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Zopar slov na uvod

Publikacia Kamienky z mozaiky je naozajstnou mozaikou osobnych vy-
povedi a krdtkych pribehov, ktoré napisal sam zivot. Nie je prvou a difajme, Ze
ani nie poslednou, ktord vdm ponidkame s dobrym umyslom, poodhalit zavoj
skutocnych ludskych osudov. Cldnocky vam  sprostredkujd Uprimné emdcie
a silu pravdivych skisenosti.

Na zaciatku bola myslienka a tdzba opdt vds po case oslovit niecim novym.
Par nadsencov zacalo pisat svoje prispevky, a nebola to lahka prdca. Ludia, ktori
su hrdinami tychto pribehov, chodia okolo nas a vobec nemaju spisovatelské
ambicie. Mozno ich denne stretdvate a vobec netusite, o prezivaji. Sme sice
ludlia so specialnymi problémami, ale i my chceme Zit ako nasi vrstovnici, a nie
zostavat niekde v kute.

Ked’ kohokolvek z nas postihne nejaka vazna choroba, zvycajne to zasiahne
najskor nase nepripravené ludské ego. V mnohych ludoch potom ochorenie
vyvoldva depresiu, smutok, ba i ztfalstvo.

V' oblasti zdravotnickej osvety a informovanosti sa situdcia v nasej
spolocnosti nastastie postupne meni k lepsiemu. Je dobré, ked' pacienti vedia, co
Jje podstatou ich diagnozy, aka liecba bude nasledovat a aké maju vyhliadky do
budtcnosti. Poznanie im pomaha aj pri spolupraci s odbornikmi. My k tomu tiez
chceme malinko prispiet. Preto v pribehoch jednoducho vykreslujeme cez nds
kazdodenny redlny Zivot ako nikto nemusi zostat so svojimi problémami sam.

Reumatické ochorenie méze pacienta Ciastocne ochromit aj spolocensky.
No nikdy nie je neskoro na navrat. Proces integracie, zaclenenia do normalneho
prudu Zivota sa zacina uz v rodine, kde citit teplo domova, ldsku a spolupatricnost.
Jestvuju oblasti Zivota, o ktorych malo premyslame, kym sme zdravi. Ked'zaklopu
na nase dvere zdravotné problémy, stand sa ich odborné pojmy stcastou ndasho
slovnika, napr. zdravie, sebestacnost, rodina, priatelstvo, domov...

Domov je miesto, kde zZijeme, kde sa citime v bezpeci, kde je nam dobre.
Ako hold vsetkym tym pevhym bodom na zemi, ktoré nas udrziavaju v spravnej
rovnovahe, im venujeme toto nase dprimné dielko. Kazdy pribeh, ¢i osobna
vypoved” ma svoju jedinecnu, neopakovatelnd atmosféru, mozno pre niekoho
aj svoje vone, farby, ktoré si pamatame aj po rokoch. Malokedy sa nam podari
dostatocne sa podakovat nasim najblizsim za to, ze zdielaji s nami chvile dobré,
ale aj tie horsie. Teraz sa aj na ploche tejto publikacie naskyta dalsi priestor, ako
im vyjadrit svoju vdaku, a taktiez moznost sprostredkovat posolstvo optimizmu
ludom znamym i celkom neznamym.

V predlozenych clankoch tdzime odstrariovat bariéry nepochopenia a také
predstavy, ktoré v [udoch vyvoldvaju predsudky. Je starou pravdou, Ze podelit
sa so svojimi problémami s druhymi napomaha citovej vyrovnanosti a harmonii.
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Sme ako kamienky v mozaike a kazdy z nas v nej ma svoje opravnené miesto.
Nikto sa vo svojej originalite bytia neda nahradit nikym inym. Vazime si dprimné
posolstva od lekarov, deti, ich rodicov i ostatnych autorov, ktori sa s nami podelili
o doposial’ nepublikované skudsenosti. Mladi reumatici mali veselé, Santivé
a optimistické pero, ale nebali sa pomenovat pravym menom ani nespokojnost
a obavy pri komunikdcii s lekarom. Ved’ - ako na zaver pise pan profesor
Mateicka - ,...aj takto sa trhaju mraky a presvita sinko”.

Jana Dobsovicova Cernakovd
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A Few Words Before We Start

Our publication “Mosaic Pieces” is a true mosaic of personal reflections
and life stories written by life itself. We are offering you this little book with our
best intent and let’s hope it is neither the first nor the last of a kind trying to
unveil human destiny. The short articles will provide you with pure emotions
and the power of a true experience.

At the beginning, there was an idea and desire to present you with
something new in quite some time. The time had come and a few devoted
people started to write their contributions and you can be sure it was not an
easy task. The protagonists of our stories — with no ambition to become writers
atall - may pass you by in the street. You might meet them every day, having no
idea what they are going through. Although we are people with special needs,
we would still like to live the same life as other people rather than standing
somewhere in the corner.

When whoever of us is affected by a serious illness, it"s usually our ego,
that is found unprepared. In many of us the illness brings about depression,
sadness, even despair.

Fortunately, the situation as to the level of awareness and further medical
education is gradually improving. On one hand, it is desirable for patients to
be aware of the essentials of their diagnosis, about the follow-up treatment
as well as their future prospects. On the other hand, awareness can also help
in cooperation with specialists. Not for this reason itself, we would like to
contribute with our bit and through our everyday life depicted in the stories
prove, that no one has to be left alone with their problems.

A rheumatic disease may partially paralyse the patient also socially.
Though, itis never too late to get back to normal life. The process of integration
and incorporation into the normal stream of life begins in a family, where one
can enjoy the warmth of home, love and the feeling of fellowship. There are
areas of life we do not need to think about when healthy. However, health
problems knock at our doors and special terms like health, independence,
family, friendship, home... become an active part of our vocabulary.

Home is a place, where we live, where we feel safe and comfortable. With
this little piece of work we pay our tribute to all the anchors that keep us in the
right balance. Every story or personal reflection has its unique, unrepeatable
atmosphere, for some of us even its specific aromas and colours, which we
remember for many years. Only rarely we succeed in expressing our thanks to
our beloved for sharing both good and bad. On the pages of this publication,
we have the opportunity to do so and, in the same way, we can mediate our
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optimistic vision of the future to our friends, as well as complete strangers.

In the articles offered, we wish to remove the barriers of misunderstanding
and the fusty ideas resulting from prejudices. They say that sharing problems
helps keep one s balance and harmony. We are like pieces of a mosaic where
each of us has their well-taken place. None of us can be replaced in their
uniqueness by anybody else. We appreciate sincere messages from doctors,
children, their parents and those authors, who shared their unpublished
experiences with us. Young rheumatics were writing with a cheerful, playful and
optimistic pen and weren’t afraid to give discontent and worries their correct
terms when writing about doctor-patient communication. Thus, as Dr Mateicka
writes at the end, we wish “... to move the clouds apart and bring a ray of
sunshine into our lives.”

Jana Dobsovicova Cernakovd
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Posolstvo Message

Listuj ma

pomaly.

Nech ti nespadne
do dlane

ani jedno pismenko.

Taky tazky zivot
kazdé napisal.

Citaj ma
pomaly.

Nech ti neuleti
sta motyl

ani jedna myslienka.

Taky krehky Zivot
kazdt vydychol.

Vpijaj ma

pomaly. )
Nech ti nesklzne
Z jazyka

ani jedno slovicko.
Taky trpky Zivot
kazdé poznacil.

Srdcia tych,

¢o ma posielaju
na cestu,
nez(a)horkli.

Turn my pages

slowly.

Let not a single letter
be lost or silenced

in your palm hand.
So hard of a life

did it help to inscribe.

Read me

slowly.

Let not a single
thought

fly away

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

Soak me in

slowly.

Let not a single word
fall from your
tongue.

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

Look, the hearts

of those who

sent me on my way
have not been
embittered.
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Cesty za hmlou

Elena Koskova

Sekcia mladych reumatikov poziadala pani doktorku E. Koskovu, aby pre tdto nasu
publikaciu nacrtla svoju Zivotnu cestu, ktora ju priviedla k detskej reumatolcgii, kde
dlhé roky pésobi pre dobro a zdravie mnohych deti, ktoré postihla juvenilna idiopaticka
artritida.

Moja cesta k reumatologii bola dost zlozita

Na Lekarskej fakulte Univerzity Komenského v Bratislave som skoncila
odbor pediatria. Po dvoch rokoch od skoncenia skoly so mnou ,platali diery”
pre nedostatok lekarov najprv na ortopedickom oddeleni byvalej nemocnice
s poliklinikou v Piestanoch, potom som bola pol roka zamestnana na oddelenf
pre choroby usi, nosa akrku. Na oboch oddeleniach mi bolo jasné, ze
chirurgické Specializdicie ma obzvlast nepritahuji. Neskér sa mi konecne
podarilo dostat na detské oddelenie piestanskej nemocnice, kde vtedy pdsobil
vynikajuci primdr, lekar a ¢lovek, Dr. Kornel Chmelo. Primar Chmelo, ktorého
som poznala pocas povinnej praxe na detskom oddeleni, bol aj dévodom,
pre ktory som chcela zostat pracovat prave tam. Prdca v kolektive lekdrov
pod jeho vedenim bola nesmierne zaujimavd. Primar Chmelo bol totiz nielen
skvelym diagnostikom, ale aj nezistnym a obetavym lekarom, ktory vo svojej
klinickej praxi dokazal vyuzit vsetky dostupné moznosti liecby malého pacienta.
Neprestajne sa vzdelaval, bol vybornym pedagégom a svoje bohaté vedomosti
a klinické skisenosti rozdaval plnymi priehrstiami. Okrem toho mal nezvycajne
krasny alaskavy vztah k defom, ktoré mu svoje sympatie Gprimne opétovali.
Rodicom trpezlivo primeranym sp6sobom vysvetloval a objasnoval, dokonca aj
ndzorne kreslil, ¢o sa vlastne s dietatom deje a aké si moznosti liecby. Vzdy stal
na strane dietata, aj vtedy, ked” ho rodi¢ nechapal, ¢i povySoval svoje zaujmy
nad zdujmy dietata. Pan primar Chmelo bol nielen medicinskou, ale aj obrov-
skou moralnou autoritou, ktord sme vsetci respektovali. Na pracu na detskom
oddeleni doteraz spominam s velkou vdacnostou.

Po politicky vyndtenom odchode pana primara som musela z detského
oddelenia odist i ja. Stranicky vybor v nemocnici ma vyskrtol z tzv. kadrovych
rezerv, a tak mi zmaril Sancu na druhu atestdciu z pediatrie. Dostala som prdcu
v pediatrickom obvode v dedine pri Piestanoch. Vzhladom na to, Ze som mala
tri malé deti a zacala som mat vazne zdravotné problémy, situaciu som po
dvoch rokoch riesila prijatim ponuky prace v dorastovej ambulancii v Piesta-
noch. Po $tyroch rokoch prace s mladezou som zacala mat pocit stagndcie.
Dostala som moznost urobit si atestaciu na oddeleni klinickej biochémie
v odbore klinicka biochémia. To ma ldkalo a pontknuté miesto som prijala.
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O nejaky cas hladali v byvalom Vyskumnom ustave reumatickych choréb
v Piestanoch lekdra - biochemika. Vyuzila som prileZitost, o miesto som sa uchddzala
av r. 1987 som nastupila pracovat. Vr. 2000 som po zmene riaditela dostala
moznost absolvovat atestdciu z reumatolégie. Detski pacienti sa vo vtedajsom
VURCH objavovali skor vynimocne. Vlastne mojou motivéciou urobit si atestaciu
z reumatolégie bolo hlavne to, Ze sa budem venovat prave detom s reumatickymi
chorobami. Podporu tejto myslienky som nasla vosobe pana profesora
J. Rovenského, riaditela Ustavu a vyznamného slovenského reumatoléga.

Prvé roky som casto travila na Il. Detskej klinike na Kramaroch v Bratislave,
kde vtom case eSte pracoval Dr. J. Michalko, jeden znestorov detskej
reumatolégie na Slovensku. Doktor Michalko spolupracoval s kolektivom
lekdrov z VURCH-u, ktori rieili problém reumatickej hordcky na Slovensku tesne
po zalozeni Ustavu v Sestdesiatych rokoch. Patril k dalsim nezabudnutelnym
lekarskym osobnostiam, ktoré som mala Stastie v zZivote stretnit. Skvely
a obetavy lekdr, s mimoriadne ludskym pristupom k detskym pacientom. Lekdr,
ktory sa aj napriek veku neprestajne vzdeldval. S vdakou na neho spominam
a z rozhovorov s pacientmi viem, Ze si ho vazili a mali ho radi.

Od r. 1994 postupne pribudali detski pacienti na reumatologickej ambulancii
vnasom novom Ustave. Velmi dobre vybavené laboratéria imunogenetiky,
imunoldgie a serolégie boli velkym prinosom pre v¢asnu diagnostiku reumatickych
chordb. Vyclenenie niekolkych 16zok pre detskych pacientov v tstave znamenalo
nesporny prinos nielen z hladiska diagnostiky, ale aj liecby a rehabilitacie.

Ostatnych desat rokov sa zacala pediatrickd reumatolégia uz oficidlne
oddelovat od reumatolégie dospelych. Ukazali sa odlisnosti nielen v zaciatkoch,
ale aj v samotnom priebehu reumatickych choréb medzi detmi a dospelymi.
Pokroky vedy vyznamne posunuli nase znalosti o mnohych reumatickych
chorobach az na molekuldrnu droven. Objavili sa nové moznosti liecby a to
nielen pre pacientov s juvenilnou idiopatickou artritidou.

Potrebu neustdleho vzdelavania sa vnimam ako kazdodennid vyzvu
z hladiska kvality mojej reumatologickej praxe. Pocit UGplného uspokojenia
vsak nemdm. Viem, Ze je eSte mnoho veci, ktoré by ulahdili a zefektivnili
pracu lekarov, ako i ostatného zdravotnickeho persondlu. Tym by sa zlepsila aj
kontinudlna starostlivost o chronicky chorych pacientov. Bohuzial, mnoho sa
odvija od finan¢nych zdrojov, ktorych je stdle nedostatok.

Moje dlhoroc¢né skisenosti s mladymi pacientmi alebo aj s ich rodi¢mi
s vel'mi bohaté. Ked' si mam spomentit na nieco naj-, naj-, musim poriadne
nacriet do pamite. Casto sa mi vybavuji konkrétne tvdre, pribehy a situdcie,
kedy sme vsetci stracali nadej. Nastastie u mna prevlddaju veselSie spomienky.

Nikdy nezabudnem na vyrok matky, ktora pri 16zku svojho chorého syna
s viacerymi zdvaznymi diagnézami od narodenia, povedala: ,Chvalabohu,
vzdy sme mali $tastie na dobrych lekarov”.
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To si tie lepsie momenty, kedy citim profesiondlne uspokojenie. Ziadna
radost vsak netrva dlho. Strieda ju bezna rutina alebo zamotany, komplikovany
dalsi pripad, ked reumatické ochorenie je v prevahe, a niekedy to vyzerd, ze
ho napriek vsetkému Usiliu nedostaneme pod kontrolu. Vtedy si spolu s mojim
malym pacientom spoloc¢ne siahneme na dno.

Som vsak stastna, ze pracujem prave v tejto dobe, ked’ sa dostali na trh
nové moznosti liecby. Biologicka liecha je revolicia v reumatologii. Mojich
pacientov vracia spat do aktivneho Zivota a oni st na nerozoznanie od inych
deti. Vsetko to chce koordinovanu spolupracu - lekarov, malych pacientov,
ale hlavne ich rodi¢ov. Mrzi ma, ked sa k nam do ustavu alebo na odborné
reumatologické vysetrenie dostan prilis neskoro. Zial, existuji detski pacienti,
u ktorych ini $pecialisti nedokazali identifikovat zapalovy reumaticky proces,
a malého reumatika vlastne liecili ako pourazovy stav.

Reuma je vel'mi bolestivé ochorenie. Neopatrné zaobchddzanie s bolavym
kibom méze urychlit jeho trvalé poskodenie a zapricinit aj invaliditu. Nikto nemoze
vediet vsetko. Nie je hanbou priznat si, Ze pri urcitych medicinskych postupoch
uz moje vedomosti a prax nepostacuju, a nechat si poradit od kolegov.

Krasne zivotné momenty mi ddvaju silu a energiu ist kazdy den dale;j.
TeSim sa z rodiny a najma zo Siestich vnicat. No ,mojimi detmi” su aj vsetci
pacienti, ktorf , presli mojimi rukami”. S nimi sa tesim z kazdého tspechu priich
liecbe, ale aj ked' sa pochvadlia, ze dostali dobré vysvedcenie v skole, pripadne
neskor, ked” mi posld oznamenie o stuzkovej slavnosti ¢i promacii. Vynimkou
nie je ani to, Ze dostanem svadobné oznamenie alebo mi prinesu ukdazat svoje
babatko. Vtedy sa citim ako hrdd matka. Viem, Ze ich cesta k Uspechu vzdy
bola a bude o €osi tfnistejsia, ako u inych vrstovnikov, ved” musia prekonavat
takmer neprekonatelné.

Raz na jednom stretnuti Klubu Kibik som matkdm povedala, aby vzdy
bojovali za svoje deti. Za tymto odkazom pre rodicov si stdle stojim.

Mojim pacientom, hlavne starsim defom, zdérazinujem vyznam vzdelavania,
aby si raz mohli [ahsie najst pracu, ktord ich bude bavit. Pacient s reumatickym
ochorenim zvycajne nie je v dospelosti v takom zdravotnom stave, aby mohol
vykondvat manualne ¢innosti. Schopnost pracovat, mat rad svoju pracu a nebyt
v plnej miere odkdzany na socidlnu podporu povazujem z hladiska kvality
Zivota za velmi dolezité. Prave toto najviac prizvukujem ,mojim“ pacientom.
A oni to teraz vedia uz sami najlepsie. Preto im verim a vzdy drzim palce.

Poznamka: VURCH - Vyskumny ustav reumatickych choréb v Piestanoch, neskor
premenovany na NURCH - Ndrodny Ustav reumatickych choréb.
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Roads to the Fog

Elena Koskova

Young people from the Section of Youth asked doctor E. Koskova to outline
her life story and the way that brought her to pediatric rheumatology, where
she works for the benefit and health of many children affected by juvenile
idiopathic arthritis.

My way to rheumatology was quite complicated

At the Faculty of Medicine, Comenius University in Bratislava, | finished
pediatrics. Two years after finishing my studies, | was meant to be a “patch” to
fill up the lack of doctors at the Orthopedic Department of the former Hospital
with outpatients’ clinic in Piestany and then for half a year | worked at the
Otorhinolaryngological Department. Both departments made me fully aware
that | was not attracted by any surgical specializations. Later on, | succeeded
at getting a position at the Department of Pediatrics in Piestany Hospital and
started to work there. At the time, a brilliant chief physician, doctor and man,
Dr Kornel Chmelo worked there. Chief physician Chmelo, whom | had got to
know during the mandatory practice in pediatrics, was also the reason, why |
wanted to stay right there. To work in a team of doctors under his supervision
was incredibly interesting. Dr Chmelo wasn’t only a perfect diagnostician,
but also an altruistic and devoted doctor, who was able to use all accessible
ways of treatment of the little patients in his general practice. On one hand, he
continually educated himself; he was an excellent pedagogue and he widely
shared his rich knowledge and clinical experiences. On the other hand, he had
a beautiful and nice relationship with children that frankly paid him all his fond
regard back. Patiently and competently, he explained, clarified or even drew
to parents what was going on with the child and as well as the possibilities of
the follow-up treatment. He always stood on the child’s side, even when the
parents didn’t understand it, or favoured their own interests over the child’s.
Physician Chmelo wasn’t only a medical, but also a recognized moral authority
respected by all of us. I still remember the work at the Pediatric Department
today with a big gratitude.

After Dr Chmelo "s compulsory political departure | also had to leave the
deparment. At the Communist Party meeting of the hospital they crossed me
out from the so called “personnel reserve” throwing thus my chance for the
second pediatric attestation away. | got a job of a paediatrician in a village
near Piestany. Considering that | had three little children and | started to have
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serious health problems, I solved the situation by accepting an offer to work in
an ambulance service for the youth in Piestany. After four years of work with
the young, | had a sense of stagnation. | got a chance to do an attestation at the
Department of Clinical Biochemistry. It appealed to me so | took the chance
and accepted the offer.

Later, in the former Research Institute of Rheumatic Diseases in Piestany,
they were in need of a doctor - a biochemist. | made use of the opportunity
and applied for the job. In 1987, | started to work. In 2000, after the change
of a director, | was given an opportunity to do an attestation in rheumatology.
That time, pediatric patients appeared in RIRD only rarely. Actually, my major
motivation for an attestation was the possibility to work with children who
suffered from rheumatic diseases. | found support for this idea in the person
of Professor J. Rovensky, director of the Institute and a prominent Slovak
rheumatologist.

During the first years | spent a lot of time at Il. Childrens’ Clinic in Kramare
in Bratislava, where Dr J. Michalko, one of the pediatric rheumatology doyens
in Slovakia, worked at that time. Doctor Michalko collaborated with the
team of doctors from RIRD immediately after the Institute was found in the
sixties. Together, they were dealing with the question of rheumatic fever. He
belonged to other unforgettable personalities in medicine I was lucky to meet.
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A wonderful and devoted doctor, with an exceptional human attitude towards
children. A doctor who further educated himself despite his advanced age.
I remember him with gratitude and from conversations with patients | know
that they appreciated and liked him.

Since 1994, the number of pediatric patients in the outpatients”
rheumatologic clinic in our new institute has been gradually growing. Very well
equipped laboratories of imunogenetics, imunology and serology were a great
asset for early diagnostics of rheumatic diseases. Appropriation of a few
sickbeds for children in the institute meant an undisputable benefit not only
from the perspective of diagnostics, but also treatment and rehabilitation.

In the following ten years pediatric rheumatology started to separate
officially from adult rheumatology. Differences between children and adults
appeared not only at the beginnings, but also in the progression of a rheumatic
disease. Scientific progress significantly pushed our knowledge about many
rheumatic diseases forward up to the molecular level. New possibilities of
treatment have appeared and not only for patients with juvenile idiopathic
arthritis.

| perceive the need of continual education as a daily challenge from the
perspective of quality of my practice of a rheumatologist. However, | don’t have
a feeling of complete satisfaction. | know that there are still many things that
might improve as well as make the effort of doctors and other personnel easier
and more effective. By following these steps continuous care of chronically ill
patients would improve. Unfortunately, a lot depends on the financial resources
that are still lacking.

My longstanding experiences with young patients or their parents are very
rich. If  wanted to remember something special, | would have to dwell deeply
into my memories. Very often, | visualize particular faces, stories and situations,
when all of us were losing hope. Luckily, joyful memories dominate.

| have never forgotten the statement of a mother, who, while standing
near the bed of her son since birth affected by more serious diagnoses, said:
,Fortunately, we have always been lucky in having great doctors.”

Those are the better moments, when | can feel professional satisfaction.
However, no joy lasts for too long. It takes turns for a common routine or
confusing, complicated cases, when a rheumatic disease takes the lead to that
extent that inspite of all the effort it seems we would not get it under control.
At these moments, me and my little patient are at our last shifts.

However, I'm glad to work right now, when new possibilities for treatment
entered the market. Biological treatment is a revolution in rheumatology. It
helps my patients to get back to active life and be like other children. It all
needs a coordinated cooperation of doctors, little patients and above all, their
parents. | feel sorry, when they get to our institute or special rheumatologic



16 Mosalic Pieces 2

examination too late. Unfortunately, there are pediatric patients whom other
specialists failed to diagnose the rheumatic inflammation process and treated
the little patient as if in post-traumatic state.

Rheumatism is a very painful disease. Careless manipulation with an aching
joint may cause its permanent damage or even invalidity. No one knows
everything. It's not a shame to admit that in certain medical procedures, our
knowledge and experience are insufficient and consult our colleagues on the
problem.

Beautiful moments in life give me the strength and energy to go on every
day. | enjoy my family and especially, my six grandchildren. But I also take all
patients that “went through my hands” as “my children”. I am happy together
with them about every success in their treatment, or as they come with good
school reports or, perhaps later, when they send me an announcement of
secondary school completion or graduation from university. It is no exception
that | get a wedding card, or they come to show me their baby. Then I feel like
a proud mother. | know that their way to success will always be more painful
than of their friends, since they are bound to get over almost insuperable
obstacles.

At one of the meetings of The Little Joint Club, I told mothers never to stop
fighting for their children. And [ still insist on this message for parents.

To my patients, especially to the older ones, | stress the meaning of
education so they could one day easier find a job they would enjoy. When
a patient with a rheumatic disease grows mature, s/he isn "t usually healthy
enough to do manual work. Considering quality of life | find ability to work,
positive attitude towards working and not being fully dependent on the social
income support very important. Therefore, this is what | stress this to my
patients the most. But they are already very well aware of it. That’s why | can
trust them and always keep my fingers crossed for them.

Note: RIRD - Research Institute of Rheumatic Diseases in Piestany, later on renamed
NIRD - National Institute of Rheumatic Diseases
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Objaveny Kibik

Marianka Fucikova

Ked som sa v jedno slne¢né réano zobudila v Piestanoch v NURCH-u, hned
som sa zacala tesit na prichddzajici den. So svojou maminou som v ten den
mala konecne odist domov z liecenia. Ved' vSade dobre, doma najlepsie.

Este pred odchodom sme sa &li rozlucit s kamaratkami, ktoré sme tu
spoznali, a tu sa to zacalo. Dozvedeli sme sa od nich o Klube Kibik. Povedali
nam aj o moznosti ist s nimi na rekondi¢ny pobyt.

Rozhodla som sa stat clenkou Klubu. Vdaka nemu som spoznala
mnoho deti’ s podobnymi problémami, ako si moje. Moji rodicia zasa stretli
mnoho inych rodicov, ktori maju dieta s reumatoidnou artritidou. Boli sme
pozvani na rekondi¢ny pobyt do Trencianskych Teplic. Nezavahali sme.
Ved preco si nedozi¢it pekny
pobyt v krasnom kipelnom
mestecku?

Mbzem povedat, ze nam
vSetkym bolo super! Oddychli
sme si na rozlicnych procedu-
rach - plavanie, masaze, per-
licky, vyrivky, zabaly. Vela sme
sa spolu zabavali, napriklad
pri jazde na koni, na veceri
v dobovom Sstyle na Trencianskom hrade, pri kresleni,
malovani a réznych sutaziach. Kazdému z nds sa pobyt velmi
pacil. Ved komu by nespravila dobre prechadzka na ¢erstvom
vzduchu alebo rozne aktivity, vdaka ktorym z nas boli ¢im dalej,

.....

iba sedeli doma.

Nikdy sa mi ani nesnivalo, ze raz stretnem vrstovnikov %\

s podobnym osudom na poéde nejakého obcian- Rt
> . . , Whoan® ™
skeho zdruzenia. Napriek sta- \\S{N:_;&

rostiam a bolestiam sa dokazu |

tito fudia rozdavat druhym, hoci \
maji na obdarovanie niekedy } )
iba dsmev alebo milé slovo. (/
Som velmi vdac¢na za vsetkych,
ktorych som spoznala, a ddfam, [/ |
Ze sa opat niekde stretneme... (/
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The Little Joint Discovered

Marianka Fucikova

One sunny morning, when | woke up in Piestany in NIRD, | was immediately
looking forward to the coming day. That day, | was supposed to go home from
the therapies with my mum. Home sweet home.

Before our departure, we went to say goodbye to our new friends we had
met there and at that moment, everything began. They mentioned the Little Joint
Club. They told us about the possibility to go with them for a recovery stay.

| decided to become a member of the Club. Thanks to it, | have got to know
many children with problems like mine. Besides, my parents met a lot of other
parents that have children with rheumatoid arthritis, too. We were invited for a
recovery stay in Trencianske Teplice. We didn’t hesitate for a second. Why not to
indulge ourselves with a nice stay in a beautiful spa town?

What a wonderful time we had there! We relaxed during the different
procedures - swimming, massages, sparkling bath, jacuzzi, cold-hot packs. We
had a lot of fun, for example on a horse ride, at a contemporary dinner at Trencin
Castle, while drawing, painting and during many competitions. We all enjoyed
the stay. After all, who wouldn’t enjoy walks in the fresh air, or various activities
that made us, step by step, even better friends...I? Surely, we had a better time
here than staying at home.

I would have never dreamt of meeting friends with the same destiny under
an umbrella of some patients’ organization. Despite the problems and pain,
these people are able to offer themselves, even though they just may have their
smiles or a kind word to R AT 5, 1 N o
offer. I'm very thankful to oy ™
everybody | got to know
and | hope to meet them
somewhere again...
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Dusanka
Janka Adamickova

Dusanka sa narodila ako zdravé a krasne dievcatko. Ked” mala dva rocky,
opuchlo jejlaveé kolienko a nozicku akoby tahala za sebou. Postupne nasledovalo
trojmesacné chodenie po lekaroch s mnozstvom vysetreni a odberov krvi.
Najhorsi zo vsetkého bol pre mna Dusankin casty plac.

Na ortopédii v Povazskej Bystrici sme si vypoculi hrézostrasné diagnozy,
ale nakoniec sa, nastastie, nepotvrdili. Po ¢ase nds hospitalizovali v nemocnici
v Ziline. Tam sme sa dozvedeli, ¢o vlastne nasej Dusanke je. Pri slove reuma
som zostala velmi prekvapend, lebo dovtedy som si myslela, Ze reuma je
choroba starych ludi. Tu sa nas ujala pani primdrka Daniela Salatova. Dusanka
je jej pacientkou uz takmer dva a pol roka. ,Nasej” pani doktorke patri velka
vdaka nielen za jej [udsky pristup k pacientom, ale aj za povzbudivé slovd, ktoré
sa tykaju inych Zivotnych situdcii, ktoré nds postretli.

V tomto obdobi bojujeme s Dusankou pri papani liekov. Jednoducho ich
odmieta prehltnit alebo vziat do dst. Niekedy to trvd viac ako hodinu. Ziadne
prosby a vysvetlovanie nezaberaji. Chvitku pomadhalo to, ze Dusanka videla
svoju babicku, ako uziva svoje lieky. Vydrzalo jej to vsak asi len mesiac. Teraz uz
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zase ,bojujeme” a sme akoby na zaciatku. Niekedy ma z toho vsetkého pochyti

&

tzkost. Premyslam, ¢o bude dalej. No pohlad na dcérku ma uisti' v tom, ze pokial
tu budeme my, jej rodicia a stari rodicia, nikdy nebude sama. Budeme jej oporou
v dobrom i zZlom. Budeme ju rovnako milovat, ako nase dalSie dve deti. M& dvoch
bratov a aj ich ucime, Ze sa maju k sebe vsetci traja spravat vzdy pekne.

Dusanka ma teraz Styri a polroka, je velmi ziva, aktivna a ma energie na
rozdavanie. Dufam, Ze to tak bude stdle, a prekonéme véetko, Co este prl’de
Tdto nadej a vieru v plnohodnotni buddcnost nasej dcérky mi dava aj to, ze
som cez Klub Kibik spoznala [udi's podobnym osudom.

Teraz lutujem, Ze som sa s nimi neskontaktovala skor. Adresu na Klub
som nosila polroka v kabelke. AZ za pomoci nasej zndmej som poslala e-mail
panl Cernakovej. Ona mi odpisala a stali sme sa ¢lenmi Klubu Kibik. Potom
nas pozvali na rekondi¢no-integra¢ny pobyt do Dudiniec. To mi velmi pomohlo,
aby som si utriedila myslienky a zbavila sa zbyto¢nych obav. K tomu velkou
mierou prispelo, Ze som si precitala brozirku ,Bolavy Kibik”, ktord je uréend
hlavne rodi¢om v podobnej situdcii, ako sme aj my. V Bolavom Kibiku som sa
dozvedela viac informdcii aj o diagnoze juvenilnd idiopaticka artritida, na ktord
trpi nase dieta. Mladym ludom, ktori zalozili Klub Klbik a pripravili brozdrku,
patri moja vel'ka vdaka.
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Dusanka
Janka Adamickova

Dusanka was born a healthy and beautiful girl. When she was two years old,
her left knee swelled up and she pulled her leg behind. Stepwise, three-month
long visits of doctors with lots of examinations and blood taking followed. For
me, Dusanka’s frequent crying was the worst of all.

At Orthopedics in Povazska Bytrica, we heard about terrible diagnoses, but
luckily they didn’t prove correct. After a while, they hospitalized us in hospital
in Zilina. There we learned what was our Dusanka’s problem. | became very
surprised when | heard the word rheumatism because | thought that it is an
illness of old people. Chief Physician Daniela Salatova took care of us in Zilina.
Dusanka has been her patient now for almost two and a half years. Many
thanks belong to “our” doctor not only for her human attitude to patients, but
also for the words that cheered us up during situations that concerned different
problems, we had ran across.

These days, we are struggling with Dusanka over taking her medication.
She simply refuses to swallow her pills or take them into her mouth. Sometimes
it takes more than an hour. Neither please nor explanations help. For a while,
it helped when Dusanka saw her grandma eating pills. However, it lasted only
about a month. Now, we are struggling again as if we were at the beginning.
Sometimes, I'm overcome by anxiety. I'm thinking about the future. But a look
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Tvoj obrazok/Your picture

at my daughter reassures me that until we, her parents and grandparents are
here, she will never be alone. We will be her support in good and bad days. We
will love her with the same love, as we love our other two children. She has two
brothers and we teach them all to get on well with each other.

Dusanka is now four and a half years old, she is very lively, active and she
has lots of energy to share. | hope it will be like this forever and we will get
through everything that may come. Such hope and belief is reinforced in me
with the fact that through the Little Joint Club, | have known many people with
the same destiny.

Now | am sorry that | didn’t contact them earlier. | had been carrying the
address of the Little Joint Club in my handbag for half a year. Only with the
help of my acquiantance, | sent an e-mail to Mrs. Cernakova. She wrote back
to me and we became members of the Little Joint Club. Then they invited us to
a recovery stay in Dudince. That stay helped me a lot to organize my thoughts
and get rid of needless worries. A big contribution to it was the brochure “The
Little Sore Joint” that is mainly intended for parents facing the same problems
like we do. In “The Little Sore Joint” | also got to learn more information about
juvenile idiopathic arthritis diagnosis, which our child suffers from. | would like
to say big THANKS to all young people that founded the Little Joint Club and
worked on the brochure.

KAMIENKY Z MOZAIKY 2 23

Dobra vol'ba

Maria Vranova

Bol september, este dnes si pamdtam na to mnozstvo nastipenych deti pred
skolou a pani ucitel'ky s tabulkami, s vymalovanymi obrazkami. ,My” sme boli
zaradeni k obrazku zajacika Ema. Pisem ,my”, lebo som to tak citila, ale vlastne
tam stala s kytickou len moja vtedy Sestrocna dcérka Kristinka, aja - hrda
mama - som postavala trochu bokom. Kristinka pokojne stala a dorozumievala
sa so mnou len ockami a mimikou tvdricky. Obcas som sa na nu usmiala, aby
som ju povzbudila a upokojila, ked som videla o ilen naznak zacinajticej sa
nervozity. Prisla pani riaditelka a ked” ukoncila prihovor na privitanie prvakov,
mobhli si pani ucitel'ky svojich novych zvedavych Ziacikov odviest do tried.

Prvym negativom v naSom nadseni bola informacia, Ze Kristinkina trieda sa
nachadza na tretom poschodi. KedZe md reumatické ochorenie a dobré dni sa
Casto striedaju s tazko zvladnutelnymi, toto nebol dobry vyhlad do najblizsej
budicnosti. Vyriesila som to tak, Ze som kazdé rano chodila s Kristinkou do
skoly az ku triede, aby som jej pomohla s taskou. Trieda tam vsak mala zostat
celé styri roky, a ja som len dfala, Ze to obe zvladneme.

Nas denny rezim zacinal tym, Ze sme si museli privstat, lebo na jednotlivé
tkony sme potrebovali viac ¢asu. Tykalo sa to aj cesty do skoly, no a samozrejme
aj vystupu na tretie poschodie k prvej A triede. Od skoly som sice vzdy utekala na
autobus do prace, ale bola som spokojnd, lebo sme s Kristinkou situaciu celkom
dobre zvladali. Po prekonani infekcie salmonely sa Kristinka po dlhom case
zacala znovu zaradovat do bezného kolobehu. Zacali sa vsak kopit zdravotné
problémy, ktorym sme len tazko odolavali.

Bolo to vel'mi tazké obdobie - mozno jedno z najtazsich pre moju dcéru,
ale aj pre mna. Mnohokrat som

-

y

len tazko ovladala slzy, ktoré sa
mi pri pohlade na moju dcérku
tlacili do oci. Kristinka nebola
este celkom v poriadku, boleli
ju kiby, ale napriek tomu kracala
hore po schodoch a smiala sa na
mojich taraninkdach. Moj obdiv
ku Kristinke bol nekonecny.
Taky maly, silny ¢loviecik. Niesla
som jej tasku a bola som vdacna
za to, ze sa nevzdava. Kazdy
den bol pre nas tak trochu
vyzvou. V druzine sa Kristinka
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stretla s velkym pochopenim zo strany pani vychovavatelky. KedZe nemohla
behat ako ostatné deti, mohla si pri nej ¢itat knihy. Stala sa milacikom pani
vychovavatelky.

Ked som nadobudla pocit, Ze sme nasli sposob, ako zvladnut kazdodennu
rutinu, vynoril sa dalsi velmi zavazny problém. Bohuzial, v druzine boli deti zo
vSetkych tried prvého stupna a vyskytli sa medzi nimi aj také, ktoré sa Kristinke
vysmievali. Cim viac ju pani vychovévatelka zastdvala, tym viac im to prekazalo.
Ked sme doma spomenuli druzinu, Kristinka vzdy zosmutnela. Dokonca rano
plakavala, Ze nechce ist do druziny. Vtedy som spozornela, Ze asi nie je vsetko
v poriadku. No ona sama mi neprezradila, Co sa deje. Obavala sa totiz, Ze
situdciu budem riesit, a pre fu sa este viac skomplikuje. Nakoniec sa mi z nej
predsa len podarilo vytiahnut dévod smiitku a slz. Do tohto ¢asu som netusila,
aké dokazu byt deti k sebe zl€ a zdkerné.

Do druziny vtedy chodila i prvacka Martina. Kristinku nemala rada a vysmievala
sa jej. Kika vsak bola uz natol’ko vyspeld, Ze sa naucila vysmech inych prekondvat.
Ale spoluziacka si nasla sposob, ako jej ublizit. Kristinka mala po prekonanf
choroby bolavé kiby, najmi ¢lenok na pravej nohe, a preto velmi krivala. Martina
vystihla chvilu, ked’ bola Kika sama, stdpala jej na bolavi nézku, ba ju aj potkynala.
Nejaky ¢as som to nevedela vyriesit, pretoze Kristinka nechcela, aby som o tom
s vinnickou hovorila. Obdvala sa, Ze bude na ru este horsia. Pozhovdrala som sa
o tom teda s pani vychovavatelkou. V druzine vsak bolo vela deti a ona nemohla
neustale kontrolovat, ¢o kto robf, alebo kde sa pohybuje Martina a kde Kika.
Problém pretrvaval. Myslela som na to hadam kazdd mindtu. Ako jediné riesenie
sa ukazovalo, ze Kristinka do druziny chodit nebude.

Pytala som sa seba samej: mdzem dat malému sedemrocnému dievcatku klic
od bytu? Riskovala som to. Zacali sme sa ucit otvarat a zatvarat dvere. Kdpila som
jej mobilny telefon a naucila som ju telefonovat. A moje sikovné dievcatko ma
ani tentoraz nesklamalo. Zacala chodit sama zo skoly a vzdy, ked' prisla domoyv,
sa mi ohldsila, Ze je vsetko v poriadku. Urcite sa sama citila dost dolezito, aku
zodpovednost

som jej zverila
tym, Ze som jej
dala klice od - /Y \ | A5
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The Right Choice

Maria Vranova

It was September and even today | remember the amount of children lined
up in front of the school and teachers with painted picture boards. “We” were
placed to stand under the picture board of a rabbit Ema. I'm writing “we”,
because | felt it that way. Actually, it was my daughter Kristinka, only six years old
at that time who was standing there with a bunch of flowers, and me - a proud
mother, standing a bit aside. Kristinka stood calmly and we communicated only
with our eyes and gestures of our face. Every now and again | smiled at her to
encourage and comfort her as | saw even the slightest glimpse of her becoming
restless. The headmistress came and when she finished her welcome speech to
greet the first-graders, the teachers could guide their new, curious pupils into
their classes.

The first negative information in our enthusiasm was that Kristinka s class
was situated on the third floor. Since she has had a rheumatic disease when good
days are often followed by troublesome, this wasn’t the brightest perspective
on the near future. | solved the problem in a way that every morning | went with
Kristinka to school and up to the class so | could help her with a school bag.
However, her class was supposed to stay there for the coming four years and |
just hoped we were both able to manage.

Our daily routine started with our getting up earlier, because we needed
more time for each single daily routine activity. This concerned the way to school
and, of course, climbing up the stairs to the third floor to the 1st A class. Even if |
was always running from school to catch my bus to work, | was satisfied we could
manage the situation with Kristinka quite well. After overcoming salmonellosis,
after a long time Kristinka started to adapt to regular routine again. However,
health problems we had to be confronted with, began to grow.

It was an extremely difficult period - possibly one of the most difficult
ones for my daughter, but also for me. When [ looked at my daughter many
times | could only hardly hold back my tears. Kristinka wasn’t yet completely
healthy, her joints were aching, but she walked up the stairs laughing at my
idle chatter. My admiration to Kristinka was endless. Such a brave, little person.
I was carrying her bag and | was very thankful that she wasn "t not giving up.
Every day was a bit of a challenge for us. In the after-school club, she met with
a great understanding of her tutor. Because she was not able to run like other
children, she could read the books. She became her tutor “s favourite.

When | got the feeling that we found the way how to manage our daily
routine, another serious problem appeared. Unfortunately, in the after-school
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club there were children from all first grade classes and among them there
were also such, that made a mock of Kristinka. The more the tutor stood up for
her, the more it bothered them. When we mentioned the school club at home,
Kristinka became sad immediately. She even used to cry in the morning as she
did not want to go there. At the time, | sat up and took notice that something
must have gone wrong, although she didn’t reveal what. She was afraid that
I would have dealt with the problem and made it even worse for her. Finally,
I managed to extract the reason of her sadness and tears out of her. Until that
time, | had no idea how cruel and mean children can be to each other.

There was a first-grader, Martina who went to the after school club at the
same time. She didn’t like Kristinka and made fun of her. However, Kika was
so mature that she learned how to get over the mockery of others. But her
classmate found her way how to harm her. After overcoming her disease, she
had sore joints, especially the ankle of her right leg and therefore walked with
a pronounced limp. Martina waited for a moment, when Kika was alone and
stepped on her leg or even made her stumble. For some time, | didn’t know how
to deal with it, because Kristinka didn’t want me to talk to the villain. She was
worried that she would have become even rougher with her. So | talked about it
to the tutor. However, there were many children in the after-school club and she
couldn’t constantly check what the children were doing, or where Martina and
Kika were. The problem continued. | was perhaps thinking about it every spare
minute. The only solution seemed to be not to go to the school club at all.

| asked myself: “May | leave a seven year old little girl the keys of our flat?”
| took the risk. We started to learn how to open and close the door. | bought her
a mobile phone and taught her how to make a call. And, yet again my clever
little girl didn’t fail. She
began going home from
school alone and every
time she came home, she
let me know if everything
was okay. I'm sure she must
have felt quite important
about the responsibility
I entrusted her with by
giving her the flat keys.
Her self-confidence has
grown and our beloved
Martina could “keep” her
cruelty to herself. Today
I already know that it was
a good choice.

Tvoj obrazok/Your picture
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Cindy a la zazrak

Kristinka Vranova

Volaji ma Kika a trpim na juvenilnd reumatoidnu artritidu - detskd reumu.
Mam dvanast rokov. Lekari mi zistili reumu, ked" som mala jeden rok. Vtedy
som to velmi nevnimala, no postupom c¢asu mi to zacalo prekazat. V skolke
som vela vymeskavala, potom prisla skola. Zhodou okolnosti sme mali triedu
na Uplne hornom - tretom poschodi. Sama by som to nikdy nezvladla. Vzdy
tam musel niekto so mnou ist, pretoze som nevladala vyniest skolskd aktovku
az hore. Chodila so mnou mamina.

Bola som rekordmanka v pocte vymeskanych hodin. Spominam si, ze vsetko
to bolo pre miia vtedy velmi naro¢né. Mala som postihnuté tri kiby - na zapasti,
koleno a ¢lenok. Najhorsie to bolo s mojim kolenom. Vel'mi mi to prekazalo,
hlavne vtedy, ked som nemohla robit ni¢ in€, iba sa pozerat von oknom, ako sa
deti hraju. Casto som musela zostat v posteli. Dni v $kole boli normalne, az na
niektoré, kedy ma postihnuté casti tela vel'mi boleli. Pani ucitel'ka spoluziakom
vravela, aby na mna davali pozor, pretoze ma boli nozicka. Bolo to na jednej
strane milé, no na druhej mi to prekazalo, lebo som si pripadala, ako stary
clovek, o ktorého sa treba stdle starat. Mnohi'si to vSak zapamatali a pomahali
mi. Samozrejme, kazda vynimka potvrdzuje pravidlo; nasli sa aj taki, ktori dobre
vedeli, ako mi je zle, a eSte mi aj naschval stipali po nohe. Rodi¢ia mi teda
kuapili mobil, aby som im mohla v pripade nidze zatelefonovat.

V druzine sme mali velmi mild vychovavatelku, s ktorou som travila vacsinu
Casu. KedZe som nemohla chodit von, hladala som si in€ zaluby. Zacala som sa
venovat ¢itaniu o zvieratkdch. Precitala som vela kniziek. Najradsej som citala
o psoch. Mj najvacsi sen bol, mat raz svojho psika. Dostala som do daru vela
dalsich kniziek a encyklopédii. Travila som pri ich ¢itani tolko ¢asu, Zze som ich
vedela prerozpravat. Nosila som si ich aj do skoly.

Kazdy den som o mojom velkom sne vravela mamine, no bez vysledku.
KedZe som mala vazne zdravotné tazkosti a navySe malickd sestru, pes
vobec nepripadal do tvahy. Od maminy som vzdy dostala zaporni odpoved.
Preplakala som kvoli tomu celé hodiny. Mamine bolo smutno, ze mi je to tak
lto, ale ni¢ sa nedalo robit. Ja som stdle vyplakavala a vyplakdvala. Mamina
mi sice povedala ,nie”, ale nevzddvala som sa. Stdle som verila, Ze raz sa mi to
splnf.

Kazdy den som vymyslela nieco iné, aby som maminu presvedcila.
Povystrihovala som napriklad listocky a na kazdy som napisala: ,Neboj sa,
mami, o toho psika sa budem starat”. Listocky som dala na stél a do stredu som
polozila kolaciky. Inokedy som zasa umyla riad a upratala. Moja snaha nebola
zbytoc¢nd. Raz som mamine znovu poloZzila moju zvycajnu otazku, ¢i mézem
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mat psa. Odpoved’ znela: ,,Ano, ale az ked budes mat dvandst rokov”. Bola
som taka $tastnd, hoci som vedela, Ze to znamend cakat este Styri roky. Ziarila
som od nadsenia, lebo som uz mala zaruku, Ze sa to raz urcite stane.

Nasetrila som si peniaze a kipila som prvid hracku v obchode pre zvieratka.
Schovala som si ju do skrinky, aby pockala na svojho budiceho majitela.
Vsetkym v mojom okoli som sa s tym pochvalila. Dokonca som zabudla na
reumu a problémy okolo nej. Sustredila som sa iba na moje buduce Steniatko.

Dalsia otdzka bola: ,Akd rasa?” Hned som mala odpoved. Pacili sa mi
maltézske psiky. V kalenddri s menami pre psov som vybrala pre mna to najkrajsie:
Cindy [Sindy]. Bol to tak nadherny pocit, vyberat meno pre budiceho milacika!
Skalopevne som sa rozhodla, Ze to bude ,ona”. Dokonca som si vymyslela
virtudlneho psika. V tom obdobi som totiz dostavala injekcie etanerceptu
(najmodernejsia biologicka liecha), a tak som sa cestou do ambulancie hrala,
Ze chodim so svojim neviditelnym kamaratom. Napriek neredlnosti to pre
mnia bola priprava na skuto¢ného psika. Rozpravala som sa s nim. Velmi mi to
pomahalo nevnimat cas.

V piatej triede som spoznala jednu z mojich najlepsich kamaratok, Danielu.
Dada mi prezradila, Ze chodfjazdit na koni. Vravela, Ze je to super. Bola na koni
ako doma. Rozhodla som sa, Ze to skisim tiez. Kazdy vikend som s ocinom
chodila jazdit. Ucila som sa celkom rychlo. Jazdila som stdle na tom istom koni,
volal sa Ramon. Zase uplynul nejaky ¢as a do toho vysnivaného dna, kedy som
mala dostat psika, zostavali ,uz” iba dva roky.

Prislo leto. Neviem ani ako, ale nasla som s maminou na internete inzerat.
Predavali Steniatka maltézskych psikov. Hned’ sme tam zatelefonovali a dohodli
sme si termin. Bolo to o pol roka skér, ako znela dohoda s maminou. Dostala
som sa do ¢asového stresu. Ostavali mi dva mesiace na to, aby som kpila vsetko
potrebné. Vyprazdnila som pokladnicku a vybrala sa na nakupy. Nakoniec som
ich do dna ,D” stihla.

I3li sme do Rimavskej Soboty. Vybrala som si Steniatko. Cela natesend som
nasadla do auta a odviedla si mali Cindy. Ked” som ju doma postavila na véhu,
nemala ani kilo.

So Cindy sme teraz velké priatelky. Zacala so mnou spdvat a vsade, okrem
skoly, chodime spolu. Dokonca, aj ked sme isli na kontrolu klekarovi do
Piestan, bola so mnou. Je mozno az neuveritelné, ako priaznivo sa to odrazilo
na mojom zdravotnom stave, ktory sa mi velmi zlepsil. M&j psik mi pomohol.
Bola to taka malg, biela hrudka stastia.

Ako som uz spomenula, zacal so mnou spdvat. Raz vecer, ked sme sa sli
uloZit, mala som oblecent nocnu koSelu a odhalené kolena. Cindy vyskocila
na postel a zacala mi oblizovat bolavé kolienko. Vsetci sme zostali prekvapent.
Bolo to zvlastne, ale zaberalo to. Sedimentacia sa mi postupne znizila, moje
vysledky boli v norme. Koleno ,splaslo” a ja som zasa behala po vonku.
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Dnes ma Cindy pol roka a, chvalabohu, smojim zdravotnym stavom
je to viac nez dobré. Brloztek je jej nanic, pretoZe spdva iba so mnou. Sme
nerozlu¢né priatelky. Kazdy ju md rad. Dnes je aj mamina rada, Ze mdme psika.
Keby to bola byvala tusila, asi by mi psa dopriala uz na krstiny ©.

Kazdému odporicam kdpit si nejakého spoloc¢nika. Nielen chorym, ale aj
zdravym fudom. Mne nepomédha Cindy iba s reumou, ale aj psychicky, ked
mam zly den. Napriklad, ked’ v skole dostanem zIG znamku, vratim sa domoy,
a tu na mna ¢aka oddany spolocnik, ktory vrti chvostikom zakazdym, ked' sa
k nemu zohnem a pohladkdm ho. No, viac uz asi napisat nestihnem, pretoze
momentalne po mne Cindy skace a ja s iou musim ist von...

Psik je super tvor a ten najlepsi spolo¢nik, takze necakajte: bezte popozerat
inzeraty a obstarajte si nejakého malického milacika.

Riekanka pre Kiku

En-ten-tiky, dva Spendliky,
nech sa spini tvoj sen, Kiky.
Nevzdavaj sa, dufaj stale!
Kazdy z nas ti psika praje.

Aj ta mala hrudka biela

velmi Kike poméct chcela; y .y »
kolienko jej Cindy lize... N

Pojdes, Kika, aj na lyze?!? Fe

Sny si spliiaj, zostari zdravd,
ako tuzis, tak vzdy plavaj!
,Neodkladaj kipu psikal”,
odkazuje vsetkym Kika.
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Cindy a la Miracle

Kristinka Vranova

My name is Kika and I suffer from juvenile rheumatoid arthritis - child
rheumatism. I’'m twelve years old. The doctors found out about the disease
when | was one. At that time, | didn’t pay much attention to it, but later it began
to bother me. | used to miss a lot of lessons in the kindergarten and then the
school started. As if out of spite, our class was situated on the highest - the
third floor. I wouldn’t have ever managed this obstacle on my own. Somebody
always had to go there with me because | couldn’t carry the school bag up to
the top myself. My mummy accompanied me.

| was a record-breaker in terms of missed classes. | remember how difficult
it was for me at that time. | had three joints affected - a wrist, a knee and
an ankle. The worst one was the knee. | was really hampered by it, especially
when | could do nothing but look out of the window at the children playing.
| often had to stay in bed. Days at school were ordinary, except those, when
the affected parts of my body hurt too much. Our teacher told my classmates
to look after me because my leg hurt. On one hand, it was very nice. On the
other hand, I felt like an old person that needs to be looked after. However, lots
of them remembered it and helped me. Of course, as the exception proves
the rule, there were also people that knew how [ felt and intentionally stepped
on my foot. Therefore my parents bought me a mobile phone so | could have
called them in case of need.

In the after-school club, we had a very kind tutoress, whom | spent most
of the time with. Because | couldn’t go out, | was looking for other hobbies.
| started to read about animals. | read lots of books. Preferably, | read about
dogs. To have my own doggie one day had been my biggest dream. As a gift,
I got many different books and encyclopedias. | spent so much time reading
them that | was able to retell them. | even carried them to school.

Every day | was telling my mum about my big dream, but there was no
effect. Since | had serious health problems and a little sister, the dog was
completely out of the question. Every time | got a negative response from my
mum. | was crying continually for hours. Mum was sorry, but there was nothing
we could do. | kept crying for hours and hours. Despite mum’s “no”, | wasn’t
giving up. | still believed that one day my dream would come true.

Every day | thought of something new to persuade her. | cut out little notes
and wrote on each: “Don’t worry mum, | will take care of the doggie.” | put the
notes on the table and placed cakes in their midst. Another time | washed the
dishes and tidied up. My effort was fruitless. Once, when | asked my regular
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question, whether | can have a dog, the answer was: “Yes, but you must turn
twelve first.” | was so happy, even though | knew that it meant waiting for
another four years. | beamed with joy, because | had a guarantee that one day
it would really happen.

I saved up some money and bought the first toy in a pet shop. Then I hid it
in the chest to wait there for its owner. | boasted about it to everyone around.
I even forgot about my rheumatism and all the problems around it. | just
focused on my future puppy.

The next question was: “What type of dog? “ I had a prompt answer. [ liked
Maltese dogs. In a calendar with the names of the dogs, | had chosen Cindy.
What a great feeling it had been to choose a name for a future pet! I firmly
decided that it would be “she”. | even made up a virtual dog. At that time,
| was getting etanercept injections (the most modern biological treatment) and
therefore, on my way from the outpatients’ clinic | pretended walking with my
imaginary friend. In spite of being fictitious, it was a good preparation for a real
dog. I was talking to it. It helped me a lot to lose track of time.

In the fifth class | got to know one of my best friends, Daniela. Dada told
me that she did horse riding. She said that it was great. On the horse, she felt
comfortable. | decided to try it as well. Every weekend | went riding with my
dad. I learned quite quickly. | was always riding the same horse, his name was
Ramon. Another time passed when “only” two years remained till the day | was
supposed to get a dog.

The summer came. | don’t even remember how it was, but we found an
ad with my mum on the Internet. They were selling puppies of a Maltese dog.
We called there immediately and arranged an appointment. It was half a year
earlier than | had originally agreed on with my mum. | got under pressure. Only
two months were left for buying everything that was needed. | emptied my coin
bank and went shopping. At last, | managed to do everything until the D-day
came.

We went to Rimavska Sobota. | chose the puppy. Overjoyed, | got to the
car and took little Cindy home. When | put her on the scale, she weighed hardly
a kilo.

Today, we are big friends with Cindy. She has started sleeping with me and
except school, we go everywhere together . Even when we went for a medical
examination to Piestany, she was with me. Most unbelievable is, how positively
it has affected my health. My little puppy has helped me. She is such a small
white pile of happiness.

As | already mentioned, she has started sleeping with me. One evening,
when | was going to bed, | was dressed in a nightgown with bare knees.
Cindy jumped on the bed and began to lick my inflamed knee. All of us were
surprised. It was very strange, but it helped. My sedimentation gradually
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lowered, the blood test results were alright. The swelling decreased and | could
run outside again.

Today, Cindy is six months old and, thank God, I feel better than ever.
Cindy’s little den is useless, because she sleeps only with me. We are
inseparable friends. Everyone likes her. Today, even my mum is glad that we
have a puppy. If she had known all this earlier, she would have probably granted
me a dog already as | was christened :-).

| recommend everyone to buy a companion. Not only to sick, but also
to healthy people. Cindy doesn’t help me only with rheumatism, but also
psychically, when | have a bad day. For example, when | get a bad grade at
school and come back home, there is a devoted companion waiting for me
that wags her tail every time | bend down to pet her. Well, | probably won’t be
able to write more, because right now, Cindy is jumping at me and | have to
take her out...

A dog is a wonderful creature and the best companion, so don’t hesitate:
go and check some advertisements and get yourself a little pet.

Rhyme for Kiki

N-ten-ticky, we love Kiki!
May your dreams come true.

Don’t give up, be always strong,
We wish you all your puppy’s com’g.
(coming)

Tiny, whitish ball of fur -
puppy wants to be helpful.
Injured Kiki’s knee is licked,

So she’s going ski, clack - click!

Follow always your nice dream -

as you see it - so brave swim.

Cet your dreamy puppy now,

So it’s barking - “bow - bow - bow!”
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Akoby som mame z oka vypadla

Marianka Fucikova

Spytala som sa raz svojej mamy, aké to bolo, ked' zistila, ze ma ¢aka. Bola
uz totiz chora na reumatoidnd artritidu. Moja mamicka sa len usmiala a ticho
dodala, ze to bol napriek vsetkym tazkym okolnostiam Gzasny pocit, ako
u kazdej Zeny, ktora vie, Ze ¢aka babatko a tuzi po nom. Ddvalo jej to jedinec¢ny
zdroj energie a viery, ze dokaze pre svoje dieta aj zazraky. Samozrejme, prisli aj
obavy, ¢i budem zdrava a ¢i je vsetko tak, ako ma byt. No laska a povzbudenie
od moéjho ocka a mojich sdrodencov jej dodavali silu nielen vtedy, pocas
tehotenstva so mnou, ale su jej stédle velkou oporou.

Mama vlastne netusila, ¢i ide spravnym smerom, ved' to ani nikdy nem6zme
vediet na sto percent. V kazdej narocnej chvili vsak stoji pri nej manzel, vzdy jej
pomaha, podpori ju, ked to potrebuje. My, deti, ur¢ujeme zmysel jej zivota od
samého zaciatku. Cela rodina jej poskytuje nadej a silu, kazdy den ist o kisok
dalej. Vyznala sa mi, Zze vnitornu rovnovahu v nej udrZiava viera v Boha.

Som najmladsia a odmalicka som bola doma pre vsetkych rodinné siniecko.
Postupne sa ukazalo, Ze i ja trpim na reumatoidnu artritidu. Najskor to bol pre
rodinu velky sok. Ale rodicia to prijali hrdinsky. Stale vsak maju pocit, Ze ma
musia chranit. Mozno to lepsie pochopim, ked" vyrastiem, budem dospela
a budem mat svoje deti. Ved' kazdy dobry rodi¢ chce pre svoje dieta len to
najlepsie.

Sestry uz skoncili vysokud Skolu a pracuju, zacinaju otvarat svoje kridla,
osamostatnuju sa. Ja som gymnazistka a o dva roky chcem ist taktiez studovat
na vysoku skolu. Rodi¢ia maju z toho radost, ze sa nam dari.

Choroba obrala moju mamu o vela veci ... musela opustit zamestnanie,
zrieknut sa $portovania a mnohych inych aktivit. Reumatoidna artritida poznaci
naozaj vsetky sféry zivota cloveka. Mozno to vyznie zvlastne, ale choroba moze
pomoct postihnutym fTudom dusevne dozriet. Nedd sa vsak vylucit ani opak.
Moja mamina nastastie nadobudla optimisticky pohlad na svet. Hovorieva mi,
Ze nielen zdravi fudia mézu byt Gspesni. Zivot, ktory mame od Boha, je krasny
a hodnotny u kazdého ¢loveka bez vynimky.

Mama ma vela naucila. Napriklad ludom, ktori nas futujd, Ze mame tol'ko
trdpenia, s ismevom vravieva: ,Na reumu sa nezomiera. Ale kazdy, koho
postihne, sa musi naucit s fnou zit.” Niekedy vsak dolahne tarcha choroby aj na
nu. Ved' by to aj bolo zvlastne, ak by sa ¢lovek, ktory musi denne prekonavat
tolko bolesti, neustale usmieval.

Moja statocnd mama aj mne obcas prehovori do duse a pripomina mi, ze
sa nesmiem nechat chorobou zvdzovat a ani sa odtahovat od normdlneho
Zivota. A preto mam vela zalub. Snazim sa rozdavat radost tam, kde to
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potrebuju. Stretdvam sa s detmi a pomaham na pastorac¢nych stretnutiach.
Rada sa venujem aj svojim kamardtom v skole alebo na rekondi¢nych
pobytoch.

Niekedy pocujem, ako o mne ludia hovoria: ,Akoby mame z oka vypadla!”
To mi lichoti. Ved my dve mdme mnoho spolo¢né a sme si navzdjom vel'mi
blizke. Budem S$tastna, ak nezostane iba pri vonkajsej podobe a nasej
diagnéze. Budem hrd4, ak sa mi raz podari Zit taky duchovne nadherny a plny
Zivot, ako mojej krasnej, dobrej mame.
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Just Like Her Mother

Marianka Fucikova

- Once | asked my mum, how it felt, when she was

pregnant with me. At that time, she already suffered
from rheumatoid arthritis. My mum just smiled and
- quietly said that in spite of all the obstacles it was an
amazing feeling. It gave her a unique source of energy
. and a belief that she can even do miracles for her
child. Obviously, worries about my health came and
| whether everything is as it should be. The love and
encouragement from my dad and siblings gave her
strength not only then, at the time of her pregnancy
with me, but it gives her support even now.

My mother did not know whether she had chosen the right direction, but
who is one hundred percent sure about his own decision? In all difficult situations,
her husband stands by her side, he helps her permanently and supports her when
she needs it. We, children, direct the sense of her life since the beginning. The
whole family gives her hope and strength to go a bit further every day. She once
said to me that it was her belief in God that keeps her inner balance.

I’'m the youngest one and I've always been the sunshine of our family.
Gradually, it turned out that I also suffer from rheumatoid arthritis. First, it was
a big shock for the family. But my parents faced it heroically. However, they still
behave as if they must protect me. Maybe | will understand better when | grow
up, | will be an adult and I will have my own kids. After all, every parent wants
the best for his children.

My sisters already finished universities and they are working, opening their
wings, becoming independent. I'm a student of a secondary school and maybe
in two years time, | would like to go to university. My parents are happy that we
are doing well.

The disease took away many things from my mum... she had to leave her
job, she gave up sport and many other activities. Rheumatoid arthritis has really
affected all areas of her life. It might sound weird, but the disease helps affected
people to grow up mentally. Although the opposite can happen as well. Luckily,
my mum developed an optimistic outlook on life. She keeps telling me that
not only healthy people can be successful. Life, which we have from God, is
beautiful and unique, with no exception.

Mum has taught me a lot. For example, she tells people who are sorry
about our troubles with a smile: “You won't die from rheumatism. But you need

T
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to learn how to live with it.” But sometimes, the weight of the disease hits her.
Anyway, it would be strange, if a person that must daily overcome so much
pain, always smiled.

My brave mum sometimes tells me and reminds me not to get tied up by
the disease and not to get pulled out of ordinary life. And that's why | have so
many interests. | try to share joy where it's needed. | meet with children and |
help at pastoral gatherings. | spend time with my friends at school or recovery
stays.

Sometimes, | hear people saying: “Just like her mother.” | feel flattered and
| feel once again that we have a lot in common and we are very close to each
other. I'll be happy if it is not limited only to the field of our diagnosis. I'll be
proud, when | am able to live such a spiritually beautiful and rich life like my
nice and kind mummy does.
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Zapadlo sInko
Ingrid Brecova

V zivote kazdého cloveka ma priatelstvo ind hodnotu. V mojom Zivote
zapadlo ,jedno” slnko, ked sa nahle zastavil zivot mojej priatelky. Uz nikdy
nepride, nikdy nepovie: ,..pod" na kavu...”, nepride k nam na navstevu, nikdy
nebude drzat v naru¢i mdjho syna.. Na takéto dlhoroc¢né, vzacne, krehké
priatelstvo, ktoré som teraz jej smrtou stratila - sa nezabuda. Vela sme si
povedali, ale vela veci zostane nevyslovenych... Nebolo ndm stidené viac.

/,f)akujem ti za vzacne chvile, ked’ sme sa spolu smiali, v nekonecnych
debatach rozoberali véetko mozné i nemozné, snivali, cestovali, a pritom sme
obe zili tvrdu realitu s reumatickym ochorenim. Ty si velmi [Ubila, bojovala,
tazila, a popritom si mala vela odvaznych planov..., Zila si jednoducho na plny
plyn. Niekedy si skocila, a az pocas letu si hfadala zachranné lano. Aj to som
na tebe obdivovala. Casom sa postupne vela zmenilo v nasich Zivotoch. Raz
sme boli na Starte a inokedy skoro v cieli. Presli sme kazda svoju cestu, aby sme
si teraz navzdy povedali zbohom! Pravda o Zivote byva ¢asto smutnd, kruta
a nepochopitelna. Dnesok velmi boli.

Bol vtedy jesenny podvecer a ZAPADALO SLNKO...

Tvoj neopakovatelny dsmev navzdy zostane v mojom srdci. S laskou na
teba spominam.
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The Sun Set

Ingrid Brecova

Friendship has a different value in the life of every human being. In my life,
“one” sun set, when suddenly the life of my friend stopped. She will never come
again and tell me: “...let’s go for a coffee...”, she will never again come for a visit,
she will never hold my son in her arms... [t's not possible to forget such a beautiful,
long-lasting, rare and fragile friendship that I lost with her death. We told each
other a lot, but still many things remained untold... We were not meant to...

Thank you for the precious moments, when we laughed together, when
we analyzed in endless debates all possibilities and impossibilities. We dreamt,
travelled and we lived together the harsh reality of a rheumatic disease. You
loved deeply, fought, dreamt and had many fearless plans..., you simply lived at
full throttle. Sometimes you simply jumped and looked for the lifeline during the
flight. That was another thing [ admired you for. Meanwhile, a lot has changed in
our lives. At one moment, we were on the start and in another we were finishing.
Each of us went down her own road to say goodbye. The truth about the life can
often be sad, cruel and beyond all understanding. And today it hurts.

It was an early autumn evening and the SUN SET...

Your unrepeatable smile will always stay in my heart. | remember you with
love.

Tvoj obrazok/Your ’s picture
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Cas na spravne rozhodnutie
Gabriela Cerna

Podstupit akukolvek operdciu nie je lahké rozhodnutie. A uz vobec nie
vtedy, ak ide o0 vymenu totdlnej endoprotézy kibu. Niekolko rokov dozadu sa
ma snazili lekdri na takito operaciu prehovorit. Stale som to vSak odmietala,
aj napriek tomu, Ze som par rokov stravila na invalidnom voziku. Jednoducho
som to tak citila, Ze eSte nie je ten spravny a vhodny cas. Bolo by vtedy byvalo
pre mna problematické zvladnut operaciu nielen fyzicky, ale aj psychicky.

Kym som sa na to odhodlala, premyslala som nad vietkym moznym. Cim
vsetkym budem musiet prejst pred operaciou, pocas operacie, ako to celé
dopadne, ako to zvladnem, ¢o bude dalej, jednoducho som hladala odpovede
na mnozstvo otazok. Nakoniec rozhodol hlavne ¢as. Pomocou novych liekov
som sa na kratke obdobie dokazala z vozika opét vratit na nohy. Bol to Gzasny
pocit. Zial, klby poskodené reumou nevydrzali dlho.

Ked som zacala mat pocit, ze som - ako sa hovori - ,zahnana do kata”,
Ze mi uz nepomdzu ziadne nové lieky, rehabilitdcia a podobne, ale Zze som
dost fyzicky, ale i psychicky silnd, zacala som sa zaoberat aj tou poslednou,
radikalnou moznostou. Rozpravala som sa s priatemi, ktori uz mali podobny
zakrok za sebou, zhodnocovala som argumenty za a proti a vychadzal mi
jediny vysledok. Operaciu podstipit. Aj dnes som vsak presvedcend, ze aj
napriek tomu, ¢im som za tie roky presla, moje rozhodnutie vtedy, aj dnes,
bolo pre mna tym spravnym rozhodnutim.

Nejako $pecidlne som sa na operaciu nepripravovala. Priblizne som vedela,
¢o ma c¢aka. Dost mi pomohli priatelia, ktori uz podstupili podobny zakrok.
Poradili a vysvetlili mi, comu som nerozumela. Rozhovory mi pomohli hlavne
z psychickej stranky. Jedna dobra kamaratka sa ma opytala, ¢i mam spisany
testament - ha, ha, ha - asi vie, Ze mam rada cierny humor.

Vzdy, ked” sa md udiat nieco dolezité, vazne alebo vzrusujlice, noc predtym
prakticky nespim. Tak to bolo aj teraz pred hospitalizaciou. Snazila som sa
zachovat pokoj, ale mdrne. Cely proces nastupu vsak prebehol hladko. Lekar,
ktory ma prijimal, toho vela nenahovoril, spytal sa ma asi na tri veci a tym bolo
vSetko vybavené. Na moje prekvapenie som sa na oddelenie dostala celkom
rychlo, a to este pred obedom. Vsetko prebiehalo standardnym sposobom.

Na oddeleni ma akurat prekvapila sestricka, ked” sa ma dost dramatickym
sposobom zacala vypytovat, ¢i mam pre seba v rodine nejakého darcu krvi.
Predtym sa o tom vobec nikto nezmienil. Zaskocilo ma to. Tato vtierava
myslienka zacala nahlodavat moju vnitornu rovnovahu. Dalo sa to chdpat ako
podmienka k dalSiemu postupu: ,Bude darca, bude operdcia, nebude darca,
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nebude operdcia”. Ked' sa darca rychlo nasiel, vysvitlo, Ze takdato podmienka ne-
jestvuje. To bola iba sestricka vo svojom konanf prilis horliva. Osobne si myslim,
Ze darovanie krvi je uslachtily skutok, a kazdy zdravy clovek by tak mal urobit
aspon raz v zivote. Ak by som mohla, urcite by som nevahala a darovala krv.

Operovat ma mali na Stvrty den po nastupe do nemocnice. Uz od rana
som mala nejaky divny pocit, akoby som tusila, Ze sa nieCo udeje. Pdvodne
mi mali vymenit kolenny kib. Ale rano na vizite mi oznamili, Ze to nebude
koleno, ale bedrovy kib na druhej nohe. Argumenty, preco nie koleno, som uz
ani nevnimala. V podstate mi to bolo jedno, lebo oba kiby boli zIé. Na zakrok
som mala ist druhd v poradi. Malo to byt tak okolo desiatej hodiny. Ked" uz
bol obed, aja som este stdle bola na izbe, zacalo mi to byt divné. Nikto mi
ni¢ nepovedal, lebo nikto ni¢ nevedel. AZ popoludni medzi druhou a tretou
hodinou mi sestricka oznamila, ze v ten den ma uz operovat nebudud. Dovod
- neznamy. Nikto mi nevedel povedat ani to, kedy pridem na rad. Dokonca,
ked" bola vecera, doniesli jedlo aj mne. Akoby nikoho nezaujimalo, Ze ma
mozu operovat uz na druhy deri. Odmietla som cokolvek zjest. Bola som velmi
nervézna a nahnevana. Urcite by mi pomohlo, keby mi niekto podal logické
vysvetlenie. Nestalo sa. AZ na vecernej vizite som sa dozvedela aspon to, Ze
ma budu operovat na druhy deri rdno. Trochu som sa upokojila a s pomocou
tabletky som sa aj trochu vyspala.
komplikacii. Ale tesne po zakroku, este na operacnej sdle, mi zacal velmi
klesat tlak. Hned' po prevoze na jednotku intenzivnej starostlivosti som dostala
transfaziu krvi. Vel'mi mi to nepomohlo. Stale ma niekto upozornoval, aby som
nespala. Ja som vsak vsetko okolo seba vnimala, len som nevladala udrzat
otvorené oci. A to som netusila, ¢o ma este ¢aka.

Ked'sa mi po operacii zacali ,preberat” nohy, pytala som si nieco na utiSenie
bolesti. Kvoli nizkemu tlaku mi v§ak ni¢ nemohli dat. Takze som si to pekne
v plnej miere odtrpela az do rana. Okrem toho mi bolo vel'mi zle aj od Zaltdka.
Noc po operdcii bola naozaj tazka. Nevedela som sa dockat rdna. Stdle som
sledovala hodiny, ktoré viseli na stene oproti mne.

Rano, ked  ma previezli spét na izbu na oddelenie,
konecne som sa zacala citit lepsie.

Zistila som vsak, ze horsie vidim. Postupne
den za dnom sa to zacalo zlepsovat, ale do stavu,
ako to bolo pred operdciou, sa mi zrak ani po
Siestich tyzdnoch nevratil. Zatial' mi nikto nevedel
dat jasnu odpoved na to, Ci sa po narkoze moze
zhorsit zrak. Niektori kamarati, ktori maju takyto
vazny zakrok za sebou, tvrdia, Ze ano. Je to ale asi
individualne.
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Prvé dni po operacii boli pre mna vel'mi narocné. Myslim si, ze ziadny
reumatik, ktory podstipil takyto vazny zakrok, to nemal lahké, a vie o com
hovorim. Operovana noha bola nefunkénd, na druhej nohe bolavé koleno
a s rukami som si tiez nevedela velmi pomdct. Ked” som sa mohla prvy raz
posadit, bol to skvely pocit. Zistila som, Ze sa ten novy kib akosi lepsie ,smyka“,
ako ten povodny. A hlavne, Ze neboli. Najviac som sa vtedy tesila na dve
veci: ako zacnem sama chodit na toaletu - kazdy, kto to zazil, bude so mnou
sthlasit; taktiez som sa nevedela dockat, kedy budem moct odist z nemocnice.
Ani jedno, ani druhé uz potom netrvalo dlho.

Z nemocnice ma asi po desiatich dnoch previezli rovno do Narodného
Ustavu reumatickych chorob v Piestanoch na rehabilitaciu, kde som stravila
tri tyzdne. Velmi mi to pomohlo. Domov som odchddzala v neporovnatelne
lepsom stave, ako ked” som prisla. Najviac som sa tesila na tie Gplne obycajné
veci. Napriklad, Ze nebudem musiet vstavat rdno uz o piatej, ¢i Siestej hodine,
Ze sa dosyta najem toho, ¢o mi pride na chut, Ze sa v pokoji vyspim, ze do
mna zase chvilu nebude nikto pichat injekcie a ze si opat sadnem k pocitacu
a budem si moct pisat s kamaratmi, ktorych mam rada.

Hovorievam, ze z kazdého mdjho pobytu v nemocnici by som mohla napisat
knihu. Clovek takéto situdcie preziva dost emotivne, preto mnohé veci vnima
ovela citlivejsie ako inokedy. Musim vsak povedat, Ze jedno sa nezmenilo vobec,
a pritom to nie je materialny, ¢i odborny nedostatok. Podla mria vel'mi podstatna
vec. Ide o neosobnost. Celé mi to tam pripominalo tovdren s ,pasovou vymenou
pokazenych a opotrebovanych dielov”. Prides, vymenia, ¢o treba, a ides prec.
Chybal mi blizsi kontakt s lekarom, aspon naznak fudského zaujmu o pacienta
ako o ¢loveka. Nepdcilo sa mi tzv. rozhodovanie o mne bezo mna. Chybal mi
obycajny ludsky rozhovor na drovni lekar - pacient. Ked” som sa chcela nieco
dozvediet, jednoducho som musela po informaciach vyslovene patrat.

Teraz je prave Sest tyzdnov od operdcie. Zatial som s danym stavom
spokojnd. Rana sa mi zahojila rychlo a bez komplikécii. Pohyblivost v kibe je
neporovnatelne lepsia ako pred operdciou. Najddlezitejsi je viak fakt, Ze klb
ma uZz neboli. V najblizsich dnoch a tyzdnoch sa chcem este stale sdstredit na
nohu. Musim vela cvicit, aby mi spevnelo svalstvo. Nechcem ni¢ urychlovat,
ale chcela by som ¢o najskor zacat chodit. Mam totiz v plane, hned’ ako to
bude mozné, 7e si dim vymenit aj druhy bedrovy a nasledne kolenny kib na
druhej nohe. Verim, ze ked budem mat ,opravené” obe nohy, nejaké zmeny
nastand. Minimalne v tom, Ze budem ovela menej zavisla od pomoci druhych.
Ako som uZ na zaciatku spomenula, podstipit akikolvek operaciu nie je lahké
rozhodnutie. Je dolezité zvazit kazdy argument za a proti. K presvedceniu, ze
robim spravny krok, musi dospiet kazdy sam. Na operacny zakrok by mal kazdy
ist s pocitom, Ze robi to, ¢o je pre neho spravne a najlepsie.
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Time for the Right Decision
Gabriela Cerna

Whichever kind of surgery you are to undergo it is never an easy decision. And
if it concerns a total replacement of joint endoprothesis, it is not in the least. A few
years ago, specialists were trying to persuade me to undergo such a surgery. Even
though, | consequently had to spend several years on a wheelchair, | kept refusing
repeatedly. | simply felt that it was not the right or proper time for me. Managing
the surgery would have been difficult for me at that time not only physically, but
also mentally.

Until I made up my mind, | had speculated of all kinds of things. “What will
I have to get through before the surgery? What during the surgery? How will it all
end up...2 What will happen next...?” These were some of the number of questions
| simply needed to find the answers for. At last, | had made a decision. With the
help of a new medication, for a short time | was able to stand on my feet again.
It was a wonderful feeling. Unfortunately, the joints which had been damaged by
rheumatism didn’t keep it up for very long.

When | started to feel - as it is said - “driven in a tight corner”, when no other
medication, physiotherapy and the like could help me and I felt strong enough
both physically and mentally, | began to consider the last, radical option. | talked
to friends who had already gone through a similar surgery, | evaluated all pros and
cons and came to the only conclusion: the surgery. I'm sure that despite all | have
had to go through for years, both decisions had been the right for me then.

| didn’t make any special preparations for the surgery. I roughly knew what
to expect. My friends who had already gone through a similar surgery before,
helped me a great deal. They gave me advice and explained everything | didn’t
understand. These conversations helped me mostly mentally. A good friend of
mine asked me, whether | had composed my last will. Ha ha ha! - I guess she knew
I liked black humour.

Whenever something important, serious or exciting is about to happen, [ 'm
just unable to sleep the night before. And this is exactly how it came about before
my hospitalization. I tried to keep calm - to no effect. However, the whole process
of admission went smoothly. A doctor that was admitting me didn’t talk much, he
asked maybe three questions and that was it. To my surprise, | got to the ward quite
quickly, even earlier than before lunch. Everything went in a standard manner.

To my great surprise the ward sister started some inquiry in quite a dramatic
manner about who | had arranged to be my blood donor from my family. Nobody
had mentioned it before. It took me unawares. This intrusive idea started to gnaw
at my inner balance. It might have been taken as a condition for the following
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progression: “If there was a donor, there was a surgery, and no donor meant no
surgery. “ As the donor appeared quite early, it came out that actually no such
condition had existed. Only the ward sister was too keen on doing her duties.
Personally, I think that blood donation is a generous deed that every healthy man
should do at least once in a lifetime. If I could, | would immediately donate blood.

My surgery was planned for the fourth day after my admission. Since that
morning, | had a strange feeling as if something would come up. Originally, they
intended to replace my knee joint. Butin the morning, during the ward round, they
announced that it would not be a knee joint, but a hip joint of the other leg. At this
stage | didn’t even pay much attention to the arguments about which joint it was.
In fact, it was the same; both joints were in a critical condition. | was scheduled to
be the second. It was supposed to be around ten o’clock. As lunchtime came and |
was still in my room, [ started to be suspicious. Nobody told me anything, because
nobody knew anything. Between two and three o’clock that afternoon, the nurse
came to tell me that that day I couldn’t be operated on. The reason - unknown.
Nobody could even tell me when would be my turn. At dinnertime, they even
brought me a meal. As if no one was interested that it could have been my turn
the next day. | refused to eat anything. | was really restless and angry. It would have
certainly helped me, if someone had given me a logical explanation. But nothing
like that happened. | wasn "t given any information until the evening rounds where
| was told to be operated on the following morning. | calmed down a bit and with
the help of a pill, I fell asleep.

The next day, everything moved quickly. The surgery went off without
troubles. But immediately after the surgery, my blood pressure had started to
drop severely. So they moved me to the intensive care unit where | got a blood-
transfusion. It didn’t help me much. All the time someone warned me not to fall
asleep. Although I could perceive everything that was going on around me, | could
hardly keep my eyes open. However, | had no idea what was yet to come.

When my legs began to “awaken” after the surgery, | asked for some painkillers.
But they couldn’t give me anything because of the low blood pressure. So | had to
suffer it right through until the morning. Besides, | had a sick stomach. That night
after the surgery was really hard. | couldn’t wait till the next morning. | was watching
the clock hanging on the wall opposite me all night long. In the morning, they moved
me back from the intensive care unit to my room and | finally started to feel better.

However, | found out that my eyesight got worse. Gradually, day by day it
started improving, but even after six weeks after the surgery it was not like before.
Nobody has ever been able to give me a clear answer so far, whether narcosis
could worsen the eyesight. Some friends that had undergone such a serious
surgery claimed that it could. | suppose it is individual.

The first days after the surgery were very difficult for me. I think no rheumatic
patient that has undergone such a serious surgery has ever had it easy and knows
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what I'm talking about. The operated leg was non-functional, the other one with
a sore knee and my hands also wasn’t of much help. It was an amazing feeling
when | could sit up for the first time. | found out that the new joint “slides” better
than the original one. And above all, it didn’t hurt. There were two things | looked
forward to most: to start with going to the toilet on my own - everybody that
has the experience will agree, and | also couldn’t wait to go home from hospital.
Neither of it took very long.

After approximately ten days, they transferred me directly to the National
Institute of Rheumatic Diseases in Piestany for rehabilitation, where | spent three
weeks. It helped me a lot. | went home in an incomparably better state than when
| had come. Most of all, | looked forward to simple things. For example, that |
wouldn’t have to wake up at five or six, that  might eat whatever [ liked, that I would
be able to get enough undisturbed sleep and, for some time, nobody would stick
injections into me, and that | would again be able to sit by the computer and write
to my friends.

| keep saying that about each of my stays in hospital | could write a book.
One experiences such moments quite emotionally, because such situations
bring more sensitive perception than usual. However, | must say that there’s
one thing that has remained unchanged and I'm not talking about material,
or professional imperfection. In my opinion, it is a very important aspect. It's
impersonality. The whole stay there reminded me of a factory with a “production
line and exchange of used components”. You come, they replace what s wrong
and you go home. | lacked any closer contact with the doctor, at least a tiny
glimpse of human interest in the patient, as a human. | disliked the so-called
decision-making about me - without me. | lacked an ordinary humane doctor
- patient dialogue. If  wanted to know something, | had to search for information
myself.

Now it has been exactly six weeks since the surgery. So far I've been satisfied
with the state of my health. The wound has recovered fast and without any
complications. The mobility of the joint is incomparably better than it was before
the surgery. However, the most important fact is that the joint doesn’t hurt any
more. In the following days and weeks, [ want to still concentrate on the leg. | have
to do a lot of exercises to strengthen the muscles. | don’t want to rush anything,
but | “d like to walk as early as possible. | have a plan to get my other hip joint and
the knee joint on the other leg replaced as soon as possible. | believe that when
I'll have both of my legs “repaired”, there might be some change. At least, | will be
less dependent on the help of others. As | mentioned at the beginning, it isn’t an
easy decision to undergo any kind of surgery. It is important to consider carefully
all pros and cons. Everyone must come to the right conclusion on his own. Each
of us should undergo the surgery with the feeling that what he is doing is the right
and the best for him/her.
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Dakujem.
Neprosim!

Najstrasnejsie
na svete:

Dat nddej,
a potom ju
zoskartovat.
Dat prislub
sinka,

a potom ho
sfuknut.
Dat sancu
Zit naplno,
a potom
amputovat srdce.

Beznadejny Zivot.
Ladovd tma.
Vzduch bez kyslika.

Nechcena
transfuzia
zufalstva.

No, no...
| don’t want this!

The most awful
in the world:

To give hope
and then

to shred it.

To pledge

the sun

and then

to drench it.

To give a chance
for life in full
and then

to cut out one’s heart.

Life without hope.
Icing darkness.
Air with no oxygen.

An unsolicited
transfusion

of desperation.
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Pouzivam Billingsovu metodu
a tesim sa zo zivota

Zorka Halcinova

K napisaniu tohto ¢lanku ma motivovala moja rola Zeny a matky.
S Billingsovou metédou som sa prvykrat stretla na predmanzelskej priprave
u Dr. Zuzany Laukovej. Vtedy pred siedmimi rokmi ma metéda neoslovila.
Nechcelo sa mi stdle zaznamendvat svoje pozorovania. Az ked sme sa
rozhodli s manzelom pre dietatko a akosi sa nam nedarilo, spomenula som si
na Billingsovu metdodu. Zacala som ju chapat postupne. Nie zo dia na den,
skor z mesiaca na mesiac. Nakoniec som dospela k vnitornému presvedceniu,
Ze som ju pochopila. Metéda je pre mna a manzela vynikajica, pomocou
nej sme dali Zivot nasim dvom synom a v budtcnosti by sme radi privitali aj
dalsieho potomka. Pani doktorka Laukovd ma naucila ako zaznamenavat fazy
plodnosti a neplodnosti. Vysvetlila mi princip pouzivania tabulky a farebného
vyznacovania. Nebolo vzdy lahké popri inych starostiach a radostiach kazdy
den sa sledovat a zaznamendvat potrebné tdaje. Nie vzdy mi na to ostdval
Cas. Vecer sa mi uz nechcelo ni¢ vypisovat. Odkladala som to zo dnia na
den. Samozrejme, Ze potom boli zaznamy nepresné a skreslené. Ale my
sme sa o dietatko snazili, takZze tehotenstvo bolo u nds vitané. Dokladnost
zaznamenavania Udajov je nevyhnutna skér v opacnom pripade, ak ju
chceme vyuzit ako metédu na predchadzanie otehotneniu. (Povazujem za
neadekvdtne pouzivat pre Billingsovu metédu oznacenie ,antikoncep¢nd
metoda”. Jej vyznam a poslanie su totiz ovela SirSie.) Vtedy je dolezity presny
zaznam na zaklade sledovania svojich pocitov. Nakoniec som sa s myslienkou
vpisovania a sledovania udajov stotoznila a vbbec mi neprekazalo kazdy den
si zaznamendvat svoje poznatky. Trvalo to sotva minutku. S vysledkom som
vzdy oboznamila manzela, aby bol adekvatne informovany a spolupracoval.
Ak sa na konci dostavi Uspech v podobe dietatka, po ktorom tuzite, tak nie
je ni¢ jednoduchsie, ako tdto prirodzena cesta pocatia. Teraz s odstupom
Casu, ked' ndm doma behaji dvaja zdravi synovia, som si zvykla sledovat svoj
obraz automaticky, dokonca si zaznamy uz nevediem a spolieham sa na svoje
pocity.

Princip Billingsovej metédy sa znac¢ne liSi od antikoncepcnych metod,
ktoré st u nds zname. Opiera sa o spoluprdcu muza a zeny a dava im moznost
chranit zakladné dary prirody, ktorymi sd zdravie, Zivot a plodnost. KedZze
tento biologicky princip pracuje v Zene bez ohladu na jej vzdelanie, rasu ¢i
nabozenské presvedcenie, jeho zakonitosti moze vyuzivat kazda zena, ktorej
zélezi na vlastnom zdravi. Myslim si, ze fudsky Zivot je najvacsi dar. Je to Gzasna
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sloboda fudi: byt prvi, zacinat, prosit o diefa. Co md vacsiu hodnotu, ako
clovek? Tato metéda nas naucila pochopit nadheru a jedinec¢nost kazdej
ludskej bytosti, mat v tcte pohlavnost a pohlavné organy, ktorymi davame
zivot. Ani rukami, ani mozgom nevieme vytvorit ni¢ vel'kolepejsie ako je novy
ludsky Zivot - dieta. Jedno prislovie hovori: ,Mnoho deti a ziadne peniaze
neznamenaju chudobu, mnoho penazi a Ziadne deti neznamenajd bohatstvo.”
Verim, ze tato ovulacna metéda ndm pomdze poznat pravdu. Pravda je
budicnost a budici osud ludského rodu zavisi od rodiny. Pri rozpracovani
tejto témy mi velmi pomohol Atlas Billingsovej ovulacnej metody (blizsie
informdcie st uvedené v zozname bibliografickych odkazov).

Manzelia Billingsovci sa dozili 89 rokov. Mali devdt deti a desiate si
osvojili.

Vyskumom Zenskej cyklickej plodnosti sa zacal zaoberat lekar John Billings
v roku 1953.V tom case pomahal pri pastoracii snibencov a manzelov knazovi
M. Catarinichovi v Melbourne. Zistil isté nedostatky vtedy pouzivanych
prirodzenych metéd na zabrdnenie pocatia. Preto najprv hladal v medicinskej
literatire, neskor i v rozhovoroch so Zenami, jednoduchy a spolahlivy spdsob
urenia plodnosti. Z viacerych moznosti sa ako najspolahlivejsie ukazalo
sledovanie pritomnosti hlienu krcka maternice, ktord dokazali Zeny lahko
spozorovat. Do vedeckej prace sa zapojila aj jeho manzelka Evelyn, ktora
rozpracovala pouzitie metédy najma pre obdobie dojcenia, ako aj pre obdobie
pred menopauzou a po nej. Metody potvrdil endokrinolég James B. Brown
vyskumom hormonalnych hladin a lekar E. Odeblad popisanim odlisnych
druhov hlienu kréka maternice, tvoriacich sa v zavislosti od tychto zmien.
Vroku 1963 bola ovulacnd metéda uznana Svetovou zdravotnickou
organizaciou - WHO - a pomenovana ako Billingsova. Metdda je zalozend na
poznani spravania sa krcka maternice, ktory presne reaguje na zmeny hladiny
horménov vajecnikov - estrogénov. Pred ovulaciou je ich hladina nizka. Zena,
ale i dievca, ktoré uz mava menstruacné cykly, bez akéhokolvek $pecialneho
vysetrenia bud’ nepozoruje na vchode do posvy ziadnu pritomnost hlienu,
alebo hlien, ktory sa tam nachddza, je rovnaky, kazdy der bez zmeny. Ak sa
hladina hormoénov zac¢ne zvysovat, bude reagovat kréok maternice tvorbou
hlienu s takymi vlastnostami, ktoré su vel'mi dolezité pre pocatie.

V Poprade manzelia Laukovci v roku 1997 ako prvi na Slovensku otvorili
pilotnd poradnu, ktora je dnes uz v beznej prevadzke, denne dostupna pre
vSetkych zaujemcov. Osobne pozndm manzelské pdry, ktoré sa riadia touto
metodou, a nevedia si ju vynachvalit. Jeden manzelsky par v mojom okolf
sa odhodlal pocat dievcatko. Mali doma uz dvoch chlapcov, tdzili este po
dievcatku. Podrobnejsie sa o moznosti vyberu pohlavia dietatka piSe v Atlase
Billingsovej ovulacnej metédy. Dodrzali vsetky uvedené pokyny. Pridali k nim
svoje dlhoro¢né skdsenosti, ako aj poznanie svojho vlastného tela, a tak
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sa rozrastla mlada rodinka o Katku, ktora md dnes dva rocky. Pouzivanie
ovulacnej metédy predstavuje spolupracu s prirodou, teda aj s vlastnou
prirodzenostou.

Spomeniem este jeden zdvazny fakt, ktory jednoznacne hovori v prospech
uplatiovania Billingsovej metody. V pripade, Ze je Zena nitend liecit sa na
nejaké ochorenie (nielen reumatické), jej organizmus je uz aj tak dost zatazeny
medikamentmi. Pri niektorych ochoreniach (napr. Lupus erythematodes a i.) je
dokonca hormonalna antikoncepcia kontraindikovana, lebo by mohla vyvolat
navrat choroby, resp. zhorsit jej priebeh. Ak lekar ma dovod zo zdravotného
hladiska odporucit liecenej Zene neotehotniet, hormonadlna antikoncepcia sa
pre jej organizmus stava iba dalSou ,chemickou” zatazou. Dovolim si tvrdit, Ze
zbytocnou, lebo Billingsova metéda ponika zenam vysoky stupen zaruky ako
sa vyhnut otehotneniu.

V laske treba objavit zdroj motivov na dodrziavanie potrebnej discipliny.
Plodnost je dar a pocatie je prirodzenym ovocim lasky. Myslim si, Ze nesmie
byt kontrolované ni¢im, iba samotnou laskou. Iba laska zarucuje pripravenost
ochotne prijat kazdé pocaté dieta ako dar.
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| Use the Billings Method and I Enjoy My Life

Zorka Halcinova

| was motivated to write this article by my role of a woman and mother. It
was on a pre-marital education with Dr. Zuzana Laukova when | have heard
about the Billings method for the first time. At that time, seven years ago,
the method didn’t attract my attention. | didn’t feel like taking down all the
observations of myself. Only when | and my husband decided to have a baby
and it somehow didn’t come off, | remembered the Billings method. | could
start making sense of it gradually. Not day by day, but rather month by month.
In the end, I became inwardly convinced that | have understood it. The method
is just perfect for me and my husband. Thanks to it, our two sons were born
and, in the future we would be happy to welcome another child, too. Doctor
Laukova has taught me how to record the phases of fertility and infertility. She
explained me the principles of using the chart and the way to fill it in. In the
hustle of everyday life it wasn’t always easy to observe myself and keep record
of all the necessary information. | didn’t always have enough time for it. In
the evening, | was not in a mood to fill in any chart. | put it off every day. Of
course, the records were therefore vague and distorted. But a baby was our
heart’s desire, so pregnancy was very welcome. Thoroughness in keeping
records would have been rather essential in the opposite case, if it had served
as a method for pregnancy prevention. (I find it inadequate to call the Billings
method a contraceptive method. lts significance and legacy is far greater.)
In such a case, a precise record based on a regular observation of feelings is
crucial. In the end, | put up with the idea of recording and filling the data in
and it didn’t bother me at all to do it every day. It barely took me a minute.
I always informed my husband about the findings, so that he was adequately
informed and could cooperate. When finally the success came with the birth
of our longed-for child, you could understand there is nothing easier than such
a natural way of conception. After some time when there are two healthy sons
running around, | got used to observing the changes automatically without
even writing them down, just relying on my feelings.

The principles of the Billings method vary considerably from the common
contraceptive methods that are well-known here. Itis based on the cooperation
of a man and woman. It gives them the opportunity to protect the basic gifts
of nature such as health, life and fertility. Since this biological process has
been happening in the woman’s body with no regard to education, colour or
religion, its regularities can be used by every woman that cares about her
health. I think that life is the most precious gift. It is an immense freedom of
a man; to be the first, to start and ask for a child. What has a greater value than
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the human being himself? This method taught us to understand the beauty and
uniqueness of every human being, regard sexuality and genitals through which
we give life. Neither with hands, nor with the brain, we can create anything
greater than a new life - a child. There is a saying: “Lot of children and no
money doesn’t mean poverty, lot of money and no children doesn’t mean
wealth.” | believe that this ovulation method will help us to know the truth. The
truth is future and the future destiny of mankind depends on a family. For the
elaboration of this topic | used the Billings Atlas of the Ovulation Method (for
more information, look at the bibliography list).

Mr and Mrs Billings lived till the age of 89. They had nine children and
adopted the tenth.

Doctor John Billings started the research in female cyclical fertility in 1953.
At that time, he helped priest M. Catarinich in Melbourne with pastoration of
engaged couples and spouses. He found certain defects in natural birth control
methods used at that time. Therefore, he searched for an easy and effective
way of fertility awareness and natural family planning, at first in the scientific
literature and then in conversations with women. From several options, the
most reliable seemed to focus on the appearance of a secretion from the neck
of the womb the women could easily observe. This information can be used to
achieve or avoid pregnancy during regular or irregular cycles, breastfeeding,
and peri-menopause. His wife Evelyn also joined the research and she focused
on its use in the period of breastfeeding as well as pre- or postmenopausal. The
methods were affirmed by James B. Brown, an endocrinologist, in his research
of hormone levels; and by doctor E. Odeblad in his description of different
types of mucus depending on these changes. In 1963, this method of ovulation
was recognized by the World Health Organization - WHO - and was called
the Billings method. It is based on the observation of cervical mucus that
exactly reacts to any changes in ovary hormone levels called the estrogens.
Before an ovulation, the level is very low. A woman, or a girl who has the
menstrual cycle without any medical examination either doesn "t observe the
presence of any mucus, or the mucus is still the same, unchanged, every day. If
the hormone level grows, the cervix reacts with the mucus production which is
very important for the conception.

In 1997, Mr and Mrs Lauko were the first in Slovakia to open a pilot
consulting clinic in Poprad, which is nowadays accessible daily to everyone
interested. | personally know married couples who use the method and they
warmly recommend it to others. A couple | know decided to conceive a girl.
They had two boys at home and longed for a girl. The Billings Atlas of the
Ovulation Method offers detailed information on the choice of the child’s
gender. Rigorously, they followed every instruction. Being aware of the signals
of their body together with their long-time practice, their family grew bigger
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with the arrival of little Katka, who is now two years old. The use of the ovulary
method means cooperation with the laws of nature and therefore also with our
own nature.

I will mention another important reason that undeniably speaks for the
use of the Billings method. In a case when a woman has to be treated for
any kind of disease (not only rheumatism), her body is already intoxicated
by medicaments. For some diseases (e.g. Lupus erythematodes etc.), the
hormonal contraception is contraindicated because it could bring back the
disease, or worsen its progression. If, from a medical point of view, a doctor
does not recommend pregnancy to a woman, the hormonal contraception
would only be another ,chemical” stress for her body. | dare say that the
Billings method offers women a high degree of guarantee of avoiding
pregnancy.

In love, we should find the source of motives how to discipline ourselves.
Fertility is a gift and conceiving is a natural fruit of love. | think that it shouldn’t
be controlled by anything else but love itself. Only love can guarantee that we
are prepared to accept every conceived child as a gift.
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Moja prva, naozajstna tura
Juraj Drobny

Vyse dvadsat rokov som zil s bolestou. Raz mi nedovolila vstat z postele,
inokedy bola takmer zanedbatelnd, ale vzdy tu bola. Ak som chcel ist niekam
na kratku tdru, muselo to byt po asfaltke a po rovine...

Celé sa to zacalo na jesen v roku 1981. Nebolo mi ni¢ a v jedno rano som
sa odrazu nedokazal postavit. Opuchnuty ¢lenok a v nom ostra, neznesitel'na
bolest. Nasledovala ndvsteva ortopéda, dlaha, injekcie... ni¢ nezaberalo. Po
troch mesiacoch ma poslali na reumatolégiu. Vyrazy ako JIA, RA, ¢i MB sa mi
vel'mi rychlo stali déverne zname a mojim ,letnym sidlom” sa stal VURCH. Asi
pred tromi rokmi mi moj reumatolég v NURCH-u nasadil novd, tzv. biologicku
liecbu. V priebehu nasledujicich mesiacov sa bolest vytratila a ja som zacal
nanovo objavovat radost z pohybu .

V jeden hmlisty letny der roku 2006 som si povedal, Ze uz je nacase vybrat
sa na prvu, naozajstnd, samostatnu turu. Zastupoval som vtedy kamarata na fare
Velké Borové, preto ma moje auto akosi automaticky zaviezlo do Rohacov.

Najskor som vysliapal asfaltkou na Tatliakovu chatu. V bufete som si dal
langos, dzus, kavu a ¢ucoriedkovy sen - ¢ucoriedky v rume. Zdalo sa, ze sil
mam este dost, tak som sa pustil smerom na Rohacske plesa. Asfaltka zostala
kdesi za mnou a moje nohy zakusovali, aké to je kracat po pravom horskom
chodniku. Netusil som sice, ¢o ma ¢aka, ale povedal som si, Ze ak to nepdjde,
vzdy sa mo6zem vratit.

Ocitol som sa v pasme kosodreviny. Bolo mi nadherne, hoci hmla mi vel'mi
neumoznovala dobry vyhlad. Dorazil som k prvému plesu. Potom k dalSiemu
a este dalSiemu. To uz som vedel, Ze na navrat pomyslat nemdézem a tdru
musim dokoncit.

Ja viem, tdruna Rohacske plesa
zvladaji  bezne polské ,turistky”
v sanddloch. Pre mna vsak bolo jej
absolvovanie nieco ako - zdolat
Mount Everest.

Povodne publikované na blogu autora -
jurajdrobny.blog.sme.sk; korigované.

Poznamka:

JIA - juvenilnd idiopaticka artritida
RA - reumatoidna artritida

MB - Morbus Bechterev
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My First Real Hike

Juraj Drobny

[ had lived with pain for more than twenty years. One day, it didn’t even allow me
to get up from my bed, another day it was almost irrelevant, but it was always here.
If I wanted to go for a short hike, it had to be an asphalt road and it had to be the flat
ground...

Everything began in the autumn of 1981. | felt healthy and then one morning,
| suddenly couldn’t stand up because of swollen ankle and sharp, unbearable pain
in it. | was seen by an orthopaedist. He gave me a splinter, injections etc., but none
of it helped. Three months later, they sent me to rheumatology. Phrases like JIA,
RA, or MB became familiar to me very quickly while RIRD* became my “summer
residency”. Around three years ago, my rheumatologist in NIRD put me on a new
type of treatment - so-called biological treatment. Within the following month, the
pain was gone and | could take pleasure in movement again.

One misty summer day of 2006, | told myself it was high time to go for the first
real hike on my own. At the time, | was substituting for my friend - a priest, at the
vicarage in Velké Borové. And that was the reason why my car automatically drove
me to the Rohace.

First, | walked up the asphalt road to Tatliak Cottage. In the local pub, | had
a “langos” (a fried salty pancake), juice, coffee and blueberry dream - blueberries
in rum. It seemed that I'm strong enough, so | set off for the Rohac¢e mountain lakes.
I left the asphalt road behind and after a long time my legs could finally feel the real
woodland path. Although I had no idea what might come, | told myself that in case
something went wrong, | could still come back.

[ found myself in a belt of mountain pines. | felt heavenly, even though the fog
obstructed having a clear view. | arrived at the first tarn. Then at another and another.
I knew it was late for a return at that point and | had to go on.

| know that the female Polish “tourists”
would easily access the Rohace mountain lakes
in sandals. However, for me it was something
like to scale Mt. Everest.

Originally published on author s blog -
www.jurajdrobny.blog.sme.sk; revised

Note: JIA - juvenile idiopathic arthritis

RA - rheumatoid arthritis

MB - Morbus Bechterev

*RIRD - Research Institute of Rheumatic Diseases
*NIRD - National Institute of Rheumatic Diseases
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CV - miniatura
Zorka Halcinova

Som obycajné ziena s kamoskou reumou a kompletnou rodinkou, po¢ntc
manzelom a konciac dvomi syncekmi: patro¢nym Miskom a o dva roky mladsim
Palkom; aby som bola Gplne presnd, okrem toho sa nasa rodinka nedavno
rozrastla o operenca Cvirka.

Aj vdaka mojej lyziarskej vasni som sa zoznamila s manzelom Jankom. Bola
to laskanadruhy pohladyv posiliiovninastacionarnom bicykli. Potom nasledovali
dlhé posedenia a nekonec¢né rozpravanie pri ¢ajicku, ked svet patril iba nam.
Po dvoch rokoch znamosti sa nam naskytla vdaka Stedrosti nasich rodi¢ov
moznost byvania. Tak sme sa zobrali, aby sme naplnili nasu lasku vonavym
uzlickom. Ale stastie sa nam dva roky vyhybalo. Vtedy mi zacali problémy
s klbmi a nasledoval maratén po lekdroch. Da sa hovorit o §tasti v nestasti, lebo
nasa laska vydrzala aj toto nemilé prekvapenie. No nakoniec po dvoch rokoch
od nasho spolo¢ného ,ano” sme si domov priniesli nase babdtko - synceka
Miska. Svet opat patril nam. Vsetko bolo pre mna dokonalé od prstekov na
malickej ricke az po vzorného manzela, ktory sa chystal zehlit este aj ponozky.
Malému huncdtovi Miskovi po dvoch rokoch pribudol bracek Palko. Opét tie
dokonalé prsteky a hladné dstocka, usmievavy manzel a k tomu Ziarlivy Misko.
Cas zacal vel'mi rychlo plyndit a pri takom tempe aj mne plynulo odchddzali kila,
ktoré som pri detoch nabrala. V ¢ase ,ni¢nerobenia” som si dala prihlasku na
vysoku skolu, ¢o vyvolalo slzicky méjho najmladsieho milacika, ktorému odislo
na par chvil' jeho obltibené jedlo - mliecko. Mlieckovy milacik sa uz usmieva,
mamina je v trefom ro¢niku a on papa klobasku.

Zivot je predsa krasny! Na otazku: ,A ¢o reuma?”, odpoveddm: ,Neviem,
nemam na nu cas, musim stihnudt toho tak vela, Ze si ju len obcas pozyvam na
kavicku, ale cukor nepodavam!”

“'".'iq:..,é_-f_ e o

Poznamka:
CV - Curriculum vitae
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CV - A Miniature

Zorka Halcinova

I“m just a littte woman with a friend rheumatism and a complete family;
starting with my husband and ending with two sons: a five-year-old Misko and
a two years younger Palko. And, to be precise, our family has recently been
enlarged by a feathered friend - Twittie.

Thanks to my passion for skiing, I met my husband Janko. It was love at
second sight sitting on an exercise bike in a gym . Afterwards, endless datings
and chattings over tea followed and the whole world belonged only to us. After
two years ” relationship, thanks to our parents” generosity, we got the chance
for a living. So we got married to fulfil our love with a sweet boundle of joy.
However, luck had evaded us through two years. It was when the problems
with my joints started and a marathon of medical visits followed. We can talk
about a blessing in disguise because our love survived this unpleasant surprise.
Finally, two years after our “Yes, | do”, we brought home our baby-son, Misgko.
The world was ours again. Everything was perfect; from the tiny fingers on the
tiny hand of my son to my husband who was ready to iron even the socks. Two
years later our little monkey Misko welcomed his brother Palko. Again - the
same perfect tiny fingers, hungry mouth, smiling husband and jealous Misko.
As time flew, at its rapid pace | was losing the weight | had put on with the kids
very quickly. At the time of “inactivity” | enrolled at university. It brought tears
to my youngest son’s eyes because for some time he lost his favourite food
- milk. My milky sweatheart is smiling now, his mother is in the third year of
university studies, and he is eating sausages.

After all, life is so
beautifull And if you asked
me: “How about your rheu-
matism?” | would answer:
“I don’t know. | have no time
for IT. There are so many
things to be done that | only
rarely invite IT for a coffee, but
with no sugar to offer!”

Tvoj obrazok/Your ’s picture

Note: CV - Curriculum vitae
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Nezustat lezet...
Lenka Svorova

Nevim, kolikaty je tohle pokus napsat néco pozitivniho, néco, z ¢eho
proudi optimismus. Samoziejmé, Ze mé vlbec nic nenapadd. Dle zakona
schvalnosti mé napadaji samé smutné a depresivni véci. Napiiklad tchyné
musela dat utratit kocku. Praskl ji usni bubinek a ona porad koulela o¢ima
abéhala do kolec¢ka; nebo kamaradcin labrador sezral 4 kila v ¢esneku
nalozené slaniny a nebudu popisovat, jak potom vypadal jejich dvdr, garaz,
terasa a zahon.

MUj pes, kdyz uz jsem je vzpomnéla, tak ten je mentalné zaostaly. Vim,
Ze to zni nepravdépodobné, ale je. Jestli nevéfite, pfijdte se podivat. Pfitom
ma ty nejlepsi predky. Otec je Ameri¢an, Sampion v evropskych a svétovych
soutézich, matka to samé a synacek - trotl. Osem tydnl mu trvalo pochopit,
ze v obyvaku na koberec se prosté nekadi. Hlida tim stylem, ze si od prvniho
dne usmyslel, ze jedini lidi, pfed kteryma je nutno mé chranit, jsou moji rodice.
Zbytek svéta radostné vitd. Na dvore, ktery mél plvodné hlidat, a pro¢ byl
vlastné pofizen, se sam boji. Nasi starou, ubohou kocku honf a ptaka vystresoval
tak, ze ten shodil pefi. Ani jsem ho za to nemohla potrestat, protoze v podstaté
na néj jen zblizka cumél a olizoval se. Nastésti nas nestal tak moc, protoze ma
predkus. Aspon tak.

Dneska jsem byla v praci, jsem momentalné zastupujici mistni knihovnice.
Myslela jsem, ze moje prace bude hlavné ptjcovani knih, ale nenf to tak.
Vétsinu Casu rozpocitdvam asi tficet décek po patnacti minutdch, na tfi
pocitace. Vzhledem k tomu, Ze je knihovna v mistnim kulturaku, jeho prostory
vyuZzivaji i jiné organizace, a protoZze moje rodnd ves je hudebné nakazena,
tak dnes méla ve vedlejsi mistnosti zkousku jedna z dechovek. V mistnosti pod
knihovnou zas zkousela mistni rockova skupina. Takze si zkuste predstavit,
Ze se pod vami do rytmu chvéje podlaha a vy pomalounku, ale jisté se zidlf
i stolem, cestujete po mistnosti. Do toho vam od vedle bfeskné zni slovacké
pisné, nebo v tom hors$im ptipadé€, pisné pohrfebni. No a do toho vseho se
kolem vas mota pét - Sest déti, které se neustdle ptaji jestli uz..., a kdy teda,
kdyz ne uz, a jak dlouho to jesté bude nez prijde uz, a tak dale. Tak je u nas
vzacny internet. Ke konci pracovni doby obycejné jen tupé hledim a necham
je, at'si to vyfidi péstné. Nebo jednou jsem pfisla domd a pes byl sileny radosti,
Ze mé vidi. Je to skvélé, Ze nékoho tak rozradostni vas prichod, ale svetr mé
trhat nemusel a kvétinac rozbijet taky ne. Muz byl mnohem klidnéjsi. Jen mé
oznamil, Ze jidlo, co jsem mu od devaté do dvanacté vafila, mu nechutnalo, a at
uz ho nikdy nevafim. Pak si lehl k televizi a usnul.
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Onehdy jedna moje kamaradka reagovala, kdyZz jsem ji popsala, co se mé
béhem tydne udalo, Ze jsem Stastnd Zena. Nejdfiv mé to trochu prekvapilo,
nikdy jsem o tom takhle neuvazovala, ale jsem. Po patnacti letech invalidniho
dichodu mdm prdci, ktera mé moc bavi, tedy vétsinou. Mam muze, kterému
sice nechutnd moje jidlo, ale ji ho. Mdm psa, se kterym se uz do konce jeho, €i
mého Zivota, nebudu nudit. Mam sice revma, ale taky bych mohla byt zdravy,
africky sirotek z Keni.

Moje nalada se zacind zlepsovat, a to jsem ani nevzpomnéla mych dobrych
rodicl, se kteryma Ziji, ktefi jsou nadsenymi péstiteli slepic. Coz by mé nevadilo,
jen mé trochu irituje, Ze slepice maji Casto vetsi prava, nez ja. Vyjit na dvir byva
obcas velké dobrodruzstvi.

Jak jsem mohla zapomenout a nevzpomnét mou pubertalni dceru? Opsat
nas krasny vztah a spoluuzivani je na samostatnou knihu, samoziejmé plnou
optimismu.

Jsem vdécna, ze Ziji, jak Ziji, a taky za tu chorobu, co mam. Dala mé& mnohem
vic, nez vzala. Udélala ze mé lepsiho ¢lovéka. A co je nejizasnéjsi, diky ni jsem
potkala spoustu skvélych lidi. Jasng, clovék zazije bolesti, ale kdo je nema?!
Néjaké ty operace, uz si na né ani nevzpominam. Teda krom té posledni, ale
tu si pamatuji spi$ proto, Ze jsem méla spolubydlici, kterd byla tak protivna,
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uknucend a otravng, Ze jsem ji chtéla zabit.
Prezila jen proto, Ze jsem nemohla chodit
a pustili ji diiv, nez jsem zase mohla. Ale
na druhé strané si podrobné pamatuji
vSechny spolecné pobyty, flamy, setkani,
rekondicky.

Nikdy nezapomenu, jak jsme sedavali
na rozpdlené kolonadé v Trencianskych
Tepliciach, takika 50 °Celsia ve stinu,
cucali teplé pivo a jakd byla sranda. Je
nutno uzivat si Zivota. Myslim, ze kdyz si
ho neuzivame, mrhame jim. A to je skoda.
Neuzivat si ho jen proto, ze ma clovek
nahodou revma, to neni ddvod. Jasné,
neni vzdycky veselo, ale jak ¥ika klasik,
neni hanba upadnout, ale zlstat lezet. Je
jedna jedind véc v Zivoteé jistd, a sice ta, ze
se véechno méni, nic netrvd véc¢né. Tudiz
je jasné, ze je-li ted zle, zdkonité musi
byt brzo zase dobre, aje-li ted dobre,
je jasné, Ze se to zméni aZz za stradasné
dlouho, takze nds to viibec nemusi trapit.

Not to Remain Lying
Lenka Svorova . ’

| can "t tell how many desperate attempts to write something positive and
optimistic | had already made. Yet again, nothing positive comes to my mind.
It is the Sod s law that nothing positive comes to my mind but the sad and
depressive ones. For example, my mother-in-law had to have her cat put down.
His eardrum ruptured and he just rolled his eyes while running in circles. Or the
second case when my friends ~ labrador ate four kilograms of bacon pickled in
garlic. | am sure it's pointless to describe what their yard, garage, terrace and
flowerbed looked like.

In addition, my dog is mentally defective. | know, it sounds improbable,
but he is. If you don’t believe me, come and see him. Nevertheless, he has the
best ancestors. The father is American, a Champion of European and World
Contests, the mother is the same and the son - a moron. It took him eight
weeks to understand that he is not allowed to poo on the carpet in the living
room. As for his guarding, he has decided the first day that my parents are
the only people | must be protected from. The rest of the world is welcomed
cordially. He is afraid to be on his own in the yard which he was supposed to
guard in the first place. By the way, that was also the reason why he had to be
procured. He was chasing our poor old cat and he stressed the bird so much
that the poor creature lost all the feathers. | even couldn’t punish him because
he was just sitting, staring and licking himself. Luckily, because of his excessive
overbite we didn’t pay much for him. At least.

Today | was at work. Currently, I'm substituting for a local librarian.
I thought that my main work would be book lending, but the reality is different.
Most of the time, | divide in fifteen minute intervals computers among
approximately thirty children. Due to the fact that the library is in the local
cultural centre, its premises are also used by other organizations. Our village
has been infected with music; today, one of the brass bands had its rehearsal in
the room next doors and the rock band in another. So try to imagine the floor
trembling rhythmically under your feet and you slowly but steadily travelling
across the room together with the chairs and the tables. At the same time, you
could hear brisk folk melodies, or at worst, threnodies. And into all of this, five
or six kids were fussing around you, constantly asking whether already...and
when...? and when if not yet...2 and how long...? and so on. That precious the
Internet is in our village. When the end of my working hours comes, 1 just sit,
stare and let the children resolve it all alone. Or once, | came home and the
dog was madly happy to see me. It is great to have somebody who is looking
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forward to seeing you with such intensity, but that was not a reason to tear my
sweater and break the flower pot. My husband was much calmer than the dog.
He just told me that he didn’t like the meal | had been cooking for him from
nine to twelve and asked me not to cook it again. Then he lied down in front of
the TV and he fell asleep.

The other day, | described to my friend what happened to me during
the week and her reaction was: “You are a happy woman.” First, | was a bit
surprised, because I've never thought about it this way, but | realized that
she was right. After fifteen years on disability pension, | have got a job which
I mostly like. I have a husband who doesn’t like my food, but he eats it anyway.
I have a dog, with whom | won't get bored till the end of his or mine life.
On one hand, | have rheumatism, but on the other hand, | could as well be
a healthy African orphan in Kenya.

My mood is improving and | still haven’t mentioned my kind parents who
we live with and who are enthusiastic breeders of chicken. This wouldn’t bother
me just sometimes | do mind that the chickens have more rights than me. From
time to time, it can be quite an adventure to cross the backyard.

How could | forget to mention my teenage daughter? To describe our
beautiful relationship and coexistence would require writing a book; full of
optimism, of course.

I’'m thankful that I live a life I live and even for the disease I have. My disease
has given me much more than it has taken away. It made me a better person.
And the best is that | have met some amazing people. Surely, you experience
a lot of pain, but who doesn’t? A few surgeries, which I don” t even remember.
Maybe except for the last one which | remember just because my roommate
was so tiresome, wailful and annoying that | wanted to kill her. She survived
only because | couldn’t walk and they discharged her earlier than | could again.
On the other hand, | remember all the tears, parties, meetings and recovery
stays in detail.

I will never forget how we sat on the heated colonnade in Trencianske
Teplice, almost 50 °C in the shadow, sipping warm beer and it was so much
fun. You must enjoy your life. If you aren’t enjoying it, | think, you are wasting it.
And that’s a pity. There is no reason for not enjoying your life just because you
have rheumatism. Of course, you don "t have fun all the time, but the classic
says,” it’s not a shame to fall down, the shame is to remain lying”. There is only
one thing in life you can be sure of, namely that everything keeps changing
and nothing lasts forever. Therefore, if you have a bad day today, it must soon
be over. And if you're having a good time right now, it’s clear it will change in
alooong-long time, so you don’t have to worry at all.
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Na zdravie, pan konzul!
Daniel Belansky

Mal som osemnast rokov, par tyzdnov pred maturitou, ked som sa
s kamaratom vybral zahrat si futbal. Po kratkej rozcvicke som energickejsie
kopol do lopty a vzapati som pocitil prudkd pichlavi bolest v pravom bedrovom
kibe. To som este netusil, Ze som zacal Zivot s nerozlu¢nou Zivotnou partnerkou
~Bechterevovou chorobou”. Dodnes, ked' si obcas dam ako aperitiv becherovku,
spomeniem si na znamych z Narodného dstavu reumatickych choréb
v Piestanoch, ktori mi o niekolko rokov neskodr na zdravotno-rekondi¢nom
pobyte pri Liptovskom Mikulasi s tsmevom na tvari vravievali: My nepijeme
becherovku, pre nas je to ,bechterovka”.

Doposial mam zivo pred o¢ami vysmiatu tvar asi Styridsatro¢ného muza,
ktory sa kazdé rano po niekolkonasobnom bolestnom rozhidpani len velmi
tazko zdvihol z postele. Mal pravdu, ked' vravel, Ze so sebairéniou a humorom
sa nas osud znasa ovela lahsie.

Lekdri mi vo vtedajsom piestanskom Vyskumnom dstave reumatickych
chorobv roku 1990 povedali, Ze je to choroba, naktort sanezomiera. Ochromuje
sice pohybové Ustrojenstvo - u niekoho pomaly, u niekoho rychlejsie - ale vo
vel'kej miere zalezi hlavne na voli pacienta, kedy a do akej miery ho choroba
ovladne. Vtedy som si pripadal ako musketier, ktory sa odhodlane postavil proti
stale pribudajicej presile vapnika, ktory sa neodvratne uklada vo vsetkych
kiboch a stavcoch mojej telesnej schranky, zacinajic chrbticou, bedrovymi
kibmi, postupuijtic cez hrudnik, ramena az ku krku.

Chcel som verit, tomu, Ze chorobu porazim, Ze mi proste jedného pekného dria
lekdr povie: Daniel, ste zdravy, vyliecili ste sa, mozete si spravit tri kotrmelce. Sice sa
tak nestalo, ale ak mézem dnes bilancovat po tom, ¢o som zil osemnast rokov bez
nej a dalsich osemnast rokov s nou, prichadza mi na um tychto par riadkov.

Ako dvadsatpat ro¢ny som si nechcel pripustit, Ze vyuzijem odchod na
Ciasto¢ny invalidny dochodok, aj ked” som nan uz vtedy mal narok. Naopak,
venoval som sa ¢oraz viac amatérskemu sportu. V rokoch 1999 az 2004 som
posobil vo vol'nom ¢ase ako sprievodca v cestovnej kancelarii, trikrat som stal
na vrchole Mont Blancu, dvakrat na vrchole najvyssej hory severnej Afriky Jabal
Tubkal v Maroku, presiel som horské masivy a karnony Franctzska, Talianska,
Thajska, Mexika, ale aj nasho rodného Slovenska. Na koni¢ky z mladosti, ako
lyZovanie a plavanie, som nezanevrel, ale prave naopak, bez plavania alebo
telocvicne nevydrzim ani tri dni.

Momentdlne pésobim ako konzul Slovenskej republiky vo Francuizsku,
s priatelmi tu absolvujem roc¢ne pol tucta terénnych a cestnych behov na
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vzdialenost pdtnast - dvadsatdva kilometrov v tejto prirodou mimoriadne
obdarenej krajine. Onedlho cestujeme do kraja Champagne, kde nds caka
o nieco viac ako polmaraton s moznymi obcerstvovacimi zastavkami pri
pohariku Sampanského. Beh, ¢i tenis, ktory hravam velmi rad aj s mojou
manZelkou a nadimi dvoma defmi, asi nie je to najlepsie pre moje kiby. Je
v nom vsak vela radosti z pohybu a hlavne psychicky relax. Proste som si sltbil,
Ze si pohyb budem uzivat, pokial' budem moct.

Kazdoro¢ne sa tesim na dvoj-, ¢&i trojtyzdiiovy pobyt v NURCH-u v Pies-
tanoch. Pocas mojej Stvorro¢nej misie v Parizi som sa tam sice nedostal, ale
verim, Ze o par mesiacov budem moct opat lezat na sterilne bielej nemocnic-
nej posteli, behavat rano pod stromami na kiipelnom ostrove, pomahat [ludom
rano z postele a popoludni z rehabilita¢ného bazénu.

Tesim sa najma na ludf, ktori si museli kvoli nepriazni osudu vytvorit svoj
vlastny svet, mierne izolovany svet fyzicky chorych, ale ¢asto zdravsich na dusi
ako su ti, ktori nemusia prekrocit brany nemocnic a pripijaju si na zdravie. Oni
mozZno ani nemajui osobné poznanie toho, aky skutocne vzdcny dar maju.
KedZe som sa osudu nikdy nepriecil, som mu vlastne vdacny za moznost moct
bojovat o trofej, byt bohatsi na dusi, vyrovnanejsi v mysli, ale hlavne napriek
vsetkému pocitat sa medzi najstastnejsich fudi na zemi.

Stastie je len uhol pohladu na veci kazdodenné, nasa schopnost
transformovat kazdy slnecny lG¢ alebo kvapku dazda na dsmev. Ked mi
priatelia pri pohariku chladeného ruzového provensalskeho vina s Gismevom
potmehudsky vravia: ,Na zdravie, pan konzul“! Gprimne rdd im odpovedam:
»Na vase, priatelia, na vase!”.
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Cheers, Mr. Consul!

Daniel Belansky

| was eighteen years old just a couple of weeks before my school-leaving
exams. | went to play football with my friend. After a short warm-up, | kicked
the ball enthusiastically and the next minute | felt a stinging pain in my right
hip joint. At the time, | had no idea that | was just about to start a life with an
inseparable life companion; the so-called Bechterev s disease. Till this day, when
| sometimes drink Becherovka (popular Czech spirit), | remember my friends
from the National Institute of Rheumatic Diseases in Piestany who several years
later while on a recovery stay near Liptovsky Mikulas used to say with a smile on
their faces: “We aren’t drinking Becherovka, it s our ,Bechterovka”.

| still have a smiling face of a man somewhere around forty in front of my
eyes, who could every morning, even after numerous painful sways, only hardly
get up. He was right when he said that it was easier to deal with it with a bit of
humour and self-irony.

Back then in 1990, the doctors in the Research Institute of Rheumatic
Diseases told me that it was a disease you wouldn’t die from. Although - more
slowly or faster - it paralyses the kinetic apparatus, a lot depends on the
will of a patient, if and how much he lets the disease rule over him. | felt like
a musketeer, who bravely faced the growing dominance of calcium that was
inescapably amassing in my joints and spondyles of my mortal frame, starting
with my backbone, hip joints, continuing through my chest, shoulders up to the
neck.

| wanted to believe that one day | would fight the disease off and the doctor
would tell me: Daniel, you are healthy! As fit as a fiddle! You can roll over if you
wish! Although it has never come true, these few lines come to my mind even
today when after all | have gone through, I try to evaluate the eighteen years |
had lived without it and the other eighteen years with it.

At the age of twenty-five | didn’t want to admit the partial disability pension
that | would have been entitled to. On the contrary, | spent much more time
doing amateur sports. From 1999 to 2004, | worked as a guide in a travel agency,
I climbed up the top of Mt. Blanc three times, twice the highest African mountain
Jabal Tubkal in Morocco, | went through mountain ridges and canyons of France,
Italy, Thailand, Mexico as well as our native Slovakia. | haven’t lost any of the love
for the hobbies of my youth, quite the contrary, | cant "t be without swimming or
a gym longer than for three days.

At the moment, | 'm the consul of The Slovak Republic in France. With my
friends, we undertake half a dozen cross-country and road-runs yearly of about
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fifteen to twenty-two kilometres through
the spectacular scenery of this country.
Soon, we are going to travel to the
Champagne district, where something
more than a half-marathon is waiting for
us with refreshing stops and a glass of
champagne available. Running or tennis,
which I both love playing with my wife and
our two children aren’t probably the best
for my joints. However, | experience not
only a great joy from the movement but
mental relax especially. I simply promised
to myself that as long as [ am able, | shall
enjoy the movement as much as | can.

Every year, | look forward to
two- or three-weeks stay in NIRD in
Piestany. During my four years mission
in Paris | hadn’t been able to attend it,
but | believe that in a few months, | will
again be lying in my sterile white hospital bed, run under the trees of the spa
island, help people to get out of the bed in the morning and from the
physiotherapeutic swimming pool in the afternoon.

| especially look forward to people that due to a bad struck of luck had
to create their own world. A slightly isolated world of people who although
physically ill, but often with healthier spirit than those, who don "t need to enter
the doors of a hospital or drink to their health. They might not even be personally
aware of the precious gift they possess. Since I've never resisted my destiny, | ‘'m
actually thankful for the possibility to fight for the ultimate trophy, be richer in my
soul and better-balanced in my mind, but above all, to regard myself as one of
the happiest people on Earth.

Happiness solely depends on the point of view and on the small daily details,
on our ability to transform every ray of sunlight, or every raindrop into a smile.
When my friends with a chilled Provensal ros€ in their hands tell me: ,To your
health, Consul!” I answer frankly: ,To yours, my friends, to yours!”

Tvoj obrazok/Your picture
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Fenestracia perikardu alebo - este raz
vam dakujem!

Juraj Drobny

Udialo sa to pred par rokmi. Bol som vtedy prave v Namestove. S priatelmi
sme sa radili o tom, ako dalej s festivalom ,Verim Pane”. Mal som nejakd virézu:
suchy kasel, inava a podobne, ved' to poznate. Ked som v noci lezal v spacaku,
odrazu mi zacalo byt strasne zle: vedel som, Ze si musim lahndt, lebo inak
odpadnem. Ale ja som predsa lezal a ,viac si lahnit” sa uz nedalo. V strachu
som z celej sily zakrical.

Z bezvedomia ma o par hodin prebral chlad. Rano som sa spytal spolu-
byvajucich, ¢i si v noci nieco zvlastne nevsimli, teda moj vykrik. Vraj poculi
nejaké vzdychanie.

V pondelok som Siel do Narodného dstavu reumatickych chor6b na plano-
vané sonografické vysetrenie. Porozpraval som lekarovi, ¢o sa mi prihodilo
v Ndmestove, i o suchom kasli a tinave, ktorych sa uz par tyzdnov neviem zbavit.

Povedal: ,Najskor vyli¢ime vodu pri srdci... nevylic¢ime! ..ako si sem
prisiel?!” ,Svojim autom, ako vzdy, preco?” spytal som sa ho. ,Ved' si sa mohol
zabit! Mas tol'ko vody pri srdci, Ze ti ho mohla zastavit!”

Zavolal zachranku a leziaceho, napojeného na nejaké pristroje, pod
lekarskym dozorom, ma previezli najskér na jednotku intenzivnej starostlivosti
na Kramdroch a po par dnoch do Slovenského ustavu srdcovych chorob,
v sticasnosti sa nazyva Narodny Ustav srdcovych a cievnych chorob.

V den operacie prisla rano sestra a sanitarny pracovnik, dali mi lieky, tusim
aj injekciu, a on sa ma potom spytal: ,Vladzete prejst na vozik?” Pozrel som
na neho nechdpavo a povedal: ,Samozrejme!” Lahol som si na vozik. Privrel
oci. Po chvili som ich otvoril a pozeral som sa na strop nado mnou. A uvazoval
nad tym, akeé to asi bude, ta operdcia. Za roky méjho spoluzitia s kamaratom,
zvanym Morbus Bechterev, som ich uz par absolvoval, ale doteraz sa vzdy
tykali mojich kibov.

Leziac a pozerajlc do stropu som cakal, kedy sa dostanem na rad. Teda
- aspon taka bola moja doterajsia skisenost s operdciami z Piestan - lezim
na voziku niekde pred operac¢nou salou a ¢akam. Potom ma privezd na salu,
pichnd mi epiduralnu injekciu, ,rezd”, ,sekajui” a potom zasivaju ©.

Po chvili sa mi v zornom uhle objavila zdravotnd sestra. Pytam sa:
»Sestricka, kedy pridem na rad na operaciu?”, a ona: ,UZ ste po nej!”

Ked sa mi podarilo trosku zorientovat, zistil som, Ze lezim na posteli
a z hrude mi vychadza hadicka ukoncena flasou.
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V pooperacnej izbe som zostal par dni. Mal som moznost sledovat, ako
sa lekari i sestry staraju o nds, operovanych pacientov. Tocili sa okolo nds od
rana. Neustdle nam boli k dispozicii. A v noci, ked’ vietko Uplne stichlo, sestry
v noc¢nej sluzbe nas vsetkych zaradom umyli a ,namentolovali”.

Pozndamka: ostatni pacienti neboli ako ja, s oby¢ajnym ,okienkovanim” perikardu. To
boli [udia, ktorf mali pri operacii otvoreny cely hrudny koés! Z nich netréala iba jedna
hadicka, ako zo mnal!

Po par dnoch, ked uz som dokazal chodit, ma previezli na normalnu
nemocni¢nu izbu. Po dalSich par diioch mi odstranili hadicku, tré¢iacu z hrud-
nika. Trvalo eSte asi tyzden, kym ma prepustili domov, a zopdr mesiacov, kym
som sa zotavil natolko, aby som dokazal fungovat, ako pred operaciou.

Ked' si na to dnes spominam, myslim s tctou a s vdacnostou na vsetkych
lekdrov a sestry z Ustavu srdcovych chorob, a nielen na nich, ktori sa o nas,
svojich pacientoy, starali. Ako mald spomienku a podakovanie som napisal
i tieto riadky.

Povodne publikované na blogu autora - jurajdrobny.blog.sme.sk; korigované.
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Fenestration of a Pericardium
or Thank you Very Much
Once Again!

Juraj Drobny

It happened a few years ago. | happened to be in Namestovo that time.
With my friends we were discussing, how to carry on with the festival | Believe,
Lord”. I had some kind of virosis: dry cough, fatique and the like, you know. At
night, when | was lying in my sleeping bag, | began to feel so miserable that
I knew | have to lie down or | will collapse. But | was already lying and “lying
down more” was impossible. Overcome by fear, | shouted from the top of my
voice.

| regained consciousness in a few hours as | felt cold. In the morning
| asked my roommates whether they noticed anything unusual, in other words,
my scream. Supposedly, they had heard some moaning.

On Monday, | had an an ultrasound examination by appointment at the
National Institute of Rheumatic Diseases. | told the doctor what had happened
in Namestovo and about the dry cough and fatigue | hadn "t been able to get
rid of for several weeks then.

He said: “First, we have to exclude heart abnormality... we won’t! ... how did
you come here?! By my car, as always. Why?” | asked: “You could have killed
yourself! You have so much water on your heart that it could have stopped!”

He called for an ambulance. As | was lying, attached to some devices,
under medical supervision | was taken to the intensive care unitin Kramdre and
a few days later, to the Slovak Institute of Cardiovascular Diseases, the today “s
National Institute of Cardiovascular Diseases.

In the morning, on the day of my surgery, a nurse and an attendant came,
they gave me some medicine, | guess an injection too and then he asked me:
“Are you able to come to the trolley?” | gave him an uncomprehending look
and replied: “Of course!” | lay down on the trolley. Narrowed my eyes. After
a while I opened them looking at the ceiling above. | was thinking of what it
would be like, the operation. During the years of companionship with my friend
Morbus Bechterev, I'd undergone some already, but all relating to my joints.

Lying and looking at the ceiling | was waiting for my turn. And so - at least
that was my experience with the surgeries in Piestany - | ‘'m lying on the trolley
somewhere in front of the operating theatre, and | ‘m waiting. Then they move
me to the operating theatre, give me an epidural injection and start “cutting”,
“chopping” and afterwards they “stitch me up” ©.
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After a while, a nurse appeared in my peripheral vision. I asked her: “Nurse,
when is my turn?”, and she said: “It "s all over!”

When | managed to orientate myself a bit, | realized that I was lying in bed
and there was a cannula coming out of my chest with a bottle at its end.

| stayed in the postoperative room for a few days. | could observe how
doctors and nurses look after the post-op patients. They had been fussing over
us since morning. They were always at hand. And at night, when everything
became quiet, the nurses from the night shift washed and “mentholled” us all.

Note: other patients were not like me, with a rather ordinary “lookout” of
their pericardium. They were people that had their whole rib cage opened! Not
with a single tube coming out of it like out of mine!

A few days later, when | was able to walk, they moved me to a regular
hospital room. After yet another few days, they removed the tube coming out
of my chest. It took another week till I could go home and a few months until |
fully recovered and regained my strengths as before the surgery.

When | remember those days, | think of all the doctors and nurses from the
Institute of Cardiovascular Diseases with a deep respect. And not only of them,
but of all the others that took care of us; their patients. | wrote these few lines
as a little memory and acknowledgement to all of them.

Originally published on author “s blog - jurajdrobny.blog.sme.sk; revised.

Tvoj obrazok/Your picture
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,Martula“

Ingrid Regiecova

...Priatelkou z inej sféry bytia je ,Martula”. Takto tvrdo to nepisem nahodou
- ,Martula” je niekto ako general, a k tym sa zdrobneniny jednoducho nehodia.
Ved postdte sami. To trvalo, kym sme si my dve k sebe nasli cestu! U nej eSte
o nieco dlhsie, ako u mna - je totiz extrémne neddverciva. Kym si ma postupne
otukavala, ja som mala svoje teoretické dGvahy uz za sebou. A Ze sa to nakoniec
stalo, nam potvrdil dvojmesacny pobyt v bojovych podmienkach studentského
interndtneho Zivota v Moskve.

Prekrasne casy! Boli sme tam studenti z dvoch roc¢nikov nasej vysokej
skoly, no v skutocnosti som mala len ju. Martula je pre mna dokazom istej
neopisatelnej ludskej krdsy. Iste by ste ju nestretli na Ziadnej sttazi krasy, hoci
je plnd rdéznych milych krasnosti. Ma nadherné vinité vlasy, dlhé a bohaté, ale
Casto ich mavala zopété tou najstaromddnejsou kovovou sponou, aku si len
dokdzete predstavit. Dlho jej nezdlezalo ani na obleceni. Dokdzala skombinovat
absolttne nezlucitel'né farby a kusy odevu - ¢loveku to az vyrazalo dych. Ale to
ozajstné ticho okolo nej nastalo az na semindroch. Ten drobny ¢loviecik, ktory
nas najprv Sokoval svojim disharmonickym zovnajskom, uz len pokracoval
predvedenim svojej nadpriemernej inteligencie, zadvideniahodnej paméte
a Gzasnych kombinacnych schopnosti. Myslim, Zze komentovat jej vkus sa po
jej pohotovych odpovediach uz nikto neodvazil - nebolo to potrebné. Martula
je proste zazrak prirody.

Raz, v nejakej situacii, ked" som ju nie¢im - zrejme Cakanim - vytdcala
do nepricetnosti, mi povedala, Ze Zivot je len cakdren. Cely zivot vraj nic¢
iné nerobf, len ¢aka. Bolo mi jasné ¢o mi tou velavyznamnou poznamkou
a pohladom chcela naznacit, Ze hlavne ja vzdy meskam. Mne to meskanie
sice ¢o najvelkodusnejsie a najlaskavejsie odpustala, ale iste pri tom trpela
nesmiernymi mukami vec¢nych, nikde-a-pre-ni¢-a-nikomu-nezastavujtcich
chronickych bezcov. Velmi dobre vedela, Ze ja zase trpim inou chorobnou
odchylkou od bezného spravania obycajnych smrtelnikov - maximalizmom.
Nesmierne si vazim, ze napriek tomuto kozmicky rychlemu spdsobu Zivota sa
obcas zastavila a povedala: ,Mdm na teba Styri mindty. Ako sa mas, aky bol
vikend? A o tvoja laska?” A znova sa rozbehla za dalsim velkolepym cielom,
ktory Coskoro zapadol za obzor jej nespocetnych, zdarne dosiahnutych mét.

Napriek nasim zjavnym rozdielom sme boli nedefinovatelne spriaznené.
Niekedy si myslim, Ze snad prave vdaka nim. Obe sme to pocitovali ako
provokujlice anavzdjom sme sa Uspesne iritovali. Jej pohlad bol ako Sip
- ostry a nekompromisny. Moja zivotna filozofia nerespektovania pravidiel jej
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dlho nestravitelne lezala v zalidku, co mi aj patricne davala najavo. Z toho
zase nebyvalo dobre mne. Ten siboj pohladov, ktory nastdval po mojich
dennodennych preslapoch, si nikdy nemohla odpustit, a vzdy si s nim na mna
pockala. Trpela som ako kon, ale mala som svoj styl, svoju formu protestu a toho
som sa, pochopitel'ne, nemohla vzdat. Ulah¢ovat si to priznanim farby o mojej
uz vtedy rozbehnutej reume by bolo prilis servilné a pod moju droven. Bola
som presvedcend, Ze by ma to nadobro obralo o rovnost Sanci. Aj o pézitok zo
skuto¢ného boja o svoje miesto na zemi, ¢i skor o priazen mojej prisno-milej
Martule. Nikdy mi ni¢ nepovedala, ale vsetko bolo jasné ako den. Viem, ze
uz vtedy jej na mne zdlezalo. Jej nemé vycitky boli toho najvacsim dokazom.
Ako kazdy starostlivy rodi¢ chcela moje dobro. Chcela mat zo mna poriadneho
cloveka, chcela mi to v Zivote ulahcit. No ako neposlusné dieta, este k tomu
dieta - rebel, som to ani za svet nemohla, ¢i skor nechcela pochopit. Naco
si zjednodusovat Zzivot, ist po vysliapanych chodnickoch, ked' tie vedu len
k priemernym istotdm Sedych, unudenych mas? Alebo lepsi vrabec v hrsti?...
Tak to teda nie! Nikdy ma neldkalo zaradit sa tam, kde su vsetci. Z duse
nenavidim byt kvapkou v mori, oveckou v stade, zanikat, splynut, stratit sa, to
odo mria neméze nikto chciet! Volim ,BYT, ale nie byt otrokom®!
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Martulu mam dodnes rada. NepiSem jej listy, ani jej netelefonujem, ale
myslim na nu stale. Z mojich listov by mala nesmiernu radost, takd, akd sa ani
nedd skryt. Martula vie aj v tejto cynickej dobe preZzivat radost nefalSovane.
Naozaj si nespominam na nikoho, komu by sa tak nadherne a tprimne jagali
iskricky v oc¢iach, ako mojej zlatej Martule. Smiala sa a tusim sa aj tocila, ako keby
robila piruetu a pisklavo posadenym hlasom mi kvilila do usi: ,Ifulik, Inula mojal”
a zmatene ma od radosti objimala a na striedacku sa bleskurychlo odtahovala
a sondovala, kolko ludi je na tomto predstaveni Gcastnych. Vzdy hovorila, Ze
clovek musi byt stdle v strehu, aby ho, nedajboze, neoznacili za podozrivého
z inych chutok ako ,hetero”. Takéto tvahy pravidelne nardsali plynuly chod jej
veselej rozjarenosti alebo vdacnosti, a podla méjho nazoru, skér ony mohli viest
k pripadnému spochybriovaniu jej orientacie. Ale nemyslim si, Ze by sa nad tym
vobec niekto pozastavoval... Potom mi este tchytkom silne postiskala ruky vo
svojich malych kostnatych dlaniach zrobenych horalskych zien. Pre vlastnu istotu
a bezpecie dala pokyn k rozchodu, najma ak sa toto vsetko odohralo na pode
Skoly. Martulino srdce je velké a siroké, ale sité presne na mieru, s niekolkymi
nasfapnymi brzdami, pakami, budikmi a inymi poistkami. Avsak ak hrozi, ze by
ich majitelka nieco presvihla, ¢i prekrocila povoleny casovy limit, rychlost, ¢i
inym sposobom stratila nad sebou, svojimi zmyslami a stidnostou kontrolu,
automaticky sa zmobilizuji k ¢innosti a biji na poplach. Funguje vdaka nim
presne aspolahlivo, ako S$vajciarske hodinky. Martula nemava preslapy,
vSetko robi podla planu, nenechdvajic ni¢ na nahodu. Vychutnavat Zzivot
plnymi ddskami pre ru
znamena rozvrhndt = si
ho ekonomicky a zby-
tocne casom neplytvat,
lebo je ho madlo. Zivot
je predsa kratky. Na vset-
ky svoje cesty - necesty
ma presne  vyrdtany
Cas. Zo zdsady ich totiz
absolvuje vzdy peso. Ma
to svoju logiku - spozna
viac miest, ludi, zaziva
kopu  nepredvidanych
veci a eSte pri tom
dobrodruzstve aj ro-
zumne  usetri.  Cela
Martulal Tusim ju mam
fakt rada.




76 Mosalic Pieces 2

Martula

Ingrid Regiecova

...A friend from another dimension of being is ,Martula”. I am not writing
itin such a harsh* way without a purpose - ,Martula” is a sort of a general and
it is not appropriate to use diminutives when addressing generals. Judge by
yourself.

What a long time it had taken, until we became close! It took her even
longer than me, because she is extremely suspicious. While she was continually
observing me, | had already had my inward reflections formed. And that we
had finally broken the ice was proved during a rough student dormitory life of
our two-months stay in Moscow.

Those were the days! Although there were students from two grades of our
university, | only had her. For me, Martula is a symbol of a certain intangible
human beauty. Even though you wouldn "t meet her at a beauty contest, she
has got lots of cute features. Long, thick and wavy hair which she had often
pinned with the most old-fashioned hairpin you can imagine. For a long time,
she didn "t care for fashion. She was able to combine the two least combinable
pieces of clothes into breathtaking combinations. But the real silence fell at
the seminars. This tiny woman who first shocked us with her disharmonious
appearance continued showing her highly outstanding intelligence, enviable
memory and amazing deductive reasoning. | believe that after her prompt
answers nobody dared to comment on her fashion sense - it was quite
pointless. Martula is simply a natural phenomenon.

Once as | drove her crazy with something such as her waiting for me, she
told me that life is just a waiting room. That s all she does her entire life - just
waiting. It was clear that the comment and look were directed at me, who was
always late. Although she forgave me in her most generous and sincere way,
she must have got through the worst torture of eternal, nowhere-and-never-
and-for-nobody stopping chronic runners. She knew very well that I suffer from
another deviation from the common behaviour of mortals - maximalism. |
highly appreciate that despite her fast cosmic way of life, she stopped from time
to time and told me: ,| have four minutes for you. How are you, how was the
weekend? And how about your love?” And then she ran again towards another
amazing goal that was soon to be added to her countless and successfully
reached goals.

Despite the obvious differences between us, our spirits were indefinably
allied. Sometimes | think that“s maybe thanks to those differences. Both of us
found it provocative and we irritated each other successfully. Her look was like
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an arrow - harsh and uncompromising. My life philosophy disrespecting all the
rules bothered her for a long time and she made it quite clear. That made me
feel bad. She would never refrain from battling it out with me after my daily
stumbles. | suffered terribly, but of course wouldn’t give up, since | had my
own style and different forms of protest. Making it easier by confessing about
my already advanced rheumatism would have been too servile and beneath
my dignity. | was sure, it would definitely rob me of equal chances and also of
pleasures to fight every day for my place on earth, or rather for the goodwill
of my strictly kind Martula. She never told me anything, but everything was as
clear as sky. | know she cared for me deeply. Her silent remorses were the
biggest proof. Like every caring parent, she wanted the best for me. She wanted
me to be a good person and make it easier for me in life. But just like a disobedient
child or rather a rebel, | couldn’t or rather didn“t want to understand it for
anything in the world. Why make life easier, walk along the well-beaten path,
when it only leads to average certainties of bored grey masses? Or rather a bird
in the hand is worth two in the bush? ... Not at alll | was never interested in
following the herd. From the deepest bottom of my heart, I hate to be a drop in
the ocean, a sheep in the flock, wear off, dissolve, vanish - I hate even to think of
it. I vote for ,BEING, but not for being a slave!” I am freeborn! Unrestricted!

I still like Martula today. | neither write letters to her, nor call her, but I always
keep her in my mind. She would be happy with my letters, happiness that you

Tvoj obrazok/Your picture
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can’t hide, because it’s impossible. Even in these cynical times, she knows
how to live genuinely happily. I really can "t think of anyone who has got such
sincere sparkles in her eyes, as my dear Martula does. She was laughing and
maybe even twisting as if turning a pirouette and with a squeaking and exalted
voice wailing into my ears: “Inulik, my Inula!” and all confused, she hugged
me with a joy and then quickly moved away and observed how many people
were present during this spectacle. As she used to say ‘you must always be
on alert, so they wouldn’t - God forbid - accuse us guilty of designs other
than ,hetero”. These reflection regularly distorted harmony of our cheerful
happiness and, in my opinion, they could have possibly led to her questioning
her sexual orientation. But | don "t think that anybody would have ever really
questioned it... Then she would quickly press my hand in her tiny bony palms
of an overworked highlander woman and just for safety 's sake and her own
certainty, she rushed out, especially, if this happened somewhere in the school.
Martula “s heart was big and wide, but tailored just for her, with several brakes,
levers, alarm clocks and other safety pins. Under the threat of an owner “s delay,
missing the deadline, pace or losing control about herself in some other way,
her senses or judgment, all of them set the alarm bells off! Thanks to them, she
is just like a precise instrument, accurate and reliable, working with a legendary
Swiss precision. Martula does everything as planned and neither goes wrong
nor takes pot luck. Enjoying life means living it economically and sparingly not
wasting one’s precious time. All her journeys are scheduled very precisely.
Sticking to her principles, she undertakes them by foot. And it does make sense
- she gets to know more
places, people, experiences
lot of unexpected things and
besides this adventure, she
saves money as well. That’s
Martula all over! It looks like
I really like her.

Tvoj obrazok/Your picture

*The nickname “Martula” comes
from Marta, but if we want it
properly, in Slovak it should
be spelt with a kind of small
“apostrophe” on “I” (Martula)
which makes this diminutive even
softer, which, in this context,
does not really correspond with
the resolute character of our
protagonist. Therefore, it was
left out both in spelling and
pronunciation.  (the author)
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Nepouzitel'ny badatel
Veronika Ticha

Cestovalasomvlakom do Piestan, ako inak, do nasho milovaného Narodného
Ustavu reumatickych chorob. V kupé sedel sympaticky stars$i manzelsky par
a muz, ktory vekovo taktiez patril do tUctyhodnejsSej kategorie, pan Martinsky.

Vel'mi som ich vzajomnud komunikaciu nevnimala, venovala som sa ¢itaniu.
Pozornost som zbystrila, az ked' sa vSetci zacali od srdca smiat. Vysvitlo, Ze pan
Martinsky sa vracal po mesiaci zo zamoria. Priam z neho srsala tizba, podelit
sa s niekym hned' za Cerstva so svojimi zazitkami a skdsenostami. Pripojila som
sa k jeho posluchacom.

Adela, najmladsia dcéra, sa spoznala pocas stidia v Amerike s Louisom.
Postupne sa obaja vypracovali na uznavané vedecké kapacity. Vzali sa
a spoloc¢ne si zadovazili rodinny domcek. Jeho zariadovanie a skraslovanie
spocivalo najmd na bedrach manzelky, ale bavilo ju to, takze v tom nevidela
ziadny problém. Okrem iného si kipili obraz, ktory sa obom vel'mi pacil. Bolo
vSak potrebné pribit na stenu klinec, aby ho mohli zavesit. Pri tejto malichernej
poziadavke zacali problémy. Louis nebol schopny klinec zatict. Zakazdym
nasiel in€ a iné dévody, preco to neslo.

Presli tyZdne, ba aj mesiace, a obraz stale trcal v kite. Raz to Adelu riadne
dopalilo a zatelefonovala svojmu otcovi: - Oci, prosim, pricestuj, chcela by
som fa vidiet, a nau¢is aj mojho manzela, ako sa do steny zatlkaju klince. Oci,
prosim, prid'

Pan Martinsky taktiez zatuzil po dlhom case objat svoju dcéru, a tak sa
vybral na vylet za vel'kd mlaku.

V prvy vecer - vnedelu - sa so zatom zvital pri slavnostne prestretom
stole. Ako host taktne o klincoch mlcal.

Druhy vecer sa pan Martinsky odvazil spomendt, ze rad pomdze
s umiestnenim obrazu. Louis iba sucho skonstatoval: - ESte som nad tym
neuvazoval.

V utorok zasa oznamil: - ESte nie som na to psychicky pripraveny.

Panu Martinskému takmer zaskocilo, jednoducho nechdpal, aka psy-
chologicka priprava je potrebnd na to, aby jeden dospely chlap pribil do steny
klinec. V stredu Louis nemal cas. Vo stvrtok stdle nebol pripraveny a okrem
toho dodal, Ze nema ,spravne oblecenie”. Jeho svokor nechapal, ¢o pod tym
mysli, ale radsej sa ho viac na ni¢ nepytal.

V piatok sa situacia opakovala. Adela sa iba potmehtdsky usmievala. A to
uZ pana Martinského nastvalo: - Louis, dnes ti pomézem zatlct klinec, aby ste
mali kam zavesit obraz.
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Zat zbledol, preglgol posledné susto vecere a potichu sa vytratil z miestnosti.
O stvrt hodiny sa vratil kompletne zaodety v $pecidlnom pracovnom obleku,
ako nejaky firemny instalatér.

- Nnno, moj ty smitku, uz len gumaky ti chybaju! - pomyslel si pan
Martinsky.

Ako sa vsak o chvilu presvedcil, to bol iba zaciatok ,tajomného obradu
zatlkania klinca”. Zat vytiahol z velkého puzdra ¢osi ako stojan na hvezdarsky
dalekohlad arozlozil ho oproti inkriminovanej stene. A zacal carovat.
S laserovym svetielkom. Zameriaval, premeriaval, rozmeriaval, az konecne
spokojne skonstatoval: - O. K. - Na stene svietil maly bod. Ak by ste sa
nazdavali, Ze potom nasledovalo zatlkanie klinca - ved' ¢o iné este? - tak sa
mylite, ako som sa mylila i ja.

Pan Martinsky pokracoval: Louis vybral spomedzi ndradia maly, detsky luk,
natiahol nan hrackarsky $ip a vystrelil ho do oznaceného bodu. Pan Martinsky
prevratil o¢i a dcére zamrmlal do ucha: - Ten tvoj nepouzitelny badatel’!

Kupé sa otriasalo nasim smiechom. Ani ja som takmer nemohla polapit
dych.

Louisovi sa vsak tymto dokladnym ,vedeckym postupom” nepodarilo
miesto na klinec oznacit. Pan Martinsky uz viac situdciu nezvladal. Zurivo
priskocil k miestu so svetelnym bodom, v ruke kladivo, klinec priloZil k ste-
ne, trikrdt po nom buchol asvoj
akt velavyznamne - po slovensky - sko-
mentoval: - A je to!

Konecne nasledovalo tak tizobne
ocakavané zavesenie obrazu. Ani otec,
ani dcéra temer nemohli uverit, ze je
obraz uz na mieste.

Dokonale  rovno.  Dokonale
v strede steny. Dokonale (ne)vedecky.

Rychlik prave vchadzal do stanice
v Piestanoch. Bolo mi lito, Ze musim
vystupovat. Myslim, Ze aj dalSie zazitky
pana Martinského by mali na mna
podobné terapeutické tcinky, ako o ne-
pouZzitelnom bdadatelovi - Zivot by sa
mi zdal veselsi, lahsi a menej uboleny.

Trochu endorfinov na zmiernenie
bolesti vdaka smiechu od srdca by som
naordinovala tri razy denne kazdému
reumatikovi. Len kde vziat vtipnych
a duchaplnych rozpravacov?!
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A Useless Scientist
Veronika Ticha

I was travelling by train. Where else if not to our beloved National Institute
of Rheumatic Diseases in Piestany! In my compartment, there was an elderly
couple and a man, who also belonged to this respectable category, Mr
Martinsky.

I didn "t pay much attention to their conversation and continued reading.
| sprang to attention, when they bursted into spontaneous laughter. It came
up that Mr Martinsky was coming back from overseas after a month. He was
bursting with desire to share all his experiences and adventures immediately. |
joined his listeners.

During her studies in America, Adela, his youngest daughter, met Louis.
Gradually, they worked their way up and became recognized research workers.
They got married and bought a small house. Its furnishing fell mainly on the
shoulders of his wife, who didn’t mind much as she really enjoyed it, so it wasn’t
a problem. Apart from other things, they bought a painting which both of them
liked. However, in order to hang it up, they had to hit a nail into the wall. But
with this petty demand, the problems began. Louis wasn’t able to do it. Every
time he found new reasons for not doing it.

Weeks, maybe months passed and the painting was still standing in the
corner. One day, Adela lost her temper and called her dad: “Dad, come here,
please and show my husband how to hit a nail. Dad, | beg you to come here!”

Mr Martinsky hadn’t hugged his daughter for a long time, so he set off for
the journey overseas.

The first evening - on Sunday - he was greeted by his son-in-law at an
elegantly laid table. As a tactful guest and person, he kept silent about the
nails.

The next day, Mr Martinsky offered his help with hanging up the painting.
Louis offered a curt reply: “I haven "t thought about it yet.”

On Tuesday he said: “I ‘'m not mentally ready.”

Mr Martinsky nearly choked, he simply couldn’t understand what kind
of mental preparation is needed for an adult man to hang up a painting. On
Wednesday, Louis didn’t have time. On Thursday, he still wasn’t ready and
didn’t have the “proper clothes”. His father-in-law didn’t understand what he
meant, but preferred not to enquire any further.

On Friday, the same situation followed. Adela only smiled slyly. And that
made Martinsky really angry: “Louis, today I'll help you with the nail, so you can
hang up the painting.”
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The son-in-law got pale, swallowed his last bite and went quietly out of the
room. Fifteen minutes later he came back, from head to toe dressed in special
work clothes like a regular plumber.

“Oh my goodness, you only need some rubber boots!” - thought Mr
Martinsky.

However, as he found out a little later, this was just the beginning of
a “mysterious ceremony of nail-fixing”. His son-in-law took something what
looked like a telescope out of a big box and set it opposite the incriminate wall
and started doing some magic with a laser light. He aimed, measured until he
could contentedly say: “ O.K.” Now a small dot was shining on the wall. If you
think that the nail-fixing followed - what else anyway? - then you will be grossly
mistaken, just like me.

Mr Martinsky continued. Louis took out a kids bow, pulled the arrow and
aimed it at the spot. Mr Martinsky rolled his eyes and told his daughter: “That
useless scientist of yours!”

Our train compartment burst into the fit of laughter again. | could hardly
catch my breath.

However, Louis didn’t manage to fix the nail with this scientific approach.
Mr Martinsky couldn’t watch it anymore. He sprang to the demarcated spot
with hammer in his hand, put the nail to the wall, hit it three times and remarked
in Slovak pointedly: “And that “s it!”

At last, the long desired act of hanging up a painting became reality.

Neither father nor his daughter could
believe that painting was really there.

Perfectly straight, perfectly in the
middle of the wall, perfectly (non-)scien-
tifically.

The Express train was just entering
the station in Piestany. | was sorry that
I had to get off. | believed that the rest
of Mr. Martinsky "s experiences would
have had the same therapeutical effect
on me, as the one about the useless
scientist; my life would seem so much
more cheerful, easier and less painful.

I would prescribe some endorphins
to tackle the pain for at least three times
a day to every rheumatic, but where
to find enough witty and ingenious
storytellers?

Tvoj obrazok/Your picture
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Par minut ludskosti

Ingrid Regiecova
(Apel lekarom a zdravotnickym pracovnikom)

Nezalezi, ¢i ste pacient s chronickym alebo akitnym ochorenim, kazdy
z nds ma vo svojej nepriaznivej zdravotnej situdcii prirodzené obavy o svoje
zdravie. Hlavu pInd otaznikov o priebehu a trvani liecby. Ak sa v takychto
okamihoch stretneme s odbornikom, ktory si napriek rutinnej praxi uvedomuije,
ze zhladiska pacienta je kazda takato situdcia jedinec¢na apre pacienta
vysostne individudlna, je to pre pacienta Stastie. Takyto lekdr je trpezlivy,
empaticky a ,neprekdza” mu odpovedat na nase otazky.

Nie ndhodou zd6razriujem, Ze neprekaza. Po takmer dvoch desatrociach
pozorovania a prezivania na vlastnej kozi v rdéznych nemocni¢nych
zariadeniach, po nespocetnych rozhovoroch so svojimi spolupacientmi/kami
aznamymi zistujem, Ze vo vidcSine pripadov to lekarom, hlavne chirurgom
a ortopédom, proste prekaza. Neviem posudit, ¢i je to spdsobené zavaznostou
stavu a situdcie daného pacienta alebo je to celoslovensky fenomén.

Minuly rok som sa plnd strachu a neistoty chystala v poradi na svoju
Siestu operdciu - tento raz to bola ruka. Po réznych skisenostiach som
bola neskutoc¢ne skeptickd, citila som sa sama vo svojej neistote, vobec som
nevedela, ¢i som sa rozhodla spravne. V tom ako keby moje obavy a myslienky
zacul mlady izbovy lekar. Pristapil ku mne, predstavil sa, podal mi ruku a spytal
sa: ,To je ona?” a pohladom sa oprel o moju ruku, ktora chvilku podrzal, aby sa
sam presvedcil. A takymto az moderdtorskym mostikom sa dostal k jadru veci,
prisadol si k posteli a krok za krokom mi vysvetlil, co ma ¢aka.

Takyto rozhovor, hoci len par mindtovy, dokaze presne to, ¢o pacient v tej
chvili potrebuje. Pre obe ztcastnené strany, pacienta i lekdra, je nepochybne
dolezité, aby bol pacient v ¢o najlepsom psychickom rozpolozeni. Ulah¢i to
spolupracu s lekdrom a ten ziska doveru pacienta. Je prirodzené, ze pacient
bude ndsledne vyrovnanejsi a bude sa aj rychlejsie zotavovat.

Lenze v praxi - nie je mi celkom jasné, preco - je pacient ¢asto niekde
na poslednom mieste zaujmu. Strach, zbyto¢nd neistota, na druhej strane
ignorancia a arogancia niektorych lekdrov je to, sc¢im sa pacient bezne
stretava. Vzdy je tu niekto alebo nieco, ¢o je dolezitejSie ako MY, pacienti
»,domahajuci sa” par chvil' pozornosti, empatie a ludského pochopenia.

Vazeni pani lekari! Kto, ak nie vy, by ste mali mat zaujem o pacienta?
Kto, ak nie vy, by ste mohli tento bezitesny stav zmenit? Kto, ak nie vy, by
mal zhodnotit predoperacny stav a pooperacny priebeh ochorenia? A preco
vy, inteligentni, vzdelani fudia, erudovani odbornici, pre ktorych si pozitiva
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komunikacie s pacientom viac ako jasné, namiesto pomoci nechavate pacienta
v neistote a deptdte ho svojim mlc¢anim a nekomunikovanim? Alebo azda vasa
odbornost, ¢i bezmocnost pacienta vas opravinujd vyvysovat sa nad nds?

Preco ti z vas - Cest vynimkam! - ¢o toto robite, raz nevykrocite smerom
k cloveku?! Ved' nejde o ni¢, o ziadny prislub nemozného: azda len o tych par
mindt ,pozbieranej” ludskosti.
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A Few Minutes of Humanity

Ingrid Regiecova
(An Appeal to doctors and medical workers)

It makes no difference whether you are a patient with a chronic or and
acute disease. In our disadvantageous health condition, it is natural to worry
about one’s health. A head full of questions about the course and duration of
the treatment. If during these moments you are happy to meet a practitioner
who is, even after his year-long routine practice, aware of the fact how unique
and highly individual from the patient s view such a situation can be, then the
patient can call himself lucky. Such a doctor is patient, empathetic and “doesn’t
mind“ answering your questions.

I might stress that this attitude is not an exception. After almost two
decades of observations and personal experiences from various medical
facilities, after countless debates with my co-patients and friends, | have
come to the conclusion that majority of doctors, especially surgeons and
orthopaedes simply “do mind”. | can’t assess this being a sign of respect
commanded by the seriousness of the patient’s state or Slovakia-wide
phenomenon.

Last year, full of fear and insecurity, | was preparing myself for my sixth
surgery in a row - this time it was a hand. After many different experiences,
I was unbelievably sceptical, | felt lonely in my insecurity and had no idea
whether | had made the right decision. At that very moment, | felt as if a young
physician in attendance heard my worries and thoughts. He came to me, shook
my hand to introduce himself, and, holding it for a while, he asked: “Is that the
hand?” and he rested his eyes on my hand as if trying to find out by himself.
This little act served as a bridge to come to the core of the matter as he sat
down next to my bed to explain little by little what I could expect.

Such a talk, no matter how short, can make a difference at the very
moment the patient needs it. There is no doubt how important it is for both
concerned parties, the patient and doctor that the patient is in the best possible
mental condition. This makes the cooperation with the doctor easier and, on
the other hand, he gains the patient’s confidence. Consequently, the patient
will be better balanced, as well as he will recover faster. But in practice - it "s not
clear to me why, patient is often not the first concern. Fear, pointless insecurity
and on the other side, ignorance and arrogance of some doctors is something
patients often have to face. There is always something, or somebody more
important than WE, patients, crying out for a little attention, empathy, support
and human understanding.
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Dear doctors! Who, if not you, should be interested in a patient? Who, if
not you, could change this hostile situation? Who, if not you, should assess the
preoperative and postoperative course of an illness? And why you, intelligent
and educated people, erudite specialists, who, fully aware of the benefits
of mutual communication with a patient, instead of help, leave him in his
insecurity worrying him with your silence and keeping aloof? Is that your
proficiency or the patient s helplessness that entitles you to act superior?

Why those of you - exceptions are welcome! - who behave like that, don “t
step closer to a man for once?! After all, we don’t want too much, no promise
of impossible: maybe just a few minutes of lost humanity.
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Lupusové variacie
Veronika Ticha

Riu som nevidela cely dlhy rok. Dohodli sme sa teda, Ze sa konecne
osobne stretneme a pride ku mne na navstevu.

Bola prijemna letnd sobota. Pozvolnym tempom sme sa okolo poludnia
vybrali na prechadzku, bez nejakého konkrétneho ciela. Chceli sme sa
najma pozhovarat, ved obom sa ndm nazbierala za rok celd kopa zazitkov.
Mailovanie, napriek vsetkym svojim vyhodam, osobny kontakt nikdy dplne
nahradit nedokdze.

Domov sme sa vrdtili vo vecernych hodindch. Zacala som pocitovat
nezvycajnu Unavu. Zaskocilo ma to, lebo som mala celkom slusnud kondiciu.
Unava sa dalej stupriovala, pridali sa bolesti a opuchnutie niektorych kibov.
Z poslednych sil som si urobila vecernu toaletu asla fahnut. DIhé chodenie
zmorilo aj Riu. UlozZila sa do pripravenej hostovskej izby.

Nemohla som vsak zaspat. Mala som pocit, Ze mi neviditelni skriatkovia
moje kiby pilia, rezd, smazia na ohni a este aj po nich tancuji. Chcela som
si vziat nejaky utisujici liek, ale zistila som, ze od bolesti sa nevladzem na
posteli ani obratit, nieto este vstat. Aby toho nebolo malo, tak ma prepadol
aj hrozny smad. Ale kazdy, i ten najmensi pokus zmenit polohu, mi tlacil do
oci ubolené slzy. Tak som teda bez pohnutia lezala a cakala, kym ,prestant
Skriatkovia vyvadzat”.

Po polnoci sa vsak o slovo prihldsil méj chuddk mechdr a pred bolestou uz
nebolo Uniku...

Uzila som nejaku tabletku a osviezovala sa chladnou vodou. Tu som zacula
slabé, ale zretelné: ,Vieri, Vieril” Uvedomila som si, Zze to mdze byt iba Ria.
Vkrocila som do hostovskej izby. Zbadala som jej bolestny vyraz v tvdri, oci
lesklé od hortcky a strnulé telo na 16zku. ,Prepanajana, ¢o ti je?” spytala som
sa zhrozena. O svojich zdravotnych peripetidch som radsej pomlcala. ,Neviem,
no od bolesti sa nemdézem ani pohnit,” odvetila mi vycerpanym hlasom.
Odmerala som jej teplotu. Takmer 39 °C. Vedela som, Ze je zle. Vzhladom na
zdakladnd diagndézu sa musi horicka znizit za kazdd cenu, lebo by jej to mohlo
vazne skomplikovat stav.

Jedinym rychlym rieSenim boli studené obklady. Odsuchtala som sa
do kipelne azacala namacat do studenej vody uterdky. Ked som ich
zmykala, videla som od bolesti vsetky hviezdicky, ale ni¢ iné mi neostavalo.
Prikladala som jej ich na zapastia rik, na ¢lenky a na celo a vzapati neustdle
vymienala. Zhodli sme sa vsak, ze bez lekdrskej pomoci je jej situdcia, aj kvoli
prudkej zdpalovej reakcii na vietkych kiboch, tazko zvlddnutelna.
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Zavolala som pohotovost. Prisiel mlady, sympaticky a k tomu este usmiaty
lekar. Mal za sebou - ako mi neskér prezradil - narocnid noc¢nu sluzbu, ale jeho
pristup bol vysoko profesionalny. Riu chcel ihned’ vziat do nemocnice. Neviem,
ako sa to tej milej potvorke podarilo, ale uhovorila ho, ze inflziu zvladne/me
aj v domdcich podmienkach. Hospitalizaciu jednoznacne odmietla. Nemo6zem
vSak Rii upriet, Ze v rozhovore s lekarom prejavila tolko odbornych vedomosti
o svojej chorobe, Ze mu nenechala priestor na ziadne pochybnosti. Ved kedy
on mal prilezitost dozvediet sa nieco podrobnejSie o lupuse?! Mozno si
spomenul na zopar vseobecnych informacii o reumatickych ochoreniach
z Cias Stddia mediciny a zostala mu aj nejaka pamatova stopa, Ze ide o zavaznu
systémovu chorobu, ale sotva nieco viac.

Sanitar zavesil flasu s roztokom na lampu a do jej zil zacala vtekat kvapka
za kvapkou, v nekonecne pomalom rytme. Lez tcinok inflzie nebol az taky
zazracny, ako sme dufali. Urputné bolesti ustupovali iba velmi nepatrne.

Po inflzii nadisla pre Riu dalsia naro¢na faza - ved” mnohi to poznate z vlast-
nej skisenosti, co nasleduje za takymto intenzivnym zavodnenim organizmu...
Postel vSak bola pre Riu nizka a nedokdzala z nej vstat. Ja som ju nevla-
dala zodvihnit kvoli mojim postihnutym klbom, ona sa zasa kvéli
svojim bolestam nemohla omna ani opriet. Nakoniec sa Ria so
zatatymi zubami skotdlala na zem, ocividne trpiac sa vzoprela na
koncatiny, Stvornozky sa vysplhala na prisunutd stolicku a potom sa na-
mahavo vzpriamila. Nebyt vaznosti situdcie, zasmiala by som sa. Bol na nas
obe priam komicky pohlad. Alebo aspon tragikomicky.

Teda aj takto si obcas zijeme my, ktori doma obchadzame ne-
pozvaného a neodbytného ,hosta”. Zial, nastahoval sa k ndm na cely Zivot.
Ale vsetci pevne dufame, Zze nam napriek tomu nebude urcovat cely nas zivot.
Ze zostane iba hostom. Ze sa z neho nikdy nestane domdci pan Lupus.
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Variations on Lupus
Veronika Ticha

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

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

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

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

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

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

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

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

but his approach was highly professional. He immediately wanted to take Ria
to hospital. | have no idea how, but Ria, this cute little mischief, convinced him
that she (we) would manage with the infusion at home. She resolutely refused
hospitalization. | can’t deny, however, that in a debate with the doctor, she
showed so much proficiency and competence that no room for doubts was
left. After all, could he as a doctor have a better opportunity to get so much
detailed information about lupus? He might have remembered a few general
information about rheumatic diseases from the years of his medical studies
which might have left some memory trace of a serious systemic illness in his
mind, but [ don’t suppose it could be more.

The attendant hanged a bottle with the solution up on the lamp and drop
by drop, it started to drop-feed her veins in a slow pace stretching to infinity.
However, the effect of the infusion wasn’t as magical as it was hoped for. The
violent pain eased off only slightly.

After the infusion, another tough situation came about for Ria - the one,
many of you may know from your own experience, the one that usually comes
after such an intensive irrigation of one’s body... Nevertheless, the bed was
too low for Ria to get up. | was unable to lift her up because of my affected
joints and she was unable even to lean on me because of being in so much
pain. Finally, Ria set teeth and rolled down on the floor, apparently suffering,
she lifted herself on her limbs to drag herself to the chair I had pulled up, then
she could creep it up and finally, straighten up laboriously. If it hadn’t been
such a serious situation, | would have laughed. We must have made a comic
spectacle - the two of us. If not a tragicomic one.

Well, and this is how we sometimes live in our homes, trying to ignore this
uninvited and intrusive “guest”. Unfortunately, “he moved in for life. But it is our
firm conviction that “he” won’t direct our entire life. That “he” will remain just
a guest. That “ he will never become Lupus - The Landlord.
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Lietadlom za hranice vsednych chyb
Jana Cernakova

Nemam vela skisenosti ohladom cestovania hromadnymi dopravnymi
prostriedkami, lebo ak je to mozné, vade cestujem autom. Ked ma ¢lovek
akékolvek pohybové obmedzenie, cestovanie je vzdy viac adrenalinovy $port,
ako pozitok z poznavania novych miest. Spominam si na moje cestovanie
lietadlom, bolo to uz pred par rokmi.

Som tazko zdravotne postihnutd, s narokom na sprevadzajticu osobu, ale
na presun v tomto case nepotrebujem vozik, ani barle. Mam iba napadnejsiu
chodzu, nemo6zem chodit po schodoch a nerovnom teréne. Asistencnu sluzbu
na letisku som si zaistila eSte pri objednavke letenky. S tym nebol problém.
Ten nastal az na letisku, ked’ personal letiska uvidel chodiacu osobu bez bariel
alebo inej opory. Chvilu nechapali, pre¢o som si objednala asistencnu sluzbu.
Vytiahla som preukaz TZP/S. Uverili mi a priviezli invalidny vozik, ktory mal uz
nieco odslizené. Prinajmensom by si zasluzil pokojny dochodok niekde v kite
muzea. Bola so mnou moja asistentka, preto mi personal odporucil, aby som sa
posadila na vozik. Prikazuju to predpisy.

Do odletu sme mali este viac ako hodinu. Chcela som ist na toaletu a do
bufetu na kavu. Kedze som na letisku roky nebola, tak sa mi Ziadalo z dial'ky
si pozriet okolie a nadychat sa tej jedinecnej atmosféry. No ,prispendlena” na
tento ich historicky invalidny vozik som sa uz sama ani nepohla. Bola som tiplne
zavisla od pomoci niekoho iného. AZ na prvom poschodi som sa odvazila
na chvilu z vozika postavit, ale ten tam potom zostal ako opustené vtaca po
dazdi. Kazdy, kto isiel okolo, sa na nom pohladom zastavil a skimavo prebehol
po vsetkych cestujucich, s otazkou v ociach: ,Komu ten invalidny vozik asi
patri¢”

Ked sme prechddzali colnou kontrolou, colny tradnik naznacil, aby som si
sadla do vozika. Pri prechode cez kontrolny turniket sa, samozrejme, ozyvalo
pipanie. Na to sa objavil dalsi zamestnanec colnej policie s ru¢nym kontrolnym
pristrojom na vyhladanie kovov. Zase zaznelo pipanie. Poziadal ma preto,
aby som sa z vozika postavila. Tu uz vsak nastal problém, lebo sama som to
nedokdzala. On mi nevedel, alebo ani nemohol poméct. Moja asistentka bola
uz na druhej strane za colnou kontrolou, a teda po mna prist nemohla. Horko-
tazko som sa vyskriabala z vozika a postavila na vlastné nohy. Personal letiska
a colnej policie mal z toho taky Sok, Ze sa na mna bali aj pozriet. Citili sa trapne,
lebo na takdto situdciu neboli vobec pripraveni. Pre mna to bolo dvojnasobne
neprijemné. No najpikantnejsie okamihy nastali az vtedy, ked bolo treba
opustit budovu a dostat sa do lietadla.
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Letusky zostali prekvapené, Ze niekto
potrebuje vytah, lebo nemoze ist po
schodoch. Chvilu zmétocne pobiehali,
potom hladali kli¢ od vytahu alebo &
nieCo podobné. Vsetci spolucestujici
nervozne prestupovali z nohy na nohu,
lebo nechapali, ¢o sa deje. Vytah na-
koniec spojazdnili a mna zviezli dolu.
Ked” ma konecne aj s vozikom
,zaparkovali” na letiskovej ploche,
ostatni spolucestujiici uz boli vautobuse. Cakali sme, nikto nepovedal na
¢o. Potom sa niekde spoza dalSieho autobusu vynorila sanitka. Teda, sanitka,
skor ,priblizovadlo”, ktoré by malo mat ¢estné miesto v mizeu vedla vozika,
na ktorom som prave sedela. Vystipili dvaja ,oSetrovatelia” z Hithcockovho
hororu, pokrcent, ufilani, v gumenych rukaviciach. Nemali ani potuchy, ako
ma dostanu do sanitky, ktord mala pokazené kreslo, ktoré sa vystva z boku
ku dveram. KedZe nedokazem spravit zakladny pohyb, aby som vykrocila na
dva vratké schodiky, zostavala moznost, Ze vylozia zo sanitky drevené lezadlo,
polozia ho na zem a mna nejakym neurcitym sp6sobom nan zvalia. Vtedy zislo
na um mojej asistentke, Ze autobus, ktory viezol spolucestujicich k lietadlu
bol nizkopodlazny, a pri spravnej pomoci by sme to spolocnymi silami cez
jeden schodik mohli zvladnut. Tak sa aj stalo. Letuska vysielackou privolala
autobus, ja som za pomoci svojej asistentky nastupila a asi sto metrov sme sa
viezli k lietadlu. Keby som to tusila, tito vzdialenost prejdem hravo peso a bez
zbytocnych problémov.

Pri lietadle nas opdt cakali ,oSetrovatelia” zo sanitky. Vyskakali ako
v akénom filme a zacali ma tlacit po uzuckych, strmych schodikoch do lietadla.
Toto vsak nebol nizkopodlazny autobus, ale lietadlo. Nemala som $ancu dostat
sa dnu po vlastnych nohach. Vtedy jednému z ,osetrovatelov” zislo na um, ze
maju este jedno prenosné kreslo, ktoré je tzke a pomerne bezpecné. Posadili
ma takmer na zem, lebo sedadlo nemalo nozicky, pripdtali ma remenmi
ako kozmonauta a akosi s vypatim vsetkych sil ma dostali na palubu malého
lietadla, kde uz vsetci spolucestujtci nervozne skripali zubami.

Nieco podobné sa udialo aj pri vystupovani z lietadla, ale to sa radsej
nebudem opakovat. Pamdtdm si vsak velmi jasne, ked som znova stdla
pevnymi nohami na zemi na letisku v Bratislave, Ze som si povedala: “Dakujem,
stacilo... nikdy viac...l”

No teraz s odstupom casu, ked" v mojej naivite ddfam, Ze tieto sluzby
st uz O. K., mam zasa chut vyskusat si, kolko moje nervy vydrzia. Sme uz
naozaj v Eurépskej unii aj trovriou poskytovanej asistencnej sluzby na letisku?
Uvidime. Vyskisam... ©

Mosalic Pieces 2

Flying Beyond the Boundaries
of Everyday Mistakes

Jana Cernakova

I am not very experienced as to travelling by public transport, because, if
possible, everywhere | go | travel by car. To whatever extent is your mobility
reduced, travelling becomes more of an adrenaline sport than a pleasure of
exploring new places. | remember me travelling by plane a few years ago.

I have a severe physical handicap with a valid claim to be accompanied by
a personal carer, although right now I neither need crutches nor a wheelchair.
I only have a more noticeable walk and I can’t walk up the stairs or on uneven
terrain. When booking the flight tickets | pre-arranged to get special assistance.
There was no problem yet. The problem began at the airport, when the airport
personnel saw a person walking on no crutches or with any other form of
support. They couldn’t understand for a while why their special assistance was
required. Then | took out my disability card. Finally, they could believe me and
brought me a shabby wheelchair that had seen better days already. At least,
it would have deserved a quiet retirement somewhere safe in the corner of
a museum. As | was accompanied by my assistant, the personnel recommended
me to sit on a wheelchair. As the regulations say.

We had more than an hour before the departure. | wanted to go to the
toilet and for a coffee to the café. | hadn’t been at the airport for years, | wanted
to look around and enjoy the unique atmosphere. But stuck in this prehistoric
wheelchair of theirs, | was unable to move at all. | was completely dependent
on someone s help. Only when | got to the first floor, I dared to get off from the
wheelchair for a while, but then it was left alone there, abandoned as a lonely
bird after the rain. Everyone, who passed by rested his eyes on it, then browsed
searchingly through all passengers with a question in their eyes: “Who could
this wheelchair belong to?”

When we were passing through the customs control, the customs officer
signalled me to sit into the wheelchair. As we were going through the security
screening checkpoint, of course, there was a beep. Then another officer
appeared with a handheld metal detector. It made a beeping sound again.
There he asked me to stand up from my wheelchair, which was a problem,
however, as | was unable to do it without assistance. The officer himself wasn’t
able, or, maybe wasn’t allowed to help me. My assistant was already on the
other side of the customs control, thus she couldn’t come to help me. I could
barely scramble out the wheelchair to stand upon my own legs. Both the airport
and the customs crew were so shocked, that they were afraid even to look at
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me. They felt embarrassed, as caught unprepared for such a situation. But the
best was still waiting to me - boarding the plane.

The flight attendants got surprised that somebody needed a lift, because
he or she couldn’t go up the stairs. They started running around chaotically for
a while, then they searched for the lift keys or something like that. All fellow-
travellers shuffled around their feet since they didn’t understand what was
going on. Finally, the lift started moving and they took me down. When they
finally “parked me” in my wheelchair on the runway, all the other passengers
had already been on the bus. And so we kept waiting, nobody knew what for.
Then, an ambulance came from behind another bus, or, to be more precise
- it was some kind of “approacher” which should be placed in a museum, just
next to the wheelchair | was sitting on. Two male nurse “attendants” just like
from Hitchcock “s horror film got off the vehicle - creased and greasy in rubber
gloves. They had no idea how they were going to get me into the ambulance
on a sliding seat that had a broken side. Since | ‘m not able to make the basic
movement to step up two shaky car steps, the only option was to take out
the wooden deck-chair, put it on the ground and somehow push me on it.
At that moment, my assistant came with an idea that the bus that had driven
the passengers to the plane was a low-floor bus. And with some proper help
I could have got through the small step that it had. And so we made it happen!
The flight attendant called the bus through a walkie-talkie, with the help of my
assistant | got on and they gave me a hundred meters ” lift to the plane. If | had
known it earlier, | would have walked the distance hands down and with no
troubles at all.

Next to the plane, the two “attendants” from the ambulance were already
waiting for us (again). They jumped out just like in an action film and began
pushing me up the narrow, steep stairs into the plane. However, this wasn’t
a low-floor bus, but a plane. I had no chance to get inside on my own legs.
Just then, one of the “attendants” came with an idea to bring another movable
chair, which was quite narrow and safe. They placed me almost on the ground,
because the chair had no legs and as if | was an astronaut they fastened my
seatbelts and with the highest possible effort, got me on board of a small plane,
where all co-passengers were already grinding their teeth.

Something similar happened while getting off the plane, but | “d rather not
repeat myself. Nevertheless, | remember very clearly that in Bratislava, standing
with my feet on the firm ground again, | said to myself: “ [ “ve had enough...
never more...!”

But now, | have a naive hope that these services work properly and I might
have got up enough nerve to try them again. But are these airport assistant
services already prepared to provide the same level services as in the EU?
I'll see... ©
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Zopar slov na zaver...

S radostou a velkym zdaujmom som si precital texty knizky ,Kamienky
z mozaiky”, publikdcie Sekcie mladych reumatikov pri Lige proti reumatizmu
na Slovensku. Obzvlast preto, Ze vac¢sinu autorov poznam aj ako pacientov. Za
kazdym clankom sa skryva zaujimava vypoved. Je mi sympatické, Ze mnohé
prispevky st skutocne velmi osobné a jednoducho pravdivé. A preto si dole-
zZité publikacie podobného charakteru, lebo aj cez pisané slovo sa da pomoct.

Viem, ¢o hovorim. Naucila ma tomu nielen moja takmer Stvrtstoro¢na prax
reumatoléga v Ndrodnom Ustave reumatickych choréb v Piestanoch (predtym
Vyskumny Ustav reumatickych chordb), ale aj osobnd skdsenost. Dobre
pozndm, ¢o je to bolest a obava z budicnosti. Som toho ndzoru, ze ziadny
reumatolég, ktory by mal aspon malud chvifocku prilezitost zazit na vlastnej kozi
o ¢om su bolesti jeho pacientov, by sa uz nikdy viac nedokazal zaodiet do
bieleho plasta bezcitnosti a bezohladnosti.

Je GZasné, ak sa m6Zeme na niekoho obratit vo chvilach, ked sa mame zle,
a v td pravu chvifu k nam vystrie svoju pomocnu ruku. Nezadlezi na tom, akou
formou. Mne samému najviac pomaha, ked viem, Ze si na mna ktosi spomenie.
Stalo sa mi to aj prednedavnom pocas navstevy sv. Otca v New Yorku. Moj
pacient - reumatik a dobry priatel' mi poslal priamo zo stadiéna, na ktorom sa
slizila sv. omsa, spravu s textom: ,...spominam a myslim na teba”.

Aj prispevky v tejto knizke svedcia o tom, Ze nie sme sami a mame okolo
seba ludi, ktori si na nds spomend v nasich tazkych chvilach.

Prajem Klubu Kibik dobri a $tastni cestu ku kazdému dietatu a mladému
reumatikovi, pretoZe aj takto sa trhajd mraky a presvita slnko...

Vas Frantisek Mateicka
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A Few Words at the End...

| finished reading the articles in Mosaic Pieces, a publication of the Youth
Section of the League Against Rheumatism in Slovakia with great interest and
pleasure. Especially because | know most of the authors as patients. There’s an
interesting confession hidden in each article. | like the idea that many of the
contributions are very personal, honest and real. That is why publications of this
kind are so important. A printed word can have a power to help, too.

| know what I am writing about. Not only | have been dealing with it during
my nearly twenty-five-year-long practice as a rheumatologist at the National
Institute of Rheumatic Diseases in Piestany (former Research Institute of
Rheumatic Diseases) but | also know it from my personal experience. | know
the pain and worries about the future very well. | am sure that if any of the
rheumatologists would, at least for a short time, go through such a first-hand
experience of pain in the same manner as their patients do, they would never
be able to hide behind their “white coat of heartlessness and disregard”.

It's wonderful if you have somebody to lean on during the hard days; when
you feel awful and there’s someone who offers a helping hand right there
when you need it. It doesn’t matter how or why. What helps me most is when
someone remembers me. It happened in New York some time ago during
the visit of the Holy Father. My rheumatic patient and a good friend sent me
a message directly from the stadium where the holy mass was being held: “...
remember and thinking of you”.

The contributions in this book also indicate that we are not alone and that
there are people who think of us in difficult moments.

I wish the Little Joint Club a good and safe journey to every child and young
rheumatic moving the clouds apart and bringing a ray of sunshine into their
lives...

Yours, Frantisek Mateicka

KAMIENKY Z MOZAIKY 2
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Kamienky

Vela lkamienkov sa pomest/
do farebnej mo-aiky Zitia:
mnohé vnorené do bolesti
sa ako vtak bez kridiel citia.

Iné tancuju svoj Zivot v hmle,
ale na ceste nezabludia;
dalsi sa z miesta nepohne,
ked’ mu nevedia poméct ludia.

Hrdinom nie je len horal,

aj kamienlu za vrchmi cnie sa:
Jjeden z nich statocne zdolal
prvu ozajstnu turu - Plesa.

Dni cvalaju, hoc “ sa to nezdd,
osud kamienky hadze do studne:
zapadilo slnko, zhasla hviezda,

z nadhernej zvonkohry ubudne...

Na nebi farebne vonia diha,
niekto z nej k-mienky vykrada:
je chudak, kto sam sebe luha.
Jeho ciel - peniazi hromada.

Zivot je krdsny nielen v bdsni.

Kamienok, tvoj ddel je pestry.

Vsetky cierne myslienky zhasni,
v srdci si lasku a stastie prestril
,Iba nezostat lezat' na zemi!”
Kamienky, to je dobra volba,
ktord vsetko na dar premeni,

a mozaika vam raz za to hold vzda.
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Peb les

So many pcb ' les may cram to fit Tvoj obrazok/Your ’s picture
into the bright mosaic of life:

those plunged down in the pain’s bad hit
may feel like birds whose wings were slit
by someone’s sharp, merciless knife.

Others dance their lives in fog,

not getting lost while on the way;
still others can’t to make their walk
if not helped out from their dismay.

The highlander is surely not the only hero of the hills,
here, the pchb ' le also longs

for the mountains’ rocky slopes:

it climbed up one, that very day, with all its scanty skills -
when hiking first to reach the lakes so hidden in the hills.

Days gallop with frenzy speed, almost unnoticed.
Into the deepest wells of time

the fate casts pcb ' les one-by-one:

the sun has set, the stars have blackened,

the chimes of beauty silenced, wreck-end...

The rainbow smell in all the colors, hanging firmly from the sky,

Someone takes the peb les out there, thief of colors? Tell me why?!
The man who use to lie to himself - as a poor wretch should be seen,
his goals live in the money basket, full packed belly, fear and spleen.

The life is wonder: exceeds mighty any praise a poet gives.
Peb ' lel Your fate is lively, full of colors, sometimes bliss.
All your thoughts enmeshed in darkness

get away with brighty switch!

Heart with love and joy fulfill,

like a table set with beauty

for a lovely party pitch.

“Just don’t loll all time around,

as if stuck badly to the ground!”

Peb ' les, this truly is yours bravest choice:
so let’s get up and let’s rejoice!

Making good for gift of fun

to please all those that are around.

And the mosaic will pay you homage...
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