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The Board




Why set up Sjogren Europe?
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Sjogreneurope

=
Medical
Board

e N
To increase
attention, visibility
and solutions for
Sjogren’s Syndrome
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Key Ingredients required to establish Sjogren Europe
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Background
Numerous

unmet
needs
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Build a
brighter
future for
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Results

On the 23™ of February 2019, Sjogren Europe was formally established
with 10 founder members representing 10 countries .

Six of the Board members have Sjogrens and all are unpaid volunteers

A flexible approach allows patients with extensive fatigue to work for
the federation and leads to lean and efficient completion of procedures
and tasks: patients must save energy.

An enthusiastic and supportive environment makes the commitment
sustainable and meaningful.

Face to face meetings, a good network and collaboration are imperative.
The way we respond to mistakes is also crucial for motivation.
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A person's symptoms are as individual as
Their finger

Print




Our main objectives

Empower
national
organisations

Assist, promote and encourage the
improvement of knowledge

about Sjogren’s Syndrome and
raise awareness about the disease
and all its aspects among

national Sjogren’s Syndrome and
health-related organisations,
patients, members of the health,
welfare and medical professions,
governmental bodies,
pharmaceutical companies and the
public

A

Work to achieve an
optimal care system,
medical treatment and
follow-up, psychosocial
support and quality of
life for all the Sjogren’s
Syndrome patients in
Europe
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Be involved in decisions,
programs, strategies etc.
which affect patients

with Sjogren’s Syndrome in
Europe

Foster and/or undertake
surveys and research
projects related to the
disease and the
publication of the results
of any such research



Target groups 5
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Patients and Wide public  Physicians Authorities Industry Media
caregivers

10



jogreneurope

Site and Social =
Media Campaign Site

Content Management of the Site in
R E—— - cv o0 0 regu|ar basis

i Apps @ One viewsiteinformation d | CoM... & My Drive - Google.. [ Lucidpress @ srv.ivecis.gridiast.. € Google Contacts.. @ Scientific Events ~.. & Roundcube Webm. » B3 Other Bookmarks

A ®

S e S s s s o Creation of web site traffic with SEO

sjégren europe

more visibility, attention and solutions for sjogren’'s syndrome
Sjogren Europe is a European Federation of Sjégren's Syndrome Patient Associations. Its purpose is to get more visibility, attention and solutions for Sjogren’s Syndrome by

promoting the advancement of knowledge, research, information, treatment and care, by fostering patient involvement and participation in the scientific research,

medical, health and political institutions, pharmaceutical industry and social areas, and by increasing awareness about Sjdgren’s Syndrome at al levels

next events '

June, 14th 2019

Social Media Campaign

Content Management
Regular posts e.g. 2-3/week

Posts for disease awareness



World Sjogren’s Awareness Day — July 2

Press Release

SOCIaI Me_dla Adaptation of the central press
Campalgn release in local languages and
distribution in local markets
Upload posts and relevant banner
in social media accounts. The
same posts will be adapted and

posted in the local social media
accounts
Microsite for the date
Info material inside Sjogren
Create info material e.g. Europe website
infographic, social media banner As Alternative one page for the
and cover page, a 6 page leaflet Date could be included in website .
about Sjogren syndrome . All will
be used and distribute via internet @iigreneurope
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Sjoégren’s Now
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Cooperation with
pharma companies

Initiate and strengthen the contacts with
pharma companies for cooperation and
sponsorships.

The main goals of Sjogren Europe are to
support research and

the ongoing awareness campaign for both the
disease and its existence.



Collaborations — Patient involvement
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Current cooperation of the Sjégren Europe Board Members with the scientific and

research community
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for rare or low prevalence
complex diseases

& Network
Connective Tissue
and Musculoskeletal
Diseases (ERN ReCONNET)
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Foundation for Research in Rheumatology
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Sjogren Europe

e empowers the Sjdgren’s Syndrome patient community,
* brings hope,

* injects a new energy in patient advocacy and

°E

* ncourages collaboration between patients, researchers, scientists
and clinicians.
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Planned activities

* Annual conference

* E-leaflets

 Webinar

* Increased interaction with EULAR PARE

* Increasing membership (currently 12
full members and 2 associate
members)

e Continuing collaboration with research
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How have we managed to achieve so much
in less than a year and a half?



Plus
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Thanks Lupus Europe,
FESCA, EULAR, ISN, SSF,
EURORDIS, ERN-
ReCONNET, etc. for the

advice, the support and
sharing your

experiences!

Thanks to our Medical
Board!
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For Patient Groups
e Understand the reality of your members
e Understand the reality of the people who do the work
* Find a way to embed and accommodate these realities
* Promote personal initiatives
* Consider mistakes as an opportunity to learn

* Help each other, individually and collectively — you have more to gain
than lose

* Be professional
* Maintain integrity
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Take home message

For health professionals, researchers, pharma industry and regulators

* Listen to your patients — we know how we are coping, and when we are not!
* Work with us, the patient associations, to make life better, and easier

* Trust us

We are enthusiastic and committed to supporting those who suffer and those who
care for them.

Please help us to achieve our goals.
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Thankyou for your attention!

{ﬁ'agreneurope
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contact@sjogreneurope.org
WWW.Sjogreneurope.org
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And last but not least...
Yes, we built up Sjogren Europe in less than one year, but
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How have we managed to achieve so much
in less than a year and a half?
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contact@sjogreneurope.org
WWW.Sjogreneurope.org






