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* Terapie — mnohé, individualne

e Guidelines — najlepsie postupy pri osetreniach,
smernice
— v priprave, medzinarodne dostupné, niektoré

hotové a podla potreby tvorba dalsich &
* Na zdklade prieskumov debra

Slovakia



Registre

* International registry /Medzindrodny register
— financne narocné, aj na vytvorenie aj udrzanie

— register pre dystroficku formu- Peter Van den
Akker

 eb-clinet chce pracovat na rozsireni a na dalSie typy,
potreba odbornikov

* U nas — neexistuje, zriedkaveé choroby —
register v procese, dlha cesta

Slovakia.



Fundraising

 UK- 12 [udi v marketingu, charitativny
obchod

 USA —televizne spoty, zamerané na
kazdodenné problémy

e Rakusko — 3 ludia v marketingu, maily, 35%
ludi v Rakusku registruje DebRU

» Spanielsko — charitativny obchod -10, golfové
podujatia
* DebRA international — granty? debra

Slovakia.
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debrq Colombia & debra.
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C l - t
nking clinical expertise in EB

Pohla Gubo
— vyjadrend snaha a potreba prepdjat znalosti a
tvorit siet
Expertise should travel not the patient !!
e Vyskum za pacientom, nie pacient za lekarom

* Globalna siet EB odbornikov — EB Clinet

Slovakia.



DebRA kongres 2015

e Spolu aj oddelene — EB CLINET a DebRA

International Congress

;Eu;;jé mber DEBRA International Annual Congress

Dates 25-27 September 2015

Venue London, UK

Programme not yet available

Website not yet available

Contact Claire Mather (DEBRA UK) and John Dart (DEBRA International)

last update: 22.10.2014

debra
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Online

* Prezentacie z konferencie najdete na:

de%:;a

International.

www.debra-international.org/news-and-

events/debra-international-congresses/paris-
2014.

Slovakia.
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