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Linking clinical expertise in EB.

EBCLINET
Connection | Communication | Collaboration
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26-27 Sept 2017, Salzburg, Austria
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EBCLINET Clinical Network of EB Centres and Experts
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A EB House Austria (Centre of EXpertiSe ynikuinikuMeALZBURE”

University Hospital of Dermatology

EB CIinicaI Unit EB Research Unit EB Academy Unit

e Counselling e Diagnostics e Training & education 3

® Treatment ® Basic research e Networking =

e Clinical projects e Specific research e Fundraising & public : - - -

fields and groups relations UK of Dermatology EB House Austria
A EB Academy A EBCLINET

A To share experience Enowledge A Project of the EB\cademysince 201)
A To build and maintain networks A Platform for connection,

A To support DEBRA Austria in FR & PR communication anccollaboration
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Why do we need E€LINET?

v > v D

Expertsare as rare as the disease
Specialistheed tobe informed about the latest news and developments
Health care professionals need to be connected

New/more experts need to be recruited S

and trained Connectioﬁg;%c%%%%% Collaboration
EB/ [LbO9¢ {2 éS.NJz‘?xgmH\.

Patients need to be directed to ﬂ\ 1? II?

competent (local) health care — SN NS—
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professionals
Patientsneed to besufficiently T n F @@@ @ i T
educated about the specifics of their (individual) disease

Patients need tde informed about the latest developments
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What can EBCLINET provide?

A Information

A Worldwide contacts

Adal2ttSOGADS 646 NYO AyiStftAaAasSyoOsSe
X & K or jBuR intelligence that emerges from the collaboratioallective effortsand
competitionof many individuals and appearsconsensus decisionaking (Wikipedia)

EBCLINET provides a creBerder networking platform

EBCLINET collaborates with specialists around the globe
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How does EBCLINET facilitate collaboration and supp@rt

A Recruitment of partners

- Per sonal contact s
- Meetings

A Collection of data (EELINET partnership) .
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A Direct contacts
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Connection | Communication | Collaboration

A Connection
- Assistance for any E-Brompatlesoredpertst
- Direction of specific enquiries

A Communication

&
eb Clinet

rom EB-CLINET

— nformation about trainings, meetings

In this newsletter, we d like to remind you of the nearby registration deadline for the

-~ [dlates concerning the EBLINET work streams ST TR
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— nformation on recent developments regarding treatments and research

— pdlates on clinical trials, or calls for recruitment of collaborators

A Collaboration
- EQBRINET partnersadvice and assistance
- D E Bregistry, CPGs, meetings
- E B-VYYBtient support recruitment of partners, education &aining
- E K- subthematic group on ERdvisory board)
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EBCLIN E-E PartnerS(September 2017)

A EBCLINET Partners:

A EBCLINET Countries: 58
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Linking clinical expertise in EB.
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Partners coming from:

Argentina
Austria
Bosnia
Bulgaria
Chile
Colombia
Cyprus
Denmark
Estonia
France
Greece
India

Ireland

Italy

Kuwait
Luxembourg
Mexico
Netherlands
Norway
Peru
Portugal
Russia
Singapore
Slovenia
South Korea
Sweden
Taiwan
Ukraine

United Kingdom

Australia
Belgium
Brazil
Canada
China
Croatia

Czech Republic

Egypt
Finland
Germany
Hungary
Indonesia
Israel

Japan
Lithuania
Macedonia
Montenegro
NewZealand
Palestine
Poland
Romania
Serbia
Slovakia
South Africa
Spain
Switzerland
Turkey

UAE

USA
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EBCLINET Conferences

5th EBCLINETonference
2019 London UK ?7?7?

Please find all information on our websitex
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