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Par slov na uvod...

Byt MAMOU, ¢i uz fyzickou alebo nahradnov, je iste
najkrajsie povolanie v Zivote kazdej Zeny. Matka a otec,
ktori privitaji na svet novy zivot, tym spolupracujiu na
velkom diele stvorenia. Toto poslanie je krdsne a narocné
zdrovern.

Mamy pre svoje deti znamenaji to najlepSie
a najblizsie ¢o vnimaji od prvych momentov svojho jest-
vovania. Deti vdacia mamdm za zivot a lasku, ktorou ich
kazdy den zahfiajd.

Priprava tejto knizocky bol specidlny pocin, ktorym
sme chceli povedat vsetkym mamam reumatickam, ze si
za svoje odhodlanie zasltizia obrovsky obdiv a dctu, a zvldst budidcim nddej-
nym tehulkdm a mamickam dopriat viac informdcii a povzbudenia v nddeji, ze
vsetko je, i napriek chorobe a bolestiam, mozné...

Prispevky sme zbierali niekolko rokov. Podarilo sa dat dokopy unikdtny
materidl, ktory nesmie zostat nepovsimnuty. Napriek vaznej téme, akou je MA-
TERSTVO A REUMA, pribehy su pIné optimizmu, nadeje a radosti.

Vdzme si svoje mamy. Hovorme im to tak casto, ako sa len da. Povedzme
im, Ze ich milujeme, lebo ony nds milovali uz skor ako nds uvideli.

Jana Dobsovicova Cernakova




A few words to begin ...

Being a MOM, whether natural or substitute, is cer-
tainly the most beautiful profession in every woman’s life.
A mother and a father, who welcome a new life into the
world, thereby collaborate on a great work of creation. This
mission is beautiful and challenging at the same time.

Mothers represent the best and the nearest their chil-
dren can perceive from the first moments of their existen-
ce. Children owe their mothers for life and the love they are
given every day.

The preparation of this booklet was a special achieve-
ment, in which we would like to tell all rheumatic mothers
that they deserve tremendous admiration and respect for their commitment;
particularly, hopeful future pregnant women and mothers indulge with more
information and encouragement, hoping that in spite of illness and pain, every-
thing is possible ...

We have been collecting the contributions for several years. We have
managed to assemble a unique material that can not stay unnoticed. Despite
the serious topic, such as MATERNITY and RHEUMATISM, the stories are full of
optimism, hope and joy.

Let ’s respect our moms. Let 's show them our respect as often as possible.
Let ’s tell them, that we love them, for they loved us earlier than we were born.

MOTHERS can replace the baby everybody, but a mother can be replaced
by NOBODY...

Jana Dobsovicovd Cerndkovd
Preklad Ingrid Regiecova




Vazeni citatelia,

je pre mna velkou ctou napisat prihovor do mo-
nografie Mgr. J. Dobsov:cove/ Cerndkovej. St to pribehy
o ludskom stasti u pacientiek trpiacich na zdpalové re-
umatické choroby, ktoré priviedli na svet zdravé dietky.
Je obdivuhodné ich odhodlanie a statocnost. Kazdy pri-
beh, ktory si precitate, ma svoj zaujimavy a hlboky zmy-
sel, ktory vyzdvihuje ich stato¢nost' a odvahu. Myslim si,
Ze kazuistiky o tehotenstve a materstve u pacientiek S0
zdpalovymi reumatickymi chorobami maju vymmocnu originalitu a Mgr. Jane
Dobsovicovej Cernakove/ patri absolutérium za jej humdnny pristup v proble-
matike tehotenstva u Zien so zapalovymi reumatickymi chorobami. Som pre-
svedceny, ze Gzasné pribehy budt poucné nielen pre nasich Citatelov, nielen na
Slovensku, ale aj v zahranici.

Prof. MUDr. Jozef Rovensky, DrSc FRCP
riaditel NURCH Piestany

Dear readers,

Itis a great honor for me to write a prologue to the i I
monograph of Mgr. J. DobSovi¢ova Cerndkovd. These =
are stories about human happiness in patients suffe-

ring from inflammatory rheumatic diseases that brou-
ght healthy children into the world. Their commitment : .
and bravery is admirable. Every story you read, has its .
interesting and profound meaning, which highlights 3

their bravery and courage. | think, the case reports on

pregnancy and maternity in patients with inflammatory rheumatic diseases
have an exceptional originality and Mgr. Jana Dob3ovic¢ova Cernakova deser-
ves discharge for her human approach to the issue of pregnancy in women
with inflammatory rheumatic diseases. | believe that these great stories will
be instructive not only for our readers, not only in Slovakia, but also abroad.

Prof.MUDr. Jozef Rovensky, MD FRCP
Director of NURCH Piestany
Preklad Ingrid Regiecova



MOJE REUMATICKE STASTIE

Meno: Barborka, mali Jonasko a Jergusko a tatino Dominik J.
Vek: 31 rokov

Dg.: JIA

Rok tehotenstva: 2011, 2013

Liecba: Prednlson, Mtx, Enbrel, pocas tehotenstva ziadna, v pripa-

de bolesti Paralen

Moj Zivot s reumou sa zacal pocas letnych
prazdnin v roku 1998. Mala som sladkych 16 ;a
a toto leto som si predstavovala tdplne inak. ‘_
Prekonala som chlamydiovu infekciu a od
toho dna to islo zavratnou rychlostou. Vysoké
horticky, vyrazka po celom tele (mapy), ne-
mocnice, vysetrenia. Po niekolkomesacnych
peripetidch a mnohych diagnc’)zach (leukémia,
sepsa a pod.) som sa nastastie dostala do rik
pani doktorky Koskovej do NURCH. Bola som
v hroznom stave. Po prvotnej liecbe mojej pe-
Cene, ktord bola po tolkej zbytoc¢nej liecbe tpl-
ne zmrzacend, som sa zacala liecit uz cielene na moje konecne definované
ochorenie. Diagnéza znela juvenilnd idiopaticka artritida. Bolo to ndroc¢né,
ale bojovala som ako sa dalo. Trapila som sa, rozmyslala som o sebe, o bu-
ducnosti, ¢i o moznostiach bytia alebo nebytia, no nevzdala som to. Ukoncila
som gymndzium a aj vysokd skolu.

Svojho manzela som stretla pred 6 rokmi. Od zaciatku sme obaja ve-
deli, Ze chceme mat spolu diefa a stat sa rodinou. N&s vztah, po¢nic prvymi
stretnutiami, rozhodnutiami a planmi bol pre nds jedinecny, Cisty a krasny. No
cesta k naplneniu nasho sna bola vel'mi tazka a trnista.

Prvykrat som otehotnela este pred planovanou svadbou. Bolo to v ob-
dobf, ked’ som sa na tehotenstvo z reumatického hladiska uz pripravovala.
MTX som uZ nebrala a pomaly som prestavala uZivat aj biologicku lie¢bu.
Bolo to velmi ndro¢né a aj kruté obdobie. Viedla som stikromné minicen-
trum na opatrovanie deticiek, ktoré vyzadovalo vela energie. Avsak velmi
ma trdpilo to, Ze manzelova rodina ma neprijala a brojila proti mne. Bola
som chord a asi nedobra pre ich syna. Pod obrovskym psychickym tlakom
som nase dietatko potratila. Vel'mi to bolelo. Na dusi i na tele. A ovela viac
ako kedykolvek predtym plakali so mnou aj moje klby Prekonali sme vsak
i toto a paradoxne dietatko, ktoré sa nenarodilo, nds vtedy este s budidcim
manzelom stmelilo a posilnilo nas vztah. O tri mesiace neskér sme mali svad-
bu a s nadsenim som zistila, Ze mam pozitivny tehotensky test. Tesila som sa
ako malé dieta, no zdroven som mala obrovsky strach z toho, ¢i sa to celé
nestastie nezopakuje. Ten pocit ma sprevadzal celych, pre mna nekonec¢ne
dlhych 9 mesiacov.




Pocas tehotenstva som nebrala Ziadne lieky. Reuma nadalej spala, no
psychicky bolo toto tehotenstvo tazké a ja som sa tesila na den, kedy uz bude
nas vytizeny chlapéek v mojom ndruc¢i a ja budem na vlastné oci vidiet,
ze je v poriadku. Jondsko prisiel na svet planovanou sekciou. Samozrejme,
aj po porode som pravidelne chodila na reumatolégiu. Reuma si pokojne
spinkala a ja som bola prirodzene nadsend a uzivala som si to. Okrem kla-
sickej mamickovskej inavy som sa citila super. Ked” mal Jonasko 13 mesiacov,
rozhodli sme sa (aj na popud a so stihlasom reumatologicky), Ze vzhlfadom
na pretrvavajlcu remisiu nema vyznam dalsie tehotenstvo odkladat. Mesiac
nato som otehotnela.

Druhé tehotenstvo bolo ovela vyrovnanejsie, stastnejsie a veselSie. Ve-
rila som, ze bude vSetko ako mad byt, i ked’ som mala obcas mald dusicku
plnd obdv. Jonasko mi ale nedovolil vela premyslat, pretoze pri starostlivosti
onho a o rodinu som nato jednoducho nemala ¢as. Ani pri tomto tehotenstve
som neuzivala Ziadnu mimoriadnu lie¢bu. Citila som sa vyborne! Jergusko,
druhy syncek, sa narodil pred 9 mesiacmi, opét pldnovanou sekciou. Ni¢
nenasvedc¢ovalo tomu, Ze by reuma mala zaklopat opat na dvere. No privel'ka
zataz, naro¢né obdobie Ziarlenia starsieho synceka na babétko, nedostatok
spanku a vycCerpanost td ,potvoru” prebudili.

Tri mesiace po druhom poérode som uz sedela so slzami v ociach
a bolestami na reumatolégii. Vedela som, Ze je to tu zas. Citila som, ako sa



choroba prediera mojim telom a opat som vnimala
jej intenzitu. Pani doktorka Les¢inova bola z toho
hdadam este nestastnejsia ako ja. Trvalo mi tyzden,
nez som sa s tym zmierila. Vedela som, Ze sa to
moZe stat, ale nikto nevedel, kedy. A predsa len,
¢lovek si velmi rychlo a rad zvykne na Zivot bez
bolest, na zivot ,obycajného zdravého cloveka”.
Boli to kruté, bolestivé rana, ked som s placom
musela prebalovat mladsieho synceka a ked” som
sa uz ani nevladala radovat z toho starsieho. No po
niekolkych tabletkach Prednisonu sa to zmenilo.
Ulavilo sa mi a vrétila som sa spat ako Mama, Xena-bojovnicka!

Momentdlne som nastavena na liecbu Prednisonom a MTX. Citim
sa lepsie, ale zial, tendencia zlepSovania sa celkového terajsieho stavu je
v nedohladne. Sd dni lepsie a st dni horsie. Nie je to jednoduché, pretoze
mama si nemo6ze dovolit zloZit sa a fiiukat. Velakrat ani necitim bolest. Idem
cez fiu, krd¢am po nej bezohladne a ignorujem ju. Ved” musim navarit a Zit
Zivot klasickej mamy a manzelky. Casto sa rano zobudim a citim, Ze dnes to
bude naroc¢né a zlé. Celé predpoludnie pretrpim. No snazim sa na to pozerat
realisticky. S tym, Ze mam reumu som sa musela zmierit uz pred tymi 15 rok-
mi. Choroba je tu, je mojou stcasfou a odmieta ma opustit. Som vdacnd
za akykolvek liek, ktory mi méze pomédct. Vdaka medicine vyzeram ako
vyzeram, Zijem a hlavnhe mam dve krdsne a zdravé deti. A to je to najvacsie
Stastie svetal!

Okrem liekov mi poméaha hlavne psychicka pohoda, moj Gizasny manzel,
rodina, priatelia a humor. S humorom je aj Zivot s reumou GzZasny. Som na
seba prisna. Pravidelne cvi¢im (dno, dd sa to aj pri dvoch malych detoch).
Dadvam si pozor nato, ¢o zjem. Zistila som, ¢o mi robi dobre a ¢o naopak, nie.
Su dni, ked’ totdlne vyCerpand a ubolena odpaddavam vecer do postele, ale
to asi pozna kazdd mama. Mojou pridanou hodnotou je prave reuma. Pekne
si s fou spolunazivam a stdle sa vieme a musime nejako dohodnit. Snazim
sa stale usmievat. Radujem sa z kazdého pokroku mojich deti, z dspechov
manzela. Tesime sa jeden z druhého. Od budiceho mesiaca zacnem uzivat
opat biologickd liecbu a nesmierne sa tesim. Verim, Ze u mna opat tak efek-
tivne zaberie a Ze remisia nedd na seba dlho cakat.

Aj napriek tomu, Ze sa reuma vratila spat, tizim byt mamou aj do tretice.
K dvom chlapcom by sme si vel'mi priali i dievcatko. A ak sa narodi chlapcek?
Nevadi. Budem kralovnd s tromi malymi princmi a Gzasnym krafom. Ked’
bude cesta k babatku bolavd a tazka - nech! Rada to risknem! Som predsa
optimistka a Mama-bojovnicka.

Bolest je vlastne velky dar. U¢i ma byt lepsSou, trpezlivejSou a empa-
tickejSou voci druhym. Ak sa tento sen o dalSom dietatku nenaplni, prezi-
jem i to. Ved' zivot mi dal toho uz tak vela - Jonaska, Jerguska a manzela
Dominika. Mojich troch supermuzov. Viac mi uz k méjmu reumatickému
$tastiu netreba.
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MY RHEUMATIC HAPPINESS

Name: Barborka, little Jonasko and Jergusko, daddy Dominik ).
Age: 31
Dg: JIA

Years of Pregnancy: 2011, 2013
Treatment:  Prednison, Mtx, Enbrel, during the pregnancy - none, in
case of pain - Paracetamol

My life with RA began during the summer holidays in 1998. | was swe-
et 16 and | had imagined this summer quite differently. | had gone through
chlamydia infection and from that day everything just started - high fever, rash
over the whole body (maps), hospitals, examination...

After a several-month-long odyssey journey and many diagno-
ses (like leukemia, sepsis, etc.), | came to MUDr. Koskova to NURCH.
I ' was in a horrible condition. After the initial treatment of my liver that had
been crippled by a completely unnecessary treatment, | started to be cured
according to the correctly defined diagnosis called juvenile idiopathic arthri-
tis. It was very difficult, but | fought as I could. I was worried, | was thinking
about myself, about my future, about being or non-being, but | did not give
up. | graduated from Secondary grammar school and even University.

I met my husband 6 years ago. We have both known from the beginning
that we want to have a child together and become a family. Our relation-
ship, starting with the first meetings, decisions and plans about the future,
was unique, pure and beautiful. But the path to the fulfilment of our dre-
am was very difficult and thorny. | had got pregnant for the first time before
the planned wedding. At that time, | was preparing to pregnancy from the
rheumatic point of view. | wasn’t on MTX and | slowly ceased to take the
biological treatment. It was a very difficult and even a cruel period. | was
running a private mini-center for nursing young children. It required a lot of
energy. However, | was very upset that my husband’s family did not accept
me and campaigned against me. | was sick and probably not good enough
for their son. Under enormous psychological pressure, | suffered a miscar-
riage. It hurt very much. On the soul and the body. And my joints, even
more than ever, were crying with me. We overcame it, and what is more, the
child who was never born strengthened our relationship with my future hus-
band. Three months later, we had a wedding and | found out | was pregnant.
On one hand, | was looking forward to the baby very much. On the other
hand, | was really afraid whether the whole misfortune with the baby would
not happen once again. The fear accompanied me, for me endlessly long,
nine months.

During the pregnancy, | did not take any medication. My arthritis re-
mained asleep. However, mentally this pregnancy was very demanding and
I was looking forward to the day when | would hold our baby-boy in my
arms, seeing he is healthy and okay. Our baby, Jonasko, came to light by



planned cesarean section. Of course,
after his birth, I regularly visited my rhe-
umatologist. Arthritis was sleeping and
| was naturally excited and | enjoyed it.
Except for classical motherhood tired-
ness | felt great.

When Jonasko was 13 months
old, considering the continuing re-
mission we decided (on the sugges-
tion of my rheumatologist) not to
delay the next pregnancy. A month
later, 1 got pregnant. The second
pregnancy was much more balan-
ced and happier. | believed that
everything would be OK, even though | sometimes had my heart in my
mouth. However, because of taking care of my son, Jonasko and the fa-
mily I simply did not have time to think about it so much. In this pregnan-
cy, | again did not have any special treatment. | felt great! Jergusko, the
second son, was born 9 months ago, again by planned cesarean section.
There was no evidence that RA should knock on the door. But probably the
physical and mental stress, the difficult period of jealousy of our older son
to his baby-brother, lack of sleep and fatigue wake “the Monster” up. Three
months after my second childbirth, | was sitting in tears in horrible pains at
my rheumatologist. | knew that it was there again. | felt how the disease was
attacking me and | perceived its intensity. My rheumatologist, Doctor Lesci-
nova, was even more disappointed from my health condition than me. It took
me a week to put up with it. | knew it could happen, but none knew when.
Actually, it is very easy to get used to a life without pain, to live a life of “an
ordinary, healthy person”. That time was full of very cruel, painful mornings.
I cried when | had to change the diaper of my younger son and was not even
able to enjoy the older. But after a few Prednisone tablets, it changed. They
made me feel better and | came back as mom-Xena - The Warrior Princess!
At the moment, my treatment is set to Prednisone and MTX. | feel better,
but unfortunately, the trend of the overall improvement of my current situ-
ation is with no end in sight. There are good as well as bad days. It's not
easy, because mothers cannot afford to fall or moan. I often do not feel the
pain. | somehow go through it, walk on it recklessly and ignore it. After all,
I have to cook and live a life of an ordinary mother and wife. When | wake
up in the morning, | often feel that that day will be difficult and bad. But
I am trying to be realistic. 15 years ago | had to put up with the fact that |
would be suffering from RA. The disease is here. It is a part of my life that
refuses to leave me. | am thankful for any medicine that helps me. Thanks
to medicine I look how I look, I live as I live and, mainly, | have two beau-
tiful and healthy children. And this is the greatest happiness of the world!
Except the medication, there is psychological well-being, my amazing hus-
band, family, friends and humour that help me a lot. Life can be amazing
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even with rheumatism if you live it
with humour. | am very strict to myself.
| exercise regularly (yes, it is possible
even with two little children) :-). | pay
attention to what | eat. | have found
out what makes me feel better and, on
the contrary, what doesnt. There are
days when totally exhausted and sore
I tumble into my bed in the evening, as
probably every mother. Rheumatism is
actually my added value. We are try- =

ing to live in harmony and always have _@

to come to an agreement together. : :

| always try to keep smiling. | am trying

to enjoy each progress of my children as well as my husband s success. We
are looking forward to one another. Next month, | am starting with the bio-
logical treatment again and | am looking forward to it very much. I believe
that it will be as effective as before and the remission will be coming soon.
Despite the fact that arthritis is back again, | long for being a mother even for
the third time. We would be very happy to have two boys and a girl as the
third child. And what if it is a boy? Never mind. | will be the queen with three
amazing little princes and a fantastic king. If the journey towards the baby is
full of pain and difficult, it doesn "t matter; I will risk it! After all, I am an opti-
mist and a mother-warrior.

Actually, pain is a great gift. It teaches me how to be better, more patient
and empathetic towards others. If this dream about the third baby does not
come true, | will accept it. After all, life has already given me so much - Jo-
nasko, Jergusko and my husband, Dominic. My three super men. | do not
need anything more to my rheumatic happiness.

Prelozila Ingrid Regiecova



NAS TAZKY KONIEC S KRASNYM ZACIATKOM

Meno: Barborka a maly Marianko F.

Vek: 30 rokov

Dg.: RA, nekrotizujtica vaskulitida, glomerulonefritida
Rok tehotenstva: 2009

Liecba: Imuran, Agen/Lomir, Prednison, Delagil

Vsetko sa zacalo na zakladnej sko-
le, ked som spadla z bicykla. Obycajna
rana sa nechcela zahojit, Postupne sa
pridali opuchy a bolesti klbov. Z kolena
mi odobrali vzorku, ale aj tato rana sa
mi tazko hojila. Absolvovala som nespo-
cetné mnozstvo vysetreni. Nakoniec
som skoncila na ORL, kde mi vybrali
mandle. Po prepusteni z nemocnice sa
mi rana po zékroku otvorila a ja som za-
cala krvacat z nosa a Ust.

Ani som sa nenazdala a opét som
bola v nemocnici. Bola som mald, vy-
strasend a vObec som nechapala, ¢o sa
so mnou deje. Lekari hladali a hladali
priciny mojej choroby. Robili mi neko-
nec¢né testy a ich konecny verdikt znel
trikrdt desivo: reumatoidnd artritida,
nekrotizujlca vaskulitida, glomerulone-
fritida. Vtedy som nerozumela ni¢omu, no dnes uz viem, Ze bunky v tele
napadaju vlastné bunky, velké nekrotizujdce rany na lytkach mi zanechali ne-
pekné jazvy, nuz a tretia diagnéza je postihnutie obliciek. Za tie roky som sa
naucila s ochorenim Zzit a pochopila som, Ze nemd zmysel s nim bojovat, ze
ho musim chtiac- nechtiac tolerovat. Naucila som sa rozpoznavat signaly, kto-
ré mi telo vysiela. Dokonca som mala aj frajerov, snazila som sa zit ako kazdé
iné dievca v mojom veku. Ked som konecne spoznala muza, s ktorym som
si vedela predstavit spolocnt buddcnost, zistili sme po Siestich mesiacoch
chodenia, ze ¢akdame babatko.

UZivala som lieky ako Imuran, Agen, Prednison. Ak chce Zena otehotniet,
musi sa od Imuranu Cistit priblizne 9 mesiacov. Kedze my sme dietatko nepla-
novali, nebola som nato pripravena. Lekarka mi Agen, lieky na vysoky krvny
tlak, zmenila na Lomir sro a Imuran vysadila. Na interrupciu sme ani nepomys-
leli, aj ked” sme boli spolu kratko a moje zdravie bolo vdzne poskodené. Celé
tehotenstvo bolo ukdzkové, tlak som mala vynikajlci, oblicky pracovali ako
hodinky, klby neoptchali, krvné testy na jednotku. V 21. tyZdni vSak nastali
problémy. Krdtila sa mi hlava, mala som vel'ké bolesti, tlak stipal nebezpecne
vysoko, stracala som vedomie. Prijali ma do nemocnice a lekari museli pre-
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rusit moje tehotenstvo. O babétko
som pridla. Diagnéza znela HELLP
SYNDROM. Pre priblizenie toho,
o to vlastne znamend, pridavam
kratku charakteristiku:

Hellp syndrom - zdvazna
komplikacia tehotenstva, ktord sa
vyskytuje samostatne alebo v su-
vislosti s tazkou preeklampsiou
a ma typicky laboratérny obraz.
Najcastejsie sa HELLP syndrom vy-
skytuje u starsich viacrodiciek do
36. tyZzdna tehotenstva. V 70 per-
centach pripadov sa objavi pred
porodom, v 30 percentach az po
porode. O zdvaznosti tohto syn-
dromu sved¢i zvySena materskd
(3 - 4 %) i perinatdlna (5 - 25 %)
mortalita (Gmrtnost). Vyskyt ocho-
renia sa uvadza 1 na 150 az 300
porodov. Podstatou syndrému je
poskodenie endotelu (vnutornej
vystelky) cievnej steny s generalizovanym vazospazmom (vazospazmus =
kice zasahujlce cievy), s ndslednym multiorganovym poskodenim a aktiva-
ciou koaguldcie (zrdzavosti). Pric¢ina poskodenia endotelu nie je celkom jasna,
existuje niekol'ko hypotéz. Dominantnym priznakom je bolest v nadbrusku,
alebo na pravej strane pod rebrovym oblikom, vysoky krvny tlak, bielkoviny
v moci, hmotnostny prirastok, opuchy, vracanie alebo nutkanie na vracanie
a symptomy podobné viréze, ako si maldtnost, Gnava, bolesti hlavy, poru-
chy zraku, prejavy krvdcavosti... Priebeh tohto ochorenia sa neda ovplyvnit
konzervativnou terapiou a pokial' sa tehotenstvo neukonci, vedie az ku Zivot
ohrozujicim komplikdciam. Najzavaznejsie su diseminovand intravaskuldrna
koagulopatia (roztrisena vnutrocievna porucha zrazavosti krvi), predcasné
odlicenie placenty a akitne zlyhanie obli¢iek, opuch plic, opuch mozgu,
roztrhnutie puzdra pecene, brusna vodnatelnost a odlicenie sietnice. Pre
plod je najvacsim rizikom vnitromaternicova rastovd retarddcia a nedostatok
kyslika. Recidiva ochorenia je nepredvidatelna. Kauzalnou lie¢bou je ukon-
Cenie tehotnosti, konzervativna liecba sa vyhradzuje len pre popérodné ob-
dobie. Tehotenstvo sa v tomto pripade ukoncuje cisdrskym rezom so snahou
o minimalnu krvnd stratu (http://www.dieta.sk/index.php?page=1&type=new-
s&id=11&method=main&art=2072&pg=6).

Skoro som vtedy prisla o Zivot aj ja, ale ten hore to chcel inak a tu sa teda
moj pribeh nekondi, ale naopak, prave iba zacina.

Ked som sa po zdkroku prebrala, sedela vedla mna akasi pani. Spytala
som sa, ako jej m6Zem pomoct. Len sucho odpovedala: ,Som psycholdg,
vyrozprdvajte sa zo svojich pocitov.” Poslala som ju pre¢. Neskor prisla




upratovacka a pri umyvani dlazky prehodila: ,Sup, $up, vy ste po porode,
mali by ste sa prechadzat!” Celé to zaklincovala lekarka na vizite. Ked” som
sa spytala, ¢o sa stalo, odpovedala: ,Potratili ste, nie ste prvd, ani posledna.”
Pripadala som si ako v zlom sne, Ziaden ¢ierny humor nemohol byt krutejsi.
Po par dnoch, pri prepustani mi dali prepustaciu spravu. Ked som ju citala,
skoro som spadla z n6h. Bol tam zaznam inej pacientky, perom preciarknuty,
ktory dalej pokrac¢oval mojou diagnézou. Nevedela som, Ze nase zdravot-
nictvo je na tom az tak zle. Alebo som mala prave ja takd smolu?! Pri vybere
stehov, ked” mi lekar stlacil brucho, vyslo zo mna jedno bolestivé AU. A jeho
reakcia? ,To tak placete, aj ked’ sa Vas manzel dotyka?” S kamennym vyra-
zom tvare, oslahana lekarskymi perlami ducha som mu ozndmila, Ze manzel
sedi vonku, nech sa ho teda ide pokojne opytat. Majkovi som nepovedala,
¢o sa za dverami odohralo, bol by schopny tam vtrhnit a nechcem vediet,
ako by lekar dopadol. Jednoduché pravidla [udskosti, empatie a individual-
neho pristupu sa v mojom pripade, pre niekoho rutinnom, nechcelo, zabudlo
jednoducho - neundvalo uplatnit... Bolo mi z toho smutno, vel'mi smutno
a vidite, dodnes si pamatam kazdé jedno slovo.

Prvé tyZdne velmi boleli. Ani nie tak rana na bruchu, ale rana v srdiecku.
Este i teraz, ked' piSem tieto riadky, sa mi tisnu slzy do o¢i. Zivot viak ide dalej
a takisto sa rozvija i méj pribeh.

Doma, po prekonani sklamania, zifalstva a beznddeje, po mnohych
spolo¢nych rozhovoroch padlo slovo adopcia. Vel'mi, velmi som tizila po
dietatku. Manzel je zdravotnik, poznal moje diagnézy a suhlasil so mnou.
Zacali sme vybavovat vietky ndleZitosti stvisiace s adopciou a o 18 mesia-
cov sme mali krdsne novorodeniatko. Matka bola neplnoletd, biela, zdrava.
Zamilovali sme si ho hned’ pri prvej navsteve, pri prvom pohlade a dotyku.
Dnes ma na$ Maridnko dva roky a je to nase slniecko. Prestahovali sme sa
na dedinu, staviame dom, kde budeme mat opatrovatelské zariadenie pre
deti. To, Ze je Maridnko adoptovany netajime, oslavujeme aj den, kedy prisiel
do rodiny. Adoptované deti su vrelo milované deti. Uz dnes vieme, Ze s jed-
nou adopciou sme neskoncili. Mame v srdciach a v dusi vela lasky, o ktord
sa obaja chceme podelit aj s dalsimi. Ved kazdé dietatko potrebuje teplo
domova a pocit, Zze niekam patri a Ze ho niekto bez vyhrad miluje. Deti sa
predsa na svet nepytaju!

Po vsetkom, ¢o som prekonala, sa lekari opat vratili k povodnej liecbe,
ktord najviac zaberala. A ¢o sa tyka m6jho pribehu, ochorenia ¢i utrpenia vam
zo srdca poviem - ak mdte v sebe lasku, o ktoru sa chcete podelit, mozete byt
na tom akokolvek zle, citit sa akokolvek beznadejne, prave laska vdm doda
chut Zit, postavit sa na nohy stdle znova a znova a zvlddnut nezvlddnutelné.
Ist ruka v ruke s ochorenim je nevyhnutné. TakZe sa s nim radsej nehadajte
a vsetko vyrieSte kompromisom. Vlastné dietatko mi choroba vzala, ale na
druhej - pozitivnej a optimistickej strane mi aj dopriala, Ze sa o dalSie, nech-
cené, mdzem starat. A tak to plne vyuzivam a som vdacnad. Vel'mi vdacna.

A uz len posledna veta: Laska je jediné bohatstvo, ktoré rastie tym, ze
sa on clovek s clovekom podeli.
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OUR HARD END WITH BEAUTIFUL BEGINNING

Name: Barborka and little Marianko F.

Age: 30 years old

Dg.: Rheumatoid Arthritis, Necrotizing Vasculitis, Glomerulo-
nephritis

Year of pregnancy: 2009
Treatment:  Imuran, Agen/Lomir, Prednison, Delagil

It all began at my primary school, when | fell off the bicykle. Common
wound didn "t heal well. Swelling and pain in joints followed. | got sample
taken from my knee, but this wound didn “t heal either. | had numerous exa-
minations, and finally ended up at ENT, when | had my tonsils removed. After
I got home from hospital, my wound opened and I bled to my nose and mo-
uth. In few hours | was back at hospital again. | was little frightened girl who
didn "t understand what is going on with her. Doctors were searching for the
source of my illness. After many tests, result was scary: rheumatoid arthritis,
necrotizing vasculitis and glomerulonephritis. Back then, | didn “t understand
either of those words, but now I know that cells attack other cells in my body.
Big necrotizing wounds on my calves left ugly scars and third diagnosis me-
ans renal disease.

I learned to live with those diseases after years, and found out that there
is no sense in fighting it, | have to accept it whether | want it or not. | began
recognizing signals my body is giving me. | even had boyfriends . | tried to live
like any other girl my age. When | finally found man, with who | could imagi-
ne my future, after six months of dating we found out that we are expecting
a baby. In that time | took medicine such as Imuran, Agen and Prednison.
When woman is trying to get pregnant, she has to be off Imuran for at least
9 months. As our baby was not planned, | was not ready for such situation.
My doctor changed my hypertension medicine - Agen - for Lomir and | got
off the Imuran. We didn "t even thought of abortion, even though we were
together for short time and my body was seriously damaged.

My whole pregnancy was specimen, my blood pressure was normal, kid-
neys worked perfectly, joints were not swollen anymore and blood tests were
very good. In 21st week of pregnancy problems showed up.

I had serious vertigo, huge head pain and my blood pressure went up,
I fainted. I went to hospital and doctors had to terminate my pregnancy. | lost
my baby. Diagnoses was HELLP syndrome. Here “e short characteristics:

HELLP usually begins during the third trimester; rare cases have been re-
ported as early as 21 weeks gestation. Often, a woman who develops HELLP
syndrome has already been followed up for pregnancy-induced hypertension
(gestational hypertension), or is suspected to develop pre-eclampsia (high
blood pressure and proteinuria). Up to 8% of all cases occur after delivery.

Women with HELLP syndrome often “do not look very sick.”[3] Early
symptoms can include:



«  In 90% of cases, either epigastric pain described as “heartburn” or right
upper quadrant pain

*  In 90% of cases, malaise

*  In 50% of cases, nausea or vomiting

There can be gradual but marked onset of headaches (30%), blurred
vision, and paresthesia (tingling in the extremities). Edema may occur but its
absence does not exclude HELLP syndrome. Arterial hypertension is a diag-
nostic requirement, but may be mild. Rupture of the liver capsule and a resul-
tant hematoma may occur. If a woman has a seizure or coma, the condition
has progressed into full-blown eclampsia.

I almost died, but someone wanted it other way, so my story is not over
yet, it only starts here. After | woke up in hospital, there was woman sitting
next to my bed. | asked her how can | help her. She just stated: ,| am psy-
chologist, you can talk to me about your feelings.” | sent her away. Later that
day charwoman came in and by cleaning the floor she told me: , Come on,
you are after labor, you should be walking around.” And all this terrible story
ends with doctor during the ward. After | asked her, what happened with me,
she told me: ,You lost your baby, you “re not first nor the last.” | felt like | am
in a bad dream. After few days | got my leaving report. | almost fell off my
feet when | read it. It was record of other patient, crossed with pen and under
that was my diagnose. I didn "t know our health care is that bad. Or it was just
my bad luck? At my stitch removal doctor pushed my belly really hard and
I couldn "t say anything else but ,Ouch”. And what did doctor say? ,Do you
cry like that when your husband is touching you?” With poker face, used to
such words from doctors, | had him noticed that my husband is sitting outside
and he can go and ask him. | didn "t even tell my husband about that story,
because he would want to talk to doctor and that wouldn “t be nice. Simple
human rules, empathy and individual approach were completely forgotten in
my case. | was sad about that, you can see | can still remember every single
word.

First weeks were
really painful. Wound
on my belly were not
that bad, but wound
in my heart was ter-
rible. Even now, when
I write those lines
I have tears in my eyes.
My life goes on and so
does my story.

At home, after
all we got through,
disappointed, furious
and hopeless, after
many long talks we
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came to idea of adopting a baby.
I really wanted child. My husband
is a medic, he knew my diagnoses
and agreed with me. We filled all the
forms needed and after 18 months
we got lovely newborn baby. Moth-
er was very young, but healthy. We
fell in love with the baby after we
saw him for the first time. Today
Marianko is two years old and he is
our sunshine. We moved to coun-
tryside, we are building our new
house, where we plan to have shel-
ter for children. We don “t make any
secrets about adoption, we even
celebrate day when he became part
of our family. Adopted children are
loved children. Today | know that
one adoption was not enough. We
have so much love in our hearts that
we have to share with others. Every
child needs nice home and feeling of belonging and being loved.

After all this time | got back to my first treatment, which worked best for
me. And the story of my life tells- if you have love in your heart that you want
to share, you can feel however bad, however helplessly, love is what keeps
you going. Living hand in hand with your disease is a must and you have to
find compromises together. My disease took my own baby, but in other hand
gave me other baby that was not wanted by his parents. | am very thankful
for that.

And final sentence: Love is the only treasure that grows by sharing.

prelozila Barbora Pacikova



SLOVO ,MAMA* STOJi ZA TROCHU BOLESTI

Meno: Dajka, dvojcence Jarka a Inka a tretia Lenka K.

Vek: t.¢. 51 rokov

Dg.: Psoriaticka artritida

Rok tehotenstva: 1986, 1988

Liecba: pri vzplanuti Tauredon (zlato), Sulfasalazin, Medrol, Pred-

nison; cca po roku Arava, po nej Equoral + MTX; t.¢. Sulfa-
salazin + analgetika, analgetické naplasti

MGoj zivot mal dplne normdlny priebeh.
Existovala som ako kazdy mlady clovek plny
energie, teSiaci sa z kazdého momentu,
ktory mu Zzivot prinasa. Zlomovy bod nas-
tal po dovrseni méjho druhého desatrodia.
Nikdy som si nemyslela, Ze ma osud tak
bezcitne zasiahne uz v mladom veku.
Viem, Ze existuju aj iné choroby, ktoré su
tieZ nevylieCitelné a pacient na ne zom-
iera, ale v mojom pripade nevyliecitelna
choroba nastastie neznamend aj smrtelnd.
Pacient vsak nedokdze Zzit plnohodnot-
nym Zivotom, pretoze kazdy jeho pohyb je
neuveritelne bolestivy. Hovorim o chorobe,
ktort pozname pod nazvom artritida, alebo
aj fludovo - reuma. Ak clovek ochorie na
artritidu a k nej pridruzend psoriazu (lu-
pienku), ktord som mala uz ako dieta, mys-
lim, Ze mu naozaj niet ¢o zavidiet.

A presne takto som ochorela. Ked som mala 6 rokov, psoridza u mna
prepukla a vrhla sa na celé telo. Ziaden kozny lekdr nevedel ngjst liek, ktory
by ma zbavil tych odpudzujtcich a svrbiacich vyrazok, supin a flakov. Mamka,
spolu so starou mamou, so mnou zo zufalstva navstevovali réznych ludovych
liecitelov. T sa mi snazili pomdct mastickami, olejéekmi, nahrievanim nad
tlejdcimi uhlikmi, odhanali odo mnia zlych duchov, zariekali, no ni¢ po dobu
piatich rokov nepomdhalo. Mamka bola nestastng, lekari vtedy este bezrad-
ni. Zmierila som sa s tym, Ze budem takato skaredd, ved’ hlavne dievcatd sa
s tvarou plnou cervenych flakov dokazu vyrovnat len velmi tazko, ak vobec.
A zrazu sa stal zazrak! Neviem, ¢o presne zabralo, ¢i to boli lieky alebo priroda
sama, ale lupienka prave na tych najviditelnejsich miestach ustupovala. Bola
som prekvapend a Stastnd, Ze ju nevidiet. Sice nevymizla dplne, ale aspori sa
s ffou uz dalo existovat. Znovu som zapadla medzi smejce sa dievcata, ktoré
neriesia problémy s hendikepom, ale obzeraju sa za chlapcami a chichoct sa.
Zila som obycajny, $tastny Zivot a tesila som sa, Ze niekol'ko rokov trapenia
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s chorobou je za mnou. Naozaj som verila, Ze ni¢ horsie ma uz nestretne. No
ako sa hovori ,nestastie nechodi po horach, ale po ludoch”, a tak to bolo aj
v mojom pripade. Ale nepredbiehajme.

M®&j zivotny pribeh potom pokracoval presne tak, ako u vacsiny ludf.
Vystudovala som strednd skolu aj nadstavbové stidium, potom som sa zamest-
nala a vydala. Mojmu manzelovi nevadilo, Ze som chora. Zmieril sa s tym. Po
troch rokoch manzelstva sa ndm narodili dvojcata. Bol to najizasnejsi pocit,
aky si dokaze clovek predstavit. Dve malé, Zivé stvorenia vedla seba, ktoré
sa na mna usmievali a plakali zaroven. Stali sa tym najvzacnejsim pokladom!
Bolo to tazké obdobie, pretoze som na ich vychovu bola sama. V ten isty
den, ked’ sa dvojcence narodili, dostal manzel povoldvaci rozkaz a bol od-
vedeny na ,vojnu”, na cely dlhy rok /my starsi vieme, o ¢o ide. Samozrejme,
Ze rodina, a hlavne moja mamka, mi chceli s detmi poméct. Boli malinké,
Sest tyzdnov boli v inkubatore. IbaZze moja povaha je niekedy zlozita. Chcem
dokazat sama sebe, Ze vietko zvladnem hravo a sebestac¢ne. Som prilis hrdd
a tak som sa trapila sama. Mozno som si td hrdost vypestovala ako ochranu
chorého c¢loveka pred celym svetom. Netusila som vsak, ako velmi méze psy-
chické vycerpanie zhorsit moj zdravotny stav. Hoci to bolo uz davno, i dnes,
po rokoch si Zivo spominam na niektoré situdcie. Vtedy som si pripadala ako
,nocny straznik”, pretoZe obidve moje milované slecny sa striedali v placi
hlavne v noci. Jednoducho si zamenili deri s nocou. A tak to islo dokola kaidy
bozi deri. Musela som byt vzdy ,v pohotovosti”. Aj ked’ som zacinala mat
problémy so vstavanim z postele s chodzou, s bolestami kibov, vietku vinu
som pripisovala inave a vyCerpaniu zo starostlivosti o dvojcatd. LenZe kazdy
vie, ako to v Zivote chodi. Ak musite, nakoniec vstanete a idete dalej. Trochu
si ,poochkate”, ako to boli, ale deti nepockaju. Musia jest, hrat sa, obliekat
sa, rast, byt milované.

Po necelych dvoch rokoch sme privitali narodenie tretej dcérky. Opa-
kovala sa rovnaka radost ako pri dvojickach. Ale pri troch malych defoch,
skoro ako trojickach, si pn’dete po kazdej stranke na svoje. Trojnésobné
radost - trojndsobnd starost. No v mojom pripade aj bolest. Zacinala som viac
vnimat bolesti klbov, s tazkostami som zvlddala Jednoduche pracovné tkony,
ktoré ludia zvycajne vykonavaju bez toho, aby si ich uvedomovali. Rano som
namahavo vstavala z postele, len ucesat sa
bolo nad moje sily, detom som nedokdzala
zapliest vlasky, problém bol aj so zipsom
a viazanim $ndrok. Bola som stdle strasne,
strasne unavend a bolavd. Nemyslela som
na ni¢ iné, iba nato, kedy si budem mdct
konec¢ne lahnit a oddychnut. No to ne-
jako nebolo mozné takmer nikdy. Snazila
som sa nahovarat si, Ze je to len obycajna
Unava a vycerpanost zo starosti o deti. Ani
v najhorSom sne sa mi nesnivalo, Ze to
bude opét nieco také ako artritida. Pre mna
to v8ak bola jej komplikovanejsia verzia -




psoriaticka artritida. Vtedy som si myslela, Ze toto je koniec. Koniec méjho
Stastného Zivota. Zacali sa pravidelné navstevy lekdrov, s este pravidelnejsim
uzivanim liekov a infuzii, dokonca viaceré pobyty v nemocniciach. Vsetko
som to mohla zvladat iba pod podmienkou, Ze o nase tri malé deti sa po-
stard manzel. A tak sa aj stalo. Staral sa doma o tri dievcence, kym ja som
bola chord v nemocnici na [6zku. Myslim, Ze s manzelom sme to dokazali
vdaka tomu, Ze sme boli mladi, pInf Zivotného elanu, a Zze nam zalezalo na
spolocnom Stasti a na nasej rodine. Titul Otec roka by m6j manzel ziskal
urcite bez konkurencie.

Dnes, s odstupom ¢asu viem, Ze by som to urobila znovu. Ziadna choro-
ba, ani artritida by ma neodradila od starostlivosti o nase deti. Ja som mala
to Stastie, Ze choroba u mna prepukla az po poslednom pérode a nie pred
nim. Znamenalo by to uzivanie liekov. Nie som lekar, aby som davala nieko-
mu rady o tom, kto ma a kto nemd mat deti. Ale kazda Zena si vie najlepsie
sama zvazit, ¢i tehotenstvo a vychovu dietata zvlddne aj pri tak naro¢nom
ochoreni, ako je artritida v jej najroznejsich podobach.

Pre mna ten pocit, ktory mam pri kazdom slove ,mama“ je
neopisatel'ny a stoji za ,trochu” bolesti a trapenia. Mne to rozhodne za
to stalo.

Moj zdravotny stav je teraz omnoho prijatelnejsi, ako bol predtym. Choro-
ba sice progreduje, ale mame to i s lekarmi pod kontrolou. Dokonca som
v jednom roku musela absolvovat dve operacie na ortopédii v Piestanoch. To
na nalade naozaj nikomu nepridd, ale co sa ma stat sa stane. Pocas pobytov
v nemochniciach som sa stretdvala s ludmi, ktori zazivaji ovela vacsie trdpenie
ako ja a ni¢ na svete ich nedokaze zlomit. Clovek zrazu pocm hibokd pokoru
a Uctu a zistf, Ze v porovnani' s nimi je este vcelku ,zdravy”. A prave v nemocnici
mi napadla myslienka, Ze ja, skoro ,zdrava“ mézem nieco uzitocné urobit pre
tych »chorych” fudi. A ¢oskoro sa to aj stalo skuto¢nostou. Nahoda? Osud?
Stastie? Mozno z kazdého nie¢o. Rehabilitovala som po operacidch v NURCH-
u v Piestanoch. Tu som sa skontaktovala s Gzasnou osobou, ktord tiez pomaha
pacientom s reumatickymi chorobami. Je predsednickou Ligy proti reuma-
tizmu na Slovensku a prave ona ma postupne nasmerovala presne k tomu, ¢o

som si predsavzala davno predtym v nemocnici. Odhodlala som sa pomahat

chorym fudom s podobnym osudom. Vtedy som este velmi ani nevedela o ¢o
ide. Zacala som posobit ako inicidtorka a neskor aj ako predsednicka miestnej
pobocky LPRe - MP Bardejov na obnovovani jej ¢innosti. Krocik po krociku
sme aj s dalsimi dobrovolnikmi pozliepali rozbité ¢repiny a vytvorili jeden novy
fungujuci celok. Teraz uz mo6zem smelo povedat, ze vdaka Janke, ktord ma
viedla a postva stdle dopredu, mam okolo seba ludi, ktori si méjmu srdcu
blizki. Su to reumatici podobne ako ja a sme na jednej lodi. Sme jedna skvela
rodina. Nase spolo¢né stretnutia ndm prindsaju radost do zZivota, optimizmus
a pozitivne myslenie. A vZdy sa na ne tesime.

Moje deti medzicasom odrastli. Maju vlastné domacnosti, st samostat-
né. Mam uz dve krasne a Sikovné vnucky. Ale popri rodine a praci si rada
ndjdem cas aj na Ligu proti reumatizmu SR, pretoZe viem, Ze robim uzitocnu
vec pre seba, ale aj pre druhych.
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THEWORD ,MUM* IS WORTH A LITTLE PAIN

Name : Dajka, twins Jarka and Inka and the third, Lenka K.

Age: t. t. 51 years old

Dg.: Psoriatic arthritis

Years of pregnancy: 1986, 1988

Therapy: at the beginning Tauredon (gold), Sulfasalazin, Medrol,

Prednison; after one year Arava, after it Equoral + MTX; this
time Sulfasalazin + analgetics and analgetic plasters

My life had a completely normal course. | lived a life of an average young
person full of energy, enjoying every moment of her life. A watershed point
set in after | finished my second decade. [ would never have expected that the
fate would interfere in my life without remorse at such a young age. | know,
that there are other incurable diseases a patient can die of, but, fortunately,
in my case, incurable doesn 't mean mortal. It is just that you cannot live an
active life, because every movement is incredibly painful. | am talking about
a disease known as arthritis, or, familiarly - rheumatism. If a person falls ill for
arthritis accompanied by psoriasis, which | would have as a child, I think there
is really nothing to envy.

And this is exactly, how | got sick. When | was six years old, psoriasis
burst out and was spread over the whole body. No dermatologist was able to
find a cure, that would make me get rid of those nasty and itchy pimples and
scaly spots. Of despair, my mum and my grandmom used to go to various folk
healers. They were trying to help me using salves and oils, through heating
over smolding embers, exorcism, but nothing helped for five years. My mum
was unhappy, doctors still helpless at that time. | had to cope with the fact
I would stay so ugly; after all, especially for girls it can be very difficult to cope
with a face full of red spots. And suddenly a miracle happened! | don "t know,
what it was exactly, if the medicaments or the nature itself, but psoriasis was
receding on the most visible places. | was surprised and happy that it couldn’t
be seen. Although it hadn "t disappeared completely, but at least | was able
to exist with it. Again, | found myself sitting amidst laughing girls not bothe-
red with handicap problems, but looking for boys and gigling instead. I lived
a common and happy life and | was glad, that several years of suffering with
the disease were over. | had really believed that nothing worse could happen
to me. But as they say: “What is meant to happen will happen”, and this was
my case, too. But let s not be ahead the time.

My life story then continued exactly as with the majority of people. I gra-
duated from secondary school and follow-up studies, then I started work and
got married. My husband did not mind, that | was sick. He reconciled with it.
After three years of marriage our twins were born. It was the most amazing
feeling, you can imagine. Two little creatures side by side, that were smiling
at me and weeping at the same time. They became our most precious trea-
sure!l It was a difficult period, because then | was alone for their upbringing.



The same day, when our twins were born, my
husband got a call-up notice and was recruited
into the army for the whole year long (we, older,
can surely remember). My family, especially my
mum, wanted to help me with the children. They
were very small, they had to stay in the incubator
for six weeks. But my nature is sometimes diffi-
cult. I want to prove myself that everything can be
handled easily and self-sufficiently. I'm too proud,
so | wrestled with it myself. Maybe the pride had
arisen as a protection of a sick person before the
whole world. However, | had no idea how much can your health deteriorate
from mental exhaustion. Although it was a long time ago, | can vividly remem-
ber some situations even after years. That time | felt like a ,night watchman”,
because both of my beloved girls took turnes in crying especially at night.
They just switched the day with the night. And so it went round and round
day in day out. I had to be always ,on the alert”. Even if at that time | began
to have problems with getting out of bed, with walking, with the pain in my
joints, | attached all the blame to fatigue and exhaustion of caring for the
twins. But everyone knows how things work. If you need to, eventually you
get up and move on. You pant for a while because of the pain, but the chil-
dren won "t wait. They have to eat, play, get dressed, grow up, and be loved.

After less than two years, we welcomed the birth of our third daughter.
She brought us the same pleasure as our twins. But with three small children,
almost like triplets, you come into your own at all points. Triple joy - triple
care. Well, in my case, pain as well. | started to feel more pain in the joints,
only with difficulties | could manage simple tasks, that people handle without
any problems. In the morning, | got out of bed with difficulties, doing my hair
was also a work beyond me, | was unable to plait my children s hair, I had
problems with the zippers and tying laces. | was terribly, terribly exhausted
all the time and became sore. | did not think of anything else except going to
bed and relaxing. But it was almost never possible. | was trying to delude my-
self into believing that it’s just an ordinary fatigue of childcare. | would never
have dreamt of anything like arthritis again, not even in my worst dreams. For
me, however, it was its more complicated version - psoriatic arthritis. At that
time | thought, it was the end. The end of my happy life. | started with regular
visits to doctors, taking medicaments and infusions even more regularly and,
what is more, | had to stay in hospital several times. | could manage all this just
under the condition, that my husband would take care of our three little chil-
dren. And so it happened. He was looking after the three little girls at home,
while I was lying sick in the hospital bed. I think, that we had been able to
handle all that due to the fact, that we were young, full of life energy, and we
cared for our common happiness and for our family. My husband would have
surely gained the title of the Father of the Year without competition.

Today, with the benefit of hindsight, | know | would do it again. No di-
sease, or arthritis would dissuade me from taking care of our children. I was
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lucky that the disease flared up after
my last childbirth and not before it.
It would have meant taking medica-
tion. I am not a doctor to advice so-
meone about having or not having
children. But each woman could
consider best, if she is able to han-
dle the pregnancy and raising chil-
dren with such a severe disease as
arthritis in its various forms.

For me, the feeling 1 have
each time I hear the word ,mum*
is indescribable and worth a ,little” pain and suffering. For me, it defini-
tely is.

My health condition is now much more acceptable, as it was before. The
disease is in progress, but with my doctors we have it under control. | even
had to undergo two orthopaedic operations within one year in PieStany. It
really wouldn "t chear anyone up, but what must happen, it will happen.

During the stays in hospitals | met people, who had been experiencing
much greater torment than | had and still nothing in the world could break
them. There a man suddenly feels a deep sense of humility and respect, and
finds that in comparison with them he is still ,healthy”. And just in hospital
I had got an idea, that I, as almost ,healthy”, could do something useful for
the ,sick”. And soon it became a reality. Coincidence? Destiny? Happiness?
Maybe a little bit of everything. | was rehabilitating after operations at the
National Institute of Rheumatic Diseases in Piestany. There | got in touch with
an amazing person, who is also helping patients with rheumatic diseases. She
is the president of The League Against Rheumatism in Slovakia and it was her
who had gradually steered me exactly to what I had resolved to do in hospi-
tal a long time ago. | decided to help sick people with a similar fate. At that
time | didn "t know anything about it. | started to act as the initiator and later
became the president of the local branch of the League Against Rheumatism
in Bardejov and worked on refreshing its activities. Little by little, with other
volunteers we have been putting together and creating a new functioning
unit. Now, | can boldly say that thanks to Janka, who has been leading me
and still pushing me forward, | have people around me, who are close to my
heart. They are people with rheumatic diseases just like me and we are in the
same boat. We are a great family. Our meetings bring us joy, optimism and
positive thinking into our lives. And we are always looking forward to them.

In the meantime, my kids grew up. They have their own homes, they
are self-dependent. | have two beautiful and smart grandchildren. But except
my family and my job | always find time for the League Against Rheumatism,
because | know, that | am doing a useful thing not only for myself, but also
for the others.

Prelozila Ingrid Regiecova



NIKDY NEHOVOR NIKDY - POCUVA] SVOJE SRDCE

Meno: Inka a mala Kristinka

Vek: 39 rokov

Dg.: JIA + psoriaza, osteopordza, trombofilny stav, vysoky TK,
anémia

Rok tehotenstva: 2012/13

Liecba: Prednison 15 mg, Mtx (vysadeny rok pred otehotnenim),

Enbrel (do 6.tt), Tenoloc, Fraxiparin, Panadol/Napsyn, Mal-
tofer, Caltrate Plus
Podporna:  Magnesium Lactici, Helicid, Selén, Omega 3, Prenatal

Mat dieta je v podstate bezné a normal-
ne. Ked' sa vam vsak dieta ,stane” po devia-
tich rokoch manzelstva, je to zazrak a vy mate
kazdy den potrebu sa uistit, Ze sa vam nesni-
va. V magicky den 13.5.2013 sa to stalo aj
nam - zazrak menom DIETA.

Deti som odmalicka zboZnovala a fasci-
nuji ma dodnes. A tak som si naplanovala tri.
Osud ale zamiesal karty inak. Ta, ktord som
si ani nie v patndstich vytiahla, mi ovplyvnila
vsetky plany a sny, ktoré som si za tych skoro
patnast rokov stihla vysnivat.

Ked' som si ako prvacka na gymnaziu pri
autonehode udrela koleno, spustila sa lavina
problémov, aké v mojom okoli nikto znamy
dovtedy neriesil. Najprv to bola ,len” voda
v kolene, ale po kratkom case sa uz vo vniitri tkaniva rozbehol zépalovy pro-
ces. Bola som dost ohybng, chodila som nacvicovat spartakiadu, behat, teles-
nd som priam milovala. Prvé, ¢o som spravila, ked” som si po prichode domov
zo skoly hodila skolskd tasku do kdta, bola stojka na rukdch. Jedného diia ma
v8ak ruky neudrzali a ja som neverlacky niekolkokrdt po sebe spadla na zem.
Zapal sa postupne rozsiroval do zapastl prstov a ostatnych kibov. Po dlhoro¢-
nej liecbe kortikoidmi sa pridruzila aj slusnd osteoporéza, anémia, vysoky tlak
a nekonecna tnava. Neminuli ma ani operacie - 6x synovektomie kolien, 2x
znehybnenie zapasti a jedna vnitorna operdcia, ktoré mi skomplikovali td-
dium na strednej aj vysokej Skole a postarali sa aj o pInd invaliditu. Scendr bol
vzdy rovnaky. Skola, u¢enie a popri tom niekde vtesnat nejaku ti operaciu
a stihnut dlhid a ndro¢nu rekonvalescenciu aj skolské povinnosti.

A tak som, samozrejme, stracala drahocenny ¢as na zaloZenie rodiny a sta-
le CastejsSie som pocivala vetu: ,Ale s takymto zapalom a vasim zdravotnym
stavom neotehotniete!” Ani som neotehotnela. Telo sa dalSej zatazi naozaj
ubrdnilo a ja som v marnej snahe otehotniet - v nespravnom case - podstupila
aj niekolko netispesnych pokusov o umelé oplodnenie, ¢o je ¢asovo, citovo
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aj finan¢ne velmi ndroc¢nd zdlezitost.
Hodnotim to tak spdtne, ale v case
planovania som do toho isla s eldnom a
nadejou, pozerala som sa len dopredu
aniciné, ako Uspech - v nasom pripade
dieta - som si nepripustala. Nezlomili
ma nezdary, stale som sa videla v tlohe
rodica, a preto som snad’ ako jedina do
poslednej chvile verila, Ze sa to podari.
Na tehotenstvo som sa pripravovala
od zaciatku, ako mi zdiagnostikovali
reumatoidnd artritidu a zacala som
brat lieky. Zistovala som si vsetky
potrebné informdcie o lie¢be a liekoch
v tehotenstve, konzultovala som svoje
plany so vietkymi $pecialistami, ktorych
sa niektord z mojich diagnéz tykala.

Ked" sme boli s manzelom zobratf
1,5 roka, prislo dalsie neprijemné prekva-
penie. Mal vaznu autonehodu s mnohopocetnymi zraneniami. Najhorsie z nich
si vyziadalo operdciu 2. a 3. stavca krénej chrbtice a naslednd polro¢nd hospita-
lizaciu a rehabilitaciu v rehabilitathom centre v Kovacovej. Nejakym zazrakom
to nakoniec dopadlo nad ocakavanie dobre. Manzel Zije plnohodnotny zivot,
naucil sa pokore, postavil sa na vlastné nohy a je nam oporou.

U mna bola velkym kamernom drazu biologicka lie¢ba, ktord bola popri
kortikoidoch po rokoch jedinou, naozaj ti¢innou volbou na potlacenie nicivé-
ho zapalu. Problém bol vSak v tom, Ze pred zacatim liecby podpiSete papier,
Ze pocas liecby neotehotniete, prip. pred planovanym otehotnenim liec¢bu
na 3 - 6 mesiacov prerusite, aby sa pripadné toxiny stihli z tela dostato¢ne
vyplavit.

A tu sa zacal zacarovany kruh. Ako som uz spomenula, biologicka liecba
Uspesne potlaca zapal, ale po jej vysadeni sa zapal vel'mi rychlo zaktivizoval
a uZ za par tyzdnov dosahovali zdpalové parametre také vysoké hodnoty,
Ze sa zo mna staval leziaci pacient, ktory sa v noci pri kazdom pohybe budil
na bolesti a aj lahucku prikryvku na sebe vnimal ako balvan, ktory vas ovalil
a nedovolil sa pohntt ani odkryt bez pomoci inej osoby. Bolo to zifalé ob-
dobie, ked' sa v zifalej vytrvalosti vydrzat zdravotny stav natolko zhorsil, ze
si to vyZiadalo dalSie a dalsie neplanované operacie, ktoré stali v ceste nasim
snom o rodine. Ked sme prekrocili dalsiu métu a konecne si prerobili byt,
pri slovach «z tejto pracovne bude raz detska izba» sa manzelovi rodic¢ia uz
len trpko pozreli na moje barly alebo dlahu na ruke mysliac si, ze asi nemam
vsetkych po kope. Napriek tomu som akosi vedela, Ze mdj cas este len pride
a véetci sa budu pozerat!

A mala som pravdu! Ale aby som prili§ nepredbiehala, musim pozname-
nat, Ze podporu lekdrov som mala minimalnu - ved v mojom veku a v IV.
stadiu reumatoidnej artritidy mi uz tehotenstvo nikto neodpordcal. Ja som to




vsak citila inak. Ked” som v decembri 2011
dovisila 37 rokov, manzelovi som poveda-
la: «Teraz alebo nikdy! N&s baby-projekt -
ako sme si nasu Gpornu snahu o babatko
nazvali - sa tento rok musi dockat dspes-
ného koncal» Za posledné roky som si s vy-
hliadkou na budtce tehotenstvo a rodicov-
stvo dala cielene operativne «zreparovat»
zapalom a osteoporézou zdeformované
zapastia aj kolend, urobila som si vodicsky
preukaz a cely rok som konzultovala s reu-
matolégmi, ortopédmi, gynekol6gmi, inter-
nistami, genetikmi, dermatovenerol6gmi,
endokrinolégom, hematolégom, klinickym
farmakolégom, chirurgom, diabetolégom,
pediatrom, embryol6gom a neviem s kym
este, ako sa s kombinaciou mojich diagnoéz
v mojom veku, popri liecbe a negativnych
skdsenostiach, ktoré som mala, dopracovat
k vytizenému dietatku. Cesta to bola nekonec¢ne dlha a tfnista a malokto
mi vedel na moje komplikované otdzky pohotovo odpovedat. Zalozila som
si podrobny zdravotny fascikel, v ktorom som mala chronologicky ulozené
vietky zdravotné zaznamy, ktoré som mohla pri otazkach Specialistov kedy-
kolvek vytiahnut a urychlit tak niektoré dolezité stanoviska, ktoré boli mosti-
kom k dalsiemu $pecialistovi, az som sa dopracovala k zozbieraniu vsetkych
odpovedi na otdzky, ktoré mohli v sdvislosti s nastdvajicim tehotenstvom
v danom kontexte nastat. Niektorych lekdrov moj pristup fascinoval a ocenili
ho, inych skér nitil k zamysleniu, ¢i som normalna. Ale bolo mi to jedno. Islo
predsa o na$ Zivotny sen, tak som jednoducho ni¢ nenechdvala na ndhodu
a nenechala som sa nic¢im odradit. S manzelom sme sa dokonca dohodli, Ze
necha naro¢né zamestnanie, ktoré ndm obom uberalo energiu a stdlo tak
v ceste nasim planom. Nebolo to jednoduché rozhodnutie, ale nakoniec sa
ukdzalo, Ze bolo spravne. Obaja sme si vydychli a po ésmich rokoch manzel-
stva sme sa v auguste konecne dostali na nasu prvu letnd dovolenku pri mori.
Oddych ndm obom neskutocne prospel a v septembri - v deviatom mesiaci
nasho baby-projektu s poslednou vyzvou «teraz alebo nikdy» sa zacal pisat
nas pribeh so Stastnym koncom...

Po opakovanych nezdaroch po vysadeni kontraindikovanej BL som na-
koniec predsa otehotnela - paradoxne vdaka nej a - svojmu netinavnému
patraniu, ktoré prinieslo dlho ocakavané riesenie tejto pekelnej situacie, na
ktoré sme roky zufalo cakali! Bola som nastavend na Enbrel, najSetrnejsie
biologikum pre budice mamicky aj plod a s pozehnanim dvoch odborni-
kov z ré6znych oborov som si ho ponechala az do 6. tyzdna tehotenstva, ¢im
som prvy krat vstupovala do tehotenstva stabilizovana, pretoZe tentokrat som
mala zdpal kone¢ne pod kontrolou a ani plod som tym v tomto $tadiu nijako
neohrozila.
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Na ten neuveritelny moment,
ked sme po prvy krat v Zivote uvideli
na babyteste slabulinkd druhd ciarku
nikdy nezabudnem: dodnes mam
z toho husiu kozu! Zhypnotizovani
sme sedeli v spalni na posteli pod ok-
nom, ale manZzel pre istotu povedal,
Ze ju nevidi - na to sme boli Zvyknutl’
viac. Ale na dalsi den a dalsi den uz
nebolo pochyb - musel si priznat,
Ze tentokrat ho zrak naozaj nekla-
me. Bola tam! V tej fialkastej Ciarke
a v modrom kriziku sa zacal plnit nas
Zivotny sen - sen o nasom vysniva-
nom dievcatku! Dlho pred tym, ako
sme sa vzali, sme si ju «pracovne»
nazvali Kristinka - nijakd indG verziu
mena ani pohlavia sme totiz nemali.
Sledovali sme ju od prvych buniek -
od zaciatku bola Uzasna - zdrava, sil-
na a priebojnal Mala len 3,8 mm a uz jej bilo srdiecko. Ako dvojcentimetrova
vyzerala rozkosne ako medvedik Haribo. Ked" mala 17 tyZdrov, pocitila som
jemné bublinky - boli to jej prvé pohyby. Ked mala 20 tyzdrnov, mala kratky
nostek ako tatinko a na ramendch mala vyrysované svaly presne ako mamin-
ka. Proste sme sa toho zazraku nemohli nabazit a je to tak dodnes!

Napriek negativnym prognézam o pred¢asnom porode a nedonosenom
dietati, hrozby vykrvacania kvoli trombofilnému stavu so 100-ndsobne vy3sim
rizikom vzniku infarktu, trombézy, potratu ako je norma bolo tehotenstvo tpl-
ne ukazkové a bezproblémové. Citila som sa vynimocne! Sice som si musela
asi 12 mesiacov pocas tehotenstva a po nom pichat do brucha kazdy deri
Fraxiparin na riedenie krvi a predideniu trombofilnych komplikacif, ale s ve-
domim, Ze je to pre dobro veci, som to zvladla.

Musim ale priznat, Ze po reumatickej stranke to bola katastrofa - jed-
no z najtazsich obdobi za mojej «kariéry» reumatika. Pilivé bolesti kibov,
opuchy, dalsie deformacie drobnych klbov rik aj noh; dokonca v 8. mesia-
ci vdaka osteopordze pribudli aj dve samovolne zlomené rebrd - to bola
priam no¢nd moral Neraz som plakala od bolesti a zifalstva, ale vedela som,
Ze to nie je navzdy a ked' to vydrzim, naozaj sa to stane - kone¢ne budeme
rodi¢mi! (Tu ale vyvstala aj otazka ohladne spravnosti uréenia mojej diagnoé-
zy, ktora by mohla byt predmetom dalSej vedeckej diskusie. Znamy je totiz
fakt, Ze Zendm s reumatoidnou artritidou sa v tehotenstve spravidla ulavi
a u mna to bolo presne naopak. Dva roky pred otehotnenim som 5 mesia-
cov zdpasila (bez BL, ale s ponechanim 5 mg Prednisonu) s otvorenou ra-
nou na nohe a infekciou, ktora mi vyprovokovala dedi¢nd psoriazu, ktord sa
dovtedy neprejavila. Po rozhovoroch s poprednym dermatovenerolégom
sa domnievame, Ze mojou pravou diagn6zou moéze byt psoriatickd artritida,




pre ktord je typické, Ze sa v tehotenstve jej kibové priznaky zhorduijt, ako
to bolo aj u mna.)

S planovanou sekciou som sa do porodnice dostala o jeden den skor.
Posledné tri dni pred pérodom ma totiz zacali trapit vykyvy tlaku, ktoré sa vy-
mykali norme. Vola sa to tehotenska preeklampsia, vazny stav, ktory sa moze
stat kedykolvek v priebehu tehotenstva a ohrozit na Zivote matku aj plod
a Casto byva dévodom na jeho ukoncenie. Mala som stastie, Ze mne sa to
stalo az na konci, po 37. tyzdni tehotenstva, ked' bola mala vyvinuta natolko,
Ze so svojimi 2,57 kileckami mohla uzriet svetlo sveta. Bola prekrasna, zdrava
a - NASA! Dali sme jej meno Kristin.

Napriek odradzaniu reumatolégov s ohladom na méj zdravotny stav
som ju plne dojcila necely mesiac. Ale kedZe bola malickd, museli sme zacat
prikrmovat, ale Gspesne sme to kombinovali s dojéenim az do jej 4,5 mesiaca.
Dva mesiace po porode som sa kone¢ne mohla vratit k BL, aby som sa o mald
vladala starat.

Nas zazrak ma dnes 15 mesiacov. Svojim prichodom rozziarila celd rodi-
nu! Je veseld a ziva, rozprava, behd, obsluhuje tablet, rata v dvoch jazykoch
do 10, pozna vietky svoje knizky naspamat, nekone¢ne miluje svoju levandu-
[ovii ovecku Bebe, zo sympatii ddva mumu (pusinku) a momentalne najrad-
Sej sa hrava na schovavacku. Je GZasne vnimava a prispdsobiva, vie sa sama
zahrat, ¢/im ndm ako rodi¢om neskutocne vychadza v dstrety.

Musim Gprimne priznat, Ze materstvo je najkrajsi pocit, aky si Zena moéze
priat. V nom sa dokaze plnohodnotne rozvinut a zaZit tie najvynimocnejsie
okamihy v Zivote.

Obaja sme sa zhodli, Ze vacsej lasky niet. Je to najizasnejsi tvorcek na
zemi a my ju milujeme celou svojou rodi¢ovskou dusou!
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NEVER SAY NEVER - LISTEN TO YOUR HEART

Name: Inka and little Kristinka
Age: 39
Dg .: JIA + psoriasis, osteoporosis, thrombophilia, high blood

pressure, anemia

Year of Pregnancy: 2012/2013

Treatment:  Prednisone 15 mg, Mtx (omitted the year before pregnan-
cy), Enbrel (in 6.tt) Tenoloc, Fraxiparin, Panadol / Napsyn,
Maltofer, Caltrate Plus

Supportive: Magnesium Lactic, Helicid, Selenium, Omega 3, Prenatal

Having a baby is actually a common and normal thing. However, when
the baby “happens” to you after nine years of marriage, it's a miracle and
every day you have a need to make sure that you are not dreaming. On that
magic date of 13/05/2013 it happened also to us - a miracle named BABY.

I have adored children from my early childhood and they still fascinate
me. So | planned to have three. But by the twist of fate all the plans and dre-
ams | had dreamt of by my nearly fifteen years of existence have changed in
a minute and influenced all my future destiny.

When as a sophomore at the secondary school | hit my knee in a car
accident, it started up an avalanche of problems, which no one of my family
or friends have previously experienced. First it was “only” fluid in the knee,
but after a short time a devastating inflammatory process has already started
inside the tissue. | was pretty flexible,  used to go to rehearse Spartakiada, run
- | just loved physical education. The first thing | used to do after throwing my
school bag into a corner when | got home from school was a handstand. One
day, however, | lost control of my hands and, in disbelief, several times fell to
the ground. The inflammation was gradually spreading into the wrists, fingers,
and other joints. After many years of corticosteroid therapy | developed se-
rious osteoporosis, anemia, high blood pressure and endless fatigue. | went
through 6 knee synovectomies, 2 immobilizations of the wrists and one in-
ternal operation, which complicated my studies at both secondary school
and university and lead to full disability. The scenario was always the same.
School, learning, and among others, to fit some surgery into the schedule and
master a long and difficult convalescence as well as school duties.

And so, | was losing our precious time to establish a family, and more
frequently than ever | would hear the sentence: “But with such inflamma-
tion and your state of health you will not become pregnant!” And I didn"t.
The body really withstood the further burden and in a vain attempt to get
pregnant - at the wrong time - | underwent several unsuccessful attempts at
artificial insemination, which was a really time-consuming, emotionally and
financially very difficult matter, as I think back. But at the time of planning
I got down to it with enthusiasm and hope, | looked only forward and did



not think of anything but success - in our case a child. | broke
the setbacks, I still saw myself in the role of a parent, so |, per-
haps the only one until the last moment believed that we will
succeed. | was preparing myself for pregnancy from the early
beginning as | got diagnosed with rheumatoid arthritis and
| started taking medication. | searched for all the necessary in-
formation about treatments and medication during pregnan-
cy, consulted my plans with all the specialists concerned with
my diagnoses.

When we were married for 1.5 years, another unpleasant
surprise was waiting for us. My husband suffered a serious car
accident with multiple injuries. The worst of them required
a surgery of the 2" and 3™ cervical vertebra of the spine and a subsequent
6-months long hospitalization and rehabilitation in a rehabilitation center in
Kovacova. As if by miracle, it eventually turned out well above expectations.
Today, my husband lives an active life. He learned humility, pulled oneself
together and he is supporting us.

For me, a big stumbling block was the biological treatment, after years
under corticosteroids the only really effective option to suppress the destruc-
tive inflammation. The problem was, however, that before the initiation of
a treatment you sign a form that you won’t become pregnant during the
treatment, or, before planned pregnancy, pause the treatment for 3-6 months
to allow the potential toxins to wash out from the body.

And there a vicious circle had begun. As | have already mentioned, bio-
logical therapy successfully suppresses inflammation, but after its withdrawal
the inflammation very quickly flared up and in a few weeks the inflammatory
parameters already reached their peak and | became a patient abed, at night
alert to pain at every movement snowed under with a lightweight blanket as
a boulder not allowing you to move or uncover without the help of another
person. It was a desperate time, when in frantic effort to endure my health
condition deteriorated so much that this required more and more unschedu-
led operations that were standing in the way of our dream of a family. Then
we achieved another important goal and we were finally at the end of reno-
vating our flat. When | said “this study will once be a nursery” | remember
how my husband’s parents cast glances at my crutches or a splint on my hand
thinking that | probably wasn’t in my right mind. Nevertheless, | somehow
knew that my time was yet to come and everyone would wonder!

And | was right! But first things first. | have to point out that | had the
minimum support of doctors - after all, at my age and in stage IV of rheu-
matoid arthritis no-one had recommended me pregnancy at all. I, however,
felt about it otherwise. When in December 2011 | reached the age of 37
years, | said to my husband: “Now or never! This year our baby-project - as
we called our painstaiking effort to have a baby - must come to a successful
end!” In recent years, |, with the prospect of pregnancy and parenthood, had
my inflammation and osteoporosis deformed wrists and knees “repaired”,
did a driving licence. Moreover, throughout the year | consulted with rheu-
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matologists, orthopedics, gynecologists, internists, geneticists, clinical phar-
macologists, surgeons, a dermatologist, an endocrinologist, a hematologist,
a diabetologist, a pediatrician, an embryologist, and | do not know who else,
about how, with the combination of my diagnoses, age, treatment and nega-
tive experiences that | had, to have a baby we had longed for so much. It was
an infinitely long and thorny way and hardly anybody could promptly answer
my complicated questions. | set up a detailed dossier of health, in which | had
stored all the medical records in chronological order so that | could pull them
out at any time at specialists “ issues to speed up some important perspecti-
ves that bridged me to another specialist until | gathered all the answers to
questions which might have occured in the light of the upcoming pregnancy
in a given context. Some doctors were fascinated by my approach and prai-
sed it, others rather forced to ponder whether | was normal. But | did not care.
It was, after all, our life’s dream, so | was just not leaving anything to chance
nor letting anything to discourage me. My husband and | even agreed that he
would leave his demanding job requiring such a great deal of our time and
energy thus standing in the way of our plans of a family. It was not an easy
decision, but, in the end, it turned out to be right. We were both relieved and
in August, after eight years of marriage, we finally got to our first summer
holiday by the sea. We enjoyed it incredibly and in September - the ninth
month of our baby-project with the latest challenge “now or never” our story
with a happy ending could begin...

After repeated setbacks, after discontinuation of contraindicated BT I fi-
nally did get pregnant - paradoxically, thanks to it, and - my tireless search,
which brought the long-awaited solution to that hellish situation to which we
had been desperately waiting for for years! | was set to Enbrel, the most gen-
tle biologic for expectant mothers and the fetus and with a blessing of two
experts from various fields, | kept taking it up to the 6" week of pregnancy
and, for the first time, entered the pregnancy stabilized, because that time
I had finally got the inflammation under control without threatening the fetus
at that stage.

I will never forget that incredible moment, when we saw a very faint
second line on a pregnancy test for the first time in our life: even today | get
goosebumps! We were in the bedroom, sitting spellbound on the bed under
the window, but my husband rather said he could see nothing - we were
used more to a fact like that. But the next day and the next day there was
no doubt - he had to admit that that time it wasn "t just an illusion. She was
there! In that mauve line and blue cross our life’s dream began to fullfil - the
dream of our dreamt-of little girl! Long before we got married, we had called
her Kristinka as we had no other version of the name or sex. We watched her
from the first cells - from the beginning she was amazing - healthy, strong
and forceful! She was only 3.8 mm when we first heard her heartbeat. As
2-cm-big she looked delightfully like a Haribo teddy bear. When she was 17
weeks, | felt fine bubbles - they were her first moves. When she was 20 we-
eks, she had a short little nose as dad “s and muscles on her shoulders just like
mummy ’s. We just could not get enough of this miracle, and so it is today!



Despite the negative outlook for a preterm birth and premature child,
the threat of bleeding due to thrombophilia with a hundredfold higher risk
of heart attack, thrombosis, miscarriage than the standard, the pregnancy
was absolutely exemplary and smooth. | felt exceptionally! Although | had to
inject Fraxiparin into the abdomen every day for about 12 months during and
after pregnancy to thin the blood and help prevent complications of throm-
bophilia, having in mind it was for a good thing, | made it. But, | must admit
that from a rheumatoid perspective it was a disaster - one of the most difficult
periods in my “rheumatic career”! Feeling pain like hot knives all over, swel-
ling, further deformation of small joints of the hands and feet; what is more,
two spontaneously broken ribs in the 8" month due to osteoporosis were
a nightmare! | often cried in despair from the unbearable pain, but I knew that
it's not forever and when | endure, it would really happen - we would finally
become parents! [But here a dilemma about the accuracy of determining my
diagnosis has arisen, which could actually be the subject of further scientific
discussion. A well-known fact is that women with rheumatoid arthritis are,
as a rule, relieved from pain when pregnant; with me it was the opposite.
Two years before getting pregnant, | had struggled (without BT, but keeping
a 5 mg prednisone) with an open wound on my leg and infection for 5
months, which provoked psoriasis | inherited, but which until then hadn "t
been manifested. After talks with a leading dermatovenerologist we believe
that my right diagnosis could be psoriatic arthritis, which manifests worsening
of joint symptoms during pregnancy, as it was in my case.]

Before the planned section, | had got to the hospital one day earlier. The
last three days before giving birth pressure fluctuations had began to bother
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me, which were beyond the norm. It’s called gestational preeclampsia, a se-
rious condition that can happen at any time during pregnancy and endanger
the life of both the mother and the fetus, and can often be the reason for its
termination. | was lucky that it didn "t happen to me up to the end, until the
37" week of pregnancy, when our baby-girl was developed in so far as with
her 2.57 kilos she could see the light of day. She was wonderful, healthy and
- OURS! We called her Kristin.

Despite the discouraging of rheumatologists with regard to my health
condition | fully breastfed her for almost a month. Since she was little, we
had to start baby foods, but luckily, we could successfully combine them with
breastfeeding until she was 4.5 months. Two months after | gave birth, | again
could return to BT to be able to take care of my little one.

Our little miracle is now 15 months. With her arrival she brightened the
whole family! She is cheerful and lively, she can talk, run around, operate the
tablet, count to 10 in two languages, knows all her books by heart, endlessly
loves her lavender sheep Bebe, gives ‘mumu’ (kiss) those she feels affection
for and prefers to play hide and seek. She is amazingly responsive and adap-
table, able to play alone, thus incredibly assisting us as parents.

I must honestly admit that motherhood is the most beautiful feeling
a woman can think of. Only there she can fully develop and experience the
most exceptional moments in life.

We both agreed that there is no other love like this. She is the coolest
little being on earth and we love her with all our parents “soul!



NIC NEHODNO LUTOVAT, VSETKO MA SVOJ VYZNAM!

Meno: Alena a Vierka K.

Vek: 47 rokov

Dg.: SAKROILEITIDA, BECHTEREVOVA CHOROBA, OSTEOPO-
ROZA

Rok tehotenstva: 1993

Liecba: pocas tehotenstva Guaifenesinum, Mg, B12, t.c. Aceklofe-

nak, Bisfosfonaty, Calcium, Mg

Dovolte, aby som sa pred-
stavila. Voldm sa Alena, mam
47 rokov, pochadzam a Zzijem
v Bratislave. Manzel Andrej ma
ruskd Statnu prislusnost, aj ked’
sa narodil v Kazachstane. Sme
zahrani¢né manzelstvo, ktoré
trvd 26 rokov. Pred 21 rokmi
sa nam narodila dcérka Vierka.
Bolo to v roku 1993. Ked som
otehotnela, mala som 25 ro-
kov. Bola to velka a slavnostna
udalost, iSlo o prvé, vytizené,
a ako Cas ukdzal, aj jediné dieta
a zaroven i prvé vnica na oboch
stranach nasich rodin. Nielenze
som bola stastnd, ale i zdravd.
Trapila ma len mierna skoli6za
a krehkejsia psychika.

Pracovala som ako
uctovnicka, vsetko bolo tak
ako ma byt. A predsa! V devi-
atom tyzdni tehotenstva sa mi
zacalo akosi tazsie chodit. Malo
to rychly spad. O par dni, pre
velké Gporné bolesti v krizoch a v bedrovych zhyboch, som prestala chodit
Uplne. Otocit sa na posteli bolo nemozné. Ak som sa chcela v posteli vyssie
nadvjhmit’ s vankisom pod hlavou, manzel ma musel potiahnut smerom na-
hor. Sest tyZdiov som z postele nevstala, bol to moj cely priestor a svet. Bola
som Uplne odkdzana na manzelovu pomoc. Andrej, ktorému nas spolocny
zavodny lekdr vystavil PN-ku sa o mria staral. Dokonca mi bol prevziat aj te-
hotenskd knizku. Nechodila som do poradne budtcich mamiciek a nemohla
som sa dostavit ani na LPK. Nebolo to v mojich silach. [Siel tam za mna
manZzel a revizna lekarka nariadila okamzitd hospitalizaciu.

Tu vSak nastal problém. Na neuroldgii ani na ortopédii ma nechceli. Nikto
ma nechcel prijat. Bola som tehotna v prvom trimestri, nemohla som uzivat
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Ziadne lieky, teda nemali ma ako liecit. RTG,
CT, MT a elektrolie¢ba, vsetko bolo kontrain-
dikované a tak sa vlastne ani nedalo zistit ¢o
mi je, v ¢om je pricina tych velkych bolesti.
Paradoxne ma nechceli hospitalizovat ani
na oddeleni rizikovej gravidity, lebo moje
tehotenstvo po prehliadke, po povinnych
vysetreniach, bolo ohodnotené ako bezpro-
blémové. S manzelom sme to niesli stato¢ne.
Napokon ma v piatom mesiaci prijali na odd-
elenie pre budiice mamicky v nemenovanej
bratislavskej nemocnici. Dochddzali za mnou
nasledovni odbornici. Ortopéd, ktory mi
predpisal Guaifenesinum - lieky a influzie
proti bolesti, magnézium a B12 injekcne.
Neurolég, ktory mi chcel robit lumbalnu
punkciu - vysetrenie odberu miechy z krizov B
vpichom dlhou ihlou. S tym som jednoznacne nesthlasila. Dalej sa mi venova-
li rehabilitacné sestry, s ktorymi som denne cvicila a psychologicka, ktord sa
sustredovala na profylaxiu. Prave na fiu som sa az prili$ naviazala, ¢o bolo pre
nu nepochopitelné a neprijemné. Hladala som u nej az materinskid ochranu
a pozornost. Po ¢ase sa mi zdoverila, Ze som spravanim vel'mi podobna jej
svokre. Az vtedy som pochopila pricinu jej odmeranosti voci mne.

Po dvoch tyzdrioch v nemocnici nastal ¢as, kedy som mala vstat z postele.
Nebolo to jednoduché, potrebovala som k tomu vsetku vnitornd silu a od-
vahu. Pred 8 tyzdnami, ked’ zacali najvacsie bolesti som totiz v kidipelni doma
odpadla a nedokdzala som sa sama postavit. Bolest mi to nedovolila. Pomohla
mi az rychla zdravotnicka sluzba. Odbocila som vsak. Vtedy mi dali ultimatum,
bud’ sa z postele postavim a zacnem chodit, alebo ma umiestnia do lieCebne
pre tazko chorych. To ma k smrti vydesilo! Musela som sa vzopriet, pomahali
mi v tom vsetci naokolo. Inak ako s barlami to neslo. Prvykrat som vykrocila
na toaletu v sprievode zdravotnej sestry. A barle sa stali az do pérodu mo-
jou oporou a priatelkami. Obc¢as som chodievala sama na prechadzky okolo
domu, ale dlho mi to nevydrzalo. Ako “bruskata” pani s barlami som az prilis
putala pozornost. Stavalo sa, Ze okoloiddci trisili neprijemné poznamky, ako
skolkd nezodpovednost!”, stretla som sa aj s agresivnym mladikom, ktory si
so mnou chcel ,vyrovnavat akési Gicty”, ale nastastie ho kamarat odhovoril.
Citila som sa vel'mi, vel'mi zranitelnd, no na druhej strane silna, ako vedia byt
len matky, ked" ide o ich dieta. Pocas celych 9 mesiacov sme s manzelom
verili, Ze sa dietatko narodi Zivé a zdravé. Z toho vznikla aj myslienka, ze sa
bude volat Viera. Viera stvorend z velkej viery, lasky a odhodlania prekondvat
prekazky, ktoré nam vtedy zivot nadelil.

Mala som stopercentni doéveru v to, Zze po porode sa budi moje
bolesti dat riesit. A tak sa aj stalo. Obavy vrchnej sestry sa nenaplnili - ,Kto
sa Vam o to decko bude starat?” - ,Kto iny, predsa ja!“ Po porode mi na
rehabilitanom oddeleni nasadili elektrolie¢bu a ta urobila divy. Z pérodnice




som uz odchdadzala po vlastnych, barle odniesol manzel uz predtym. V narucf

som niesla nadhernd, takmer Stvorkilovi dvojtyzdriovd dcérku Vierku a vedla
mna kracal méj Gzasny muz. Boli sme $tastni, prestastni. Pérod som mala
cisarskym rezom, indikovany ortopédom a gynekolégom, lebo dcérka mala
v maternici obratenud polohu. Hned' od zaciatku sa mala k svetu. Bola pre mna
tym najsilnej$im a najvacsim zadostucinenim, najvacsou Zivotnou vyhrou.

Konec¢ne som sa dostala na RTG panvy, ale na snimkach nenasiel lekar
nic pozoruhodne Ziadna hernia platnlcky, ziadna koxartr6za, prosto nic!
Cakalo nds nadherné obdobie, opat sme sa vrdtili k turistike po Malych Kar-
patoch, kde sme boli schopnf prert aj 15 km. Mala som sedemrocné bez-
bolestné obdobie. Myslela som si, 7e to tak sndd ostane. Zial! Po rokoch
som zacala chodit do ambulancie chronickej bolesti presne s tymi istymi
tazkostami ako v tehotenstve. Kym sa nasli lieky proti bolesti, ktoré mi
zaberali, presli 2 roky. Toto obdobie trvalo spolu 5 rokov. Lekari mi diagnos-
tikovali miernu koxartrézu, druhotné ndsledky po lymskej borelioze, neskor
osteoporozu ako dosledok skorej menopauzy. Zaujimavé bolo to, ze ked’
som zacala uzivat Condrosulf, bolesti sa zmiernili a po Vitakalcine sa Gplne
stratili. Prave v tomto obdobi som bola v NURCH na prvom vysetrent, kde
tiez nezistili ni¢ pozoruhodné, akurat zvyseny HLA antigén B 27, ktory suvisf
Casto s Bechterevovou chorobou, nizke, teda negativne titre reumatoidného
faktora. 1zolovand pozitivita uvedenych markerov nebola patognémicka pre
diagnézu zapalového reumatického ochorenia. Nebola mi naordinovand
Ziadna dalSia kontrola.

Kratkodobé bolestivé obdobia v nasleduijtcich rokoch sa striedali s nebo-
lestivymi. Krivanie sa striedalo s rovnou chédzou. Zvykla som si. Casto som
vyuzivala rehabilitacie na poliklinike. Oblibena turistika sa stala minulostou,
maximalne realna bola tak hodinova prechddzka. Medzi tym mi nasli sakroil-
iakalnu artrézu a zlzeny priestor medzistavcovej platnicky stale bez zapalov
a bez ¢o i len najmensieho podozrenia na reumu. Pred tromi rokmi mi zistili
vyssie hodnoty CRP, FW, ktoré vytrvalo pretrvdvali. Vyckdvalo sa, ¢o z toho
bude, problémy som nemala prakticky Ziadne, az kym sme si nezadovazili
psika. Casté a pravidelné prechadzky spdsobili bolesti v SI zhyboch, takze
sa na scéne objavilo staré zndme pokrivkdvanie. V septembri 2013 som sa
s tymto problémom dostala prvykrat na vysetrenie magnetickou rezonanciou
a vysledok bol pozitivny. Sakroileitida.

Ale reumatologicku som nevyhladala kvoli tomuto problému. Pred
rokom a pol mi totiz zacali neobvyklé bolesti chrbtice. Najskor v drie-
kovej oblasti a potom sa bolest $plhala nahor do hrudnej chrbtice. Bola to
ostrd bolest az ki¢, kratkodobé stuhnutie v urcitej polohe, vystupriovana
pri pohyboch ramien a pri [ahu na chrbte. | ked’ to méze zniet smiesne, na
obycajné kychnutie radsej ani nechcem spominat, bolo to viac ako neprijem-
né! Reumatologicka MUDr. Janka Krahulovd ma odporucila na vysetrenie
v NURCH. Cakala som 9 tyzdriov, kym som sa dostala k MUDr. Martinovi
Zlnayovi. Vysledok prisiel postou a potvrdil, ankylozujicu spondylitidu, teda
Bechterevovu chorobu na viacerych miestach chrbtice. Zo zaciatku som
v tomto obdobi uzivala Meloxikam, ktory mi museli vysadit, kvoli castému
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krvdcaniu z nosa. Potom Aceklofenak, na ktory nedam dopustit. Lekdrka
mi ho chcela po vybornych vysledkoch z krvi znizit na polovicu, ale kvoli
pretrvavajlcim bolestiam to neslo. Tak uzivam nadalej dve tabletky denne.
S pecenovymi testami to nie je Ziadna vyhra a v lavej oblicke mdm kamen.
V stcasnosti je planovana hospitalizacia v NURCH a zvazenie biologickej
liecby. Dnes som uz na invalidnom déchodku.

O c¢om napisat na zaver
tohto pribehu? Urcite o dcére,
ktord za ten cas vyrastla. Stala
sa z nej dospeld Zena, Studujica
na vysokej skole. Ma priatela
a svoj samostatny Zivot, aj ked
zatial byva s rodi¢mi. Nie vzdy
to bolo v naSom Zivote ruzové.
Ale jednu vec si z toho obdo-
bia odniesla moja dcérka urcite.
A tou je resiliencia = nezdolnost.
Od svojich troch rokov sa pohy-
buje medzi ludmi s dusevnymi poruchami. Vnimala ich vzdy normélne, niek-
torych ako skutocnych priatelov. Uz desatrocnad mi pravidelne pomahala pri
priprave obcCerstvenia v obc¢ianskom zduZzeni, neskor ako graficka pri vyrobe
letakov a tvorbe web-stranky. Ako 15-ro¢na bola v Bratislave nominovana za
dobrovolnicku roka. A teraz v novej situdcii, ako som sa stala ¢lenkou LPRe
SR sa tieZ spolu so mnou tvorivo zapdja do dobrovolnickych aktivit. Zije
s mojou chorobou, chdpe ju a je v nej vela, vela sicitu s trpiacimi. Som hrda
na moju Vierku a nato, ¢o dokaze.

Platia dve pravidla: Co ta nezabije, to ta posilni! Ni¢ nehodno lutovat,
vsetko sa deje z urcitého dévodu!

Dakujem za Gzasnd moznost napisat tento ¢lanok.



REGRET NOTHING, EVERYTHING HAPPENS FOR A REASON!

Name: Alena and Vierka K.
Age: 47 years
Dg.: Sacroileitis, Bechterews disease, osteoporosis

First pregnancy: 1993
Treatment:  Guaifenesinum during pregnancy, Mg, B12; now: Aceclofe-
nac, Bisphosphonates, Calcium, Mg

Let me introduce myself. My name is Alena, | am 47 years old, | come
and I live in Bratislava. My husband Andrej has Russian nationality although
he was born in Kazakhstan. We have been married for 26 years. 21 years ago
our daughter Vierka was born. It was in 1993. When | got pregnant, | was 25
years old. It was a great event because it was our first, coveted and as time has
shown the only child and also the first grandchild on both sides of our fami-
lies. I was not only happy but also healthy except of mild scoliosis and fragile
psyche. I worked as an accountant so everything was as it should be. But! In
the ninth week of pregnancy | started to experience walking difficulties. From
that point things gained a quick progress. In a few days because of a large
persistent low back pain and hips | was forced to stop walking completely.
Changing position in the bed was impossible. If | wanted to lift up in bed with
a pillow under the head my husband had to give me a helping hand. For six
weeks | could not get out of bed. Bed was my whole world and space. | was
totally dependent on my husband'’s help. After recommendation by our pae-
diatrist Andrej stayed at home taking care of me. Andrej even had to take my
maternity book. | did not go to counselling for the future moms and I could
not even attend the preventive control. | did not have strength to go there.
My husband went there and doctor ordered immediate hospitalization. But
that was a problem. Neurology and orthopaedic department did not want
to hospitalize me. No doctor wanted to treat me. | was pregnant in the first
trimester so | could not take any medication. They had no ways how to treat
me. X-ray, CT, MT and electrotherapy, everything was contraindicated and so
they could not really diagnose the cause of this pain. Ironically they did not
want me to be hospitalized on risk pregnancy department because my preg-
nancy after the compulsory examinations was rated as unproblematic. | felt
terrible. Me and my husband were on the edge of collapse. | was very worried
about my little baby. Finally in the fifth month of pregnancy | was admitted
at the department for expectant mothers in unnamed hospital in Bratislava.
| was examined by many experts. Orthopaedist, who prescribed Guaifenesi-
num - drugs and painkillers, magnesium and B12 injection. Neurologist, who
wanted to perform a lumbar puncture - an examination of the spinal cord with
a huge needle. | did not agree with this type of examination. Furthermore
I exercised daily with rehabilitation nurses and psychologist who focused on
prophylaxis. | became too attached to her which was incomprehensible and
annoying to her. | was seeking motherly protection and attention. As the time
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passed she explained to me that | behave very similar as
her mother in law. So | understood the reason for her re-
served approach.

After two weeks in the hospital there was a time when
I had to get up out of bed. It was not easy | needed to
gather all the inner strength and courage which | lost 8
weeks ago when all the pain started and had me fainted in :
the bathroom at home. The pain would not let me stand Sl
up so we had to call Rescue Service. However, | sidetrac-
ked. Because | was unable to get out of bed and walk they
gave me an ultimatum. Either | start walking out of bed
or | will be placed in a hospital for severely ill. It scared me to death! I had to
brace myself and everyone around me tried to help. | could not do it without
crutches. The first time | walked to the bathroom accompanied by a nurse.
Crutches became my close friends and support me until the birth. Someti-
mes | would go alone for a walk around the house but it did not last long. As
a “tummy” lady with crutches | attracted too much attention. It happened
that people around me would address annoying remarks like “how much ir-
responsibility”. Once | met an aggressive young man who threatened me but
fortunately his friend talked him out of doing anything stupid. | felt vulnerable
as a child. But my goal was clear from the beginning. Give birth to a healthy
baby. Nothing else mattered. | was confident that once | gave birth to a baby
I will be able to deal with my problems. And so it happened. Concern head
often argued - “Who will take care of that baby?” to which I said “l will!” . After
giving a birth to my baby | was treated with electrotherapy which did wonders.
From the hospital | have walked away on foot leaving the crutches in hospital
carrying beautiful almost two-week-old daughter Vierka in my hands with my
amazing husband besides me. We were happy, overjoyed. The birth was by
caesarean section, indicated by an orthopaedic surgeon and gynaecologist
because my daughter was in the womb in inverted position. Vierka was very
healthy. For me she was the biggest satisfaction, the most costly victory.

| finally got to the pelvic X-ray but images shown nothing remarkable.
No disc herniation, no coxarthrosis, no nothing! Ahead of us was a wonderful
time. We went back to hiking in the Malé Karpaty where we were able
to walk for up to 15 km. | had a painless seven-year period. | thought that
perhaps it will remain so. However | started going to the clinic for chronic
pain experiencing the same difficulties as during pregnancy. It took two
years to find painkillers which started to work for me. This period lasted five
years. My doctor diagnosed mild coxarthritis, secondary sequelae of Lyme
disease, osteoporosis as a later result of early menopause. Interesting was
that when | started taking Condrosulf the pain became manageable and with
Vitakalcine the pain was completely lost. At this time | was in NURCH at the
first examination which also found nothing remarkable. Just increased HLA
antigen B27 which is often associated with spondylitis disease and low thus
having a negative rheumatoid factor titers. Isolated positivity of set diagnostic
markers was not proof for the diagnosis of inflammatory rheumatic diseases.




I was not ordered any other check-in in NURCH. Short-term pain periods
were alternating with non-painful in the coming years. Limping alternated
with walking straight. | got used to it. | often used went to rehab clinics.
Tourism has become a history. The maximum | could handle was a one hour
walk. In the meantime | was diagnosed with the sacroiliac arthritis. Narrowed
intervertebral disc space still without inflammation and without even the
slightest suspicion of rheumatism. Three years ago | was diagnosed with
higher levels of CRP, ESR which persisted. Waiting what it is going to be,
my virtually none existing problems became very real after we got a dog.
Frequent and regular walks started pain in the SI bends. Good old limping
was back on a scene. For the first time in September 2013 | got this problem
on an MRI scan and the result was positive. Sacroileitis. But | did not seek
rheumatologist because of this problem. For year and a half | was engaged
with unusual back pain. First in the lower back and then the pain progressed
higher up my spine. It was a sharp pain and spasm in a certain position which
escalated with the movements of the arms or lying on a back. Although it
may sound ridiculous sneeze felt rather uncomfortable! Rheumatologist
MD. Janka Krahulovd recommended me to investigate my problems in the
NURCH. | waited nine weeks until | got admitted by the MD. Martin Zilnay.
Results arrived by mail and confirmed ankylosing spondylitis thus revealing
Bechterew’s disease of the spine in several places. At the time | was using
Meloxicam which had to be discontinued because of frequent nosebleeds.
My doctor wanted to cut usage of Aceclofenac to half but could not because
of persistent pain. So | continue to take two pills a day. The liver function tests
are not exactly a win and | was diagnosed with kidney stones. | have currently
planned hospitalization in NURCH where will be discussed further biological
treatment. At this day | am already on a disability pension.

What to say at the end of this story? I would certainly mention my dau-
ghter who became a grown woman. She is currently studying at the college
has a boyfriend and her independent life although she lives with her parents.
Our lives has not always been like walking in the park but there is one thing
which my daughter learn from that time for sure. And that is resiliency = not
giving up. Since she was three years old she was growing up among people
with mental disorders. Always perceived them normal some as a true friends.
At the age of ten years she would regularly assisted in the preparation of food
in the Civil Association later as a graphic designer in the production of leaflets
and creating web sites. As a 15-year-old she was nominated for competition
- Volunteer of the year in Bratislava. Lately as | became a member of LPRE SR
she creatively engages in volunteer activities. She lives with my illness, under-
stands it, and there is big, huge solidarity with the suffering. | am proud of my
Vierka and of what she is capable of.

Two rules are certain: What does not kill you makes you stronger!
Regret nothing everything happens for a reason!

Thank you for the amazing opportunity to write this article.

Prelozili Adriana Salamovd a Juraj Trubini
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MOJE TEHULKOVANIE § REUMOU

Meno: Martinka, maly Adamko a Misko L.
Vek: 35 rokov

Dg.: JIA

Rok tehotenstva: 2009, 2012

Liecba: Prednison, MTX, Acidum folikum

Liecba v detstve: Brufen 600, Napsyn, Sulfasalazin, Prednison, MTX

Ani neviem kde a ako zacat, lebo
to bolo straddasne davno, ked’ mi diag-
nostikovali reumu. Liecila ma dddzasna
pani doktorka Mozolovd na Kramdroch
v Bratislave a aj vdaka nej mam teraz
dvoch krasnych synov.

Reumu mi zistili uz ked’ som mala
10 rokov. Vtedy neboli este takmer
Ziadne poriadne lieky, ale moja dok-
torka pre mna robila v rdmci moznosti
vSetko mozné aj nemozné. Povedala
vSak rodi¢om, Ze sa musia zmierit s tym,
Ze asi nikdy nebudem mat deti. Bolo mi
to jedno, mala som 10 rokov a naco by
mi boli deti.

S manzelom som sa zoznamila ked'
som mala 17 rokov, reuma mu vobec
nevadila, mozno aj preto, Ze v tej dobe
som bola v takom stave, Zze na mne ne-
bolo ni¢ vidiet. Vzali sme sa, kipili byt a
ja som si vybavila na ministerstve vynimku, aby som mohla k svojej lekdrke
chodit aj po dovi$eni dospelosti.

Ako 29-ro¢nad som zacala tizit po babatku. Prirodu neoklames, biologic-
ké hodiny tikali, bola som si ista, Ze by som si jedno babo uz velmi priala. Po
planovanej dohode s lekarkou som vysadila Metotrexdt, pockali sme pol roka
a tehotnd som ostala hned.

Pocas tehotenstva som brala len Prednison 5mg rano, ni¢ viac, a ni¢ viac
mi ani nebolo treba. Doktorka ma hned’ upozornila, Ze reumaticky tehoten-
stvo sice dobre zndsaju, plod im pomaha, ale to ¢o bude po pdrode je velmi
otazne. P6rod mal byt spontanny, nevyskytli sa Ziadne komplikacie, az kym
sa maly nerozhodol, Ze on von nepdjde, zasprajcoval sa tam a tak to celé
skoncilo sekciou.

Po pérode bolo vsetko ako malo, ale po dvoch tyzdroch som dostala
ukrutné bolesti do ramena, nevlddala som ani syna zodvihndt na ruky. Ila
som k svojej lekdrke, dala mi obstrek ramena a na druhy den uz bolo vsetko v
pohode. Odvtedy som uz nemala Zziadne komplikdcie. Prvého syna som doj-




c¢ila do 9 mesiacov, potom som ho
pomaly odstavila a nasadili mi zase
Metotrexat. Vlastne to vyzeralo ako
prechadzka ruzovym sadom.

Bolo mi dobre a tak sme sa
rozhodli, Ze syn by nemal byt jedi-
nacik. Jedno dieta pre strach, dve
pre radost, ako hovoria staré mate-
re. Opdt som vysadila Metotrexat
a bez problémov som otehotnela.
A aj druhé babo bol chlapcek. S nim
to uz bolo trosku horsie, pretoZze ma ukrutne bolela panva. V druhej polovici
tehotenstva mi moj gynekolég predpisal podporny pas pod brusko a mne sa
ulavilo 0 90 %. Okrem toho som nemala ziadne bolesti, bolo mi super.

Syn sa narodil pldnovanou sekciou, kvoli mojej panve, zistili mi totiz za-
¢inajlcu osteoporozu. Po pérode mi bolo opéat dobre, neprisli Ziadne bolesti,
zase som dojcila do 9. mesiaca a pomaly ho odstavila. Lekarka mi nasadila
opat Metotrexdt. Medzi tym som zmenila doktroku, chodim k panu doktorovi
Ujvarimu, je zlaty, ludsky, snazi sa pochopit mamicky, ze chci aj dojcit a za-
roven sa vediet postarat aj o babatko.

Este by som na zdver rada napisala, Ze na deti som bola od zaciatku
sama a bez pomoci. Manzel je celé dni v praci, mame hypotéku a inac sa to
ani nedd. Rodicov mame daleko, takze je to celé na mne a zvladam to aj
s reumou. Verte, ze kvoli mojim chalanom sa to oplati :-)

Mamina Martina, synovia Adamko a Misko a tatino Lubos.
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MY PREGNANCY WITH RHEUM

Name: Martinka, little Adam and Misko
Age: 35 years old
Dg.: JIA

Year of pregnancy: 2009, 2012
Treatment:  Brufen 600, Napsyn, Sulfasalazin, Prednison, MTX

I don’t even know where to start, because it was so long ago when
I got diagnosed with rheumatoid arthritis. | was treated by fabulous doctor
Mozolovd in hospital in Bratislava - Kramare. And thanks to her | have now
two lovely sons.

I found out I have rheum when | was 100. Back then there was no real
treatment, but my doctor did her best for me. But she told my parents that
they have to accept that | probably will never have kids. | didn “t care as | was
10 years old - what would I do with kids?

I met my husband when
I ' was 17, my disease was not
a problem, maybe because
in that time | was feeling very
good.

We got married, bought
our own living and | got ex-
ception from the government,
so | could go to my doctor
even though | have been alre-
ady adult.

As 29 years old | started
to long for a baby. You can 't
lie to nature, my biological
clocks were ticking and | was sure that | would really love to have a baby.
After talking to my doctor | decided to get off methotrexate, we waited for
a half a year and | got pregnant immediately.

During pregnancy | was taking only Prednison - 5mg in the morning and
nothing else, | didn "t need anything else. | got a notice from a doctor that
women with rheum feel good during pregnancy, baby is helping them, but
we couldn "t be sure about what is going to happen once baby is born. Labor
was planned to be spontaneus, | didn “t have any complications until my little
boy didn "t get stuck and | had to have a C-section.

After labor everything went well, but after two weeks | got terrible pain
to my arm, | couldn "t even pick up my baby boy. | went to see my doctor, she
gave me injection to arm and everything was fine again.. Since then I didn "t
have any other complications.

| breast feeded my first son for 9 months, then we got off the milk and
| started taking methotrexate again.




| was feeling so good that
we decided to not have only
one son. One child is for fear,
two children are for joy - as
our grandmothers say. | got
off methotrexate and without
any problems | got pregnant
again. Second baby was a boy
again. Pregnancy was worse,
because | had really bad pain
in my pelvis. In second part of
my pregnancy my OB prescri-
bed me a support for my belly
and 90% of pain went away. | didn "t have any other problems.

Out next son was born with planned C-section because of my pelvis,
we found out | am having first stage of osteoporosis. After labor | was feeling
fine again, | was breatst feeding my baby for 9 months and then got back on
methotrexate. By that time | changed my doctor, | go to doctor Ujvari now,
he is very nice and tries to understand mothers, that they want to breast feed
their babies and also want to be able to take care of them.

I would love to say that | take care of my children all alone, without help.
My husband works all days, we have a mortgage and there s no other way.
My parents live far away from us, and | can do all by myself even with rheum.
But trust me, it s all worth for my boys.

Prelozila Barborka Pacikova
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MOJE KRASNE TEHOTENSTVO

Meno: Veronika, mala Emka a Ninka M.
Vek: 27 rokov

Dg.: JIA

Rok porodu: 2011, 2014

Liecba: Humira, MTX

Vydavala som sa, ked som mala 24
rokov. S mojim manzelom sa pozname
od mojich 17-tich rokov, neskér sme
spolu byvali a ndsledné sme sa zobrali.
Vedel o mojej reume hned, chapal
ma a akceptoval moju chorobu. Vtedy
som este neuZzivala biologickid lie¢bu.
Mavala som aj velmi zlIé obdobia, no
snazila som sa existovat ako ostatni. No
ked' sa uz nedalo, isla som na liecenie
do NURCH a tam mi nasadili Humiru
s Metotrexatom. Odvtedy som Zila ako
kazdy normalny a zdravy jedinec.

Po svadbe sme planovali babdtko,
a kedZe som bola informovand, Ze sa
musim este ,vycistit” od liekov, zacala
som hned po svadbe detox od Meto-
trexdtu aj antikoncepcie. Trvalo to 3
mesiace.

Vtedy mi MUDr. Koskova povedala,
aby som si pichla poslednd Humiru a po
14 diioch m6zeme zacat s ,plodenim”.

Nemohla som tomu ani uverit, boli sme velmi $tastni. Nasu krasnu
dcérku sa ndm podarilo splodit’ hned' v nasledujicom mesiaci. Mgj 1. trimes-
ter bol spojeny so zapalml oci (lrldocyklltlda) Chodila som do prace a po
Case ma zacali boliet aj kiby. Neuzivala som ni¢, okrem kvapiek do o¢i. Nech-
cela som malickej nijako ublizit. M6j gynekoldg sa ku mne spraval ako k inej
zdravej mamicke. Ziadne zvld3tne zaobchadzanie, ani prilisnd opatrnost. A to
bolo dobré, pretoze som sa potom citila ako Uplne normdlna mamicka a nie
ako rizikovd mamicka - reumaticka. Myslim, Ze tento spésob bol pre mna
najlep5| Ku koncu 2. trimestra som sa predsa len dala vypisat na PN-ku. Prili§
ma u boleli kiby a hlavne, schudla som asi 7 kil. Byvavalo mi dost zle - te-
hotenské nevolnosti.

Len ¢o som zostala doma, zacala chodit na pravidelné prechadzky,
viac oddychovat a starat sa o nds dve, bolo vietko lepsie. Bolesti ustdpili,
s nimi aj tehotenské nevol'nosti a ja som zacala naberat na véhe a citit sa fit.
Priatelka v lekdrni mi poradila vitaminové doplnky, ktoré boli pre dietatko




velmi vhodné, nakolko obsahovali aj
Omega 3 mastné kyseliny (rybi tuk),
a ten zaroven pomahal aj mne na klby
a vyzivoval ich. Naozaj som sa po nich
citila lepsie. V poslednom trimestri
prebiehalo vietko ako malo. Len krize
zacali pobolievat, no s tym mi pomohli
v jednom wellness centre, kde mal ma-
sér kurz na masirovanie tehotnych Zien.
Bolo to velmi, velmi prijemné.

Drobnou komplikdaciou bol fakt,
ze som mala madlo plodovej vody. No
neviem ¢i to suviselo s reumou, alebo
s tym, Ze aj moja mama, pri tehotenstve
so mnou mala kedysi malinké brusko.
Ale chodili sme na kontroly a mala mala
véetky orgdny v poriadku a narodila sa
Uplne zdravd. Rodila som prirodzenym
sposobom, dokonca bez ,epiduralky”.
Kojila som ju asi 2 mesiace, a potom mliecko odislo. Tym viak zacali aj bolesti
klbov, tak som opat nabehla na Humiru bez dalsich medikamentov.

Teraz ma nasa mala Emka 18 mesiacov a je to stale krasne, zdravé, ro-
zumné a milé dievcatko. My s manzelom opét planujeme dalsie dietatko,
a to uz teraz na jesen.

Milé dievcata a Zeny, nebojte sa tehotenstva, je to to najkrajsie, ¢o vam
moze priroda dat. Kazdodenny dsmev vasho dietatka a dprimné objatie
s krdsnym slovom ,mama” stoji za vietky bolesti sveta.

Pozn. red.: Pani
Veronika ndm v case
redakcnej uzavierky
oznamila, ze v lete
2014 sa im narodi-
la uz druhd, krdasna
dcérka Ninka.
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MY BEAUTIFUL PREGNANCY

Name: Veronika, little Emka and Ninka
Age: 27 years old
Dg.: JIA

Year of pregnancy: 2011, 2014
Treatment: Humira, MTX

I got married when | was 24 years old. | dated my husband since | was 17
years old and we have lived together for some time. He knew about my rhe-
um from the beginning and he accepted it. Back then | didn "t take biological
treatment. | had also very bad times, but [ tried to live like other people. But
when it was not possible anymore, | went to NURCH and | got Humira and
Methotrexate. Since then [ lived like normal and healthy person.

After wedding we planned a baby, but as | was informed about getting
clean from medicines, | immediately started detox from methotrexate and
birth control. It took 3 months.

In that time my doctor, Mudr.Koskova told me to take last Hu-
mira shot and after 14 days we can start try for a baby. I could-
n’t even believe it, we were very happy. We fathered our child
right next month. My first trimester was connected with eye inflammation.
I was still working , but after some time, my joints started hurt. | didn "t take
any medicine except eye drops. | didn "t want to hurt my baby in any way. My
OB treated me like healthy mother. No special treatment or care. But on the
other hand it was good, because I felt like very normal mother, and not risky
one. | think it was best for me. Close to the end of 2™ trimester | stayed home
from work. My joints did hurt too much and I lost about 7kg. I was very often
sick to my stomach.

As soon as | was home, | started going for regular walks, rest more often
and take care only about me and our baby, all the problems went suddenly
better. Pain went away and so did my dizzines. | gained some weight and felt
really good. My friend
from pharmacy gave me
some vitamins, that were
very good for baby, be-
cause they contained
Omega 3, what was very
helpful also for my joints.

In last trimester eve-
rything was fine. Only
my lower back started to
hurt, but | got some very
good help in one well-
ness centre, where mass-
seur has been trained to




treat pregnant women. It was really
comfortable.

Small complication was fact,
that I had too little of amniotic fluid.
I don "t know whether it had con-
nection with rheum, or with the fact
that my mother also had it when
she was pregnant with me. But we
had all the regular checks and eve-
ryhting was fine. Our baby girl was
born completely healthy. | gave
birth spontaneously and also witho-
ut epidural. | was breast feeding her
for 2 months, then I lost my milk.
With that, my joints started to hurt
again and | started Humira.

Now is our Emka 18 years old girl and she is cute, healthy and very smart
child. Me and my husband plan to have another child, right this autumn.

Dear girls and women, dont be afraid of pregnancy, i tis the most be-
autiful gift you can get from nature. Every smile and hug from your baby with

word ,mom* is worth all the pain in the world.

Editor’s note: Ms.
Veronika announced at
the time of going to press
that in the summer of
2014, the second baby
has been born - beautiful
daughter Ninka.

Prelozila Barbora Pacikova
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MUJ SMYSL ZIVOTA

Meno: Jarka a Gabinka Z.

Vek: 42 let

Dg.: JIA

Rok tehotenstva: 2007

Liecba: pred: Prednison, Mtx; béhem téhotenstvi : Prednison, v pfi-

padé bolesti Paralen; po: Prednison, obcas Apoibuprofen,
nyni misto Apoibuprofenu Novalgin (pfi bolestech)

Do osmi let jsem byla normalni
zdravé dité a pak pfislo onemocnéni,
které mi od zakladd zménilo Zivot.
Moje diagnéza znéla juvenilni idio-
patickd artritida a nikdo z mych
blizkych tehdy ani ve snu netusil, co
véechno mé cekd. Jediné, co fekla
lékafka mé mamé bylo: ,na revma se
neumird.” Toto tvrzeni je vSak rela-
tivni, ale to je na jiné téma.

Od pocatku jsem lécena Pred-
nisonem s rlznou intenzitou davek
a k tomu dalsi rGzné léky lé¢bu modi-
fikujici, které byly spiSe bez ucinku.
Agresivita onemocnéni zpUsobila, Ze
uz ve 22 letech jsem méla endoprotézy obou kolennich i obou kycelnich
kloubl. Kazdopddné s pfibyvajicimi operacemi a zhorsujicim se zdravotnim
stavem jsem se zacala smifovat s tim, Ze budu bezdétnd. JenZe pak jsem
odjela na setkani mladych revmatikd do Svycarska. Tam jsem potkala Zeny,
které uz mély za sebou téhotenstvi a porodily zdravé déti. Diky prednaskam
jsem se dozvédéla, Ze mit dité s mou diagn6zou je mozné. Toto setkani mi
hodné pomohlo. Musim podotknout, Ze mi v tomto sméru se rozhodnout pro
rodic¢ovstvi nejvic pomohly kolegyné ze Slovenska, které mi vénovaly i knizku
o matefstvi s RA. Zacala jsem pfemyslet o ditéti ¢im dal vic. | zdravotné jsem
byla stabilizovana. Potkala jsem partnera, ktery mé naprosto presvedcil, také
diky tomu, Ze mél malé dité z prvniho manzelstvi.

Otéhotnéla jsem ale v dobé kdy jsme se s pFitelem rozchazeli. Nelituji
toho, protoZe se splnilo moje velké pfant, byl to pro mé Gzasny zdzrak a ja
jsem védéla, Ze to néjak zvladnu i bez néj, snad asi i [épe, nez s nim.

Téhotenstvi nebylo bez rizika. Myslela jsem, ze budu moct pracovat
alespon do patého mésice, ale myslet neznamena védét. Cca v 9. tydnu jsem
zacala krvdcet, lékaf mné naordinoval klid na [Gzku a pfidal podptrnou lécbu.
Zdafilo se a krvaceni ustalo. Do toho mi mij osetfujici [€kaf tvrdil, Ze mam
problém s placentou. Kdyz jsem pak pfisla na velky ultrazvuk v nemocnici, tak
tuto tezi vyloucili. Ovsem opatrnd jsem musela byt, protoZe pfi vétsi namaze
jsem vzdy trochu krvacela. Po celé téhotenstvi jsem brala Prednison 5 mg




denné (nemohu ho vysadit), takze jsem se
docela nervovala, aby vse dobre dopadlo
a aby bylo détatko zdravé. Na druhou stra-
nu jsem méla i dny (kdyZ bylo vse dobré),
kdy jsem si téhotenstvi uzivala.

Vzhledem k onemocnéni kycli, bylo
od prvopocatku jasné, Ze budu rodit
cisafskym fezem. | pres veskeré ndlezy
jsem si vSak musela zajet na ortopedii pro
specidlni papir, Ze cisafsky fez je na misté -
(ze by byrokracie nebo blbost?). Bala jsem
se, na kdy mé porod naplanuji' a jak to vie
dopadne a nakonec to dcera vyfesila sama.
Asi méla malo mista (jsem ponékud mensi
postavy, s bidou 150 cm) a tak 3 tydny pred
planovanym porodem mi praskla voda a ry-
chla mé k veceru odvéazela do nemocnice.
Nakonec mé na sdl brali az druhy den rano.

Rodila jsem v epiduralni anestesii, ma-
lou jsem vidéla okamzité, jakmile ji vytahli.
A kdyZ jsem poprvé uslysela jeji kiik, bylo to neskute¢né krasné... Pak mi ji
polozili zabalenou na rameno. Neda se popsat, jak Gizasné jsem se citila! Byla
to nadherna holcicka, a dokonce ji lékafi ani nemuseli davat do inkubdtoru
43 cm, 2227 g.

V porodnici mi museli pomahat, fyzicky jsem nebyla schopna o miminko
pecovat na sto procent. Sestry mi malou podavaly do naruce, ale zvladly jsme
to. Kdyz mé propustili, doma mi hodné fyzicky pomahala moje maminka a in-
validni vozik, ktery je soucasti mého Zivota. S jeho pomoci zvladam spoustu
véci.

Po porodu se mij zdravotni stav nijak zvlast nezhorsil. Az po pul roce,
ale mozna diky néjaké viréze, jsem zlstala GplIné lezet a dobré 3 mésice jsem
se davala dohromady (zvysSeni davek Prednisonu, pravidelné brani Apoibu-
profenu, antibiotika).

Co té nezabije, to té posili. Dostala jsem se z nejhorsiho na plvodni stav
pred porodem. Momentalné jsem kloubné docela v klidu (sice se pridruzily
jiné problémy, ale o tom nyni nechci mluvit). Role matky samozivitelky nenf
jednoduchg, ale jak uz jsem podotkla, diky invalidnimu voziku zvladam spou-
stu véci, jako zdrava matka, vc€etné osmihodinové prace. Maminka uz mi
jezdi pomahat, jen kdyz je Gabinka nemocnad, abych nepfisla o praci.

Pfizndm se, Ze zpocatku jsem se dost bala, Ze se muj zdravotni stav
hodné zhorsi, Ze dité nebude zdravé... Lékaii mé ale ujistili, Ze moje diagnoza
neni dédi¢nd. Kdyby se mé dnes néjakd Zena, kterd je na tom stejné jako ja,
zeptala, jak se ma rozhodnout, poradila bych: ,,Nebojte se a jdéte do toho!“

Gabinka zacala chodit do prvnf tfidy a jde ji to. Dokonce by se méla od
Gnora 2014 zacit ucit hrat na housle. Md dGzasny hudebnf sluch. Mam z nf
radost a jsem Stastna. Vim proc a pro koho musim Zit !
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MY MEANING OF LIFE

Name: Jarka and little Gabinka
Age: 42 years old
Dg.: JIA

Year of pregnancy: 2007

Treatment:  before pregnancy: Prednison, MTX; during pregnancy:
Prednison, Paracetamol; after pregnancy: Prednison, Apoi-
buprofen, Novalgin

Until | was 8 years old | was nor-
mal child, but than came disease that
changed my life. My diagnosis was
Juvenile Idiopatic Arthritis and no one
from my family and friends didn“t
know what’s waiting for me in the
future. The only thing our doctor told
us was: ,you won 't die from it”. This
statement is very relative but that ’s for longer discussion.

From beginning | was on Prednisone with various intensity of dosage and
also on other medicines that showed to be without any effect. Aggression of
disease caused that when | was 22 years old | had endoprothesis in both my
knees and hips. After all surgeries and worsening of my health, | thought I will
never be able to have kids. But then | went to congress of young people with
RMDs in Switzerland. | met women that were pregnant and had healthy kids.
Thanks to lectures | found out, that pregnancy is possible with my diagnosis.
This meeting helped me a lot. | have to say that very big support came from
women from Slovakia that gave me book about mothership and RA.I was thin-
king about having child more often.l was in stable condition. | met partner who
made me sure about my decision, and also because he had child from his first
marriage.

But | got pregnant in time when we were breaking up with my him.
I don "t regret it, because | got my biggest wish fullfilled, it was huge miracle
for me and I knew that | will make it better by myself than | would with him.

Pregnancy was not without any complications. | thought | will be able to
work at least until fifth month, but at 9" week | started bleeding and doctor
told me to stay home and rest. Everything went well and bleeding stopped.
Next issue was with placenta. But ultra-
‘ sound in hospital didn "t confirm that.

| had to be especially careful, because
after every bigger effort | bled a little.
| was on Prednisone (5mg) my who-
le pregnancy, so | was pretty nervous
about health of my baby. On the other
hand, there were days when | was real-
ly excited and happy about everyhting.




Regarding to my hip
joints it was clear from be-
ginning that | will have C-
-section. | was afraid about
when it will happen, but
my daughter decided it for
me. She had probably very
little space (I am small, only
150 cm tall), so 3 weeks
before planned term my
water broke and we rushed
to hospital.

I had only partial
anesthesia so | saw my
baby right after she was
born. After | heard her scream, it was unbelievable feeling. | can "t describe
how awesome it was when we first touched. She was lovely little girl, 43 cm
and 2227 g.

I needed some help in hospital, | was not physi-
cally able to take care of a baby. Nurses had to put her
in my arms, but we made it. After | got home, my mom
did help me a lot and I also used wheelchair, which is
part of my life.

After giving birth, my health didn "t get any worse.
After more than half a year, after some viral infection
I stayed in bed and | was feeling
very bed for next 3 months.

What doesn "t kill you ma-
kes you stronger. | got from my
worst to the state | was at af-
ter labor. Right now | am quite
fine. Role of mother that has to
take care of her family by her-
self is not easy, but as | said,
thanks to wheelchair | can do a lot of things as healthy
mother, including 8 hours of work. My mother helps
me only when Gabinka is ill, so | don "t lose my job.

I have to admit that | was afraid at first that my
health will worsen a lot, that baby won “t be healthy....
But doctors reassured me that my diagnosis is not he-
reditary. If | was asked today by any woman about
how to decide, | would answer: ,Don "t worry and go on!”

Gabinka started her first class and she is very smart. By the year 2014 she
should start playing violin. She is my happiness. | have someone to live for!

Prelozila Barborka Pacikova
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MOJA MATERSKA ,DOVOLENKA*

Meno: Zuzana a Stevko

Vek: 40 rokov

Dg.: RA

Rok tehotenstva: -

Liecba: Biologicka (Roactemra)

Voldm sa Zuzana, mam
40 rokov a od svojich 20 ro-
kov trpim reumatoidnou artri-
tidou, ktora mi radikdlne zme-
nila moje plany a predstavy
do budtcna.

Predstavovala som si, ze
Uspesne dokonéim stadium
na vysokej skole, budem pra-
covat, zalozim si rodinu, sa-
mozrejme s detmi. No moje
ochorenie - reumatoidna artri-
tida mi vSetko obratila naruby.

Pobyty na internate vystriedali dlhsie, i kratSie pobyty v nemocniciach.
Musela som prerusit a nakoniec aj ukoncit stidium na VS. Napriek tomu som
sa nechcela zmierit s tym, Ze vSetkym mojim snom md byt koniec. Stdle som
tizila po rodine, po detoch. Vydala som sa, lenze mo6j zdravotny stav sa stéle
zhorsoval, musela som uzivat lieky, ktoré by nebolo mozné ,kombinovat”
s tehotenstvom. S manzelom sme v3ak po detoch vel'mi tdZili. Po niekolkych
rozhovoroch s pani doktorkou sme sa s manzelom dohodli, Ze nebudeme
riskovat tehotenstvo a ndsledné rizikd s nim spojené a rozhodli sme sa pre
adopciu dietata. No a tu sa za¢ina pribeh mojej ,materskej dovolenky”.

Podali sme si Ziadost na UPSVR. Najprv sme mreli strachom, ¢i nam vo-
bec kvoli mojej diagndze vyhoveju. V mojej chorobe nastastie nevideli prob-
[ém, a tak sme nastipili na nasu cestu za babatkom.

Ta zacala vybavovackami Ziadatelov o adopciu, pokracovala absolvo-
vanim kurzu PREID aZ po Gzasny telefonat z UPSVR. Mali pre nas 4-mesacného
chlapceka a chceli vediet, ¢i sa chceme prist na neho pozriet. Bez najmensieho
rozmyslania sme povedali, Ze chceme, a to hned' zajtra. A tak sme nasadli na
druhy den do auta. Hned' po prvom stretnuti sme si boli isti, Ze hoci sa toto
dietatko nenarodilo ndm, nie je krv nasej krvi, urite k nam patri. Najradsej,
by sme si ho boli hned' vzali domov, ale museli sme zachovat zakonny postup,
absolvovat navstevy atd. Az prisiel NAS DEN, kedy sme si nas poklad mohli
konecne zobrat domov. Tym diiom zacala sa moja materska.

Pre moju ,Zivotnd druzku - reumu” bola tdto zmena Sokom. Zacala
som sa venovat dietatku, v noci niekolkokrat vstat, nevyspat sa a chodit na
kazdodenné prechadzky. Zo zaciatku to bolo tazké, pomdhali vsetci doma
a pomahaju spolu s mojou asistentkou doteraz (za ¢o im patri moje velké




DAKUJEM), no o par
mesiacov som si moj orga-
nizmus a Zivotnd druzku
reumu vycvicila. Moje
telo zistilo, ze boliet -
Strajkovat mu nepomoze,
Ze musi fungovat ako
potrebujem ja. A pred-
stavte si, pomohlo to!
Rannd stuhnutost mala
smolu, Unava a bolesti
tiez. Najskor som si asi na

to vSetko zvykla a naucila som sa s tym zit.

Ako nds syncek rastol, zacal chodit, behat, bicyklovat, tak aj ja som mu-
sela napriek mojim tazkostiam viac ,fungovat”, ¢o vlastne pretrvdva doteraz.
Je pravdou, Ze niekedy je to lepsie, inokedy horsie, ved' aj napriek liecbe, som
musela podstupit niekolko operacii. Najzavaznejsie boli dve - vymeny kolen-
nych klbov, kedy som svojmu dietatu mohla davat len svoju lasku, pretoze
kompletnd opateru svojej rodiny a asistentky som potrebovala ja sama. Aj
ked' stale potrebujem nie¢iu pomoc, mam ¢oraz lepsiu telesni kondiciu.

Som neskutocne $tastnd, Ze mame syna! Moznost byt mamou mi urcite
pomobhla nielen po fyzickej, ale aj po psychickej stranke. Napriek velkému
sebazapieraniu a ,pasovaniu” sa s chorobou je mi nad sInko jasné, Ze nase
rozhodnutie prijat do rodiny diefa, starat sa o jeho vychovu a dat mu nasu
lasku bolo spravne.

Radost, stastie a ldska, ktoré vsetci navzdjom prezivame, dali méjmu Zzi-
votu novy zmysel a naplnenie sna o kompletnej rodine.
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MY MATERNITY LEAVE

Name: Zuzana and Stevko
Age: 40 years old
Dg.: RA

Year of pregnancy:
Treatment:  Biological treatment (Roactemra)

My name is Zuzana,
I am 40 years old and I suffer
from rheumatoid arthritis sin-
ce | was 20. This disease has
changed my life radically, and
also my plans and dreams for
future. | imagined graduation
from university, having stable
work, start family and also
have kids. But my disease
has turned my world upside
down.

My stay on college
hostel was often shortened
because of my stay in hospital. | even had to interrupt my university. Despite
that I didn "t want to accept that all my dreams are gone. | was steal longing
for family, children.. | got married. My health was still getting worse, | had
to take medicine that could not be combined with pregnancy. But we really
wanted children.

After we talked to my doctor, we decided to not risk pregnancy and its
risks and we decided for adoption.

We submitted application to UPSVR. At first we were really afraid be-
cause my health condition. But they didn "t consider it as a problem, so our
journey to get our baby has begin.

We had a lots of forms to fill, we attended course PREID and some pho-
necalls from UPSVR. There was 4-month old baby boy waiting for us to see
him. Without any thoughts we told we want him right tommorrow. And we
got to car right next morning. After first meeting we were sure that the baby
is ours. We would love to take him home right away, but we had to take some
legal steps, until OUR DAY has come and we took that little treasure home. It
was the beginning of my maternity leave.

For my lifetime friend - rheum - it was a shock. | started to pay attention
to baby, get up many times during the night, not getting enough sleep and
going on a walk regularly.

It was very difficult at first, but everybody at home helped me together
with my assistant (I want to thank her very much). But my body got used to it




after few months. My body found
out that it has to work as | need it.
No more morning stiffness, pain
and fatigue.

As our son was growing up,
he started walking, running, bi-
king, I had to be in motion much
more, and | got used to it. Truth
is that it gets worse sometimes,
I had to take some surgeries. The
worst were knees joints replacements, when | couldn "t be there for my son
at full strenght. Even though I still need some help, | have better condition.

I am very happy that we have son! The possibility of being mother didn "t
help me only physically, but also mentally.

Despite big fights with my disease it is crystal clear that our decition to
accept the child, take care of him and raise him was right.

Joy, happiness and love, that we share with each other gave my life new
meaning and completed my dream of having a family.

prelozila Barbora Pacikova
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ODKAZ BUDUCIM MAMICKAM

Milé mamicky, piSem Vam len v krdtkosti. V diagnéze mam okrem iného
lupus antikolaguans a aj napriek tomu ochoreniu mame dve zdravé dcérky, aj
ked okrem nich mame uz 3 deticky v nebi.

Moje dcérky prezili asi vdaka remisii, lebo vtedy som lupus pritomny
nemala. Kazdopddne cesta pocas uplynulych 6 rokov bola dlhd a bolestiva.

Chcela som Vam len povedat, Ze je to mozné, aj cez vsetky netspechy
a tazkosti byt matkou a tesit sa zo Zivota.

Dakujem a prajem vietkym vela sil na prekondvanie vietkého ¢o pride :)

S pozdravom Maria Ciekerova

WORD TO MOTHERS-TO-BE

Dear mothers, | write to you just few sentences. One of my diagnosis is
lupus antikolaguans and however | have two healthy girls, even though we
have three babies in heaven. L

My daughters were born thanks to remission, because back then I didn “t
have lupus. My journey over last 5 years was long and painful.

I would like to tell you that it is possible, despite all failures and troubles,
to be mother and enjoy your life.

Thank you and | wish you to be strong to accept everything that comes.

Best regards
Maria Ciekerova

Prelozila Barbora Pacikova
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CLOVEK MIENI - PAN B. MENI...VERIM...

Meno: Vladimira B.

Vek: 27 rokov

Dg.: Juvenilna idiopaticka artritida

Rok tehotenstva: zatial ziadne

Liecba: detstvo: Prednison, Sulfasalazin, Tauredon, Delagil, NSA;

dospievanie: MTX, Plaquenil, ac. Follicum, aulin; aktual-
ne: Plagenil, Piascledine

Neviem, ¢i méj pribeh je to, o si
chcete v ocakavani precitat, ale ja sa on
podelim s ¢iasto¢nym koncom a raz ho
urcite dopiSem. Mam 27 rokov, lie¢im sa
od dvoch rokov na JIA a matne si spomi-
nam, ako sa to véetko zacalo. Je mnoho
udalosti, na ktoré zabudnut neviem, ale
zivot bez artritidy si nepamatam, bola
som vel'mi malicka a vraj vel'mi choruc-
kd...

Ked' dieta rastie, dospieva a vyvija
sa s nejakym chronickym ochorenim -
je vel'mi pravdepodobné, Ze aj napriek
vsetkému zlému, ¢o mu to ochorenie
do Zivota prinieslo, ako velmi ho obmedzilo a aké tazkosti mu spdsobilo,
si s nim ovela rychlejSie ndjde spolo¢nu cestu priatelstva, alebo minimalne
reSpektovania sa, ako si ju sotva najdu jeho rodicia a najblizsi. Taktiez my, deti
s ,juvenilkou”, mame vela casu premyslat a do dospelosti vymysliet, aky po-
stoj- taktiku voci nej budeme mat. Lebo ako sa vravi, len dobry stratég vyhra-
va boje. A Zivot s nou teda niekedy vie byt riadny boj o malickosti. Popravde
povedané bolo moje detstvo tazké, bolavé a cCiastoc¢ne prelezané v posteli.
No bolo svojim sposobom i krasne, plne radosti a ak mi to sankové (Celustné)
kibiky dovolili, tak aj plné zubatého dsmevu.

Preslo uz mnoho rokov, a ja sa pokusim priblizit vam ich v skratke. Naj-
viac sa pamédtam na to, ako trpeli moji rodicia. Ako velmi sa snazili mi dopriat
véetko na udkor hoci¢oho a hocikoho. Tatino pracoval aj v troch robotdch,
aby sa mi mamina mohla intenzivne venovat, pravidelne rehabilitovat a po-
pripade ma celodenne v nemocnici navstevovat. Az dnes si v plnom rozsahu
uvedomUJem ako vel'mi ma ltibili a ¢o vietko pre svoje dieta museli obetovat.
Spominam si, ako som zatlkala bolest, len aby neboli smutni - to uz som bola
samozrejme starsia. A ani neviem vypovedat, ako som im dnes vda¢nd a ako
vel'mi si ich vazim a [dbim ich.

Po naro¢nych rokoch prislo aj to rodi¢mi i mnou vytizené obdobie, kedy
som sa citilas pomocou liekov vyborne. Ja som réstla, nasi sa tesili a moja su-
hra s najlepsim/najhorsim priatefom ,juvenilkou” sa zdokonalovala. Mam za
sebou aj obdobie puberty a dospievania, kedy so mnou ,juvenilka” vydrzala




tancovat na diskotéke dlhé hodiny
aj za cenu spankového deficitu. No
aby sa nehnevala, hned’ na dalsi den
som ,jej” dozicila celodenny odpo-
¢inok. Dovolila mi brigadovat a stat
na nohdch, a ja som jej potom do-
priala rehabilitaciu, akd si ona Zelala.
Aj vino som si dala, ked" som to na
dalsie dni skombinovala s jej obltbe-
nou vyzivou. Aj pracovat mi dovolila,
a tak ako som od malicka snivala,
dovolila mi naplnit moje sestricko-
vanie v nemocnici. Po ¢ase sa vsak
rozhodla, Ze sa jej nepaci pracovny
stres, intenzivne fyzické i psychické
nasadenie, manipuldcia s tazkymi
[udmi a no¢né sluzby. Uz som jej to
nedokdzala vykompenzovat, ni¢ nestacilo. Vzbdrila sal Davky liekov sa zdvoj-
nasobili, inava z nich sa strojndsobila. Z dondtenia som nastdpila na trojtyz-
dnovu kipelnu liecbu v jednych slovenskych kdpeloch. Po trojtyzdriovom
odpocinku, relaxe, procedirach, rehabilitacii a pre mnia lieCivej minerdlnej
vody - som sa opét pozviechala a nastipila do prace. Odvtedy neprejde rok,
kedy by kapele neboli nasou sicastou, tento rok je to uz piatykrat. Zatial' mi
to moja celozivotna stputnicka toleruje...

Prdcu som mala, a priatela - partnera tiez. Tdzba po rodine je vo mne
zakorenena priam odjakZiva a v tomto spominanom vztahu vo mne rastla
kazdym driom viac. Vedela som, Ze to vyzaduje pripravu, vedela som, Ze to
nebude jednoduché a da sa povedat, Ze som sa zdroven aj velmi bdla. Stale
som cakala na nejakd ,dokonald” chvilu, prilezitost, alebo nejaké obdobie
kedy sa rano zobudim a MTX si viac neddm. Po troch rokoch taky deri pri-
Siel, prekonala som infekénd mononukleézu - kedy som 2 mesiace MTX
nemohla uzivat. Po dohovore s pani doktorkou sme MTX na skusku vysadili.
Moje vnitorné presvedcenie a rozhodnutie, Ze to zvladnem a vydrzim boli
také silné, ze pochybnostiam som vstup povolila naozaj len vynimocne. Na
plane boli posledné kupele, par mesiacov do ukoncenia ,ocistného” obdo-
bia a po nich to vyzeralo tak, Ze sa mgj Zivot naplIni do poslednej vysnivanej
bodky.

Nuz, namiesto vysnivanej bodky, prisla bodka za vztahom. Priatel si
nasiel ind, avsak neprisiel seri6zne a s raciondlnym vysvetlenim. Dal mi Cisty
niekolko-mesacny pekne zabaleny balik plny slov o nicom, plny klamstiev.
Bla, blg, bla... Zrdtil sa svet, spadla obloha, nechapala som preco sa vsetko
stalo tak, ako sa stalo. Prisiel pad a pre mna v prvych okamihoch aj koniec
sveta. Pdd na tvrdi podlahu, kde sa mi s kaZdou slzou pomalicky nalieval
kazdy kib. Vstat som nevedela - nevlddala som psychicky, ale zrazu ani
fyzicky. Jedno rdno, presne desiate rdno po rozchode som sa nedokdzala
zdvihnit z postele. Mj Zial' ma pohltil natolko, Ze som tplne zabudla, ¢o
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véetko riskujem, kolko som toho uz zvladla, kolko
mam toho uz za sebou, komu z blizkych tym ublizim.
Po dlhych hodindch utrpenia a vmitornej pitvy som
nadtastie pochopila, Ze teraz_ si nem6zem dovolit
luxus zacat dplne od zaciatku. Ze musim pokracovat
Uvedomovala som si, Ze druhd 3anca, uz nikdy ne-
musi prist. A tak som vstala. Dodnes neviem ako,
ale dokdzala som to! Restartovala som cely svoj
svet a prosila moju stputnicku este o jednu Sancu.
Dala mi ju.

V janudri 2014 boli 2 roky ¢o som bez MTX a na
vyzivovych doplnkoch ako rybi olej, prirodne antioxi-
danty, zelenina, vitaminy, sem-tam nejaky zeleny jac-
men, niekedy zelené Caje, pravidelne sa prechadzam,
plavam, nesladim, obmedzujem mlieko a denne daku-
jem za svoj zivot! Nech sa v tych nasich Zivotoch udeje
¢okolvek, dnes viem, zZe vsetko viecicko na svete zlé
je zaroven urcite aj na nieco dobré. Nie¢im nas posil-
ni, otvori ndm oci, a az neskor sa ukdze zmysel toho,
preco to tak bolo. Netvrdim, Ze ma kiby nebolia, bolia,

dennodenne. leeme v8ak v sthre a hrdme obe fair play - ¢o dam, to od nej

dostanem spat.

Dakujem.

Nech sa stane v mojom Zzivote este cokolvek - verit v TO nikdy ne-

prestanem.

Dnes mam vedla seba dplne iného
cloveka. Neverila som, Ze niekedy budem
takto zalibend a uz vbbec nie, Ze to bude
taky vynimoc¢ny muz. Svoj Zivot stale tizim
obohatit o rodicovstvo. Viem, Ze moja ,ju-
venilka” ma nikdy neopusti.
vSak odhadnut, kedy a za akych okolnosti
to pride. Akosi som prestala planovat. Nev-
iem dokedy vydrzim bez lie¢by. Neviem ¢o
mame s priatelom na nasej spolocnej ceste
eSte pripravené. Moja milovd cesta sa tiez
musela zacat prvym krokom, s prekazkami
a padmi. Délezité vsak je to, Ze vobec zacala.
Nie nadarmo sa hovori, Ze Zivot je cesta...



GOD CHANGES WHAT MAN DEEMS
MAN PROPOSES, GOD DISPOSES... | BELIEVE...

Name: Vladimira B.
Age: 27 years
Dg: Juvenile Idiopathic Arthritis

Pregnancy: none

Treatment:  Childhood: Prednisone, Sulfasalazin, Tauredon, Delagil,
NSA; Adolescence: MTX, Plaquenil, ac. Follicum, aulin;
Currently: Plagenil, Piascledine

I do not know if my story is what you want to read in an-
ticipation but I'll share it as it is and I'll certainly finish it once.
| am 27 years old and | was diagnosed with JIA (I call her Jia)
at the age of two and | vaguely remember how it all started.
There are many situations | can’t forget but | don’t remember
life without arthritis. | was very tiny and apparently very sickly...

When a child is growing up, maturing and evolving with a chronic illness
- itis very likely that despite what the disease brought into her life, how much
it limited her and what difficulties it caused, she found a way to cope with it or
atleast respect it, unlike her parents and other relatives. We, children with JIA,
have a lot of time to think and figure out what kind of attitude - tactics we’'ll
take. As they say - only a good strategist wins wars ] And life can be quite
a fight with JIA. To tell you the truth, my childhood was difficult, painful and
I spent a lot of time in bed. On the other hand, one can say that it was also
beautiful, full of joy and full of smile (if my maxillary joints allowed it).

It's been many years and Ill tell you about them. Those years were the
most difficult for my parents. They tried to give me everything. My father had
three jobs in order for my mom to be able to take care of me, to have regular
exercise and to spend time with me at hospital. I finally realized how much they
must have loved me and what they had to sacrifice for their child. [ remember
how I was lying about my pain in order for them not to be sad - | was older by
then, of course. After all those hard years, a time of relief came for me and for
my parents, time when | was finally feeling amazing. | was growing up, my par-
ents were happy and | found a way how to cope with my best friend/nemesis
- Jia. There was time when Jia and | danced all night long. I tried to be a good
friend and after a long night dancing | let “her” rest. She let me find work and
as thankful for that as | was, | let her rest. She even let me have a glass of wine
from time to time if then | ate properly. She even let me work. She let me make
my dream come true. | started working as a nurse in hospital. After a while, she
decided she didn't like the stress, intense physical and mental load, handling
of heavy people and night shifts. She wasn't satisfied with the resting periods
| provided. Nothing was good enough. She rebelled! Medications doubled, fa-
tigue therefore tripled. | had to go to a spa. After three weeks of rest, relaxation,
spa treatments, rehabilitation and healing mineral water, | was able to start
work again. Since then, not a year passes when spa is not a part of my life. It
was the fifth time this year. And | have to confess that Jia has nothing against it.
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wanted a family and this relationship was a perfect part-
nership to start it. | knew | had to be prepared. | knew
it will be difficult and | was scared. I've been waiting for
the perfect moment, opportunity or time when | woke
up and | would not have to take MTX. This day arrived after three years when
| overcame infectious mononucleosis - it was a time when | couldn’t take
MTX for two months. Upon my doctor’s consultation, we decided to discon-
tinue the use of MTX. My inner beliefs and decision that | would make it,
were so strong that | didn’t allow doubts to occur. My last spa treatment was
scheduled, “cleansing” period was almost over and it seemed that there was
nothing in the way to fulfill my life-long dream. Well, instead of absolute hap-
piness, an end to my relationship came. My partner found a new girlfriend
without any rational explanation. He tried to explain but his words were lies
that | couldn’t listen to. Blah, blah, blah... My world collapsed, the heaven fell,
I just didn’t understand why it all happened. The fall came so unexpectedly
that my world ended. With every tear, my joints were filling up with water as
well. | couldn’t get up - | just couldn’t bear it any more - mentally nor physi-
cally. One morning, the tenth day after the break up to be exact, | couldn’t
get out of bed. My sorrow was so deep that | absolutely forgot what | was
risking, how much | had achieved, how much this would hurt those whom
I love the most. After long hours of grief and internal autopsy | thought that
I couldn’t start from scratch, that | had to continue. | realized that | may never
get a second chance. So | got up. | don’t know how, but | did. I restarted my
whole system and | begged Jia for another chance. She gave it to me.

It's been two years without MTX in January 2014 and with dietary supple-
ments such as fish oil, natural antioxidants, vegetables, vitamins,
| here and there green barley, sometimes green tea. | regularly
take long walks, swim, I don’t use sugar, | don’t drink milk and
I thank for my life every day! Whatever happens in our lives,
| know that there is always a reason for that. There will always
be something that strengthens us, opens our eyes and later we'll
understand why it happened. | am not saying that my joints
don’t hurt. They do. Every day. However Jia and I live in har-
mony and play fair - what | give her, I'll get back.

My current partner is quite a man. | have never thought that I could love
somebody this much and | would have never thought that | would find some-
body so special. | still want to have a family. | know that Jia will always be
here, in my life. | dare not to say when and under what circumstances it will
happen. I somehow stopped planning. | don’t know how long I'll last without
treatment. | don’t know what is waiting for us. My journey started with a first
step - with obstacles and falls. The important thing is, it started. No wonder
they say - life is a journey...thank you.

Whatever happens in my life, I will never cease to believe IT.

I had work and a boyfriend - partner. | have always :

Prelozila Petra Bednarova



