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Chorwacja

Dania

Francja

Grecja
Hiszpania

Niemcy

Norwegia
Serbia
Szwajcaria

Szwecja

Wielka
Brytania

Wiochy

The Croatian MS
Register

The Danish MS Register
(DMSR)

EDMUS

Greek MS Society
Register

The Catalonian MS
Register

German MS

Registry

Norwegian National MS
Registry

MS Society Register
Swiss Multiple
Sclerosis Register
Swedish National MS
Registry

UK MS Register

Italian MS Database
Network

Association of MS
Societies of Croatia

Danish MS Society,
National Institute of Public Health

Fondation pour I'Aide a la Recherche
sur la Sclérose En Plaques,
Fondation Mérieux

Greek MS Society

Vall d’Hebron University, Barcelona

German MS Society,

European Commission under the
Seventh Framework Programme
Ministry of Health

and Social Affairs

MS Society of Serbia

Swiss MS Society,
University of Basel

National Board of Health and Welfare

UK MS Society,

Ministry of Health,

NHS (National Health Service)
Ministry of Health,

Serono International
Foundation

Najwazniejsze rejestry europejskie
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Swietokrzyski Rejestr Chorych (2011)

' SM Acquisition

RejSM -Rejestr chorych ze stwardnieniem rozsianym
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/ RejSM — Rejestr ogolnopolski (2013)
1. Strona internetowa www.rejsm.pl
2. EUReMS Data Set ! !

3.Czesc dla Pacjenta i czesc¢ dla Lekarza
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http://www.rejsm.pl/

RejSM - Lekarz

~Podstrony

[Dane demograficzne] I Wywiad

|

Diagnostyka l [

Leczenie H Aktualne wyniki ] [Ocena klinimetryczna

—Dane demograficzne

Data urodzenia

Wiek:

Plec

Miejsce zamieszkania:

Wojewodztwo:

Stan cywilny:

Recznosc:

Podstrony

[Dane demograﬂozne] [ fywiad ] [ Diagnostyka ] [ Leczenie l [ Aktualne wyniki l [Ooena klinimetryczna

Wy ad

rPienvsze objawy:
Rok | Miesigc: 2013[s| 0dls

Rodzaj: Czuciowe |v

rData diagnozy Shi:
Rok | Miesiagc: 20714|%| 02w

Zapalenie nerwow wzrokowych: ¥

Postac SM Rzutowo-Rermisyina (RR) v
Czy spelnia kryteria McDonalda (2010} | 1o+

EDSS -wynik z biezaca datg @ 2 |«(O

rChoroby wspdlistniejace
MNadcisnienie tetnicze

Cukrzyca

Choroby tarczycy

Choroby zakrzepowo-zatorowe

Nowotwory

[

[

Porody:

Wyksztalcenie:

SM w rodzinie:

Zatrudnienie:

Dochéd z pracy:




Re]SM — czesc dla pacjenta

Dane demograficzne

Data urodzenia

Wiek:

Ple¢

Dane demograficzne

EUReMS

MSIS-29

Miejsce zamieszkania:

Wojewodztwo:

Stan cywilny:

Recznosc:

Porody:

Wyksztalcenie:

SM w rodzinie:

Zatrudnienie:

Dochdd z pracy:

Przebieg choroby

Data pierwszych objawow (miesiac / rok)
Data rozpoznania choroby (miesiac / rok)
Badanie MRI

Badanie plynu mézgowo-rdzeniowego
Leczenie immunomodulujace

Leczenie objawowe

Praca

Dochéd z pracy

Rzutowo-remisyna v
02[v| 2013 |¥]

06 |v| 2013+

Tak @ Nie O

Tak © Nie @

Obecnie v

Obecnie v

Tak © Nie O

Tak @ Nie O




Kwestionariusze samooceny

Kwestionariusz dotyczacy Zdrowia EQ — 5D

Zdolnosé poruszania sie

m p

he problem!

Samoopicka

W ciggu ostatnich 14 dni jak bardzo stwardnienie Weale ., Bardzo
. . . . Minimalni&rednio Mocno
rozsiane ograniczylo Pani/Pana zdolnoéé do. . — _

Woiggu ostatnich 14 dni jak bardzo przeszkadzaly . Bardzo
Weale nis Minimalnirednio  Mocno
mocno

nierm

Weiagu ostatnich 14 dni jak bardzo przesckadzaly
Pani/Panu...

11, Brak

EQ-5D + VAS



woj. pomorskie

Woj. warmmiko-
mazurskie
T\f“-._‘_v_L—\

woj. zachodnio-
pomorskie
W j. podlas i
woj. kujawsko-
3 pt::mcarskleE

5
%‘L\VL\ { woj. mazowieckie \\_\
. woj. wielkopolskie
Woj.
Iubuskie:*l}_
i\_,_r\_. waij. todzkje {
Woj. dolnos’laskieH | woj. lubelskie
WoOj.
opolskie' woj.
slaskie aa
_ wWoj. podkarpackle

Osrodki zaangazowane ma*°P°'5k'e <
w Rejestr Chorych z SM r



Liczba chorych w Rejestrze

Stan nadz. 31.12.2015

> REJSM Lekarz — 3925 osdb (Swietokrzyskie, t-odzkie, Slgskie,
Podlaskie, Podkarpackie, Matopolskie,
Mazowieckie, Pomorskie)

» REJSM Pacjent - 6850 os6b (z catego kraju)

Swietokrzyskie — 1462 osoby
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Populacja: 1266 014
Powijerzchnia: 11 710,5




SM w Wojewodztwie Swietokrzyskim

Kobiety Mezczyzni Wszyscy
Liczba pacjentéw 1032 (68%) 430 (32%) 1462
Pte¢ KIM - - 2,4:1
Sredni wiek (+ SD) 37,6 £8,9 39,7+9,6 43,3+ 11,9
(od 17 do 82 lat)

Sredni czas trwania choroby 15,1+ 8,7 14,2 + 8,3 145+ 8,5

(od 0 — 52 lat).
29,6 +7,8 31,6 £10,2

30,8+9,8
Okres od pierwszych objawéw 2,7+1,8 22+14 24+1,6

do rozpoznania (od 0 do 15 lat).
61,3% / 58,7% 56,8% / 43,2%

54% / 46%
Przypadki rodzinne 3,9% 4,4%

Wiek w ktéorym wystapity
pierwsze objawy

Miasto/wies (%)

DMT (liczba leczonych w 2015) 320 (21.9%)




Age- and sex-specific prevalence of MS per 100,000 inhabitants in
the Swietokrzyskie Region as of 31 December 2015

WEETS Females Total
Age
(years) . Cls : Cls . 0
Cases Population Prevalence (95%) Cases Population Prevalence (95%) Cases Population Prevalence Cls (95%)
175,589
19.2- 54.4-
15-24 20 79,053 25.3 33.4 46 75,319 61.1 69.8 66 154,372 42.8 36.2-48.9
100,886 . 194,374
144.6- 326.8- 232.2-
35-44 141 92,664 152.2 298 87,008 342.5 439 179,672 244.3
159.4 358.6 258.6
158,734
48.6- 132.6- 92.4-
55-64 50 92,527 54.1 138 98,200 140.5 188 190,727 98.6
61,2 150.2 106.5

25 128,205 . 209,708

77.3 165.3 1

/16

62.4- 151.1- 111.2-
Total 430 616,670 69.7 1032 646,506 159.6 1462 1,263,176 115.7 2y‘/




Incidence of MS per 100,000 population in the Swietokrzyskie

Voivodeship patients between 2011 and 2015

Total

Males

Females

Years

Cases Population Incidence

1,266,014

Population Incidence

616,462

1.21-3.04

Cls (95%) Cases  Populations Incidence

Cls
(95%)

649,552

2012 49 1,278,116 3,83

1,273,995

624,269

622,370

208 142-322

1.38-3.18

4.12-
36 653847 551 47

651,625

2014 58 1,268,239 4.57

1,263,176

619,232

616,670

201 195384

2.35-4.12

5.32-

40 649,007 6.16 -

645,506

The average annual incidence based on five-year period of observation 4.20 (95% CI 3.69-

4.42) per 100,000 inhabitants
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skazniki chorobowosci stwardnienia
rozsianego w Polsce

Rok Autor Region N/100 000
1954 Cendrowski Bydgoszcz 43
1954 Cendrowski Krosno 37
1965 Wender i wsp. Wielkopolska 65
1981 Wender i wsp. Wielkopolska 45
1993 Potemkowski Szczecinskie 55
1995 Fryze Tczew 75
2001 tobinska Lublin 57
2005 Potemkowski i wsp. | Szczecinskie 59
2008 Szpernalowska Szczecineckie 91
Potemkowski A. Aktualn Neurol 2009;9:91-97
2015 RejSM Swietokrzyskie 115,7

i



Liczba chorych (ICD-10, G35)

Wojewédztwo

Dolnoslaskie

Liczba

mieszkancow

2 970 000
2 100 000

2010
3739

Liczba oséb z rozpoznaniem G35

2011
3 836

2012
3823

2013
3 843

2014
3 846

2015
3 764

Kujawsko-pomorskie

Lubelskie 2 230 000 3025 2 967 2843 2 795 2 795 2 838
Lubuskie 1 250 000 994 1 049 1 068 1127 1199 1134
Lodzkie 2 630 000 3038 3135 3293 3281 3 226 3202
Matopolskie 3 240 000 3 346 3524 3536 3552 3 608 3 634
Mazowieckie 5 080 000 6 012 6 283 6 393 6460 6 538 6 626
Opolskie 1 090 000 1153 1148 1101 1087 1 063 1051
Podkarpackie 2 130 000 2 757 2 930 3018 3034 2932 2948
Podlaskie 1220 000 1247 1255 1 305 1279 1217 1240
Pomorskie 2 200 000 2 700 2723 2763 2 810 2 892 2844
Slaskie 4 830 000 5 466 5563 5524 5 565 5548 5 359
Swietokrzyskie 1 320 000 1624 | 1598 | 1587 | 1523 1511 1529
Warminsko-mazurskie 1470000

Wielkopolskie 3 370 000 4129 4 088 4234 4264 4 302 4 350
Zachodniopomorskie 1 730 000

Razem 38860000 |44894 (4573846085 |46 118 | 46 242 | 46 062
Dane NFZ

19



Samoocena jakosci zycia
pacjentow ze stwardnieniem
rozsianym

Brola et al. Self-reported quality of life in multiple sclerosis patients: preliminary
results based on the Polish MS Registry. Patient Prefer Adherence. 2016 Apr
5;10:501-10.

20



Clinical characteristics of study patients

Variable

Male, n (%)

Female, n (%)

Age, years, mean + SD
At the last visit
At disease onset

At diagnosis
Time from first symptoms to diagnosis (years, mean + SD)
Disease duration (years, mean + SD)

Initial signs at onset, n (%)
Pyramidal
Sensory

Visual
Brainstem
Cerebellar
Spinal cord
Polysymptomatic
Disease course subtypes, n (%)

Patients with MS

(n =2385)
722 (30.3)
1663 (69.7)

37.8 (9.2)
29.2 (8.7)
30.8 (9.8)

14.5 (8.5)

752 (31.5)
217 (9.1)
365 (15.3)
157 (6.6)
104 (4.4)
92 (3.8)
698 (29.3)

Relapsing remitting
Secondary progressive
Primary progressive
Treatment during the follow-up period, n (%)
Interferon beta
Glatiramer acetate
Selective immunosupresants (natalizumab or fingolimod)

1642 (68.9)
518 (21.7)
225 (9.4)

546 (22.9)
212 (8.9)
52 (2.2)

Notes: @aSummary statistics are mean + standard deviation (SD)

21



Socio-demographic characteristics
of study group

Female

Variable

(n=1663)
Age, years, mean (SD) 36.2 (8.6) 39.4 (9.8)

Place of residence, n (%)

Country 734 (56.2) 399 (55.3)
Town 729 (43.8) 323 (44.7)
Occupational status, n (%)
Employed 551 (33.1) 245 (33.9)
Unemployed 295 (17.8) 189 (26.2)
Retired 584 (35.1) 172 (23.8)
Other 168 (10.1) 65 (9.0)
Unknown 65 (3.9) 51 (7.1)
Marital status, n (%)
Single 534 (32.1) 290 (40.2)
Married 896 (53.9) 330 (45.7)
Widowed 160 (9.6) 57 (7.9)
Divorced or separated 73 (4.4) 45 (6.2)
Number of children
0 486 (29,2) 225 (31.2)
1 960 (57.8) 402 (55.7)
2 162 (9.7) 58 (8.0)
>3 55 (3.3) 37 (5.1)

Educational level, n (%)
High 408 (24.5) 121 (16.6)
Secondary 740 (44.5) 303 (42.1)

Vocational 213 (12.8) 192 (26.6)
Elementary 302 (18.2) 106 (14.7)




alth related Quality of Life using EQ-5D Index, EQ-VAS and MSIS-29
according to socio-demographic and health related factors

: . EQ-5D MSIS-29 MSIS-29
Variables Categories EQ-VAS p
9 Index Q value  PHYS PSYCH
M+SD M+SD | M+SD M+SD
Total 0.72+0.24 64.2+22.8 62.4+18.4 23.817.2
0.7440.32 avs.b, 67.2+26.4 avs.b, 56.4+17.6 avs. b, 19.7+7.2 avs. b,
b vs. c, bvs.c, b vs. c, b vs. c,
Age (year) 0.63+0.28 avs c 55.1+21.8 avs. c 60.6+18.2 avs. G 23.817.6 avs. c
0.49+0.19 <0.001* 39.4+18.2 |<0.001* 68.5t18.6 <0.001* 29.2+8.1 <0.001*
Female 0.74+0.35 65.9+26.2 59.2+21,0 24.9+8.9
Sex 0.130 0.236 0.458 0.626
Male 0.70+0.24 63.8+19.6 63.5+21.8 24.7+8.7
. . 1-10 years 0.82+0.32 72.2+28.4 54.4+19.6 22.448.9
Disease duration < 0.001* < 0.001* < 0.001* < 0.001*
>10 years 0.64+0.24 56.4+18.6 72.2+28.5 28.4+11.2
Relapsing-
0 0.74+0.26 65.2+22.4 56.7+20.2 24.748.2
Tygsu?fsg"s remitting 0.424 0.356 0.286 0.354
Progressive forms ~ 0.71+0.22 63.1£21.6 62.1+18.9 25.1+8.4
Mild 0.0-3.5 0.78+0.34 72.4+27.8 52.4+18.6 23.817.6
< 0.001* < 0.001* < 0.001* < 0.001*
Moderate 0.58+0.18 57.1+19.6 73.6427.4 29.4+8.2
or severe 24.0
Treated 0.84+0.36 78.61£32.6 48.2+15.4 24.5+8.2
DMT <0.001* < 0.001* < 0.001* < 0.001*
Untreated 0.62+0.22 50.4+12.8 68.5+20.2 29.3+9.6
. Below college 0.7610.32 66.4124.4 54.6+18.6
Education
Above college 0.82+0.36 62.8+21.2 56.3+17.2
' Employed 0.82+0.36 67.6£24.8 58.4+12.7 26.248.1
Occupational e 0.013* 0.052 0.012* 0.03*
status Unemployed 0.68+0.24 63.4+21.2 65.4+17.2 22.4+7.2
Place of Town 0.74+0.36 66.2+24.6 52.6+16.4 24.648.1
residence Country 0.69+0.22 62.1+22.6 67.5£18.2 30.249.2
e S Single 0.73+0.23 0.533 66.4+24.6 o 54.8+17.2 . 21.2+7.4 i
Married 0.71+0.21 ' 62.1+21.5 ' 56.6+18.1 i 24.6+8.1




EQ-5D Index and EQ-VAS score
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Projekty epidemiologiczne
w ramach EureMS

european register

PRO1 STUDY slirtms emsp

: suropean multiple sch plaiform &

EPI1-s | Clinical Study Protocol

Update on data provision of participating registers

Name of MS register Country of MS register Productive data received Comment

Multiple Sklerose Register der DMSG Germany No, test data only Approx. until end of I
REISM - Polish MS register Poland Yes
SMSreg — Svenska Multipel Skleros registret Sweden Mo, test data only Approx. until mid-luly|

UK M5 Register UK Mo, test data only Mational legal and eth
be clarified

PRO | Clinical Study Protocol

EPI1-S STUDY

Update on data provision of participating registers
Name of MS register Country of MS register Productive data i F ive data
M5 register of Croatia Croatia

ReMusS — Register of Patients with Multiple Czech Republic
Sclerosis

Tampere University Hospital Register Finland By End of July C.hnical Studk P!’OtOCOl - Drﬂl t 07,{ 01 / 2014

Multiple Sklerose Register der DMSG Germany

Italian MS Database Network haly No, test data only By end of July

MS register of Liguria and Tuscany haly Yes

Nerwegion M5 Regisy and sooerk Norwey Yes Estimating Prevalence and Incidence of MS in

REISM — Polish MS register Poland Yes

M5 Register of Serbia Serbia No, test data only By End of July Europe fro ]’1 E UREMS dﬂta Collectiorl.

Catalonian M5 Register Spain Yes

SMSreg — Svenska Multipel Skleros registret Sweden No, test data only Approx. until mid-luly

UK MS Register UK No, test data only MNational legal and ethical issues still EPI'I 'd CLS‘P

to be clarified by the UK MS




Assessment of the patients’ perspective in the
European Register for Multiple Sclerosis (EUReMS):

Study protocol and first results of the PRO study

Peter Flachenecker', Karoline Buckow?, David Ellenberger? and Jan Hillert? for the EUReMS Consortium

Neurological Rehabilitation Center, Bad Wildbad, Germany, 2University Medical Center, Georg-August-Universitat Gottingen, Germany, and 3Karolinska Institute, Stockholm, Sweden

EUROMS projectand sicios

With the general aim of establishing 3 European-wid g e r2sults of this EUReMS test study show that it is
for systematic analysis and comparison of lonfj tv collect, merge and analyze PRO data m a

collecied M3 data in Europe, the European Rejt Resu Its ole number of PwMS3 on a European level, and to
Multiple Sclerosis (EUReMS) project was set up in 2 Qel and employment in selected European counfries.
international and interdisciplinary consortium. It is co-u

" - iffinal results of the ing analysis, the consortuum
fe Euspean puble heath program ans it f e s mprcus procsseas and took o he megraton
prehensive analyses of PRO data from different
Based on the assumption that a comprehensive ap ' cross Europe which ultimately will help to compare
and harmonization of MS data collection at a Euroy |Qronize the health care situation of PwMS across
are needed, a consensus statement on EURsM i
mission and strategies was approved’. Based on {jjq
defined areas of action, four test studies were defined l

Country
GER POL SWE

DMD1 Study: Comparison of access to and effectij

DMD treatment for people with M5 (PwMS) acro 67 % 66 % 72 % |viders for PRO1 Study
e d Study: Extimatiog prevaknce and e b Comany, Weidema Bros (RE.SM - Folen MS
Epélmtm Ejnneusmmmﬂﬁﬁm ' 38 % 40 % 82 % Foland), Jan Hillert (SMSreg — Svenska Muttpel
M. Pughiat) gistret, Sweden)
 ress Eutape (oot by 5. Elentarger o 32 (9) 35 (9) 31 (10) FrOWerkngsrp
Pughiatti) [ JEuckow, berger, enscker, Tim
: ith MS" quz Jisabeth Kasiingam, Maura Pughati, Jaume Sastre-
PR Sl Sesanen o penie i i 17.7(11.0) | 13.5(8.3) 10.3 (7.6) |fpmtmnfesinom Mo Fooies e St
from the patients’ i Eu ! [ots. Oto Rienhoff, Teveta Schyns-Linarska.
[mmmﬁwummﬁs e 36 % 35 % 82 % |- Stahmann, Christoph Thalheim, Luiza Wisczynska

sy [owon [ mra [ e 44.0(19.8) | 36.4(24.0) | 28.0(22.3) |

Rmewtpsbes [ 157w | vaom [ 1o 46.1(203) | 34.7(25.8) | 264 (237) s

Countriss of participating | fcier . Buckow K. Fughat M et al MuBiple stemsis mgisiies

= . 39.4(21.8) | 40.2(22.0) | 31.6(24.5) |fmsmmm ==

G S - 056 (028) | 071(022) |

= ok 53(22) | 38(24) | 25(1.9) |[FEESmaamasien

g:.:m w : : " I'I'I'Dddsu while the MZIS-22 total score and its physical and # I m‘]“ FF has recered cpeakers fee5 and honorana for advisory boams fom Almral,
psycholopical subscales were investigated by a non-parametric Infaraction beswesn courTy Baxyer, Elogen lder, Genzpme, Novaris, Memi-Seroro and Teva He Fas

ancoss T BB gteone e Acou The wer s was ciiaes . e T T R
¥ mu! logistic regression models accordingly. aen AL SWE of mterast.

Executive

N *
auropean regisier Eurcprin Rugistar For Mulliphe Sclaeosis
Arwrom.mwmam:uﬁhwuwwmm ’l Agency for * ems
Throughout fha Eumpaan ’ Health and
multiple

Unian
Froject counded By e FHP (17 July 2077 - 30° Jung 20T4)
sclaross COnsuMmers ‘stropsen iipin selernebs plstform skl




SMPT — system Monitorowania

Programow Terapeutycznych (2015)

System Mﬂnimrnwania ngrmnﬁw Terapeutycznych ™
F N 1, \ . @
1 N \ \

(Ty . . . ..
‘! 30 min. do zakonczenia sesji

Mumer programu I:l Linia leczenia IT ™

Lek w Status programu W

Data rozpoznania od I:l @ do I:l E Data kwalifkacji do programu od I:l @ do I:l E
Data rozpoczecia leczenia od I:l @ do I:l @ Data zakonczenia leczenia od od I:l @ do I:l @
Data nastepnej wizyty od I:l @ do I:l ﬂ

Szukaj wg “ |

Wyszukiwanie programow SM Dodaj Menu Wyloguij

Liczba pozygi: 12 (strona 1z 2)

—= Nr PESEL Nazwisko i imie —— SESaE
leczenia rozpoczecia wizyta
7 Il

66092811461  PIETRUSIEWICZ DOROTA 2014-09-0 2016-09-25 FINGOLIMOD EIEIEIEE]
480 1I 76092804484  SUMINSKA ANNA 2015-04-14 2016-04-08 FINGOLIMOD % EIEIEIE]
2838 I 30080810122  KLYS WIOLETTA 2014-08-05 2016-08-06 FINGOLIMOD O EIEIEEIE]
5775 I 83051508406  SZUSTER MAGDALENA 2015-07-02 2016-06-26 FINGOLIMOD B EIFEGEEE
5776 11 81021810016  WELUDARCZYK LUKASZ 2015-08-27 2016-08-21 FINGOLIMOD % EIEEIEIE]
6751 11 90092405506  KLONICA KAROLINA 2016-02-23 2017-02-17 FINGOLIMOD % EIFEIE]IE]
6761 I 82112001085  GRABOWSKA AGNIESZKA 2015-07-16 2016-07-10 FINGOLIMOD B EEEEE
6787 11 68110711403  SKIT EDYTA 2016-02-11 2017-02-05 FINGOLIMOD % EIEIEIEIE]
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Podsumowanie

Obecnie dysponujemy 3-ma zrodtami danych epidemiologicznych:

»0golnopolski Rejestr Chorych z SM (REJSM)
»System Monitorowania Programow Terapeutycznych (SMPT)

»Dane NFZ
»Liczba chorych na SM w Polsce ~ 46 000
»Chorobowos¢ ~ 110 - 120/100 000
»Wskaznik zapadalnosSci ~ 4,2/100 000 (2011-2015)
»Liczba leczonych DMD (2015) 9 472 (20,6%) — SMPT
| linla 8677
1l linia 795

Zrédto: Dane NFZ + opracowanie Wiasne/






