activities this year.
In addition to the rich activity campaign on World PH
Day, we focused not only on informing about PH, but
also on patients and improving their conditions.

We have been regularly addressing students of the
Secondary Medical School in Lucenec for several years
in the form of a discussion forum entitled "When the
breath runs out". This year, for the first time, we spread
the information about PH online, via a webinar. The
program consisted of two 40-minute blocks in which
we talked not only about PH, but also about lung
transplants and organ donation. The form of living
libraries is always interesting and students had the
opportunity to talk about problems with patients with
various types of PAH directly.

We ran an online social media campaign on Rare
Disease Day. We focused our contributions mainly
on PAH. This day was also noticed by the top
representative of our country, the president. On
February 28th, the presidential palace was illuminated
by the colors of the campaign.

In March, we actively participated in the Annual PHA
Europe conference and the General Assembly Meeting
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(APHEC and GAM). The online meeting was kind of
exhausting, but it brought a lot more information.

At the end of July, after two years, we were again
able to hold the long-awaited meeting of patients in
Slia¢ Spa. Eleven patients participated in the 6-day
educational-reconditioning stay. We focused on yoga
exercises with adaptation to improve the functioning
of the respiratory system and blood circulation. We
ended the exercise hours with pleasant relaxation. Very
pleasant morning for women with a beauty consultant
who taught them how to take care of their skin was also
part of the program. During each day we underwent spa
procedures, we regularly visited an open-air swimming
pool with healing mineral water for cardiac diseases.
Those who were more able-bodied also used Nordic
walking intensively.

At the end of the stay we held the General Assembly
Meeting. The main point of the program was the
evaluation of the association's activities over the last
two years, as we were unable to hold our GAM last
year. The General Assembly Meeting included the
election of members of the Audit Committee for the
years 2021-2023.

In October, we participated in the Rare Diseases campaign
with the story of a patient with IPAH. During the year,
we provided counseling to 18 patients. On the occasion
of the Pulmonary Hypertension Month, November, we
joined the united PHA Europe and worldwide campaign
through social networks with unified graphics.

Runners in Get breathless for PH T-shirts raise awareness
excellently. Through their participation in sporting
events, they help us spread awareness of PH throughout
the year. It’s not only runners, but also tourists, that hike
in undemanding terrains, often the patients themselves
with PH. This form is very popular in Slovakia. In
2021 we were represented in 13 individual running
competitions. Our runners, in addition, took part in two
relay races - From the Tatras to the Danube (345 km)
with a 12-member team and The Run Slovakia (524 km)
with a 16-member team. They carried photos of patients
on their backs to highlight real PH patients.

This year, as part of the O2Kids campaign, our
association managed to obtain a grant from the PHA
Europe for the purchase of a children tricycle for the
handicapped 6-year-old boy Rayan.

Rayan was very pleased with the gift. The parents were
also extremely happy. And of course we are with them.
We have fulfilled one wish, but we will do what it takes
to fulfill similar wishes for other children in order to

make their lives easier.
https://www.youtube.com/watch?v=0sYDBiqGzwo

In November, we participated in a two-day Slovak
Patient Conference, where we presented the activities of
our association and had the opportunity to submit our

proposals to representatives of legislative processes in
the field of health and social affairs.

At the end of the year, we have prepared a new issue of
PH magazine Fialka and we will also please the members
of the association with Christmas packages.

Iveta Makovnikovd
Zdruzenie pacientov s pliicnou hypertenziou, o.z.

http://phaslovakia.org/
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SLOVENIA

extremely
moved by our gift, as you
can imagine a helping hand in difficult situations
like theirs can give you a push when you need it most.
In addition to the watch, we also gave Nermin an
oximeter and protective masks.

For Drustvo za plju¢no hipertnezijo Slovenije the
most discussed topic of the last few months has been
the social life of our patients during the pandemic but
also experience sharing between us and simply how to
support each other even more. Due to the high burden
of the pandemic on all of our social lives we have agreed
to devote time to talk to each other more often, either
online or in nature taking of course into regard the
necessary pandemic measures.

We're happy to announce that we have moved from
words to action and have organized a meeting for our
members in our traditional spot, the nature resort
called Mostec. It was great seeing each other in person
again after quite some time. We were also joined by
Mr. Kramar from the pharmaceutical company Medis
who is very keen and proactive on supporting us in our
future endeavors.

One of the fondest moments of 2021 for us is definitely
the O2Kids campaign that was organized by our
umbrella organization PHA Europe. With the help
of Slovenian pediatric doctors, we were able to find
and consequently bring a smile on the face of a sweet
7-year-old boy named Nermin.

Nermin suffers from a number of diseases, one of
them being pulmonary hypertension. Due to this life
is very challenging for him and his parents, especially
because the boy is extremely lively and wants to live
life to the fullest just like his peers.

Nermin’s wish was a multifunctional watch, which can
measure his heart rate and thus enables him to have
more control during his daily activities. His parents were

We are very glad to see runners on the streets of
Ljubljana this year as well. Among them were some of
our amazing athletes who traditionally “get breathless”
during the event in support of all our patients with
pulmonary hypertension.

The event is a good example of neighborly cooperation.
We were delighted to see the team from Serbia participate
in the marathon this year as well. We also cannot forget
to mention our superb doctor. Polona Mlakar, who
participated in the event and helped patients by doing
her best on the track just like she always does in the clinic.

The highest Slovenian peak - Triglav has been outdone
many times in the name of the patients with pulmonary
hypertension. Many athletes have already taken our blue
lungs white T-shirt to the top. This time, however, it
was done by a very special 9-year-old boy who proudly
explains what the lungs on the T-shirt mean. Many
thanks to his father who motivated him to tackle this
impressive challenge.

After the meeting in Mostec we organized another
online meeting with our members. We shared extremely
moving stories from individual patients who have just
recently joined our association. We talked about our
wishes and needs, came up with quite a few ideas that
we will advocate for in the coming year.

We wish all Mariposa readers a wonderful year 2022!

Tadeja Ravnik
Drustvo Za Pljucno Hipertenzijo Slovenije
www.pljucna-hipertenzija.si
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This 2021, marked by COVID and Vaccines, has been
a year full of challenges, changes, and adaptations,
which have made us even stronger. Both, the boards
of directors and the staff members (social workers,
psychologist and lawyer) have collaborated hard for
another year, to give the best possible care to people
with pulmonary hypertension, their families and
caregivers. The pandemic has made us rethink our
objectives and how to achieve them, but without losing
our essence: to improve the quality of live of pulmonary
hypertension patients.

« This year we have run all our activities online,
which has allowed us to reach more members.
We are very glad about the result, and although
we will organize face to face activities when
the healthy situation allows us it, we will not
leave activities through platforms such as Zoom
because it gives us the possibility of increasing
participation. Our activities have been organized
based on the member’s demands and reflected in
our 2021 strategic plan:

+  Monthly Newsletter “Palabras Azules” (Blue
Word): in 2021 we have baptized our newsletter,
of which we have published 10 with information
about our activities and information related to
Pulmonary Hypertension such us stated aids. These
bulletins are posted on our web: https://www.
hipertensionpulmonar.es/taxonomy/term/1

+ From 30th of April to 1st of Juin to celebrate
our World PH Day Campaign with the slogan
“Hypersensitize  yourself ~we are  Pulmonary
Hypertension”, the ANHP carried out different
online activities like an awareness campaign in
our networks, workshops such us Pulmonary
Hypertension Conference Cicles: Social and
Clinical Perspective of PH, I workshop for families
of children with pulmonary hypertension, -
Hiperactivate: Physical exercise in Pulmonary
Hypertension in collaboration with the Siel Bleu
Foundation, webinar ,Emotional support: Working
negative thoughts”, the lighting of fountains and
monuments in different cities and municipalities
in our country, Short videos “Questions and
Answers about Pulmonary Hypertension® by
patients, family members and caregivers, and the
first virtual race “Deja tu huella por la HP” (leave

NEWS FROM EUROPEAN PH ASSOCIATIONS

your footprint for PH).

To celebrate the World Rare Disease Day, we run
from February 15 to March 14 a campaign with the
slogan “Educate, React, Do, Participate: HIPER unite”.
During this month several very interesting activities
took place, such us the workshop “Techniques of
relax” given by our psychologist Jennifer Moreno
or the webinar “What does it means to live with a
rare disease?

In the month of November, the month of
pulmonary hypertension awareness, we have
organized a campaign from the 2nd to the 30th of
November under the slogan “Words that give breath’.
Throughout this month the following activities
have taken place: dissemination of aspects related
to the pathology through infographics that have
been published on our social networks, online
awareness campaign through images of people with
pulmonary hypertension, relatives, sympathizers,
social and health professionals with a word or
phrase of encouragement and videos prepared by
people with pulmonary hypertension where they
highlight what it has meant for them to belong to the
National Association of Pulmonary Hypertension.
Furthermore, we run psychosocial support
workshop on the importance of assertiveness to take
care of ourselves. Also, we offered our members
with pulmonary hypertension 4 online sessions on
the physical exercise.

The XVII Annual General Assembly was held online
June 5.

In mid-September we started the Christmas Lottery
campaign, which is one of the most important

sources of funding for our association.

During the year we have consolidated the online
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meeting with families with sons and daughters with
pulmonary hypertension. Every 2 month we have
had a meeting with an average of 4 families. We
have also organized 4 ANHP breaksfast, one for each
station for all members and a youth meeting.

We started a Cardiorespiratory rehabilitation
research in collaboration with the 12 de Octubre
Hospital in Madrid, reference center in Pulmonary
Hypertension in Spain.

Our “HiperexPertos” project ends the year with
a pilot group that is testing the platform and
validating the content like expert patients.

In addition, this year we organized several online
meetings and workshops with important information
for our collective such as the webinar “Vaccines
COVID-19; Pulmonary hypertension” in which a
doctor specialist in pulmonary hypertension and
a representative of the Spanish Medicines Agency
answered the doubts and ask of our members.
We also run the webinar on “Disability and Labor
Handicap” where our lawyer gives us advice for the
appraisal process and answered the doubts of the
attendees. In the “Invasive treatments in Pulmonary
Hypertension; the bomb, and now what?” webinar by
D. Raul Rodriguez, PH reference nurse at FERRER,
and Ms. Mercedes Rodriguez and Vanesa Novoa,

nurses from PH unit of the Marqués de Valdecilla
Hospital in Santander (Cantabria) were speaking
about this type of treatment.

Participating in workshops, webinars and congresses
such as moderators or speakers is very important to
increase the visibility of Pulmonary Hypertension
patients, their families and caregivers. In the 2021 we
have participated in:

+  We took part in the XII Conference on Pulmonary
Hypertension patients and families” at the Hospital
Clinic of Barcelona. This conference is part of the
project called “Respira” Classrooms.

+  We were speakers in the IV Congress of SEPAR in
the table of “Answer in 60 seconds” and our lawyer
D. Alvaro Lavandeira was speaker in the Organic
illness symposium.

+  Our social workers participated in the [V Association
of Patients Meeting of FEP (Spanish Patients Foro)
as moderator and speaker at the round table about
the patient experience.

+  Ms. Eva Garcia Garcia, president of the association
attended the Webinar “In rare voice. Today and
tomorrow of rare diseases” organized by MEHUER
(Orphan Drugs and Rare Diseases Foundation of
Seville) where, among other topics, the future
of orphan drugs was addressed and Mr. Alvaro
Lavandeira, lawyer of our entity, participated as
a speaker.
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We have attended conferences, workshops, and webinars
related to our pathology, with the aim of expanding
information and offering it to our members and sensibilize
the population about pulmonary hypertension, its causes,
and consequences. We can highlight the following ones:

o WWebinar “What should we know and what can we
(really) expect in 2021?”. Organized by ProPatients
(a non-profit organization).

+  We attended the 5th Pulmonary Hypertension
Research Meeting in organized by the PH research
line of the Center for Biomedical Research in
Respiratory Diseases Network (CIBERES).

+  Webinar “The COVID-19 vaccine, respiratory
patients” Organized by FENAER (Spanish
Federation of Associations of Allergic Patients and
Patients with Respiratory Diseases).

+ VIl Interdisciplinary conference on advances in Rare
Diseases organized by IBIMA-RARE (Biomedical
Research Institute of Malaga- Rare Diseases area).

« VII edition of the AE Awards Forum (affective-
effective) Albert Jovell. This year our project has not
been awarded.

»  First part of the IV SeparPacientes Congress 2021.
SEPAR is the Spanish Society of Pulmonology and
Thoracic Surgery.

+ At the XIV annual meeting of the CIBERER
(Biomedical Research Center Network for Rare
Diseases) we attended the round table “Challenges
and Future of Research on Rare Diseases”.

+ I Training Conference on Clinical Trials for patient
associations organized by Janssen.

This year we have worked more than ever in collaboration
with the entities to which we belong, such us the FEP
(Spanish Patients Foro), the POP (Patient Organization
Platform) or FEDER (Spanish Federation of Rare
Diseases) to claim our inclusion in the wvaccination
strategy of Spain, improve care in health centers and
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hospitals, provide our point of view to develop adequate

telemedicine etc. Among the activities we have carried

out with these entities we can highlight the following:

As member of FEP (Spanish Patients Foro),

«  Annual Assembly

« Workshop HALIGH

As members of POP (Patient Organization Platform),

»  Online presentation of the 2020 Patient Care
Laboratory Report.

«  Focus Group in which we talked about the participation of
patient associations in relation to the state.

«  Meeting on the vaccination strategy of the Spanish
government.

» Focus group on Emotional Impact of Chronic Illness.

«  Focus Group on telematic attention.

+  Presentation of the report ,Model of attention centered on
the person with disease and chronic pain”.

«  POP breakfasts “The healthcare professional-patient
relationship, opportunities and challenges after the
pandemic”.

«  Annual Assembly.

+  POP breakfast where the importance of vaccination in the
population with chronic diseases was discussed.

«  Annual Congress under the title ,Health needs from the
patient’s experience.

«  Webinar ,Model of early care centered on the person”

«  POP breakfasts ,The role of patients in health
technology assessments”.

+  Presentation of the ,Consensus Document on the
Promotion of Patients in the Hospital Environment” of
the POP (Patient Organization Platform) and SEDISA
(Spanish Society of Health Directors).

As members of FEDER (Spanish Federation of Rare

Diseases)

«  Webinar ,Experts in being united: Get the most out of
awareness campaigns’.

+  Presentation of the World Rare Diseases Day Campaign
and the open days of the Madrid associations.

»  Webinar ,Experts in being united: Unique Helps’.

+  Official Act for the World Day of Rare Diseases.

«  Webinar ,Experts in being united: How to prepare an
assembly?”.

» Webinar “Annual member survey results.

«  Annual Assembly.

e Our partners from Valencia, Jesiis Garcia and Milagros
Ferndndez, attended the event organized by FEDER
(Spanish Federation of Rare Diseases) and the Valencia
Football Club as representatives of the Association to
present the Collaboration Agreement between the two

entities to make the rare diseases and the importance of
their research.

e Techsoup presentation. where we were able to learn
about a platform designed for non-profit entities,
like ours, to help us digitize and how they can help us
optimize our resources.

o Webinar “ExpERTS in being united”: Delve into the
concepts of the labor framework and discover the keys to
improve the economic justification of aid”.

«  Course ,advancing together towards a 2.0 future” where
we were able to learn and exchange collaboration and
networking tools.

o Webinar ,Experts in being united: fundraising’”.

o Webinar ,Experts in being united: Disability” in which we
address, among other topics, the new disability assessment
scale that will be approved in 2022.

«  Online FEDER Training School.

«  Sociosanitary-Educational Forum on Rare Diseases

S Angcingién Macianal ds
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Il Foro internacional

in Euskadi. In which Dr. Javier Mazo, specialist in
pulmonary hypertension from Hospital de Cruces
(Bilbao) participated.

e IMadrid Forum on Rare Diseases.

«  Conference ,Determinants of diagnostic delay’.

In addition, during 2021, we have wanted to reinforce

the collaboration with the European and American

entities common aims since, together, we achieve more.

In the 2021 we can highlight the following:

+  Participated as a full member in the Assembly of
Eurordis, Rare Disease Europe.

+  We have attended the meetings organized by the
American PHA throughout the year with all the
PH entities in the world to discuss different topics
such as the organization of the awareness month or
meeting with the new CEO of PHA US.

+  We have participated in the meetings organized by
PHA Europe and the PHA US to organize the World
Pulmonary Hypertension Day and learn about the
results.

+  We have been present at the PHA Europe assembly
where our psychologist Aldo Aguirre made a
presentation.

+ We participated in the presentation of the
BREATHE Vision for the future 2030 campaign
organized by different European patient
organizations such as PHA Europe.

+  We participated in the Webinar ,Treatments by
objectives and follow-up strategies in pulmonary
hypertension” that PHA Europe organized around
the World PH Day.

We are very proud of what we have done this year, and

we plan to continue improving for 2022.

Eva Garcia

Asociation Nacional de Hipertension Pulmonar
www.hipertensionpulmonar.es
http://www.facebook.com/hipertensionpulmonar
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Prof. Francisco Perez Vizcaino

Investigacion H.P.
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The Pulmonary Hypertension Foundation
The Pulmonary Hypertension Foundation presents
a donation from the Pulmonary Hypertension Fund.
The Foundation against Pulmonary Hypertension has
made a donation of funds of 24,000 euros to the PASION
HP genetics project. This project, led by Dr. Jair Tenorio
and Dr. Pablo Lapunzina, both researchers at INGEMM,
has as its main objective of the genetic diagnosis of all
patients identified in Spain with this rare disease.

The donation was made at a ceremony held at the Hospital
Universitario La Paz, which was attended by the Deputy
Minister of Health Care, Juan Gonzéilez Armengol, and
the medical director of the Hospital La Paz, Juan José Rios
Blanco. Also present were Emilio Butraguefo, Director
of Institutional Relations of Real Madrid C.F.; Dr. José
Maria Villaléon, doctor of Atlético de Madrid, both
Honorary Patrons of the FCHP, and the President of the
Foundation Against Pulmonary Hypertension (FCHP),
Enrique Carazo Minguez, who directed the event.

This project involves the Pulmonary Hypertension
group of the Hospital La Paz (GRUHPAZ), the Institute
of Medical and Molecular Genetics (INGEMM), the 12
de Octubre and Ramén y Cajal Hospitals, among others
at national level, and the Biomedical Research Centre for
Rare Diseases Network CIBERER.

Pasion HP genetics project

The work of this project is based on the identification and
characterisation of variants and genes associated with the
pathogenicity of the different aetiologies of Pulmonary
Hypertension, through the application of massive
sequencing, such as exome (WES) and whole genome

NEWS FROM EUROPEAN PH ASSOCIATIONS

(WGS). Thanks to the genetic diagnosis of patients
through the application of new generation genomic
techniques, the PASION HP project will be able to stratify
them according to the molecular defect they suffer from,
which will help to identify personalised therapeutic
targets for each of them.

It will also help to find new genes responsible for this
disease in patients who currently have no alterations in
known genes. An additional objective of this project is
the identification of biomarkers of response to drugs, in
order to predict possible adverse effects or the efficacy
of a treatment.

Grant for the Pulmonary Hypertension
Grant for the Pulmonary Hypertension Project of Dr.
Diana Valverde (University of Vigo), and General
FCHP Grant for Dr. Cogolludo of the Complutense
University (Madrid).

To contribute to the development of research, the Spanish
Foundation against Pulmonary Hypertension has allocated
12,000 euros to support this work in the framework of a
virtual event in which its president, Enrique Carazo, as
well as Belén Rubio, Vice Chancellor of the University
of Vigo and Miguel Angel Correa, Director of CINBIO,
participated.

Dr. Diana Valverde is responsible for the winning
project, which addresses this rare, serious, progressive,
chronic and complicated disease that affects individuals of
different ages, mostly adult women.

The work is being carried out at the Rare Diseases
Laboratory of the Biomedical Research Centre of the
University of Vigo (CINBIO) with the aim of advancing
towards early detection of the disease through genetic
analysis. In this way, the aim is to delve deeper into its
causes and improve the quality of life of patients.

And another award of 12,000 euros was for the FCHP
2019 General Scholarship for RESEARCH in Pulmonary
Hypertension, to Dr. Angel Cogolludo.

The FCHP Scientific Committee awarded the €12,000
to the project entitled "Functional consequences of
mutations in the KCNAS5 gene found in Spanish patients
with Pulmonary Hypertension" led by Dr. Cogolludo
from the Complutense University of Madrid. The aim of
this new study is to find new therapeutic targets to which

to direct drugs that preserve and improve the activity of
potassium channels of which alteration is crucial in the
progression of the disease.

Educating

Educating those affected and their families with
Pulmonary Hypertension. And Bereavement webinar
How do we cope with change and loss in life?

The FCHP gives continuous training to those affected
and their families, in this case with two webinars given
by our professionals. "Caring for the caregiver": the
importance of caring for ourselves in order to know how
to care for others. An undervalued role with a high social
and psychological burden.

In the Bereavement webinar, we faced not only the loss of
a family member, but also the loss of quality of life.

The guest speaker was Erno Parra, a psychologist
specialising in bereavement.

PASIONHP Project

Accompaniment, care and psychosocial intervention with
people affected by pulmonary hypertension, transplant
recipients and their families in times of COVID.

This project is an initiative of the Foundation Against
Pulmonary Hypertension that aims to offer comprehensive
care to those affected by Pulmonary Hypertension and
their families, focusing on their needs.

Providing them with accompaniment, psychosocial
care and intervention, connection with health and care
professionals who are experts in PH and meeting with
people who live and coexist with the same disease, in order
to reduce the level of uncertainty after a first diagnosis and
normalise PH, and its treatment, in their lives, supported
by the knowledge and experience of those of us who make
up this Foundation.

X1l Anniversary of the FCHP
XIII Anniversary of the FCHP again in online format,
with the Inauguration of the President of Andalusia
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The Foundation Against Pulmonary Hypertension
(FCHP) celebrates again the XIII Anniversary of the
FCHP in online format. With inauguration by the
President of Andalusia Juanma Moreno, the General
Director of Research, Teaching and Documentation, Mrs.
Teresa Chavarria, Mr. Juan Carrién President of FEDER
and Enrique Carazo, President of the Foundation Against
Pulmonary Hypertension.

The event was presented by our dear Carlos Garcia-
Hirschfeld, presenter and Patron of the FCHP.

Donation for Empathy, Pasionhp and
ACCELERON- FCHP 2021 research grant

The Foundation Against Pulmonary Hypertension
(FCHP) has presented a cheque for 35,000 euros to
the heads of the EMPATHY Project for research into
pulmonary hypertension, led by Dr. Barber4, and a cheque
for 35,000 euros to the PASIONHP PROJECT led by Dr.
Jair Tenorio.

This year the ACCELERON-FCHP RESEARCH
SCHOLARSHIP worth 12,000 euros will be awarded.
The grant is open to physicians and researchers working
in the field of Pulmonary Hypertension.

Lisa Lea, Director, Global Patient Engagement and
Advocacy Acceleron and Enrique Carazo were in charge
of convening this grant for the year 2021-2020.

With this amount, the Pulmonary Hypertension
Foundation has allocated more than 478,000 euros
to Pulmonary Hypertension research. One of the key
objectives of our organisation.

Clinical and scientific round tables on
pulmonary hypertension

Two tables were the centre of the colloquium of doctors of
clinical medicine and another table of doctors of scientific
medicine. They explained the latest developments in
Pulmonary Hypertension.

Dr. del Cerro, cardiologist of the Paediatric Pulmonary
Hypertension Unit of the HU Ramén y Cajal, and Dr.



Inmaculada Guillén, paediatric cardiologist of the HU
Virgen del Rocio (Seville) participated in the clinical
round table. In adults, Dr. Escribano, cardiologist and Dr.
Andrés Quezada, pulmonologist, both from the Pulmonary
Hypertension Unit of the HU 12 de Octubre, participated.
Ana Ramirez, nurse from the HU Clinic (Barcelona)
provided the nursing experience. Ana Benlloch Charro,
social worker, and Maria Jiménez, psychologist, both
from the FHP team. This round table dealt with the latest
developments in Pulmonary Hypertension.

The Scientific/Genetics Round Table was composed
of Dr. Pablo Lapunzina, Director of the Genetics
Service and researcher at La Paz University Hospital,
Dr. Diana Valverde, Professor of Biochemistry and
Molecular Biology. CINBIO. University of Vigo. Rare
Diseases Group. Dr. Vinicio de Jesis and Roham
Zamanian ambod Pulmonary Hypertension Researcher
at Stanford University. Dr. Angel Cogolludo Pulmonary
Hypertension Researcher, Department of Pharmacology,
Complutense University of Madrid. And as keynote
speaker Dr. Christina Eichstaedt Geneticist Columbia
University.

Two new round tables Empathy Project
and Pasionhp Genetics Project

Dr. Barberd, pneumologist at the HU Clinic Hp Unit
and leader of the EMPATHY Project. Dr. Jair Tenorio,
researcher at the INGEMM of the HU La Paz, and leader
of the PASIONHP genetics project. These round tables
dealt with the importance of genetic studies in people
affected by PH, and the evolution of the research projects
in which the FCHP participates as official collaborators.

Appointment as Patron of Honour 2021
This year Dr. Olga Mediano, pulmonologist and
collaborator of the Sexta Noche, has been named
Patron of Honour of the Foundation against Pulmonary
Hypertension for her support to those affected by
Pulmonary Hypertension during the COVID19 pandemic.
The nomination was made by our Patron of Honour
Dr. Raquel Yotti, Secretary General for Research at the
Ministry of Science and Innovation.

FCHP 2021 Solidarity Award winners

The FCHP 2021 Solidarity Awards were presented for
outstanding work both in dissemination and in support
of the fight against Pulmonary Hypertension, respiratory
diseases and our organisation:

+ Award to the ONCE Foundation in recognition of
its support and outreach work through the ONCE
coupon launched on 5 May, World Pulmonary
Hypertension Day. The award was collected by Ms.
Patricia Sanz, vice-president of the ONCE General
Council.

+  Award to the City Council of Parla for the recognition

of the support given to the Foundation and for the

cession of the flat in Parla to the Foundation. The
award was collected by Ramén Jurado, Mayor of
Parla City Council.

Award for the recognition of the support and
dissemination work through inclusive sporting
activity. Andrea Miguélez, winner of the 2021
Paratriathlon World Championship, receives the
award.

Award for leading the action protocol to articulate
and guarantee the supply of pharmaceutical products
in their homes to people especially vulnerable to the
disease, as well as to reduce the risk of contagion. The
award was collected by Mr. Enrique Ruiz Escudero,
Minister of Health of the Community of Madrid.
Award to HM Hospitals for the role played in the care
of COVID-19 patients and their collaboration in the
control of the pandemic. Receives the award Dr. Juan
Abarca, President of HM Hospitals.

Award to the Ramén y Cajal University Hospital
for having taken into account the risk groups in
the COVID vaccination. Specifically, speeding
up vaccination for people under 40 years with
pulmonary hypertension. The award was collected
by Agustin Utrilla, Medical Director of the Ramén y
Cajal University Hospital (Madrid).

Award for having explained the immunology and
functioning of the COVID to the general population,
for calming precautions and encouraging research
especially with people with respiratory diseases. The
award was collected by Alfredo Corell, Inmonologist,
University professor, Spanish science communicator
and collaborator in Sexta Noche.

Award to the UCRI UNIT of the Hospital
Universitario 12 de Octubre, for its good coordination
in the care of serious patients since the beginning of

the pandemic. The award was collected by Dr. Javier
Sayas, pneumologist at the Hospital Universitario 12
de Octubre (Madrid), on behalf of the UCRI of the 12
DE OCTOBER HOSPITAL.

+ Award to the Hospital Universitario La Paz, for its
contribution at the care and scientific level in the
management of Covid-19 infection. The award was
collected by Juan José Rios, Medical Director of the
Hospital Universitario La Paz (Madrid).

+ Award to the Transplant Unit of the Hospital 12
de Octubre, for their work with people affected by
pulmonary hypertension. The award was collected by
Dr. Pablo Gimez, Head of the Transplant Unit at the
Hospital 12 de Octubre (Madrid).

The Voice of the Affected

One of the most emotional moments was learning about
the life of Laia, a little girl with Pulmonary Hypertension.
Her mother, Patricia, tells us about the news that Laia
had pulmonary hypertension, and how they live their
daily lives.

Activity Report 2019-2020

This is the moment in which we take stock of all the
activities carried out from October 2020 to November
2021. It has again been a complicated year, but with a lot
of imagination, with the help of many friends, we have
managed to reach our objectives.

Enrique Carazo wanted to end the event with a message
that sums up the work of the entity "from the Foundation
we will continue to give all the support, training,
information and accompaniment to each of those affected
and their families, in each of their needs... and supporting
research as hope for a cure".

Colloquium Europa Press World Pulmonary
Hypertension Awareness Month

Our president Enrique Carazo, participated in the
Europa Press colloquium together with Dr. Sergio
Alcolea and nurse Ana Ramirez. In the World Month of
#PulmonaryHypertension Awareness, we join to give the
maximum disclosure of the disease. "The first filter is you".

COVID-19 Online Webinar

Experience in pulmonary hypertension one year
after covid. After a year of Coronavirus, the team
of the Foundation against Pulmonary Hypertension,
pulmonologists, cardiologists and doctors from different
hospitals in Spain and those affected and their families.
will meet to talk about different topics of interest and
to resolve doubts and questions. The following will
participate as speakers:

« Dr.Olga Mediano
pneumologist and collaborator in La Sexta noche.
* Dr. Isabel Blanco
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pneumologist at HU Clinic de Barcelona.
e Dr. Andrés Quezada
cardiologist at HU 12 de Octubre.
«  Dr. Javier Sayas
pneumologist at HU 12 de Octubre.
«  Dr. Remedios Otero
cardiologist at HU Virgen del Rocio.
e Dr. Elvira Garrido-Lestache
Ramoén y Cajal Hospital

LA IMPORTANCIA OFf QUIDARNMOS FARA FODIR
CUIDAR A LOS DEIMAS

Webinar: Cuidando adl
cuidador

LURIS 27 of SEFTIDMERI

MORA: 17:00

FORMATO: ONLINE

B QUIERES PARTICIFAN MANDA MAIL A
INECRIFCIORISsPCHP.IS
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The Gales Consultancy
The Gales Consultancy gives us a wheelchair and a walker
through the Renta Solidaria (Solidarity Income).

The company Asesoria Gales, located in Parla, gave us a
wheelchair and a walking frame in their offices.

They will be destined for the reception flat we have in the
town, so that those affected by #HipertensiénPulmonar
who come from other Autonomous Communities for
lung transplants can make use of them during their stay.

The foundation against pulmonary
hypertension in the Andalusian Parliament
Salvador Calderdn, representing the Foundation Against
Pulmonary Hypertension, has raised our concerns in the
Andalusian Parliament.

Thanks to the Deputy and Health spokesperson M2
Beatriz Jurado for welcoming us and dealing with such
important and necessary proposals as our medicines:



"We are not complaining about generics, we are
complaining about guaranteeing that pulmonary
hypertensive patients are kept on the medicine that starts
their illness and not constantly changing from original or
brand to generic or vice versa... that they leave us with the
medication that works for us", said Salvador Calderon.

Another proposal has been the aid for rent and
maintenance for people who undergo a lung or cardio-
pulmonary transplant outside the Andalusian community
for people without economic resources. "There are
Andalusians who cannot afford a room or a flat when
waiting for the organ to be transplanted or for long-term
treatment outside their autonomous community".

We are aware of the update being carried out for the
PAPER (Care Plan for People with Rare Diseases) "it is
high time that they listen to our Andalusian partners/
affected people and include our proposals,”" Salvador
pointed out.

The third point is the need for a financial injection in the
budget for the creation of a CSUR in one of Andalusia's
first level hospitals, as is the case in Madrid and Barcelona.
This would be the way to have access and equity in the
disease for all Andalusians with Pulmonary Hypertension.

https:// https://tinyurl.hu/NM7P/
https://tinyurl.hu/VZ2u/

Enrique Carazo Minguez

FCHP Fundacién Contra la Hipertension Pulmonar
https://www.fchp.es/
www.facebook.com/fundacionhp
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A Presentacionnueva Junta

VOCALIA VOCALIS VOCALIA

Elecciones al Organo de Representacion de HPE-ORG 2021

Empowering people with PAH

During this year 2021, our associative social work has
been focused on promote an active and empowered
patient. For this reason, our work has continued along
the same lines, our "mission". In addition, at Pulmonary
Hypertension Spain we have participated in different
activities organized by related entities and with which
we collaborate on a regular basis, creating collaborative
links and synergy.

Once again, this year, with the aim of raising awareness of
rare diseases and placing them as a priority on the social
and health agenda, World Rare Disease Day was celebrated
on 28 February. The Pulmonary Hypertension Spain
Patients' Organization has actively participated in the
different campaigns organized by the Spanish Federation
of Rare Diseases (FEDER), the European Organization
for Rare Diseases (EURORDIS), the Pulmonary
Hypertension Association (PHA), the Plataforma de
Malalties Minoritaries

and the Federacié catalana ~ PHAFURZPTE =

de Malalties Minoritaries 3
ek )
(FECAMM), among others. =
b |

In February, HPE-ORG
participated in APHEC 2021.
Due to the current health
crisis, the conference Was o miembims del personsl

held virtually and although 1.* @ ﬁ‘ :_é‘ -

we missed the contact with

the people and leaders of |4 s P
the European associations, r

where we shared information about our organization
and the services we offer. We were also able to discuss

issues of interest to pulmonary hypertension patients
with the other European associations.

Among the collaborations with other entities, the
collaboration in the field of dissemination at the
X-Patients Barcelona
Congress is noteworthy
for its importance. And
the participation in the
seminar of the patients'
day on the Patient's
Perspective in the Health
System, organised by
Dr. Escarrabill and the
Hospital Clinic.

As well as the

3§ participation with

it was a great success, very PRESENTACIOMESDE LOS EXPERTOS EN HAP FENAER (SPaHiSh
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create our own virtual stand,

Associations of Allergic
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Patients and Respiratory Diseases) in the Podcast
series "Date un Respiro" in which Maria Rodriguez,
president of HPE-ORG, Dr. Manuel Lépez Messeguer,
specialist in Pneumology at the Vall de Hebrén Hospital
in Barcelona, Ana Maria Ramirez, nurse specialist
in pulmonary hypertension at the Hospital Clinic in
Barcelona and several people affected by pulmonary
hypertension, among others, took part.

In the same way, we also collaborate with public
institutions in activities organised by them related to
the associative world. Through the “Girona Voluntaria”
programme, Marta Corominas, representative of our
organisation in the city of Girona, took part in an event
to raise the profile of volunteering in this city.

Active and experienced patients

The main objective of Hipertensién Pulmonar Espafia
Organizaciéon de Pacientes is to work with an active,
expert and empowered patient model. This is the reason
why different workshops are carried out by professionals.
Due to the geographical dispersion of PAH patients, the
workshops are held online to reach all of them.
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We run support groups to manage the critical situations
that arise during the illness, and emotional management
workshops where topics such as grief, stress, acceptance,
emotional care, the importance of tools for self-
knowledge and self-care are dealt with. Both workshops
are led by expert psychologists in a group environment,
in which the participants show satisfaction and gratitude
at the end of the sessions.

In relation to the maintenance of physical activity, we
organise yoga sessions with the collaboration of the
teacher Lluisa Lozano, who prepares breathing exercises
adapted for PAH participants, helping to improve and

optimise breathing and the perception of stress. Along
the same lines, Postural Training sessions are carried
out with an expert physiotherapist in synchronous
e-learning sessions, dealing with physical and respiratory
rehabilitation in a supervised and controlled way. These
sessions have been a success, as all participants agree
that thanks to attending these classes, they have adopted
techniques to control the body and mind.

We have also held workshops on dietetics and nutrition
with nutritionist Cristina Lafuente, who has provided
the keys to healthy eating and weight maintenance, as
well as learning how to read food labels. Participants
had the opportunity to ask questions and improve their
knowledge on the different topics covered in the sessions,
which have an impact on our daily lives.
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Thanks to the implementation of these activities aimed
at improving the quality of life of patients and families
affected by PAH, the organisation has been awarded
twice; on the one hand, its work has been recognised
in the VitalAire #AyudasPacienteVitalAire awards with
the project "Respiriremos juntos: Acompafiamiento
psicosocial y emocional de las personas afectadas por
Hipertensién Arterial Pulmonar” and on the other hand,
we were awarded the second prize with the "Postural
Training" project at the SEPAR Congress for patients,
where we participated as speakers and where we
addressed the issues of organic and invisible disability
of minority diseases and patients as agents of change in
health policies.

As every year, this year 2021 we have celebrated our
V General Assembly of Members, in which we share
with all our members all the activities, collaborations

and trainings carried out in the previous year, we
render accounts so that the members can evaluate the
management of the entity that the Board of Directors has
carried out and this year as a final touch of our assembly,
we have renewed the positions of the Board of Directors
to which two new members have joined. Due to the
special circumstances caused by the Covid-19 pandemic,
we have held the Assembly online.

To close this year 2021, we have prepared a final project
consisting of an informative talk on adherence to
treatment and legal aspects of PAH, two topics of great
importance for all pulmonary hypertension patients.
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Training and briefing sessions

In line with our work as an active and expert patient,
we have taken part in various training courses
throughout the year. Among others: Course on basic
tools for strengthening associative work organised by
COCEMEFE (Spanish Confederation of People with
Physical and Organic Disabilities). Training course
on skills for the efficient management of rare disease
patient associations (VII Edition) led by FEDER
(Spanish Federation for Rare Diseases). Entity support
with the Sant Feliu de Llobrega City Council.

We have also participated in activities organised by
European entities such as the webinars ,Living with rare
respiratory diseases through the Covid-19 pandemic”
organised by the ERS (European Respiratory Society)
and ,Towards a European Health Union”, organised by
MEP Lung Health Group to name but a few.

To bid farewell to the year, during the month of

November, we have carried out an awareness campaign
on Pulmonary Hypertension on the occasion of the month
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of awareness of Pulmonary Hypertension worldwide, in

addition to collaborating with the campaigns that have
been carried out by PHA and PHA Europe, with great
satisfaction for the results obtained.

In conclusion, we can say that 2021 has been a year of
very intense but rewarding work and at the same time full
of opportunities and we hope that the coming year will
continue to provide us with opportunities to continue
supporting pulmonary hypertension patients.

Maria Rodriguez, Hipertension Pulmonar Espafia
www.hipertension-pulmonar.com
www.facebook.com/pg/HPSpain.org




SWEDEN

For the third time since 2018 PAH Sweden arranged
a camp for younger patients with PAH and CTEPH.
It took place at the beautiful island Far6 in the Baltic
sea in the beginning of September and we had three
wonderful days together.

The arrangement was very appreciated and in November
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we had a reunion party in Stockholm. In June 2022 we
will for the first time arrange a corresponding camp for
patients who is over 50 years old.

Patrik Hassel
https://www.pah-sverige.se/

NEWS FROM EUROPEAN PH ASSOCIATIONS

UKRAINE PHA

February 11 « 2021

International Scientific Online Meeting: “How the
COVID-19 Pandemic affects patients with rare diseases”.
The problems of patients with pulmonary hypertension
were discussed in a separate block. The webinar is
organized by Domenica Tarusio, Director of the National
Center for Rare Diseases, Istituto Superiore di Sanita,
Rome, Italy.

In February 2021

PHA Ukraine, together with other public organizations,
addressed the President of Ukraine and other government
officials with a proposal to declare the penultimate day of
February the annual Day of the Orphan Doctor. Doctors
who specialize in orphan diseases (including PH) are as
rare as their patients, because the qualifications of such
doctors must be special, and they must have their own
professional holiday.

February 25 « 2021

Public Dialogue “State Support for Patients with Rare
Diseases”. A public dialogue between the authorities, the
medical and patient communities on state support for
patients with rare diseases was broadcast live. The event
was timed to coincide with the Rare Disease Day 2021.

February 26 * 2021

It was a very touching meeting in an atmosphere of
kindness and compassion, which was accompanied by
every word of His Beatitude Metropolitan Epiphanius.
And our Julia Dmitrievskaya, a patient with pulmonary
hypertension, together with the blessing received a
gift from the bishop: an oxygen concentrator, and will
now be able to receive the necessary oxygen therapy at
home. “Today I had the opportunity to communicate and
support those people who live with rare lung diseases.

Such moments make you think about every breath and

its value. These people are respected, because despite
the fact that diseases cause them a lot of difficulties, they
choose not to give up: to fight for every day and with
dignity accept the challenge of illness. They are teachers
for each of us, how to love life, take care of our health,
appreciate every moment spent with others... So let's ask
ourselves: how can we help them? Only by joint efforts,
united, can we become a support for these people, help
them live”, - wrote the Primate of the Orthodox Church
of Ukraine His Beatitude Metropolitan Epiphanius after
meeting. Thank you for these words and great support!

2021 year

This year on the eve of the Rare Disease Day, for the
first time in Ukraine, the largest light initiative was held
in support of orphan patients. 17 well-known locations
in Kyiv, Odesa, Lviv, Dnipro, Mariupol, Mukachevo
were illuminated for 10 days in orphan colors - green,
pink and blue. On February 28, the culmination of the
initiative took place on Mykhailivska Square in Kyiv - a
light installation and an action of orphan patients. We
are very glad that so many people held out their hands to
orphan patients, and we have managed to draw attention
to the problems of patients with rare diseases.

March 12-14 - 2021

APHEC 2020. This vyear, through COVID-19
International Conference on Pulmonary Hypertension
# APHEC2020 was held online. During the meeting,
presentations of well-known doctors were presented,
which covered important issues for patients with
pulmonary hypertension. We thank the organizer of the
conference PHA EUROPE and personally the moderator
of the event for holding the summit and providing
interesting and useful information.




March 19 « 2021

Video meeting “Hearty conversations about pulmonary
hypertension”, during which we discussed the following:
What is pulmonary hypertension? What are the
symptoms of this disease? Is this pathology related to
heart defects? How do such patients live in Ukraine?
Does the state help such patients? What should a mother
pay attention to if her child is diagnosed with pulmonary
hypertension? Is there a register of such patients in
Ukraine?

April 13 » 2021

A charity fair for Easter to support children and
adults with orphan diseases that cause chronic oxygen
deficiency: pulmonary hypertension, cystic fibrosis,
spinal muscular atrophy.

April 28 » 2021

The Cabinet of Ministers of Ukraine approved the
Concept of providing assistance to orphan patients! This
document provides for the identification of the exact
number of orphan patients and the creation of registers,
expanding methods of early diagnosis, development
of industry standards, providing patients with special
nutrition, providing psychosocial support. We have been
fighting for this document for two years and now we are
glad that Ukraine is gradually moving towards building a
system that already operates in most European countries.

May-August 2021

working meetings in the Departments of Health of Lviv,
Kharkiv, Ivano-Frankivsk, Zhytomyr, Kramatorsk,
Zaporizhzhia, Odesa to discuss the problems of providing
patients with rare diseases (including patients with
pulmonary hypertension) in regions of Ukraine in terms
of COVID-19, as well as the purchase of medicines and
medical devices in 2021.

June-December 2021

The project of the PHA Ukraine “BREATHE = LIVE!
Helping patients with pulmonary hypertension”.
Children and adults with pulmonary hypertension,
which causes chronic oxygen deficiency, need oxygen
concentrators. After all, the possibility of round-the-
clock access to outpatient oxygen therapy is improving
the quality of life of our patients, facilitate the course of
the disease and prevent possible complications. To help
patients with pulmonary hypertension, it is necessary to
buy oxygen concentrators for them, which allow them to
remain mobile: children - to learn and play, and adults
- to work, raise children and travel. This is especially
important when you need to travel long distances. Due
to the importance of the situation, PHA Ukraine has
launched a project to raise funds for the purchase of
stationary and portable oxygen concentrators to meet the
needs of our patients. As part of the project “BREATHE
LIVE!” PHA Ukraine together with the Charitable

Foundation “Orphanni synytsi”, has already donated
8 oxygen concentrators to patients with pulmonary
hypertension.

August 29 « 2021

participation in the charity event “Move @ Smile” in
support of patients with spinal muscular atrophy. This is
the support of SMAs, who find it very difficult to go to
their dream - to get the long-awaited treatment!

This is a very serious rare disease that gradually deprives
children of the opportunity to walk, eat and even
breathe. There are now drugs that can stop the disease
from progressing, but they are still not available to these
children. We very much hope that this situation will
change soon.

September 22 - 2021

PHA Ukraine and PHA Europe were happy to fulfill the
dream of our beautiful Alina Nikolenko, winner of the
contest #O2kids - donated a scooter, which (we hope)
will be a reliable helper during Alina’s travels short and
long distances. We wish everyone easy breathing, good
mood and new dreams!

October 29 » 2021

Round table (online) for the Day of Acromegaly.
In this way, we seek to draw the attention of officials in
all regions to the problems of providing treatment for
patients with acromegaly.

The round table program includes issues such as a
multidisciplinary approach to the treatment of patients
with acromegaly, the situation with the provision of



medical care to patients with acromegaly and other

orphan diseases in Ukraine, including pulmonary ' #ne DEeMOor 'DI
hypertension, the introduction of a register of patients
with acromegaly and pituitary Ukraine, positive
experience of implementing a regional program on
acromegaly (steps that need to be taken by each patient)
and more.

November 16 * 2021

A working meeting of the Committee on National
Health, Medical Care and Health Insurance.

The main topic of the meeting is financing the treatment
of orphan patients in 2022. Representatives of the
Committee, the Ministry of Health of Ukraine, the
National Health Service of Ukraine, Medical Procurement
of Ukraine, leading doctors and patient organizations
took part in the discussion.

Oksana Aleksandrova
Ukraine Association of Patients with PH

www.pha.org.ua
info@pha.org.ua
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Rare Disease Day 2021

PHURDA and Orphan Bell organised a round table
meeting called ,The Day of Orphan Diseases” February
26, 2021. Also participating in the meeting was the
Lviv Regional Council with the leadership of the
Lviv region representatives of the health and social
protection of Lviv region.

Themeeting consisted of discussionsaboutthesituation
of orphan patients in Lviv region, their access to
diagnosis, vital treatment, rehabilitation, including the
following diseases: pulmonary hypertension, tuberous
sclerosis, mucopolysaccharidosis, mucoviscidosis,
VDDR2a,cysticfibrosis, Gaucherdisease, SMA,
cdkl5, Acromegaly.

On February 26, 2021 the portrait exhibition
"Invisible Heroes" was opened on the main
square of Lviv. It was dedicated to Rare
Disease Day. At the exhibition, portraits of
patients were exposed with rare diseases.
There was also a poster on the main wall
above the entrance of Lviv City Council
dedicated to Rare Disease Day.

O2Kids

As a part of O2Kids project we filmed a
video starring young PH patient called
Artem, who had gotten an e-scooter
for St. Nicolas Day last year. Later,

ASSOCIATIONS

UKRAINE PHURDA
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the video was translated to English. Also we launched
-O2Kids- advertisement on radio. During August
there were billboards placed together with city-lights
in the streets of Lviv. In addition, we published flyers.
Thus, we found one more child who needs e-scooter and
tablet.

PHURDA received 2d place award from “Charitable
Ukraine” contest for the O2Kids project.

Participation in conferences

Despite the pandemic, PHURDA managed to
participate in many events such as APHEC 2021,
Eurordis Membership Meeting 2021, ERS Congress
2021, ELF Patient Networking Day 2021 etc. Oksana
Kulish Skaara has been an active member of
EPAP Patient advisory Group
at ELF for a few years,
51[‘4 Ty and in September this year
”E rEHI Oksana was elected to the ELF
AL Council. This is a great honour
to join the ELF team. But the
most remarkable and memorable
conference was APHEC. We were
very excited to see the whole PH
family which we are part of, and to
see and to talk to friends at the pool.

.
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Participation in online
trainings & meetings
We participated in a Zoom meeting with
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“Patients of Ukraine” Charitable Foundation regarding
advocacyto include new medicines into the Nomenclature
2022. Furthermore, we participated in online training
programs like “Organization and communication: essential
parts of successful vaccination campaign”, “Communication
for NGO”, “Public expertise’”, Eurordis Leadership
School, “How to stop worrying and start living with PH’,
“The importance of measuring patient recorded outcomes’,
ERS Digital Summit, New approaches to mild asthma.
GINA 2021 updating", Long-Covid Patient Conference
The representatives from PHURDA continue their
work in The Group of experts at the Ministry of Health
of Ukraine on specialized support of procurement
of medicines and medical devices in the field of
"Pulmonary arterial hypertension", Transplantation.
This work is expanding the range of medicines for
procurement, while maintaining funding of previous
needs. All this is based on the real needs of patients
gathered from all over Ukraine.

Ongoing projects

We started a project called ,Legal assistance services for
PH patients” that started in May. During the year, our
lawyer, Andrii Hulei, provided PH patients with legal
consultations in order to increase the legal awareness
among PH patients and their families (for instance, legal
registration of the organization etc.) We also continue
our helpline work. Every week we get calls from different
people who suspect they suffer from PH or who has
gotten diagnosed already. We provide informational and
sometimes psychological support.

In Autumn we started a new fundraising project
that consists of holding trainings on different topics.
The training sessions are face-to-face and online. They
are paid for by ordinary participants and free for PH
patients. The first webinars were dedicated to Time
management.

In October, with support of NGO “Inshyi pidhid’, we
held online Blue IT Butterfly project. It was created for
PH patients and others who suffer from any medical
condition and that is unable to work off-line and full time.
We held four webinars involving different speakers: HR,
IT specialist, project managers. Participants got to know
how and where it is possible to work in IT, how to start,

what soft and hard skills are necessary, etc.

We also run another activity through our collaboration
with NGO “Inshyi pidhid™: “Give laptop to a child’. We
collect used PCs, check, test them, repair if needed and
then give to a PH child. Thanks to this project, one
teenage girl has gotten a laptop already. This was very
cool and helpful gift for her as she is in the senior class
of school.

Christmas is approaching. Kids believe in miracle and
wait for presents from St. Nicolas. We decided to help
their dreams to come true. We gathered their letters to
St. Nicolas and passed to the Church where all the letters
would be distributed between benefactors and patrons.

And, of course, we continue “Cork for Life” fundraising
campaign that helps us to cover some expanses.

PHURDA representative carried out the joint project
from USAID and CF “Patients of Ukraine”, “The healthcare
reform support’.

This year PHURDA signed a memorandum with Lviv
regional organization of Red Cross Ukraine Community.
As part of this collaboration, our PH patients got
hygienically sets that are very helpful during pandemic.

In addition, we continue our active work related to
the COVID-19 pandemic. We provided some oxygen-
dependent patients that had suffered from COVID-19
with oxygen concentrators. Besides, we disseminate
important information about COVID-19 and vaccination
on social networks.

Oksana Kulish
Sister Dalila-PHURDA-Ukraine
http://poryatunok.info/uk/
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Sponsors’ corner
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Aerovate
Therapeutics is
proud to support
PHA Europe

We are committed to developing

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

Learn more at www.aerovatetx.com

© 2021 Aerovate Therapeutics. All rights reserved.

Collaboration with Bayer and MSD
Making a difference, together

Throughout this issue of Mariposa, the positive impact of projects throughout PHA
Europe - on patients, their carers and families — has never been clearer.

At Bayer and MSD, we are committed to supporting patients throughout their entire

pulmonary hypertension (PH) journey, and to truly making a difference to patients’ lives.

Collaborations between industry and patient organizations ensure our work continues
to deliver what patients really need. In the past year alone, financial sponsorship from

Bayer and MSD has helped PHA Europe to:

Reach over 115,800 people

m on social media to raise
disease awareness in the
EE———

PHA community'

o e Develop resources and fund
over 50 local events with
over 276,600 attendees to
support those living with PH!

Facilitate public,
healthcare professional-
led lectures and patient-
focussed webinars to
help patients understand
their disease

Fostered collaboration with
non-PH groups across Europe
to increase the impact of
awareness activities

/) aerovate

therapeuttcs

€ MSD

TRACEY HUDDY

Head of Pulmonology
and Established
Products, Bayer

“We won't rest until patients who suffer from
pulmonary hypertension can forget their disease
and return to a normal life”

ERIC COX

Global Marketing
Head for Heart
Failure and Orphan
Indications, MSD

“Through the work of our local and global teams, we
are committed to making a continued difference to
the lives of people with pulmonary hypertension”

ﬁ 1. Bayer AG. Data on file: World PH Day 2019 evaluation report. 2019.

PP-ADE-ALL-0197-1




gossamer

Vision - Connection - Innovation

Gossamer Bio was named in symbolism of the gossamer thread

that binds all relationships in life.

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

patient communities across the globe.

Gossamer Bio is proud to support PAH awareness and education

programmes for the community across Europe.

Date of preparation: June 2021

ALTAVANT

SCIENCES

Elevating patient-centric drug development
in rare respiratory diseases

#FerrerForGood
Altavant Sciences is proud to support PHA Europe and its work to help
those affected by pulmonary arterial hypertension.

Learn more at Altavant.com ‘: Ferrer www.ferrer.cﬂm

Barly diagnosis @ best oniment & batinr guality of lifa ® finding pocors
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European 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 isregistered in Vienna, Austria, as an international non profit organisation. PHA EUROPE is an
umbrella organization bringing together Pulmonary Hyper-tension 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
towardsachievingthebestpossiblestandardsof careforall 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.

a) Cross section of normal pulmonary artery

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

¢) 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 man-agement. 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 for pulmonary arterial hyper-tension, 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

AU STRIA
PH Austria
PH {n.d] AUSTR[ A M nitiative Lungenhochdruck

ilhelmstrafle 21 - 1120 Wien

www.phaustria.org
info@phaustria.org

BELARUS

A

L1}
PhBelarud

Aid to Patients with Pulmonary Hypertension

BOSNIA AND HERZEGOVINA

Udruzenje gradana oboljelih od plu¢ne hi-

ertenzije “DAH” - u Bosni i Hercegovini

latnih ljiljana 33, 72220 Zavidovi¢i, BiH
hbih@gmail.com

BULGARIA

Pulmonary Hypertension Association

odormangarov@abv bg
info@phabulgaria.eu

The Bulgarian Society of Patients with
ulmonary Hypertension - BSPPH
irinski prohod str., bl.24 A, entr. B, {1.3,
p.34 Sofia- 1680, Bulgaria

.bspph.net
bgspph@gmail.com

C ROAT A
: Plava krila - Udruga pacijenata oboljelih

d pluc¢ne hipertenzije
orica ]ammcka 23 10451 Pisarovina

.plavakrila.hr

CZECH REPUBLIC

Sdruzem pac1entu s plicni hypertenzi, z.s

DENMARK

PAH Patientforeningen
) [ c/o Sofie M. Christensen
P Bstore Moelle vej 40, 1.tv
K- 2300 Copenhagen S

ttp://pah.dk
pahforening@gmail.com

ESTONIA

Eestl Pulmonaalhupertensmonl Uhing

/o Sonja Koski
orrtaljentie 1 C 16 00640 Helsinki, Finland

ISRAEL

H PHA Israel
_ﬁ]l | '13 HaShoshan Street - Beit Shemesh
959013 Israel

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

ITALY

Associazione Ipertensione
olmonare Italiana Onlus
ia della Spiga, 10 - 06135 Ponte S. Giovanni-PG
residente@aipiitalia.it

Associazione Malati di Ipertensione
Polmonare Onlus

ia Ardea 1/B - 00183 Rome
ww.assoamip.net

nfo@assoamip.net

LATVIA
PHA Latvia

LITHUANIA
Zmoniy serganéiy plautine hipertenzija asociacija

. irzy g. 2, Papilys, LT-41221, Birzy raj., Lietuva
ZSPHA h

NORTH MACEDONIA
APH Moment Plus Macedonia

,Association for Pulmonary Hypertension
oment Plus Macedonia”
ance Kamberov 29,1480 Gevgelija

phmomentplus@gmail.com

MOLDOVA

Asociatia Obsteasca

‘Asociatia persoanelor cu hipertensiune pulmo-
ara din Republica Moldova”

oldova, MD-2024, str. Andrei Doga 34, ap. 43
oman.balmush@gmail.com

HL PAH - Pulmonal hypertensjon

itaminveien 1A

485 Oslo, Norway
.Jhl.no/trenger-du-hjelp/interessegrupper/lhl-pah

lhl.pah@lhl.no

Polskie Stowarzyszenie Osob z Nadcisnieniem
tucnym i Ich Przyjaciot

ladystawa IV 34a m.15, 81-084 Gdynia
ww.phapolska.or
Alicja.morze@phapolska.org
Agnieszka.bartosiewicz@phapolska.org

PORTUGAL
Associagido Portuguesa de Hipertensido Pulmonar

ua Dr Costa Simdes, 59. 3050-226 Mealhada

ROMANIA
Association of pulmonary hypertension patients

Sinaia/Prahova Carol I, nr 11 street
http://hipertensiunepulmonara.ro/

RUSSIAN FEDERATION

atasha Charity Fund
e /o Evgeniy Komarov - Kondratevsky prospect

ouse 57, apartment 6 - St.-Petersburg
atasha otzovitesnam@mail.ru

Save and Protect

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

SERBIA

Plu¢na Hipertenzija Srbija
ulevar Crvene Armije 11b/13
pita senoia 11070 Beograd

SLOVAKIA

SLOVENIA
L

()

D ATy A PR Gy
HEPTATERIIE 1 FRT

SWEDEN

PHA

SWEDEM

UKRAINE

5]

Drustvo za pljucno hipertenzijo Slovenije

lovenska 29 1000 Ljubljana
il

facebook com/PljucnaHipertenzija

ANHP Asociacion Nacional de Hipertension
ulmonar

alle Villajimena n° 85, 1°4 C.P.

8032 Madrid

ww.hipertensionpulmonar.es
informacion@hipertensionpulmonar.es

FCHP Fundacion Contra la Hipertension Pulmonar
alle Pablo Neruda, 39 28980 Parla - Madrid

ttps: //tw1tter com/fundacmnhp

Hipertension Pulmonar Espaiia Organizacion
e Pacientes (HPE-ORG)
ant Feliu de Llobregat
/o Anselm Clavé no 33 30 3a - CP 08980 Barcelona
ttp://www.hipertension-pulmonar.com

presidencia@hpe-org.com

PAH Sverige

/o Patrik Hassel
arrtorpsvagen, 37
21 55 Johanneshov

ww.pah-sverige.se
patrik@pah-sverige.se

Pulmonary Hypertension Ukrainian Rare
isease Association-PHURDA

lyboka street 12, Lviv 79013
ond.poryatunok@gmail.com
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