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As we have all painfully experienced, the world has changed dramatically during 2020. The global Covid-19 pandemic has
aﬀected all parts of our lives and, of course, also the PVRI. The operational oﬃce had to undergo major changes.
Ongoing and continued communication with our global
membership has been the number one priority during these
difficult times, especially reaching out to colleagues and friends
around the world who struggle in the most pandemic-affected
areas. Earlier in the year we created a Covid-19 live webpage
sharing the most recent research and providing guidance on how
best to protect our pulmonary hypertension patients under
these stressful conditions. We do not have a complete overview
yet, but from the information fed back to us, all the signals
indicate that our protective measures are working and that most
of the PH patients we care for remain in relatively stable
conditions. I thank you all for working so hard to help save the
lives of the most vulnerable during this most challenging health
crisis the world has experienced since WW2. Moreover, it is my
strong hope and wish, and something I pray for, that you, my dear
friends and PVRI members, who stand at the frontline fighting
this pandemic daily, will remain healthy and unharmed.
The pandemic forced the PVRI to undergo major strategic
changes. Like other societies, our face-to-face meetings had to be
cancelled and our Annual Congresses and Drug Symposia have
transformed into virtual events. I am pleased to ensure you,
however, that our interactive live webinar series for 2021/22

(PVRI2021) bears all the hallmarks of an in-person
PVRI meeting with novel keynote talks, pro and con
debates, best abstract presentations and plenty of
time for interactive discussion.

were included in our Lima Annual World Congress
in January and will also feature in our 2021
webinar series. Furthermore, we are continuing to
enforce stronger partnerships with global health
providers through our membership of the WHF,
SEE THE FULL SCIENTIFIC PROGRAMME HERE
NCDA and WHO with a planned joint PVRI-WHO
We are in ongoing discussions with colleagues from
Symposium in the Spring of 2023 to coincide with
the Genetics Consortium and our IDDI group to
the data release of the Global Burden of Disease
expand the programme with webinars that focus on
Study. I am delighted that the WHF is sponsoring
genetic topics and include presentation
our webinar series 2021 with
from our Roundtable pharma colleagues.
endorsement of our first webinar on
The pandemic
Details will soon to be announced.
27 January 2021 entitled Around the
forced the PVRI
Although the PVRI has undergone major
globe: Global burden of pulmonary
to
undergo
changes, our core activities have
hypertension featuring a keynote talk
major strategic
continued to thrive, providing us with
from the WHF President Fausto Pinto.
changes...
up-to-date scientific news and uniting our
Despite international travel bans and
community. My thanks go to the Chief
lockdown restrictions, we have also made
Editors and wider editorial team of
major progress in setting up our intercontinental
Pulmonary Circulation journal, who published 207
meta-registry focusing on deep phenotyping
articles during the year. Our IDDI group
(GoDeep). With over 10,000 data entries now live,
accomplished the publication of its first selection
I would like to personally invite every PH centre in
of IDDI manuscripts. SEE HERE
the world to join.
Under the new leadership of Ray Benza, Mark
FURTHER INFORMATION CAN BE FOUND ON OUR HOMEPAGE
Toshner, Sylvia Nikkho and Peter Fernandes, it is now
In closing, I have no doubt that the PVRI will
embarking on several new workstreams bringing
emerge from this crisis as an even stronger society
leading academics together with our pharma and
united by our global community in friendship
regulatory colleagues. I am grateful to everyone who
amongst scientists and physicians anywhere in the
is involved in this worthwhile initiative.
world, who know that we are in this fight together
A positive phenomenon of 2020 has been the
for the passion, benefit and care of our patients.
closer collaboration of many organisations. We
May you all stay protected, safe and well.
have seen this with the ongoing Covid-vaccine
With my best wishes for the
research. At the PVRI, we have also set up many
New Year. n
collaborations and partnerships with kindred
medical societies, such as ISHLT, ESC, ERS, ATS,
AHA and WSPHA on an international level, in
addition to the numerous national organisations
we work with that address the topic of PH and
pulmonary vascular diseases. A joint PVRI-ISHLT
Professor Werner Seeger
President 2020/21,
Symposium as well as a joint PVRI-ESC Symposium
Justus-Liebig-University Giessen, Germany
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LOCKDOWN
Essential travel only!
Disruption to our face-to-face meetings and global travel.
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Dear members

2020 has certainly been a roller-coaster ride with many highs & lows!

Follow the PVRI’s 2020 highlights
throughout this report on pages:
07, 09, 11, 13, 15 & 17

A high…

We started the year with a definite ‘high’ in Lima, Peru, where we
held our 14th Annual World Congress on PVD. How lucky we were
to travel to such a distant and historic place and immerse ourselves
in the culture and hospitality of our dear South American friends
who made us feel so welcome. The meeting was attended by over
330 international delegates from 60 countries with
representatives from most of the South American continent.
Heartfelt thanks to our Scientific Organising Committee for
putting together an exciting and stimulating agenda featuring
many novel topics, pro and con debates and keynote talks.
Adjoined to our Congress, and of equal success, were the
1st International Symposium of Infection and Pulmonary
Vascular Diseases led by our President Emeritus Ghazwan
Butrous, and the 2nd International Consortium for Genetic
Studies in PAH led by Nick Morrell.

Dancing the night away at our Lima Gala Dinner to Latin-American
salsa tunes, little did we know that it would be long before we
would meet again.
Cherishing these happy memories, we must thank Andrea Rich,
PVRI Events Manager, for organising such a wonderful meeting.

A FULL LIMA MEETING REPORT IS AVAILABLE HERE
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PRESSURE
on our healthcare
providers worldwide.
Our research indicates a connection between COVID and PH.
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

Followed by a low…

Upon our return from Lima, we descended into the crisis of the
global Covid-19 pandemic which affected all of us in so many
different ways.

Many of our members were called to frontline duties, working
around the clock in intensive care wards and caring for the sickest
of patients. We have no words to express our gratitude to you for
all that you do every day, everywhere in the world.
Other members were affected by the standstill of research with
many labs sealed off during national lockdowns.

At the PVRI, we were faced with the cancellation of our Summer
Drug Symposium, which was due to be held in Boston, USA in June,
and having to navigate our way through the online world of zoom
meetings and virtual events.

Covid-19
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ZOOM
A new way
to meet.
We have embraced the digital
world to continue with our work
...webinar style!
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

From every low, there
comes a high…

Coming into his own and leading the PVRI’s digital transformation,
our Digital Marketing Manager Aaron Shefras quickly rose to the
challenge and proposed a novel way to transform the Boston Drug
Symposium into a virtual meeting featuring a live interactive
webinar on 29 June and a series of pre-recorded presentations.
DDS2020 was born, attracting over 330 delegates.
We are indebted to Aaron for leading the PVRI’s digital
transformation and to Paul Hassoun and the Scientiﬁc Organisers
of Boston DDS2020 for delivering a great virtual meeting with
many scientiﬁc highlights. SEE HERE

D D S 2020
DIGITAL
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HOME
OFFICE
Embracing new ways to work.
Despite some feelings of isolation, working from home becomes the new way!
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

A massive high…

Following the success of DDS2020, our President Werner Seeger
and his nominated Scientific Organising Committee, led by
Patricia Thistlethwaite and Stephan Rosenkranz, embarked on
creating a phenomenal digital scientific programme that would
revolutionise the services we offer to our members.
Combined with the ingenuity of online features sought by
Aaron Shefras, we are now ready to launch what has been the
result of months of hard work - PVRI2021!

PVRI2021 is a series of monthly live, interactive webinars which
will bring the PVRI mission to our members during national travel
bans and lockdown restrictions, featuring all the hallmarks of a
PVRI in-person meeting. SEE HERE
We have received over 110 abstracts which will be displayed in
a secure online discussion forum allowing members to post
comments and start discussions. Abstracts authors will receive
automated email alerts every time a new comment has been
posted.
PLEASE TRY IT OUT YOURSELF

Continuing on a
high…

Given the increase in our digital provision, we’ve
expanded the team and recruited Sophie Earl, our new
Digital Marketing Officer, who is ably assisting Aaron in his
day-to-day work.
Sophie started with us on 2 November and has already
become a great asset.
Welcome Sophie, we are thrilled you joined us!
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GLOBAL
economic crisis leads to national
and international insecurity!
Temporary closure of universities and research laboratories
had a huge impact on us.
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

Some more highs…

With all the above, we must not forget the continued success of
Pulmonary Circulation journal and the progress of our Innovative
Drug Development Initiative and PVRI GoDeep.

With over 345 submissions during 2020, the PC journal team, led
by Chief Editors Jason Yuan and Nick Morrell, have worked hard to
continue to bring the latest research and scientiﬁc breakthroughs
to you.
SEE THE MOST CITED ARTICLES DURING 2020

Our IDDI has seen a change in leadership and I am delighted that
Sylvia Nikkho, Ray Benza and Mark Toshner have agreed to be at
the helm and shape IDDI future activities. They organised a very
successful online meeting with our pharma Roundtable and
regulatory colleagues on 27 November. With over 38 attendees,
what in Europe, was a late Friday evening, and in the US the
Thanksgiving bank holiday, they surely captured the audience
presenting their ideas for future workstream topics, building on
the success of the recent successful publication of IDDI
manuscripts. SEE HERE
A massive thanks to everyone who is involved in the IDDI academics, pharma colleagues and regulators!

GoDeep, the PVRI’s newly launched deep phenotyping global
registry on PH, has continued to attract members. With over
10,000 data entries now fully implemented, our thanks go to our
President Werner Seeger and his team in Giessen, Germany, for
pioneering this exciting project.
PLEASE HAVE A LOOK AT A FULL UPDATE HERE

Pulmonary
Circulation
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DISINFECTION
Sanitisation on a new level!
We are trying to contain the spread of the virus.
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

A very sad low...

On 23 October the PVRI lost one of its most loyal and committed
members - Professor Sheila Glennis Haworth CBE. Everyone
who knew ‘Glennis’ will be affected by her tragic
death. She touched so many of us in her unique
way, as a mentor, colleague and friend. She cofounded the PVRI in 2006 and has since been
involved in the organisation as President in
2014-15 and Trustee.

Glennis led the PVRI Paediatric Task Force for many
years, pioneering its most important breakthroughs. She also
looked after Pulmonary Circulation journal and oversaw many other
PVRI activities.
We will miss her warm smile, wisdom, balanced approach and
esteemed knowledge in the ﬁeld.

PLEASE READ HER FULL OBITUARY AND PVRI MEMORY BOOK
WITH TRIBUTES FROM OUR MEMBERS
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85.1

*

*Approximate figure as at January 2021

MILLION
Covid-19 infections.
The pandemic has caused a sudden and permanent change to us all.
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2020 has certainly been a roller-coaster ride with many highs & lows! ...continued

Ending the year on a high…
So, here’s my brief summary of 2020, a turbulent year which will
leave its mark long into the future.

It has forced us to adopt, transform and improve the services we
offer to our members. It has also forced us to reﬂect on who we are
and the unfailing support of our global community. I would like to
express my most humble and heartfelt thanks to everyone who has
supported us through this difﬁcult year - our members, our
Roundtable colleagues, our partners and wider supporters.
Many charities have dissolved during 2020 or a facing a grim
future. I am pleased to let you know that the PVRI is not only in a
stable position, but heading into the New Year with full strength
and renewed vigour. This is thanks to your continued support and
commitment to us. We cannot thank you enough!

Europe
Task Force

North America
Task Force

Iran
Task Force
Eastern
Mediterranean
& Saudi Arabia
Task Force

A personal high…

In times of hardship, those who support us most rise to the
forefront and we owe them our biggest gratitude. I would like to
thank Aaron Shefras for his loyalty and unfailing commitment
to the PVRI. Furthermore, my thanks go to all the members of the
PVRI Board, foremost our President Werner Seeger and
Paul Corris, the Chair of the Board, for their trust in my leadership
and continued support through all the year’s ups and downs.

South America
Task Force

South Africa
& Sub Saharan
Africa
Task Force

China
Task Force
India
Task Force

South
East Asia
Task Force

I wish you, your families and colleagues a healthy, happy and
successful 2021. n

The PVRI family continues to flourish and grow
despite the current pandemic.
Stephanie Barwick
Chief Executive Ofﬁcer
Canterbury, UK
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VACCINE
Everyone working together.
PVRI scientists have played an
important role in the development
of a Covid-19 vaccine.
0
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Bienvenido PVRI en Lima!

Report by Elena Goncherova, Harm Jan Bogaard, Max Gassmann & Paul Corris
This was the first time that the PVRI has hosted its Annual World
Congress in South America. Overall, the meeting was extremely
successful, both scientifically and socially. Peru’s capital awaited
us with ancient history, excellent food and exciting salsa music.
The Swissôtel was an ideal choice with abundant facilities, which
provided a fertile foundation for a very pleasant meeting. Many
participants took the chance to visit Cusco and Machu Picchu
before or after the meeting, Lima itself offered many fascinating
spots that were mostly visited on Friday afternoon.
The clinical sessions were very well attended and appreciated by
the audience. A wide range of topics were presented, covering
most disease areas of pulmonary hypertension (PH) and providing
state of the art reviews, cutting edge methods and techniques, and
future perspectives. The ﬁrst clinical sessions were
centered around the lessons to be learned from high altitude
physiology. South American scientists were well represented and
the audience was updated on diverse topics, ranging from
haemoglobin levels to high altitude pulmonary edema and chronic
mountain sickness. The session was followed by lively pro-con
debates on risk assessment and TGFß signaling and a clinical
session on pulmonary veno-occlusive disease. The ﬁrst day of
scientiﬁc sessions was concluded by a lecture from Rupert Swift
Awardee Emilia Swietlik, who presented her work on rare variants
in different phenotypes of pulmonary arterial hypertension.

Emilia Swietlik gives the Rupert Swift Award lecture: ‘Rare variant association study of multiple
pulmonary hypertension phenotypes using a Bayesian statistics framework’

The clinical
sessions were
very well
attended and
appreciated by
the audience.

In addition to clinical studies, the PVRI
meeting highlighted recent advances in
innovative basic and early translational
research in pulmonary hypertension. There was an
interesting session on recent advances in PVOD
and PCH, from genetic and molecular mechanisms
of pulmonary venous remodelling to the role of
Apelin receptors in PVOD and PAH.

The highlight of the second day was the
outstanding Stuart Rich Plenary Lecture by Mark
Geraci on the translational potential of gene editing
in clinical medicine. The day started with a
translational session on neonatal and paediatric
pulmonary hypertension, followed by rapid ﬁre oral

presentations, which turned out to be a
very efﬁcient and exciting method of
communication.

Stuart Rich (left) and Mark Geraci (right) before the 2020 Stuart Rich plenary
lecture, ‘Gene editing - ready for translation into clinical medicine’
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The third day of the conference started with a well-attended
session on the novel molecular mechanisms driving PAH
pathogenesis that focused on growth suppressor proteins and preclinical advances in remodelling-focused approaches to reverse
PH. This session was followed by basic and early translational
Rapid Fire Oral presentations by outstanding junior investigators
who shared their recent work on new candidate genes, signaling
pathways, and micro-RNAs as emerging therapeutic targets to
treat PH. Further highlighting basic and translational studies in PH
research, two moderated poster sessions provided a wonderful
opportunity for interactive discussion and establishing new
collaborations. The day concluded with a joint session with the
ESC working Group on Pulmonary Circulation and Right
Ventricular Function that discussed the current knowledge about
the mechanisms of PH-HFpEF, potential to establish PH-targeted
therapies, and new approaches to improve PH and RV function in
HFpEF. The meeting was concluded by state-of-the-art session
highlighting advances in our understanding of the role and
potential therapeutic applications of long non-coding RNAs in
pulmonary hypertension and RV hypertrophy and failure.
A novel highlight for the PVRI was an innovative session on
Global Health, including the Ghazwan Butrous Lecture given by
Greg Roth from Washington University, Seattle.

The day
concluded with
a joint session
with the ESC
working Group...

The PVRI has major plans to develop its
global footprint in terms of raising both the local
and global awareness of medical care available for
PH. We heard about local efforts to set up a
registry in Latin America and some early data from
the Global Burden of disease project, on behalf of
the World Health Organisation.

The Gala Dinner at the Lima Country
Club that occurred just on the ofﬁcial Peruvian day
of the Pisco Sour. We started the evening with a
taste of this fabulous drink and the salsa dancing
started before guests sat down.

Overall, the meeting seamlessly condensed high
quality scientiﬁc novelty and very educational state
of the art reviews.

We now very much look forward to Athens:
Science and Sirtaki! n

Future Congresses will continue to feature a
session on Global Health.
Gregory Roth giving the 2020 Ghazwan Butrous plenary lecture entitled ‘The global burden of
cardiovascular diseases. What do we know about heart failure and pulmonary hypertension?’

The PVRI Gala Dinner was held at the Lima Country Club

We enjoyed great food, the awards presentation
ceremony, and dancing until midnight. We wish to
thank Stephanie, Andrea and the whole PVRI team
for making this conference happen.
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Our 2nd Symposium was held on 2-3 February in Lima.
Report by Nick Morrell

Over 50 delegates attended the 2nd PAH-ICON/PVRI
Symposium in Lima. The meeting consisted of one and a half
days of presentations by PAH Task Force representatives and
oral abstracts.

Several Task Forces have been set up to focus on specific areas,
and the focus of this meeting was to establish aims and objectives
and research planning for 2020. Abstracts were presented from
around the world and detailed exciting examples of ongoing
research of PAH genetics and genomics.
Discussions facilitated by the meeting included the following:
• To increase the awareness and knowledge of participation in
PAH genetic research
• To write international guidelines for genetic testing in PAH
under the PAH-ICON consortium banner
• To identify core phenotype data to be collected by all centres
• Refine the Task Forces and their contributors
• Working groups to be defined for specific shorter term
projects
The consortium has now been running since 2016 with
the first face-to-face meeting in May 2017.

Bi-monthly teleconferences allow for the continued
international research collaboration and planning and we
have an exciting series of webinars arranged for 2021.
FURTHER INFORMATION HERE

It is imperative that only by collating our knowledge and
resources that we can tackle the ongoing challenges in PAH
such as understanding the contribution of common genetic
variation to the clinical course of disease.

...the focus of
the meeting was
to establish
aims, objectives
and research
planning...

The PAH-ICON consortium biorepository will soon be able to
receive international samples for sequencing and analysis and
further progress will be made on the clinical phenotype
database. n
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...since the ﬁrst volume in 2011, over 1,000 articles have been published!
Report by Jason Yuan & Nick Morrell

Pulmonary Circulation continues to grow as an internationally
recognised journal and 2020 has been another great year.
We are pleased to report that since the first volume in 2011
PC has now published over 1,000 articles!

At the time of writing (end of October 2020) more submissions
were received than during the whole of 2019. The Impact Factor
has increased to 2.205 in 2020.

During the year 92 research articles, 18 review articles, 16 case
reports, and 19 other article types including guidelines, consensus
reports, and research letters were published.

Papers that may help improve treatment outcomes for patients
with pulmonary arterial hypertension and Covid-19 were fast
tracked. These included research articles on the course of Covid19 in a patient with severe idiopathic PAH and on the care of
patients with PAH during the pandemic, review articles on right
heart catheterisation during the pandemic and on the impact of
SARS-CoV-2 on the right ventricle, and a multi-centre study on the
impact of the pandemic on pulmonary hypertension out-patient
clinics in Germany.
The papers on patients with Covid-19 and PAH have seen very
high readership, with the paper on patient care downloaded
almost 4,000 times.

Four articles from the PVRI’s Innovative Drug Development
Initiative (IDDI), which provides a forum for industry partners,
academia and regulatory bodies to facilitate novel treatments for
patients with PH and right ventricular failure, were published.
This special collection includes guidance documents on clinical
trial design in phase 2 and 3 trials, the role of biomarkers in
evaluation, treatment and clinical studies, novel composite
endpoints used in clinical trials, and the re-purposing of
medications for PAH.

The Impact
Factor has
increased to
2.205 in
2020.

Editorial team
The Editors in Chief Jason Yuan
(University of California, San Diego) and
Nick Morrell (University of Cambridge) work
alongside Deputy Editors Kurt Stenmark
(University of Colorado) and Irene Lang (Medical
University of Vienna). In addition, our Associate
Editors who also handle manuscripts are Anna
Hemnes (Vanderbilt University) and Patricia
Thistlethwaite (University of California, San
Diego).

Publishing team
Pulmonary Circulation is published in
collaboration with SAGE Publishing, who
handle the production and online hosting of
published articles and carry out promotional
activities, and Editorial Ofﬁce Ltd, who support the
Editors in managing peer review and liaising with
authors and reviewers.
Michael Brown, Business Manager,
oversees the business elements of the
journal, liaises with the publisher and,
together with the Editors, develops the
future commercial strategy for the
journal. n
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Top downloaded articles in 2020
1

Care of patients with pulmonary arterial hypertension during the
coronavirus (Covid-19) pandemic

• Downloads: 3,959

2

Could pulmonary arterial hypertension patients be at a lower
risk from severe Covid-19?

• Downloads: 3,284

3

5
6

In the eye of the storm: the right ventricle in Covid-19

• Downloads: 1,901

Covid-19 and the pulmonary vasculature

• Downloads: 1,131

Virtual echocardiography screening tool to differentiate
hemodynamic profiles in pulmonary hypertension

• Downloads: 993

7

Transcriptional profiling of lung cell populations in idiopathic
pulmonary arterial hypertension

• Downloads: 878

8

Management of prostacyclin side effects in adult patients
with pulmonary arterial hypertension

• Downloads: 867

9

READ HERE

Rethinking Covid-19 ‘pneumonia’ – is this primarily a vaso-occlusive
disease, and can early anticoagulation save the ventilator famine?

• Downloads: 3,038

4

READ HERE

Understanding the current status of patients with pulmonary
hypertension during Covid-19 outbreak: a small-scale national
survey from China

• Downloads: 863

READ HERE

READ HERE

READ HERE

16 Management of hospitalized patients with pulmonary
arterial hypertension and Covid-19 infection

12 Biventricular diastolic dysfunction, thrombocytopenia,
and red blood cell macrocytosis in experimental
pulmonary arterial hypertension

17 The course of Covid-19 in a 55-year-old patient
diagnosed with severe idiopathic pulmonary
arterial hypertension

13 Comparative effectiveness of endothelin receptor
antagonists on mortality in patients with pulmonary
arterial hypertension in a US Medicare population:
a retrospective database analysis

18 Impact of SARS-CoV-2 pandemic on pulmonary
hypertension out-patient clinics in Germany:
a multi-centre study

• Downloads: 685

READ HERE

READ HERE

READ HERE

READ HERE

10 Current clinical utilization of risk assessment tools in pulmonary
arterial hypertension: a descriptive survey of facilitation strategies,
patterns, and barriers to use in the United States
• Downloads: 698

11 Natural plant products in treatment of pulmonary
arterial hypertension

READ HERE

• Downloads: 675

• Downloads: 674

READ HERE

READ HERE

READ HERE

14 Pulmonary vasodilation in acute pulmonary embolism
– a systematic review
• Downloads: 657

READ HERE

15 Letter to the Editor regarding “Could pulmonary arterial
hypertension patients be at lower risk from severe
Covid-19?”
• Downloads: 645

READ HERE

• Downloads: 632

• Downloads: 620

• Downloads: 608

READ HERE

READ HERE

READ HERE

19 Safety and effectiveness of riociguat for chronic
thromboembolic pulmonary hypertension in
real-world clinical practice: interim data from
post-marketing surveillance in Japan
• Downloads: 567

READ HERE

20 Impact of the updated hemodynamic definitions on
diagnosis rates of pulmonary hypertension
• Downloads: 556

READ HERE
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Our scientiﬁc organisers set an exciting programme for our ﬁrst digital event...
Report by Paul Hassoun, Allan Lawrie & Anna Hemnes

The PVRI 7th Annual Drug Discovery & Development Symposium
for Pulmonary Hypertension, originally scheduled to take place
in Boston, USA, was presented digitally following the Covid-19
pandemic on 29 June 2020.
Our scientiﬁc organisers set an exciting programme of featured
presentations, which were released over a ﬁve-day period from
24-28 June 2020, and were culminated by a live webinar on
29 June.
Feature presentations

Digital format proves its success.

Nearly 220 participants joined the session and were able to ask
and upvote questions, participate in polls and download slides.

Professor Paul Hassoun, Johns Hopkins University School of
Medicine, USA, Professor Allan Lawrie, University of Shefﬁeld, UK,
and Dr Anna Hemnes, Vanderbilt University Medical Center, USA,
moderated the following talks:
• Clinical development of inhaled GB002 for the treatment of
pulmonary arterial hypertension, sponsored by Gossamer Bio.

• Presented by Professor Ardeschir Ghofrani, Justus-LiebigUniversity Giessen, Germany, whose presentation received an
average score of 9/10.
• A study of sotatercept for the treatment of pulmonary arterial
hypertension (PULSAR, NCT03496207), sponsored by
Acceleron.
• Presented by Dr David Badesch, University of Colorado, USA,
whose presentation received a score of 9/10.
• Pharmacogenomics and placebo response in a randomised
clinical trial.

• Presented by Dr Kathryn Hall, Brigham and Women’s Hospital,
Harvard Medical School, USA, whose presentation received a
score of 9/10.
The delivery of the new format of the virtual meeting received
an overall score of 9/10.

Digital format
proves its
success.

This was a fantastic event with great
technology, and it managed to convey the
excitement of true scientific debate much better than
other webinars I have attended.
Paul Corris
PVRI Chair of the Board of Trustees, UK

I just watched the drug symposium live
webinar, which was outstanding. All three
presentations were excellent. I particularly enjoyed
Kathryn Hall’s talk which gave a novel perspective on
placebos. Having attended several of these online
events over the past few months, this was hands down
the finest of all from a technical standpoint.
Stuart Rich
PVRI Trustee, USA n
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IT infrastructure and software at the Justus-Liebig University Giessen.
Report by PVRI President, Werner Seeger

The PVRI GoDeep meta registry IT infrastructure is comprised
of a central anonymised data repository and additional software
components for establishing connections for up-to-date data
transfers from any customised local PH registry or database.

The central server is hosted in the data centre of the Justus-Liebig
University Giessen, Germany and managed by our local team of
IT experts and data scientists. Access to the data and all analyses
are governed by the use and access rules detailed in section
Governance structure / Use and access rules.

Anonymisation
The key aspect for GoDeep is to comply with heterogeneous
regulatory and legislative restrictions around the world and to
apply data protection in the strictest way possible. Our approach
will only transfer completely de-identiﬁed and anonymised data.
To eliminate possible re-identiﬁcation through data analysis,
algorithms for k-anonymity are applied. Any information which
could be used for identiﬁcation is censored or coarsened - e.g. only
the birth decade is used instead of accurate birth dates.
With these measures, our data protection concept complies with
all strict data privacy legislations, such as the European GDPR,
the LGPD in Brazil, the CCPA in the USA, the PDPB in India, etc.

Data harmonisation and transfer using international standards
Existing PH registries around the world use different software
for data entry into electronic patient records or electronic data
capture software (e.g. Cerner ISH-MED, AGFA Orbis, PAHTool,
REDCap, MS Access database, etc.) as well as different
terminologies, granularity and possibly class deﬁnitions. In order
to enter all data into the PVRI GoDeep common database and to
allow data analysis across different
institutions/countries/continents, individual data harmonisation
must be performed. As a service, the PVRI GoDeep competence
team offers all participating centres to manage the harmonisation
of parameters with the GoDeep central data dictionary.

Our central data dictionary is annotated and linked to
international standard terminology codes like .e.g. LOINC for
measurements, ICD-10 for co-morbidities ATC for medication, etc.

The central
server is hosted
in the data
center of the
JLU Giessen,
Germany

To this end, individual mapping algorithms
are created and adjusted together with
the local data managers. With the mapping
algorithms, our electronic interface allows regular
(as standard quarterly) automatic data transfers to
be performed semi-automatically minimal manual
effort. In addition to the data points being
annotated in international standards, also the
transfer format is aligned to the current
communication standard for medical data HL7
FHIR.
Data storage and analysis
Once the anonymised data transfers arrive at the
PVRI central server, it is stored in three different
established database formats. In its raw form, the
data is stored in HL7 FHIR Bundle resources as
speciﬁed by the international standardisation
organisation for healthcare HL7. For distributing

analysis algorithms, the data is also
converted to the OMOP common data
model 1 speciﬁed by the Observational
Health Data Sciences and Informatics (OHDSI)
collaborative. Additionally, the i2b2 data
warehouse software 2 is used to allow easy access
for GoDeep members to feasibility queries and
simple analysis. All access to data is governed by
the use and access rules.
The continuous and consequent use of
established standards for data annotation,
transfer, representation and analysis as well as
the public availability of the PVRI data dictionary
allows us to meet the FAIR principles for scientiﬁc
data management 3 as close as possible with
regard to the special characteristics of our
data.
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Team
Coordination and development of the PVRI GoDeep registry is led
by our team of researchers, physicians and computer scientists at
the Justus-Liebig University Giessen.

The team behind PVRI GoDeep at the Justus-Liebig-University Giessen: Kurt Marquardt, Werner Seeger,
Patrick Fischer, Achim Michel-Backofen, Henning Gall, Tobiah Antoine, Raphael Majeed (from left to
right)

Homepage PVRI GoDeep
For public relations and external communications, a public
website was built and published. SEE HERE

The website features basic information about our registry and the
current participants as well as showcases for potential use of our
global database.
Status of available data
The PVRI GoDeep dataset consists of ~250
parameters per baseline and follow up visit
including detailed diagnosis classiﬁcation, comorbidities medication, RHC, PFT, Lab, etc. From
the founding members, the connection of data from
JLU Giessen and Imperial College London has been
completed. The data from Johns Hopkins
University has been connected partly and will be
completed early 2021.

To date, detailed longitudinal data from a total of
~80.000 visits from ~10.000 patients is available in
the PVRI GoDeep meta registry.

Participants and centers interested in joining
Currently, the main contributors of data in PVRI
GoDeep are its founding members Imperial College
London, John’s Hopkins University Baltimore and
Justus-Liebig University Giessen. Many PH centres
have declared their interest in joining and
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contributing data to PVRI GoDeep. We are currently in
discussions and progress to connect the following additional
PH centres:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

University Hospital Munich, Germany
Golden Jubilee National Hospital, Glasgow, UK
Sheffield Pulmonary Vascular Disease Unit, UK
Mayo Clinic, Rochester, USA
Amsterdam UMC, Netherlands
Strazhensku Cardiology Institute, Kiev, Ukraine
Universidade Federal de Sao Paulo, Brazil
Hospital de Niños Santísima Trinidad, Cordoba, Argentina
University Hospital Heidelberg, Germany
Policlinico San Matteo Pavia, Italy
University Hospital Graz, Austria
Attikon University Hospital Athens, Greece
University of Pittsburgh, USA
University of Stanford, USA
Karolinska Institute Stockholm, Sweden
Aswan Heart Centre, Aswan, Egypt
Freeman Hospital, Newcastle upon Tyne, UK
National Jewish Health, Denver, USA
Cleveland Clinic Florida, Ft. Lauderdale, USA
Hackensack University Medical Centre, New Jersey, USA
Brigham and Women’s Hospital, Boston, USA
Policlinico Umberto, Rome, Italy
Pablo Tobón Uribe Hospital, Medellin, Colombia
University of Pennsylvania, Philadelphia, USA
Clínica Comfamiliar, Pereira, Colombia
Collaboration and concept sharing with PAH-ICON

Collaboration and concept sharing with PAH-ICON
PAH-ICON and PVRI GoDeep follow similar goals in enabling
research and data science with PH cohorts. While PAH-ICON
focuses on genotyping and PVRI GoDeep’s emphasis lies on
deep phenotyping, both initiatives also overlap in these aspects.
Therefore, a collaboration was started to harmonise the
collected data set and enable patient record linkage for
participating PH centres.
Together with PAH ICON, we are currently updating the
specification of our deep phenotyping data set in joint video
conferences. The resulting common data set will meet
requirements of both PAH-ICON and PVRI GoDeep.

Biomaterial and genotyping data obtained by PAHICON will be complemented by deep phenotyping
data through PVRI GoDeep. While record linkage is
not possible with our anonymised data set, the
anonymisation process can be changed to
pseudonymisation for patients enrolled in PAHICON before the transfer of data. As these patients
will sign a specific informed consent to allow
material and data transferred internationally, it is
legally accepted to establish a link to the
biomaterial during the data transfer. We thus plan
to connect the PAH-ICON centres to our electronic
interface for data transfer and to provide the
corresponding phenotyping data to PAH-ICON
free-of-charge – under the precondition that the
participating centres will join PVRI GoDeep and
contribute longitudinal data collection also for

non-PAH-ICON patients in anonymised form.
Through this collaboration, PAH-ICON will benefit
from our detailed phenotyping data set and
established data protection and data transfer
infrastructure. On the other hand, our benefit lies
in the PAH-ICON participating PH centres joining
our PVRI GoDeep meta registry and thus
enlarging our pool of global deep phenotyping
PH data. n
References
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Phase 3 of the PVRI Digital Clinic is now complete...
Report by Martin Johnson, Colin Church & Aaron Shefras

Phase 3 of the PVRI Digital Clinic is now complete. This phase
focused on some incremental changes, paired with some new
functionality.

The primary objectives of this phase were to:
• Increase the usability of the course through a data-led
design response
• Increase the length of the course via new case studies
• Enhance the learning experience by adding complications to
case studies beyond first course treatment
PVRI Engage
The PVRI Engage platform is a secure clinical and research
discussion platform that provides a place for researchers and
clinicians to present ideas and discuss approaches with the best
in the business. Colleagues from around the world are able to
engage in discussion on topics varying from individual case
studies within the Digital Clinic, to clinical guidelines, research
approaches and novel therapeutics.

Submit a case
An easy to use portal for case submissions is now available, so
that centres are able to quickly enter data and allow this to be
processed by both our editorial and operational teams to develop
into interactive cases within the clinic. The submission process
takes no longer than 60 minutes and gives centres a clear over
view of the level of data required for each case and what time
line for response to expect from our teams.
Learning Library improvements
The new Learning Library will feel very familiar to those that
have used the PVRI site to surface content from our journal,
lectures from past meetings and our wealth of abstract
submissions. The updated look allows users to choose easily
from books, articles, guidelines and much more content relating
to course content.
Your patient needs treatment
Centres are now able to submit cases that require follow up
consultation, when a patient has developed a complication such

as pregnancy. After administering the ﬁrst
course of treatment for their patient,
users will be emailed to return to the clinic
and make a decision on the next treatment
approach with a new data set for their
patient.

Colleagues
from around the
world are able
to engage...

CME Accreditation
We are pleased to announce that users will be
able to claim CME credits for undertaking time
spent on the course. The European Accreditation
Council for Continuing Medical Education
(EACCME) credits CME activity for medical
specialists using the PVRI Digital Clinic. Each
medical specialist is able to claim credits for time
in the educational activity.

Through an agreement between the
European Union of Medical Specialists
(UEMS) and the American Medical
Association (AMA), physicians may
convert EACCME credits to an equivalent at
www.ama-assn.org/education/ earncreditparticipation-international-activities
EACCME credits and
claiming your certificate
The PVRI will issue CME
accreditation certiﬁcates upon
request.

To claim your certificate, please email either
Martin Johnson or Colin Church at
admin@pvrinstitute.org n
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Mission accomplished or more to come?
Report by Paul Corris, Sylvia Nikkho & Peter Fernandes

The Innovative Drug Develpoment Initiative (IDDI) was
established in 2017 under the leadership of Paul Corris (PVRI
Chair of the Board), Sylvia Nikkho (Bayer) and Peter Fernandes
(Bellerophon Therapeutics). The IDDI is a unique core activity
within the PVRI facilitating the development of novel treatments
for patients with pulmonary vascular diseases (PVD) and
establish them into clinical practice.
IDDI provides a platform for academia, the pharmaceutical
industry, patient representatives and drug regulators to openly
discuss questions surrounding the future of trials comprising novel
drugs. Importantly, the four workstreams: clinical trial design;
endpoints; biomarkers; and repurposed drugs were interlinked
and mutually supportive and chaired by an expert from academia
and one from pharmaceutical industry.
In 2020 the IDDI completed its major goal to establish a series of
guidance documents in Pulmonary Circulation:
1 Clinical trial design in phase 2 and 3 trials for pulmonary
hypertension. October 2020. READ HERE
2 Novel composite clinical endpoints and risk scores used in
clinical trials in pulmonary arterial hypertension.
October 2020. READ HERE
3 Role of biomarkers in evaluation, treatment and clinical
studies of pulmonary arterial hypertension.
October 2020. READ HERE
4 Repurposing of medications for pulmonary arterial
hypertension. October 2020. READ HERE

As noted in the editorial, this collection of leading experts reflect
on previous experience, review present understanding, and
consider how their respective areas of expertise may develop in
the years ahead.
There is more to come, PVD matter to patients. It is still a field of
high unmet medical need. Although great progress has been made
in Pulmonary Arterial Hypertension and Chronic Thromboembolic
pulmonary hypertension with several treatment options available,
there is still no cure for those indications and no disease specific
treatment for other forms of PH. Studies are getting more and
more complex with endpoints not seen as meaningful (6-miniute

The IDDI
has
expanded.

walking distance) or feasible (time to clinical
worsening) anymore. Ideas on novel clinical
trial design and endpoints require
regulatory acceptance based on evaluation of
existing registory or clinical data using artificial
intelligance. Furthermore, PVD is not only a disease
in developed contries, it also needs to be
recognised as a global burden with access to
medicine ensured.
The IDDI has therefore been expanded to IDDI
Global Alliance co-chaired by Raymond Benza
(Ohio State University, Columbus, USA),
Mark Toshner (Papworth Hospital, Cambridge,
UK), Sylvia Nikkho (Bayer, Berlin, Germany) and
Peter Fernandes (Bellerophon Therapeutics,
New Jersey, USA).
Its mission is to get PVD recognised as a global
burden of disease, working in collaberation with
international health organisations on “classical”
IDDI topics. These include the challenges of
clinical trial design and endpoints, new modalities
and technologies, real world evidence, patient
engagement, specific features of PH groups, patient
engagement and last but not least, Covid-19’s
impact on PH patients and PVD long-term sequalae.

The Emerging Biotechnology
Consortium (EBC), was initiated in late
2020 under the leadership of Peter
Fernandes and Ray Benza, creating work streams to
focus on the development of newer technologies
(covering both diagnostics and devices) that provide
a therapeutic benefit, patient monitoring/care or
novel inhalation drug delivery roles. Each work
stream will provide EBC members a much needed
platform within PVRI and IDDI where the voice of
smaller emerging biotechnologies will be heard and
acted upon. The EBC is integrated formally within
the broader umbrella of the IDDI/Global alliance.
A note of thanks
We would like to express our sincere thanks to the
dedicated leaders and members of all the IDDI work
streams and in particular our PVRI Roundtable
Members.
On behalf of the PVRI, we would like to express our
congratulations to Sylvia Nikkho for her induction
into Bayer’s Science Fellow Programme as a Senior
Science Fellow. This is a fantastic and well-deserved
achievement. n
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The PVRI Imaging Task Force continues to grow...
Report by David Kiely, David Levin & Andy Swift

...with membership from various academic disciplines, including
clinical medicine, imaging, physiology, and computational
modelling.

2020 in review
The year began quietly enough with the 3rd Annual PVRI Imaging
and Pulmonary Hypertension Task Force Symposium held at the
end of January 2020 at the PVRI World Congress in Lima.
Presenters and attendees came from around the world, with
strong regional representation from South and Central America.
Attendance continues to increase year over year with more than
30 physicians and scientists present for the 2020 symposium.
The Symposium began with a review of the newly published PVRI
Imaging Consensus Statement. This led to a spirited discussion of
variation in evaluation of suspected pulmonary hypertension
based on regional expertise and the local availability of imaging.
This was to be a focus of investigation for the Task Force for the
year. However, these plans were delayed once the coronavirus
pandemic became the primary focus of many of the members of
the Task Force.
Looking forward to 2021
For most of us, virtual meetings have become commonplace
during the pandemic. This year, the PVRI will be hosting a series
of webinars for its members. Webinar 5 will focus on ‘Novel
imaging approaches in pulmonary hypertension patients’. There
will be a discussion of both current and future imaging
approaches to the evaluation of suspected pulmonary
hypertension. We hope you can join us for this on Wednesday,
26 May 2021 from 15:00-17:00 (GMT).
FURTHER INFORMATION HERE

Goals for 2021
Additional goals for 2021 and beyond include exploring
imaging practices worldwide by conducting and auditing current
approaches within the PVRI community and contributing
regularly to web-based interactive cases on the PVRI
website.

From all of us in the Imaging and
Pulmonary Hypertension Task Force,
we wish you a very safe and healthy
2021. n

...virtual
meetings have
become
commonplace
during the
pandemic.
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Established in 2019 by combining the Schistosomiasis & HIV Task Forces...
Report by Navneet Dhillon, Vinicio de Jesus Perez & Ghazwan Butrous
The infection and pulmonary vascular disease Task Force was
established in 2019 by combining the Schistosomiasis Task Force
and HIV Task Force, the legacy Task Forces since the foundation
of the PVRI in 2006. It was a natural development to enhance
and consolidate the interest in the infection as one of the major
causes of pulmonary vascular disease globally. It also
consolidated the work with the iPVD (Infection and pulmonary
vascular disease) Consortium which was established in 2017 to
promote awareness and research collaboration on the role of
infection in the pathobiology of pulmonary vascular disease.
There have been several activities which can be summarised
as follows during the fourth quarter of 2019 and in 2020. The
1st International Conference on the Infection and Pulmonary
Vascular Disease was organised in Aswan on 21-22 October,
2019 in collaboration with the Magdi Yacoub Foundation. The two
day meeting discussed the role of various infections on pulmonary
vascular disease, including inflammation and immunology of
pulmonary arterial hypertension, HIV and Schistosomiasis coinfection with pulmonary vascular diseases, and epidemiology of
Schistosomiasis, HIV and Tuberculosis in Africa. There was a
discussion of the future working plan on the role of Tuberculosis
and collecting clinical data in Africa and globally.

The 2nd International Conference on the Infection and Pulmonary
Vascular Disease was organised in Lima on 29 January 2020, as a
pre-conference of the 14th PVRI Annual World Congress on
Pulmonary Vascular Disease. The aim was to follow up on the
outcomes of the first symposium in Aswan, Egypt, and update on
the new findings and techniques in the area of inflammation,
infection and pulmonary vascular diseases. This included panel
discussions on Schistosomiasis and PVD, update on the emerging
data on HIV-Schistosomiasis co-infection in PVD and the potential
role of microbiota in pulmonary vascular diseases.
The Task Force in collaboration with iPVD Consortium and the
Pulmonary Circulation working group of the American Heart
Association organised a special session on the global aspects of
PVD and infections at the annual meeting of American Heart
Association in Philadelphia 2019.

...enhance the
interest in the
infection as one
of the major
causes of PVD...

Another session was planned on the role
of double-hit hypothesis on PVD during
the Annual American Thoracic Society
May 14-19 2020, but this was cancelled
because of Covid-19 pandemic and reorganisation
of the ATS meeting to a small virtual meeting.
The Task Force and the IPVD consortium also
organised ‘On Demand Sessions’ during the
American Heart Association annual meeting in
November 16-18, 2020. The session entitled
“Environmental Risk Factors for Pulmonary
Hypertension” was broadcasted live on
18 November 2020.

The high impact journal Nature Reviews has
commissioned the PVRI Task Force and iPVD to
write a comprehensive review article on the role of
Covid-19 on a potential complication of the pathobiology of pulmonary vasculature. A select writing
group is currently working on this review (and
other articles) for possible publication in mid-2021.

The plan for the 3rd International
Conference on the Infection and
Pulmonary Vascular Disease is on hold
now because of the uncertainty of
Covid-19 pandemic. However, the group is
currently in continuous communication among its
member through various zoom meetings. n
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This has been a challenging year...
Report by Anna Hemnes

There have been no projects to report on in 2020, reflecting
the challenging year that we have all had because of the
pandemic.
Despite the lack of projects under taken in 2020, the year
offered a good opportunity to re-evaluate how we care
for patients with pulmonary hypertension safely and
efﬁciently and how to perform high quality research in the
context of a pandemic. The team found new ways of
interacting with colleagues near and far and continued to
push ahead in understanding and better treating
pulmonary hypertension.

We have found
new ways of
interacting with
colleagues...

While our world is very different from a year ago, our
goals are not and the team work had to make progress every
day towards them. The online version of PVRI’s Annual Meeting
will be a great event until the day we can meet in person again.
I see that PVRI has plans to address many of the challenges
thrown up by the pandemic in clinical research including drug
trials. n
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A year that introduced a new species of Coronavirus...
Report by QadarPasha & Max Gassmann

This year has been a turbulent one with Covid-19 hitting the
world hard. 2020 has been a memorable year, sadly for all the
wrong reasons.

It was the year that introduced us all to a new species of the
Coronavirus which turned out to be deadly. Almost every activity
of the world came to a standstill, including some aspects of
scientiﬁc research. This signiﬁcantly affected output for this
Task Force. Firstly the two planned face-to-face meetings in India
and Kyrgyzstan had to be cancelled. This did prompt the two
organisers and PVRI to discuss the value of a coordinated
approach in the future with one combined high altitude meeting
from the Task Force each year henceforth.
Jungfraujoch Hut
Early this summer Max Gassmann visited the highest research
facility in Switzerland, the Jungfraujoch Hut, located at an
altitude of 3500m. Research planning there involved a project to
keep human volunteers and animal models at that altitude for
weeks to analyse the impact of high altitude on a variety of gene
expressions. The Swiss high altitude research facility might be
complementary to facilities in Leh (India), Puno (Peru), Lhasa
(Tibet) and many other locations in the word and PVRI could
coordinate joint research.
Project on gene drug development 2020 and acute
exposure to altitude
Dr Qadar Pasha’s genetic study was awarded support for the
next two years by The Cardiovascular Medical Research and
Education Foundation, in Philadelphia, however work had been
postponed due to the pandemic. His institute CSIR-IGIB which
has received PVRI support decided to divert research time to
the Coronavirus.

One important experiment looking at the effects of travelling
from sea level to high altitude and back in a population of young
volunteers was undertaken. The team of 35 youngsters, who
volunteered for the drug based study where taken rapidly from
sea level (Delhi) to high alititude (Leh) and back. The team were
put through rigorous Coronavirus testing whilst visiting the
Himalayan region and were able to achieve their desired goals

...enhance the
interest in the
infection as one
of the major
causes of PVD...

of any future research activity allowing
them to re-visit.

Coronavirus effect in Ladakh,
the Himalayan highland
Despite the high altitude environment
of Ladakh, like most counties it could not escape
the grasp of the Coronavirus.

without any unwarranted events. Clinical
observations, Lake Louise score, chest-radiography
and echo were all recorded, along with blood
samples. The volunteers greatly enjoyed the visit to
Leh and everyone conveyed their wish to be apart

Reports from other similar highland regions of
South America had suggested that the native
people are resistant to Covid-19. Minimal travel,
and maximum precautions coupled with
sanitisation will prevent the spread of infection
and these are more likely causes for that highland
region. The virus appears to be resistant to any
extreme environment and all our observations
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suggest that the clinical effects of Covid-19 are the same at high
altitude as sea level.
Research activities in this period
Naturally every academician come researcher focused their
attention on to the Coronavirus, stalling ongoing research, with
everyone actively sharing their own knowledge on the virus
whether or not their expertise was in the microbiology and
virology ﬁeld. Ofﬁcial websites including the WHO have done a
commendable job sharing information and protecting lives.
Even PVRIs own Task Force leader Dr Qadar Pasha devoted
three months of his time assembling knowledge on the
Coronavirus, and subsequently producing a couple of
manuscripts, one of which was published.

Leh Symposium
This year, a visit was made to Leh in February and the venue and
programme was ﬁnalised for the 6th International Leh Symposium,
alas it had to be postponed. The next date will be in August or
September 2021 andhopefully the venue will be the Mahabodhi
Global Family Resort in the serene surrounding of the model
village Saboo Dho, near Leh, where they organised their scientiﬁc
expedition.

Publications
Two reviews from us in 2020.

• Sex-derived attributes to SARS-CoV-2 fatality in comorbid
patients Neha Chanana, Tsering Palmo, Kavita Sharma†,
Rahul Kumar, Brian Graham, Qadar Pasha. Am J
Physiol Endo&Met 2020
• Vascular homeostasis at high altitude: role of genetic
variants and transcription factors. Neha Chanana, Tsering
Palmo, John H. Newman and M.A. Qadar Pasha. Pul Circ
2020 n
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Not all of our Regional Task Force teams have
been able to submit a report this year due to the
exceptional circumstances of the pandemic.
I thank everyone for their fantastic effort
and continued support.

Stephanie Barwick
Chief Executive Officer
Canterbury, UK
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Despite many diﬃculties, there has been a lot of collaborative
work in Europe regarding Group 3 PH...
Report by Stefano Ghio & Lucilla Piccari

The PVRI were delighted to sponsor the international multi-centre
support study (survey on pulmonary hypertension in diffuse
respiratory diseases) in its first year. Created and co-ordinated by
Lucilla Piccari (Barcelona), Patrizio Vitulo (Palermo) and John Wort
(London) the study aims to collect data on group 3 PH patients
from Italy, Spain and the United Kingdom. This will provide a
better understanding of the different phenotypes within this
broad PH group.
The work of the first year has established:
• A network of centres to study Group 3 PH in the three
countries.
• A survey across the three national networks, with details on
the PH units and potential number of patients which could be
enrolled in the study.
• Methods and outcomes of the imaging analysis to be carried
out on the enrolled patients.
• Creation of an IT platform to store data.
• Preliminary data from three centres (IRCCS ISMETT,
Palermo, Italy; IRCCS, San Matteo, Pavia, Italy; National
Pulmonary Hypertension Service, Royal Brompton Hospital,
London, United Kingdom and the REHAR Registry, Spain
was presented to the European Respiratory Society
Congress (September 2020).
Eastern Europe Report
Here is information about our activity during this year:

Sweden

Norway

United
Kingdom
Netherlands

Ireland

Denmark
Poland

Germany

Czech
Republic

Belgium

• 21-25 September we held the Ukrainian Congress of
Cardiology in digital format
• 23 September was dedicated to Pulmonary
Hypertension (including CTEPH)

Switzerland
France

Austria
Croatia
Italy

Portugal

Spain

Serbia

Greece
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Almost every activity of the world came to a standstill,
including some aspects of scientific research.
Report by Qadar Pasha & Prashant Bobhate

This year has been a turbulent one with Covid-19 hitting the world
hard, significantly affecting output for this Task Force. Two planned
face-to-face meetings in India and Kyrgyzstan had to be cancelled,
prompting the organisers to discuss the value of a coordinated
approach with one combined high altitude meeting each year.
Jungfraujoch Hut
• Early this summer Max Gassmann visited the highest research
facility in Switzerland located at an altitude of 3500m. Research
planning there involved a project to keep human volunteers and
animal models at that altitude for weeks to analyse the impact
of high altitude on a variety of gene expressions.
Project on gene drug development 2020 and acute exposure
to altitude
• Dr Qadar Pasha’s genetic study was awarded support for the
next two years by The Cardiovascular Medical Research and
Education Foundation, in Philadelphia. His institute CSIR-IGIB,
which has received PVRI support, decided to divert research
time to the Coronavirus.

Coronavirus effect in Ladakh, the Himalayan highland
• Reports from other similar highland regions of South America
had suggested that the native people are resistant to Covid-19.
The virus appears to be resistant to any extreme environment
and all our observations suggest that the clinical effects of
Covid-19 are the same at high altitude as sea level.
Research activities in this period
• Naturally every academician and researcher focused their
attention on to Coronavirus, stalling ongoing research. Official
websites including the WHO have done a commendable job
sharing information and protecting lives. Dr Qadar Pasha
devoted three months of his time assembling knowledge on
the Coronavirus and subsequently produced a couple of
manuscripts, one of which was published.
• This year, a visit was made to Leh in February and the venue
and programme was finalised for the 6th International Leh
Symposium which has had to be postponed.

We are now looking to hold the event in either
August or September 2021 at the Mahabodhi
Global Family Resort near Leh.

We had a very successful webinar Living with
pulmonary hypertension on 9 May 2020 in
association with Pulmonary Hypertension India
which is a patient support group.

The programme was coordinated by Dr Prashant
Bobhate with Dr BKS Sastry, Dr Abraham Babu,
Dr Vikas Kohli, Dr T Sunder and Dr Shine Kumar.
It was widely attended by over 1700 delegates
from India as well as other south East Asian
countries like Bangladesh, Pakistan and SriLanka.

Publications
Two reviews from us in 2020:
• Sex-derived attributes to SARS-CoV-2 fatality
in co-morbid patients Neha Chanana, Tsering

Palmo, Kavita Sharma†,
Rahul Kumar, Brian
Graham, Qadar
Pasha. AM J
Physiol
Endo&Met
2020
• Vascular
homoeostasis at
high altitude: role
of genetic variants and
transcription factors
Neha Chanana, Tsering
Palmo, John H Newman
and M.A Qadar Pasha.
Pul Circa 2020

India

Sri Lanka
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The rapidly developing Covid-19 pandemic meant that many events
were conducted online.
Report by Paul Hassoun & Abdullah Al-Dalaan

SAPH2020 Conference
13-15 February 2020
• The 13th Annual Conference of the
Saudi Association for Pulmonary
Hypertension SAPH2020 was concluded
very successfully at Hyatt Regency Riyadh Olaya, Saudi Arabia
before the Covid-19 pandemic. This turned out to be the last
face-to-face conference conducted by SAPH in 2020.

The following events were conducted as online webinars:

12-13 June - PHundamentals
• This year was the beginning of an annual initiative between
SAPH and Janssen, the PHundamentals. The programme was
rich and observed by more than 350 from 14 countries.

26 September - Monthly PH Club
• This one and a half hour event was organised by the
Pulmonary Vascular Unit at Prince Sultan Military Medical City
and consisted of two prominent cases.
16-17 October - Eastern Province Virtual Activity
• The webinar was conducted by Saud Babtain Cardiac Center
endorsed by SAPH. Even though all subsequent events were
held virtually we were delighted to receive signiﬁcant support
from all the participants.

Turkey

Lebanon

26 October - Switching from Research to Practice
• Switching from Research to Practice webinar was conducted
with support from Bayer.
The online events ran very smoothly and we received a lot of
positive feedback from participants after the conferences.
Event planned for 2021

18-20 February 2021 - SAPH2021 Virtual Conference
• The 14th Annual Conference of the Saudi Association of
Pulmonary Hypertension will be held virtually. We will discuss
the most inﬂuential topics and share best practices around the
globe for the next SAPH Conferences.

Syria
Iraq

Israel
Jordan
Egypt

Kuwait
Saudi Arabia

Bahrain
Qatar

United Arab
Emirates
Oman
Yemen
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No activities were undertaken in 2020 as a result of the pandemic.
Report by Gabriel Diaz

Mexico

Honduras
Guatemala

Activities under
consideration for 2021-22

Nicaragua
Costa Rica

• The 4th Latin American Symposium
on Pulmonary Hypertension in
Children is scheduled for
September 2022 in Panama,
organised by
Dr Isanet Barrantes.
This will depend on the status of the
Pandemic.

Venezuela

Panama

Guyana

French Guiana

Columbia
Suriname

Ecuador

Peru

Brazil

• Latin American Webinars on Pulmonary
Hypertension in Children potentially to
be organised every 3 months.

Bolivia

Paraquay
Chile

Uraguay
Argentina
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The Impact of Covid-19 on SEA Pulmonary Hypertension Centres...
Report by James Yip, Tan Ju Le & Lim Yinghao

During the Covid-19 pandemic, we surveyed pulmonary
hypertension centres across South East Asia from 1-31 October
to evaluate how physicians and patients with pulmonary arterial
hypertension (PAH) were coping with the crisis.

• 24 pulmonary hypertension specialists were surveyed from
five countries. These included: Thailand (4, 16.7%), Singapore
(9, 37.5%), Malaysia (4, 16.7%), Indonesia (2, 8.3%), and Taiwan
(5, 20.8%). 76% of these physicians were caring for more than
25 patients with PAH. Of note, only three PAH patients
developed Covid-19. There were no deaths amongst these three
attributable to Covid-19. 91.7% of surveyed doctors related no
excess deaths in their patients when compared to the same time
the previous yea, however 8.3% related an increase in deaths.
• We were interested to examine difficulties in delivering care
during this period. 70.8% of respondents cited patients’ fear of
coming to hospitals, 25.0% cited that diagnostic tests such as
echocardiography and catheterisation labs were diverted to
patients with other chronic diseases, 20.8% cited supply chain
issues for PAH medications and routine vaccines, 16.7% cited
prioritisation of care for Covid-19 patients over PAH patients.
Only 4.2% of respondents said that lack of Covid-19 testing
ability was an issue. None had issues with lack of personal
protective equipment.
• With regard to how PAH patients were coping, 72.0% of
respondents said patients had issues with fear and anxiety,
60.0% reported issues with social isolation, 36.0% reported
issues with travel restrictions for healthcare, 32.0% reported
issues with depression, 28.0% reported difficulty procuring
PAH medication, and 8.0% reported issues with procurement
of masks for personal protection.
• On a reassuring note, when asked to rank how optimistic
patients were for PAH treatment (10 being high) after the
pandemic was over, they gave an average score of 7.
• It is the opinion of the authors of this report that patients and
centres caring for patients with PAH in South East Asia seem
to have done well during the Covid-19 pandemic. The majority

of the countries surveyed in this
poll have had a low death rate
from Covid-19 (Taiwan 0.3 cases/
million population, Thailand 0.8/million
population, Singapore 5/million
population, Malaysia 8/million population,
Indonesia 52/million population), and hence
the better outcomes. In general, the incidence
of PH patients developing Covid-19 remained
unchanged in most studies (2.1 cases per
1000 in the United States of America). Some
of centres in our survey have turned to
telemedicine to improve access of care but
supply chain issues and prioritisation of
resources in favour of Covid-19 and other
chronic diseases remain an issue.

Malaysia

Singapore

The long-term impact to our patients during
this pandemic in terms of mental well-being
cannot be understated but the optimism of our
PH caregivers is encouraging.
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Our concentration has been always on empowering physicians
and improving educational levels....
Report by Farid Rashidi

Iran

2020 was a very special year for all physicians active in the ﬁelds of
education and research, speciﬁcally on PVD. All our educational
and research activities in the Iranian Society of Pulmonology and
Iranian Pulmonary Hypertension Association can be divided into
two periods: before and during Covid-19. After the onset of the
pandemic all programmes were held virtually.
Activities:
• In January, the ﬁrst case presentation symposium on PVD
was held in cooperation with pulmonologists, cardiologists,
and rheumatologists from 5 universities of medical sciences.
15 patients cases were discussed.
Online programmes provided an opportunity for physicians to be
part of the programme from different regions of the country.

Educational programmes for pulmonary fellows
The ﬁrst session was held on 17 June and continued every two
weeks. So far, ten 90 minute sessions have been held and the
selected topics in this course of educational programmes were:
• Hemodynamic Principles: The Fundamentals
• Making the Diagnosis of PH: The Algorithm and Avoiding the
Pitfalls (two sessions)
• Imaging in Pulmonary Hypertension (two sessions)
• Case Discussion in Pulmonary Vascular Diseases
• CTEPH - What Is Different about It?
• CTEPH Imaging for Pulmonary Fellow
• Practical Vascular Sonographer
• How Can We Manage Pulmonary Hypertension in ILD?
• Role of Nuclear Medicine in the Diagnosis of Acute PE and CTEPH
A number of pulmonologists working outside of Iran, such as
Professor Nesrin Mogulcoc from Turkey also cooperated in the
implementation of this educational programme.
Educational programmes for pulmonology, cardiology,
internists, and rheumatology
• Along with the virtual education courses for pulmonary fellows,
a monthly programme entitled PVD CME programme was also
held for cardiologists, pulmonologists and rheumatologists

•

•
•

•
•

cooperating with physicians from referral PVD
centers in the US, France, Italy and Turkey.
The ﬁrst course was held on July 9 with a talk by
Professor Richard Channick from the UCLA- US
on diagnosis and management protocol for
pulmonary hypertension patients at UCLA.
The second programme was held on August 20
with the participation of two prominent
physicians from France and Turkey.
The third programme was held on October 1 by
Dr Adriano Tonelli from the Cleveland Clinic in
the US about ‘basic and advanced modalities for
diagnosis of PH during RHC’.
The fourth programme was held in October by
Dr Gustavo Herresi from Cleveland Clinic-US.
The ﬁnal programme was held in December titled
“A review on the Latest Pulmonary Embolism
Guideline and Therapeutic Recommendations.”

Future programmes for 2021:
• January: The 2nd Symposium on Case
Presentation in PVD.
• Monthly virtual programmes on PVD.
• 23-25 June: The 4th International Pulmonary
Hypertension and PVD meeting.
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Covid-19, we continue to thrive
and connect with members
all around the globe.
www.pvrinstitute.org

Today’s work,
tomorrow’s possibility...
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