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Dear FESCA members and friends,
Welcome to the FESCA Newsletter!
2020 has certainly been a very unusual and challenging year with the small comfort that we all have been
living through this together. It has shown us the importance of friendship and support in finding ways
through, what at times, have been some dark days. It
has also highlighted how critical it is to have access
to accurate, evidence-based and accessible information and there has been a wealth of resources
created by the global community about COVID and
Scleroderma. At FESCA, we have created a catalogue
to help signpost people to these wonderful resources
so that everyone can benefit.
At the AGM on the 5th March, I was deeply honoured
to be elected as the new President for FESCA and to
take up this role alongside my colleague Ilaria Galetti,
who was elected as the new Vice President. We also
welcomed Austria, Czech Republic & Israel as new
members of the Federation, bringing the total number of members to 28 Associations.
Like many other organisations, we too had to make
rapid changes to the way we worked due the pandemic, particularly our two major events planned for
2020, the Patient Congress and World Scleroderma
Day. I would like to thank the team at FESCA for rising to the challenge and finding alternative ways to
deliver these events.
We were very disappointed not to hold the Patient
Congress in Prague, but with help from the World
Scleroderma Foundation, our Clinician speakers, and
additional support from Boehringer Ingelheim, we
were able to move the Patient Congress online. All
the hard work paid off and the Congress has been
viewed by 1,820 people from 60 countries.

.

In June, we celebrated World Scleroderma Day but
with a difference this year. I would like to thank
Helena Gaspar and Gabi Niehaus for rapidly
adapting the campaign to make it relevant to the
situation we all faced. The revised slogan "Our smile
is vulnerable - protect yourself to protect us", was
created to increase awareness that many people
living with scleroderma were vulnerable to having
more severe symptoms if they contracted the virus.
We would like to thank everyone who was able to
participate and our sponsors, Boehringer Ingelheim,
Bayer and J&J who helped make the campaign possible at scale. My thanks also to Beata Garay and
Annelise Rønnow for producing this newsletter. We
hope you like the new look and feel of the publication.
News of the accelerated development of certain
vaccines offers the hope of light at the end of the
tunnel. However, there is no doubt that we will
need to remain vigilant for some time to come, so
please take care and stay safe. On behalf of the
FESCA Board, I would like to wish you all the very
best as we enter 2021.
Very best wishes
Sue

SUE FARRINGTON
President
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As an umbrella group, FESCA supports its member organisations, while the support of individual sufferers of scleroderma
remains the sole remit of national organisations. If you are a
scleroderma patient looking for individual support, please contact your national organisation.
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Say hello to….
FESCA is constantly growing. Currently, we are
28 member organisations from 21 different
countries. Say hello to our newest members:

Austria
SELBSTHILFE E.V.
selbsthilfe.sklerodermie@gmail.com

Czech Republic
REVMA LIGA
Tel: +420 731 644 350
michaela.linkova@revmaliga.cz
www.revmaliga.cz

Israel
INBAR
Arlozorov 10 Ramatgan Israel
Tel.: +972 03-5613832
www.inbar.org.il.

On the FESCA website, you will find help
If you do a google search asking what the top trending
words of 2020 are, you find coronavirus, corona, face
mask, social distancing and truth on the list.
The coronavirus has turned our world upside-down,
preventing us from traveling to favorite destinations, or
meeting in larger groups; we have learned to wear face
masks whenever going out and much more.
There is so much information out there, and it can be
difficult to sort out what is the truth and what is not the
truth. There are too many posts; it is difficult to handle.
That is why we have initiated the COVID-19 catalogue
as a reliable go-to source for our community.
At FESCA we would like to help our members and all
other visitors on our media to find out everything you
need to know about coronavirus and COVID-19, particularly in relation to scleroderma. But also note that we
only link reliable information from the official pages like
WHO, EULAR, WORLD SCLERODERMA FOUNDATION and
so forth.
The catalogue consists of topics within these menus:
“COVID-19 & Scleroderma”, “Official pages”,
“Webinars”, “Research”, “Wellbeing” and “Members &
Friends”, and you will find references to many articles.
We encourage all of you to help us update the catalogue by sending in recommendations for the areas of
information listed above.
Annelise Roennow

6th Systemic Sclerosis World Congress
Unfortunately, due to the COVID-19 pandemic, we were forced to first postpone
and then completely cancel our World
Congress in Prague in 2020. With the
WSF steering committee, we came to the
conclusion that due to the uncertainty of
virus progression and the high possibility
of a second wave of virus outbreak, we
should explore a virtual solution of the
6th Systemic Sclerosis World Congress.
We worked very hard to make this happen and we were very happy to offer the
entire world an excellent virtual congress
experience.
The statistics tell us that this has indeed
been a world congress with visitors from
all continents and more than 50 countries, including Uganda, Australia, China,
Brazil, Portugal, United States, United
Kingdom, Turkey, Greece, Hong Kong,
Mexico, Ukraine, Philippines, Peru, Pakistan and many other countries. So far,
the platform has been accessed from our
own website 1784 times. It was also accessible through the World Scleroderma
Foundation, where it was open to all patients and clinicians.

The traffic was biggest in July when we
opened up for access, and it is still active.
The past week we have had visitors from
Germany, Czech Republic, Denmark,
France, Australia, Canada, Italy, Norway
and United States.
Most of the congress talks were recorded as videos, and this made it possible for
us to offer you access to the patient congress until 20 December 2020.
We encourage you to feel free to watch
these talks from some of the best researchers and physicians in the world.
You will find the latest information on
such subjects as digital ulcers, treatment
research, localized scleroderma, help for
the newly diagnosed, understanding the
GI tract, paediatric scleroderma, clinical
trials, and also some patient stories.
We hope to welcome you all again to the
lovely city of Prague for the next World
Congress, to be held in 2022, 10-12
March.

The Scleroderma Patient-centered
Intervention Network (SPIN)

The Scleroderma Patient-centered Intervention Network (SPIN) is an organization of researchers, health care providers, and people living with scleroderma from around the world. Individuals
and organizations involved in SPIN are
working on a novel research project
with the goal to develop, adapt and test
new and existing programs to help people with scleroderma cope with their
illness and manage their daily lives.
The areas covered by the programs
developed by SPIN include, but are not
limited to, managing symptoms, daily
tasks, and emotions related to illness, as
well as balancing activity and rest.
SPIN is led by Dr. Brett Thombs from
the Jewish General Hospital and McGill
University in Montreal, Canada.
The network is working closely with
patient organizations from around the
world, including the Scleroderma Society of Canada and its provincial chapters,
the US Scleroderma Foundation, the
Federation of European Scleroderma
Associations (FESCA), and the Dutch
patient organization for systemic autoimmune diseases (NVLE).
In 2018 SPIN presented the Maureen
Sauvé Inspiration Award to Joep Welling a former Board member of FESCA.

Joep Welling

In 2018, SPIN was honour ed to pr esent the inaugural Maureen Sauvé Inspiration Award to Joep
Welling in recognition of his extraordinary contributions to the scleroderma community.
A long-time patient advocate, Joep is extremely
passionate about patient advocacy, particularly the
inclusion of patients in research and developing
treatment guidelines. He has previously served as
President of the Dutch organization for systemic
autoimmune diseases (NVLE), as a consultant for
the Scleroderma Framed Foundation, and as a patient research partner for the European League
Against Rheumatism (EULAR). He is also an active member of SPIN’s Patient Advisory Board,
which oversees SPIN’s overall research direction,
and co-led the development of the SPIN-HAND
Program, an online program with rehabilitation
exercises to improve hand function.
For more infor mation about SPIN visit
www.spinsclero.com
Kim Fligelstone

Did you know?... We are on social media!
At FESCA we try to be present on
different platforms in order to spread
awareness of scleroderma.
You can find us at
Facebook https://www.facebook.com/
fesca.scleroderma,
Instagram https://
www.instagram.com/
fesca_scleroderma
Twitter https://twitter.com/
Fscleroderma.
On Facebook we have 2500 followers,
Instagram 680 followers and on Twitter
we have 874 followers – all platforms
with a good reach from all over the
world.
The same goes for our website.
https://fesca-scleroderma.eu/
We have visits from all over the world.
And from July the most visited page on
the website is the E-congress. It has literally been a WORLD congress, as we
have had visitors from all continents
and 60 countries in total. Read more
about the E-congress on page 6 in the
newsletter.

TIPS TUESDAY
Each first Tuesday of the month we
give you Tips Tuesday. These tips and
suggestions generally focus on selfmanagement. We always suggest
that you refer questions about medical treatment to your own specialist,
and we do not make medical recommendations.
Previously we have focused on the
following topics: preventing Raynaud’s, things to consider during holidays, taking care of your feet, selfmanagement tools, how to remember to take your medicine, breathing
and much more.
Do you have ideas, news from your
own association? If you have other
relevant information you would like
us to focus on, please don’t hesitate
to send Annelise an email,
a.roennow@gmail.com

Annelise Roennow,
Media Manager

The Scleroderma Framed foundation,
Stichting Scleroderma Framed, is a Dutch
scleroderma foundation that is
represented by an enthusiastic group of
over twenty volunteers, who joined
forces to raise awareness of scleroderma
among the public in a positive and
artistic way. This is done by taking
portrait photos of people with
scleroderma and exhibiting these
photographs – by which they hope to
reach a wider audience.

Here, 2 years later, the corona virus has
made it impossible for Scleroderma
Framed Foundation to travel with the
exhibition of lovely portraits of many
scleroderma patients in order to raise
awareness.

For more than 10 years the foundation
have taken portrait photos, mainly of
Dutch scleroderma patients. But 2 years
ago, when EULAR took place in Amsterdam, the foundation reached out to
those from FESCA going to Amsterdam
to see if they had interest in participating
in the project by having their pictures
taken as well.
It was an honor to say yes!

We are happy to know that they did a
“FESCA version” in the beautiful
surroundings of Hunebedden. Read more
about the spectacular monuments in
Hunebedden online.
Find more roadtrip videos by Scleroderma
Framed

Their solution is to travel themselves
around the Netherlands, filming the lovely
countryside, putting the portraits on display in the landscape – and making a video
out of it.

Edgar Stene
Prize 2021
The title for the 2021 Edgar Stene Prize essay competition is““How
digital solutions benefit my life as a person with an RMD”.

Information from EULAR:
”We invite people with RMDs to write about their

Each national jury should select and submit the best

personal experiences. Digitalization was already a hot

entry from their country (only one entry) by email to

topic before the pandemic hit the world and since

the EULAR Secretariat by 20 January 2021. A more

then there is no way around it. It impacts on all areas

detailed outline of the rules is attached to this letter for

of our lives and although the virtual world can never

your information. Please note that these have to be

replace the human contact it definitely offers some

fully adhered to, as applications which are not

advantages. We would love to hear what you feel

complete will not be accepted by the EULAR

about it – do you make use of digital solutions? If yes,

Secretariat.

what do these look like and how are they of

A EULAR Jury will select the 2021 Stene Prize winner to

relevance in connection with your RMD? We invite

be announced by 15 March 2021. The jury’s decision is

you to reflect broadly here, starting with your

incontestable. Information about the 2021 EULAR Jury

personal contacts and relationships during the

will be posted in the coming months on www.eular.org

pandemic, considering the use of e-health

The Stene Prize winner will be invited to attend the

applications like self-management apps or wearables

Opening Plenary Session of the EULAR Congress in

to monitor your health, or the use of telemedicine or

Paris and is awarded a prize of € 1 000. EULAR

an electronic prescription for the pharmacy. What is

provides the winner with travel to Paris and hotel

current reality in your country and what would you

accommodation for up to 4 nights as well as with an

like to see implemented in the future?

invitation to the EULAR Congress Dinner. The second

AS IN the past, we encourage our national EULAR

ranking essay will be awarded with € 700 and the third

member organisations of PARE to organise national

ranking essay with € 300. Thank you so much in

competitions for people with a rheumatic or

advance for supporting this exciting and important

musculoskeletal disease (minimum 18 years of age).

competition in your country. If we can help with any

Competitors should be invited to submit an essay not

questions, please do not hesitate to contact the EULAR

exceeding 2 pages (A4) in their own language to

secretariat. The 2021 Edgar Stene Prize Jury looks

their national EULAR member organisation of PARE.

forward to receiving many entries from all over Euro-

The deadline for the national completion will be set

pe!

individually by each national organisation. Anyone
who would like to submit an essay should get in
touch with their respective national EULAR member
organisation of PARE.

READ MORE ON THE WEBSITE:
https://www.eular. org/pare_stene_prize.cfm

Great Achievment for
Swedish Scleroderma
Patient Organisation

Riksföreningen för Systemisk
Skleros , SWEDEN

For the first time the Award “Patients
Advocate of The Year” was presented in
Stockholm, Sweden by the organisation
Fokus Patient.
Among several very large patient
organisations, such as the Asthma- and
Allergy Association and Swedish Breast
Cancer Association, our young and comparatively very small organisation was
awarded a very honorable second place!
We are so proud!
The judges say that Riksföreningen för
systemisk skleros through hard work
have been creating contacts with both
authorities and politicians which has resulted in changes in the care of patient
with scleroderma.
Well, we are not fully satisfied yet and
will continue to fight!

Picture: Chairman and fighter Monica Holmner
with glass figurine and diploma in August.

#protectyourselftoprotectus

World
Scleroderma Day
Having a disease that nobody has heard of is a lonely business. When even the doctors cannot recognise it, or tell you
what is going to happen, it is lonelier still.
So FESCA created World Scleroderma
Day to tell people, including the medical
community, what it means to have this
disabling disease. June 29 is a day to recognise the bravery of those who live
with scleroderma, and to demand equal
treatment and equal care for people
with the disease across the globe.
EVERY YEAR, on June 29, we campaign for a world in which
equal rights, treatments, and care are offered to people
with scleroderma, and in which they are not forgotten, but
afforded the consideration and attention of other more
common diseases.
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World Scleroderma Day 2020:

FESCA
2020 became the year of
challenges for everyone!
For FESCA it was no different and we had perhaps
the most difficult campaign to carry out to date.
The difficult context around the world led us in
April, when the whole concept of the campaign was
already in place, and even in production, to rethink
whether the message we had was the right one for
a year as atypical as the one we were experiencing.
It was the end of April, June at the door, but we
rolled up our sleeves and together, with the Portuguese Design and Communication Company
“Miligrama”, we managed in a few days to redo
everything and the slogan that gave voice to our
World Scleroderma Day 2020 Campaign came up:
"OUR SMILE IS VULNERABLE!
PROTECT YOURSELF TO PROTECT US!”
It was thus possible to adapt and adjust the message to the context in which we all lived, raising
awareness of the vulnerability of Scleroderma patients and, at the same time, not losing the common
feature of previous years' campaigns, the smile and
the importance it has today and always, for Scleroderma patients.
With the slogan "OUR SMILE IS VULNERABLE - PROTECT YOURSELF TO PROTECT US", we wanted to:
• Promote 29 June as World Scleroderma Day;
• Alert to the need for protection against COVID-19;
• Alert to the vulnerabilities of patients with scleroderma;
• Give media stage to the spokespersons of this
theme;
• Generate more knowledge and interest on the
subject of Scleroderma;
• Reinforce the importance of early diagnosis.

Quickly the materials were produced, all FESCA
member countries worked very hard so that the
translations were adjusted to each country and
thus we managed to achieve what we so much
want every year, to take the word Scleroderma as
far as we can, to raise awareness, to make it
known and every year we consider that it is a winning bet. This year more than ever this feeling has
remained. The conditions were those that we all
know: in the great majority of the countries it was
impossible to organize face-to-face events, and so
our social networks were the adopted channel of
excellence.
Several publications were made throughout the
month, and opinion articles, press-releases, the
video, and a new FESCA poster that we have become used to seeing circulating in the world, in at
least 16 different languages.
The numbers below reflect the scope we have
achieved:

Facebook page:
48,535 reach
On June 29 we reached 14,500 people
worldwide.
Estimated new followers: 100
Followers in total: 2366 (84.7% women,
15.3% men)
Instagram:
7371 reach
June 28-30 round 2000 each day.
Estimated new followers 50
Followers in total: 681 (86,9% women,
13,1% men)
Twitter:
1630 reach
On June 29 we reached 5258 people.
30 new followers
We sincerely hope that 2021 will be a quieter
year for everyone, that we will be able to find
some peace, that our smiles will remain open and
safe, and we really want to bring to you the campaign that we initially thought about for 2020 and
which is indeed powerful and very surprising!!
Helena Gaspar,
WSD manager 2020

World Scleroderma Day 2020:

Croatia (1)
In the year in which COVID-19
overshadowed all the symptoms of
Scleroderma and our activities were
affected by social constrictions
prescribed by the World Health
Organization and the Republic of
Croatia. With the inability of
holding larger gatherings, going out
to public squares and organizing the
planned race, we turned to
collaborating with the media:

On the day of World Scleroderma Day, daylong activities
were carried out in special hospitals and centers where
Scleroderma patients are treated. The promotional material of
Croatian Society of Patients with Scleroderma and FESCA was
distributed and the participants were invited to mark the 10th
anniversary of CSPS in the early evening. We gathered
members of the Society, guests that support the work of our
Society within hospitals they work in and within humanitarian
organizations and guests who participate in co-financing the
activities of CSPS with the implementation of social distancing
measures at a joint dinner.

World Scleroderma Day 2020:

Croatia (2)

The triumph of the event was the lighting of the city fountains on the prominent square of the city of Zagreb which was
noticed by fellow citizens and broadacasted by different TV stations.

We handed out plaques and thanks to all previous donors with a request to
continue the common path of achieving opportunities to improve the quality
of life of people with Scleroderma.

As a part of the campaign, a new manual was published on the topic of
Pulmonary Manifestation of Systemic Sclerosis and Related Disease. The
manual was made and prepared by doc. dr. sc. Mislav Radić, MD Spec.
Internist, subspec. Rheumatologist who is also the head of the Reference
Center in Split.
The challenge for people with
Scleroderma was to get involved in
riding, in a support circle, on Harley
Davidson motorcycles from the
Pleter Chapter Croatia association.

We faced the pleasure and enthusiasm that comes
with togetherness, friendship and We coming out of
the darkness, fear and limitations imposed on us by
Scleroderma and COVID-19.

World Scleroderma Day 2020:

Cyprus

After we translated into Greek the WSD
poster, we asked our members to place the
posters in public places like pharmacies, hospitals and doctors’ offices, and then to take a
picture with the poster behind them. At the
end, they posted their photos at their profile
on facebook and tagged our League on facebook. The photos that gathered the most
likes were the winners of the competition.
Through the Zoom platform, we organized a
webinar with subject “Scleroderma foot care
tips”. At the beginning of the event, we welcomed the podiatrist Ms. Anna Kostrikki, and
then Ms. Kostrikki presented the topic. At
the end of the webinar, participants had the
chance to ask questions to the podiatrist and
solve dilemmas around foot care.

We shared the video produced by FESCA to
our social Media webpage and to the Scleroderma Support group page.
Every year we cooperate with all the Rheumatologists in Cyprus, were we have excellent relationships.

We were very satisfied with the materials
provided as they were easily accessible, especially for the people that had to stay
home, not only due to the pandemic, but
also due to the many obstacles caused by
their disease.
It was a successful year although limited by
the pandemic. Our members were focused
on the social media where we had a great
success. The campaign served its purpose. It
provided to our members the opportunity
for the people who had to stay home to participate, and most importantly, not to feel
isolated.
Coping with the fact that people had to stay
home, the campaign was easily accessible,
despite the difficulty that we were all facing.
It was a new and effective way to get out of
our isolation and contribute to the group.
Nevertheless, due to the pandemic, we
found difficulty in placing the posters that
we printed out. Also, in the competition that
we organized, where we asked people to design their own masks and then post their picture on our facebook page, we had unsatisfactory participation, due to the fact that
people were by that time very fed up with
wearing their masks!

World Scleroderma Day 2020:

Czech Republic

Revma League against rheumatism Czech
republic /patient group SKLERODERMA

Patient group Czech republic prepared an
exhibition of portraits of patients for SDS
2020 from June 24 – June 30 2020 in Prague
centre, shopping centre Palladium.
7 patients, 7 lives, 7 short motivational
sentences.
The portraits were created by Czech famous
photographer Lenka Hatašová, who is well
known for her portraits of celebrities.

Czech group followed the global campaign
OUR SMILE IS VULNERABLE!
PROTECT YOURSELF TO PROTECT US!

Press release „Patients with Scleroderma
more vulnerable to COVID-19“
was distributed together with patient stories
and the result was very nice.
53 articles.
We are so pleased to be part of FESCA.

World Scleroderma Day 2020:

Denmark

Like everyone else we have had prior to World
Scleroderma Day 2020 struggles with Covid 19.
Would we be able to carry on as planned? Much
discussion followed at the board of the Danish
Assosiation. Luckily, we were able to carry on
with a few changes. We had the physical
meeting in Viborg, one of Denmark’s old towns.
We had a few spectators via Zoom. First time
ever we have tried this, but probably not the
last. It went without technical problems.
We treated the Danish members to two lectures
regarding relevant Scleroderma topics.
The first lecture was by the association CannabisDenmark. Cannabis has yet to become legal in
Denmark, but CannabisDenmark is advocating
for it to be used as a painkiller for patients with
serious diseases. We learned about the ways of
cannabis, and how it can be used as a painkiller.
The second lecture was by Line Iversen, from
Odense Universitets hospital, one of the hospital
doctors we meet as scleroderma patients.
She told us about Scleroderma reactions in the
skin. A very specific lecture and news for everyone with Scleroderma, whether they are “old in
the game” or newly diagnosed.
As usual we have had a lovely lunch as part of
the day with time to chat.
We thank our sponsors of World Scleroderma
day: Boehringer Ingelheim Danmark A/S, to help
us make it happen.

World Scleroderma Day 2020:

Finland

Suomen
Sklerodermayhdistys
Ry

On World Scleroderma Day, June 29, 2020, the members of the Finnish
Scleroderma Association were sent an e-mail with a poster and a video.
We also sent a letter to all Finnish rheumatology clinics with a poster
and our association's brochures.

We received good feedback and praise that in the midst of the corona,
the association also remembers this important day.
We also got new members to join us.

World Scleroderma Day 2020:

Portugal (1)
This year due to Covid-19 the
celebration of Scleroderma Day was
very different. We were unable to
organize patients’ meetings. We
carried out the FESCA campaign
through social networks and the
media instead.

Here in Portugal we gave some
interviews for the media in order to
make people aware of the
importance of maintaining medical
monitoring, despite the fear of going
to hospitals. We essentially work on
psychological support for
the patients, trying to combat fear
and isolation.

Associação Portuguesa de Doentes com
Esclerodermia (APDE)

World Scleroderma Day 2020:

France

On June 29, we organized a
Facebook Live with Professor
Allanore
posted
on
the
association's Facebook page, here
are the results:

3,200 views of the video on
Facebook, including 100
people who followed live,
274
views
association's
channel

on
the
YouTube

And 371 visits to the website
page offering you to watch
the video again.

Of course, we have done a lot of
special on-line workshops and
articles about the Covid crisis and
its consequences for patients with
scleroderma.
Covid 19 & Recommendations for
Scleroderma patients
- Chronically ill people,
people
with
disabilities,
caregivers: how are you living
during the Covid-19 crisis?
- Antigen testing deployment
strategy
- Etc…
Although we recently launched a
new
website.
https://www.associationsclerodermie.fr/

World Scleroderma Day
2020:

Hungary
This year WSD celebration was only possible
without any personal meeting due to the
Covid situation. Thus it means that we did not
organize any event, and no national and regional conferences despite our original plans
as our association celebrates its 15th Anniversary this year. But four activities were undertaken to spread the WSD campaign.
PR articles: in the two biggest women’s magazines, Public Relations ads were made
about scleroderma and how patients can
manage it during Covid times. Three patients gave interviews in different situations. One of them is in the most-read
daily paper with readership of 1.6 million,
and the other is a weekly women’s
magazine. Both are quarter-page ads.

Posters: Large WSD posters were printed and
placed in ALL four of the Hungarian Medical Clinics which are scleroderma centers
(two of them are EUSTAR members) in 4
cities: Budapest, Pecs, Debrecen and Szeged. They are on the walls of both clinic
rheumatology/dermatology departments,
and ambulance care (so both in the walkin and in-patient departments).
Online Activities: Facebook, Instagram
Twitter pages following FESCA guidelines
with teaser ads, special text (Maria José
Guimarães) and finally sharing the WSD
poster and video.
Video reach: 273, 20 shares, 99 views
WSD Poster reach: 1669
Calling for planting sunflowers on FB then
show/share photos about those who managed to grow itthem Reach: 100, 20 photo
were sent with sunflowers in bloom.

In order to celebrate the 15th Anniversary and
WSD together online, video lectures were
made with 9 scleroderma specialist speakers. First time ever we made this online
education and it was a huge success with
high reach and views! The background
design was the same as the WSD poster so
it was totally in line with the campaign.
Timing was all-July sharing of the videos in
3-4 days, one after the other.
The opening video reach was 5721, 26
shares and 280 views, the remaining 8
also performed well around 200 views.
Topics of the 9 videos from specialists of 3
scleroderma centers (Pecs, Szeged, Debrecen)

Covid situation

Covid effect on lungs

Biological therapies

Treatment of calcinosis as new research area in SSc

Physiotherapy and excercises

Cardiovascular system in SSc

New treatments in SSc

How to live with SSc, useful advice

GI track involvement in SSc

World Scleroderma Day 2020:

Netherlands

In normal years we have our yearly meeting around
World Scleroderma Day.
But this time COVID-19 changed everything and we
decided to go digital !
All WSD activities, including the FESCA video, were
made available on our website and our social media
committee shared the poster and the FESCA video
link on Facebook and Instagram.
Also Scleroderma Framed (the people behind the faces of the campaign) shared the poster online, as did
Boehringer Ingelheim and Actelion through their own
media channels.
On 29 June a new video with a patient interview on
scleroderma was launched on the NVLE website.
Again we announced the news via Facebook and our
website. Pictures of sunflowers were posted on social
media.

Nationale vereniging
voorlupus, APS,
sclerodermie en MCTD

As alternative to our yearly meeting we planned an
online webinar for 29 June with the investigators
from the UPSIDE study on autologous stem-cell transplantation in early systemic sclerosis. However, we
postponed the project when we learned that another
expert center already organised a webinar on the
same day about COVID and scleroderma. Instead we
joined hands with them and invited all our members
by email or mail. About 250 patients participated in
this first patient webinar on scleroderma.
Although COVID-19 did limit our physical contacts
around WSD, it also stimulated our digital contacts:
we had a live-stream instead of our yearly congress,
organised an online question and answer afternoon,
reaching more people than ever before!

World Scleroderma Day 2020:

Portugal (2)

This year, and due to the pandemic context
that we live in the world, and that made it
impossible for us to carry out the organization of face-to-face events, our Association
has essentially invested in a campaign at the
social network level.

We consider that, even in adverse conditions, we achieved good results and reached
not only a larger number of followers in the
social networks, but we were approached by
several patients who got to know our association and thus felt less alone.

We published some articles in reference
magazines and newspapers in Portugal; it
was possible to appear in a television programme on World Scleroderma Day; the
poster of the Campaign was posted in many
pharmacies throughout the country, and we
tried as much as possible to disseminate and
share on social networks articles of interest
and that help to make known Scleroderma.

Our essential partner in this was the Communication and Design Company Miligrama,
who developed all the materials and gave us
excellent support in taking the campaign as
far as possible.

We held a very successful online Scleroderma Awareness Spinning® Event which also
enabled us to raise some money for the association. It was a far-reaching event, which we
were very pleased with, and which we intend
to repeat next year

World Scleroderma Day 2020:

Spain
2020 is very important for our Association.
We celebrate 25 years of existence.
In February we commemorated our birthday
with a very emotional event for us, as we managed to bring together fundamental people in
our history and remember among all our trajectory.
After this celebration, we wanted World Scleroderma Day to also be special but the unexpected happened. The arrival of this global
pandemic has changed the way we live and for
which we had to adapt all our activities we had
planned.
Covid-19 changed the initial approach and we
had to adapt planned activities to the new situation. For that reason, we decided to do nonface-to-face activities and an outreach campaign that could be done "remotely".
What did that campaign involve?
Very simple:
on the one hand we held a webinar every
Wednesday of June. In total there were 4
webinars with 8 speakers, including three
rheumatologists, an internist, a dermatologist,
two psychologists and a researcher. The webinars gave us interesting information about
Scleroderma and the rounds of questions
cleared some doubts and made the meetings
warmer.
During the live talks 280 attendees were
counted and, by the beginning of October,
3,928 views had already been recorded on our
YouTube channel
https://www.youtube.com/channel/
UC605nyWAJXhLXy4eGxxtdCQ/.

In 30 cities they already know us better
In our quest to reach all corners of the Spanish
geography, we decided to request the support
of town halls and municipal transport companies to gain visibility.
The goal was clear: to make ourselves visible in
mainly means of public transport and in the
Town Halls of all the cities that would like to
collaborate with us.
To achieve this, we requested support to
broadcast the poster and FESCA’s video.
In addition, we managed to illuminate the emblematic buildings of several cities in green, a
colour that represents us as an association.
At the end we acquired the collaboration of 26
consistories and 6 municipal transport entities
that gave us visibility in 30 different Spanish
cities with their subsequent impact on media
and social networks.
Through RRSS, affected patients sent us photographs of their illuminated town halls, and photos of what the poster looked like at the bus
stop and on the buses in their city. We managed to fan their interest in such a way that
some followers spontaneously requested posters to put up in their municipalities.
Although happy with what has been achieved,
we look forward to the next World Scleroderma
Day to be able to hold face-to-face events and
to be able to embrace each other.

World Scleroderma Day 2020:

Switzerland

2020 is very important for our Association.
We celebrate 25 years of existence.
In February we commemorate our birthday
The year 2020 is special for all of us. Due to
Covid-19, like everyone else we were unable
to organize face to face meetings or conferences in Switzerland.

The idea of this campaign "Our smile is vulnerable! Protect yourself to protect us!" is excellent. The poster and video were shared more
than 4000 times in Switzerland.

Therefore, we put our energy into disseminating as much information as possible on social networks and on our website:

We hope that in 2021 things will be back to a
“new normal” and we will be able to meet,
share meals and stories, and laugh face to face
(or with masks).




www.sclerodermie.ch
Poster and video in French, German and
Italian

Prof. Distler, from the University Hospital in
Zürich, Switzerland, has collaborated with our
association and posted a statement about the
World Scleroderma Day in an article followed
by an interview with a newly diagnosed scleroderma patient.

In the meantime, stay healthy, protect yourselves, and keep smiling.

Nadine Paciotti, Vice-president SVS
Switzerland

World Scleroderma Day 2020:

United Kingdom

Scleroderma & Raynaud’s UK supported the 'Our
Smile is Vulnerable - Protect Yourself to Protect Us’
campaign for World Scleroderma Day 2020, using the
#sclerosmile across our social media platforms, both
on the day and throughout the month of June.

We also introduced a virtual walking challenge – encouraging our community to walk during June – while
ensuring that this could be done at home, for any of
our community who were shielding and were not
able to leave the house.

We shared the campaign imagery on our dedicated
WSD page on our website, as well as across our social
media platforms.
We shared the FESCA video as well as producing an
animation to be shared explaining why “Our Smile is
vulnerable” and how to “Protect Yourself to Protect
US”. This had over 20,000 plays.

Across our messaging we continued the message of
joining as a global community to support and help
each other.

Overall, our online campaign through June had over
36,354 engagements and over 584,000 impressions
on social media as well as over 100,000 web views.
We developed a full media campaign, targeting TV
and print to increase awareness of Scleroderma - the
signs and symptoms as well as the adapted message
of the added vulnerability of our community due to
COVID-19. We secured an interview on BBC News
and BBC radio 4 featuring our CEO and a member of
our community.

EULAR/PARE involvement in HarmonicSS

project on Sjögren’s Syndrome

Reaching out to primary Sjögren’s Syndrome
(pSS) patients’ groups and organisations led to
positive outcomes, like the establishment of
Sjögren Europe in 2019. Moreover, the project
indirectly empowered major patient involvement in pSS research (ERN ReCONNET and IMI
NECESSITY), and members of the PAG became
involved in the EULAR Study Group for Collaborative Research and in OMERACT’s Sjögren
Working Group.
Author - Elsa Mateus (PARE Coordinator for
HarmonicSS project)
HarmonicSS is a pilot for EULAR/PARE partnership in EU funded projects, providing the patients’ perspective. A Patients’ Advisory Group
(PAG) was established and holds regular online
meetings, updating on project development and
gathering input for Work Packages.
Additionally, face-to-face meetings were held
during the EULAR Congresses of 2018 and 2019.
PAG members also disseminated project information at national level, at the EULAR Congresses and PARE Conferences of 2018 and 2019, and
at the International Sjögren’s Syndrome Symposium 2018.
PARE’s major involvement is in dissemination
and contribution to Work Package 8 “Health policies definition, implementation and evaluation”,
where the PAG provided cross-cultural input to
the patients’ questionnaire, while EULAR Patient
Research Partners revised translations. These
questionnaires were disseminated to patients’
groups and organisations identified.
Reaching out to primary Sjögren’s Syndrome
(pSS) patients’ groups and organisations led to
positive outcomes, like the establishment of
Sjögren Europe in 2019. Moreover, the project
indirectly empowered major patient involvement in pSS research (ERN ReCONNET and IMI
NECESSITY), and members of the PAG became
involved in the EULAR Study Group for Collaborative Research and in OMERACT’s Sjögren
Working Group.

PARE recently organised the HarmonicSS Virtual Training Course, aiming to empower pSS
patient representatives to disseminate the project’s results and prepare them to participate in
future research.
As the project was extended until end of 2020,
this training, planned as a face-to-face meeting
but cancelled due to COVID-19, was provided
as a series of 1-hour online sessions, every
Monday from 26 October to 30 November.
Links for more information:

HarmonicSS project: https://
www.harmonicss.eu/

EULAR PARE in
HarmonicSS: https://
www.eular.org/harmonicss.cfm

Facebook: https://
www.facebook.com/Harmonicss

Twitter: @harmonicss_proj

1. HARMONIzation and integrative analysis
of regional, national and international Cohorts on primary Sjögren’s Syndrome (pSS)
towards improved stratification, treatment
and health policy making disease..
2. European Federation of Sjögren’s Syndrome
Patient
Associations
(http://
sjogreneurope.org/)

This project has received funding from the European's Union Horizon 2020 Research
and Innovation Programme under Grant Agreement No 731944 and from the Swiss
State Secretariat for Education, Research and Innovation SERI under grant agreement 16.0210
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What is Scleroderma?
SCLERODERMA (SSc), also known as Systemic Sclerosis, is a
chronic and usually progressive disease of the immune system, blood vessels, and connective tissue. It is currently incurable, but it is neither contagious nor infectious, it is not inherited, and, though rare in children, it is four times as likely to
affect women as men. It can be mild or severe.
Scleroderma can develop at any age, although onset is most
frequent between 25 and 55. Raynaud’s is most commonly
the first symptom. No causes have as yet been identified:

Federation of European Scleroderma Associations (FESCA)
International Non-Profit Association
Registration No: FOJ 15454

while it is not genetic, there may be a slight predisposition in
families with a history of rheumatic diseases. SSc has many
manifestations, including thickening and hardening of the skin,
and it can affect all organs except for the brain. It is very hard

Email: info@fesca-scleroderma.eu
Website: www.fesca-scleroderma.eu

to diagnose as it presents in different combinations of symp-

Registered address:
FESCA aisbl
Rue du Pont à Rieu 13 i

Treatments for individual organs and symptoms are available

7500 Saint Maur BELGIUM

pulmonary arterial hypertension (PAH).

PRESIDENT: Sue Farrington, UK

How many people have SSc?

toms in different people, at variable rates.

and effective, and these restore quality of life. However, no
cure as yet exists, and at this time a chief cause of mortality is

VICE-PRESIDENT: Ilaria Galetti, Italy
SECRETARY: Linda Schraven, Netherlands

A RARE disease is defined as having an incidence of no more

TREASURER: Gabi Niehaus, Germany

than 5 per 10,000 people. SSc has an incidence, according to
data gathered in the UK, of 1 in 10,000 people.

BOARD COUNSELLORS:

But its epidemiology has never been properly studied, and

Ann Tyrrell Kennedy, Ireland

while it is expected to be equally prevalent in all countries,

Kim Fligelstone, United Kingdom

the estimates made by each country vary. It is generally

Despo Charalambous Demetriou, Cyprus
Annelise Rønnow, Denmark
Beata Garay-Toth, Hungary

considered true that 10% of any national group will suffer
from Raynaud’s, and of these 2-7% will have SSc. In the USA,
it is estimated that there are 300,000 people with SSc in a
population of 306 million.

MEDIA MANAGER
Annelise Rønnow, Denmark
WORLD SCLERODERMA DAY MANAGER 2020

If you would like to help support the work of FESCA, the
Federation of European Scleroderma Associations aisbl,

Helena Gaspar, Portugal

please make
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Annelise Roennow and Pernille Larsen from osandre.co
Special thanks to the cover page scleroderma model
Anna Vegh from Hungary
FESCA is member of:
EURORDIS , Rare Diseases Europe
EPF, European Patients' Forum
EULAR PARE

a donation today.

You can make a donation directly from the FESCA
website www.fesca-scleroderma.eu

Thank you for our sponsors:

