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1. RS zakladni fakta. Proc je treba lécit.

e Zavazné neurologické onemocnéni

* Bezlécby zpUsobuje u vétSiny pacientu béhem 10-20 let vdznou invaliditu

@ véek pocatku 30,6 roku (data z registru ReMusS), 3x vice zeny

* Nemoc neumime vylécit, umime ji ale Iécit, casna lécbal!

e ROzna odpovéd na lécbu, nutnost trvalé monitorace (efekt a bezpecnost),

pri neodpovidavosti zmeénit
 Mimo léky je potfeba tlacit na zdravy zivotni styl

* Potrebujeme data z realné praxe



Zavazné neurologické onemocnéni
Giovannoni blog - data pred r. 2010
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The average time from MS
onset to needing a walking
stick is 20 years, and for a
wheelchair 30 years.

Confavreaun, Compston. McAlpine’s M uitiple Sclerasis, 4™ Edition. 2005

At the time of the first clinical
attack over 50% of ClSers
have cognitive impairment in
at least two cognitive areas.

Feulllet ot 3l MultSder. 2007,13:124.127.

MSers have a 2-7x higher
chance of committing suicide.

Torkidsen G etal MutScler 200814 1191-115&
Sadownick ADetal Newolbgy. 1991,41:1193.1196
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Compared with the general
population, MSers are 40%
more likely to separate, or
divorce, and do so sooner.

Plleger CCet al MultScler. 2010,16:121.126

10 years after diagnosis 50%
of MSers are unemployed.

By the time you need a wheel
chair, over 80% of MSers are
unemployed.

Kobeltet al. Newral Ne wrosurg Peychiatry 20067 79 18-926.

Society rates the quality of life
of someone with MS who is
bed bound as being worse
than death.

Orme M ot 3l Value in Health. 200710 54 &0

MS reduces life expectancy by
approximately 8 years and
half of MSers die of MS-
related complications.

Torkidsen G et d. Mult Scler. 2008;14:1191-1198.
Smestad C et d. Mult Scler. 2009,15:1263-70.
Kingwell E & al J Neurol Neurcsurg Psychiary. 2012,83:61-66.



ASA- 12 lety vyvoj disability

1999-2003, 181 pacientu, vék 31 let,
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Adaptovano z prace: Uher, MSJ, 2017
ASA = investigator’s initiated trial, vlastni pozorovani



2. Aktualni lécebna doporuceni RS

MULTIPLE
SCLEROSIS | MSJ
JOURNAL
Clinical Guideline KLINICKY STANDARD L.
PRO DIAGNOSTIKU A LECBU

. . ROZTROUSENE SKLEROZY
ECTRIMS/EAN Guideline on the A NEUROMYELITIS OPTICA
pharmacological treatment of people
with multiple sclerosis ODBORNA CAST
Xavier Montalban, Ralf Gold, Alan J Thompson, Susana Otero-Romero, Maria Pia Amato, Dhia BREZEN 2012
Chandraratna, Michel Clanet, Giancarlo Comi, Tobias Derfuss, Franz Fazekas,
Hans Peter Hartung, Eva Havrdova, Bernhard Hemmer, Ludwig Kappos, Roland Liblau,
Catherine Lubetzki, Elena Marcus, David H Miller, Tomas Olsson, Steve Pilling,
Krysztof Selmaj, Axel Siva, Per Soelberg Sorensen, Maria Pia Sormani, Christoph Thalheim,
Heinz Wiendl and Frauke Zipp

Krwcky standard byl skceptovin zanteresovamymi odborrvim spolecrastms, Jeychi zistupa you dery
atorského tymu a byl schwalen Nicodnim refevenérim centrem.

Kubala Havrdova, 2012, 2020,

Montalban, MSJ, 2018 www.czech-neuro.cz



http://www.czech-neuro.cz/

Aktualni léky modifikujici pfirozeny prubéh nemoci

Pro pacienty s nizsi aktivitou
nemoci

o Stabilizuji asi 30-40 % pacientu o Stabilizuji asi 50-70%
* NizSi cena * VySSi cena
* Nezavazné nezadouci ucCinky * Moznost zavaznych nezadoucich

ucinku




Pomér mezi preparaty zakladni a eskalacni linie
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Nedilnou soucasti lécby je zdravy zivotni styl!

Things that matter: environmental factors

MULTIPLE SCLEROSIS IN 2013

Novel triggers, treatment targets
and brain atrophy measures

Xavier Montalban and Mar Tintoré

2013 witnessed advances in many aspects of multiple sclerosis (MS)
research. Two studies highlighted a potential role for salt as an MS
trigger, and one immunomodulatory drug performed well in clinical
trials. Moreover, treatment effects of MS drugs were shown to correlate
inversely with brain atrophy and disease progression.

Montalban, X & Tintoré, M. Nat. Rev. Neurol. 10, 72-73 (2014). published online 7 January 2014
doi.10 1038/ neneurol 2013 274

il

Body Mass Index

B LR
¥ >
pstein Barr

virus

Salt Smoking
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3. Organizace péce o pacienty s RS v CR
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Centra vysoce specializované péce pro lécbu RS a NMO -
15 center v CR

http://www.mzcr.cz/Odbornik/dokumenty/vyzva-
ministerstva-zdravotnictvi-k-podani-zadosti-o-udeleni-

statutu-centra-vysoc 17150 2422 3.html

Komplexni péce:

e Diagnostika a diferencialni dg
* Komplexni lécba
* Vyukova a védecka Cinnost

e Specializovany neurolog

* RS sestra

* Fyzio-, psycho-, ergoterapeut
* Socialni pracovnik


http://www.mzcr.cz/Odbornik/dokumenty/vyzva-ministerstva-zdravotnictvi-k-podani-zadosti-o-udeleni-statutu-centra-vysoc_17150_2422_3.html

ReMusS od r. 2013 - struktura registru
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Celkovy pocet pacientu v registru ReMus,
data k 31. 12. 2018
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,TOo measure is to know.
If you can not measure it, you can not improve it“

Lord William Thompson Kelvin

Nadfao% !M p U LS VSEORS FROJEKTY PODPORTE NAS

O registru ReMuS

Organizace a etapy registru
Zavérecné zpravy

Odborna a mezinarodni prezentace
Studie a granty

Nejcastéjsi dotazy

PODEJTE POMOCNOU RUKU Odbome akce

Pomahame najit smer. Podporte projekty Nadacniho fondu IMPULS. Vyroéni zpravy

VIiCE

www.multiplesclerosis.cz



http://www.multiplesclerosis.cz/

RS zakladni fakta. Proc je treba lécit.

e Zavazné neurologické onemocnéni

* Bezlécby zpUsobuje u vétSiny pacientu béhem 10-20 let vdznou invaliditu
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e ROzna odpovéd na lécbu, nutnost trvalé monitorace (efekt a bezpecnost),

pri neodpovidavosti zmeénit
 Mimo léky je potfeba tlacit na zdravy zivotni styl

* Potrebujeme data z realné praxe



