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VéZeni a mili pratelé,

letos poprvé drZite v ruce vyro€ni zpravu registru ReMus jako
samostatnou ¢ast vyro¢ni zpravy Nadaéniho fondu IMPULS
(NF IMPULS). Je tomu tak proto, Ze registr ReMus je jednim

z nejvétich projektd NF IMPULS, ktery se za pét let svého
trvani rozrostl takovou mérou, Ze se zafadil mezi pét nejlepSich
registrl s roztrouSenou sklerézou v Evropé. Je nasf cti stat

po hoku takovych registri jako je Svédsky €i dansky, které
funguijf 50 let, ¢i jako francouzsky, ktery byl finanéné po 1éta
podporovan jeho vlddou.

20. kvéten 2013 — Den D. Den, kdy Utad pro ochranu osobnich
(dajd povolil provozovani registru ReMusS. Této chvili pfedchazel
rok intenzivnich pFiprav, kdy jsme se snaZili pipravit v3e tak, jak
pfipraveno byt ma. S védomim, Ze vznika projekt, ktery navazuje
na vSechny principy, ktery si Nada&nf fond IMPULS dal do vinku
— podpora védy a vyzkumu, zajisténf dlouhodobosti a pomoc
lidem, ktefi si svoje onemocnéni nezpdsobili sami.

V €em spociva kouzlo registru ReMuS? Registr je databdze,
ktera plodné mapuje nemoc jako takovou. Bez ohledu na to, kde
bydlite, kde Zijete, jaky mate typ lé¢hy, jaka je forma onemoc-
néni, bez ohledu na vek, pohlavi. Registr nema Zadné omezujici
podminky, zahrnuje v3echny, kteff zahrnutf dovolili. Registr
ReMus je dnes pevné ukotven nejen v povédomi vSech, kterych
se nezvanda kamaradka roztrouSena skleréza bezprostredné
dotyka, ale i téch, kteff kazdy den s mravenci trpélivosti data

do registru vkladaji. Je vsunut do povédomf téch, kteff se zaslou-
Zili 0 jeho vznik a trvani, i téch, ktefi se kaZzdodenné registru vé-
nuji. Je spole€nou cestou viech, kterym nenf lhostejny osud lidf,
vniman statnimi autoritami jako respektovany zdroj informacf.
VZdy je potfeba podékovat, protoZe Elovék sdm nedokaze nic.

Podékovat za pomoc, radu, podanou ruku, poskytnuty kon-
takt, zajisténé zdroje, za cokoliv, co pomUZe. Je mnoho téch,
kteff si zaslouZi nase podékovani. Jmenujme alespori nékteré

z nich. Velké podékovani patfi advokatni kancelafi Kocian,

Solc, Balastik, ktera nés v ramci svych pro bono aktivit po
celych 5 let provézf Gskalimi paragrafil a kterd stoji za pev-
nymi zaklady registru. Dékujeme za velké Usilf, Cas a odborné
znalosti doc. MUDr. Dané Horakové, Ph.D., odborné garantce
registru ReMusS, ktera celych pét let bez jediné koruny odmény
spolupracuje na rozvoji registru, bez ni by dnes registr ReMuS
v Evropé nebyl. MoZnost zvefejnéni novych informaci, které
jsou na nasich webovych strankdch www.multiplesclerosis.cz,
je umozZnéna diky autorce tohoto informaéniho zdroje Stané
Beyerové, kterd k beneficni spoluprdci pfizvala i svého manZela
Toma3e. Podékovani patfi i mému tymu, ktery se s velkym
entuziasmem a energif stavi ke kazdému novému tkolu. A snad
nejvétsf podékovani patfi nasim pacientlim, ktef rozumi ddlezi-
tosti registru a poskytuj svoje data zcela nezitné tak, abychom
je mohli pouZit ku prospéchu i pfitich generaci.

PFeji Vam, abyste méli stejné tolik a tfeba i vice radosti jako
mame my z nejvétsiho vyzkumného a statistického projektu
v oblasti roztrousené skler6zy v Ceské republice.

Vase
Jana Vojackova



Vznik registru pacient s roztrousenou sklerézou je vysledkem taktka desetileté snahy odborné a laické spole€nosti, snahy o lepsi
budoucnost lidi, ktefi nesou svoje tézké bfimé statetné a bez reptant.

V Ceské republice je odhadem 22 tisfc pacient( s touto diagnézou, presné &islo zatfim nikdo nezna. Kazdy den si dva lidé vyslechnou
diagndzu roztrousena skleréza. Vétsinou se jednd o mladé lidi, kteff stoji na prahu svého profesniho a soukromého Zivota.

[ to je ddvod, pro¢ stoji zato budovat registr ReMusS. Pomoci védé a vyzkumu, aby se naSel Iék a my vSichni jsme mohli Fici,

Ze nevylécitelnd nemoc je minulosti.

Ugelem celostatniho registru pacientti s roztrousenou sklerézou ReMus je ziskavéni informacf o prevalenci a incidenci onemocnént,
zavaznosti onemocnénf v €ase diagnézy a pribéhu roztrousené sklerézy, jejich klinickych pfiznacich, vyskytu relapst, progresi one-

v

vity zdravotni péCe a |éCivych pFipravkd, vyhodnocovani informaci pro platce zdravotni péce, dalsi vefejné instituce a vyrobce lé€ivych
pripravkd, vyhodnocovani zévaznosti RS a jejich socioekonomickych dopad( pro védecké, epidemiologické a statistické dcely.

Na zakladé ziskanych (dajd bude moZné vyhledavat faktory, které jsou rizikové jak pro vyskyt RS samé, tak pro neefektivitu é¢hy

a rychlejsi progresi RS. Informace o priibéhu RS umozni platctim zdravotni péce Iépe planovat financni prostredky, které jsou nutné
pro lé¢bu této nemaci. Informace o efektivité 16¢by pomahajf Iékarlim |épe zvolit IéEbu a pipadné ji podle potfeby ménit.

Soucasti registru ReMus$ byli v roce 2017
pacienti s roztrousenou sklerézou, ktefi:

jsou léceni v jednom ze zapojenych
specializovanych center pro Ié€bu RS, a podepsali
informovany souhlas se zpracovavanim svych
osobnich a klinickych Gdaji v registru ReMusS.



Zakladatelem registru ReMus je Nada¢ni fond IMPULS, ktery pini funkci vlastnika dat, spravce registru a jeho provozovatele.
Sekee Klinické neuroimunologie a likvorologie CLS CNS JEP (SKNIL) pFevzala Glohu odborného garanta na zékladé spole&ného
Memoranda o spolupraci.

Projektova feditelka registru ReMuS Odborny garant registru ReMuS
Mgr. Jana Vojackova, MBA doc. MUDr. Dana Horakova, Ph.D.
Kontakty

webové stranky: www.multiplesclerosis.cz

e-mail: info@multiplesclerosis.cz, janavojackova@gmail.com

tel.: +420 604 232 583

BéZny liet Eislo 2600340999/2010

Byl zaloZen dne 5. 12. 2012 u Fio banky, a.s., pobocka V celnici 1028/10, 117 21 Praha 1, pro Ggely projektu Registru pacientd s roztrou-
Senou skler6zou ReMusS. Podpisové pravo k tomuto G¢tu mé €lenka spravni rady MVDr. Hana Navratilova a Mgr. Jana Vojackova, MBA
na zakladé pinych mocf.

Registr ReMuS je piné financovan ze zdrojt Nada¢niho fondu IMPULS. Jeho provoz se neobejde bez dari a grantd, kdy kazdy prispé-
vek je projevem dlivéry v tento projekt. Do registru vklada své prispévky i jeho striijce, kdy pravidelné vénuje vytéZek neurologického
sympozia Jedlickovy dny na provoz registru.



Kazdy rok méme radost z kazdé malickosti, kterd se podaff, protoZe pravé z malickosti se sklada velky celek. Radovali jsme se z ochran-
né znémky, kterou nam udélil Urad pramyslového vlastnictvi pod &fslem 357353, protoZe zvysila diileZitost registru. Radujeme se

z pribyvajictho poctu dat, kterych k 31. 12. 2017 bylo v registru osmindsobné vice nez v jeho po¢atcich. Mame dobry pocit ze zapojenf
vdech 15 odbornych center v Ceské republice, protoZe je pokryto vSech 14 krajci. Dvakrat roéné se radujeme z novych a novych

dat, kterd jsou k ndm do registru zaslana. KaZzdého pdl roku pravidelné zpracujeme 33 vystupnich zprav. Proc tolik? Kazdé odborné
centrum z celkového po€tu patnacti, které prispiva do registru, od nas dostane svoje vlastni data ve vyc¢isténé a zpracované podobé.
14 krajd znamenad v kombinaci s umisténim odbornych center dalSich 17 zprav. Celostétni zpracovani obnasi dalSi dvé zpravy. Poslednf
zpravou je anglickd verze, kterou Ize nalézt i na webovych strankdch www.multiplesclerosis.cz.

V poslednich dvou letech je registr otevfen pro vyuZiti dat pro komeréni a akademickou oblast. V roce 2017 jsme zpracovali dalSi tfi
vystupy tykajici se konkrétnich légivych pFipravk(, které napomohly k rozsifenf 1éCebnych moZnosti pacientd s roztrousenou sklero-
zou. Dva vystupy pro akademickou oblast byly k datu zpracovani této vyro€ni zpravy rozpracovany.

JAKE JSOU AKTUALNI VYSLEDKY REGISTRU?

Podle posledniho vystupu z registru ReMuS ze dne 31. 12. 2017 byl proveden desaty export dat do registru ReMuS a nésledné
probéhla pribézna analyza dat z registru zaméfend na obdobi od 1. 1. 2017 do 31. 12. 2017. V hodnoceném obdobf jsou soucasti
registru ReMu$ data DMD/IVIG pacient( z patnacti center pro 1é&bu RS — V3eobecné fakultni nemocnice v Praze (VFN), Nemocnice
Teplice, Nemacnice Jihlava, Fakultni nemocnice Motol v Praze, Fakultni nemocnice v Plzni, Nemocnice Pardubického kraje, Fakultni
nemocnice v Ostravé, Fakultni nemocnice Kralovské Vinohrady v Praze, Thomayerovy nemocnice v Praze v Krgi, Fakultni nemocnice
Hradec Kralové, Fakultnf nemocnice Brno v Bohunicich, Fakultni nemocnice Olomouc, Nemocnice Ceské Budéjovice, Fakultnf nemoc-
nice u sv. Anny v Brné a Krajské nemocnice T. Bati ve ZIin&. Udaje o non-DMD pacientech jsou k dispozici z 8 RS center — Veobecné
fakultni nemocnice v Praze (VFN), Nemocnice Teplice, Nemocnice Jihlava, Fakultnf nemocnice v Plzni, Fakultnf nemocnice v Ostravé,
Thomayerovy nemocnice v Praze v Krgi, Fakultni nemocnice Hradec Krélové a Nemocnice Ceské Budéjovice. Tato RS centra jiZ nejsou
v zahajovacf dvouleté fazi projektu (zadavaji data pacientt vice nez 2 roky) a zarovei zaslala do registru data alespori 20 non-DMD
pacient(. RS centra vkladajf tdaje o svych pacientech do registru pr(ibéZné a ke dni exportu 31. 12. 2017 byla k dispozici data

0 léghé 10 666 DMD/IVIG pacient a 2 337 non-DMD pacient(i. Po vyfazeni pacientt bez aktudlnich dat vstupovala do analyzy data
10 230 DMD/IVIG pacientti a 2 019 non-DMD pacientt z celé Ceské republiky.

Hlavni &ast analyzy byla provedena pro podskupinu DMD/IVIG pacientu. Pacienti v registru jsou ze 71,7 % Zeny, primérny vék v dobé
posledni navstévy je 41,8 let a v dobé zatatku onemocnéni 31,0 let. 99,7 % pacient( je v dobé posledni ndvstévy starsich 18 let.

V registru jsou data pacient ze vech krajil Ceské republiky. 739 % pacient( je praceschopnych (pracuje na piny nebo gastegny



Gvazek) a 34,1 % je v invalidnim dlichodu stupné 1-3. Nejpodetngjsf skupinou z hlediska stupné postiZenf jsou pacienti s EDSS mezi
1,5 a 2. Non-DMD pacienti byli popséni z hlediska demografie, zaméstnanosti a socialnich davek, doby trvani onemocnéni, EDSS,
relaps( a téhotenstvi. Analyza probéhla v 8 RS centrech, kterd data non-DMD pacient( do registru zasflaji. Non-DMD pacienti jsou
podil z non-DMD pacientd je pracovné aktivni, coZ mdZe byt zplisobeno také vy$sim vékem pacientd. 8 non-DMD pacientkam (0,4 %)
se v roce 2017 narodilo dité.

0Od zaloZenf registru se jednotliva centra pro Ié¢bu RS zapojovala postupné a pozvolna pfidavala nové pacienty. Ve v3ech zapojenych
centrech jsou data na zakladé chybovych report(i doplfiovéna a opravovéna. Ve srovnani's prvnim exportem dat v ¢ervnu roku 2013
je nyni v registru vice neZ osmindsobné mnoZstvi pacientd, sniZilo se mnoZstvi chybgjicich Gdajd a s novymi zapojenymi centry se
zvyraznila variabilita pacientd a jejich [égby v Ceské republice.

JAK VYPADA REGISTR GRAFICKY?

Od samého vzniku registru jsou shirdna data pacientii na biologické 1écbé (DMD). Tato data jiZ poskytuji reprezentativni vzorek, protoZe
registr dnes obsahuje 90 % téchto pacientii. Data pacientti bez biologické lécby jsme zaCali shirat aZ po prvnich dvou letech, v soucasné
dobé jeSte nemaji dostatecnou vypovidajici hodnotu.
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10. VYSTUP Z REGISTRU K 31. 12. 2017

PACIENTI LECENI BIOLOGICKOU LECBOU

30/06| 31/12| 30/06| 31/12| 30/06| 31/12| 30/06| 31/12| 30/06| 31/12

2013 2013 2014 2014 2015 2015 2016 2016 2017 2017

VFN 1284 1393 1502 1726 1943 2009 2065 2086 2159 2192
Teplice 163 470 555 612 671 730 847 919 950 1002
Jihlava 54 105 167 192 213 238 260 274 288 301
Motol 575 713 720 777 887 981 1071 1118 1146
Plzen 78 357 400 424 471 487 511 526 564
Pardubice 104 338 336 397 439 448 491 494 536
Ostrava 195 411 523 624 792 828 866 918 Ul
Vinohrady 101 112 253 361 416 456 488 474
Kré 229 236 258 277 293 307 331 353
Hradec Kralové 283 617 678 710 772 785 838 845
Brno Bohunice 28 100 341 336 347 354 354 407
Olomouc 31 65 173 177 176 214 266 396
Ceské Budéjovice 347 359 386 39% 414 439
Sv. Anna 69 172 312
Zlin 47 247 300 319
CELKEM 1501 2920 4715 5639 7099 7786 8353 9044 9583 | 10230
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SOCIALNI DAVKY
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JAKE JSOU ROCNI NAKLADY NA PROVOZ REGISTRU?

Vroce 2017 Nada¢ni fond IMPULS vynaloZil na provoz registru ReMuS ¢astku 5 704 032 K¢.
Nejvétsi podil vydajd je vynakladan na shér klinickych dat. Tuto ¢innost vzhledem ke shéru osobnich a citlivych (dajl nelze nahradit
dobrovolnickou pracf.

65 % sbér klinickych dat

2 6 (y sprava registru,
0 bezpecnost a analyzy dat



TISKOVA KONFERENCE K REGISTRU REMUS, TEMA: ,,ROZTROUSENA SKLEROZA ZASAHUJE PSYCHIKU

CELE RODINY", 16. KVETNA 2017, PRAHA

Predstavenf aktudlnich souhrnnych vysledk( shéru dat

do celostatniho registru pacientd ReMuS. Vystoupily

prof. MUDr. Eva Havrdov, CSc. s pfispévkem o neuro-
psychologickych obtiZich pFi RS a moZnostech prevence,
doc. MUDr. Dana Horékov4, Ph.D. (odborny garant projektu
ReMus) s prvnimi cennymi daty o pacientech v progresivni

Vi atugy Prakticky dopag
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-
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VYSTUP Z REGISTRU REMUS K 30. 6. 2017

fazi RS a Mgr. Jana Tomanova s tématem ,Psychologicky pohled
do due pacienta s RS".

I pfes doloZitelné psychické problémy pojistovny na psychotera-
peutickou pomoc nepfispivaji, proto na tento nedostatek tiskova
konference upozorfiuje i v ramci Svétového dne pro RS.

Dne 30. 6. 2017 byl proveden devéty export dat do registru ReMuS a nasledné probéhla pribézna analyza dat z registru zamérena

na obdobf od 1. 1. 2017 do 30. 6. 2017. V hodnoceném obdobf jsou sougastf registru ReMuS data DMD/IVIG pacientt z patnacti center
pro 1ébu RS. Tato RS centra jiZ nejsou v zahajovaci dvouleté fazi projektu (zadévajf data pacient(l vice neZ 2 roky) a zaroveri zaslala
do registru data alespofi 20 non-DMD pacientu. Ke dni exportu 30. 6. 2017 byla k dispozici data o é¢bé 9 911 DMD/IVIG pacientt

a 2 288 non-DMD pacient0. Po vyfazeni pacientl bez aktudlnich dat vstupovala do analyzy data 9 583 DMD/IVIG pacientt a 2 013

non-DMD pacientd z celé Ceské republiky.



Hlavni &ast analyzy byla provedena pro podskupinu DMD/IVIG pacientU. Pacienti v registru jsou ze 71,6 % Zeny, pramérny vék v dobé
posledni navstévy je 41,6 let a v dobé zacatku onemocnéni 30,9 let. 99,7 % pacientd je v dobé posledni navstévy starsich 18 let.

V registru jsou data pacientti ze viech kraji Ceské republiky. 71,7 % pacientd je praceschopnych (pracuje na piny nebo gasteny Gva-
zek) a 32,3 % je v invalidnim diichodu stupné 1-3. Nejpogetngjsi skupinou z hlediska stupné postiZent jsou pacienti s EDSS mezi 1,5 a 2.
Non-DMD pacienti byli popséni z hlediska demografie, zaméstnanosti a socidlnich dévek, doby trvani onemocnéni, EDSS, relapst

a téhotenstvi. Analyza probéhla pouze v 7 RS centrech, ktera data non-DMD pacientd do registru zasflajf. Non-DMD pacienti jsou
znon-DMD pacient( je pracovné aktivni, coZ mlZe byt zplsobeno také vy3sim vékem pacientd. 62,7 % non-DMD pacient( v dobé
posledni nav§tévy nepracuje ani na &astedny Gvazek. Non-DMD pacienti z registru maji v priméru vy3si EDSS nez DMD/IVIG pacienti
(47 x 2,7), nejcetngjsf skupinou podle EDSS jsou pacienti s EDSS stupné 6,5—7 (23,7 %). 5 non-DMD pacientkam (0,2 %) se v poslednich
6 mésicich narodilo dité.

ROZLOZENI PACIENTU PODLE KRAJE BYDLISTE K 30. 6. 2017
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PERFECTO DESIGN 10 LET NA TRHU PO SVEM, VERNISAZ, 29. KVETNA 2017, PRAHA

Dlouholety partner Nada¢niho fondu IMPULS koupelnové studio Perfecto design v rdmci vernisaZe netradicni vystavy koupelnudiniho
umeénf usporadalo drazbu vystavenych artefakt(. Hosté mohli draZit dadaistickou ambalaz koupelnovych doplrikd nebo umyvadlo
zasazené do mechu. Vyté&Zek drazby ve vysi 18 200 K& pom(liZe nashirat data od 57 pacientd s touto nevylécitelnou nemoci.

18. JEDLIGKOVY DNY — NEUROLOGICKY KONGRES S MEZINARODNI UCASTI,
31. KVETNA — 1. CERVNA 2017, PRAHA

Mezi odborné akce, na kterych se poradatelsky z divodu podpory registru ReMuS Nada¢ni fond IMPULS podili, patfi neurologické
sympdzium Jedlickovy dny. Hostem leto$niho kongresu byl vyznamny neurolog prof. dr. Heinz Wiend! z univerzity v Miinsteru. Poprvé
v Ceské republice na takto vyznamném sympoziu vystoupili i zastupci viech pacientskych organizaci s predstavenim svojf &innosti.
Spolenou cestu viech utvrdila pfedpremiéra filmu ,Roztrouseny svét”, ktery za podpory Nadaéniho fondu IMPULS natocil mlady
nadgjny reZisér Vojta Stanék s produkéni podporou Filipa Tatara. Hlavnf protagonista filmu MVDr. Roman Kvapil v ném nese nadéji
pro v3echny, kterych se toto onemocnénf tyka.




2. KONFERENCE K REGISTRU REMUS, TEMA: REGISTRY V MEDICINE — ZTRATA PENEZ NEBO INVESTICE
DO BUDOUCNOSTI? 10. LISTOPADU 2017, PRAHA

V Ustavu védeckych informac v Praze se se$lo 25 Gigastnikdi na druhé konferenci k registru ReMuS. Na programu byly informace o na-
ristajicim z&jmu evropskych regulatornich organd o registry v evropském méfitku a o legislativnich zménach tykajicich se nové ochrany
(dajl, které se budou bezprostredné dotykat registru ReMuS. Praktické ¢ast byla vénovana prikladdm vyuZiti dat pro védecké Gcely

a konkrétnim ukazkam pouZiti dat pro kazdé centrum. Informace o novinkach v metodice byly spojeny s praktickym nacvikem zmén.

av Case jejich diagndzy jeSté nebyly moderniléky dostupné. Vyhledavani jejich spolehlivych dat je €asové velmi pracné, ale pevné
véfime, Ze v3e s jejich pomoci a s pomoci nejen pacientskych organizaci zviadneme. Jedndame a budeme jednat s evropskymi autori-
tami o zafazeni registru ReMuS do mezinarodnich projekt(. Potfebujeme shirat data o d€innosti a bezpegnosti lé¢hy, protoZe praveé
to jsou kazdodenni pomysiné lékaFské vahy, na kterych kazdy Iékar vazi, zda zvolit pfinos, ktery léCba kazdému Elovéku pFindsi, nebo
zda prevazirizika, které provazi kazdy I€k. Registr ReMuS davd nadéji na lepsf budoucnost, na lepsf Zivot.

»Nadéje neni presvédceni, Ze néco dobre dopadne, ale jistota,
Ze néco md smysl — bez ohledu na to, jak to dopadne.”
Viclav Havel
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8 Seznam nadacnich pFispévki
pFiznanych spravnich radou a vyplacenych
v roce 2017 v celkové vysi 233 500 Ké

Pfijemce pfispévku Ugel Ké

Krajska nemocnice T. Bati

akciovd spole¢nost s oy
Centrum pro demyelinizaénf onemocnén,

123 500 K¢
databéze pacientll s RS — projekt ReMuS ¢

Havli¢kovo nabrezi 600
762 75 Zlin

1C: 27661989

Nemocnice Ceské Budéjovice
akciova spole¢nost

B. Némcové 585/54

370 01 Ceské Budgjovice

IC: 26068877

Celkem 233 500 K&

Centrum pro demyelinizaénf onemocnént,

110 000 K&
databaze pacient( s RS — projekt ReMuS ¢

SEZNAM UPLAT ZA SBER DAT DO REGISTRU REMUS
VYPLACENYCH V ROCE 2017 V CELKOVE VYSI 3 233 665 KC

PFijemce p¥ispévku Ugel K&

Fakultni nemocnice Brno

prispévkova organizace Centrum pro demyelinizaénf onemocnént,
se sfdlem Jihlavské 20, 625 00 Brno databaze pacientl s RS — projekt ReMuS
IC: 65269705

106 200 K¢



Fakultni nemocnice Hradec Krdlové
prispévkova organizace

se sidlem Sokolska 581

500 05 Hradec Kralové

1C: 00179906

Fakultni nemocnice Krélovské Vinohrady
prispévkova organizace

se sfdlem Srobérova 1150/50

100 34 Praha 10

1C: 00064173

Fakultni nemocnice Olomouc
prispévkova organizace

se sidlem I. P. Pavlova 6

775 20 Olomouc

1C: 00098892

Fakultnf nemocnice Ostrava
prispévkova organizace

se sidlem 17. listopadu 1790/5
708 52 Ostrava — Poruba

IC: 00843989

Fakultni nemocnice Plzen
prispévkova organizace

se sidlem E. BeneSe 13, 305 99 Plzen
1C: 00669806

Fakultni nemocnice v Motole
prispévkova organizace

se sfdlem V Uvalu 84, 150 06 Praha 5
1C: 00064203

Krajska zdravotni, a.s.

Socidlni péce 3316/12A

40113 Usti nad Labem

IC: 25488627

Odstépny zévod: Krajskd zdravotnt, a.s.
Nemocnice Teplice, 0.z.

Duchcovska 53

415 29 Teplice

Centrum pro demyelinizani onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizani onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizaéni onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizaénf onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizani onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizacni onemocnént,
databaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizaénf onemocnént,
databaze pacientl s RS — projekt ReMuS

325 800 K¢

143 400 K&

72150 K¢

299 850 K¢

218 250 K¢

333 141 Ke

392700 Ke



Nemocnice Ceské Budéjovice
akciova spole¢nost

B. Némcové 585/54

370 01 Ceské Budgjovice

IC: 26068877

Nemocnice Jihlava
prispévkova organizace

se sidlem Vrchlického 461/59
586 01 Jihlava

1C: 0090689

Nemocnice Pardubického kraje
akciova spole¢nost

se sidlem Kyjevska 44

532 03 Pardubice

IC: 27520536

Thomayerova nemocnice
prispévkova organizace
se sidlem Videriskd 800
140 59 Praha & - Kr¢

IC: 00064190

V8eobecnd fakultni nemocnice v Praze
prispévkova organizace

se sfdlem U nemocnice 2

128 08 Praha 2

IC: 00064165

Celkem

Centrum pro demyelinizaéni onemocnént,
databdze pacientt s RS — projekt ReMuS

Centrum pro demyelinizani onemocnént,
databdze pacientl s RS — projekt ReMuS

Centrum pro demyelinizaénf onemocnént,
databdze pacientl s RS — projekt ReMuS

Centrum pro demyelinizaénf onemocnént,
databdaze pacientl s RS — projekt ReMuS

Centrum pro demyelinizani onemocnént,
databdze pacientl s RS — projekt ReMuS

63150 K&

115 650 Ke

149100 K¢

110 100 K&

904 174 K&

3233 665 Ké



9 Prehled dari do registru ReMu$

DARY A JINE PRIJMY REGISTRU REMUS V ROCE 2017
V CELKOVE VYSI 6 140 083 KC

10

Dary a jiné pfijmy rovny a vyssi nez 10 000 K¢

Merck spol. s r.o. 850 000 K&
Nadace CEZ 750 000 ke
Novartis s.r.o. 1000 000 Ke
Perfecto design s.r.o. 10 000 Ke
Teva Pharmaceutical CR s.r.o. 650 000 K&
Drobné dary 16 569 K¢
Ostatnf dary 500 000 Ke
Vlastni trzby a zG&tovani fondl 2363 514 Ke
Celkem 6 140 083 Ké

Zprava nezavislého auditora
pro registr ReMuS za rok 2017




ZPRAVA
NEZAVISLEHO AUDITORA

o ovéreni informaci uvedenych ve Vyroéni zpravé registru ReMu$S
k 31.12.2017

Gcetni jednotky
IMPULS, nadaéni fond

IC 261 69 428
se sidlem Katerinska 30, 128 08 Praha 2

ZFizovateli nadaéniho fondu

VYROK AUDITORA

Podle mého nizoru jsou informace uvedené ve Vyroéni zpravé registru
ReMusS za rok 2017, spravovaného iietni jednotkou IMPULS, nadaéni fond
IC 261 69 428, ve viech vyznamnych (materiilnich) ohledech v souladu
s Geskymi iéetnimi pFedpisy a v souladu s G&etni zivérkou IMPULS, nadaéni
fond k 31.12.2017.




Ovéfeni jsem provedla v souladu se zikonem o auditorech a s auditorskymi smérnicemi
Komory auditorit Ceské republiky. Vyroéni zprava registru ReMu$ byla sestavena vedenim

ucetni jednotky v souladu s ¢eskymi pravnimi predpisy o Géetnictvi.

Tyto auditorské smérmice pozaduji naplanovani a provedeni auditu tak, aby auditor ziskal

piiméfené ujisténi o tom, Ze predloZené Ucetni informace neobsahuji v¥znamné nespréavnosti.

Qdpovédnost vedeni iicetni jednotky za soupis

Vedeni tcetni jednotky je odpovédné za sestaveni Vyro¢ni zpravy registru ReMusS v souladu
s Ucetni legislativou a za takovy wnitini kontrolni systém, ktery povazuje za nezbytny pro
sestaveni zpravy tak, aby neobsahovala vyznamné (materidlni) nespravnosti zplsobené

podvodem nebo chybou.

Odpovédnost auditora

Moji odpovédnosti je vyjadiil na zdkladé auditu vyrok k této zpravé. Audit jsem provedla
v souladu se zdkonem o auditorech, mezindrodnimi auditorskymi standardy a souvisejicimi
aplika¢nimi dolokami Komory auditort Ceské republiky. V souladu s témito predpisy jsem
povinna dodrZovat etické poZzadavky a naplanovat a provést audit tak, abych ziskala pfim&fenou

jistotu, Ze Ugetni zavérka neobsahuje vyznamné (materidlni) nespravnosti.

Audit zahrnuje provedeni auditorskych postupl k ziskani dikaznich informaci o ¢astkach a
udajich zvefejnénych ve zpravé, Vybér postupi zdvisi na usudku auditora, zahrnujicim i
vyhodnoceni rizik vyznamné (materialni) nespravnosti tidajii uvedenych v soupisu zplisobené
podvodem nebo chybou. Pfi vyhodnocovéni téchto rizik auditor posoudi vnitini kontrolni
systém relevantni pro sestaveni zpravy. Cilem tohoto posouzeni je navrhnout za danych
okolnosti vhodné auditorské postupy, nikoli vyjadfit se k d¢innosti vnitiniho kontrolniho
systému ti¢etni jednotky. Audit té# zahmuje posouzeni vhodnosti pouZitych tetnich pravidel.

piiméfenosti u¢etnich odhadi provedenych vedenim i posouzeni celkové prezentace soupisu.




Jsem piesvédéena, ze ditkazni informace, které jsem ziskala, poskytuji dostateény a vhodny

ziklad pro vydani vyroku auditora.

Moji povinnosti je informovat vedeni ucetni jednotky mimo jiné o plinovaném rozsahu a
nacasovani auditu a o vyznamnych zjisténich, kterd jsem v jeho prib&hu uginila, vetné

Zjisténych vyznamnych nedostatki ve vnitinim kontrolnim systému.

Potvrzuji, ze tyto povinnosti byly fadné splnény, prib&Zné byly jednotlivé etapy konzultovany

a zadné vyznamné nedostatky v kontrolnim systému nebyly zjistény.

V Odolené Vodé, dne 25.7.2018

Ing. Irena Gajdosova, auditor

se sidlem V Malém hdji 351, 250 70 Odolena Voda
&islo opravnéni 2047

Pfiloha: Vyroéni zprava registru ReMuS
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Dear Friends,

This year, for the first time you are holding in your hands

the Annual Report of Register ReMus, as a separate part

of the Annual Report of Endowment Fund, IMPULS (NF IMPULS).
The reason thereof is that the Register ReMuS is one

of the biggest projects of NF IMPULS. In fact, within five years
of its existence, it became one of the five best registers dealing
with multiple sclerosis, in Europe. It is a honor to rank among
registers such as the Swedish, or Danish ones that are running
for 50 years, or the French one which has been supported finan-
cially by the government for years.

May 20, 2013 —D-Day. The Day when Office for Personal Data
Protection approved keeping of the Register ReMuS. This mo-
ment was preceded by a year of intense preparations when we
tried to prepare everything as it should be prepared. Knowing
that a project which will follow up all the principles upon which
IMPULS was founded — Support of science and research,
Ensuring of long-term duration, and helping people who did not
cause their disease themselves — Is coming into existence.
What does the magic of the Register ReMuS consist of?

The Register is a database that maps incidence of the disease
—regardless where you live, what kind of treatment do you
have, what form of the disease is it; and regardless your age, and
sex. The Register does not have any limiting conditions, and it
includes all who allowed being included. Today, Register ReMuS is
firmly anchored not only in the cognizance of all who are touched
by the unwelcomed friend Multiple Sclerosis, but also by those
who patiently insert the data into the Register, every day.

Itis also interpolated into the cognizance of those who have con-
tributed to its establishment, and duration, and those who daily
dedicate their time to the Register. It is a common way for all who
are not unconcerned about the destiny of people living among us.
Thanks to all of you, the Register ReMuS is perceived by state au-
thorities as a respected source of information, today.

It is always necessary to say “thank you” because a person

can do anything alone. To say “thank you” for help, for counsel,
for giving a helping hand, for a contactprovided, for resources
supplied, and for whatever that can be helpful. There are many
who deserve our “thank you”. Let’s name at least some of them.
A big “thank you" belongs to the attorney's office Kocién, Solc,
Balastik which for five years, in the frame of its pro bono ac-
tivities, has been accompanying us through the difficulties

of paragraphs, and which stands behind the firm foundations
of the Register. We thank doc. MUDr. Dana Horakov4, Ph.D.,
Guarantor of Expertise of the Register ReMusS, for her great
endeavor, time, and expert knowledge. For five years, she has
been cooperating in the development of the Register without
any claim on financial remuneration. Without her the Register
ReMuS would not exist in Europe, today.

The opportunity of publishing new information on the webpage
www.multiplesclerosis.cz, is possible only thanks to Stana
Beyerova, the author of this source of information who also
invited her hushand Tomas to this beneficial cooperation.
A"thank you” belongs to my team that faces every new task
with great enthusiasm and energy. And perhaps the biggest
“thank you” belongs to our patients who understand the rel-
evance of the Register and provide their data without any claim
on remuneration. So we can use the data for the benefit of fu-
ture generations, too.

I wish you such a great and maybe even greater joy, as we do
have, from the biggest research, and statistic project in the area
of multiple sclerosis in the Czech Republic.

Your
Jana Vojackova



Establishment of the Register of patients with multiple sclerosis is a result of an almost ten year long endeavor of both professional,
and lay society — an endeavor for a better future of people who are bearing bravely, and without grumbling their heavy burden.

In the Czech Republic, there is an estimated 22 thousand patients with this diagnosis. Nobody knows the exact number so far.

Every day, two people are diagnosed with multiple sclerosis. In most cases, they are young people on the threshold of their profes-
sional and private life. That is also a reason why creation of the Register ReMuS is worthwhile — to help science, and research to find
a medicine so that we all could say that this incurable disease is a thing of the past.

Goal of the statewide Register of patients with multiple sclerosis, ReMus, is acquiring information about the prevalence, and inci-
dence of the disease, seriousness of the disease at the time of diagnosis, and the course of multiple sclerosis, their clinical symptoms,
incidence of relapses, progression of the disease, treatment of MS, disability, diseases associated with MS, and causes of death.

The goal is to provide outcomes for following the costs, and efficiency of health care, and medications, assessment of information for
healthcare payers, and other public institutions, and producers of medicines, assessment of MS seriousness, and its socioeconomic
impacts for scientific, epidemiologic and statistical purposes.

Based on the data gained, it will be possible to find out risk factors for both, incidence of MS itself, and for non-efficiency of treat-
ment and a faster MS progression. Information on the course of MS will enablethe payers of healthcareto make a better planning

of financial means that are necessary for treatment of this disease. Information about effectivity of treatment also helps the doctors
to choose better the treatment and, to change it, if necessary.

Part of the Register ReMuS in 2017,
were the patients with multiple sclerosis:

that signed the informed consent with
processing of their personal, and clinical data
in the Register ReMusS, and were treated in
one of the specialized MS Centers involved.



Founder of Register ReMuS is IMPULS, Endowment Fund, which acts as owner of data, administrator of the Register, and its opera-
tor. Based on a common memorandum on Cooperation, Section for Clinical Neuroimmunology and Liquorology CLS CNS JEP (SKNIL)
assumed the role of Guarantor of Expertise.

Project Manager of Register ReMuS Guarantor of Expertise of the Register ReMuS

Mgr. Jana Vojackova, MBA Doc. MUDr. Dana Horakova, Ph.D.

Contacts: Webpage: www.multiplesclerosis.cz
E-mail: info@multiplesclerosis.cz, janavojackova@gmail.com
Tel.: +420 604 232 583

Current Account No. 2600340999/2010

On 12/5/2012, a current account was opened by Fiobanka, a.s., branch office V celnici 1028/10, 117 21 Prague 1, for purpos-
es of the project ReMuS, Register of Patients with Multiple Sclerosis. MVDr. Hana Navratilovd, member of the Managing Board,
and Mgr. Jana Vojackova, MBA, have signing authority to this account, upon power of attorney.

ReMuS Register is fully financed from the sources of IMPULS, Endowment Fund. Its running cannot do without donations,
and grants. Each contribution is a manifestation of trust in this project. Also the initiator of the Register puts his means into it.
In fact, he regularly dedicates proceeds of the neurological symposium Jedlickovy dny to the running of the Register.



Each year, we enjoy every little thing that we accomplish because a big work consists in details. We enjoyed the trademark

No. 357353 that the Industrial Property Office granted us. The trademark enhanced the importance of the Register. We enjoy the in-
creasing number of data in the Register that was eight times higher, as of 12/31/2017 than in its beginnings. We are glad about the in-
volvement of all the 15 MS Centers in the Czech Republic, because all the 14 regions are covered so. Twice a year we always enjoy new
data that are sent to the Register. Once in six months, we regularly process 33 final reports. Why so many? Each specialized center
out of fifteen in total that are contributing to the Register receives from us its own data in a cleaned and processed form.

In combination with location of the specialized centers, 14 regions means 17 additional reports. Statewide processing yields another
two reports. The last report is the English version which is also available on the web page www.multiplesclerosis.cz.

In the last two years, the Register is opened for the use of data by commercial and academic spheres. In 2017, we processed another
three outcomes on specific medications that broadened therapeutic possibilities for patients with multiple sclerosis. As at the date
of this Annual Report, two outcomes for academic sphere were still under construction.

WHAT ARE THE PRESENT RESULTS OF THE REGISTER?

According to the last outcome from the Register ReMusS, on 12/31/2017, the tenth export of data into the Register ReMusS took

place. Afterwards, an analysis of data followed that focused on the period from 1/1/2017 to 31/12/2017. In the period assessed, data
of DMD/IVIG patients from 15 MS Centers are a part of the Register ReMuS. These MS Centers are located in: General University
Hospital in Prague, Hospital Teplice, Hospital Jihlava, University Hospital in Motol, University Hospital in Plzeri, Regional Hospital
Pardubice, University Hospital in Ostrava, University Hospital in Kralovské Vinohrady in Prague, Thomayer Hospital in Prague —

Kr&, University Hospital in Hradec Kralové, University Hospital Brno Bohunice, University Hospital, Olomouc, Hospital in Ceské
Budé&jovice, St. Anne's University Hospital in Brno, and Tomas Bata Regional Hospital in Zlin. Data on non-DMD patients are available
in 8 MS Centers — General University Hospital in Prague, Hospital Teplice, Hospital Jihlava, University Hospital in Plzefi, University
Hospital, Ostrava, Thomayer University Hospital in Prague — Kr&, University Hospital in Hradec Krélové, and Hospital in Ceské
Budgjovice. These MS Centers are not in the initial two-year long phase anymore (they have been putting in the data of the patients
for more than two years), and at the same time, they sent to the Register data of 20 non-DMD patients at least. MS Centers put data
of their patientsin the Register continuously. By 12/31/2017, which was the day of the export, there were data available on treatment
of 10 666 DMD/IVIG patients, and 2 337 non-DMD patients. After elimination of patients without current data, the data of 10230
DMD/IVIG patients, and 2019 non-DMD patients from all the Czech Republic entered into the analysis.



The main part of the analysis has been performed for patients of the DMD/IVIG sub-group. 71.7 % of patients in the Register are
women, average age at the time of the last visit is 41.8 years and 31 years at the time of the onset of the disease. 99.7 % of patients
were older than 18 years at the time of the last visit. In the Register, there are data of patients from all the regions of the Czech
Republic. 739 % of patients are able to work (they are in full-time employment, orin part-time employment), and 34.1 % are in disabil-
ity pension of 1st-3rd degree. The most numerous group as to the degree of disabhility, are patients with EDSS between 1.5 and 2.

In 2017, 154 patients with MS delivered a child (2.1%).

Criteria used for description of non-DMD patients are demography, employment and social allowances, period of duration

of the disease, EDSS, relapses, and pregnancy. Analysis took place in 8 MS Centers that have sent the data on non-DMD patients

to the Register. In average, the non-DMD patients are older (54.3 years x 41.8 years), and they also have a higher average at the time
of onset of the disease (35.3 years x 31.0 years). Significantly lower part of non-DMD patients are able to work which can be caused
by a higher age of the patients. 8 non-DMD female patients (0.4 %) delivered a child, in 2017.

Since the establishment of the Register, individual MS Centers have been joining in, and they have been adding new patients, continu-
ously. In all the MS Centers involved, the data are being complemented, and adjusted, on the basis of error reports. In comparison
with the first data export in June 2013, there are eight times more patients in the Register, now. The number of missing data is lower,
and with new MS Centers involved, the variability of patients and their treatment in the Czech Republic accentuated.

HOW DOES THE REGISTER LOOK LIKE GRAPHICALLY?

Since the very beginning of the Register, data of patients with biological treatment (DMD) have been collected. Today, as the register
contains 90% of these patients, these data provide already a representative sample. We began collecting data of patients without
biological treatment after the first two years, and now they do not have a telling value, yet.

AGE 40 %

30%

20 %

10%

all

0%

0-10 10-20 20-30 30-40 40-50 50—bo bo-70 70-80 Bo—90 Qo0-100



10""OUTCOME FROM THE REGISTER, AS OF 12/31/2017

PATIENTS CURED WITH BIOLOGICAL TREATMENT

30/06| 31/12| 30/06| 31/12| 30/06| 31/12| 30/06| 31/12| 30/06| 31/12

2013 2013 2014 2014 2015 2015 2016 2016 2017 2017

VFN 1284 1393 1502 1726 1943 2009 2065 2086 2159 2192
Teplice 163 470 555 612 671 730 847 919 950 1002
Jihlava 54 105 167 192 213 238 260 274 288 301
Motol 575 713 720 777 887 981 1071 1118 1146
Plzeii 78 357 400 424 471 487 511 526 564
Pardubice 104 338 336 397 439 448 491 494 536
Ostrava 195 411 523 624 792 828 866 918 %4
Vinohrady 101 112 253 361 416 456 488 474
Kré 229 236 258 277 293 307 331 353
Hradec Kralové 283 617 678 710 772 785 838 845
Brno Bohunice 28 100 341 336 347 354 354 407
Olomouc 31 65 173 177 176 214 266 396
Ceské Budgjovice 347 359 386 39 414 439
Sv. Anna 69 172 312
Zlin 47 247 300 319
CELKEM 1501 2920 4715 5639 7099 7786 8353 9044 9583 | 10230




EMPLOYMENT

15 % part-time 23 % does not work

0 % not stated

N

59 % full-time



SOCIAL ALLOWANCES

56 % no allowance

0 % not stated

/

14 % disability 1

3% old age pension

1 % unempoyed
8 % disability 2

12 % disability 3

6 % maternity pay



WHAT ARE THE ANNUAL COST FOR RUNNING THE REGISTER?

In 2017, IMPULS, Endowment Fund, spent for running the Register ReMuS CZK 5.704.032. The largest part of expenditures is used for
collecting clinical data. As it is dealing with personal, and sensitive data, this activity cannot be substituted by the work of volunteers.

6 5 % collecting of clinical data

9 % costs

2 6 (y administration of register,
0 safety and data analysis



PRESS CONFERENCE ON THE PROJECT REMUS, TOPIC: “MULTIPLE SCLEROSIS AFFECTS THE PSYCHE

OF THE WHOLE FAMILY", MAY 16, 2017, PRAGUE

Presentation of current overall results of collecting

data in ReMus, statewide Register of patients.

Prof. MUDr. Eva Havrdové, CSc. had a contribution on neu-
ropsychological difficulties by MS, and possibilities of preven-
tion; doc. MUDr. Dana Horékovd, Ph.D. (Guarantor of Expertise
of Project ReMuS) presented the first valuable data about

V¥stuy - prakticky dopag

patients with progressive phase of MS; and Mgr. Jana Tomanova
spoke about “Psychological Insight into the Soul of a MS Patient”.
Despite provable psychological problems, insurance compa-
nies do not contribute on psychotherapeutic help. Therefore,
the Press Conference pointed out this lack also in frame

of the World MS Day.

OUTCOME FROM THE REMUS REGISTER, AS OF 6/30/2017

June 30, 2017, has been made the ninth data export into the ReMuS Register, and subsequently took place a through analysis of data
from the Register focused on the period from 1/1/2017 to 6/30/2017. In the period assessed, data of DMD/IVIG patients from fifteen
MS Centers were part of the Register ReMuS. These Centers are not in the initial two-year phase of the project anymore (they have
been inserting data of the patients for more than two years), and at the same time they sent data of at least 20 non-DMD patients
to the Register. By 6/30/2017, which was the day of the export, there were data available on treatment of 9911 DMD/IVIG patients,
and 2,288 non-DMD patients. After excluding of patients without current data, data of 9,583 DMD/IVIG patients, and 2,013 non-DMD

patients from the whole Czech Republic entered into the analysis.



Main part of the analysis has been performed for patients of the DMD/IVIG sub-group. 71.5 % of patients in the Register are women,
average age at the time of the last visit is 41.6 years and 30.9 years at time of the onset of the disease. 99.7 % of patients were older
than 18 years at time of the last visit.In the Register, there are data of patients from all the regions of the Czech Republic.

71.7 % of patients are able to work (they are in full-time employment, or in part-time employment), and 32.3 % are in disability pension
of 153 degree. The most numerous group as to the degree of disability, are patients with EDSS between 1.5 and 2.

Criteria used for description of non-DMD patients are demography, employment and social allowances, period of duration

of the disease, EDSS, relapses, and pregnancy.Analysis only took place in 7 MS Centers that are sending data on non-DMD pa-

tients to the Register. In average, the non-DMD patients are older (53.6 years x 41.6 years), and they also have a higher average age
in the moment of onset of the disease (35.1 years x 309 years). Significantly lower part of non-DMD patients are able to work which
can be caused by higher age of the patients. At the time of the last visit, 62.7 % of non-DMD patients did not work not even in part-
time employment. In average, non-DMD patients from the Register have a higher EDSS than DMD/IVIG patients (4.7 x 2.7). According
to EDSS, the most numerous group is composed by patients with EDSS of 6.5-7 (23.7 %). 5 non-DMD female patients (0.2 %) delivered

a child, in the last 6 month.

DISTRIBUTION OF PATIENTS ACCORDING TO REGION
OF RESIDENCE, AS OF 6/30/2017
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PERFECTO DESIGN 10 YEARS ON THE MARKET “MY WAY", VERNISSAGE, MAY 29, 2017, PRAGUE

Bathroom studio, Perfecto Design, a long-time partner of IMPULS, Endowment Fund, organized an auction of the artefacts exhibited
in frame of the vernissage of non-traditional exhibition of bathroom art. Guests had the possihility to auction a dadaistic wrapping
of bathroom accessories, or a washbasin planted in moss. Proceeds of the auction amounting to CZK 18,200 will help to collect data
from 57 patients with this incurable disease.

18t"JEDLICKA DAYS — NEUROLOGICAL CONGRESS WITH INTERNATION PARTICIPATION,
MAY 31 — JUNE 1, 2017, PRAGUE

Jedlicka Days, a neurological symposium, is one of the specialized events where IMPULS, Endowment Fund, participates organizationally
because of the support of the Register ReMuS. Prof. dr. Heinz Wiend! from Minster University was an important guest of the symposium.
For the first time, on such an important symposium in the Czech Republic representatives from all the patients' organizations presented
their activity. Preview of the movie “Disseminated World” confirmed the common path of all. Director of the film was a young and promis-
ing director, Vojta Stanék, with production support of Filip Tatar. The film was made with the support of IMPULS, Endowment Fund.

The protagonist of the film, MVDr. Roman Kvapil, brings hope to all who are touched by this disease.




2" CONFERENCE ON THE REGISTER REMUS, TOPIC: “REGISTERS IN MEDICINE — LOSS OF MONEY,
OR AN INVESTMENT INTO THE FUTURE?", NOVEMBER 10, 2017, PRAGUE

25 participants met on the Second Conference on the Register ReMusS, in the Institute of Scientific Information, in Prague.

On the schedule were information about a growing interest of European regulatory organs for registers on a European scale, and leg-
islative changes concerning new data protection that will immediately affect the Register ReMuS. Practical part was dedicated to
examples of application of data for scientific purposes, and actual illustrations of the data utilization for each Center. Information
about news in methodic were connected with practical training of changes.

It is necessary to care about further implementation of new patients, in the nearest future. We cannot forget those did not have

the luck and in time of their diagnosis modern drugs were not available. Searching for their reliable data is very laborious in terms

of time but we firmly believe that we will manage everything with their help, and with the assistance of patients organizations.

We are negotiating, with European authorities on including the Register ReMuS among international projects. We need to collect data
on efficiency, and safety of the treatment, because these are the very daily notional medical wages, where every physician weighs,
whether to choose the benefit which the treatment brings to every patient, or whether the risks that accompany every drug will out-
weigh. ReMuS Register gives hope for a better future, and for a better life.

“Hope is not the conviction that something will find a good end, but
certainty that something has sense — regardless how shall it end.”

Véaclav Havel
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8 List of Endowment Contributions,
Approved by the Managing Board and Paid out
in 2017, in Total Amount CZK 233,500

Recipient of Contribution Purpose CZK
Tomas Bata Regional Hospital

Jmited Company Center for Demyelinating Diseases
Seat: Havlitkovo nabreZi 600 Y' '9 2 123500
762 75 ZIin Database of Patients with MS — Project ReMuS

ID No.: 27661989

Hospital Ceské Budgjovice, a.s.
Seat: B. Némcové 585/54 Center for Demyelinating Diseases,

- 110,000
370 01 Ceské Budgjovice Database of Patients with MS — Project ReMuS !
ID No.: 26068877
Total CZK 233 500

LIST OF PAYMENTS FOR DATA COLLECTION IN THE REGISTER
REMUS, PAID OUT IN 2017, IN TOTAL AMOUNT CZK 3,233,665

Recipient of Contribution Purpose CzZK
University Hospital, Brno,

Contribution Organization Center for Demyelinating Diseases

Seat: Jihlavsk4 20 yelnating 3 106,200
Database of Patients with MS — Project ReMuS

625 00 Brno

ID No.: 65269705



University Hospital, Hradec Kralové

Contribution Organization
Seat: Sokolska 581

500 05 Hradec Kralové
ID No.: 00179906

University Hospital, Krélovské Vinohrady

Contribution Organization
Seat: Srobarova 1150/50
100 34 Praha 10

ID No.: 00064173

University Hospital, Olomouc
Contribution Organization
Seat: I. P. Pavlova 6

775 20 Olomouc

ID No.: 00098892

University Hospital, Ostrava
Contribution Organization
Seat: 17. listopadu 1790/5
708 52 Ostrava — Poruba
ID No.: 00843989

University Hospital, Plzen,
Contribution organization
Seat: Edvarda Benese 13,
305 99 Plzen

ID No. 00669806

University Hospital in Motol,
Contribution organization,
Seat: V Uvalu 84,

150 06 Prague 5

ID No.: 00064203

Center for Demyelinating Diseases,
Datahase of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMu$

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMu$

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMu$

325,800

143,600

72,150

299,850

218,250

333,141



Regional Health, plc. — Masaryk Hospital

Ustf nad Labem, 0.z,

Seat: Socialni pége 3316/12A,

40113 Ustf nad Labem

ID No.: 25488627

Odstépny zavod: Regional Health, plc.
Hospital Teplice, 0.z

Duchcovska 53

415 29 Teplice

Hospital Ceské Budgjovice, a.s.
Seat: B. Némcové 585/54

370 01 Ceské Budgjovice

ID No.: 26068877

Hospital Jihlava,
Contribution Organization
Seat: Vrchlického 461/59,
586 01 Jihlava

ID No. 0090689

Regional Hospital Pardubice,
Limited Company,
Seat: Kyjevska 44
532 03 Pardubice
ID No.: 27520536

Thomayer University Hospital,
Contribution organization,
Seat: Videriska 800,

140 59 Prague &4 — Kr¢

ID No.: 00064190

General University Hospital in Prague,
Contribution Organization,

Seat: U nemocnice 2,

128 08 Prague 2

ID No. 00064165

Total

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

Center for Demyelinating Diseases,
Database of Patients with MS — Project ReMuS

392,700

63,150

115,650

149,100

100,100

904,174

CZK 3,233,665



DONATIONS AND OTHER INCOMES OF THE REGISTER REMUS
IN 2017, IN TOTAL VALUE OF CZK 6,140,083

Donations and Financial Contributions Exceeding CZK 10,000

Merck spol. s r.o. 850,000
Nadace CEZ 750,000
Novartis s.r.o. 1,000,000
Perfecto design s.r.o. 10,000
Teva Pharmaceutical CR s.r.o. 650,000
Small Donations 16,569
Other Donations 500,000
Own Revenues, and Settling of Fund 2,363,514
Total CZK 6,140,083

9 Independent Auditor's Report
of Register ReMusS, 2017



INDEPENDENT AUDITOR’S REPORT

On verification of information stated in Annual Report of Register ReMuS,
as of December 31, 2017

of the Accounting Unit

IMPULS, Endowment Fund

ID No. 26169428
Seat: Prague 2, Katefinska 30, ZIP Code 128 08

To the founder of the Endowment Fund

AUDITOR’S STATEMENT

In my opinion the information presented in the Annual Report of Register ReMusS 2017,
administered by the accounting unit IMPULS, Endowment Fund ID. No. 261 69 428 are in all
material respects in compliance with the Czech accounting standards and in compliance with the
financial statements of IMPULS, Endowment Fund, as at December 31, 2017.

| conducted the verification in accordance with the Act on Auditors and Auditing Standards of the
Chamber of Auditors of the Czech Republic. The Annual Report of Register ReMusS has been prepared
by the management of the accounting unit in compliance with the Czech accounting standards.

These auditor guidelines require planning and implementation of the audit in the way providing the
auditor with adequate assurance that the accounting information does not contain any significant

errors.

Responsibility of the Management of the Accounting Unit for the Report

The management of the accounting unit is responsible for preparation of the Annual Report of
Register ReMus in accordance with accounting principles and for such internal control system as the
management determines is necessary for the preparation of the Report that is free from material
misstatement, whether due to fraud or error.




Auditor’s responsibility

My responsibility is, based on the conducted audit, to make a statement on this Report. | carried out
the audit in accordance with the Act on Auditors, International Standards on Auditing, and related
application clauses of the Chamber of Auditors of the Czech Republic. In accordance with these rules,
| am obligated to maintain ethical standards and to plan and carry out the audit so that | would obtain
reasonable certainty that the financial statements do not contain significant inaccuracies.

An audit involves performing auditing procedures whose aim is to obtain audit evidence about the
amounts and disclosures in the Report. The procedures selected depend on the auditor‘s judgement,
including the assessment of the risks of material misstatements in the Report, whether due to fraud
or error. When assessing such risks, the auditor considers the internal controls which are relevant for
the preparation of the Report. The aim of this assessment is to design proper auditing procedures,
not to express an opinion on the efficiency of the internal controls of the accounting unit. An audit
also involves the assessment of the appropriateness of the used accounting methods, reasonableness
of accounting estimates made by the management, as well as the overall presentation of the Report.

| believe that the audit evidence obtained is sufficient and appropriate to provide a basis for the
auditor’s opinion.

My duty is to inform the management of the accounting unity, among other matters, about thes
planned scope and timing of the audit and about significant audit findings that | identified during the
audit, including any significant deficiencies in internal controls.

| determine that these requirements have been properly fulfilled, different stages have been
continuously consulted and no significant deficiencies in internal controls have been identified.

Odolena Voda, July 25, 2018
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Ing. Irena GajdoSova, auditor
Seat: V Malém haji 351, 250 70 Odolena Voda
Licence No. 2047

Attachment: Annual Report of the Register ReMuS




Textovd ¢ast / Text: Jana Vojackova

Jazykova a redakénf korektura / Stylistic and Editorial Revision: Jana Vojackova
Grafickd prava: Studio Breisky

Praha 2018 / Prague 2018

www.multiplesclerosis.cz






