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Liga proti reumatizmu na Slovensku



Zakladajuca listina

Klub Motylik zaloZilo 7 ¢leniek
Ligy proti reumatizmu na
Slovensku 15. aprila 2004 v
Narodnom ustave
reumatickych choréb v
Piestanoch pri svojom
lieCebnom pobyte.

Hlavny ciel: pomoc, vymena
skusenosti a informacii o SLE,
vzajomna opora a
povzbudenie pre
postihnutych, ¢lenov rodin a
priatelov.




Posolstvo vsetkym motylikom (pasen)

A Butterfly

Life wanted it that way:

it made a butterfly out of you.

Youw are not a wingless caterpillar,

It is shmply untrue you are atoning for
something!

tf you cloth yourself tn hope,

darkness will not chase the ratnbow from the
COCOOW.

You Will grow wings anew, a new you

Flying off to a sweet nectar.

The worldl is much nicer with the butterfly,
With his gentle, bright beauty...
It is true, belleve wee .......................... ‘,

Without them this worlol would Look extinguishent!

Posolstvo vsetkym Motylikom

Zivot to tak chcel:

urobil z teba Motylika.

Nie st hisenica bez Kridiel,

nie je pravda, Ze za nieco pyRds!

AR sa zahali§ do nddee,

tma dithu z RuRly nevyleje.

Narastu ti Rridla k novym métam,

budes aj za nektdrom lietat.

Svet 1e kraisi s motylmi,

s 1ch neZnou, pestrou Rrasou ...

Je to pravda, ™%, uver mi,

bez nich by nds svet zhasol!
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Vyzva

Klub Motylik vyzval vietky
zaujemkyne a zaujemcov s
ochorenim SLE, aby sa stali jeho
clenmi (vtedy este internet nebol
samozrejmostou):

,Niekedy si nevies rady, ako mas
pokracovat v Zivote dalej, mas prilis
malo informacii o tom, ako zvladnut
svoju chorobu, ako sa jej psychicky
nepoddat, ako ju uniest aj s Tvojimi
najblizsSimi?

Neboj sa hladiet s nadejou do svojho
dalSieho zivota! ...

Pridaj sa k nam ...,

Vyzva

Patri§ medzi tych, ktorym diagnostikovali Lupus erythematosus?

Niekedy si nevie$ rady, ako ma$ pokracovat v zivote dalej, mas prili
malo informacii o tom, ako zvliadnut svoju chorobu, ako sa jej psychicky
nepoddat, ako ju uniest aj s Tvojimi najblizSimi?

Neboj sa hiadiet s nadejou do svojho dalsieho Zivota! Nie si sama, nie si
sam, kto nesie na sebe bremeno tejto choroby. Na Slovensku je nas
okolo tisicky, v Nemecku priblizne 40 tisic, v USA aZ okolo 1,5 miliona...

Pridaj sa k nam, ktori si navzajom pomahame a radime v Kiube Motylik,
ktory je sicastou Ligy proti reumatizmu na Slovensku. S doverou sa na
nas obrat, radi Ta uvitame medzi sebou a v ramci nadich mozZnosti Ti
pomdzeme!

Prvy kontakt na Kiub Motylik najde$ na sekretariate Ligy proti
reumatizmu na Slovensku, ktory je na prizemi NURCH v Piestanoch
vedra vratnice. Méze$ aj zatelefonovat na mobil 0907/270 925 alebo
napi$ na emailovd adresu: klubmotylik@atlas.sk

Ak més zaujem, ozvi sa. Nemusi§ mat Ziadne zabrany, si jedna, si jeden
spomedzi nés. Tesime sa na Teba!

Tvoje Motyliky
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Klub Motylik informoval, ze sa pripravuje prvy Svetovy den lupusu 2004
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Lupus Day2004°

World Lupus Day Set for May 10

The first-ever World Lupus Day observance will occur on Monday, May 10,
2004, to coincide with the 7t International Congress on SLE and Related
Conditions. Sandra C. Raymond, President of the Lupus Foundation of
America, and Brian Hanner, Director of Lupus UK (United Kingdom), are co-
chairs for this inaugural worldwide awareness event.

World Lupus Day will focus on the need for improved patient healthcare
service, increased research into the causes of and a cure for lupus,
enhanced physician diagnosis and treatment of lupus, and better
epidemiological data on lupus globally.

An international steering committee representing lupus organizations from
nine countries met in London on January 23 and 24 to finalize plans for
World Lupus Day activities around the globe. Each participating country
will request that their government’s health ministry endorse the World
Lupus Day Proclamation authored by the Steering Committee, and urge
their citizens to learn about lupus. The crowning event will be a press
conference in New York City on May 10. Representatives of leading global
health organizations have been invited to speak.

A World Lupus Day international logo has been created and will be
displayed on a special website created to provide information about
international efforts to promote lupus awareness. When operational, the
website will include a directory of international lupus groups and links to
their websites, information on the impact of lupus in each country, and
updates on World Lupus Day activities around the globe. World Lupus
Day is supported by a grant from the Pfizer Foundation.

Lupus is a global health problem. Individuals of African, Asian, or Hispanic
origin have higher prevalence of lupus than Caucasians. Due to the lack of
definitive epidemiological information on lupus, the exact number of people
with lupus is unknown. Based on limited existing data, researchers believe
at least five million people worldwide have lupus and more than 100,000
new cases develop every year, though it is likely that these estimates are

low.
On the LFA Website: Lupus Groups from Around the World
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Lupus Day2004~

Po prvykrat v historii si pripomenieme v pondelok 10. maja 2004 Svetovy
den lupusu, a to pri prilezitosti konania 7. Medzindrodného kongresu o
Systémovom lupus erythematosus. Hlavnymi koordinatormi tohto podujatia
na celosvetovej Urovni su Sandra C. Raymondova, prezidentka Americkej
nadacie pre lupus, a Brian Hanner, riaditel organizacie Lupus UK (Spojené
kralovstvo).

Svetovy den lupusu sa zameriava na skvalitnenie medicinskej pomoci,
intenzivnejsi vyskum pricin lupusu, rychlejsie diagnostikovanie a lepSiu
liecbu lupusu, ako i na epidemiologické Udaje s vacsou vypovednou
hodnotou o lupuse.

Medzindrodna koordinac¢nd komisia reprezentujlca organizacie pre lupus
z deviatich krajin, sa stretla 23. — 24. januara, kde vypracovala celosvetovy
plan aktivit pri prileZitosti Svetového dia lupusu. Zucastnené krajiny chcu
oslovit svojich ministrov zdravotnictva prostrednictvom proklamécie o
Svetovom dni lupusu, ktoru vypracovala koordinacna komisia, a tak ich
blizSie oboznamit s problematikou lupusu. Vrcholom podujatia bude tlacova
konferencia v New Yorku 10. mdaja 2004. Prehovoria na nej veduci
reprezentanti svetovych zdravotnickych organizacii.

K Svetovému driu lupusu bolo vytvorené Specialne logo (vid vyssie) a
webova stranka, na ktorej sa mézete dozvediet najnovsie informdcie o
pokroku vo vyskume a liecbe Lupus erythematosus. Webova stranka
www.worldlupusday.org Vas obozndmi s celosvetovymi aktivitami

z prilezitosti Svetového dna lupusu.

Lupus je globdlnym zdravotnym problémom. Vyskyt lupusu u Afri¢anov,
Aziatov alebo u obyvatelov hispanskeho povodu je ovela vyssi ako u
kaukazskych ndrodov. V sucasnosti nie s zndme definitivne
epidemiologické informdcie o lupuse. Vychadzajuc z obmedzenych
jestvujucich udajov sa odhaduje, Ze na svete Zije asi pat miliénov ludi
postihnutych lupusom a viac ako 100.000 pripadov pribuda kazdy rok.

Prebraté a upravené podla webovej stranky Lupus Foundation of America:
Lupus Groups from Around the World



Svetovy den lupusu 2004 a prva tlacova sprava o Klube Moty

Slovenské masmédia priniesli po prvy
raz informacie o SLE pri prilezitosti
prvého Svetového dna lupusu 10. maja
2004 vdaka iniciative novovzniknutého
Klubu Motylik, ktory im poskytol vsetky
potrebné podklady.

Tlacova sprava obsahovala zakladné
informacie o ochoreni SLE, €o je pren
typické, ako sa prejavuje, o
organizatoroch Svetového dna lupusu,
jeho zamerani a webovej stranke, o
praci Klubu Motylik a pod.

[9. 5. 2004 15:56:00]
http://www.sme.sk/clanok.asp?rub=online zdom&cl=1489565
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Po prvykrat si pripomenieme Svetovy den lupusu
SME ONLINE / Z DOMOVA
BRATISLAVA 9. méja (SITA)

Po prvykrat v historii si v pondelok, 10. maja pripomenieme Svetovy deti lupusu.
Lupus erythematosus je malo zndma choroba mnohych poddb a na celom svete
nou trpi priblizne pat’ milionov l'udi a viac ako stotisic ich pribuda kazdy rok.
NajcastejSie na fiu ochoreju Zeny medzi 18. a 25. rokom Zivota. Lupus je
systémovym ochorenim organizmu, ktoré postihuje kozZu, vnatorné organy a moze
sposobit’ aj prechodné zapaly kibov, §liach a viziva. Devit z desiatich
postihnutych chorobu odhali pre reumatické tazkosti. Pre chorobu je tiez typické
zaCervenanie pokozky v tvare motyl'a na nose a licach, ktoré jej prepozicalo
ndzov ,,motylovy erytém. Toto zadervenenie sa v8ak vyskytuje iba asi u polovice
pripadov. Najmi v pociato¢nom §tadiu nie je mozné chorobu u vécsiny chorych
'ahko rozpoznat’. Lupus nie je doposial’ vyliecitel'ny, ak sa vSak zisti véas a
spravne sa lieci, mdzu nim postihnuti I'udia zit’ rovnako dlho ako zdravi. Svetovy
deni lupusu sa kona pri prilezitosti 7. Medzinarodného kongresu o Systémovom
lupus erythematosus. Hlavnymi koordinatormi podujatia na celosvetovej Grovni su
Sandra C. Raymondova, prezidentka Americkej nadacie pre lupus a Brian Hanner,
riaditel’ organizacie britskej Lupus UK. Svetovy defi lupusu sa zameria na
skvalitnenie medicinskej pomoci, intenzivnej$i vyskum pri¢in lupusu, rychlejsie
diagnostikovanie a lepsiu lie¢bu lupusu, ako i na ziskanie epidemiologickych
udajov. K Svetovému diu lupusu bolo vytvorené Speciélne logo a webova strdnka
- www.worldlupusday.org, ktora pontka najnovsie informacie o pokroku vo
vyskume a lie¢be Lupus erythematosus.

Na Slovensku sa problematike ochorenia Lupus erythematosus venuje Klub
Motylik, ktory zalozili ¢lenky Ligy proti reumatizmu na Slovensku. Ciel'om
Klubu Motylik je $irit’ informacie o ochoreni a poméhat’ 'ud’om, ¢o nim trpia ako
aj ich okoliu. Viac informacii o klube mézu zdujemcovia ziskat' v Lige proti
reumatizmu na Slovensku, ktora sidli v Narodnom Ustave reumatickych chordb v
Piestanoch alebo cez e-mailovu adresu eva.c@orangemail.sk

[9. 5. 2004 15:56:00]
http://www.sme.sk/clanok.asp?rub=online zdom&cl=1489565




Prvé logo Klubu Motylik
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Nasa prva prihlaska do Klubu Motylik ©

PRIHLASKA
//@ za Clena/Clenku Klubu Motylik

pri Lige proti reumatizmu na Slovensku
MOTYLIK NURCH, Nabrezie 1. Krasku 4, 921 12 Piestany

MENO @ PrEZVISKO: ot e e e
Adresa (VIAtANE PSC): oooeiiie i e e e e et
D= L0 g g =T o o (= - A PP
Telefénny kontakt: Predvolba............ pevnalinka...................... Mobil.............coooil.
E-mailovy Kontakt:
Miesto a datum:

PodpiS:
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Zakladné informacie o Klube Motylik

Zakladneé informacie o Klube

VB - V4
Motylik boli so suhlasom
~ /7 /7
m an az m e ntu N arOd n e h O Klub Motylik (KM) zaloZili Slenky Ligy proti reumatizmu na Slovensky (LPR SR)
7 O s A 15. aprila 2004 v Pieﬁf.anrph, aby si navzajom L_lor!léhali, W'mieﬁa_li sklizenosti so
ustavu reumatickych chorob v N b L G e e A

aby v ramci mofrosti pomahali vysvetiovat, chépat a niest problémy spojenc
s lupusom aj najbli#sim, pribuzmym, priatefom a znamym.

o v 49 . 4 .o
Ple St anOCh k dlSpOZICII na Clenstvo v Klube Motylik bolo od zafiatku otvorené pre wietkych zaujemcov
spomedel #leniek 3 Sengv Ligy proti reunatizmu na Slovensku. O fenstva =sa

uchadzali aj postihnutife s inyml systdmowvymi ochoreniami, prete sa denky KM

N7 - - - = na zasadnut 10. jila 2004 v Bratislave uznlesh, ¥a Kub Motylik bude svoju

aZ e aC I e nts e I Z e innest vyvijat nielen pre postinnubych so systérmavymi, resp. koZnymi prajavmi

" Lupus erythematosus, ale aj pre Elenskid bézu LPR SR s ostatnymi systémovymi

cchorenlami spojivovych tkaniv (Systémova sklerodermia, Sidgrenav syndrom,

palymyozitida, dermatomyozitida, Sharpov syndrom - MCTD, vaskulitida a pod.).

ZAKladna informacie pre zaujemcov
o tlenstve v Klube Motylik

pti Lige proti reumatizmu na Slovensku

Klut Motylik pondka: .
+ sodilne poradenstvo (informacie o vybavovani TZP, o davkach v sociding
= prispevky na

L

Od b4 1 2004 Vl i Kl b nidzl, kontakt na Urad prace, socalnych weci a rodiny,
kompenzaciu socidlnyeh dsledkov obianoy s taZkym zdravotnym postinnutim
jula Sa Clcnmi uou i rovemere ,
» poskytovanie zdkladnych informacii o systemowych chorobéch spojivovych
M 7 1 . hl . ° . . . tkanlv a o befnych trendoch pri ich lietbe;
organlzovanie spoicienskich podujst podta zdujmu Slenlek/lenow;
otylik mohli stat’ aj pacienti o s ,
rekondidnég pobyty;
v = = = Oprimné  vzajomné  pratsfstvo a viestrannd pomoc podfa potriek a
s ostatnymi ochoreniami e
Nafou wiziow do budlcnosti spoioéne s LPR SR je wybudovanle modernej,
== V4 Ve zaujimavej a informatne bohatej inbesmetovej strdnky D reumatizme, a v ramci
S O IVOV C h tkan IV naj aj o systémowych chorobich spajivevych thaniv., Samozrejmostou by na nej
0 malo byt aj diskusné férum {chat). Spolofnymi silami budeme hladat cesty
k zabezpedeniu pofitatového vybavenia pre vietky pobodky LPR SR a neskor aj
pre jaj akbivirvah Slenoy,
Dalgie informacie ohfadom dlenstva v Klube Motylik si miiste vyFiadat na e-

mailove] adrese lubmobylik Batias 2k, na tel, Ssle 0907/270 925 alcho priamo
nia sekretaridte LPR SR v Narodnom tstave reumatickych chorth v Pie3tanoch.
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AKTIVITY Klubu Motylik 2004 - 2011

Klub Motylik bol v rokoch 2005 -2008 zastupeny jednou ¢lenkou v
predsednictve Ligy proti reumatizmu na Slovensku

prekladali sa informacie o lupuse a reumatickych ochoreniach z nemeckych
podkladov so suhlasom rakuskej Ligy proti reumatizmu ,,Rheumaliga® db

publikoval sa informacny clanok o praci Klubu Motylik v rakdskom Casopise
,,Aktiv mit Rheuma“

uuuuu
......

redakéna praca na dalSich materialoch Ligy proti reumatizmu na Slovensku

v r. 2011 participacia na priprave anonymného dotaznika pre pacientov so
SLE na Slovensku, rozoslanie dotaznikov cca 120 osobam (72 odpovedalo)

v r. 2011 uviedol Klub Motylik do zivota na internete svoju prvd samostatnu
webovu stranku www.zivotslupusom.sk
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Publikacie s pribehmi a ilustraciami pacientov

Publikacie z prispevkov pacientov s
reumatickym ochorenim Kamienky z _
mozaiky (2008) a Mosaic pieces 2 (2010)f»

Kam enky z mozaiky

Kamienky v B \‘\__
z moZajky <N
Kam enky z mo=-aiky 2
M saic Pieces 2
Kamien y o oot oot Jedna z ilustracii — vtedy 6-ro¢na Veronika
z moaiky2 .. . -~
Mgsaic o

pieces 2
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Prispevky v publikacii - ukazky

Posolstvo Message

Listuj ma

pomaly.

Nech ti nespadne
do dlane

ani jedno pismenko.

Taky tazky zZivot
kazdé napisal.

Citaj ma
pomaly.

Nech ti neulet/
sta motyl

ani jedna myslienka.

Taky krehky zivot
kazdi vydychol.

Vpijaj ma

pomaly. N
Nech ti nesklzne
7 jazyka

ani jedno slovicko.
Taky trpky Zivot
kazdé poznacil.

Srdcia tych,

¢o ma posielaju
na cestu,
nez(athorkli.

Turn my pages

slowly.

Let not a single letter
be lost or silenced

in your palm hand.
So hard of a life

did it help to inscribe.

Read me

slowly.

Let not a single
thought

fly away

like a butterfly.
So fragile of a life
did each help to
expire.

Soak me in

slowly.

Let not a single word
fall from your
tongue.

Such harsh of a life
did to each such a
bitter mark.

Look, the hearts

of those who

sent me on my way
have not been
embittered.

Mosaic Pieces 2 89

Variations on Lupus
Veronika Ticha

I hadn’t seen Ria for the whole summer and winter. We finally agreed that
she would come to see me.

It was a nice summer Saturday. At our own pace, we set off for a walk
with no specific destination. First of all, we wanted to have a chat, to share all
the experiences we went through during the year we hadn’t met. Exchanging
e-mails despite all its advantages can never fully substitute personal contact.

We came back home in the evening hours. | started to feel unusually
fatigued. This caught me unawares, since | used to have quite a good condition.
The fatigue kept growing, soon followed by pain and joint swelling. | gathered
all my strength to wash myself and I went to bed. The long walk drained Ria as
well. She went to bed to the guest room.

However, | couldn’t fall asleep. | felt as if invisible gnomes were sawing,
cutting and frying my joints in the fire, even dancing on them. [ wanted to take
some pain-killers, but | realised that the pain stops me not only from getting up,
but even from turning over on the bed. What's more, | felt terribly thirsty. But
even the smallest attempt to change position pricked tears into my eyes. So
| kept lying and motionless waiting for the “gnomes to stop running wild".

After midnight, however, my bladder came into play and there was no more
escape from the pain...

I took a pill and refreshed myself with cold water. There | heard a silent
but clear call: “Vieri, Vieri!” | realised that it couldn’t be anybody else, but Ria.
| entered the guest room. Then | saw a pained expression on her face, eyes
gleaming with fever and her stiff body on the bed. “Oh my god, what happened
to you?” | asked terrified. About my own troubles | rather kept silent. “I don’t
know, but | can hardly make a move from the pain,” she replied in a weary
voice. | took her temperature. Almost 39 °C. | knew it was bad. According to
the underlying diagnosis of the disease, the temperature had to be lowered at
any costs, otherwise, it could have seriously complicated her condition.

The only quick solution seemed to be the cold compress. | dragged myself
to the bathroom and started soaking the towels in cold water. | saw stars when
squeezing them, but there was nothing | could do. | placed them on her wrists,
the ankles and her forehead and kept changing them over and over again.
However, in the end, we came to conclusion that such case of acute flare up of
inflammation of her joints calls for immediate medical help.

| called out on an emergency. There came a young, likeable physician with
a riant face. As he told me later, he had had a difficult night-shift behind him,
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