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NALEZY A STRATY
S reumou

Vsetko ¢o robime je iba kvapka v mori, ale keby sme to nerobili,
ta kvapka by tam chybala.“ - Matka Tereza

Predstavujeme vam novt pévodnu zbierku pribehov, ktoré napisali pacienti s reumatickymi
ochoreniami o tom, co im reuma vzala, ale i o tom, ¢o im reuma dala. Zbierka md aj preto
priliehavy ndzov ,,Ndlezy a straty s reumou*. Je silny svojim posolstvom.
Ndzov pre nezainteresovaného citatela moZe vyzniet aZ provokacne, ked avizujeme nieco
pozitivne, ¢im by mohlo ochorenie pacienta obohatif. Mozno aj vy odhalite tajomstvo
zmeny a prijatia toho najtaZsieho vdelu, ked ¢lovek navidy strati zdravie.
Pévodné a autentické pribehy pacientov su o chronickych zdpalovych ochoreniach.
Medzi najzndmejsie patri asi reumatoidnd artritida( RA), ale i jej detskd forma juvenilnd
idiopatickd artritida (JIA). K menej zndmym diagndzam patri psoriatickd artritida
(PsA) a Bechterevova choroba, resp. jej presny ndzov je ankylozujiica spondylitida. Zo
zriedkavejSich reumatickych ochoreni vdm predstavime Systémovy lupus, Sjogrenov
syndrom (Sjs), Sharpov syndrom, a tieZ dojimavy, ale hlavne povzbudzujtici pribeh pacientky
s raritnym autoimunitnym reumatickym ochorenim nazyvanym CINCA syndrém, ktorych
je na svete zatial popisanych iba nieco okolo 100 pripadov.
Zbierku sme pripravili ako odozvu na celosvetovii informacni kampari ,,Budiicnost
je v nasich rukdch®, ktort pod tymto heslom vyhldsil EULAR pri prileZitosti Svetového
dria reumatizmu 2016. Cielom celosvetovej kampane je povzbudif ludi s reumatickym
ochorenim a aj tych, ktori im priamo pomdhaji, aby vyuZili kazdii moZnost na zlepsenie
a skuvalitnenie Zivota. Voci tejto vyzve nie je lahostajnd ani Liga proti reumatizmu na
Slovensku.
KniZkou chceme prispiet k lepsej informovanosti o reumatickych chorobdch, ich désledkoch
na kvalitu Zivota pacientov a podporit prevenciu i edukdciu pacientov, ale nepriamo aj
prispiet k vcasnej diagnostike a liecbe.
Ak sa ndm ,,Ndlezmi a stratami s reumou “ podari povzbudit ludi s reumatickym ochorenim
a aj tych, ktori pacientom priamo pomdhaju, nds zdmer i misia boli splnené.
Pribehy, ktoré sa chystdte precitat pisali obycajni ludia, moZno niektorych pozndte osobne.
Vsetky tieto pribehy maju spolocné to, Ze su pisané absoliitne tiprimne, su to slovd teciice
priamo zo srdca. Vo vetdch citit hlbku preZivaného utrpenia a bolesti, ale hlavne hibokii
vieru a vdacnost. Vsetci tito ludia si po hodindch sebaspytovania uvedomili, Ze nieco
chorobou aj ziskali, pochopili ju a vyrovnali sa s fiou. MoZno aj preto vidia a citia viac
krdsy, ldsky a spolupatri¢nosti.
A aby sa vyrovnali vdhy spravodlivosti medzi zlou chorobou a dobrom, vznikla novd
rovnovdha, pretoZe prdve takito ludia sa stdvajti lepsimi v tom najhlbsom a najlepsom slova
zmysle. A to je Ndlez, ktory naozaj stoji za vsetko.

-jana DC -



LOST AND FOUND
with RMDs

“We ourselves feel that what we are doing is just a drop in the ocean.
But the ocean would be less because of that missing drop.” - Mother Teresa

Introduction

Let us present a new original collection of stories written by patients with rheumatic and
musculoskeletal diseases (RMDs) on what they lost but also what they found with RMDs. This
collection with its fitting name “Lost and Found with RMDs” carries a very powerful message.
For an uninitiated reader the title may sound too provocative, as if we wanted to announce
something positive that could enrich the patient’s condition. Perhaps you too will discover
the secret of change and acceptance of the most difficult thing in life, a person losing his/
her health forever.
The original and authentic patients’ stories talk about their lives with chronic inflammmatory
diseases. Examples include rheumatoid arthritis (RA) as well as its child form of juvenile
idiopathic arthritis (JIA). The less known diagnoses include psoriatic arthritis (PsA) and
Bechterew’s disease (the exact name is ankylosing spondylitis). Of rarer theumatic diseases
we introduce Systemic Lupus, Sjogren’s syndrome (SJS), Sharp’s syndrome and also poignant
but encouraging story of a patient with a rare autoimmune rheumatic disease, the CINCA
syndrome. There are only about 100 cases worldwide known with this particular disease.
We have prepared this collection in response to the global World Arthritis Day 2016
campaign “The future in your hands” announced by EULAR. The aim of the global
campaign is to encourage people with RMDs and even those who help them to use
every opportunity to enhance and improve the quality of life. Slovak League against
Rheumatism also supports this campaign.
We would like to contribute to higher awareness of RMDs, their impact on patients’ quality
of life and promote prevention and education of patients and also indirectly contribute to
early diagnosis and treatment with this book.
If we were able to encourage patients with RMDs and those who assist the patients directly
with “Lost and Found with RMDs”, then our intention and mission would be met.
The stories that you are about to read are written by ordinary people, maybe you know
some of them personally. All these stories have something in common - they are written
with complete honesty, with words flowing directly from the heart. You can feel the depth of
suffering and pain, but also profound faith and gratitude in each sentence. All these people,
after hours of soul-searching, realised they were also given something by the disease. They
understood it and learnt to cope with it. Perhaps that is the reason they see and feel more
beauty, love and belonging.
And to offset the scales of justice between evil disease and good, new balance was created,
because it is these people who become better in the deepest and the best sense of the word.
That is the Finding that is really worth it.

-jana DC -



Vecna optimistka

Jana Dobsovicovd Cerndkovd

Ochorela som velmi mlada. Reuma — juvenilna idiopaticka artritida mi zasiahla celé telo a vSetko sa mi takmer
zo diia na den zmenilo. Z mladej zdravej sle¢ny sa zrazu stala bolava osébka, kdpka nestastia s napadnou
chodzou a bolavymi zdeformovanymi kibmi na rukach. Pisal sa rok 1985. V spolo&nosti bola celkom in klima,
iny bol aj pohlad na zdravotne postihnutych fudi. Moje spoluZiacky si zaginali budovat' pracovnu kariéru,
chystali svadby, stavali sa mamami a ja som po dvoch ortopedickych operaciach zostala doma na invalidnom
ddchodku.

Mdj okruh priatefov sa vyrazne z0Zil. Nerada som chodila do mesta. V kazdom obchode, na drade, i v kaviarni
som mala niekoho zndmeho, kamosku Gi spoluziacku. VSetci sa pytali, ako sa mam a kde pracujem. V tom ¢ase
boli eSte vSetci zamestnani. Byt' bez prace — nezamestnany alebo invalid, bola viastne velka hanba — spoloéenska
degraddcia. Vtedy som si pre kratku zdvorilostn(i konverzaciu pripravila namiesto suchého konstatovania: ,som na
invalidnom ddchodku® vtipna formulku: ,...som na volnej nohe®.

Dobre a slobodne som sa citila v PieStanoch. Sem som chodila na lieenie do Narodného dstavu reumatickych
chordb minimalne 1 aZ 2-krat do roka. Spoznala som tu vela novych ludi a mali sme nie¢o spolo¢né. Reumu.
Akosi prirodzene sa okolo mia zagali zdruZovat' mladi fudia, partie priatelov — tieZ pacientov. Vznikali kamaratstva
a priatel'stva — tzv. na cely Zivot. Nikto to zvlaSt' neplanoval, neorganizoval, iSlo to akosi spontanne. Vzajomné
kontakty sme udrziavali aj po skonéeni lieGebného pobytu. Nie zriedka sme sa stretavali opakovane na dalSich
lieGebnych pobytoch. Dokonca sme sa navStevovali doma, alebo ak bol niekto v nemocnici. Boli sme si oporou
i velkym povzbudenim. Dnes sa to az tazko uveri, Ze v tom Case sme eSte nemali ani telefény, uz vobec nie
mobily alebo internet. NaSe kontakty boli hlavne prostrednictvom listov pisanych rukou. Z dne$ného pohladu
technologicky pravek.

Spolu s kamaratkou Ingrid sme boli iniciatorkami zaloZenia Sekcie mladych reumatikov pri Lige proti reumatizmu
SR. To ndm mnohym z tejto generacie reumatikov zmenilo Zivot.

Bolo zase pre ¢o Zit' a napredovat. Mali sme svoj pevny bod, okruh a spdsob realizacie. Pomaly a postupne,
s niekorkymi par kamosmi reumatikmi, sme neskor poloZili velmi dobré zaklady pre Klub Kibik, ktory uz 18 rokov
pomaha mladSej generacii reumatikov vyrovnat' sa s tymto tazkym a celozivotnym ochorenim.

Kolegovia ¢asto hovoria, 7e ,Kibik* je pre Ligu akymsi hnacim motorom. AngaZovanie sa v Lige, poméahanie
druhym nés vela naucilo, objavili sme v sebe nové schopnosti a zruénosti, vo vieobecnosti sa da konstatovat, Ze
sme s Ligou ,povyrastli“.

Moja reuma bola od zagiatku velmi agresivna a nigila mi rad radom vsetky kiby. Absolvovala som vsetku vtedy
dostupnd terapiu a hlavne ortopedické operacie (TEP) — vymeny kibov. No ani tu mi nebolo nadelené dostatoéné
Stastie. Po nevydarenej operacii sa mi telesné postihnutie eSte skomplikovalo. Tri roky som bola na voziku
a nasledky tychto komplikacii si nesiem doteraz — uz navzdy. Jedného diia som sa zatala a povedala som si, ze
uz nechcem byt' pacient v pyZzame.

Vroku 2001, v den, ked' padli ,dvojicky“ v New Yorku, som sa z vozika postavila. Trvalo to eSte nejaké obdobie, ale
podarilo sa. Neskér som dokonca opét' zacala Studovat’. Viybrala som si socidlnu pracu na vysokej Skole a zaroven
som zacala po rokoch opéat’ pracovat. V mnohom mi pri praci pomahaji nové technolégie, pretoze mdzem pracovat’
aj z domu a vtedy, kedy sa na to citim.



Eterndl OptlmZSt (Jana Dobsovicovd Cerndkovd)

| got sick when | was very young. RMD - juvenile idiopathic arthritis overtook my body and everything changed
within moments. Young healthy lady became a person full of pain, misfortunate with noticeable walk and painful,
deformed joints on the hands. It was in 1985. The society was completely different back then, people looked
differently at handicapped people. My classmates were starting their careers, they were getting married, they were
starting families and | stayed home after two orthopaedic surgeries.

The number of my friends decreased. | didn't like going out. | had a lot of acquaintances in each shop, office or
café. Everyone was asking how | was and where | worked. It was at that time when everyone was employed. Being
unemployed or handicapped was actually pity — social degradation. | prepared an answer for small talks — instead
of saying that | was taking disability pension, | answered that | was a freelancer.

| felt great and free in PieStany. | was coming here for treatments at least twice a year. | got to know quite a few
new people and we had something in common. Arthritis. Somehow naturally | attracted young people, bunch of
friends — also patients. New lifelong friendships were formed. We didn't plan it, it somehow happened. We stayed
in contact, we were meeting at the National Institute or in our homes or visited each other in hospital (if that was
the case). We supported and encouraged each other. Nowadays it is hard to believe that we didn’t even have
telephones or mobiles or the Internet. We stayed in contact by writing letters. In retrospect, it was technological
prehistory.

My friend Ingrid and | initiated the establishment of the Section of young rheumatics within the Slovak League
against Rheumatism. That changed the lives of a number of rheumatics from that generation.

We found the reason to live again and move forward. We had a fixed point, circle and a way of implementation.
We established the foundation for what was later known as Klub Kibik that has been helping young rheumatics to
cope with this difficult and lifelong disease for 18 years.

My colleagues often say that Klub Kibik is like a driving force for SLAR. Being involved with the League, helping
others, has taught us much, we discovered new skills and abilities, we can say that we “grew” with the League.
My arthritis has been quite aggressive since the beginning and it has destroyed my joints. | underwent all the
available therapy back then, especially orthopaedic surgeries (TEP) — changing my joints. | wasn't very lucky here
either. After an unsuccessful surgery, my physical disability got more complicated. | was tied to a wheel chair for
three years and bear the consequences of these complications ever since — forever. However, one day | decided
that | didn’t want to be a patient in pajamas.

In 2001, the day when the “Twins” in New York went down, | stood up from the wheel chair. It did take some
time but | did it. | even started studying later. | chose social work at a university and | started working again. New
technologies help me a lot because | can also work from home or when | feel up to it.

| guess I'm an eternal optimist. | always see a glass half full rather than half empty. | try to spread good mood and
encouragement around me. One gets back what one sends out the most. | became independent and | got married.
My hushand is a true other half of my own. He helps me in each area, both at work and in private life. We complete
each other. My husband, my mother, my brother, my nephew Zdenko and other members of my family or even



Som asi veéna optimistka. Pohar s vodou vidim ako poloplny, nie poloprazdny. Snazim sa rozdavat' okolo seba
dobri naladu a povzbudenie. Cloveku sa najviac vracia to, €0 sam vysiela. Osamostatnila som sa a vydala.
Manzel mi je skutoénou druhou poloviékou méjho ja. Pomaha mi v kazdom smere, €i uZ v sikromi alebo v praci.
Velmi dobre sa doplifiame. Plnit’ si svoje sny mi pomahaji moji najblizi: manzel, mama, brat a synovec Zdenko,
dokonca aj €lenovia SirSej rodiny, ale aj najlepsia priatefka Ela, €i ti ,novi kamosi“, ktorych som ziskala vdaka
reume. Je ich tolko, Ze sa nedaju ani vymenovat, aby som na niekoho dolezitého nezabudla. VV dobrych fudoch st
najvécsie poklady. Toto poznanie ratam medzi najvzacnejSie, o mi reuma dala. VV tomto mi vZdy bol a je vzorom
velky filantrop, milovnik opery a dobrej hudby, pan Cav. Carlo Vender z Parmy v Taliansku. Jemu vd'a¢im za vela.
Mnoho som sa od neho nauéila. Napriklad, Ze ked' mi je najhorSie a uz ani sama neviem ako dalej, vtedy mam
pomact’ niekomu, kto je na tom este horSie a sistredit' sa na jeho zachranu. Az neskor si uvedomim, Ze aj mne je
uz zase trochu lepsie, aspofi na dusi ak nie fyzicky.

Chori fudia maja tendenciu k sebalttosti, v horSom pripade k obvifiovaniu druhych, Ze oni mdZu zato, Ze im nie je
dobre. Kolegom reumatikom vzdy vtepujem, Ze s reumou by nemal byt' nikto sdm. Reuma mnohych determinuije aj
spologensky. Izolujeme sa, vytvorime si pomyselnd nepriestrelnd Skrupinku. Okolie pacienta zvyGajne prvoplanovo
neodstréi, len nevie, ako s nim ma komunikovat'. Iniciativu musime teda prebrat’' my, pacienti a prihovorit' sa ako
prvi. Niekedy stagi oény kontakt, neuhnut' pohfadom. Potom ten kto ma prist, pride bliz3ie a spyta sa: ,Ako sa
mas?“ Tym sa lady a bariéry prelomia skor ako vzniknd. Zatial, o my sme sa postupne s ochorenim naugili Zit,
pre nasich blizkych, ¢i SirSie okolie je to jedna velka neznama. Nechcu sa vnucovat, dotierat’.

IsteZe, s barlami a vozikmi putame pozornost' aj neznamych, hlavne deti, ale i dospelych. Nespocetnekrat
som podula od starich: ,Co budd krivych palit?* Nemdzeme to viak brat’ osobne. Je to ich spdsob zaujmu
a spoluucasti. Stagi sa len usmiat' a prehodit' slovko dve. Ni¢ zIé nam tym nikto nepraje. Ludia maju oéi nato, aby
sa pozerali. Je lepSie, ked' si nas fudia v3imajd, ako keby sme im boli Giplne fahostajni.

Reuma mi vzala predovSetkym slobodu pohybu. NemdZem sa nikam len tak vybrat’ sama. Nevyjdem po schodoch,
dokazem sa ako-tak pohybovat'iba v bezbariérovom prostredi. S mojim nohami sa zmestim len do vaéSieho auta,
¢o je snad jediny mozny dopravny prostriedok. Vo vlaku & autobuse som uz nesedela roky, len velmi zriedka sa
odvazim cestovat' lietadlom.

No paradoxne, reuma mi viac dala ako vzala. Dala mi zmysel Zivota, naplnenie. V tom o ini vidia trest ¢i prekliatie,
ja ¢itam znamenie na spomalenie Zivotného tempa, €i potrebu viac si vSimat’ signaly vlastného tela, ale aj signaly
presvedcend, ze som si vdaka reume dopriala viac vynimocénych situdcii, udalosti, vyletov, stretnuti, koncertov
a rdznych kultdrnych podujati, a to len preto, lebo uZ viem, Ze Zivot S$ance nepontka donekoneéna a tie nevyuzité
prilezitosti sa uz nemusia nikdy vratit'

Reuma ma naucila, Ze su dva druhy problémov. RieSitelné a nerieSitelné. Tymi, ktoré sa napriek vSetkej snahe
nedaju riesit, tymi sa dlho nezaoberam. Ked'to nejde jednym smerom, vratim sa, a skisim to inym. USetrim si tym
vela starosti a slz. Nemdzem si obut’ ponozky ako zdravy élovek? Pomdze mi niekto blizky, alebo sa potrapim so
Specialnym obuvakom — navliekatom ponoziek. Trva to sice polhodinu, ale kto uz o tom vie?

Ako najvacsiu krivdu a stratu, ¢o mi reuma vzala je to, ze nemam vlastné deti. UZ pri prvej odbornej konzultacii,
po uréeni diagndzy JIA, mi lekar povedal, aby som sa neopovazila otehotniet. Vraj sa vSetko zhorsi, po pérode
zostanem lezat' a kto ma bude opatrovat... ?! Rizika tehotenstva a porodu mi vymenoval velmi farbisto a dérazne.
Na dlhé roky som tomu verila. Riadne ma vystrasil. Dnes sa nastastie pohlad odbornikov zmenil a tehotenstvo
s reumatoidnou artritidou je za urgitych podmienok mozné. Zenam sa v tomto vychadza v Gstrety. Pre miia tato
zmena postoja priSla uz neskoro. Svoj ,dlh k nenaplnenému materstvu“ som si vykompenzovala tym, ze sa
maximalne venujem detom v Klube Kibik, aby to ony mali v Zivote jednoduchsie.

Moje straty a nalezy s reumou su zatial asi v rozkolisanej remize. Som rada za kazdu skusenost, za kazdy - aj drobny
Uspech. Je Stastim kazdy den sa prebudit, ale nie len to, ale aj kazdy defi naplnit’ nie¢im peknym a uZitoénym pre seba
a svoje okolie.



my best friend Ela or the “new friends” that I've met thanks to arthritis help me fulfil my dreams. | can’t even name
them all. There are so many that | won't mention anyone further in order not to forget anybody. | found the greatest
treasures in good people. | believe this is the most valuable that arthritis has given me. Mr Cav. Carlo Vender,
Parma, Italy, a philanthropist, an opera lover and a good music lover has been my role model. I'm really thankful to
him. I learnt a lot from him. For example, every time | am down and don't see the way forward, someone appears
out of the blue, someone who feels even worse than | do and | fully concentrate on making him/her better, on
saving him/her. It is only later that | realise that I, myself, feel better, at least mentally if not physically.

Sick people have tendency to self-pity, in the worst case to blame others for their misfortune. | always tell my
fellow rheumatics that they shouldn't stay alone with an RMD. RMD is something that determines us also socially.
We isolate ourselves, we create a symbolic bullet-proof shell that we hide under. The society doesn't initially push
away the patient, it just simply does not know how to communicate with him/her. Therefore we, patients, have
to take the initiative and start the conversation. Sometimes simple eye contact is sufficient. Then those who are
supposed to come will come and ask: How are you? This is how the ice is broken before it is even created. While
we learnt to live with the disease, it is one big unknown for our family and friends. They don’t mean to intrude.

Of course, we are visible with the crutches and the wheel chairs — to children as well as adults. | heard a thousand
times: “Are they going to burn the crooked?” We can't take it personally. It is their way of interest and participation.
It is enough to smile and say a word or two. Nobody wishes us anything bad. People have eyes in order to see
with them. It is better when we are noticed rather than being ignored.

Arthritis has taken the ability to move from me. | can't just set on a journey by myself. | can't climb the stairs, | can
barely walk in a barrier-free environment. | only fit in a bigger car with my legs. | haven't travelled on a bus or a train
in years. | rarely set on a journey by plane.

However, | have found a lot more in arthritis than | lost. It gave meaning to my life, it fulfilled me. What some see as
a punishment or damnation, | see as a signal to slow down and listen to the signals of my body but also to signals
from my surroundings, from other people. People | have met thanks to arthritis and the League are the biggest
enrichment. | am convinced that thanks to arthritis | was able to give myself many extraordinary situations, events,
trips, meetings, concerts and different cultural events and all that because | finally know that life doesn’t offer you
chances indefinitely and those missed opportunities don’t have to necessarily repeat.

Arthritis taught me that there are two types of problems — solvable and unsolvable. Those problems that cannot
be solved even through great effort are not worth much of my time. If it doesn’t go one way, I'll try another. It saves
me a lot of sorrows and tears. | can’t put on my socks as a healthy person? Someone close to me will help me or
I'll try to do it myself using a shoehorn. It will take longer but who will know about that?

As the biggest injustice of arthritis | see that | don’t have children. During the first consultation, upon diagnosis
of JIA, the doctor warned me not to get pregnant. Supposedly it would make matters worse and | would lose
the ability to walk after giving birth and who would take care of me...? | honestly believed that. He really
scared me. Fortunately the perception of pregnancy in women with arthritis has changed and it is actually
possible. However this change in perception came late for me. This “debt to unfulfilled motherhood” for me was
compensated in children at Klub Kibik so that life could be easier on them. There is probably a tie between what
I've lost and what I've found with RMDs personally. | am glad for every experience, for every - however little
success. | am fortunate to wake up every day, but not only that, but also full every day with something nice and
useful for me and my surroundings.



LUpUS— ¢o mi dal a ¢o mi vzal

Petra Baldzovd

V roku 2009, ked' som mala 24 rokov, som si ,dospely Zivot konecne zacala uzivat. Mala som pracu, mala som
priatefa, mala som kamaratov, bola som nezavisla od rodiGov, privyrabala som si, chodila som cviéit. Jednoducho,
uzivala som si ako sa mi chcelo. Zaroveri som spavala asi tak 6 hodin denne (aj menej), bola som v jednom
kolotogi povinnosti a cez vikendy zas v kolotoCi nekoneénych vedierkov a vyletov. V tom ¢ase som takyto Zivotny
§tyl povazovala za idealny.

Ked'sa objavili prvé bolesti kibov, alebo zimou oziabnuté biele prsty na rukach a nohach (ktoré som si pri lyZovani
ani negitila), nerobila som si z toho ni¢. V§ak som len unavena z cviéenia. VSak v Tatrach je predsa len vaésia zima
ako v Bratislave. Co vam budem hovorit, bola som ako ,odtrhnuté z ret'aze*.

AZ kym sa jedného diia moje telo nerozhodlo vypovedat' svoju sluzbu dpine. KedZze ,drobné* priznaky som
ignorovala, muselo prist’ nieo velké. V marci roku 2009 som zrazu dostala vysoké teploty, bolesti kibov ma
pripatali na 16zko, srdce mi i§lo vyskogit' z hrude. Ani po troch sériach antibiotik sa moj stav nezlepS$oval, prave
naopak, teploty sa mi neustale vracali. Poslali ma prvykrat do nemocnice — zapal osrdcovnika. Po 10 diioch som
prisla domov, bolo mi lepsie, ale asi po tyZdni sa teploty opat' vratili. Poslali ma opat’ do nemocnice - to bude
nejaky ,divny virus“. Dali mi dalSie dve série antibiotik a po cca 2 tyzdiioch sa teploty opat’ vratili. To uz sa moji
rodiGia rozhodli, Ze sa na takéto ska3anie toho, Go zaberie a ¢o nezaberie, nebudl dalej pozerat' a vzali ma do
vatsej nemocnice. Tam sa konecne po cca dalsich 2 tyZdfioch priSlo na to, Ze je to Systémovy lupus. Nemusim
vam vraviet, ako mi spadol kameri zo srdca, Ze to nebola rakovina - v podstate jediné vaZne ochorenie, ktoré som
po mene poznala. Ved az do tejto ,nemocniénej sagy“ som chora takmer vébec nebola!

Potom ma nastavili na lieébu v NURCH Piestany, aviak nepripravili ma na to, o ma s tymto Sibalskym vikom
¢aka. Povedali mi len, aby som sa vyhybala sInku, nepremahala sa, nepracovala v bani, pravidelne cviéila. Nuz,
dobré nie? Vébec to nie je strasné ochorenie. Tolko zvladnem.

To som v$ak netusila, ¢o autoimunitné a systémové ochorenie znamena. Toto poznanie prislo aZ o dost’ neskér.
Ked' zdravy €lovek odrazu ochorie, tak nepripisuje hned' vSetky symptomy svojmu ochoreniu. Mnohé symptomy
ani nerozoznava. NaucGit' sa zit' s autoimunitnym ochorenim je asi to najtazsie v Zivote Cloveka, ak sa takéto
ochorenie prejavi. Naugit' sa po¢avat’ svoje telo, naucit' sa pravidelne uzivat' lieky, nauéit' sa Zit's ,hendikepom®.
Ako mnohi, aj ja som sa zo zaciatku za ochorenie hanbila, nevysvetfovala som fudom pre¢o nemdzem niekam
ist, vlastne spociatku som sa skryvala pred svetom. Ale postupne sa to uéim (uz je to 7 rokov a eSte stale
nie sme s lupusom velki kamarati). Uéim sa neprepadat’ zakazdym depresii, ked mam uz po tretikrat v roku
zapal osrdcovnika, ¢i v priebehu troch mesiacov druhykrat zlomené rebro, ¢i neustale problémy s travenim kvoli
vysokym davkam liekov. Je to narocné. Je to dovod na depresiu. Samozrejme, Ze som sa tisickrat chcela vzdat.
ALE musim sa vam priznat, viac ako mi lupus vzal, mi dal. Vazne! Hekticky Zivot nepotrebuje nikto z nas, nikto
Z nas sa nemusi neuvazene nahlit' za zbytoénostami ¢i malitkostami sveta, nikto z nas nepotrebuje byt' vSade
a za kazdych okolnosti. Mozno je tazké to akceptovat, no ak tak raz urobite, pochopite, Ze vlastne vediete
ovela plnohodnotnejsi Zivot ako ,zdravi* fudia. Miia lupus naugil naédvat' svojmu telu, (postupne som sa naucila
poslichat' svoje telo). Ked sa zapodivate, va$e telo vam presne povie, ¢o mate robit. Ono vie najlepsie, kedy si
mate oddychnut’, kedy si nemate dat’ kavu, kedy je skutoéne hladné.

Lupus mi dal moZnost spoznat' fantastickych fudi (mnohi z nich su teraz moji najlepsi priatelia), dal mi pracu, po
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LLlthS — what I found and what I lost (Petra Baldzovd)

In 2009, when | was 24 years old, | finally started enjoying the “adult life”. | had a job, | had a boyfriend, | had
friends, | was independent from my parents, | had a side job, | was doing a lot of exercise. Simply, | enjoyed every
moment. On the other hand, | was sleeping only about 6 (or less) hours, | was in a whirl of duties during the week
and a whirl of parties and trips over the weekend. At that time, | was having the time of my life.

When | first experienced joint pain or white fingers and toes due to cold weather (that | couldn’t even feel when
skiing in winter), | didn’t make much of it. I'm just tired from all the exercise. The weather in the Tatras is much
cooler than in Bratislava. What can | say, | was mad.

Until one day my body decided to terminate its services. Since | was ignoring all the “small” signals, something
big was bound to happen. In March 2009, | suddenly got high fevers, joint pain put me to bed and my heart was
beating like crazy. | didn’t get better even after three doses of antibiotics. The fever was still coming back. They
sent me to hospital for the first time — pericarditis. After 10 days | was able to return home in order for the fever to
return after 7 days again. | was sent to hospital for the second time — some sort of virus. | got other two doses of
antibiotics and after about two weeks, fevers returned. My parents had about enough for the doctors to be trying
what would work and what wouldn't. They had me transferred to a different, much bigger hospital. After other two
weeks | was sent home with a diagnosis — systemic lupus erythematosus. | don't have to tell you how relieved
| was. It wasn't cancer — the only serious disease that | knew by name at that time.

| was sent to a specialised centre that treats lupus patients in PieStany, they set me up with medication but they
didn’t prepare me for the road ahead. They only told me to stay clear of sun, not to strain myself, not to work in
a mine and regularly exercise. It was alright, wasn't it? It wasn’t such a big deal. | could manage.

| had no idea what autoimmune or systemic disease mean. This knowledge came much later. When a healthy
individual suddenly becomes sick, he or she doesn’t automatically link the symptoms to the disease. Many of
the symptoms even go unrecognised. Learning to live with an autoimmune disease is probably the hardest part.
Learning to listen to the signs of one’s body, learning to take pills regularly, learning to live with a “handicap”.

Like many others, | was also ashamed of the disease, | didn’t want to explain why | was unable to go somewhere,
actually | was hiding at first. But | have been learning to accept it step by step (it has been 7 years and my lupus
and | still aren't best of friends). | learn not to fall into depression every time something goes wrong whether it is
pericarditis for the third time of the year or a broken rib twice within three months or never ending problems with
digestion due to high doses of medication. It is difficult. It is a reason to be depressed. Of course | wanted to give
up a thousand times. BUT | have to tell you that lupus has given me much more than it has taken. I'm serious!
Nobody needs a hectic life, nobody needs to rush to worthless things, nobody needs to be everywhere every time.
It might be difficult to accept it but when you do, you'll actually realise that you lead much more fulfilling life than
“healthy” people. Lupus has taught me to listen to the signs of my body (step by step | even learnt to obey the
signs). When you listen carefully, you'll hear what your body is saying. It knows when it is tired, when it needs rest,
when you should skip coffee, when it is really hungry.

Lupus has also given me the opportunity to meet fantastic people (many of them are now my best friends), it gave

n



ktorej som dlho tuzila. Sama mdzem prispievat’ ku skvalitiovaniu Zivota pacientov a k ich vzdelavaniu — osvete.
Prave vdaka lupusu som spoznala dnes uz méojho manzela, vd'aka lupusu mi zaleZi na zlepSovani svojho okolia
- €i uZ po ekologickej, zdravotnej alebo duchovnej stranke. Vd'aka lupusu som sa konecne nauéila samostatne
chodit’

Ak si v tejto chvili myslite, Ze to nejde, zapoGivaite sa do svojho vnitra, spomalte a urobte to, €o si vaSe telo Ziada.
Uvidite, Ze ked' sa spolu naugite vychadzat', aj vas Zivot bude pokojnejsi.

VD e e
Cvitebna zostava J€ Urcené kazdéemu,

kto chce posunut svoj Zivot
s reumatoidnou artritidou dale;.
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me a job that | wanted to do for a long time. I, myself, can contribute to making the lives of other patients better
and to educate them and spread awareness. Thanks to lupus | met my hushand, thanks to lupus | care about
making my surroundings better — either from the ecological, health or spiritual side. Thanks to lupus | was finally
able to walk alone.

Even though you might think that it is impossible at this point, slow down, listen to your inner self and do what your
body is asking. You'll see that you'll learn to get along and your life will be more peaceful.

NOVINARSKA
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Reuma ma naucila byt
vdacnou a vdzit si veci

Elena Tryznovd

Na svete je mnoho chordb. Reuma je len jednou z nich. Jednou z koryta piného tolkych moZnosti, ktoré nas mézu
podas Zivota zastihnt. To je moje prvé zamyslenie pri otazkach ,Co mi reuma vzala a ¢o mi dala?*. Pri stanoveni
diagndzy som mala pocit, e mi berie vSetko. Moj dovtedy krasny a bezstarostny Zivot. Zivot plny tanca, pohybu,
turistiky a hlavne bezbolestnych dni.

Od malinka sme s rodiémi chodili na dovolenky do hdr. Ocko bol vojak a tak sa dovolenkové poukazy stali
sucastou kazdych naSich prazdnin. Od Tatier az k samotnému Dunaju sme chodievali na dovolenky. Nechybalo
ani zahranicie a tym bola Ceska republika. V Tatrach sme veger planovali turistické trasy na nasledujiici den. Pri
Dunaji sme sa lodou plavili do Budapesti a kedZze sme nestihli posledni kompu z Ostrihomu, tak nas v strede
Dunaja prehadzovali z lode na kompu. Na vSetky vylety som sa teSila a ani by ma nenapadlo, Ze nep6jdem,
pretoZe by som nevladala. Ked' sme nevladali, tak sme si oddychli a §li d'ale].

Potom prisiel august roku 2001. Dovolenka na Smrekovici. Krasna (vtedy vojenskd) chata situovana vo vyske 1428
m.n.m. V polovici pobytu som dostala silné bolesti v panvovej ¢asti. ZvySok dovolenky som len prelezala, pretoze som
ledva vladala prejst po schodoch. Po navrate nasledovali vySetrenia, az stanovenie diagnézy - reuma.

V prvych rokoch to bola uz samotna diagndza — Bechterevova choroba , ktora ma nicila. Pocit hanby a strata
sebavedomia boli prvé priznaky mojej choroby. Hanbila som sa, Ze mam chorobu starych fudi. Vtedy sa nenasiel
nikto, kto by mi vysvetlil, Ze reuma nie je chorobou len starych fudi.

Sla som na vysoku $kolu a na internat. Po roku na internate som sa v slabej chvitke zdéverila spolubyvajiicej, aki
mam diagndzu. Priznala som aj to, Ze musim jest'lieky, aby ma nohy menej boleli. Pochopila to. Viac si ma zacala
vSimat'a ked' na mne videla, Ze som unavenda ona sama iniciovala odchod domov z roznych internatnych zabav.

Ako roky pribudali, tak aj moje nazory sa menili a dospievali. Len reuma ostavala. Hoci som mavala bolesti,
nezastavilo ma to v tom, ako Zit' naplno. Reuma mi sice vzala pohyb bez bolesti, ale nie osobnost. Rozhodla som
sa napriek bolestiam cestovat' a spoznavat’ svet. Po skonéeni Skoly a nastupe do zamestnania si fudia vSimali,
Ze obcas krivam. Padali zvedavé otazky ,Pre¢o?”. Zvykla som si na rovinu povedat' - mam reumu. Tento zdanlivo
maly posun v mysleni mi velmi pomahal sa s fiou vyrovnat.

Pred dvomi rokmi sme sa prestahovali spolu s priatelom do Humenného. Zagali sme chodit’do miestneho kostola,
kde sme spoznali iZasného kiaza. On vieru nielen hlasa, ale fiou skutocne Zije. Rok ma sprevadzal a pripravoval
na krst, pre ktory som sa rozhodla. Bolo to nie¢o, ¢o som robila pre seba. Davalo mi to silu do kazdého nového
diia. Cez vikend sme boli s manzelom v kine na skvely film. Zazraky z neba. Poplakala som si pri fiom a myslela
som na seba.

Bechterevova choroba, ktorej presny nazov je ankylozujtica spondylitida, nie je chorobou, s ktorou sa neda Zit, len
ju musite akceptovat' a Zit' tak, ako sa len da.

Reuma mi dala pokoru, ktori zdravi fudia ¢asto nemajd. Vdaénost' za kazdy skvely def. Velmi dobre si
uvedomujem def, kedy ma ni¢ neboli a d'akujem Bohu obzvlast' za takéto dni.

Reuma ma naugila byt vd'agnou a vazit'si véetko, o mi Zivot dava. Vabec nie je samozrejmé byt zdravy. Clovek,
ktory ma silu a vieru, dokaze velmi vela veci. Nezalezi na tom, ¢i ma reumu alebo inti chorobu, ktort Zivot moze
priniest’ kazdému.
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Na interndte so Stankou Smrekovica Turistika v tatrdch

Arthritis has taught me to be grateful
and to appreciate things (Eiena Tryznovd)

There are many diseases in the world. Arthritis is only one of them. One from so many other options that can
affect us. This is the first thought that comes to my mind when | asked what | have lost and what | have found with
arthritis. When | was diagnosed, | felt like everything was taken from me. My beautiful and careless life. My life full
of dance, movement, hiking and most of all painless days.

We have spent many holidays in the mountains with my parents. My father was a soldier and holiday passes
became part of our adventures. From the Tatras to Danube, we went for holidays. We didn’t even miss foreign
countries, especially the Czech Republic. We planned our routes the night before in the Tatras. We sailed on the
Danube to Budapest and when we missed the last ferry, they made us jump from the ship to the ferry in the middle
of the Danube. | was looking forward to all the trips. | didn’t even think about not going due to pain. When we were
tired, we rested for a bit and then continued.

It was August 2001. We went on holidays to Smrekovica. Beautiful (military) cottage located in 1 428 m above sea
level. Suddenly, in the middle of it, the area around my pelvis started hurting. | stayed in bed for the remainder of
the holiday because | could barely walk up the stairs. When we returned, | started visiting doctors and eventually
| was diagnosed with arthritis.

In the first years, it was solely the disease - ankylosing spondylitis — that was making my life miserable. The feeling
of shame and loss of self -confidence were the first symptoms of my disease. | was ashamed of having a disease
of old people. There was nobody to tell me otherwise.

| went to university and was living on the campus. After a year, in a weak moment, | told my roommate what my diag-
nosis was. | confessed that | needed to take medication in order for my legs to hurt less. She understood. She started
noticing me more and when she noticed that | looked tired, she was the one who wanted to leave the parties earlier.
As the years passed, my opinions changed but arthritis remained. Even though | was in pain, it didn’t prevent
me from living my life to the fullest. Arthritis took away the ability to move without pain but it didn’t take away my
personality. | chose to travel and explore the world despite the pain. After finishing university and starting a job,
people started noticing that | was limping sometimes. They wanted to know why. | told them straight away — | have
arthritis. This seemingly small step in my thinking helped me a lot in coping.

My boyfriend and | moved to Humenné two years ago. We started visiting this church and we met this amazing
priest. He not only preaches faith but he really lives it. He was guiding me throughout the year when | was pre-
paring for christening. It was something that | did for myself. It gave me strength to start each new day. We saw
a great movie with my husband over the weekend. Miracles from heaven. | cried and | was thinking about me.
Ankylosing spondylitis is not a disease that cannot be lived with. You just have to accept it and live as much as you can.
Arthritis has given me humility that healthy people often miss. It made me grateful for each day. | notice every day
that I'm not in pain and | thank God for such days. Arthritis has taught me to be thankful and appreciate everything
that life gives me. Being healthy doesn’'t come automatically. A person who has faith and is strong can achieve
many things regardless of having arthritis or other disease that can come to life.
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Ako som objavila
skutocny Zivot

Janka CiZovd

Odvtedy, ako som sa prvykrat stretla s diagndzou Sjogrenov syndrém, ubehlo uz zopar rokov. Neboli to roky
jednoduché, ale ked' sa na ne s odstupom ¢asu pozeram, vidim v nich vela dobrych veci, ktoré by som, nebyt’
,Sjogrena“, mozno nikdy neobjavila.

Iste, Sjogren mi v Zivote pripravil a stale pripravuje aj tazké chvile. Moje telo uz nedokaze zvladnut'to, na ¢o som
bola predtym zvyknutd. V mnohych veciach sa musim obmedzovat' a nie je prave najlahSie vyrovnat' sa s tym.
Musela som napriklad obmedzit’ bicyklovanie alebo hru na klavir, musela som sa dokonca vzdat' prace, ktord ma
vzdy bavila. Sjogren ma dondtil Gplne prerobit’ a okresat' méj denny reZim a kvéli traviacim problémom aj celé
stravovanie. Ciastoéne ma obral o slobodu a spologensky Zivot, pretoze musim neustale davat' pozor na tnavu,
neprepinat’ sily, davat' pozor na stravu, mysliet' na to, Ze som zavisla od istych liekov, ktoré treba vSade nosit’
s0 sebou a nezabudndt' ich uzit. Prila som trebars o dihoroéné vztahy, pretoze niektori fudia neuniesli takuto
radikalnu zmenu v mojom Zivote. A dalo by sa eSte vela pisat' o tom, ¢o vSetko mi Sjogren vzal, ale dolezitejSie je,
Ze vd'aka tymto stratdm som sa naucila ovela viac si vazit' vSetko to, o mi priniesol.

Spominam si na (plné zatiatky, ked' som kvéli ziému zdravotnému stavu a zdihavej diagnostike musela byt na
péenke jeden cely rok. Zo zaciatku je Clovek rad, Ze si troSku vydychne, Ze sa nemusi premahat’ a nasilu chodit’
do prace, ked' ledva stoji na nohach. Ale ako pribudaju dni, tyZdne a mesiace, tak zaéne byt pobyt medzi Styrmi
stenami dost otravny a depresivny.

Aby som sa nezblaznila z neustalych myslienok na doktorov, vySetrenia, vysledky, prognézy, musela som si najst’
nejaku ¢innost, ktora by ma naozaj pohltila a odputala od tvrdej reality Zivota. Vtedy som prvykrat zobrala do rik
fotak (v tom Gase ete len pozi¢any) a iSla som sa prejst. Po niekofkych prechadzkach som Zzistila, Ze je to celkom
fajn relax a Gnik od reality. Ked' ¢lovek pomalicky kraca prirodou, pozera pod nohy a okolo seba, sleduje kazdy
kvietok, vtacika alebo nadherné oblaky na oblohe, ked' hfada ten spravny zaber, tak sa mu do hlavy nezmestia
Ziadne starosti &i trapenie. A presne toto som potrebovala, mat' chvile len pre seba, do ktorych sa mi nepripletd
myslienky na lekarov ani chorobu. Lenze, fotenie prirody je zavislé od pocasia, a ked prisli pochmirne, dazdivé
dni, zase som nemala kam unikndt. Vtedy som si spomenula na radu jedného midreho ¢loveka (bol to moj
psycholdg, ktory mi pomahal vyrovnat’ sa s ochorenim), aby som svoje zazitky, myslienky, strachy alebo radosti
skusila vloZit' do slov. A tak som zacala s pisanim. Obom tymto konickom sa venujem dodnes a bavia ma stale
viac a viac. Fotenie je pre mfa vybornym relaxom, ked' si potrebujem vyg€istit' hlavu a pisanie je taka moja mala
terapia, pri ktorej dostanem zo seba v3etko, o ma trapi alebo tesi. Keby nebolo Sjogrena, zrejme by som na tieto
dve veci ani nenatrafila. Nenapadlo by mi vyskisat'ich a bola by to naozaj Skoda.

Vdaka Sjogrenovi som tieZ mohla spoznat' novych udi, najst' nové a ovela kvalitnejSie vztahy. Naucila som sa
bojovat' tak naozaj, zabrat' zo vSetkych sil a nevzdavat' sa pri prvom, ani druhom a ani dvadsiatom netspechu.
Naucila som sa neutekat, ale Gelit’ problémom, ¢&i skor vyzvam. Od istého ¢asu tomu hovorim radSej ,vyzva“,
pretoZe to znie ovela pozitivnejSie ako ,problém*.

Sjogren ma naucil discipline, ukazal mi, ze ak chcem naozaj dosiahnut’ nejaky ciel (hoci aj malicky, ale mozno
o to hodnotnejsi), tak sa oplati dodrziavat' tvrdé pravidla. Priviedol ma tiez k nebyvalej tvorivosti. Pri v§etkych
obmedzeniach a komplikaciach, ktoré toto ochorenie prinasa, musim neraz poriadne potrapit' svoje mozgové
zavity, aby som nasla spdsob, ako vyhoviet' Sjogrenovi a pri tom si dopriat' radost' zo zivota.
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How I discovered real life (unka cizou

My first encounter with Sjogren’s syndrome was years ago. These years weren't easy but looking back | also
see a lot of good that might not have happened wouldn't it be for Sjogren’s.

Surely, Sjogren’s has prepared some difficult times in my life. My body cannot sustain what it used to. | have
to limit myself and it's not easy to cope with that. | had to limit cycling or playing the piano. | even had to
give up work that | enjoyed so much. Sjogren’s forced me to change my daily routines and due to digestive
problems even completely change my diet. Sjogren’s partially robbed me of freedom and social life because
| always have to look out for fatigue, not to strain myself, be mindful of my diet, think about medication that
| always have to have on me and take regularly. | even lost some relationships due to Sjogren’s because
they just couldn't bear such change. | could write much more about what Sjogren’s has taken but it is more
important that thanks to these losses, | learnt to appreciate much more what it has given me.

| remember when | had to be on sick leave for one year when | was diagnosed. One is actually quite
appreciative at the beginning that he/she doesn’t need to go to work when he/she is so tired. But as time
passes being in between four walls becomes a nuisance.

In order to stay sane and take my mind off doctors, tests, results, prognosis, | had to find something that
would absorb me and unleash me from the hard reality of life. It was then when | took a camera into my
hands for the first time (a friend lent it to me) and | went for a walk. After several of these walks, | realised
how relaxing it was. When a person walks slowly in nature, looks where he/she is stepping and around him/
herself, sees each flower, bird or clouds on the sky, when he/she looks for the right shot, then he/she has
no room for worries or sorrows. And that's exactly what | needed. | needed moments only for myself when
| wouldn't think about doctors or the disease. But taking pictures of nature is dependent on weather. When it
was rainy and foggy, | had nowhere to escape, again. Then | remembered an advice of one wise man (it was
actually my psychologist who was helping me cope with the disease). He advised me to put my experiences,
ideas, worries or pleasures into words. | enjoy both of these hobbies until now. Photography is a way of
relaxing my mind and writing is a form of therapy when | unburden myself from worries or pleasures. If it
wasn't for Sjogren’s, | probably wouldn’t have found any of these. | even wouldn’t have thought about trying
them out and it would have been such a pity.

Thanks to Sjogren’s | got to meet new people, found new and stronger relationships. | learnt to really fight,
with full force, and not to give up regardless of the number of failures. | learnt not to run but to face the
problems or rather challenges. | got accustomed to saying “challenges” rather than “problems”. It sounds
much more positively.

Sjogren’s also taught me discipline. It showed me that if | really wanted something, | could achieve it. It is worth
following hard rules. It also led me to unprecedented creativity. Due to all the restrictions and complications that
Sjogren’s comes with, it is quite challenging to find ways of enjoying my life in line with Sjégren’s.

What | value the most is probably the opportunity to reorganise my priorities and the attitude to life.
| discovered new things and new values that | didn't see before and didn’t even know they existed. | found
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Ale zo vSetkého najviac si cenim to, Ze som vdaka Sjogrenovi dostala moznost' Gpine prekopat’ a preorganizovat’
svoje priority a celkovo svoj postoj k zivotu. Objavila som veci a hodnoty, ktoré som predtym nevidela a dokonca
ani netusila, Ze existuju. Zistila som, na ¢om v Zivote skutoéne zalezi. A vlastne, myslim si, Ze je to dar - dostat’
prilezitost zastavit' sa a zacat' odznova. Nie kazdy tak( §ancu v Zivote ma.

Viac o Zivote EXOTA so Sjégrenovym syndrémom sa doéitate v sérif éldnkov tu:
www.mojareuma.sk/category/zivot-exota/
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out what really is important in life. Actually | think it is a blessing — being given the opportunity to stop and
start over. Not everybody gets this chance.

More articles from “EXQOT's life” can be found here:
www.mojareuma.sk/category/zivot-exota/
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Reuma zlomi
aj chlapa

Michal Finka J l
d Tl .|“ i

Ochorel som ako osemnastroény na reumatoidnd artritidu. Zazil som s reumou pomerne vela. Prakticky je to uz
vacsia cast' z mojho zivota, ¢o som chory. Toto celoZivotné ochorenie mi vela vzalo. Napriklad moznost' pracovat’
v mojom pdvodnom odbore. Mam rad fyzickd pracu a prave tu ma reuma maximalne brzdi. Reuma ma odstrihla
od prace — strojarenstva, o ma velmi bavilo. Tym, Ze som musel skon¢it' v zavode, kde som pracoval. Ako 29
roény som sa pre neskrotn(i reumu dostal do invalidného dochodku. Mal som urcité obdobie pocit prazdnoty
a zbytocnosti. To pochopi len ten, kto si podobné stavy preZil sam. Tento pocit sa slovami asi ani neda opisat. Je
to nie¢o podobné, ako sa neda verne opisat’ bolest. Myslim konkrétne reumatickd bolest' a s iou siivisiacu Ginavu.
Nikomu by som to neprial, veru, ani najvaésiemu nepriatelovi.

Moje detstvo bolo pekné, ale ni¢im zvlastne. Ako na dedine v sedemdesiatych rokoch. Boli sme partia rovesnikov.
Mali sme vel'a pohybu na erstvom vzduchu, $port, hlavne futbal a v zime hokej. Studoval som na Materialovo-
technologickej fakulte v Trnave. Stidium ma bavilo. Asi som si dobre vybral odbor. Myslel som, Ze sa strojarstvu
budem maoct venovat' aj profesiondlne. V tomto smere som mal plany aj vefké ambicie.

V rodine mam velkl oporu, bez nej by sa to skratka nedalo vydrzat. A d'akujem im, Ze maji so mnou trpezlivost’
a toleruji moje vybuchy kreativity. VZdy som mal vela priatelov — kamaratov. No teraz si to uvedomujem este
intenzivnejsie. Clovek potrebuje spriaznené duse okolo seba. Uvedomi si to asi hlavne vtedy, ked pride choroba,
alebo vazne problémy.

Mne asi najviac pomaha mdj sused. Vzdy je tam, kde treba priloZit' ruku k dielu. Ak moje fyzické sily uz nestadia,
on mi ochotne pomdze — poradi. Ked' sa my dvaja do nie¢oho pustime, tak postupne sa k nam pridaju aj ostatni.
Sam by som bol len osamely beZec, no so susedom sme uz tim, ktori motivuje a zapali pre vec aj dalSich.
Zalozili sme s kamaratmi obgianske zdruzenie — PROJECT Zdafia. V na$ej dedine pravidelne organizujeme
kosenie zahrad, dihé roky sme organizovali STREET PARTY - pouliéné stretnutie kreativnych obéanov. Chceme
zveladit verejny priestor OBECNY DVOR, kde pripravujeme kazdy rok grilovatky a mnohé iné aktivity, tie si
premietame filmy pod holym nebom.

Reuma mi ale predsa len vela dala. Spoznal som [udi s podobnym ochorenim a trapenim. Vzdy sme si boli oporou
a navzajom sme sa povzbudzovali. TieZ som vdaka reume nasiel vlastné uplatnenie a miesto na sebarealizaciu.
Od roku 2012 som grafikom Ligy proti reumatizmu na Slovensku. V dobrovolnickej pomoci pre Ligu sa mi spojilo
prijemné s uzitoénym. Vela som sa aj naudil. Som grafik samouk. Bolo to o to naro¢nejsie, ale pri pohlade spat’
uz mozem skonstatovat, Ze o to krajSie a pre mdj rozvoj a sebauvedomenie prinosnejSie. Velmi som povdacny
Lige za tato prilezitost’ a verim, Ze spoloéne eSte vSelio vymyslime. Pripravil som pre Ligu dizajn manualu,
redizajn loga LPRe SR a dal3ie desiatky grafickych navrhov, roznych plagatov, banerov a posterov, titulnych stran
kniziek a bulletinu. Vzdy som pri kazdom kroku dbal na to, aby mala Liga proti reumatizmu SR ¢itatelnu a jasne
zadefinovanu znacku a nezamenitelny vonkajsi vizual.

Zvlast' sa vzdy teSim na novy roénik Novinarskej sutaze KROK, ktorl aj tento rok organizuje uz po 8.-krat
LPRe - Klub Kibik. Rok od roku ma tento projekt vy&siu Grovefi — nebojim sa konstatovat, e kvalitu bliZiacu sa
vysoko profesionalnej Grovni. Robime to sami, vSetko dobrovolnicky — svojpomocne. Tesi nas vzrastajuci zaujem
médii o tdto jedineénd sutaz. Pre mia osobne su kazdy rok prave tieto grafické navrhy certifikatov KROK pre
ocenenych novinarov najvacsie vyzvy. Tiez si nesmierne vazim, ze som dostal prilezitost’ navrhnit' a zrealizovat'
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Arthritis will even break a man oichai Finka)

| got arthritis when | was 18 years old. I've experienced quite a lot with arthritis. It is actually most of my life that
I've been sick. This lifelong disease has taken quite a lot. For example the ability to work in my field of study. I like
physical work and in this area arthritis limits me a lot. Arthritis took away machinery — something what | really liked.
When | was 29 years old, | had to leave the factory where | was working due to severe arthritis. There was a time
when | felt empty and useless. Only those who experienced something similar will get what I'm writing about.
Words can't describe this feeling. It is similar to the inability to authentically describe pain. | mean rheumatic pain
and fatigue connected with it. | wouldn’t wish anybody to experience it, not even my foes.

My childhood was lovely but not extraordinary. Like in a village in the 70s. We were a group of friends. We were
always outside, we played sports a lot, especially foothall and hockey in winter. | studied at the Faculty of Materials
Science and Technology in Trnava. | really enjoyed studying. | guess | chose the right field of study. I thought that
I would dedicate my life to machinery. | was very ambitious in this particular area.

My family is very supportive. | wouldn't be able to cope if it wasn't for them. And | thank them for patience and
tolerating my extravagant periods of creativity. I've always had many friends. But it is now that | realise that one
needs true friends around. | guess we realise this mainly when a chronic disease or serious problems appear.
My neighbour is probably helping me the most. He is always there when needed. When my physical strength is no
longer enough, he always helps — advises. When the two of us start something, others follow. | would be a lonely
runner, but my neighbour and |, we are a team that motivates others, too.

We established a non-governmental organisation - PROJECT Zdaria. We organise regular grass cutting of
gardens in our village. For years we organised STREET PARTY — gathering of creative citizens of the village
on the street. We would like to improve the communal rural space OBECNY DVOR where there are BBQs and
other activities organised and we watch movies there.

Arthritis has actually given me quite a lot. | got to know people with the same fate. We have always encouraged
each other. | have also found a way to use my creativity thanks to arthritis. | have been graphic designer for the
SLAR since 2012. The voluntary work for the League combines business with pleasure. I've also learnt a lot. | am
a self-taught graphic designer. It was quite challenging but looking back | can state that the more beautiful and
the more rewarding for my growth and self-awareness. | am really grateful to the League for this opportunity and
| believe that many more mutual ideas will come. | have prepared the League’s Design Manual, re-designed the
logo and other graphic designs, posters, banners, title pages of books and bulletins. | have always had in mind
League’s readable and clearly defined brand and unmistakable visual display.

| particularly look forward to each new Journalist award KROK that will be held for the 8th time this year. Each
year the quality rises and I'm not afraid to state that it is almost professional. However we all do it voluntarily. We
enjoy the rising interest among the media. For me personally, designing the certificates for journalists comes as
the biggest challenge. | also value the opportunity to design the plague for awarded volunteers and important
institutions when the League celebrated its 25th anniversary.

| also create graphic designs for other NGOs, friends or family. Only recently | created a design for T-shirts for high
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vynimo¢nu plaketu pre ocenenych dobrovolnikov a vyznamné institdcie pri prilezitosti 25. vyroGia zalozenia Ligy
proti reumatizmu na Slovensku.

Pomaham a robim grafické navrhy aj pre iné OZ, kamaratov €i rodinu. Napriklad nedavno som vytvoril navrh
tricka pre gymnazistov, ktori organizovali konferenciu Mladi s ambiciami. Je to podujatie pre stredoSkolakov piné
informdcii z réznych oblasti Zivota.

Zivot ma naugil vydrzat, nevzdavat' to, bojovat' s reumou a byt napomocny pri jej kroteni. Pacient je hlavny $éf
v time, ktory s reumou zapasi. Mal by byt rovnocennym partnerom lekérovi.

Nemam Ziadne velké plany ani otakavania. TeSim sa z kazdého dnia, ked' mi reuma dovoli byt' uZitoénym. No
predsa len jeden plan mam! Chcem si sam vyrobit' riadne drevené kosisko, aby som sa mohol aj kosbou zapojit’
do nasej oblibenej dedinskej akcie — kosenie zahrad.

Mam rad [udi a nikdy mi nie je a nebude ahostajné to, o sa deje okolo mna.
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school students who organised a conference. Young with ambition. It is an event for high school students providing
information from different areas of life.

Life taught me to endure, never give up, fight with arthritis and be helpful when taming it. Patient is the boss in the
team who fights arthritis. He/She should be a partner to the doctor.

| don't have any big plans or expectations. | enjoy each day when arthritis lets me be useful. Actually | do have
one plan! I would like to make my very own wooden scythe in order to actively participate in our village's favourite
event — cutting grass in gardens.

| like people and I will never be oblivious to what is happening around me.
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Ked reuma
neznesitelne boli

Kldra DoboSovd

Na zaéiatku méjho pribehu len tolko, Ze som do januara roku 2016 vobec nepoznala vyraz reumatoidna artritida
s vysokou klinickou ¢innostou. Bola som zdrava, vitdlna, pracujica mama prvacika.

V janudri ma zacalo boliet' pravé koleno a uz v polovici januara mi ho aj operovali s odévodnenim, ze mam poskodeny
meniskus. Po operacii mi oznamili, Ze to nebol meniskus, ale poSkodena chrupavka a mesiac nemdzem pristupovat’
na operovan( nohu. Tato operacia bol zagiatok mojich tazkosti. Postupne ma zacali boliet' ramend, potom prsty a aj
zdrava noha. VSetky tie bolesti som pripisovala tomu, Ze chodim s barlami a mam asi presilené ruky aj nohu. To isté
mi povedal aj chirurg na pravidelnej kontrole po operacii. Ked' ma koncom februara zagalo ¢im dalej tym viac boliet'
aj operované koleno, ¢lenky a prsty na nohach.....vtedy mi obvodna lekarka navrhla, Ze mam ist' na reumatologicku
ambulanciu na vySetrenie, nakolko mi zistili vysoky reumatoidny faktor z rozboru krvi.

Vtedy som zavolala na jedin(i reumatologickl ambulanciu v Rimavskej Sobote, kde mi sestricka oznamila termin
vySetrenia 0 3 mesiace. Zbytotne som jej vysvetlovala, Ze mam bolesti, som obmedzovana v pohybe a pritom
chodim aj do roboty. Tak som zacala obtelefonovavat’ kazdi reumatologickii ambulanciu, ktord som nasla na
internete (v Luéenci, vo Zvolene, v Banskej Bystrici, v Poprade,...). Niekedy ma razantne odmietli prijat'a v niektorych
ambulanciach mi chceli dat'termin o 4 aZ 5 mesiacov. V KoSiciach v jednej ambulancii ma sestritka milo a ochotne
cheela napisat' na december. Tak ako sa mi postupne zosiliovala bolest' kibov, tak som aj ja zvySovala davky liekov
proti bolesti. Musela som s bolestami chodit’ do roboty, aj sa starat’ o rodinu a domacnost.

Samozrejme, neustale som sa snazila niekde dostat' sa na vySetrenie. Uplne bezvysledne. Pogas mojich
telefonatov som si neraz vypocula aj nazor sestriGiek a lekarov, Ze €o si ja myslim, Ze chcem ist' na vy3etrenie
hned, ked' ini ¢akaji mesiace. LenZe ako ubiehal ¢as, mala som stale silnejsie a silnejSie bolesti. Najprv mi
,nadobro“ odisli ramena. Nevedela som v noci spat’, presedela som zopar noci na sedacke v obyvacke so slzami
v ociach. UZ ma musel mdj manzZel dokonca aj obliekat.

Potom odisli prsty na rukach. Neudrzala som ani prazdny pohar v jednej ruke. Natriet' roZok na desiatu synéekovi
znamenal 10 mindtovy boj s nozom. Lavou rukou som zvierala prsty pravej ruky na rukovati noza, aby som ho
vobec udrzala. V robote som nedokazala pisat perom. Vypadlo mi z ruky. Jemnu motoriku som Uplne stratila.

A este stale ma Ziadny reumatoldg nechcel prijat’ skor, ako o tie uz spominané 4 mesiace. Vtedy som na internete
nasla NURCH v Piestanoch. Zavolala som aj tam, kde mi povedali, 7e do NURCH sa neméze objednat’ pacient
sam, ale ze najsamprv musi lekar poslat' ziadost. To som este vedela ako tak chodit' po schodoch. Moja obvodna
lekarka ordinuje na 1. poschodi bez vytahu. PozZiadala som svoju obvodnd lekarku, aby mi vyplnila Ziadost' do
NURCH. Videla v akom som stave. Urobila to hned. Manzel Ziadost' poslal okamzite postou.

Mesiace marec a april teda presli v snahe objednat’ sa k reumatoldgovi, v snahe doslova vyliezt' na pracovisko
a vydrzat' v bolestiach aspori par dni v tyZdni. Nebola som vypisana na PN-ku. Nebolo toho, kto by ma vypisal,
tak som Cerpala dovolenku, kazdy tyZden cca 2 dni. Vtedy som sa aspon ako-tak viadala postarat' o domacnost’.
Reuma vSak ukazala svoju ozajstna silu.

Koncom aprila som v priebehu par dni zostala dplne odkazana na manZela. Sama som sa uZ pre bolesti
nedokazala ani postavit' na nohy. Neskér uz ani posadit’ sa. V noci ma musel manzel ota¢at' na druhd stranu, ked
som uzZ nevydrzala lezat'v jednej polohe.

Vtedy som si uvedomila, Ze nie je mozné silou véle prekonat’ kazdd bolest. Boli chvile, ked ma napinalo od
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autorka: Janka Cizovd

When pain is unbearable (iira povosoud)

At the beginning of my story | only want to say this - | had no idea what it meant to have rheumatoid arthritis with
high clinical activity until January 2016. | was healthy, vital and a working mother of a first grader.

In January | started experiencing pain in my right knee and | underwent a surgery in the middle of January
thinking | had meniscus. After the surgery | was informed that it wasn't meniscus but a damaged cartilage and
I shouldn't step on the leg for about a month. That surgery was the beginning of my troubles. My shoulders
started hurting, then fingers and the other leg. | thought that the pain was due to my walking on the crutches
and | had probably overstretched my arms and the other leg. The same thought my surgeon, too. When
the operated leg started hurting at the end of February, it was suggested to me by my GP that | should see
a rheumatologist due to high rheumatoid factor.

Then | called the only rheumatology clinic in Rimavska Sobota and | got an appointment in three months’ time.
It was useless to explain to the nurse that | was in a lot of pain, | could barely walk and | was still employed.
So | started calling other clinics around Slovakia (Lucenec, Zvolen, Banska Bystrica, Poprad,...). | was either
refused or | was given an appointment within 4 or 5 months. A nurse in KoSice was happily going to give me an
appointment in December. As my joint pain was growing, | was also increasing the dosage of painkillers | was
taking. | had to endure going to work in pain, take care of my family and household.

In the meantime | was still trying to get an appointment somewhere. Without success. During my telephone
calls | was told that | was selfish asking for an immediate appointment when others need to wait months. But
the time was running and my pain was getting bigger and bigger. At first | “lost” my shoulders. | couldn’t sleep
at night. There were nights when | cried in my living room. My husband had to dress me.

Then I lost my fingers. | couldn’t even hold an empty glass in my hands. Spreading the butter on my son’s bread
was a 10-minute fight with the knife. My left hand was helping my right hand to hold the knife. At work | couldn’t
even write with pen. It was falling out of my hand. | completely lost fine motor skills.

And | was still unable to get an appointment earlier than 4 months. Then | came across the National Institute
of Rheumatic Diseases in Piestany. When | called there | was told that a patient cannot get an appointment
there himself/herself. A physician needs to send a request on behalf of the patient. It was then when | could still
at least walk up and down the stairs. | went to see my GP whose office is on the first floor without an elevator.
When she saw the state | was in, she inmediately filled out the request. My hushand then posted it. March and
April went by with me trying to get an appointment with a rheumatologist and somehow being able to work and
endure the pain at least a few days a week. | couldn’t go on sick leave. Nobody would give it to me, so | was
taking holiday — two days per week. | was then at least able to take care of the household. Arthritis however
showed its full strength.

At the end of April when, within a few days, | became completely reliant on my husband. | couldn’t even get
out of bed or, later, even sit up. He needed to turn me to the other side at nights when | could no longer stay
in the same position.

It was then when | realised that it was not possible to endure each type of pain with strong will. There were
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bolesti, ako ma manzel dvihal z postele. A paradoxne, eSte stale Ziadny lekar — reumatolég ma nechcel prijat' na
vySetrenie. Hitala som tabletky proti bolesti kazd( hodinu. Kombinovala som ich, aby mi vobec nie¢o na chvilu
zabralo. Bola som (plne zdfala. Psychicky ma to odrovnalo. Bala som sa, Ze sa mi zosype cely Zivot.

Ako posledny, zifaly krok som poZiadala o pomoc Ligu proti reumatizmu SR. Popisala som vSetko, cely priebeh
mdjho utrpenia, nezaujem lekarov, moje obrovské sklamanie zo skisenosti v zdravotnictve. Vtedy prisla pomoc
v pravii a snad'aj poslednu chvilu a od Gplne cudzej osoby, ktora jedina pochopila moju situaciu a brala ju vazne.
Predsednicka Ligy p. DobSovicova sa mi ozvala a svojimi pismenkami mi dala nadej, Ze mozno sa dostanem na
vy$etrenie do NURCH.

Mdj stav bol uz netinosny. ManZel ma doslova na rukach odniesol k obvodnej lekérke, ktora ked' ma uvidela,
hned' zavolala spominanej reumatologicke v Rimavskej Sobote. PoZiadala ju, aby ma zobrala prednostne
vzhladom na mdj stav. Dostala som termin o tyZden po tomto telefonate. Ked' ma uvidela reumatologicka, hned
dala injekeiu, vypisala lieky a o tyzdef mi kazala prist' na kontrolu.

Samozrejme, s poznamkou, Ze pre¢o som nepri$la skorej. Mala som velmi vysoky zapal v krvi, preto som
mala aZ neludské bolesti. Po niekolkych injekciach sa mi stav za¢al zlepSovat. Postupne som sa zas vedela
samostatne postavit' na nohy, a aspoil okolo seba nie¢o porobit'. Ale celd domécnost aj synéek ostali aj nadalej
na starost' manzelovi. Nebola som este schopna pomahat. Citila som sa nepotrebna a menejcennd. Nikdy
predtym som nezazila ni¢ také ponizujice, ako ked ma musel niekto obliekat’ a robit' okolo mria vSetko.

Ked' to najhorsie bolo za mnou, vd'aka tym injekciam, vtedy som sa dozvedela, Ze ma pozvali na vySetrenie do
NURCH. Neuveritelne som sa potesila, naplnila ma nadej, 7e t4 noéna mora sa uz éoskoro konéi. 18.5.2016
som sa dostavila na vySetrenie a pristup lekarov aj personalu ma velmi prijemne prekvapil. VySetrila ma pani
MUDr. Zafova. Bolo evidentné, Ze s touto chorobou maju dlhoroéné skusenosti a snazili sa pacientom ulahgit
cely proces vySetrenia.

V ten defi som sa osobne stretla s p. DobSoviéovou, ktorej patri moja obrovska vdaka. Osobné uznanie za jej
pracu, lebo bez jej slov podpory, Utechy a vobec zaujmu o moju situdciu, by som sa bola psychicky zrdtila. Liga
proti reumatizmu mi zachranila moju sebauctu, lebo mi ukazala, Ze nie som jedina mlada Zena, ktora trpi touto
chorobou, Ze som ni¢ nezanedbala, ¢o sa tyka zdravia, ale Ze si reuma vybrala mia, nie ja ju.

Postupne som sa dostala do stavu, Ze uz dokazem robit, postarat' sa o rodinu, ale nikdy nezabudnem na
tie najhorsie ¢asy a chvile. Tie 4 mesiace od februara do maja 2016, kedy ma nase zdravotnictvo odkazalo
na neludské bolesti a nedéstojny Zivot bez lekarskej pomoci. Nezabudnem ani na svetlo nadeje: Liga proti
reumatizmu, ktord mi poskytla nezi$tni pomoc a pochopenie.

V jili som absolvovala liegebny pobyt v NURCH. Momentalne som uZ na 80 % v stave, v akom som bola
pred prepuknutim reumatoidnej artritidy. Beriem tabletky, pravidelne cvi¢im a aj ked mam neustale bolesti
v Clenkoch a zapésti, tak uz dokazem fungovat' v beznom zivote bez vaéSich problémov.

Toto je moj pribeh, ked mi reumatoidna artritida zobrala 4 mesiace zivota. Prezila som to v ukrutnych bolestiach.
Mojej rodine zobrala na 4 mesiace mamu aj manzelku. Dala mi poznanie, Ze existuju ludia a organizacie,
ktorym naozaj zalezi na inych. Dala mi vieru, Ze s pomocou osobnych skisenosti a rad inych pacientov
trpiacich reumou je mozné lahSie znasat' aj takéto tazké ochorenie.

Na zéaver sa chcem opét' podakovat’ Lige proti reumatizmu SR, aj lekarom z NURCH za ich fudsky pristup
k pacientom.
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times when | retched from pain when my husband was trying to get me out of bed. And surprisingly no doctor
- rheumatologist — wanted to give me an appointment. | was taking painkillers each hour. | combined a few
types in order for something to temporarily work. | was desperate. | was completely down. | was afraid that my
life would go down crashing.

As the last desperate act, | contacted the Slovak League against Rheumatism. | described my problems, the
course of my suffering, the indifference of the doctors and my disappointment from the healthcare system.
Then | got help in the right and most likely high moment and from a complete stranger. The only person that
understood my situation and understood the gravity of it. The chair of the League, Mrs DobSovicova got in touch
with me and gave me hope that | might be able to get an appointment at the National Institute.

My condition was unbearable. My husband had to literally take me to see my GP. When she saw me, she
personally called the only rheumatologist in Rimavska Sobota. She asked her to see me due to the serious
state | was in. | was able to get an appointment within a week of this phone call. When the rheumatologist saw
me, she immediately gave me an injection, prescribed medication and asked me to come again within a week.
Of course she didn't forget to mention why | didn’t come earlier. The inflammation in my blood was very high
and therefore | had unbearable pain. After a few injections, my condition finally started improving. Gradually
| was able to independently stand up and tidy at least my immediate surroundings. The household and my
son still stayed in the care of my husband. | wasn't able to help much. | felt useless and inferior. | have never
experienced anything as humiliating as when somebody needs to dress you up and do everything around you.
When the worst was behind me, also thanks to the injections, | found out that | got an appointment at the National
Institute. | was really happy, filled with hope that this nightmare would finally end. On 18th May 2016 | was
examined and the approach of the doctors and other staff members was surprising. | was examined by Dr Zarova.
It was evident that they've had experience with this disease and they honestly tried helping each patient.

I met Mrs DobSovicova in person on the same day. | am also grateful to her. Personal recognition for the work
belongs to her because without her words of support, comfort, and interest in my situation, | would break down.
The League saved my self-respect because it showed me that | was not the only young woman with arthritis,
that I didn’t neglect anything health-wise and that arthritis chose me, | didn’t choose it.

Gradually | was able to get into state when | can work again, take care of my family but | will never forget the
worst moments. Those 4 months from February until May 2016 when our healthcare system let me endure
unbearable pain and undignified life without medical assistance. | won't forget the light at the end of the tunnel:
Slovak League against Rheumatism that provided selfless help and understanding.

In July | also stayed at the National Institute. | am currently at 80% of where | was before diagnosed with
arthritis. | take medication, exercise regularly and even with frequent pain in my ankles and wrists, | am able to
live my life without major problems.

This is my story when rheumatoid arthritis took away 4 months of my life. | lived in excruciating pain. It took
mother and wife from my family for 4 months. It gave me knowledge that there are people and organisations
that care about others. It gave me faith that with personal experiences and advice of other patients, it is possible
to live with such difficult disease.

In conclusion | would like to thank the Slovak League against Rheumatism and the doctors at the National
Institute for their human approach to patients.
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Moj Zivot s lupusom,
alebo ¢o mi lupus vzal a ¢o mi dal

Janka Franctizovd

Co mi lupus vzal a o mi dal? Odpoved na prvii East tejto otazky neviem, pretoze si myslim, Ze vietko, &o nas
v naSom Zzivote stretne, ¢i uz dobré alebo zIé, by nam malo len davat' a nie brat. Ked' som bola mala, bola som
ako kazdé iné dieta s poruchou imunity a alergiou. VZdy usoplena, kychajica a kasfajdca, ale okrem toho celkom
zdrava a zapdjajlica sa do vSetkych aktivit, ktoré si vlastné detom.

Ked' som v puberte zacala vSade zberat' svoje dlhé vlasy, ktoré mi vo velkom vypadavali, pripisala som to
farbeniu a Zehleniu vlasov. Na internate na vysokej Skole mi spolubyvajica vzdy vravela: ,Dievéa, ty prespi§
celd svoju mladost.“ Av§ak ani inavu som nepripisovala chorobe. KedZe som bola zodpovedna Studentka, ktora
vstavala skoro rano a do noci sa uéila, inavu som brala ako dar za ponocovanie. Bolesti chrbtice, pre ktoré som
vstavala v noci z postele a uzivala lieky proti bolesti, aby som dokazala aspoi na chvilu zaspat, som pripisovala
nekvalitnému internatnemu matracu a dvihaniu tazkych pacientov na praxi v nemocnici. Studovala som na fakulte
zdravotnickych odborov v odbore oSetrovatel'stvo. Ako kazdé mladé dievéa aj ja som rieSila svoju postavu a tak
sme zadali s kamaratkami na vysokej kole behat’. Bolest' bedrového kibu, ktora sa prejavovala asto po behu,
som tie7 pripisala, ako inak, nadmemej fyzickej aktivite. Ako byvala &lenka karate klubu som s kibovymi bolestami
mala svoje skiisenosti a tvrdila som, Ze opét’ sa potvrdilo heslo: ,Sportom k trvalej invalidite.“ Ked' sa mi na tvari
objavil drobny flia¢ik podobny atopickému ekzému, tieZ som z toho nerobila vedu, kedZe ako alergik som na
ekzém zvyknuta a nepovazujem ho za chorobu.

Po lahkej ture mi vSak moje telo povedalo razne ,STOP“, v podobe bolavého a opuchnutého kolena, ktoré
mi branilo chodit. Aj tento problém sme v3ak s lekarmi velmi elegantne vyrieSili rehabilitaGnymi proceddrami,
cvideniami a samozrejme ,médnym doplnkom* v podobe ortézy na koleno. Ani bolest' bedrového kibu a kolena,
hlavne ked' som pouZivala ortézu, mi nebranila, aby som aj nad'alej behala, bicyklovala &i lyzovala. Ked' som vak
gasom zadala pocitovat' bolesti vietkych kibov, rano som nevedela, ako sa kvli bolesti postavit z postele, topanky
na podpétku som vymenila za pohodIné botasky a prestala som nosit’ prstienky, lebo na prsty na rukach som
ich pre opuch nemohla natiahnut|, zacala som si uvedomovat, Ze toto asi nebude z ponocovania ani z behania,
lyZovania ¢i bicyklovania.

Navstivila som lekarku a po mnohych vySetreniach, kedy som bola posielana od jedného odbornika k druhému,
kedy mi kazdy povedal, Ze z jeho odborného hladiska som zdravd, som sa uz pomalicky zacala vzdavat'
a zvykat'si na tnavu, ktort som nedokazala dospat' ani 14 hodinovym spankom. Pokracovalo padanie vlasov, na
ktoré nezaberalo ni¢ na volny predaj ani na recept, neskutogné bolesti a opuch kibov, ktoré mi uz nedovofovali
vykondvat' ani bezné aktivity. Musela som si zvykat' na stale zvy$ené teploty a na vyrazky a zacervenané fliaGiky
na tvari, na ktoré nezaberala Ziadna masticka, ktori mi predpisala kozna lekarka.

Ale ako sa vravi: ,nadej umiera posledna.“ Moja neumrie nikdy :). So Stipkou nadeje som este raz skusila $tastie
anasla som ho. Lekarka sa rozhodla vypisat'ziadost'a poslat'ma na vySetrenie do Narodného tstavu reumatickych
chordb (NURCH) v Piedtanoch. KedZe byvam na vjchode Slovenska a do Piestan to je takmer 400 km, nebola
som z toho velmi nad$ena, ale skonstatovala som, Ze v PieStanoch som este nebola, tak preco si nespravit’ vylet?
Méj prvy vylet do Piestan bol v aprili 2012. Lekar mi pri prvom vySetreni povedal, Ze na prvy pohlad to nevyzera
na reumu, ale uvidime ¢o ukazu vysledky odberov krvi.

Sprava, ktord mi prila domov poStou, v§ak rozpravala nie¢o iné. Okrem mnozstva odbornych vyrazov bolo
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S'kamoskou a kolegyriou Mikulasom promocie’s rogn ou g - so sestrou na Sankovacke na Hrebienku

My life with lupus
or what I lost and found with lupus (janka Francizovd)

What have | lost and found with lupus? | can't really answer the first part of the question as | believe that
everything that happens in our lives, whether it is good or bad, should only enrich us, not take something away
from us. When | was young, | was like any other kid with immune disorder and allergies. My nose was always
stuffed, | was sniffing and coughing. Other than that | was quite healthy, enjoying each child-like activity.
When | was a teenager and started picking up loads of my hair, | thought that it was due to dyeing and ironing.
When | was at university, my roommate told me: “Girl, you're sleeping through your youth.” | didn’t think that
fatigue was connected with any kind of disease. Since | was a responsible student, | was getting up early,
studying into late night. | thought that | was tired due to such regime. The pain in my back, due to which | had
to wake up at night and take painkillers, were due to the bad matrass in my dorm and picking up heavy patients
during my practice at the hospital.

| studied at the Faculty of Health care, in the field of study — Nursing. As each young woman, | was interested in the
way | looked. So a couple of friends and | decided to take up running. The pain in my hip that occurred after each
run was also due to the excessive physical activity. As a former member of a karate club | had my experience with
joint pain and | claimed that the saying: “With sport to permanent disability” was proving true. When | got a small
rash, similar to atopic eczema, | thought it was due to my allergies and I didn’t think much of it.

After a light hike, my body strongly told me to “STOP” in the form of painful and swollen knee that prevented
me from walking. This problem was also solvable with a doctor in the form of rehabilitation, exercises and
a knee brace. Pain in my hip as well as in my knee, even though | was wearing the brace, didn’t prevent me
from running, cycling or skiing. When, gradually, bigger joints started hurting and | could barely get out of bed,
| switched high heels for more comfortable trainers and | stopped wearing rings as my swollen fingers were too
big, it was then that | realised that this isn’t from my staying up long hours or from running, skiing or cycling.

| went to see a doctor and after a series of examinations | was pronounced healthy. | slowly started getting used
to the pain and fatigue that couldn’t be overcome even with 14-hour sleep. My hair continued falling. There was
nothing helping me to stop it. | had unbearable pain and swollen joints were preventing from doing any kind of
activity. | had to get used to constant fevers and rash on my face.

But as we say: “hope dies last”. And mine will never die. :) With a bit of hope, | tried my luck again and | found
it. My doctor requested | was seen at the National Institute of Rheumatic Diseases in PieStany. As | live in the
east of Slovakia and it is about 400 km to Piestany, | wasn't very keen on going. But, hey, why not to make
a trip? My first trip to PieStany was in April 2012. After the examination, the doctor told me that it doesn’t seem
like arthritis but we would see after the results came back.

When | received my report with post, it said otherwise. On top of expert terminology, it said at the end:
“unspecified autoimmune disease, possible systemic lupus erythematosus or alternatively Sjérgen’s syndrome”
and treatment was recommended. After a number of years of searching, my problems finally got their name. It
was no longer about just rashes, fatigue, hair loss, pain in the whole body, but it was called lupus. Finally my
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v zavere napisané: ,neSpecifické autoimunitné ochorenie, mozny rozvoj systémového lupusu erythematosus,
resp. Sjorgenovho syndrému“ a bola odporucena liecba. Po niekofkorotnom patrani dostali koneéne moje
problémy meno. Uz to nebolo o tom, Ze mam vysev na tvari, navu, padanie vlasov, bolesti celého tela, ale uz
sa to pomenovalo jednym slovom - lupus. Koneéne dostali moje problémy meno a liek, ktory ich trodku zmiernil.
KedZe som od nikoho nedostala vysvetlenie ,preco“, zaGala som patranie sama. Dostupné odborné &lanky
o0 systémovom lupuse erythematosus tiez opisovali prognézu, ktord sa mi v mojich 22 rokoch vobec nepacila.
Vtedy som si spomenula na moju byvalu triednu ugitelku so strednej Skoly, ktorej vernym spoloénikom bol tiez
systémovy lupus erythematosus, ktory ju, Zial, nenechal dlho medzi nami.

Po skonéeni vysokej Skoly som sa zamestnala ako sestra v ambulancii a po 2 rokoch som sa rozhodla Studovat’
dalej. Rovnako ako pri prvom §tddiu, aj pri $tadiu v magisterskom programe som vynikala medzi Studentmi a aj
napriek tomu, Ze mi moj zdravotny stav Stadium vobec nerobil jednoduchs§im, vaésinu seminarnych prac som
napisala na nemocniénom l6zku, na zopar skuSok som sa dostala ukecanim primara oddelenia, Ze budem
dodrziavat' vSetko ¢o odporuci, ale musi ma prepustit, lebo dnes poobede mam skisku. Dokonca na Statnice
som sa ugila v nemocnici a pred Statnicova komisiu som sa dostala z nemocni¢nej postele s modrinami na rukach
po inflziach. Skonéila som hrdo s pochvalou od dekanky za najlep$iu Statnicovl odpoved a na proméciach mi
osobne odovzdala Gerveny diplom.

Kazdy kto ma pozna si ma nedokaze predstavit’ sediet' na mieste a ni¢ nerobit. Dokonca sem tam niekto utrusi
aj poznamku ,Jdddj to si ty, ta hyperaktivna?“ Na prvy pohlad mlada, zdrava, s chutou do Zivota. Choroba nie je
prekazka. Prekazky si staviame v Zivote my sami. Autoimunita sprevadza moj Zivot denno-denne a kazdé dalSie
vy$etrenie ukaZe nové organové poskodenie. Zagalo sa to kibmi, koZou, pokraduje cievami v podobe vaskulitidy,
plicami v podobe plicnej fibrézy, nejakymi nalezmi na mozgu a poskodenim obliciek.

AvSak mdzem povedat, Ze lupus mi nevzal ni€. Nedovolila som mu to a ani nedovolim! Lupus mi dal chut' do
Zivota, chut' Zit' a uZivat' si kazdy defi, akoby bol posledny. Dal mi do cesty Klub Motylik a Ligu proti reumatizmu
SR a s tym Petku, Zuzku, Helenku, Janku a mnoho dalSich skvelych fudi s podobnym osudom ako méam ja. Dal
mi novych priatelov, vd'aka ktorym som pochopila, Ze aj pri lupuse vynimky potvrdzuji pravidlo a progndza sa nie
vzdy naplni.

Lupus mi posilnil vieru v Boha, pretoZe ten riadi nae kroky a vie, preco robi to, ¢o robi, a pre¢o nas vedie tam,
kam nas vedie. Dokonca mi lupus pomohol aj pri niektorych skuskach na vysokej Skole, kedy sme mali napisat’
napr. esej na tému: ,Ako sa asi citi clovek s chronickym ochorenim...” Pisala som svoj pribeh slovami, akoby som
uvazovala nad prezivanim ¢loveka s lupusom a vyuéujliica mi odpisala, Ze moja praca bola excelentna.

Zivot treba brat' s nadhfadom a kazdy defi si ho uZivat, akoby bol ten posledny. Ja mam vysoké ciele a hodlam
ich dosiahnut. VSetky. VyStudovala som oSetrovatel'stvo a v mojej praci som sa na$la. Isty ¢as som pésobila ako
predsednicka Sekcie ambulantnych sestier a pdrodnych asistentiek, toho ¢asu som ¢lenkou vyboru tejto sekcie.
Zicastriujem sa rdznych kurzov a Skoleni, ¢im si zvySujem kvalifikaciu, lyzujem, plavam, u¢im sa hrat’ na klavir,
chodila som na kurz nemginy, ktory som teraz vymenila za anglictinu, ak mi to dovoli mdj zdravotny stav aj beham,
stretdvam sa s priatelmi a v podstate Zijem, ako kazdy iny mlady &lovek. Ano, mam davkovaé na lieky, lebo je to
pre mia jednoduch$ie, tiez mam isté obmedzenia, ale tie sa tykaju prevazne stravy, mam celiakiu a potravinov
alergiu. Kto ma nepozna na prvy pohlad nezisti, ze som chora.

Ak nahodou potrebujem ortézu na ruku pre bolest' zapastia, na otazky, Ze €o to je, odpovedam, ze novy druh
naramku :) Aj preukaz TZP vytahujem so slovami, 7e mam zfavova kartigku. S humorom je Zivot krajsi, preto si
ho nekazme vecami, ktoré zmenit' nevieme. Mam radost, ak mézem poméct’ inym. Liga proti reumatizmu SR,
Klub Motylik, Klub Kibik a vetky pobogky LPRe funguju vd'aka bojovnikom, ktori sa nevzdavaji a st pini chuti do
Zivota. To, Ze som ich spoznala, naStartovalo moj Zivot este viac, za ¢o im vSetkym d'akujem.
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problems got their name and medication that made my suffering better. Since nobody told me “why”, | started
searching myself. Available expert articles were stating prognosis in patients with systemic lupus erythematosus
and | didn't like it very much at my 22 years of age. Then | remembered one of my teachers from high school
who was also suffering from systemic lupus erythematosus and she was no longer among us.

After finishing university, | started working as a nurse. After two years | decided to continue in my studies. As
in my previous studies, | was an excellent student and even though my health condition didn’t make this period
at all easy, most of my papers were written on a hospital bed, a few of my exams were done just because
| was able to persuade the head of the ward that | needed to go for an exam. | even studied for my degree
examinations in hospital and | went for the state examinations with bruises from IVs on my hands. | finished
proudly with praise from the dean for the best answer of the state examinations and | was awarded red diploma
by her personally at the graduation ceremony.

Everyone who knows me, knows that | can't stay long at one place. Some even say: “Oh, it's you, that
hyperactive girl.” At the first sight, young, healthy, with a taste of life. Disease is not a barrier. We build barriers
ourselves. Autoimmunity has always been by my side and each new examination shows a new comorbidity.
It started with my joints, skin and continues with vessels in the form of vasculitis, with lungs in the form of
pulmonary fibrosis, findings on the brain and kidney damage.

However | have to say that | didn't lose anything with lupus. | didn't let it and | never will! Lupus gave me a will
to live and live each day as it was the last. It introduced me to the Butterfly Club and the Slovak League against
Rheumatism and thus | got to know Petka, Zuzka, Helenka, Janka and other amazing people with similar fate
as is mine. It gave me new friends thanks to whom | was made aware that exceptions prove the rule with lupus
and prognosis isn't always fulfilled.

Lupus strengthened my faith in God because He guides us and He knows why He is doing what He is doing
and why He is leading where He is leading us. Actually lupus helped me also with some examinations at the
university when | had to write an essay on topic: How does a person with a chronic disease feel...”. | was writing
my story where | was seemingly contemplating on survival of a person with lupus and my teacher told me that
the essay was excellent.

Life must be taken easy and one should enjoy every day as if it was his/her last. | have high targets and | tend
to fulfil them. All of them. | studied Nursing and I love my job. | was the chair of the Section of outpatient nurses
and midwives for some time, | am currently a Board member of the Section. | attended many courses and
trainings, | ski, swim, learn to play the piano, | attended a course of German language but | switched to English.
If my condition allows it, | run, meet with friends and basically live my live as any other young adult.

Yes, | have a dosing box because it is easier. Yes, | have certain restrictions but those are mostly related to my
diet, | have celiac disease and food allergies. Who doesn’t know, would never guess that I'm sick.

In case | need a brace for my painful wrist and somebody asks me what it is, | answer that it is a new type of
bracelet. ;) | also take out my identification card for handicapped as a discount card. Life is much nicer with a smile
so let's not mess it up with things we cannot change. | am glad when | can help others. Slovak League against
Rheumatism, Butterfly Club, Klub Kibik and all the branches of the Leeague work thanks to all the fighters who
are not willing to give up and are full of zest for life. Meeting them made me want to move forward even more.
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,, ..reuma vzala...
reuma dala...

Simona Matusincovd

V mladosti som bola dievéa, ktoré nijako extra nevyénievalo z davu. RieSila som bezné dospievajlce ,problémy*.
Okrem toho som Gas travila pohybom — venovala som sa roznym Sportovym aktivitam — volejbal, bedminton,
beh, lyzovanie. Jednoducho som neobsedela na jednom mieste diho a neustale som travila éas vonku v pohybe,
v kruhu najblizsich a kamaratov. Takto ¢as plynul osemnast’ rokov. AZ som si jedného diia vSimla pokrateny
maliéek na ruke. Spociatku som si to nev§imala, ale neskor sa pridali bolesti a zacal koloto¢ vySetreni.

Bolo to presne na moje osemnaste narodeniny, ked’ som sa dozvedela verdikt — reumatoidna artritida. Nevedela
som Co to je a ani o Co ide. Jediné ¢o som vedela bolo to, Ze som chcela, aby bolesti, ktoré sa pridruzili k mali¢ku,
€0 najskor zmizli. V. momente, ked' som sa o diagndze dozvedela, nastal prudky obrat v mojom Zivote. Uzavrela som
sa do seba, s nikym som nekomunikovala, a ked' som aj komunikovala, bola som podrazdena, nervézna, nevedela
som vydrzat' sama so sebou. Za takymto spravanim som schovavala strach. Strach z toho, ¢o bude so mnou dalej
(o par mesiacov stuzkova) a ako zvladnem maturitu, ktora ma ¢akala tiez. Ale bol to strach hlavne z toho, ako
budem fungovat, kedZe bezné aktivity boli zrazu bez pomoci najblizSich pre mia priam nadfudskym vykonom.
Takyto stav pretrvaval priblizne pol roka. Postupne som si zacala uvedomovat' svoju situdciu a zacala som sa
snazit’ sa pozerat' na vietko s nadhfadom. Neriedila som ¢o bude zajtra, pozajtra, o tyZdef, ale zacala som
si vychutnavat' kazdy jeden aktualny dei. Hlavny rozdiel bol ale v tom, Ze Ziadny stres a dovtedy existujice
Lproblémy* pre mia uz nemali absolutne Ziaden vyznam. Sustredila som sa iba na jedno. Na to, aby som bola
¢o najskor v poriadku a vSetky elementy, ktoré mi v tom branili som bud' obi$la, alebo tplne vyradila zo svojho
Zivota.

To v3etko sa mi podarilo aj vdaka fudom - priatefom reumatikom s podobnym osudom, ktorych som stretla
v NURCH v Piestanoch, ale aj pomocou doterajsich priatefov a hlavne mojej milovanej rodiny. Bez ich opory
a podpory by som dnes nebola tam, kde som. V NURCH som sa stretla s pristupom lekérov a sestritiek, s akym
som sa doteraz nikde inde nestretla. Tak milému, a predovSetkym ludskému pristupu k pacientom by sa mali ugit'
vetci zamestnanci v naSom zdravotnictve.

Okrem tejto pozitivnej skiisenosti som sa tiez stretla, respektive zoznamila s Jankom. Pocas spolo¢ného pobytu sme
viedli dihé, a ked' piSem dihé, tak naozaj dihé debaty do noci :). A vtedy som si zagala uvedomovat, ze ak sa Elovek
vyrozprava, tak mu je lahSie nielen na dusi, ale aj na mysli. V kontakte sme boli neustéle a sme aj doteraz.

Neskor sa pridruZili aj podozrenia na iné ochorenia. Opat nastal ¢as uzavretia, depresii, nervov... VSetko na mia
opat dolahlo a ja som myslela, Ze to uz psychicky nezvliadnem. Nastastie sa diagndzy nepotvrdili a ja som to
prijala ako novi $ancu. Zivot sa mi opét' zmenil 0 180 °. Dnes mozem povedat, 7e k lepSiemu. Samozrejme, Ze
st dni, kedy neposlichaju ruky a Strajkuju aj nohy, ale ¢lovek si s postupom ¢asu na to zvykne a ja reumu beriem
ako moju kamaratku, s ktorou sa musim snazit' vychadzat.

S odstupom ¢asu piatich rokov, mézem povedat, Ze reuma mi vzala ¢o som mala rada — $port, aktivity
afyzicku silu, ktor som mala pred reumou. Ale dala nieGo omnoho, omnoho délezitejSie a podstatnejSie. Dala
mi nové skdsenosti, moznosti a novy pohlad na Zivot a na svet. Napriek reume som sa ,na$la“ v handmade
vyrobe. A aj to je dokazom toho, Ze napriek reume sa mdozem venovat' takejto zalube. Samozrejme, iba
vtedy, ked' ruky poslichaja.

Dalej mi dala dvody milovat' svoju rodinu este viac, aj ked’ som si myslela, Ze to uZ nejde, a uZivat'si spoloéné
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“..arthritis took away...arthritis gave back...” (Simona Matusincovd)

| wasn't a girl who stood out of the crowd when | was young. | dealt with usual adolescent “problems”. Apart of
that | also dedicated much of my time to different activities — volleyball, badminton, running, skiing. | didn't stay too
long in one place. | spent a lot of time outside with my family and friends. Time was passing like this for 18 years.
Until one day | noticed a twisted pinkie on my hand. | didn’t make much of it but later | started feeling pain and
| underwent a number of examinations.

It was exactly on the day of my birthday when | learnt my diagnosis — rheumatoid arthritis. | didn’t even know what
it meant. The only thing | wanted was for the pain to disappear. As soon as | learnt the diagnosis my life completely
changed. | turned inward, | didn’t speak with anybody and even when | did, | was irritated, nervous, | couldn’t bear
to be me. It was actually fear that | was hiding under this behaviour. Fear of the future (I was supposed to graduate
in a few months). Fear how | would live when suddenly the most ordinary activities became extremely difficult
without the help of my family.

| was like this for about six months. I finally started to take the situation into account and look at my life in perspective.
| didn’t deal with what will happen tomorrow, the day after tomorrow or in a week’s time. | finally started enjoying each
individual day. The main difference was that the stress and the “problems” | had became irrelevant. | concentrated
only on one thing — to get better and to eliminate everything that was preventing me from it.

| was able to achieve this also thanks to people - friends with arthritis that | met in PieStany but also with other
friends and family. Without their support and encouragement | wouldn't be where | am today.

The medical staff in Piestany was like no other I'd met by then. They were so nice and humane to each patient that
all the other medical professionals should learn from them.

| also met Janko there. While we were there we had conversations that we led until night. | started realising that
when a person says his/her story out loud, he/she unburdens him/herself. We have stayed in touch until now.
There were potentially other comorbidities related to my disease. It was time for closure, depressions, and
restlessness again... | thought that | wouldn’t be able to bear it. Fortunately the diagnoses weren't confirmed and
| took it as a chance. Chance to change my life again. Change it to the good. Of course there are days when my
hands and legs have a life of their own. But one can get used that and | have to say that arthritis is a friend that
| have to get along with.

Looking back | can say that arthritis took away something that | really liked — sports, activities, physical strength.
But it gave me back something much more important. It gave me new experiences, opportunities and new view
on life and the world. Despite arthritis | found myself in handmade products. It serves as a proof that regardless of
arthritis, | can dedicate my time to such hobby. Of course only when my hands “are having a good day”.

It gave me reasons to love my family even more, more than | thought possible and enjoy every moment with them.
It also gave me a new love. Yes, it is Janko, the one | met in Piestany. When a person needs to visit a doctor, he/
she usually isn’t looking forward to it. However Janko and | have pleasant feelings as it is “our place”. We have
been together for over two years and | have to say that I've found what I've always been looking for. We both work
hard to make it work.
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chvile. A v neposlednom rade mi dala novi lasku. Ano, je to Janko, s ktorym som sa zoznamila v NURCH. Zvéésa,
ked ide ¢lovek k lekarovi, tak sa tam vonkoncom netesi. Ale ked my ideme s Jankom na kontrolu do NURCH-u,
tak mame prijemné pocity a myslienky, lebo je to ,nae miesto“. V iom som na$la v3etko, ¢o som dovtedy hfadala
a uz to pretrvava viac ako dva roky. Poctivo pracujeme na tom, aby to pretrvavalo aj nadalej.

Dnes uz rozumiem tomu ked' sa hovori, ze ,vSetko zIé, je na nieco dobré“. Ak by som nemala reumu, nenasla by
som sa v mojej handmade zafube. Predov§etkym by som v§ak nemala po svojom boku takého GZasného ¢loveka,
ktory so mnou zvlada nielen dobré, ale hlavne dni, kedy je nie zle, ale najhorsie. Janko je moje ,bolestné za
reumu a mozno to vyznie zvlastne, ale kazdy def jej d'akujem, Ze mi ho priplietla do Zivota. Preto sa drZim hesla,
ze ,zo vSetkého negativneho treba vytrieskat' a zobrat'si iba to pozitivne!!”
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Today | understand when somebody says: “all the worst can turn out to be good”. If | didn’t have arthritis, | wouldn’t
have taken handmade production up. Most of all | wouldn’t have such an amazing person by my side who is
always there for me. Janko is my “reward” for having arthritis and it may sound strange but I'm grateful to arthritis
for bringing him into my life. My motto is: take only the positive from all the negative.

35



Dum spiro spero

Jaroslav Becka
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pre pliica sharpi'stur

Ako pisat’ o chorobe, ktora ¢loveka len tak l'ahko neopusti a usmievat’ sa pritom? Ako sa s humorom postavit'
k svojmu celoZivotnému Ghlavnému nepriatelovi, ktory utlaca, bije a kvari telo raz tu a raz tam? Pocas troch
rokov, odkedy mi diagnostikovali chorobu (zmieSané ochorenie spojiva, Sharpov syndrém) sa ale, ¢uduj sa svete,
stretavam s fudmi, ktori st skor Ginorodymi optimistami ako bolestinskymi pesimistami.

Akosi nie je ¢as nato, aby sme, my chori boli smutni, hoci ndm nas$ odraz v zrkadle, i tazké ranné zdvihanie
sa z postele naznaduju nieco iné. Vidime obavy v tvarach naSich najbliz§ich, odrazame sa v pozornych o¢iach
lekarov, ktorych zaujimaju aj malickosti, ktoré by svedgili o postupuijticej chorobe, ale kazdy z nas sa akosi snazi
zabojovat' o kazdy aktivne prezity def.

Obéas sa do usmevov musime silit' - verime, Ze okolie nezbada, Ze dnes nemame svoj defi. Nie je nam do
smiechu, ale prekonavame to s vedomim, Ze zajtra bude lepSie. Bez takéhoto nadhladu sa s chorobou Zit' neda.
Bez Cinorodosti a veselej mysle by nam ostali len ierne myslienky a takymi by sa stali aj nase dni.

Ja som sa so svojou diagndzou zoznamoval postupne a nase prvé stretnutie malo mierne tragikomicky priebeh.
Boli Vianoce, Novy rok predo dvermi a s nim nové predsavzatia. Kila pribadali, a tak sa pod nadim stroméekom
ocitol novy stacionamy bicykel. TeSil som sa, ako na fiom budem v obyvacke trénovat' a uteSene si zlepSovat’
kondicku. Lenze.... nie¢o sa stalo. Telo zacalo boliet. Po Vianociach sa podozrenie na boreli6zu zmenilo na
nie¢o iné — reaktivnu artritidu. Situacia zagala byt' vaZna, ked' som sa snazil tvrdohlavo hore spomenuty bicykel
poskladat, ale nedokazal som sa k nemu poskladat' do prijatelnej bezbolestnej polohy ja. Ked' som sa potom
nemohol postavit'z vane (tak nejako sa citi vianoény kapor), vedeli sme, Ze je zle. Potom to uz i$lo rychlo z kopca,
aj bez bicykla. Reaktivna artritida sa postupne preklasifikovala na reumatoidnd, az mi nakoniec, vd'aka preciznej
reumatologicke, prischla diagndza zmieSaného ochorenia spojiva.

Prvé, o Casto kazdy pacient robi je, Ze zatne o svojej chorobe zhanat'informacie na internete, u lekara a podobne
chorych [udi. Nevychadzal som z adivu nad tym, aka choroba sa to vlastne na mia nalepila. Zriedkavost' ochorenia
mi sice dava punc jedinecnosti, ale na druhej strane ma ochudobriuje o spoloénost’ podobne postihnutych fudi.
ESte Stastie, Ze existuju komunity reumatikov a pacientov s lupusom, s ktorymi ¢asto zdiefame podobné problémy.
Snaha zistit' 0 chorobe viac, ma podobne ako mnohych inych pacientov, postupne priviedla k tomu, ze som sa
v nej a v jej priznakoch zacal ako-tak orientovat. Mnohé veci som jednoducho musel prijat' a zmierit' sa s nimi.
Prirodzene som dospel k tomu, Ze nema cenu pytat' sa preco, ale treba sa sustredit' na to, o tu je a ¢o bude.
Iste, choroba mi toho vzala vela, behat’ maratén uz asi s mojimi fibrotickymi pfdcami nebudem, aj jedalny &i
napojovy listok sa musel upravit, ale na druhej strane som dostal od choroby viac ¢asu. Toto konstatovanie
mozno znie dost’ zvla$tne, choroba predsa ¢loveku (jeho) ¢as ubera, pravdou ale je, Ze ¢im dihSie som chory,
tym viac si ¢as uvedomujem a vazim si ho, viac prezivam kazdd chvilu a v§imam si aj to, ¢o predtym okolo mfa
len tak preletelo. Cuduj sa svete, Gasu mam zrazu akosi viac a nielen na seba, ale aj na druhych. A pochopil
som, Ze prezivanie ¢asu prinasa nové zazitky. Hromadia sa zaujimavé stretnutia s fudmi, drobné chvile, ktoré
by si ¢lovek ani nevsimol, ale aj absurdné situacie, ktoré choroba prina§a. Napriklad sa prihodilo, Ze mi praskla
nosova priehradka. Lekar na krénom ma dlho-predlho spovedal, ako k tomu doSlo - a ja, Zze neviem. Tvaril sa
velmi podozrievavo — nakoniec vysvitlo, Ze takéto veci sa stavaju narkomanom. Dnes viem, Ze nielen im. Aj pobyty
v nemociach by vydali za roman (Casto dobrodruzno-historicky) a telo, to si niekedy robi ¢o chce — da sa len
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Obcas sa treba citit ako Rral Na vylete s dceérou Geocaching

Dumnt Spiro Spero (arsia pecka)

How to write about a disease that you can’t get rid of and be smiling? How to stand up to your lifelong enemy that
holds you down, beats you and gnaws your body away bit by bit? Over the three years since | was diagnosed with
the disease (mixed connective tissue disease, Sharp’s syndrome) | actually, to my awe, meet with people who are
rather energetic optimists than painful pessimists.

Somehow, there is no time for us, sick people, to be upset when we see our reflection in the mirror or pain that
we endure each morning when we try getting out of bed. We only see the worry in the eyes of our loved ones, we
reflect in the eyes of our watchful doctors who care about the little things that would reflect on the progress of the
disease but each one of us is somehow trying to fight for each active day. Sometimes we do not have reasons to
smile but we know that tomorrow will be different, better. We would not be able to survive if we didn’t have such
a view on life. Without the industriousness and cheerfulness we would be overcome by dark thoughts and such
would become our days.

My encounter with my diagnosis was somewhat tragicomic.

It was Christmas, New Year's at the door and with it, new resolutions. As | was gaining weight, | found a new
stationery bike under the Christmas tree. | was looking forward to the trainings in our living room and | was hoping
to get in shape. But...something happened. | started feeling pain. The suspected Lyme disease was not confirmed.
But the diagnosis changed to reactive arthritis. The situation was becoming more serious when | stubbornly tried
to put the bike together but was unable to actually get down to it. When | was unable to get out of the bath tub
(I suppose the Christmas carp would feel like this), we knew something was wrong. Then the course of the disease
went quickly downhill, even without the bike. Reactive arthritis was then reclassified to rheumatic and in the end to
the diagnosis of mixed connective tissue disease.

What a patient usually does first after receiving the diagnosis, he/she starts looking for information about the
disease on the Internet, at the doctor’s or among other patients. | was astonished with my discoveries. | couldn’t
believe what type of disease | got. Rarity of the disease made me unique but on the other hand | was missing the
company of fellow patients. | was lucky to find the community of people affected with arthritis or lupus who have
similar problems. The effort to find more information about the disease made me more aware of its symptoms.
There were many things that | simply had to accept and come to terms with. | realised that it was not worth asking
why, but to simply concentrate on what is now and what will come.

Sure, | lost a lot with the disease. | probably won't ever run a marathon with my fibrotic lungs, I also had to change
my diet, but on the other hand | found time. It may sound strange because a disease usually takes time from us.
But the truth is that the longer I'm sick, the more | appreciate time, the more | enjoy every minute and notice small
things. | actually have more time for myself and for others. | finally understand that spending, experiencing every
minute brings new experiences. | meet interesting people, small moments that one wouldn't even notice but also
absurd situations that the disease can bring. For example, | broke the nasal septum. The doctor was asking me
all sorts of questions. When | told him, | didn’t know how | came to the injury, it looked suspicious. | found out later
that this was a typical injury of an addict. | know now that there are more causes to this injury. One could write
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tipovat', ktora jeho ¢ast' ma zacne boliet’ zajtra.
Dnes mdzem povedat, Ze Zijem plnohodnotny Zivot — so sharpom som sa naucil vychadzat, aj ked' s pritomnostou

choroby sa nikdy celkom zmierit' neda. Ak ma ¢lovek 42 rokov, rodinu, deti — ani ini moznost' nema, len byt
aktivny, kazdé rano vstat' z postele a ist' do prace. ,Dum spiro spero* (Kym dycham, ddfam), zvykli hovorit stari
Rimania — pre nas sharpistov to plati dvojnasobne — snazime sa hybat, dychat' a difat.
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a separate novel (or a historic or adventurous story) on hospital stays. And the body? It does what it wants. One
can only guess what part will hurt tomorrow.

Today | can say that | live a full life. I've come to terms with Sharp although one cannot fully reconcile with the
presence of the disease itself. When a person is 42 years old, has a family, has children, there is no other option
than to be active, get up every morning and go to work. “Dum spiro spero” (While | breathe, | hope.) was used by
the ancient Romans. It is even truer for us, Sharps, we try to move, breathe and hope.
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Vitazna esej z narodného kola SR Cena Edgara Stena 2016

Zivot s reumatickym ochorenim:
»AKko Zijem svoj Zivot naplno*

Darina Kostikovd

Dlho som mala pocit, Ze méj Zivot je tazky a naroény. Ked sa teraz porovnavam s priatelmi reumatikmi, tak vidim,
Ze bol ovela jednoduchsi, ako ho maju ini.

Od Zivota som dostala niekolko faciek. Psoridza, slabozrakost' a tupozrakost, potrat, predéasny porod dvojiciek
v 34 tyzdni, reuma a nakoniec diagnostikovana prakticka slepota. (To posledné menované ani poriadne neviem,
€0 znamena a pre pokoj v dusi si to ani nezistujem.) Tento zapis v mojej zdravotnej karte mi tplne staéi.

V 6-tich rokoch mi diagnostikovali psoridzu a zaroveri s fiou aj tupozrakost. Obe choroby mi poznacili moje
sebavedomie. Tym, Ze som vyrastala na dedine, kde kazdy o kazdom vSetko vie, tak som si namysfala, Ze si na
mia fudia ukazuju prstom. Cervené a Supinaté $kvrny po celom tele nie sii ktovieaké prijemné na pohfad. K tomu
som eSte mala okuliare a prelepené oko. Velmi som tym vSetkym trpela, hanbila som sa za svoj vzhlad.

Slovo psoriaza bolo pred niekolkymi rokmi este tabu. Ludia ho nepoznali. Nikto o nej nechcel verejne rozpravat'.
Medzi spoluziakmi a kamaratmi som hrala druhé a mozno az tretie husle. Nerada som chodila medzi deti, rad$ej
som sa doma venovala knihdm a hravala som sa iba so stirodencami.

Dlhorocné lieGenie a rézne pokusy vSak nakoniec priniesli ispech. Lupiny na tele mi zmizli a zostali len vo vlasovej
Casti. Bol to zazrak, zrazu sa mi chcelo opét'Zit, stretavat'sa s kamaratmi. Moje sebavedomie sa postupne vracalo
spét’. Fungovala som tak niekolko rokov, az kym sa mi o spestrenie Zivota nepostarala dalSia diagnéza - reuma.
Mala som 24 rokov a cely Zivot pred sebou. Zagala som pocitovat’ bolesti kibov. To som uz bola 3 roky $tastne
vydata a s manZelom sme si planovali zaloZit' rodinu. Prvykrat ndm to nevyslo, dietatko som potratila v 3. mesiaci.
Po 3 rokoch sa nam opét' rozjasnili tvare Gsmevom — ¢akali sme dvojicky. Nasledovali slzy radosti a Stastia.
Euféria trvala len do tretieho mesiaca. Dostala som ovéie kiahne. Nebolo to ni¢ prijemné, svrbiace vyrazky
a Styridsiatky teploty, okrem iného moznost' poSkodenia plodov. Hlavou sa mi prehanal strach. Najhorsie vsak boli
neistota a obavy. Nastastie, vtedy stali pri nas anjeli strazni a deti sa narodili zdravé, iba o 6 tyzdiov skor. VSetko
sa vSak dalo postupom ¢asu do poriadku. KedZe po narodeni dvojiciek (s vahou 1,75 kg a 1,50 kg) som nemala
gas zaoberat' sa sama sebou, vietku tnavu, vyéerpanost' a bolesti kibov som pripisovala starostlivosti o babétka.
Az po druhom tehotenstve a po narodeni tretej dcérky, ked' bolesti neprechadzali a Gnava bola ¢oraz horsia, mi
diagnostikovali reumu, konkrétne psoriaticku artritidu.

Odvtedy uz preSlo 27 rokov, ale spominam si na to velmi dobre. Prva liecba bola netspesna. Lieky, ktoré timili
reumatické bolesti, vyvolavali a zhorSovali psoridzu. A tak som v 26-tich rokoch a pri troch malych detoch bola
opat’ nazaciatku. Objavil sa vysev psoridzy po celom tele. Ako bonus som mala reumatické bolesti. Bolava,
unavena, nemohuca a k tomu este aj Skareda.

Mozno mi nebudete verit, ale tym, Ze pracujem ako ucitelka v materskej Skole, kde sa kazdy def stretavam
s rozpravkami, tak som si aj ja pre seba vysnivala svoju rozpravku. Moja rozpravka ma nazov: ,Stastna ReuMama®.
Svoj Zivot si neplanujem, beriem to, o prichadza. A pri$la moja 50-tka a zrazu aj zmena v Zivote. Koneéne som
mala ¢as na seba, na svoje zaluby.

Kazdy z nas ma iny pohlad na svet a pre kazdého slovo ,Stastie“ znamena nieco iné. Pre mna je Stastim
a najddlezitejSou vecou v Zivote to, Ze sa nam spolu s manzelom podarilo vychovat'tri zdravé a tispes$né dcérky.
Tiez sme si splnili dlhoroéne vysnivany sen, aby sme si na ,staré kolena“ uzivali pokoj a kfud na nejakom tichom
mieste, na chaltpke. A podarilo sa. Pretoze m6j manzel Jarko je Sikovny majster, postavil chaldpku priamo pod
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National Edgar Stene Prize 2016 winner
Life with a rheumatic disease:
“How I live my llfe to the fullest” (Darina Kostikovd)

| had long felt that my life was hard and demanding. When | now compare myself with friends with rheumatism,
| see that it was much easier than theirs.

Life has given me a few blows: psoriasis, visual impairment, miscarriage, premature birth of twins at 34 weeks,
rheumatism and, finally, a diagnosis of practical blindness. | don't even properly know what this last one means,
and for peace of mind | won't try to find out. These entries in my medical record are quite enough for me.

When | was six, | was diagnosed with psoriasis, and along with it, amblyopia. Both diseases affected my self-
confidence. | grew up in a village where everyone know everything about each other, so | felt that people were
pointing at me. Red, scaly patches all over my body are not particularly nice to look at. On top of that, | wore
glasses and an eye patch. | suffered greatly and | was ashamed of my appearance.

The word “psoriasis” was still taboo a few years ago. People didn’t know it. No one wanted to talk about it in public.
Since childhood, | would ask “Why me?” | played second fiddle to my classmates and friends — maybe even third.
| disliked being with children. | preferred to stay at home reading, and | would only play with my siblings.
Long-term therapy and a variety of treatments finally brought success. The scales on my body disappeared and remained
only in my scalp. It was a miracle. Suddenly | wanted to live again, to meet up with friends. My self-confidence gradually
returned. This was how | lived for several years, until a further diagnosis added something to my varied life: rheumatism.
| was 24 years old and had my whole life ahead of me. My joints started to feel painful. | had been happily married
for three years, and my husband and | were planning to start a family. The first time it didn’t work out. I lost the
baby at three months. Three years later our faces were once again brightened with a smile — we were expecting
twins. Tears of joy and happiness followed. The euphoria only lasted until the third month. | got chickenpox. It was
not pleasant, with itchy rashes and temperatures in the 40s, and among other things, the possibility of foetal harm.
| was terrified. But the worst was the uncertainty and fears.

Fortunately, our guardian angels were looking down on us and the children were born healthy, if about six weeks
premature. After the twins were born (weighing 1.75kg and 1.50 kg), | blamed the fact that | had no time to myself,
that | was all tiredness, exhaustion and joint pains, on caring for the babies. It was only after my second pregnancy
and the birth of my third daughter, when the pains did not pass and my fatigues was getting worse, that | was
diagnosed with rheumatism, specifically psoriatic arthritis.

Twenty-seven years have passed since then, but | remember it all very well. The first treatment was unsuccessful.
The drugs that eased the rheumatic pain brought about and worsened the psoriasis. So, at the age of 26, and
with three small children, | was back at square one. Psoriasis erupted all over my body. The rheumatic pains were
a bonus! Aching, tired, weak, and now ugly to boot.

You might not believe me, but because of work as a teacher in a nursery school where | come across fairy tales every
day, | have dreamt up my own fairy tale. It is called “Happy RheuMummy”. | don’t plan my life, | take what comes
along. And my 50th came along and, with it, a sudden change in my life. At | had time for myself and my hobbies.
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lesom. A aby toho nebolo malo, tak si tam naprojektoval este aj dva rybniky na dihové pstruhy. V tichom prostredi,
kde Sumi les, vonia trava, Stebotaju vtagiky a zur¢i potdcik si poGas vofnych dni oddychneme a naéerpame novi
pozitivnu energiu. Samozrejme, Ze aj fyzicka praca nam k tomu dopomaha, ktorej je na chalupe viac nez dost.

Popri tom vSetkom, kedZe som dlhoroény reumatik, nasla som si dalSiu nov(i zalubu a tou je dobrovolnictvo v Lige
proti reumatizmu na Slovensku. Prina$a mi to radost, naplfia ma novymi skisenostami a novymi priatelstvami
v kruhu pacientov s RMDS.

LPRe SR ma posiva vpred a ddva mi novd silu do Zivota. Tu som sa zozndmila s mnohymi skvelymi fudmi, ktori
st pre mia mojou dalSou rodinou. V Lige som si nasla aj naozajstn priatelku, ktordi by som nevymenila za Ziadny
drahokam na svete. Ona mi ukazala, ako mam kracat' vpred, nehfadat' na sebe vzdy len chyby, ale aj to dobré
a pekné. Naucila ma mysliet' pozitivne. Vd'aka nej som sa zacala citit’ GspeSne a sebavedome.

Mozno aj preto som sa tento rok, vo svojich 53 rokoch, odhodlala splnit’ si svoj dalSi sen. Zapisala som sa do
sukromnej umeleckej Skoly a zacala som tancovat’ moderny street dance. Nasu skupinku 15-tich mladych Zien,
mamiciek, ktorych deti navstevuju tato Skolu, trénuje Sikovny tréner. Taneéna skupina ma vratila do Zivota. Tanec
je pre mia adrenalin, endorfiny i radost’ v jednom. Po hodinach tréningu, ked' prichadza silna bolest ndh, tak si aj
poplacem a ,vyochkam*“ sa do vankuasa. Poviem si, Ze kon¢im, Ze uz nebude Ziadne ,nabudtice”. Obavam sa, Ze
uZ to nepdjde, Ze to nedam. A ked' pride ¢as tréningu, ani na jednu sekundu nezavaham a idem znova.

V novembri sme sa ziéastnili na tanetnej sitaZi Slovenska MOVE ON! Dance Cup Zilina, kde sme vyhrali
nadherné 1. miesto vo svojej kategorii seniorov nad 25 rokov. Zi¢astiujeme sa na réznych verejnych vystipeniach.
V tanecénej $kole je spravny tim, ktory ma berie ako rovnocennd partnerku. Podporujii ma v tanci a fandia mi.
Nechcd, aby som s tancom skongila, vraj vek je len ¢islo. Nikdy nezabudnem na trénerove slova, ked mi povedal:
,Daji, klobuk dole pred tebou, ty tancuje$ po svojom, ale tak Sikovne, Ze si kazdy mysli, Ze to takto ma byt*.

Ni¢ viac ma nemdze motivovat' lepSie ako tieto slova. Odvtedy tancujem este s vaéSou vasiou a radostou. Tanca sa
nemd&zem nabazit, lebo roky som si ho odopierala. Medzi taneénikmi sa citim skvelo. Dokonca ma v tanci podporuju
aj moji najbliz8i — mdj manzel, tri dcéry a dve vnuéky. Boli mi fandit' a podporovali ma potleskom priamo na taneénej
stitaZi v Ziline. Co je na tom, 7e s rukami nedokézem otvorit ffagu zavéranin alebo obygajné vrecko cestovin?

Pre mia sl teraz dolezité moje nozky /aj ked obe po operacii haluxov/, tie musia zviadnut taneéné kisky, ktoré
mi naozaj mnohi zavidia.

Toto je pre mia skutocné Stastie a plnohodnotny Zivot. Viem, Ze kazdy ma iné predstavy. Pre miia su Stastim mdj
manzZel, moji rodi€ia, moje deti, moja praca a moje zaluby, teda aj moji reumatici a momentalne najobltbenejsia
¢innost'— moderny tanec v skupine Gold. UZivam si zivot napino, aj ked som reumatik. Nikdy sa netreba vzdavat'
bez hoja. Treba ist dalej a skisat nové veci. Co ak sa tastie znova usmeje? Sny sa splnia iba tym, ktori sa neboja
snivat. Mne sa uz spinili.
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We all have our own view of the world, and the word “happiness” means different things to different people. For
me, happiness — and the most important thing in life - is the fact that my hushand and | have managed to raise
three healthy and successful daughters.

But now that the children are independent | have found a new hobby, and that is volunteering at the Slovak League
against Rheumatism. It gives me pleasure and brings into my life new experiences and new friendships with
patients with rheumatic and musculoskeletal diseases (RMDs).

The League pushes me forward and gives me new strength to face life. | have met many great people there who
are like family to me. At the League | also found a real friend, whom | would not trade for any gemstone in the
world. She showed me how to move forward and not always see the faults in yourself, but also the goodness and
beauty. She taught me to think positively. Thanks to her, | started to feel successful and self-confident.

Perhaps this is one reason why this year, at the age of 53, | decided to fulfil a dream. | have enrolled at a private
art school and have taken up modern street dancing. Our group of 15 young women — mother who children attend
this school - is trained by our skillful teacher. Thanks to the dance group, | am once again part of life. Dancing is,
for me, adrenalin, endorphins and joy all in one. After hours of training, when the pain in my legs becomes severe,
I might have a little cry and sob into a pillow. | tell myself that | will quit, that there will be no “next time”. | am worried
that | won't be able to go on, that it won't be possible. But when it's time to train, | do not hesitate even for a second
and | launch myself into it again.

In November, we took part in a Slovak dance competition, MOVE ON! Dance cup in Zilina, where we won a maghnificent
first place in our category of seniors over 25 years of age. We participate in various public appearances. The dance
school has a great team which takes me as an equal partner. They support me in my dancing and cheer me on. They
don't want me to stop dancing; age is just a number, apparently. | will never forget the trainer's words when he said “Daja,
| take my hat off to you. You dance your own way, but with such skill that everyone thinks this is how it should be.” Nothing
can motivate me more than these words. Since then, | have been dancing with even greater passion and joy. | cannot
get enough of dancing because it was something | denied myself for years. | feel great when | am with the dancers.

| am also supported in my dancing by my nearest and dearest — my husband, three daughters and two
granddaughters. They came to cheer me on and encourage me with their applause at the dance competition in
Zilina. So what if | can’t open a jar of pickles or an ordinary bag of pasta with my hands?

For me it is my legs that are now important, for it is my legs that must master the dance moves. Many people
really do envy me.

This, for me, is real happiness and a full life. | know that everyone has different ideas. For me, happiness is my
parents, my children and my hobbies and, therefore, my rheumatic friends and my most beloved activity at present
- modern dancing in the group “Gold”".

| live life to the full, even though | have rheumatism. One must never give up without a fight. One must move on
and try new things. What if fortune smiles again? Dreams come true only to those who are not afraid to dream.
Mine have now come true.
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Marina

Elvira Bonovd

Vola sa Marina, nie je uz Ziadna mladica a je, okrem iného, aj reumaticka. Niekomu sa moze javit' ako introvert.
Nerada sa stazuje a uz vobec nechce, aby ju niekto futoval, nerada hovori sama o sebe. Vypisana téma ma
oslovila a tak som sa rozhodla podelit’ sa s vami o Marinin Zivot a skiisenosti. PretoZe prave ona je tym najlepSim
prikladom, ako sa nevzdavat'v tazkych chvifach.

Jej zivot bol aky bol. Aj dobry, aj tazsi. Vcelku vSak mala tastie. V zrelom veku bola poZehnana krasnou dcérou,
ktora je dnes uz dospela, samostatna, mudra a hlavne zdrava. Dochovala doma oboch rodi¢ov a ked' sa pominuli
verila, Ze si uz bude mact’ odpo€inat’ Psychicky i fyzicky. VSetko vSak bolo dplne inak.

Jej mamicka porodila 5 deti, Styri odchovala, o jedno prisla. Ako starla, zmen$ovala sa pred oCami a trpela
hroznymi bolestami kosti i kibov. Napriek viacerym vy$etreniam jej reumu nediagnostikovali, i ked' ju s najvi¢sou
pravdepodobnostou mala. Cely byt prisposobili jej stazenému pohybu, i tak ¢asto celé noci prebdela, vaésinou
v bolestiach. Odisla tplne zhrbené drobnutka a chuduka. Problémy s kostrou a kibmi majdi vietci Marininy traja
bratia, avSak iné ako ona.

Marinu to zdraplo nahle a prudko, priblizne ako 53-roénd. Zrazu ju vSetko palilo, mala pocit, Ze ma v kostiach
vitatku. Uvedomovala si kazdu kostitku a kibik v tele. Behom krétkej doby vedela, Ze je zle. Diagnostikovali jej,
ako to aj otakavala, reumatoidnd artritidu. | ked' hned' nasadili lie¢bu, zacala sa krivit, zmenSovat, menili sa jej
mesiac po mesiaci prsty na nohach i na rukach. Bola zrazu spomalena ako slimak, veci jej padali z ruk, nedokazala
uz odkratit’ ani vrchnak z ffasky. Obrovskym problémom bolo kipit' si na zdeformované nohy oby¢ajné topanky.
Marine bolo jasné, Ze ak chce byt ¢im dlhdie mobilnd a samostatna, musi nie¢o podniknat, urgite nieco viac, ako
len hitat’ lieky.

Prvé ¢o bolo, boli tla¢ a internet. Hladala vSetky mozné informdcie o strave, cviGeni, vyzivovych doplnkoch,
o0 roznych formach a prejavoch reumy. V novindch sa dogitala kratku noticku o existencii Ligy proti reumatizmu
na Slovensku a okamZite sa prihlasila. Ni¢ lepSie ani nemohla urobit, pretoze presne to sa ukazalo ako zdroj
presnych informacii, konzultacii a novych priatelstiev. Upravila stravu, vedela, Ze kazdy kilogram navyse jej
Skodi. Marina kazdé rano vypije nalatno pohar viaznej vody, maso konzumuje vynimocne, stal sa z nej takmer
vegetarian. Az 80 % jej stravy tvori zelenia a ovocie. Ak alkohol, tak len v spoloénosti malé pivko v hortci letny den,
alebo pohérik Gerveného vina. Za zazrak povazuje zazvor, vd'aka ktorému jej vyrazne klesli zapalové parametre.
Marina dokladne dba na pravidelny rezim diia. UZ sa nikam neponahla. Prach na nabytku ju uz nezaujima, vzdy
ked je to mozné, da prednost’ oddychu s vyloZzenymi nohami. A hlavne sa snaZi hybat. Kazdy bozi def, ¢i je
pekne, &i Skaredo, ide do terénu bez ohladu nato, kolko zbijadiek v jej tele pracuje. PretoZe uz neudrZi v rukach
ni¢ tazkeé, nasla si systém ako zminimalizovat' zataz. Ked musi cestovat, ma kufrik s kolieskami. Kedysi bolo velmi
nepravdepodobné, aby Marina niekoho poprosila o pomoc. Dnes nie. Ak treba, poprosi a vzdy jej je vyhovené.
Pri Zehleni sedi, presne tak, ako jej mamicka kedysi. Zohnala si elastické $ntirky do topanok a tak sa nemusi pri
obuvani zohybat' Staéi obuvak. A hlavne sa prestala za kade¢im nahanat. Rozmysla nad kazdym d'al§im krokom
a pohybom.

Ako to vSak v Zivote je, pridruzila sa k Marininej reume i osteopordza. Tak silna, Ze sa jej samovolne tu i tam
zlomila kosti¢ka v nohe, ¢i mozno i inde. Kedze na bolesti bola uz zvyknuta, (vZdy som ju kvéli tomu obdivovala),
ani si to velmi nev§imala, az kym sa pri RTG vySetreni nezistilo, Ze to boli spontanne zlomeniny. A to boli dalSie
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Marl,na (Elvira Bonovd)

Her name is Marina, she is no longer a young lady and on top of that, she has a rheumatic disease. She could be
considered an introvert. She doesn’t complain and she doesn’t need anybody to feel sorry for her, she doesn't like
to talk about herself. The proposed topic really got to me and | decided to share Marina’s story with you. Actually
she is the best example how not to give up during hardships.

Her life used to be as it was. It was good, it was also difficult. However she was quite lucky. She was blessed with
a beautiful daughter that is now independent, intelligent and most of all healthy. She took care of both her parents and
when they were gone, she thought she would be able to rest. Physically and mentally. Everything turned out different.
Her mom gave birth to 5 children, 4 were brought up, one was lost. As she was getting older, she was shrinking
in front of the eyes and she was suffering from great pain in the bones and joints. Despite all the examinations,
she was never diagnosed with a rheumatic disease, even though she most likely had it. The flat was accustomed
to her condition and very often she couldn't sleep at night, suffering. She left us completely hunched up and tiny.
Problems with their skeletons have all three Marina’s brothers, but they are different than hers.

Marina got sick suddenly and hard when she was about 53 years old. Suddenly everything was burning, she had
the feeling that someone was drilling in her bones. She felt each bone and joint in her body. She knew something
was wrong. She was diagnosed, as expected, with rheumatic arthritis. Even though she was treated, she started
hunching up, getting smaller and her fingers and toes started changing. She was suddenly slow as a snail, things
were falling off her hands, she couldn’t even hold a bottle of water. It was so difficult to buy shoes for her deformed
legs. It was clear that she needed to do something and quickly if she wanted to stay mobile and independent and
not only take medication.

She started with print and the Internet. She was looking for all sorts of information about the diet, exercise, food
supplements, about different types and signs of arthritis. She found a short article of the Slovak League against
Rheumatism in a newspaper and she immediately became a member. She couldn’t go wrong there and it proved
to provide the most accurate information, consultations and new friendships. She changed her diet, she knew
gaining weight was out of the question. Marina drinks a glass of warm water each morning, she rarely eats
meat, she’s become almost a vegetarian. Fruit and vegetables make up 80% of her diet. She drinks alcohol only
occasionally and has a pint of beer during a hot summer day or a glass of wine. Ginger is a miracle that helped
decrease inflammatory parametres.

Marina’s daily routine is especially important. She is in no rush. She doesn’t mind dust on the furniture. She
favours rest every time it is possible. And she moves a lot. Every single day, whether it's sunny or chilly, she goes
outside no matter how many drills are working on her body. Due to the fact that she is unable to carry anything
heavy in her hands, she found a way to minimalise the load. When she needs to travel, she carries a bag with
wheels. It was unthinkable for Marina to ask for help in the past. It is not the case nowadays. If it is needed, she
asks for it and she is obliged. She is sitting when she’s ironing, like her mother. She found elastic shoelaces so
she doesn’t need to bend when putting on shoes, she only needs a shoe horse. And most importantly she stopped
rushing into things. She thinks about her next move.
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lieky navy$e. Medzitym sa jej prsty na nohach pokrivili natolko, Ze bola potrebna operacia. Najprv jedna ndzka,
neskor druhd. O jej pooperacnych obdobiach sa mi ani nechce pisat’, bola som ¢iastocne pritom. Bola to retaz
trapeni a eSte vacSej opatrnosti, pretoZe bolo jasné, Ze ak spadne, ma obrovsky problém. A tak zacala dbat’ na
zvySeny prijem vapnika, slnila sa na popoludiajSom slniecku, cviila s tvrdohlavostou jej vlastnou a ked' boli
bolesti prisilné, hovorila: ,Mam ruky, mam nohy, nie som slepa a hlucha (aspon nie celkom), musim byt' vdacna,
Ze som na tom tak, ako som.“ Pomahalo to. A ¢o si v tomto obdobi najviac uvedomovala? Ako je na svete krasne,
ako zapada a vychadza sinko, aka nadhernd je priroda a aké prijemné je Eitat' na terase s vyhladom na okolie.
Do tretice vSetko inak. Pri tofkych chorobach a aktivitich Marina akosi zanedbala Zenskd stranku veci a buch!
Zrazu tu bola rakovina. Bolo to pre fiu a pre vSetkych, ¢o ju mame radi, velmi tazké, snad' prvykrat v Zivote si skoro
zUfala, i ked'to, hlavne kvoli dcére, nikdy neukazala navonok. Velmi tu chcela byt' dihSie pre svoje velké dievéatko,
netere, synovcov, bratov, priatelov. A jej (primna a Gista viera jej v tom pomahala. Po operacii absolvovala vsetko
¢o bolo treba, chodila poctivo na kontroly a je zatial v poriadku.

Ako to s Marinou vyzera dnes? Pravidelne uZiva protizapalové lieky, Metotrexat, antimalarikd, vapnik. Snazi sa byt'
na seba tvrda a disciplinovana a myslim si, Ze sa jej to dari. Nelutuje sa, pretoZe vie, Ze mohlo byt’ ovela horsie.
Rozhodla sa cvitit’ organizovane, pravidelne a pod lekarskou kontrolou. Nala kurz s cvi€enim, ktoré uvolfiuje
blokady chrbtice a je uréené pre fudi do 100 rokov :). Samozrejme, Ze sa uz prihlasila a i mia to uz velmi pokdsa.
Marina sa snazi udrzat' v kondicii aj sivé bunky mozgové, l0sti krizovky, sudoku, hlavolamy. Je tu pre rodinu,
pre priatefov v Lige i pre znamych z mladosti. Nie je vzor vSetkych cnosti, i ona ma svoje muchy. Ale kto ich uz
nema? Ona ich ma par a okolo mna sa roja :). Robi vSetko ¢o vie a ako najlepsie vie, aby odovzdala dalej svoje
skasenosti a vedomosti. Vzdelava sa, a i v pokro¢ilejSom veku chodi na $kolenia o lieche a o zdravej vyzive.
Ma vela priatelov, ktorych sa snazi vypodut' vzdy, ked to potrebujd. | ked' nie je pred menej znamymi fudmi ta
najzhovoréivejSia, snazi sa poméct' aspon slovom. Tesi sa z kazdého Uspechu svojich blizkych, tesi sa, ked sa
reumaticke narodi babatko, tesi sa, ked' nasa Liga napreduje.

Niekto sa rad zaSije do kuta a lutuje sa, Ziada svet o pomoc, ale sam neurobi ni€. To nie je ta dobra cesta. Treba
mat'rad seba i ludi okolo nas, treba mat' pevnu vélu, stcit, trpezlivost’ a toleranciu, treba pokorne prijat’ to, ¢o sa
zmenit' neda. To Marinu, ale i mia, naucila jej mamicka a kazdy de jej zato dakujeme. Marinina mamicka bola
UZasna Zena, ktord sme velmi [tbili a ktorej posolstvo nosime viaceri, ktori ju mali to Stastie poznat, v sebe po
cely Zivot.
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As the life went on, she also got osteoporosis on top of the arthritis. It was so hard that she had spontaneous
fractures in her legs and most likely in other parts of the body as well. As she was so used to the pain (and
| admire her for this), she didn't even notice them until an X-ray proved they were spontaneous. She was given
more medication. In the meantime, the deformation of her toes became so serious that she needed a surgery. One
leg after the other. The periods after the surgeries are really difficult to write about, as | was partially a part of it.
It was a chain of hardships and even more caution because it was clear that if she was to fall, it would be a great
problem. So she started taking higher doses of calcium, she was enjoying the afternoon sun, she was stubbornly
exercising and when the pain was unbearable, she said: ‘I have hands, | have legs, I'm not blind nor deaf (or at
least not completely), | have to be thankful for being here.” It helped. And what did she realise? What a beautiful
world we live in, how the sun sets and rises, how beautiful the nature is and how lovely it is to read on the balcony
with a view on the surroundings.

Third time wasn't the charm. With all the diseases and activities, Marina didn't take care of the woman side of the
body and bam! She was diagnosed with cancer. It was really difficult for her and her family. Probably for the first
time in her life, she was desperate even though she was never able to show it, especially because of her daughter.
She wanted to be there for her daughter, nieces and nephews, brothers and friends. And her sincere and pure
faith were helping her. She did everything that was asked of her after the surgery, she went for all the checks and
everything is alright for the moment.

And how is Marina today? She regularly takes medication, methotrexate, antimalarials and calcium. She is hard
on herself and disciplined. And I think this is working for her. She doesn’t feel sorry for herself. She knows it could
be worse. She decided to do organised exercises, regularly and under medical supervision. She found an exercise
programme that relieves the blockages of the spine that is designed for people up to 100 years. Of course she
already signed up and | am tempted as well.

Marina is also taking care of her grey brain cells. She does crosswords, Sudoku and different brain teasers. She is
here for her family, friends from the League and acquaintances from the past. She is not perfect, she also has flaws.
But who doesn’t have them? She has a couple and there are thousands around me. She does everything the best
she can to hand over her experiences and knowledge. She has many friends who she listens to when they need it.
Even though she is quiet in front of less acquainted people, she tries to help at least with words. She enjoys each
success of her family members, she enjoys when a woman with an RMD gives birth, she enjoys League’s progress.
There are people who hide and feel sorry for themselves. There are people who ask for help but never do anything
to change their situation. That is not a way to go. It is necessary to like oneself and others around us, it is
necessary to have strong will, compassion, patience and tolerance, it is necessary to humbly accept what cannot
be changed. Marina’s mother taught us this and we are grateful every day. Marina’s mother was an extraordinary
woman that we loved and whose message is carried by those who were lucky enough to get to know her.
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Ako Zijem
sv0j Zivot naplno

Madria Stopkovd

Hore hlavu! Ved nikdy nie ste sami, ale vzdy mate pri sebe td, ktora vas nuti neustale na fiu mysliet’: druzku Zivota
- ,pani reumu* v roznych podobach.

My dve sme sa zoznamili takto: rano som vstavala Upine drevena a to vo veku 27 rokov.

Verdikt pani doktorky znel: reuma. A nie hocijakd. Progresivna. A druhy stupefi. Svet stmavol. Zivot akoby zastal.
Koloto& vy3etreni, hrste liekov. Co robit??? Moja priatelka reuma sa &oraz hibsie zarezavala do méjho tela.
Pracovala som ako ugitelka ZS. Casté praceneschopnosti nitili lekarku vyriect’ pre miia neskutoéne kruté slova:
invalidny déchodok.

Moja mama sa zl'akla. Prosila lekarov, aby pozhoveli a pomohli mi. Povedala im: ,Ved moja dcéra sa doma zblazni! “.
Nestalo sa. Pracovala som dalej. Stala som sa tvrdou vegetariankou, vyskiSala obrovské mnoZstva roznych
liekov i diét.

A hlavne, naugila sa pocdvat' svoju priatefku reumu. A tak sme to tahali spolu az do méjho odchodu do normalneho
dochodku a tahdme i nadalej. Vela pre miia znamenala praca mojej mamy a jej pomoc a podpora.

Myslim, Ze ked ma Clovek pri sebe Eloveka, ktory je ochotny pomahat' a pomdze mu udrzat' psychicku a telesnu
rovnovéhu, je to vzacny dar. Clovek potom vie aj s reumou odkragat' i tie najbolestivejsie Useky Zivota aspof
s Ciastoénym Gsmevom.

S maminou pomocou som zabudla na to, Ze kolegyria ma krasne zamatové ervené lodicky. Lebo... pani reume
sa paci, aby zhrubli prsty na nohach a vyskoili kladivkové prsty i haluxy.

Clovek si prestane v§imat' zbytoénd bolest' a zameria sa radsej smerom na to, ako Zit' v stilade so sebou samym
a tedit' sa na kazdodenné sinko, na spevy vtacikov, na modru oblohu, na...

Mne osobne pomahala aj viera v Boha. Opierala som sa a eSte stale tak robim o silu, ktord je zdrojom Zivota.
Atak som absolvovala mnozstvo rdznych Skoleni, vyStudovala psycholdgiu na Humboldtovom inétitlite a aj Misijnu
pracu s detmi a mladeZou na Zilinskej univerzite.

Zivot mifovymi krokmi ide d'alej a reumatik kraga so svojou bolestou tempom, ktoré pani reuma dovoli. Netreba sa
jej priedit, ale pocuvat' svoje telo a prosit' 0 pomoc tych, ktorym verime, Ze nam vzdy radi pomdzu.

Nemyslim zneuzivat' dobrotu inych, ale ked' nieco treba, tak treba. Naugit' sa zit' s fudmi a medzi fudmi. Sinko
svieti, Gas sa postva. Aj pani reuma chce novinky. Chorobou skuSany organizmus ob¢as potrebuje podporu
v podobe vyZivovych alebo prirodnych doplnkov. Ked hibka mojej pefiazenky povie &no, kibiky to dostand. A oni
vedia byt aj vd'aéné. PosIa bolest’ na chvifocku prec. A tak kraame stale po tejto planéte spolu. Jedna druhej vzdy
povieme, ¢o potrebujeme a ja sa snazim posldchat'ju.
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How I live my life to the fullest (aia stoprova)

Look up! You're never alone, you're always in the presence of her. Her that forces you constantly to think about
her: the partner in life — “Miss rheumatic disease” in different forms.

We met like this: | was getting up each morning so stiff at the age of 27.

The verdict was: a rheumatic disease. But not just any kind. Progressive. Second degree. My world suddenly got
darker. My life suddenly stopped. A carousel of examinations, piles of medication. What should | do??? My friend,
arthritis, was getting deeper and deeper into my body. | was a teacher at an elementary school. Due to a number
of sick leaves, my doctor told me really cruel words (for me at least): disability pension.

My mom got really worried. She was begging the doctors to ease my pain and help me. She told them: “My
daughter will go mad at home.” Fortunately it didn't come to that. | was able to continue working. | became
a vegetarian, | tried different types of medication and diets.

But most importantly | learnt to listen to my friend, arthritis. And that's how we managed to reach retirement
together and that's how we still get along. My mother’s support and help meant a lot to me.

| think that when you have a close person next to you who is willing to help you and help you stay mentally and
physically balanced, it is a rare gift. One is then able to walk through the most painful parts of life with a little smile.
I was able to forget my colleague’s beautiful red shoes with my mother’s help. Because...miss arthritis enjoys thick
toes and hammer fingers and bunions. One stops noticing unnecessary pain and rather starts focusing on living
in love with oneself and enjoys the sunshine, the birds singing, the blue sky, the...Personally also faith helped me.
I could rely on the strength that is the source of my life. | went through different trainings, | studied psychology at
the Humboldt Institute and Mission work with children and youth at the University of Zilina.

Life continues with giant steps and a person with an RMD walks with his/her pain as it is allowed by his/her
condition. It is useless to palter. It is wise to listen to your body and ask for help those who are willing to help us.

| don’'t mean abusing the goodness of others but when something is needed, it is needed. Learn to live with people
and among people. The sun shines, the time moves. Also arthritis wants some news. A body affected by a disease
also needs some support in the form of food or natural supplements. When my purse allows it, the joints get it.
They can also be thankful. They send the pain away, at least temporarily. And thus we walk together on this planet.
We tell each other what we need and | try to listen to her.
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Vitazna esej z medzinarodnej sitaze Edgara Stena 2016

Zivot s reumatickym ochorenim:
,»ARo Zijem svoj Zivot naplno

Simon Stones, Velkd Britdnia

Nepamétam si, ze by som niekedy nemal artritidu. Vzdy bola so mnou niekde v pozadi...vSade, kam som sa
pozrel, pri vSetkom, ¢o som robil, bola tam. Pamétat' sa na zivot bez artritidy, ked' ju mate od svojich troch rokov,
je naozaj tazké.

V podstate som mal normalne detstvo. Nebolo také, aké mali moji kamarati, ale iné som nepoznal. Artritida
si vybrala svoju dafi na mladom tele, neustale horce, stuhnuté a opuchnuté kiby. Zivot sa postupne menil
k horSiemu, ked' mi v roku 2000 predpisali novy liek. Tri roky som zna3al v3etky neziaduce ucinky tohto lieku.
Vikendy som travil zvracanim a s neustalou nevolnostou. Nikdy som nezazil pocit ,ist' von s kamaratmi*. Aj nakupy
s rodiémi kon€ili tak, Zze som musel ostat' v aute, lebo mi bolo zle. Pokisal som sa to vysvetlit' lekarom, ale nikdy
nepochopili, aky negativny vplyv mal tento liek na méj Zivot, nieto vplyv ochorenia ako takého.

Zivot bol skutoéne tazky. Do $koly som chodil len ked' som vladal vstat z postele. Po vegeroch som bol vyéerpany
a vikendy som travil v kapelni kvoli nevolnosti z lieku. Vo veku 7 rokov, ¢o bolo vlastne zmyslom Zivota? Akoby
nestacilo, Ze som mal artritidu, museli ma ,trestat* aj tym lieckom? Povedal som svojim lekarom, Ze rad$ej ostanem
priputany na vozik, ako by som mal nadalej brat' tento liek. Svetlo na konci tunela zhaslo a kazdy zablesk nadeje
vyzeral ako na mile vzdialeny.

Méj Zivot sa nahle zmenil v roku 2004, vo veku 11 rokov, kedy mi bola predpisana biologicka lieha. Bol to zazrak!
Len po tyZdni jej uzivania som sa postavil z vozika a mohol som chodit' — bez toho, aby som citil nevolnost), €i
mugiva bolest’. Bolo to neuveritefné. Napriek pretrvavajicim bolestiam a unave som mohol existovat' Po prvykrat
po dlhom ¢ase som opét citil, Ze ja ovladam svoj Zivot.

Daosledkom mojej neschopnosti Sportovat’ ked' som bol dietatom, sa zo miia nikdy nestal futbalovy fanisik! RadSej
som svoju energiu venoval uceniu. Mojim ciefom bolo zmaturovat’ - ale nestacilo mi len ziskat' vysvedcenie, chcel
som byt'najlepsi! Bol to vzdialeny ciel, ktory aj nemusel vyjst' z dévodu nepredvidatelného priebehu méjho ochorenia.
V nasledujdcich rokoch mi navySe diagnostikovali Crohnovu chorobu a v kombinacii s artritidou som musel
vynechat' 12 mesiacov $tddia. Na zaéiatku Stidia ma vSetci odradzali, aby som bol spokojny s akymkolvek
vysledkom a nasiel si pracu, kde sa nebudem stresovat. AvSak neuvedomovali si, Ze tym len zapalili vo mne iskru,
ktora mala poukazat' na to, ako velmi sa mylia. Nikto nikdy mi predsa neméZe povedat, Ze sa moje sny nenaplnia!
S odhodlanim som sa vrhol do Studia, postval viastné limity. Uz ma nikto nemohol zastavit'. V lete roku 2010 som
bol najstastne;jsi ¢lovek na Zemi, ked’ som dosiahol znamky A a A* v 13 predmetoch Studia. Nasledne som Siel
Studovat' bioldgiu, chémiu a fyziku, kde som mal tiez vyborné znamky. Asi vas neprekvapi, ked som sa rozhodol
ziskat' titul na Univerzite v Manchestri v biomedicine. Bolo to nieGo, ¢o ma vzdy zaujimalo, ale ovela délezitejSie
pre mna je, Ze aj takto m6zem pomahat' fudom zijicim s reumatickym ochorenim.

Stadium na vysokej skole s diagnézami ako artritida, Crohnova choroba &i fibromyalgia nie je vobec prechadzka
ruzovou zahradou, najma, ak vas cely Zivot presviedcali, ze ni¢ nedosiahnete. Ako som rastol, naucil som sa
oceriovat' kazdu mali¢kost' — milujicu rodinu, skvelych priatelov a nové skisenosti. Teraz, vo veku 22 rokov, kedy
som v poslednom roéniku svojho Studia, by som mal dostat’ ¢erveny diplom — nieco, o ¢om som tak dlho snival.
Naugil som sa brat’ Zivot ako pride, ked’ mam dobry defi, tak urobim vSetko, na &0 mam dostatok sil. Ano, je
mozné, ze na druhy def budem trpiet,, ale pre mia to vzdy stoji za to. Nie som dokonaly, ale ani by som dokonalym
nechcel byt. Myslim, Ze vam mdZe trvat' roky, kym prijmete svoje ochorenie, kym zaénete zit' svoj zivot aj napriek
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N | A e without arthii
Living with a rheumatic or ‘ALt | N wouldn't be my life
musculoskeletal disease - - . +

H } i to

National Edgar Stene Prize 2016 winner

Life with a rheumatic disease:
“How I live ny llfe to the lellESt” (Simon Stones, Great Britain)

| don’t remember a day without arthritis being there. Always in the background...Wherever you look, whatever you
do, it's there. Having had arthritis from the age of three, it's hard to remember what life used to be like.

| had a fairly “normal” childhood. It wasn't like that of my friends in school, but it was all that | knew. Arthritis took
its toll on my young body, with constant hot, stiff and swollen joints. Life began to get much worse when | was
prescribed a new drug in 2000. For three sold years, | would suffer at the receiving end of this medicine. Weekends
consisted of constant nausea and vomiting. | never experienced days out with friends. Even trips to the shops with
my parents resulted in my lying down in the car feeling sick. | tried to explain this to my doctors, but they didn't fully
appreciate the impact of this medicine on my life — let alone the impact of the disease in its own right.

Life was pretty rough. | would go to school during the week on the days when | could physically get out of bed.
| was exhausted in the evenings and spent the weekends ill at home as a consequence of the medicine. At the
age of seven, what was the point in life? If having arthritis wasn't bad enough, the medicine to “treat” it felt like
a punishment. | told the doctors at the hospital that | would rather be stuck in a wheelchair for life than take that
drug. The light at the end of the tunnel had disappeared and all glimmers of hope seemed a million miles away.
A turning point in my life was in 2004 when, at the age of 11, | was switched on to a new biologic medicine. It was
a miracle. After just a week's treatment with the medicine | was able to get out of the wheelchair and walk — without
feeling sick, without agonising pain. It was unbelievable. Although pain and fatigue were there every single day, it
was more manageable than before. For the first time in years | felt like | was in control.

As a consequence of my inability to perform sports as a child, | had never been a huge fan of football! Instead, | had
channeled my time and energy into learning - into being academic. My aim was to get to do my GCSEs (General
Certificates of Secondary Education) — but not just to pass them, | wanted to get the best! This seemed like a distant
goal, and | was uncertain whether | would get there after having had to miss so much time from school.

In the years that followed, | was diagnosed with Crohn’s disease and, in combination with arthritis, | missed an
additional 12 months of school. As | began to study for my GCSEs, so many people said it wasn't worthwhile putting
myself through this stress. They suggested that | should just get through the exams, accept whatever | got, and
choose a stress-free job that didn't affect my health. However, they didn't realise that they had just ignited a spark
within me, which was going to prove them wrong. Nobody ever tells me that | am incapable of achieving my dreams!
With sheer drive and determination, | went on to study my GCSEs, pushing myself to the extreme. Given all of the
pushbacks in life, nobody was going to stop me now. In the summer of 2010, | was over the moon | achieved 13
GCSEs at grades A and A*. | then went on to sixth form college where | studied biology, chemistry, and physics at
A-level, achieving A and B grades in 2012.

It may not surprise you that, later in that year, | moved to the University of Manchester to study a degree in biomedical
sciences. It was something | had always been interested in but, more importantly, was an opportunity for me to give
something back to society — to help the people living with rheumatic and musculoskeletal diseases (RMDs).
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prekazkam, ktoré vam kladie pod nohy. Ja som ur€ite schopny dosiahnut’ vSetko, ¢o aj moji rovesnici. Ked' nie¢o
chcem, tak to aj urobim — pre¢o by som nemal? UzZivanie liekov, pravidelné cviGenie ¢i choroba sd siéastou vasho
kazdodenného Zivota. Naucite sa prispdsobit’ a vnimat’ hlavne vSetky pozitiva v mori negativ.

Moje osobné skisenosti ma povzbudzuju, aby som pomahal fudom s reumatickym ochorenim, ktori musia znasat'
toto neprijemné ochorenie denne. Zijem v nadeji, Ze jedného dita nebudi musiet' ludia s reumatickym ochorenim
prezivat' fyzické, spoloéenské a psychické nasledky ich ochorenia. V poslednych troch rokov som sa vzdelaval
v oblasti vyskumu ako pacient — najmd som reprezentoval mladych fudi s reumatickym ochorenim a usiloval
sa, aby hlas mladych fudi bolo poéut' na miestnej, narodnej a medzinarodnej trovni. Tak sa mi podarilo spoznat’
mnoho skvelych fudi a vidiet' izasné krajiny po celom svete — nie¢o, ¢o by sa mi nikdy nepodarilo, nebyt' artritidy.
NavySe som sa rozhodol pokracovat' v PhD §tudiu. Dufam, Ze sa mi aj tymto spésobom podari premena a mladi
[udia budi méct ist' za svojimi ciefmi, pretoZe kazdy Elovek s reumatickym ochorenim je skveld, schopna
a jedinecna bytost'.

Stadium, poméhanie pacientom a samotny Zivot s reumatickym ochorenim méze byt' vyéerpavajiici. Napriek tomu
som sa nikdy necitil tastnejsi. Zivot bez artritidy by nebol mojim Zivotom, Zivotom, ktory milujem. Moje skiisenosti
zo mia vytvorili loveka, akym som teraz a nechcel by som sa zmenit.

Zijem pre dnesok a snivam pre zajtraj$ok. Nikto nevie, 6o nas ¢aka za dalSou zakrutou, ale ak sa naugite 7it'ten
Zivot, ktory milujete, najdete skutocné Stastie. Ja stale bojujem, stale sa usmievam a uzivam si kazdy okamih na
koloto¢i, ktorym Zivot je.
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Going to university whilst living with arthritis, Crohn’s disease and fibromyalgia certainly comes with its challenges
- especially having had your confidence knocked out of you as a young person. As | have grown up, I've learnt to
appreciate the small things in life — a loving family, great friends and embracing new experiences. Now, at the age
of 22,  am in the final year of my undergraduate studies, and | am projected to achieve a 1st class honours degree
in summer 2016 — something which was just a dream in years gone by.

| have learnt to take life with a pinch of salt — on my good days | sometimes go mad and do as much as | can.
Inevitably, | may suffer the day after — but, to me, it is worth it. | may not be perfect, but | wouldn't want to be
perfect. | think it can take a number of years for you to reach this acceptance “phase”, where you can live beyond
the limitations of your condition. | am more than capable of achieving what my peers can achieve. If | want to do
something, | will do it — why should I not? Taking your daily medication, doing your exercises and having time out
are part and parcel of your daily routine. You learn to adapt, and view all of the positives in a sea of negativity.
My personal experiences have encouraged me to help others living with RMDs, who have to deal with these
horrendous conditions on a daily basis. | do this in the hope that, one day, people with RMDs will not have to
endure the physical, social and psychological consequences of these diseases.

For the past three years, | have built on my experiences to become a patient research ambassador — campaigning
for, and representing the voice of young people with RMDs at a local, national and international level. In doing so,
| have met many wonderful people and seen some amazing places around the world — something that | would
never have done if | didn’t have arthritis.

Moreover, | have taken the decision to study for a PhD in the autumn of 2016. In doing so, | hope that | will be able
to make a difference, and empower young people to realise their dreams, hold on to them and achieve them —
because every person with an RMD is a wonderful, capable and unique human being.

Studying for a degree, advocating for patients and living with an RMD can, at times, leave you completely drained.
But, funnily enough, | have never been happier. Life without arthritis wouldn’t be my life - the one that I love. My
experiences have shaped me into the person | am today, and | would never want to change.

I live for today and dream for tomorrow. None of us know what is around the corner but, when you learn to live the
life you love and love the life you live, you've found true happiness. | keep fighting, | keep smiling and | enjoy every
moment in this rollercoaster of a journey that is life.
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Co ndm reuma - juvenilnd
idiopaticka artritida dala
a ¢o vzala

Zlatica Baskovd

Je pre mia tazké rozpravat' o reume, pretoZe ju nemam ja, ale jedno z mojich deti...

Barus$kina diagnéza znie - Juvenilna idiopaticka polyartritida. Trvalo dlho, kym lekari zistili, Co jej vlastne je a zacali
ju liecit. Zo zdravého, veselého dievEatka sa v priebehu niekolkych mesiacov stal chradndci, neustale unaveny
&loviegik s opuchnutymi, bolavymi kibikmi. Vtedy mala len devét a pol roka. Prili§ malitka na takd krutd bolest,
nevyliecitelnd chorobu... Noci, ktoré som preplakala a premodlila sa nedaju spoéitat’. Vycitky, ¢i som nieco ako
matka zanedbala, ma neustale mudili.

Zistili sme, Ze existuje Klub Kibik. Prihlasili sme sa a absolvovali Rekondino-integraény pobyt vo Vysokych
Tatrach s Gzasnymi fudmi. Vd'aka nim sme mnohé pochopili a hlavne prijali. Hlboko sa do naSich stdc vryli ich
osudy, trapenia a boje s touto chorobou. Zistili sme, Ze st omnoho menSie deticky, rozne podoby a Stadia takéhoto
ochorenia. Tito udia sa s Aiou naudili Zit'a st spokojni a Stastni, aj napriek mnohym obmedzeniam...

Hovori sa, Ze ruka, ktora ndm pomaha vstat ked’ padame je vzacnejsia, nez tisic objati, ked' stojime. Kibikari boli
v tej chvili ,padania“ pre nas prave touto zachrannou rukou. A nielen oni. Velka vdaka patri lekarom, priatefom,
rodine a méjmu manzelovi, ktory mi neustale pripominal, Ze mam ddverovat' Bohu.

Reuma nam vela vzala, ale aj dala. Baruske vzala najmé radost' z neobmedzeného pohybu, Sportovania.
V désledku liecby ma oslabenu imunitu a preto ju banalne virdzy skolia ¢astejSie a rychlejsie nez zdravych ludi.
Urobila ju zodpovednej$ou k pravidelnému uZivaniu liekov, pichaniu si MTX injekcii... Casto chodi na krvné
testy, vySetrenia. Nautili sme sa, ze zdravie nie je samozrejmost. Naucili sme sa neplanovat, pretoZze nam
Gasto naplanované veci skrizil neplanovany pobyt v nemocnici. Nauéili sme sa zdravsie stravovat), ¢itat' zloZenie
potravin. Naucili sme sa viac spoliehat' na Boha. Nau¢ili sme sa s touto chorobou Zit, nepodlahnut’ jej, ale bojovat'.
Barborka je momentalne v remisii. Davky MTX sa pomali¢ky zniZuji. Je znova vesela. A aj ked vieme, Ze sa nikdy
nevyliei, verime, Ze jej Zivot bude pinohodnotny. Modlitba bola, stale je a bude pre nas ta najsilnejSia zbrari proti
trapeniu, je tym najucinnejsim lieckom proti chorobe a tym najcennej$im darom pre toho, koho tak vricne milujeme.

SME TU PRE VﬂS -
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Lost and found with RMDs - juvenile arthritis

(Zlatica Baskovd)

It is quite difficult for me to talk about arthritis because | don't have it. It's one of my children who has it...

Baruska's diagnosis is Juvenile Idiopathic Arthritis. It took a long time for it to be diagnosed and to finally start
treatment. She went from a healthy, cheerful young girl to a fading away, tired person with swollen, painful joints. She
was only 9.5 years old. Too little for such pain, incurable disease...There were countless nights that | cried and prayed
for her. Remorse if | neglected something like a mother were constantly torturing me.

We found out about Klub Kibik. We signed up and we attended a camp for children in the High Tatras with amazing
people. Thanks to them, we finally understood a lot and more importantly accepted it. Their fate, suffering and struggle
with the disease is forever engraved in our hearts. We found out that there are far younger children affected with the
disease, there are different forms and stages of this disease. These people learnt to live and they are content and
happy despite the many limits...

There is a saying that the hand that helps us get up when we fall is far more valuable than thousands hugs when we
stand. We can say that the members of Klub Kibik were that helpful hand at the time of our “falling”. And not just them.
We are grateful to all the doctors, friends, family and my husband who was constantly reminding me not to lose faith.
We lost a lot with arthritis but we also found something. Baruska lost the pleasure of unrestricted movement and
sports. Due to medication, herimmune system is weak and therefore common viruses bring her down more often and
much quicker than healthy people. However it made her more responsible toward taking her medication regularly,
injecting the MTX...She often goes for blood tests, examinations. We found out that health cannot be taken for
granted. We learnt not to plan as our plans were often thwarted with unplanned hospital stays. We leamnt to eat
healthier, read the composition of groceries. We leamnt to rely more on God. We learnt to live with the disease, not
give up but fight.

Barborka is now in remission. The doses of MTX are coming down. She is happy again. Even though we know that she'll
never be cured, we have faith that her life will be fulfilling. Prayer was, is and will always be the strongest weapon against
misery, the most effective medication against a disease and the most valuable gift for those we love the most.

Ly ﬁ.. ® ©KLUB ]
< KLBIK ‘
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Bechterevik Stefan

Stefan Gancarcik

Mal som krasne detstvo a hlavne, okrem detskych beznych chordb som nepoznal doktorov. Vyrastal som na
periférii malého mestecka a Sport bol hlavnou naplfiou diia vo volnom ¢ase. Tdlali sme sa po lesoch, hravali
sme futbal, hokej a asi v piatej triede som sa dal na bezecké lyzovanie. Odvtedy som sa vzdy teSil na zimu.
Pravdupovediac, nikdy som sa jej nevedel dockat. Ked' som mal 13 rokov pribudla k mojim Sportom turistika,
neskor horolezectvo a atletika.

Ako 17-roény som bezal svoj prvy maraton v Novom Meste nad Vahom. | tento Sport si ma ziskal a ostal som mu
verny. Ako 18-roény som stal na Starte Medzinarodného maraténu mieru v KoSiciach. Zabehol som ¢as pod 3 hodiny.
Narukoval som k pohraniénej straZi na zakladni vojensku sluzbu. Bola to tvrda vojna, uzil som si svoje, navy$e
v zime padali minusové teplotné rekordy. Spomeniem este tazka chripku, ktord som prekonal pocas vojenciny.
Liecili ma az ked som nevladal vstat' z postele. Na konci vojny (poslednd zimu) som lyZoval vo vojenskej RH
Znojmo. Po vojne som si uz mohol snivat’ svoj sen a robit' véetky moje $porty, pribudol este biatlon, s ktorym som
koketoval uz skor.

Pracoval som ako elektrikar v elektrarni. Vtedy som mal tazky uraz, ked' som natiahol oblik z bleskoistky, zasiahol
ma prad 22 000 Voltov. Myslim, Ze len aktivnemu $portovaniu vd'agim za to, Ze som preZil. Z behov na maraténoch
som mal silné srdce. Spominam to preto, lebo nevylietené chripky, anginy a drazy su rizikovymi faktormi vzniku
Bechterevovej choroby.

V roku 1984 som zagal pocitovat bolesti v Favom bedrovom kibe. Pripisoval som to pretrénovanosti. Na maraténe
v Michalovciach bolo zase vSetko v poriadku. BeZal som v ¢elnej skupinke a len zlé obgerstvenie v zavere ma
vyradilo z boja o prvenstvo. Startéra tam robil dokonca pan Emil Zatopek! On osobne ma pochvalil po pretekoch,
Ze uz v tak mladom veku mam v sebe velkd bojovnost. Povzbudilo ma to. Mal som opét chut' trénovat’. No na
dalSom maraténe ma tak rozbolel bedrovy kib, 7e som dobehol len v mrékotach. Nevzdal som to, lebo méam v
povahe — ni¢ nevzdat!

V elektrarni sme boli dobry kolektiv a pomahali sme si. Zarabal som tam malo pefiazi, tak som si naSiel lep3ie
platené miesto. Bola to dost’ tazka praca tlaciara obalovych folii.

V roku 1985 som sa oZenil a v roku 1987 iSla manzelka na matersku dovolenku. Ako mlada rodina sme potrebovali
kazdu korunu. Narodil sa nam prvy syn, neskor o rok a pol druhy. To som eSte stale nepoznal svoju diagndzu.
Z1é vysledky z krvi ma doviedli az na reumatoldgiu. Nedarilo sa im zistit’ diagnézu. V nemocnici, kde som bol na
pozorovani, mi davali len acylpyrin a po Styroch diioch ma bez nélezu prepustili. Az v r. 1988 konecne bolo na
snimke jasne vidiet, Ze ide o Bechterevovu chorobu (ankylozujticu spondilitidu). Zagalo ma prudko zohybat, hoci
som hodne cvicil.

Potom to uz i$lo rychlo DOLU KOPCOM. Progresia choroby bola velka a také boli i pogiatoéné bolesti v bedrovej
(krizovej) Casti chrbtice. Zo zaciatku som sa este pokusal behavat kratSie trate, no konéil som bud' posledny, alebo
v lepSom pripade predposledny. No jeden ultramaraton na 50 km sa mi vydaril a ziskal som bronz. To Zivilo vo mne
novl nadej. Ta zhasla, ked' prisli opét' zIé vysledky, hlavne sedimentaciu som mal 60-80 Fw/hod.

Depresie i frustracia boli velké. Snazil som sa pracovat'a nemarddovat' zbytoéne. Podarilo sa mi zohnat'sii lahSiu robotu,
no stale to bolo na Styri zmeny. Noéné zmeny ma straSne vyéerpavali. Pracu som mal idealnu na cvicenie, prekladal
som cievky s hodvabom pekne zdola — hore, bolo to presne to, & som potreboval, cviéit, rozhybat kiby, aby nestuhii.
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The BBChterev - Stefan (Stefan Gancarcik, Poprad)

| had a beautiful childhood and most importantly, apart of common childish diseases, | was healthy. | grew up
at the suburbs of a small town and sports were filling out my days during my free time. We were hiking in the
forest, playing football, hockey and in my fifth grade | took up cross-country skiing. | have been looking forward
to winter since then. To tell you the truth, | couldn’t wait. When | was 13 years old, | took up hiking, later climbing
and athletics.

As a 17-year old | ran my first marathon in Nové Mest nad Vahom. | grew to like this sport and continued running.
As an 18-year old | ran my first International peace marathon in KoSice. | finished in less than 3 hours.

| joined the border patrol as my mandatory military service. It was a tough service, there were really cold winters
at that time. | will only mention a tough flu that was finally treated only when | was unable to get out of bed. At the
end of my service (the last winter) | was skiing for military team Znojmo. After the service | was able to continue
with all the sports and | also added biathlon which | was thinking about for some time.

| used to work as an electrician at a power station. | had a serious injury then — | was hit by a current of 22 000 Volts.
I think it was only due to sports that | survived. | had a very strong heart from running in marathons. | mention this only
because untreated flus, anginas and injuries are common risk factors in getting ankylosing spondylitis.

My left hip started hurting in 1984. | thought it was due to the heavy trainings. Everything was alright during the
marathon in Michalovce. | was running in the head group and only bad refreshment at the end made me lose the
first place. Actually the starter role was performed by Mr Emil Zatopek! He personally praised me that | had a lot of
pugnacity for such young age. It encouraged me. | wanted to train again. But at the next marathon, my hip started
hurting so badly that | finished in great pain. But | didn’t give up — it's not in my nature!

We were a great team at the power plant and we were helping each other. | was earning little so | found a better-
paid job. It was a tough job — printer of packaging films.

| got married in 1985 and we had our first son in 1987 and another one 1.5 years later. As a young family, we needed
every penny. | still didn’t know my diagnosis. Bad blood results led me to a rheumatologist. But we weren't lucky
in getting my diagnosis. When | was in hospital for observation, | was only given aspirin and was released without
findings. Finally in 1988 it was clear from imaging that it was ankylosing spondylitis. | became stiff despite my exercise.
Then it went downhill pretty quickly. The progress was great and so was the pain in the lower back. At first | was
still trying to run shorter tracks but | was either the last or almost last. But | was successful at a marathon of 50
km where | got the bronze medal. That encouraged me and gave me new hope. That hope disappeared when my
blood tests came back. They were bad, especially FW was 60-80.

| was depressed and frustrated. | tried working and avoid taking unnecessary sick leaves. | was able to get an
easier job but | still worked in shifts. Night shifts were especially difficult.

The job itself was ideal for exercise — | moved silk wires from bottom to top — exactly what | needed to move my
joints in order not to get stiff.

But it was getting worse and worse. Nothing was helping! | went to spa 3 times and also for rehabilitation to Bardejov
(it was a month-long stay). | was sent there by my rheumatologist who has been taking care of me since 1984.
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Bolo to v§ak horsie a horsie. Nepomahalo nig! Bol som 3x-krét v kipeloch a aj na rehabilitacii v NORCH (vtedy
este na pracovisku v Bardejove), kam sa chodilo na cely mesiac. Posielala ma tam reumatologicka, u ktorej som
v evidencii uZ od roku 1984.

VZdy sa to na kratky ¢as zlepsilo, aby to potom prepuklo opéat. Vaznu chybu som urobil aj ja na zagiatku choroby,
ked som sa mal ve$at' na hrazdu, aby sa medzistavcové priestory uvolnili. Spavat’' som mal na bruchu, pripadne
rovno vystrety na chrbte. No doteraz na chrbte nezaspim a to je problém. Spim tak, ze vzdy mam aspoii jednu
nohu vystretd, aby to nedeformovalo este viac uz zdeformovanu chrbticu.

Nevedel som sa zmierit’s chorobou a to bol i hlavny dévod méjho rozvodu po 10 rokoch manzelstva. Neviem uz
presne, ale asi v roku 1994 som sa dostal aZ na invalidny déchodok, najskor na Giastoény, potom cely. PrileZitostne
som mohol na dohodu pracovat. NasSiel som si asi na 5 rokov (4 — 5 mesiacov v roku pocas leta) brigadu ako
strazca (spravca) na podnikovej chate v chatovej oblasti. Aj som tam byval, pretoZze som nevladal dochadzat’
50 km denne. | cestovanie mi robilo ohromné problémy. Tam som trochu pookrial. Mal som dost’ pohybu v lese.
Prilepsil som si i o nejakd korunu.

SnaZil som sa este robit' vysokohorsku turistiku, aj nejaké lahSie horolezecké vystupy, ale bolo v tom viac bolesti
ako radosti. V roku 2000 som bol poslednykrat na Gerlachovskom $tite. Na3tastie, vtedy som si to slovko
Jposlednykrat‘ neuvedomoval. Do Tatier som uz nevladal chodit’. Bolesti boli prili§ velké.

Jeden z hosti, na chate kde som pracoval, mi raz povedal, Ze do Tatier sa pozriem az v druhom Zivote. Tak ma to
zdravo nakoplo, Ze som zacal v zime 2011 opét vela chodit. Dostaval som sa pritom aZ za hranicu bolesti a ono
to iSlo. Ked som prekonal 15 km, bol som pripraveny do hér na lahSiu taru.

Nasiel som si priatelku, ktora chodila do hor, ale bala sa ist' so mnou, lebo neverila, Ze to zvladnem. Musel som
ju dlho presvied¢at' Prvé tary som chodil sam a mal som velku radost, Ze sa mi to dari. V roku 2012 som zdolal
postupne Krivan, Slavkovsky §tit, Kdprovsky Stit a Vychodnua Vysoka. PreSiel som z Lysej Polany cez Prielom az
do Tatranskej Polianky, ¢o je naozaj naroéna celodenna tura. Zdolal som i Prosiecku a Kvagiansku dolinu a Tri
Koruny v Pol'sku. Zase som zacal mat'rad Zivot, aj ked' bolesti som maval stale. Svaly drZiace chrbticu mi pohybom
spevneli, tak sa to dalo vydrzat.

Asi po 16 rokoch od zagiatku choroby mi ale stuhla cela chrbtica — komplet. NepoGul som na lavé ucho, zagali
sa Crevné problémy a najhorsie bolo to, Ze som ani netusil, ze mam aj pociatocné Stadium osteopordzy. Nevedel
som si vysvetlit' silné kice v chrbte a bolesti, ktoré ich sprevadzali. Boli to bolesti z kategérie — az neznesitelné!
Vzdy, ked som sa v noci prebudil, cviil som s krkom, lebo mi zaGal mohutne tuhnit. No nestagilo to. Stuhol mi
i tak, mohol som cvicit' kolko som chcel.

V roku 2013 sa mi zlomil stavec — len tak, na stolicke doma. Sedel som a vo velkych bolestiach som sa po velkom
Usili zviezol na zem. Podali mi silné lieky timiace bolest’, aby som sa mohol vébec dostat' na postel. To je koniec
s chodenim do hér. Bolo to prvé, o ma v tych chvilach napadlo. Znovu som sa ugil chodit! trvalo mi to 9 mesiacov.
Do nemocnice som sa dostal az neskér. Vd'aka tomu, Ze sa so mnou ur€ity ¢as nehybalo, som neochrnul.

V tom tazkom roku mi ku vSetkému eSte zomrela i priatelka — na rakovinu. Neskutoéne mi chyba. Naugila ma
velmi délezitu vec — ako sa zdravo stravovat! Jej rady vyuzivam dodnes. Odvtedy verim, Ze kazdy ¢lovek, ktory
prejde naSim zivotom, ma pre nas vyznam. Pomaha nam, aby sme napredovali, aby sme sa nie¢o naudili, aby
sme si nie¢o navzajom odovzdali.

Odvtedy som este dal Ostrvu, Zbojnicku chatu a Tri koruny. V nasledujicom roku len Popradské pleso. Najar som
mal zase kfGe. Drzalo ma to celd hodinu. MoZno mi zase niekde nieco prasklo.

Na mojich snimkach je dnes vidno len samé vyrastky. Podla mna liechu osteoporézy nemam dobre nastavenu.
Viac mi $kodi ako prospieva. Choroba mi skratila $fachy, dokrivila prsty na nohach (na rukach som ich uz mal
vykrivené aj predtym). Skisam, Studujem dostupné materidly ako si pomoct, aby sa netvorili nové vyrastky.
Docital som sa, Ze je potrebny vitamin K2, aby sa vapnik neukladal v cievach, ale bol nasmerovany tam kam ma,
kde je potrebny — do kosti.

Som ¢lenom Fdra pre bechterevikov, kde som vo vedeni. Na chate Féra mam najviac prispevkov. Radime tam
pacientom s Bechterevom, pomahame im k véasnému rozpoznaniu priznakov ochorenia a tym nepriamo pomahame
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It always helped for some time but then | flared up again. | made a serious mistake at the beginning of the disease
when | was supposed to hang on a horizontal bar in order to ease my intervertebral space. | was supposed to sleep
on my stomach or straight on my back. But | can't fall asleep on my back and that is a problem. | always sleep at
least with one leg straight in order not to deform more already deformed spine.

I couldn’t reconcile with the disease and that was the main reason for my divorce after 10 years of marriage. | don’t
know exactly but sometime in 1994 | had to get disability pension, at first only partial, then full.

| occasionally worked. | found a job as a guard at a cottage in the mountains. | worked there for about 5 years for
4-5 months during the summer. | even lived there as | was unable to travel 50 km each day. Even travelling was
demanding. | cheered up a little there. | had enough exercise in the forest and | was getting little money on top.

| was still trying to do alpine hiking or lighter climbing but it was more painful then cheerful. My last time at the
Gerlach peak was in 2000. Fortunately | didn’t know it would be my last time then. | was unable to go hiking in the
Tatras. Pain was too great.

One of the guests at the cottage where | worked told me once that | would be able to see the Tatras again in my
next life. This was a turning point and | started walking long distances again in 2011. | was breaking the barriers of
pain and | could do it. After walking over 15 km, | was ready for a lighter hike in the mountains.

| found a girlfriend who was also hiking but she was too afraid to join me because she didn't believe I could do
it. | had to persuade her a lot. | went for hikes alone initially but | was so happy that | was able to do it. In 2012
| gradually went to Krivan, Slavkovsky Stit, Koprovsky §tit a Vychodna Vysoka. | went from Lysa Polana through
Prielom to Tatranska Polianka which is a really difficult, whole day hike. | conquered Prosiecka and Kvagianska
dolina and Three Crowns in Poland. | started enjoying my life again despite the pain. My spine got stronger and
| could endure it.

After 16 years since the beginning of the disease my spine got stiff completely. | lost the hearing in my left ear,
| started having problems with digestion and worst of all | was diagnosed with the initial stage of osteoporosis. | didn’t
understand the strong spasms in the spine and the pain that accompanied them. The pain was truly unbearable!
Every time | woke up at night, | tried moving my neck because it was getting really stiff. But it wasn’t enough. It
went stiff completely no matter how much | exercised.

| broke a vertebra in 2013 — just like that, sitting on a chair at home. | was sitting and | fell from the chair in great
pain. | was given strong pain killers in order to at least get to bed. That was the end of my walking in the mountains
— it was my first thought. | had to learn to walk again, it took me 9 months. It was only later that | was admitted to
hospital. It was thanks to me not moving for some time that | didn't stay paralysed.

It was a difficult year in itself when even my girlfriend died of cancer. | miss her so much. She taught me a very
important thing — healthy diet! | use her advice every day. | believe that each person that comes to our lives has its
meaning for us. That person helps us to move forward, to learn, to pass on our knowledge. Since then | was able
to conquer Ostrva, Zbojnicka chata and Three Crowns. The next year only Popradskeé pleso. | had spasms in the
spring again. They lasted for an hour. | probably ruptured something again.

The imaging shows only bony fusions today. | think that my osteoporosis is not treated correctly. The treatment
harms me more than it helps. The disease has shortened my tendons, bent my fingers and toes. | test, | study
available literature in order to prevent new fusions. | learnt that | need vitamin K2 in order for the calcium not to be
stored in the vessels but to be directed where it should go — to the bones.

| am a board member of the Forum for patients with Ankylosing Spondylitis. | have the most contributions at the
Forum. We advise patients with Ankylosing Spondylitis, we help them to identify the early signs of the disease
and indirectly help prevent the hard consequences of the disease. We contribute to early diagnosis and share our
personal experiences.

| remember that when | got diagnosed there was not much information. There was no Internet or technology. There
were no biologics that give patients great hope. | would be entitled to it but unfortunately I'm unable to go over the
necessary examinations. My breathing got worse. | should have my lungs examined.

There were two meetings of patients with Ankylosing Spondylitis that | organised in winter at the Jamskeé (or better
Popradské) pleso. There weren't many of them as they suffer a lot. But it was a nice experience. Some of us knew
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prevencii tazkych nasledkov a prispievame k véasnej diagnostike ich ochorenia, zdiefame vlastné skisenosti.
Paméatam sa, Ze ked' som ochorel, informacii bolo Zalostne malo. Nebol ani internet a technika o je dnes. Nebola
biologicka lie¢ba, ktora dava velku nadej pacientom. Mne by ju dali, ale ja uz, Zial, nezvliadnem absolvovat’
potrebné vySetrenia. Velmi sa mi zhorSilo dychanie. Potrebné je plicne vySetrenie, kde by som asi nesplnil
potrebné kritéria.

Chrbtica mi tla¢i na miechu do pol tela, mam stipnuté nohy. Bicyklovanie mi vela radosti neprinas$a, ale nevzdal
som to. Nedam si predsa od choroby vetko vziat! Zatial' sa teSim z remizy so zubatou. Humor je tiez vefmi
dolezity. Zakryvam nim pla¢, takze ked sa smejem, je mi vlastne do placu.

Fungujem tak, Ze kazdé 3 hodiny si musim fahnit, aby som odbiral bolest' a napétie v chrbtici. Zial, osobni
navstevu u odbornych lekarov uz nezvladnem. Komunikujem s nimi telefonicky, alebo vobec. Neda sa mi pre
moje deformacie urobit' vySetrenie CT, MR, gastro ani kolonoskopia. Ked' viadzem, idem raz roéne do nemocnice
na prelieéenie inflziami.

Snazim sa denne prejst' aspofi 2 km, hlavne pre krvny obeh a svalstvo noh, ktoré odchadza désledkom nedokrvenia.
Nemam rad reci o tom, kolko dobrého mi dala choroba, pretoze mne vzala vSetko a som uz len vézen vo vlastnom
tele. Jediny prinos je, ze som spoznal skvelych fudi, ktorych by som inak nikdy nespoznal.V ostatnom éase mam
Stastie na dobrych priatefov. Bez nich by to bolo tazké.

Fandim vietkym fudom, ktori majii zdravotné problémy a maj( takisto ako ja iba jediné prianie — byt opat' ZDRAVY!
Dokial' dokazem niekomu na tomto svete eSte nejako pomdct, tak dovtedy sa nikdy nevzdam a budem bojovat’
s chorobou, uz aj preto, aby som bol prikladom, Ze Zivot si treba vazit.

-PSYCHOLOGICKE]
PODPORY o i seumasinron ramn

[2] SENTRUM
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each other only from social media and we were finally able to meet in person.

The spine puts pressure on the spinal cord and | have stiff legs. Cycling doesn't bring a lot of joy but | didn’t give up
onit. | won't let the disease to take everything from me! | am thankful to be alive. Humour is actually very important.
| cover up my tears with humour. So actually when I'm laughing, | feel like crying.

| have to lie down every three hours in order to ease the pain and tension in my spine. Unfortunately I'm unable
to see a doctor personally. | either speak to them on the phone or not at all. Due to deformation on my body, they
can't do a CT scan or MRI, gastroscopy or colonoscopy. If I'm well enough, | go to the hospital once a year to get
IV treatment.

| try walking 2 km every day in order to get my blood circulation and muscles in my legs running.

| don't like talking about what | have found with disease because I lost everything. I'm a prisoner in my own body.
The only positive thing are the people that I've met. I've been quite lucky to have good friends. It would be really
difficult without them.

I root for all the people with health problems and who have only one wish, the same as | do, to be HEALTHY again!
As long as | am able to help somebody in this world, | won't give up and | will fight the disease in order to also
prove that life should be valued.




Co mi reuma
vzala/dala?

Lucia Slejzdkovad

Ako jeden ¢lovek z mala, ktory trpel reumou uz od Gtleho detstva, mdzem tvrdit| Ze je ozaj tazké zhrnit celozivotné
skdsenosti z boja s raritnym autoimunitnym ochorenim do niekolkych odsekov, preto som sa trochu viac rozpisala.
Aby ste mali asponi pribliznd predstavu o tomto raritnom ochoreni, ktorym celosvetovo trpi cca do 100 [udi,
uvediem niektoré jeho prejavy v nasledujdcich riadkoch.

Par hodin, pripadne par dni, po narodeni sa na tele novonarodeného babatka zacinajl objavovat' prvé Gervené
vyrazky, z ktorych sa postupne stane cela mapa. Nikdy sa nevyskytuju len na jednom mieste, na jednej strane
tela, alebo len na konkrétnej koncatine ¢i strane hrudnika. Prave naopak, sd Uplne vSade na celom tele, miznd
a objavujl sa nezavisle od ¢ohokolvek. Ich zaéinajici prejav je zriedka postrehnutelny, najprv si ich pritomnost’
nevSimnete, ked vSak zacinaju pribidat’ Goraz vo vaéSom mnozstve, svrbiet’ a postupne aj boliet, podobne
ako modriny, velmi rychlo vas na seba upozornia. O slovo sa totiZ prihlasi aj akdsi Unava z nich (podobne ako
po prehnanom cviceni) a mate pocit, akoby ste na tele mali prilepent $pinu. Vyzeraji spociatku ako drobné
nehnisavé pupencovité fliacky, postupne vSak rastu a zlievajd sa, niektoré zmiznd a vytvarajd sa nové na predtym
nepokrytych miestach. Casto st sprevadzané aj zimnicou, nahradenou neskér hortigkou, zlievaji sa na pomerne
velkych plochach do jedného celku a vytvarajd zloZité mapy. Tazké je najst’ kisok Gistej nepokrytej koze. Robia
si o cheud, maju roznu intenzitu éerveného sfarbenia, mnozstvo, frekvenciu vyskytu bez akejkolvek ¢asovej
nadvaznosti a prepojenia s ¢imkolvek. K dalsim prejavom ochorenia sa postupne za€inaju pridavat'aj kazdodenné
zvySené teploty, ktoré prerastl do niekolko hodin trvajicich hordéok. Aby toho nebolo malo, postupne sa ¢asom
zadinaju pridvat' aj opuchy, bolesti a zagervenania spogiatku drobnych kibikov kongatin, neskér aj verkych kibov.
A aby som nezabudla, bez akejkolvek priCiny sa objavuji aj extrémne silné bolesti hlavy, ktoré zaéinaju vzdy
v skorych rannych hodinach, nemaju Ziadne priznaky toho, Ze sa bliZi ,zachvat‘. Prirovnavam ich k slapovym
javom. Ako ,priliv¢ pride extrémne silna bolest' hlavy, celti oblast’ hlavy a svalovii éast' pozdiz celej chrbtice schyti
velmi silny a bolestivy ki¢ (ako vo zveraku, celé telo stuhne a snazi sa zvinit' do klbka) a drzi telo v tomto
stave niekolko predlhych sekind, kym v podobe ,odlivu“ toto zovretie povoli, aby vzapati mohol prist' novy kf¢
rovnakej alebo miemej$ej intenzity. Casto to byva este sprevadzané vracanim, menej ¢asto aj hnadkou. Tento
stav trva cca 24 hodin a dalSich 24 hodin su ,dozvuky“. Tento zachvat sa neda nikdy predvidat, nema Ziadne
prepojenie s potravou, tekutinami, ale ani so stresom, pocasim ¢i roénym obdobim. Nedéinkuje na neho Ziaden
liek, ako zachvat sam pride, tak musi sam aj odist. K tomuto vSetkému sa pridavaju aj zlé vysledky rozboru
krvi poukazujlce na vysoky zapal v tele, aj chudokrvnost, a kedZe toto ochorenie Utogi aj na nervova sdstavu
(CNS a zmysly), postupne sa pripajaju aj problémy so zrakom a neustéle postupne sa zhor$ujicim sluchom.
Inak, polovica fudi s mojim ochorenim sa nedozije dospelosti najméa kvdli d'al§im pridruzenym prejavom v podobe
ochorenia srdca, obliiek, pluc, Zalidka a dalSich organov, ktoré si nezlugitelné so zivotom. Polovica pacientov
ma zaroven aj niektory stupen mentalnej retardacie, ¢o sa mne nastastie vyhlo, ale o to horSie boli iné prejavy
ochorenia. VSetky tieto prejavy u mia postupne prispeli k zaciatku jedného velikdnskeho koloto¢a nekoneénych
hospitalizacif vo viacerych nemocniciach vtedajsieho Ceskoslovenska.

Moje osobné trampoty s tymto ochorenim sa zacali uz par hodin po narodeni, kedy si mamka na izbe v pdrodnici
vSimla Gervené pupencovité vyrazky na nozkach a brusku, ktoré neskdr zmizli a opat sa objavili. Takymto
sposobom som ,cviila“ vSetky sestricky, ktoré so mnou prisli do kontaktu, postupne sa k nim pridali aj lekarky,
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What I lost/found with arthritis? (Lucia siejzikovd)

As one of the few people who have had arthritis since childhood, | can say that it is difficult to summarise life-long
experiences with the fight with a rare autoimmune disease into a few paragraphs therefore I'll write a bit more. For
your information there are only about 100 people with this rare disease around the world. I'll mention some of its
symptoms in the next lines.

A few hours, or a few days, after birth, a newborn baby gets red rash that gradually covers the whole body. The
rash never appears at one place, one side of the body or a particular limb or a part of the chest. On the contrary,
it is everywhere, throughout the body, it appears and disappears regardless of anything. Its initial manifestation
is rarely perceptible, first you notice its presence, but when it begins to accrue more and in larger quantities, and
gradually itches and hurts, like bruises, one very quickly becomes aware of its presence. One also feels quite
tired from it (as if after over exercising) and one feels as if dirt was pasted on the body. Initially the rash looks
like tiny nonsuppurative papular speckles, but gradually they grow and merge, some disappear and new ones
are generated on previously unaffected areas. It is often accompanied by chills and fever, merging into relatively
large areas as a unit and creating complex maps. It is difficult to find a part of clean skin. The rash does whatever
it wants, it has a different intensity of the red color, quantity, frequency of occurrence, without any time continuity
or connection with anything. Other manifestations of the disease are daily high temperatures which will develop
into several hours lasting fevers. To make matters worse, gradually over time, swelling, pain and redness initially
of small joints in the limbs, later of large joints are added. Let me also mention that, without any cause, extremely
severe headaches also appear, which always start early in the morning. There is no symptom of the approaching
“seizure”. | would compare them to the tidal phenomenon. As the “tide” extremely severe headache comes, the
whole area of the head and the muscular part of the spine is grabbed with a very strong and painful spasm (as
in a vice, the whole body solidifies and tries to roll into a ball), and holds the body in this state for several long
seconds while in the form of a “low tide” that grip subsides in order for a new spasm of equal or lighter intensity to
appear. Often, it is accompanied by vomiting or less often with diarrhea. This state lasts for about 24 hours and it
“echoes” in the body for another 24 hours. This attack can never be predicted as it has no connection with food,
fluids nor with stress, weather or season. No medication helps. As the seizure comes, it goes. Poor blood results
pointing to high inflammation in the body, and anemia, since this disease also attacks the central nervous system
(CNS and senses) are added among the symptoms of the disease. Gradually vision problems, and constantly
progressively deteriorating hearing appear. Actually, half of the people with my disease will not live to adulthood
mainly due to other associated manifestations in the form of diseases of the heart, kidneys, lungs, stomach and
other organs that are incompatible with life. Half of the patients at the same time has some degree of mental
retardation, which is fortunately not my case, but the worse were other manifestations of the disease. All these
manifestations gradually contributed to the beginning of a carousel of endless inpatient care in several hospitals
across (back then) Czechoslovakia.

My personal troubles with the disease already started a few hours after birth, when my mother noticed a red
papular eruption on the legs and abdomen at the hospital, which later disappeared and re-appeared. In this
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ktoré nechapavo krtili hlavami. Predpokladali, Ze ide o popdrodny stres, pripadne fahkd formu alergie na nieco, ¢o
mamka zjedla a nepripisovali tomu nejaku velkd pozornost'. To este netusili, Ze vSetko sa iba zaina.... Po prichode
do méjho nového domova sa veci zagali zhor$ovat. Moja prva hospitalizacia a kvantum rdznych vySetreni vo veku
6 mesiacov, ktorej predchadzali ambulantné sledovania zdravotného stavu, zanechala na mojej malickej detskej
dusicke neprijlemné stopy. Omnoho horsie stopy vSak zanechala druha hospitalizacia vo veku 15 mesiacov.
Nepamétam si presne toto obdobie, ale z tych neskorSich viem, ze dieta v nemocnici Zije v akomsi ,medzisvete*.
Bola som sama - bez rodicov - hospitalizovana niekolko mesiacov v Bratislave. Ked' ma po nelspesnej liecbe
koneéne mali prepustit’ domov, pri§li ma vyzdvihnit rodiéia. Sestricka ma Uplne apatickd, tichd, so sklonenou
hlavkou priviedla za raéku k mojim rodi€om. A ja som ich nespoznala.... Prihovarali sa mi so slzami v ogiach, pre
mia vak boli akoby dalimi cudzincami medzi tymi vSetkymi, ktori sa na detskom oddeleni nemocnice denne
premielali. Po vy$e polhodine som zagala postupne brat' na vedomie ti ,tetu”, ktora bola mojou mamou. Ked' som
koneéne pochopila, kto to vlastne je, uz som sa od nej nepohla kicovito sa jej drZiac vSade, kde som malymi
ri¢kami dosiahla, aby sa mi opat' nebodaj nestratila. Ocko viak také Stastie nemal, nech sa mi prihovaral a skusal
na mnha vSetko mozné.... Trvalo to par hodin, kym som ho doma — medzi dalsimi dvoma ,cudzincami®, mojimi
strodencami - koneéne spoznala. Viete, ¢o vlastne zabralo...? Uspavanka... Ta kratka sloha uspavanky, ktorou
ma hojdajtic na rukach uspaval celé vecery predtym, ked' ma trapili bolestivé prejavy mdjho ochorenia a vycerpané
telicko nedokazalo samo zaspat.... Trvalo par mindt, pocas ktorych som sa rozpomenula a uverila tomu ,ujovi‘,
Ze je ozaj tym, kym je.... Mojim ockom, ktorého som [tbila, mojim ochrancom a pristavom, ku ktorému som sa
uchylila vzdy, ked' som sa niegoho bala. Ze som ho potom doslovne tymi drobnymi riékami $krila okolo krku,
mu vobec nevadilo.... DoleZité bolo len to, Ze mal svoje dievéatko znova doma. Nepohla som sa od rodiCov ani
na krok, vade som za nimi chodila ako psi¢a niekolko nasledujtcich tyzdiov... Okrem tejto skiisenosti som si
z nemocnice vSak doniesla este jednu neprijemnd skdsenost' - fébiu z vody. Nech mamka robila ¢okolvek, viac
nez len namo¢it’ mi prsty néh do vody v umyvadle sa jej nepodarilo. Rev s obrovskymi slzami kotulajtcimi sa po
lickach bol preukrutny, ten strach bol neuveritelne velky. Pomohlo az to, ked ocko spolu s mamkou napustili asi
10 cm vody do vane, ocko ma vzal na ruky, vstupil v trenkach do vane, posadil ma na jeho vystreté nohy a pomaly,
pokojne a neustalym prihovaranim mi jemne obmyval vodou nézky, potom racky a potom celé teli¢ko. Zabralo
to, postupne ¢asom som sa zacala kapat' aj sama, ale strachu z vody som sa uz nikdy v priebehu svojho Zivota
Uplne nezbavila. Doteraz neviem, ¢o konkrétne tdto hrozu z vody spustilo, iba na zaklade skisenosti z dalSich
hospitalizacii mam nejaké tuSenie. Z celého koloto¢a dihych mesiacov hospitalizacii pocas celého méjho detstva
mi najviac utkvela nemocnica v Motole v Prahe, kde som bola naj¢astejSie. Najma asi tym, Ze som tam - v pre
mia cudzom prostredi - musela v priebehu 2-3 dni prejst' z méjho materinského jazyka do ,slovensko-Gestiny*
a postupne do ¢estiny, aby som ako-tak zapadla medzi ostatné deti, ktoré naSej fubozvuénej slovenéine dobre
nerozumeli. Kvéli mojej slovenéine som si prezila aj ur€itd formu Sikanovania zo strany lekara, ktorému sa javil
moj poiatoCny problém vyslovit’' ¢eské i za zabavny a neustale ma pred nemocniénym personalom a ostatnymi
detmi zosmiesfioval. Po tyZdni som uZ vSak ,mluvila“ ako rodena Ceska, nikto neveril, 7e som Slovenka. A7
dovtedy, kym som im neukazala ucebnice v slovenskom jazyku. O to naroénejSie bolo pre mia toto obdobie
v tom, Ze - sice tak ako vzdy — som tam bola Gplne sama, bez rodiCov. Asi najhorSie v§ak pre moju dusic¢ku bolo
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way | “trained” all the nurses that came into contact with me, gradually joined by the doctors who shook their
heads uncomprehendingly. They assumed that this is either postnatal stress or mild form of allergy to something
my mom ate, and it wasn't paid much attention. We had no idea that this was just the beginning... Upon arrival
at my new home, things began to get worse. My first inpatient care and various examinations at the age of six
months left unpleasant traces in my tiny child soul. However much worse was the inpatient care at the age of
15 months. | do not remember exactly that period, but from the later experiences | know that a kid in hospital
lives in “between the worlds”. | was alone - no parents - hospitalised for several months in Bratislava. When they
finally, after unsuccessful treatment, let me go home, my parents came to pick me up. Nurse brought me totally
apathetic, silent, with a bowed head to my parents. And | did not recognise them...They were talking to me in tears
but they were just other strangers among all those in the children’s hospital. After more than half an hour | started
to gradually take note that the “lady” was my mother. When | finally understood who she really was, | clutched
her wherever my small hand reached so that | wouldn’t lose her again. However, my dad wasn't that lucky. He
could talk to me or do anything. It took a few hours for him when finally at home - among other two “strangers”,
my siblings - | finally recognised him. Do you know what actually worked? A lullaby. That short verse that he was
singing to me while | struggled in pain at nights and | wasn't able to fall asleep by myself. It took a few minutes
during which | remembered and believed that this “gentleman” is really who he claims to be. My farther whom
| loved, my protector and my shelter where | could go to every time | was afraid. He didn’t mind at all that | was
then literally strangling those tiny hands around his neck. The only important thing was that he had his little girl
back home. | wouldn't go away from my parents for the next few weeks, | was following them like a puppy. In
addition to this experience, | have brought one more unpleasant experience from the hospital - fear of water. Mom
could do anything but she was unable to soak more than my toes in the water in the basin. | was screaming and
crying so much, the fear was unbelievably great. What helped was my father going to the tub with me with only
10 cm of water in it. He put me on his legs and slowly started washing my feet, then my hands and gradually the
whole body. It worked and | was later able to bathe by myself but | never completely got rid of the fear. | still don't
know what caused such horror but from later inpatient care I'm starting to get an idea. From all the long months of
inpatient care throughout my childhood, | remember the most the hospital in Motol, Prague where | was the most
frequently. It was probably because | had to start speaking, in this for me strange environment, in Czech in order
to play with other children who didn’t understand Slovak. Because of my Slovak | also experienced some sort
of bullying by a doctor who thought it was funny that | couldn’t pronounce some of the Czech syllables correctly
and he was constantly making fun of me because of it. However after a week, | was fluent in Czech and nobody
believed | was Slovak. Until | showed them my school books in Slovak. :) It was a difficult period for me because,
like all the times before, | was there completely alone, without parents. The worst part was that they couldn't visit
or call because | was too “distraught” after, according to the doctors. A few minutes after each telephone call | wept
as | was missing my family. All the more | was looking forward to all the packages with accompanying letters from
my parents and my siblings (the doctors didn't like this either). We also had a few naughty children at the ward who
would browse my night stand when | wasn't around and took everything that could be eaten. I've never been a big
eater, | didn't like sweets very much. Maybe they only wanted to prevent the sweets to go bad. :)
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to, Ze rodicia mali zakazané ma navstevovat'a telefonovat’ so mnou, lebo som podla slov lekarov bola potom prili§
Jrozrusend“. Par minut po telefonate som si totiz zo smutku za mojou rodinou poplakala. O to viac som sa teSila
na vSetky baliky s priloZenymi listami od rodiCov a stirodencov, ktoré mi posielali z domova (a ani to sa lekarom
velmi nepacilo). No, mali sme tam na oddeleni aj par nezbednikov, ktori mi v ¢ase mojej nepritomnosti pravidelne
chodili kontrolovat’ obsah noéného stolika a vSetko, ¢o bolo v doruéenom baliku na jedenie, mi vzdy zmizlo. A to
som nikdy nebola velky jedak, sladkosti mi vela nehovorili. MozZno len chceli zabranit, aby tie pochdtky nevysli
nazmar. ;)

Aby som sa vratila spat' k reume: moje ochorenie nie je vobec jednoduché, postupne sa ¢asom zacali objavovat’
aj dalSie prejavy typické prave pre toto raritné ochorenie, ktoré som spominala vyssie. Kazdy den prinasal nieco
iné, nikdy som nevedela, ako mi rano bude a ani netusila, ¢o v priebehu dia vlastne mdzem ocakavat. Planovanie
aktivit diia neprichadzalo do Gvahy, teraz mi bolo celkom fajn, o hodinu som nevladala nielen chodit, sediet alebo
lezat! ale doslovne som sa nevladala pomaly ani nadychnut' od bolesti a hroznej Gnavy. Kym iné deti sa mohli hrat’,
behat', bicyklovat| vystrajat’ nejaku neplechu alebo len proste objavovat' svet, ja som sa na nich mohla prevazne
iba pozerat. Nastastie boli aj dni, ked’ som mohla fungovat' lepSie. Do §koly som chodievala s neustale zvy$enou
teplotou a Gnavou, ak mi bolo velmi zle a objavila sa horiéka, poslali ma z vyuéovania aj parkrat domov. Inak som
musela robit’ vietko ako ostatné zdravé deti, jedinou Ufavou u miia bolo to, Ze som nemusela cvi€it, proste som
bola od telesnej vichovy oslobodena. Horsie to bolo s dobighanim zameskaného ugiva. Na ZS to este nebolo také
zlé, lebo pocas hospitalizacii sme pravidelne mali dopoludiiajSie vyu¢ovanie s ¢eskymi ugitelkami, ktoré potom
podavali spravu o dosiahnutych vysledkoch a znamkach tym nasim ,naozajstnym* ugiteflkdm v nasej Skole. No, ale
skuste ako 9-rocné dieta nielen vysvetlit' estinarke, ale ju o tom aj presvedit, Ze slovo ,syr* sa v slovencine 0zaj
piSe s kratkym tvrdym ,y“ a nie s dihym ,y“. Nechcela mi verit'a v diktate mi to uznala ako jedind chybu. Patrila som
k najlepsim Ziakom poéas celej ZS, tak ma ta ,chyba“ este potom diho $krela.) ZIé to vSak bolo na SS, pretoze
povinna $kolska dochadzka skondila a stredoSkolaci uz vyu¢ovanie v nemocnici nemali. A tu nastal kameri drazu
hned' v prvom roéniku gymnazia, kedy som k zle a nedostatone lieGenej u mia beznej anginy ,prikipila“ este
aj ischémiu dolnych konéatin a skonéila na dobu 6 tyzdiiov v nemocnici. Do$lo totiz k nedostatoénému prisunu
kyslika a zivin do pracujucich svalov a tkaniv vplyvom trombdzy (upchatia ciev), dolné konéatiny od kolien po
prsty na nohach mi zachvatil hrozny chlad, pridalo sa pichanie miliardy drobnych ihli¢iek a kruté bolesti. Postupne
to prerastlo do znecitlivenia konéatin (vobec som si dond ¢ast’ ndh necitila) a ich fialovo-modrého pavuéinovito-
mramorového sfarbenia. Napriek tomu ma z pohotovosti poslali domov s tym, Ze si mam nohy udrZiavat'v teple,
dali mi k tomu volajaki masticku a prikaz, Ze sa rino mam zastavit'u méjho oSetrujiceho lekara. On ma urgentne
poslal priamo do nemocnice v KoSiciach. Podla tamojSich lekarov som priSla v poslednej chvili.... Nohy som
mala uz v takom stave, Ze mi hrozila amputacia oboch koncatin az nad kolena. Po 2 mesiacoch hospitalizacie
a nasledného dolieCovania doma som po opatovnom nastupe do Skoly uz nedokazala dobehnit' zameskané
ucivo za necelé 2 tyzdne, ktoré mi stredoSkolski ucitelia na to vyhradili, a poGas ktorych ma neskusali. Potom sa
na mna nalepilo par zlych znamok z niekolkych predmetov a kvéli nedostatku znamok z ostatnych predmetov
som v prvom polroku ,prepadala“. Dospelo to tak daleko, Ze ma chceli vylucit' zo Skoly a odporu€ili mi prestapit’
na nejaku uénovku, lebo na tato Skolu vraj proste rozumovo nemam a akukolvek int strednt Skolu by som tiez
nezvladla. Potrebovali to mat’ v§ak potvrdené na papieri odbornikmi, takze som musela podstuapit' kompletné
vySetrenie u psychologa a psychiatra. Nakoniec ma nevyligéili, nebol dévod. Odbornici im ,papiere na to nedali‘,
pretoZe vySetrenia preukazali vysoky stupen 1Q so vSetkymi prejavmi introvertného a melancholického Cloveka.
Na Skole som teda ostala. Bifagu najhorsieho Studenta sa v§ak velmi tazko zbavuje, nepomohlo mi ani to, ze som
v poslednom roéniku patrila medzi najlepSich Studentov a zZe sa mi pred celou Skolou dostalo ocenenia za vyborné
Studijné vysledky a tspedné zastupovanie skoly na olympiade. Ze to so mnou po rozumovej stranke naozaj nebolo
také zIé, som si overila po¢as nasledujucich rokov pomocou Gspe$ne a vlastnymi silami ukonéenych §tadii na
troch univerzitach. Ked' sa s odstupom ¢asu na to obdobie pozeram, neviem vdbec pochopit, odkial som vzala
torko sil a energie Studovat na VS vzdialenej od miesta méjho bydliska cca 150 km napriek zlému zdravotnému
stavu. Sama, v cudzom meste, so zdravotnymi problémami, ktoré neraz odkazuji na pomoc iného ¢loveka... Ale
zvladla som to! ;)
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Let me come back to RMDs: My disease is not easy, gradually over time other symptoms started to appear,
typical of this rare disease that | mentioned above. Every day brought something different, | never knew how
| would feel in the morning and | had no idea what | could expect during the day. Planning daily activities was out
of the question. | would feel alright at one moment, but I couldn’t walk, sit, lie or literally inhale due to severe pain
and fatigue in the next one. While other children were able to play, run, cycle, do some mischief or just simply
explore the world, | was only able to watch them. Fortunately, there were also days that | felt better. | would go
to school with constantly elevated temperature and fatigue. When | was very ill and fever appeared, | was sent
home a couple of times. Otherwise, | had to do everything like other healthy children, the only relief for me was
that I did not have to have PE. | simply was exempt from physical education. Catching up with the missed school
work was much worse. It wasn't too bad at the primary school because we regularly had classes in the morning
during inpatient care and the teachers would then report to our “real” teachers about our results. But try explaining
to a Czech language teacher that spelling of the word cheese is different in Slovak than it is in Czech. She wouldn’t
have it and counted it as the only mistake during a written exam. | belonged to one of the best students throughout
the primary school so | would dwell upon this mistake for some time. :) It was worse at the Secondary school as
the compulsory education finished and there were no classes in the hospital. | already came across hard time
when at my first year of the Secondary school, angina | got was not treated properly and | also got ischemia on
my legs and ended up in hospital for 6 weeks. Because there was insufficient supply of oxygen and nutrients to
the working muscles and tissues due to thrombosis (blockage of blood vessels), my legs from knee to toes were
suddenly very cold, | felt billions of tiny needles pricking and severe pain. Gradually it grew into numbness of the
limbs (I couldn’t feel the lower part of my legs at all) and a blue or purple coloration of the skin. Yet, | was sent home
from the emergency room. They told me to keep my legs warm, they gave me some sort of ointment and told me
to report to my GP in the morning. He sent me directly to the hospital in KoSice. According to the doctors there,
| came at the last minute. My legs were in such a bad state that | could have lost both legs up to the knees. After
2 months of inpatient care and subsequent after-treatment at home, | returned to school. However | couldn't catch
up with the work in two weeks. | got some bad marks in several subjects and | failed the first semester. | almost got
suspended and was recommended to switch schools, for a less demanding one. However my teachers needed
a written confirmation from a psychologist and a psychiatrist that | would intellectually struggle in the school.
Fortunately, | wasn’t suspended because they were ruled out. Actually the psychological assessment showed high
level of 1Q with all manifestations of an introversive and melancholic person. | was able to stay at the school. But
it is difficult to get rid of the tag of the worst student. It didn’t matter that | belonged to one of the best students in
my final year and | was awarded for excellent academic results and representation of the school in competitions.
| have verified that I'm smart enough in the upcoming years when | successfully and on my own finished studies at
three universities. Looking back, | wonder where | gathered all the energy and strength for studying at a university
about 150 km from home despite poor health. Alone, in a strange city, with health problems which often meant that
| was unable to take care of myself. But | managed it! :)

My disease has been quite difficult, despite various therapies and tons of diverse drugs, injections, Vs and
a number of very painful examinations, the doctors were struggling to reverse the symptoms of the disease.
Until one day my life completely changed. After a blood sample was sent for DNA analysis to Paris and after
a three-year waiting for results, | finally received my confirmed diagnosis: autoimmune disease with a genetic
mutation on the first gene. Less than two years later the biggest turning point in my life came. | was offered the
opportunity to try a new biologic drug that was prescribed abroad and it could bring positive but uncertain relief
and a change to my condition. | was given the opportunity to decide freely, | was also provided with clinical trials’
results based on which | decided to try it even though | didn’t expect miracles. | was in such a state that | was
living from day to day. Manifestations of the disease varied, my condition was bearable for a few hours and a few
hours later | was in so much pain that | could barely withstand it. There were occasions when my health was
really bad and | had difficulties managing it also from the mental point of view. It was especially when | was just
lying in bed in extreme pain and swollen joints that were in different positions due to spasm, | was trembling and
later in fever with extremely painful and itching rash all over my body, with ruptured blood vessels in the eyes,
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Moje ochorenie bolo o0zaj dost' naroéné, napriek roznym lieéebnym postupom a kvantdm réznorodych liekov,
injekeii, infazii a mnoZstvu velmi bolestivych vySetreni, sa lekarom pocas mojich 25 rokov Zivota nedarilo zvratit’
prejavy ochorenia. Az raz priSiel defi, ktory mi zmenil Zivot o 180 stupfiov. Po odbere krvi na rozbor DNA do
PariZa a po 3-roénom ¢akani na vysledky, sa koneéne podarilo definitivne identifikovat’ ochorenie: autoimunitné
ochorenie geneticky podmienené mutéciou na prvom géne. O necelé 2 roky neskér prisiel z hfadiska zdravia ten
v zahrani¢i a ktory by mohol priniest’ nejakd pozitivnu, ale nie zaruéenl pomoc a zmenu zdravotného stavu. Lekari
mi dali moZnost' slobodného rozhodnutia a poskytli mi vysledky klinickych Stadii tohto lieku, na zaklade ktorych
som sa nakoniec rozhodla vyski$at' ho, hoci som neogakavala zazraky. Bola som v takom stave, Ze som len
prezivala zo diia na def. Prejavy ochorenia kolisali, par hodin bol zdravotny stav znesitefny a o par hodin neskor
som sa neraz zvijala od bolesti. Mala som stavy, ked' mi bolo zdravotne velmi zle, aj psychicky som to neraz
velmi tazko zvladala. Najmé vtedy, ked' som len leZala na posteli s hroznymi bolestami a opuchmi kibov, ktoré
boli vyvratené do roznych pozicii vplyvom kt€a, v zimnici a neskor horucke s extrémom bolestivych a svrbiacich
vyrazok po celom tele, s bolestivo rozpraskanymi cievkami v o¢iach, s hroznou Ginavou a malatnostou v désledku
tretieho stupiia anémie. Po licach sa mi samovolne rinuli od bolesti pridy siz, bola som Gplne odkézana na
pomoc iného Cloveka. Nedokazala som sa ani prevratit, posadit, postavit, najest. V lepSom pripade som napr.
na WC dokrivala alebo liezla po Styroch a jeden z najhorSich uderov pre miia bolo to, ked som si nedokazala
po vykonani potreby utriet' ani zadnu €ast' tela. Ten pocit neschopnosti, nemohtcnosti a poniZenia z toho, aka
som nesamostatnd, a Ze to neviem a nedokazem zmenit, nech sa snazim kofko len mdZem, bol ozaj hrozny. Na
medicinske zazraky som prestala verit' uz davno, rovnako som ani re€iam a vyhlaseniam lekarov neprikladala
velky vyznam po vSetkych predchadzajicich negativnych skusenostiach a ich nepravdach v ,prospech dietata,
ktorymi ma dovtedy kimili. Mne dovtedy ozaj vobec ni¢ netginkovalo, takze som nemala ¢o stratit... A predstavte
si, Ze liek zabral.... Prva injekcia lieku nepriniesla zazrak, vSetky prejavy boli také ako predtym, v priebehu 24
hodin v3ak zmizli vyrazky. Nepripisovala som tomu déleZitost, v ten defi ma totiz sprevadzala aj moja ,bezna"
horicka s maximalnym vyskytom vyrazok, ktoré po jej odzneni vo vaéSej miere vymiznu. Druhd injekciu som si
musela pod dohladom lekarov podat’ sama. Bol to neprijemny zaZitok uéit' sa pichat’ injekcie samej sebe, vzdy
som totiz nohou trhla, ked' som sa s injekciou k nohe len pribliZila. :)

Prejavy ochorenia v priebehu diia pretrvavali, vynimkou bola iba nepritomnost vyrazok. Ked' sa vSak ani v priebehu
nasledujucich hodin znova neobjavili, za¢alo mi to byt' az podozrivé a verte mi, Ze nikdy v Zivote som sa tolko
nechodila obzerat do zrkadla, ako nasledujacich niekolko dni a tyZdiiov. Nebola som schopna uverit| Ze vyrazky
s po 25 rokoch prec. Bola to neskutoéna psychicka dfava! Biologicka lie¢ha postupne zabrala, trvalo vSak este
priblizne 9 mesiacov, kym sa moj zdravotny stav dostal do Stadia remisie. Ako kazdy liek, ani tento mdj nie je bez
vedrajSich Géinkov a zatial' sa miich prirodnym spdsobom dari udrzat' na uzde. Okrem biologického lieku uz ziadne
iné lieky neuzivam. Je to v8ak vysledkom mojho vlastného dsilia - Zivotospravy, stravovania (som vegetarianka,
abstinent a nefajéiar), vyuzivam alternativnu medicinu najma v podobe akupunktdry, inhalécii, lie¢ivé byliny atd'.
Niektoré prejavy a nasledky ochorenia sa v§ak zvratit' nepodarilo: na tie hrozné bolesti hlavy liek netginkuje,
nastastie sa vSak uz nevyskytuji az tak ¢asto. Horsie je to vSak so zmyslami, zrak sa ako-tak stabilizoval, okuliare
na dialku nosim len pri Soférovani, aby som netrafila kazd(i jamu, ale iba kazdu tretiu. :) So sluchom to vSak islo
rapidne dole, skongilo to pri stredne tazkej az tazkej forme obojstrannej nedoslychavosti, ktora mi znemoznuje
rozumiet' beznej konverzacii, spésobuje komunikatné a orientacné bariéry aj napriek nacivacim strojéekom
a prina$a mnozstvo zatazujdcich, ale i Gsmevnych situacii.

Aby som to vSetko tak rychlo zhrnula: reuma mi toho vela vzala. Ochudobnila ma 0 moznost' byt' dietatom a prezit’
normalne detstvo, objavovat', skiimat'svet a nebat’sa ho. V mnohych veciach ma predéasne spravila ,dospelakom®.
Musela som byt' prili§ skoro vazna, rozumna, trpiet’ len ticho, neprekazat’ ostatnym, nemat' poziadavky, pinit
okamzite vSetko, Go mi prikazu, neburit' sa, neodvravat' a nijako neprotestovat, nech mi robili akékolvek bolestivé
vySetrenia a ticho bez protestu byt pokusnym kralikom buddcich zdravotnych sestier a medikov. Vzala mi
moznost' prezivat' rozne malé i velké dobrodruzstva, prezivat prvé lasky a zamilovanost' také typické pre obdobie
dospievania, ale aj hladanie a najdenie partnera pre Zivot. Vzala mi niekolko snov, musela som sa ich vzdat,
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with terrible fatigue and malaise due to third degree anemia. Tears were just running down my cheeks, | was
completely dependent on others. | couldn't turn, sit, stand or eat by myself. In the best case | was able to go or
better yet crawl to the toilet. The worst part was that even when | got there | was unable to use the toilet paper.
That feeling of impotence, powerlessness and humiliation of how un-independent | was and that | was unable to
change it no matter what | did, was really terrible. | stopped believing in medical miracles a long time ago. | didn't
even pay much attention to the doctor’s speeches and statements after all the previous negative experiences and
their falsities in “favour” of the child. Up until then, nothing worked in my case so | had nothing to lose. And you
know what, the treatment worked. The first injection didn’t bring any miracle, the manifestations were like before
however the rash disappeared within 24 hours. | didn’t think much of it, | had my “regular” fever accompanied
by the rash on that day. When the fever subsided, the rash would normally also go away. | had to inject myself
the second time under the supervision of the doctors. It was an unpleasant experience injecting myself, | always
moved my leg when the injection got closer to it. ) The manifestations of the disease persisted throughout the
day with the exception of the rash. However when, even after a few hours, the rash didn't re-appear, | became
suspicious and trust me when | say that | have never been looking into the mirror so much like in the coming days
and weeks. After 25 years the rash was gone. It was uncanny psychological relief! Biological treatment gradually
worked. It took about nine months until my health condition got to the stage of remission. Like every drug, even
mine is not without side effects and so far | am able to manage them in a natural way. In addition to biological
medicine | am not taking any other medication. However, it is the result of my own efforts - lifestyle, food (I'm
a vegetarian, a teetotaler and a non-smoker), | use alternative medicine particularly in the form of acupuncture,
inhalation, medicinal herbs, etc. Some manifestations and consequences of the disease failed to be reversed:
there is no medication for the terrible headaches but fortunately they don't appear as often. However my senses
worsened, sight as such is stabilised, | only need glasses when I'm driving in order not to hit each whole on the
ground but only every third. :) My hearing deteriorated a lot, | almost completely lost my hearing which makes it
impossible for me to understand normal conversation, it causes barriers in communication and orientation despite
the hearing aids. It brings a lot of burdensome but also amusing situations.

To sum up: | lost a lot with RMDs. | lost the opportunity to be a child and live a normal childhood, discover, explore
the world and not be afraid of it. It made me an adult really early. | had to be serious, sensible, suffering in silence,
not interfere with others, not have requirements, fulfill immediately all the commands, not revolt, not contradict
despite being in pain during examinations and quietly without protest be the guinea pig for future nurses and
medical students, all too early. | was taken the opportunity to experience a variety of large and small adventures,
to experience first love and falling in love, as well as seeking and finding a partner for life. It took away some of
my dreams, | had to give them up, because they could not be fulfilled. | had to deal with more difficult and less
difficult situations that took their toll on my soul. Nobody has ever asked me whether | wanted it and whether
| could survive with it, | simply had to. | had to go through it all, survive it, | had to fight even though | sometimes
did not have enough strength and energy. During the worst manifestations of the disease lasting a few extremely
long weeks and months when | was in a terrible condition, pain, spasms and with a forty degrees fever | just had
to lay in bed completely exhausted because | couldn’t sleep for more than 15 minutes at once, | wanted to give up.
In my mind and later aloud with tears running down my cheeks | was repeating one sentence, even though I'm not
the “right” believer in the religious kind of way: “God, please, end my suffering! Let me die! | can’t take it anymore!”
Fortunately my “prayer” was not heard, my time hasn’t come, God had other plans with me. And then better times
came, when the manifestations of the disease subsided. | was then collecting the much needed strength for the
coming days.

Despite the many pitfalls and problems that this RMD brought to my life, | was also given several gifts. | learnt
how to better understand other people and their problems, their grief and suffering. | learnt | can do many things
by myself - only with my own effort, skills and endurance. It taught me endless patience and waiting where it is
necessary. Do not waste power, energy, intellect, skills and assistance where it isn't important, or it's to no use. For
example, for people who in fact don't care about this, who just want to take advantage of it in order to satisfy their
ego and easily get to something or to somebody. It taught me that everything has its beginning and its end, some
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lebo sa naplnit' nedali. Zasadila mi niekolko tazkych a mnozstvo malych Giderov priamo do duse, s ktorymi som
sa dlhé roky snazila vysporiadat' Nikto sa ma nikdy nepytal, ¢i ju chcem a Gi zivot s flou zvliadnem, jednoducho
som musela. Musela som tym v§etkym prejst, prezit' si to, musela som bojovat’ hoci som niekedy nemala dost'sil
a energie. V tych najhorSich obdobiach prejavov mdjho ochorenia, trvajlcich niekolko nesmierne dihych tyzdfiov
a mesiacov, kedy som v hroznom stave, bolestiach, ki¢och a so Styridsiatkami horiiékami uz len odovzdane lezala
na posteli Gplne vyéerpand, lebo spat’ viac nez 15 mindt v jednom kuse sa mi nepodarilo, som to chcela vzdat'
V mysli a neskdr aj nahlas som so slzami samovolne sa rintcimi z oéi a stekajdcimi po licach neustale opakovala
jedind vetu, hoci nie som tym ,pravym* nabozensky zaloZzenym ¢lovekom: ,Boze, ukonéi, prosim, toto trapenie!
Dovol mi zomriet! UZ viac nevladzem.... Tam ,hore* ma vSak nevypoculi, eSte nepriSiel moj ¢as, eSte mali so
mnou iné plany. A potom prislo to lepSie obdobie, kedy tieto prejavy ochorenia trochu ustdpili. Vtedy som zbierala
ti prepotrebnu silu do dalSich dni.

Napriek mnohym uskaliam a problémom, ktoré mi reuma do Zivota priniesla, mi vSak dala aj niekolko darov.
Naugila som sa lep3ie chapat'inych fudi, ich problémy, Ziale a trapenia. Naugila som sa, Ze mnohé veci dokaZzem
aj sama - len pomocou svojho vlastného Usilia, schopnosti a vytrvalosti. Naucila ma nekoneénej trpezlivosti
a Gakaniu tam, kde je to ozaj potrebné. Neplytvat' silou, energiou, rozumom, schopnostami a pomocou tam, kde
to potrebné nie je, pripadne je to marne. Napriklad na fudi, ktori v skutoGnosti o toto vSetko nestoja, len chcu
vyuZit' vyhody pre uspokojenie svojho ega a lahko sa k nieGomu, niekomu dostat’ Nau¢ila ma, Ze vSetko ma
svoj zactiatok i svoj koniec, raz je sice zle, ale raz to zIé musi aj odist' a na jeho miesto nastipi to dobré. Moje
ochorenie mi prinieslo do Zivota aj niekolko skvelych [udi, ktori sa stali mojimi skutoénymi priatelmi. Skutocné
priatel'stva postavené na vzajomnej podpore, laske, porozumeni, pretrvavajiuce a prechadzajuce cez vietky
Uskalia a tazkosti sveta. Podporili ma a potiahli tam, kde mi uz dochadzali sily. Nikdy vSak neboli len jednostranné,
neraz som tahala a podporovala aj ja ich. Najvaésiu vdaku citim viak k svojej rodine, ktora to so mnou nemala
[ahké. Mojim UuZasnym rodi¢om, ktori mali za sebou stovky prebdenych a preplakanych naroénych dni a noci,
tisice najazdenych a precestovanych kilometrov, tazko zarobené a o to rychlejSie minuté peniaze na rozne
vyZivové doplnky, lie¢bu a pobyt pri mori v snahe pomdct' mi.... Reuma ma naudila aj to, Ze nie je potrebné sa stale
za nie¢im hnat,, nieco vlastnit, nie¢o nieckomu dokazovat' Prave naopak. Naugila ma postat, vychutnat' a napino
prezit' danu chvilku, radovat' sa z malickosti, tesit' sa z kras zivota, ktoré mnohokrat tak fahko fudia prehliadaju.
Poplakat’ si od dojatia, $tastia a lasky nad novonarodenym mladatkom &i citlivou scénou filmu, piesne, knihy.
Smiat' sa a radovat' sa z hravého podskakujiceho Steniatka. S otvorenymi Ustami a o¢ami dokoran sledovat’
nadherny zapad alebo vychod sinka. Celkom sa ponorit’ do deja pdtavo napisanej knizky. Sediet' na zahrade
a svojimi obmedzenymi zmyslami naplno vnimat' a sledovat, ¢o v3etko sa okolo mia deje.... a mnoho dalSich
.malickosti... Bez mojej reumy a skusenosti by som dnes nebola tym, kym som...

Rovnako ako ja, aj vy mate pravo prezit naplneny Zivot, nie iba prezivat| nikto z nas nie je len nejaka diagndza.
Sme ludské bytosti tiziace po laske, zdravi, Stasti, mame svoje tlzby a sny, pokisme sa ich €o najviac a najlepsie
naplnit. Budme jeden druhému oporou, budme tu jeden pre druhého, pomahajme si navzajom a podrzme sa
v tych horsich chvilach. Budujme na$ svet na svojich pozitivnych vlastnostiach a skisenostiach. Budujme na
tom, ¢o nas spaja, nie na tom, ¢o nas rozdeluje. Kazdy z nas obéas potrebuje pomocnu ruku, preto ju poskytnime
a nebojme sa ju aj prijat, ked' to budeme potrebovat’ Nebojte sa, vSetko sa da zvladnut'... VSetko zIé raz pominie,
skor ¢i neskdr, ale pominie. A medzitym, budme tu jeden pre druhého, pre tento svet, fudi €i prirodu a starajme sa
0 nich s laskou. Nech sa vam v§etkym dobre dari! :)
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time there is the bad but it has to go away at some point and then the good comes. My disease brought a number
of amazing people into my life. They have become my true friends. True friendships are built on mutual support,
love, understanding, enduring and passing through all the pitfalls and difficulties of the world. They supported
me and pulled me when | couldn't move any further. However they were never one sided, | often pulled them
and supported them. My greatest gratitude goes to my family that didn’t have it easy with me. To my amazing
parents who spent hundreds of sleepless nights and tearful days, travelled thousands of kilometres, hard-earned
and quickly spent money on various supplements, treatments and stays at sea, trying to help me. The RMD has
taught me that it is not necessary to be constantly chasing after something, own something, prove something
to someone. On the contrary. It taught me to stop, enjoy and fully experience a given moment, enjoy the small
things, enjoy the beauty of life that people many times so easily overlook. It taught me to weep from the emotions,
happiness and love of the newborn cubs or a sensitive scene in a movie, a song or a book. It taught me to laugh
and rejoice from seeing a playful puppy. It taught me to watch a beautiful sunset or sunrise with my mouth and eyes
wide open. It taught me to totally immerse myself in eye-catching books. It taught me to sit in the garden and fully
perceive and observe everything that happens around me with my limited senses. It taught me many other small
things. | wouldn’t be the same person without my disease.

You also have the right to live fulfilling lives, like | do, not just survive, none of us has easy diagnosis. We are
human beings longing for love, health, happiness, we have our hopes and dreams, let us try to make the most of
them and fulfill them. Let us support one another, let us be there for one another, let us help each other and let
us support each other in difficult situations. Let’s build our world on our positive qualities and experiences. Let us
build on what unites us, not on what divides us. Each of us sometimes needs a helping hand, so provide it and do
not be afraid of accepting it when needed. Do not worry, everything is doable. Everything bad will pass, sooner or
later, but it will pass. In the meantime, let's be there for each other, for this world, for the people and nature, and
let us take care of them with love. | wish you all the best! :)
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MODLITBA

Posolstvo sv. Frantiska z Assisi

Pane, uéifi ma nastrojom Tvojej vole.

Tam, kde je nendvist, daj mi priniest’ lasku.

Tam, kde je urazka, daj mi priniest’ odpustenie.

Tam, kde je nesulad, daj mi priniest’ jednotu.

Tam, kde st pochybnosti, daj mi priniest’ vieru.

Tam, kde je Zial, daj mi priniest’ nade;.

Kde je smatok, daj mi priniest’ radost’.

Pre toho, kto je v temnote, daj mi stat’ sa svetiom.

Pom6z mi, Pane, aby som viac Utechu rozdaval, nez by som bol uteSovany.

Nech viac chapem, ako by chapali miia.

Nech viac milujem, ako by som bol milovany.

Lebo davajuc dostavame, odpustajlc je nam odpustené a umieranim sa rodime k veénému Zivotu.
A vtedy sa uskutocni zazrak, jeden zazrak bude nasledovat' za druhym a zazrakom nebude koniec.
Pom6zZ mi, Pane, uin ma nastrojom Tvojej vdle.

Svéty FrantiSek z Assisi

PRAYER of Saint Francis

Make Me an Instrument of Your Peace

Lord, make me an instrument of Thy peace;
Where there is hatred, let me sow love;
Where there is injury, pardon;

Where there is error, the truth;

Where there is doubt, the faith;

Where there is despair, hope;

Where there is darkness, light;

And where there is sadness, joy.

O Divine Master,

Grant that | may not so much seek
To be consoled, as to console;

To be understood, as to understand;
To be loved as to love.

Forit s in giving that we receive;

Itis in pardoning that we are pardoned;
And it is in dying that we are born to eternal life. Amen.
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