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Stri ki ng a balance
SIGRID VAN REMOORTER
Antwerpen, Belgium
17 years old, full of life and optimistic. Always having fun with
friends, studying and doing a lot of weekend work to be able to pay
for the little extras. Just a swollen finger from all that weekend work
I thought at first, but it changed my life forever. Systemic lupus
erythematosus (SLE) – or lupus for short – was the diagnosis.
Fast-forward a few years and the SLE had evolved into rheumatoid arthritis and the inflammation in my
joints had increased. The art of staying optimistic and suppressing the pain as much as possible became
more and more difficult. Nevertheless, my trust and faith in my rheumatologist and in science were very
high.
At 52 years of age, I can say that I have seen a lot of doctors and professors in my life. I have often
been asked, “How can you have such a positive attitude to life despite all your pain?” My answer is
always, “Because I have managed to strike a balance in life”. I am ill, but at the same time I have a lovely
family and fantastic friends.

Helpi ng yourself
VLADISLAVA NANCHEVA
Ruse, Bulgaria
I just wanted all this pain to go away — pain that was piercing every
muscle, every joint, every vein. I could literally feel the pain in every
single hair on my body. The pain made me forget how to move, how
to think, how to exist. About a year later, my rheumatologist decided
to have a very serious conversation with me. She was incredibly
worried that my therapy was not yielding any results. She literally
told me, “If you don’t help yourself, no one can!”. That was the first
time I felt motivated to fight lupus. I had to start living again.
I started seeing a psychologist. The other biggest motivator in my life. The person who helped me
realise that we cannot change what happens in life, but we can look at both sides of the coin. We have
the right to choose how to accept things and how we want to live. Will we live with self-pity or will we
enjoy the days we have been gifted with? Besides sharing with her, I also learned to share with my
family.
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A helpi ng hand
OLGA DRÁPALOVÁ
Třebíči, Czech Republic
My inner self tried to persuade me that I would have to kiss my
ambition to become a European Schools inspector goodbye. Without
an established diagnosis, my illness was a huge challenge. The light at
the end of the tunnel wasn’t visible yet, but the ray of hope that had
begun to shine through grew brighter and brighter.
Experts from the Rheumatology Institute soon established a diagnosis of polymyositis. My specialist’s
professional and humane approach allowed me to get back into life and I was able to give my all in my
demanding job working for the European Schools.
I have these words to share with all patients combatting a rare disease and patients diagnosed with
myositis: “Be positive, try to stay fit and join the myositis patient group”.
I turn to my inner self which keeps telling me that it is important to act in unity and eliminate any kind
of emotional ups and downs. A consistent approach can keep my myositis at bay, allowing me to devote
all my surplus energy to the patient group and offer a helping hand to all those in need.

Gli mmer of hope
PERNILLE AVIAJA VILLUMSEN
Roskilde, Denmark
A chance meeting on a beautiful summer’s day turned out be my
stroke of luck. I was standing in a local store and fumbling with the
items in my shopping bag. A tourist in the queue behind me asked:
“Do you have arthritis?”. I nodded. “Come by the hospital tomorrow
morning around 11!”. I looked up and saw he was accompanied by the
area district physician. The doctor's friend, who was on a summer
climbing holiday, turned out to be a rheumatologist.
The following day at the hospital, I had fluid sucked out of my knees and wrists, and was then treated
with adrenocortical hormone directly into my affected joints. It was like getting my life back and for the
first time in a long time I was free of pain. It was, of course, only temporary but, as the light returned,
so did a glimmer of hope.
But I am grateful, every day, for the outlook that my treatments are giving me – the prospect of my
weekly trip to the hot water pool, training with a physiotherapist, being able to play with my
grandchildren, and all the other new paths and trails I am free to pursue.
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Remai ni ng posi ti ve
SIRET SILM
Tallinn, Estonia
After giving birth, I felt my joint disease getting much worse again.
With my doctor, we had planned to start biological treatment
immediately, but the exacerbation was so rapid that it was not
possible to start it in time. After two months, the medicine started
working and I got to feel like a human again instead of a stiff robot.
During moments such as this, the small, helpless child was motivation
for me to get moving. It is very important to stumble out of bed
(read: crawl) and move your joints.
Life still goes on as intended. With all the expectations and hopes, one must remain positive. My goal is
to learn from this disease, to develop myself, to cope with my emotions and to control them.
Regardless of the illness, my dream came true – I became a mother. I must be an example to my
beloved daughter. This certainly motivates me to stand up straight and show myself to be a cheerful,
vibrant woman and mother. I want to give her the knowledge that there is always a solution, and each
difficulty teaches and makes you stronger.

Learni ng to accept
CHRISTINE DUSSAUSSOIS
Emmerin, France
I have severe osteoporosis which was diagnosed following several
bone fractures. I had to learn to accept the disease, to live with it
but also to fight it with the help of medical and paramedical staff as
well as my family, particularly my husband.
Only a tailored care programme with specific medication and rehabilitation adapted to the progression
of my disease helped me to improve the solidity of my bones and gradually regain my ability to walk.
However, I have had to learn to live with the disease, to put up with the treatments, the constraints
they impose and sometimes their side effects.
The results of the medical and rehabilitation treatments are proof of this today, as I am walking again, I
can exercise, albeit with adaptations, and I am back at work. The constraints of the disease are now an
integral part of my daily life, and I can look to the future with more peace of mind.
Major information campaigns about the disease would help to raise awareness among all young men and
women who may suffer from osteoporosis by dispelling the myth that osteoporosis is an “old people’s
disease”.
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Way out of hopelessn es s
LÁSZLÓ ADAMECZ
Tatabánya, Hungary
My plans absolutely include gymnastics, cycling and swimming. I want
to be in a good physical, mental and spiritual state. I have entered
the 75th year of my life and, looking back on my last 40 years, I have
never felt as good as in recent years. My 40 to 50 minutes of
exercise every morning are the basis of everything. I am more
confident, I provide constant support to my partner, I don’t even have
to ask for help with shopping
My future plans include my community work, organising events, intensive physiotherapy, continuing my
creative work and my work as a performer. I live a happier and more valuable life than when I was
healthy. I started pursuing mental activities that were completely new to me. I feel lucky because I have
managed to reach my goal of being fulfilled and I hope this will continue on my future journey, even 35
years down the line!
The fact that I have hope to live means more to me than any award or recognition and I want to use the
joy of this hope to help other rheumatic patients.

Fully ali ve, fully human
NIAMH DENISE MCCANN
Bray, Ireland
How can you treat a condition that you don’t even realise you
have? You know something is amiss, but nobody, least of all you,
has a name for it. You begin to wonder if it’s all in your head. My
modus operandi in these years was “deny and try harder”.
Finally, at the age of 64, the symptoms that had dogged me since
my teens had a name. I was officially diagnosed and prescribed
medication which helped with sleep and muscle issues, together
with targeted exercises. I had the space to take a hard look at
the way I was living my life, the perfectionism that militated
against proper self-care.
It took me many years to come to the realisation that the treatment of my physical conditions needed
more than just a physical approach. Medication had, and has, a part to play. But paying attention to my
mental, emotional and spiritual needs was necessary for me also in order to attain the fullness of life
that has been my constant goal. While medical professionals, family and friends are help and support
along the way, self-management is key to learning to live with a chronic condition.
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Li fe’s blessi ngs
JANE GIUDICE
Kappara, Malta
I always believed that every blessing comes in disguise. It is through
much suffering, physical pain and hardship that I found a new hope, a
new meaning to life. You see, I carry chronic, wide‑spread pain with
every step, every thought, every activity, event, with every action or
chore. There may not be scientific evidence or target medicines to
treat my disease, but I have adopted resilience, strengthened my
determination and stamina to live, and to live positively, productively
and, above all, happily.
Another great blessing that further overfills me with hope is that I receive support from family
members, my spouse, our children and their loved ones, siblings, our close friends, our local support
group and the bigger EULAR PARE family, who are always there to offer help, encouragement and a
helping hand.
Some days will be difficult, other days you might just have to hang out in your comfort zone, rest and
live each moment at a time. You and I are the captains of our ships.

I want you to hear me
ŠENIDA KAJEVIĆ
Bijelo Polje, Montenegro
I was rejected by the person who had been my support. His
parents were afraid of my condition and everything that went
with it and they transferred all that fear onto him. So support
was absent just at the time I needed it most. Abandoned,
disappointed, broken-hearted, I continued to fight with my
family’s support.
I wage battles on every front, facing people that refuse to listen and show no empathy or
understanding for people who have any type of illness. I decided to defeat everyone who rejects us in
some way by giving them a fair fight. I know we can do everything, maybe not by means of physical
strength, but by means of the mind, heart and soul. We can succeed in everything we aim to do.
Because as our logo says: “I have rheumatoid arthritis (RA), but it does not have me.”
RA is one of the factors that caused me to write. Unable to express my emotions, especially sorrow, in
the form of tears, I found a way to create a story instead of tears.

2022 STENE PRIZE - PARTICIPANTS
Strength to keep dreami ng
SANSOREI AARTS
Belfeld, The Netherlands
Rheumatoid arthritis? BAM! This diagnosis comes as a complete
surprise and shock. I discover new terms such as DAS score, DMARDs,
rheumatoid factors, anti-CCP and CRP. It's bizarre how violently and
quickly this disease causes your body to deteriorate. One day you’r e
running 10 kilometres in 50 minutes, the next you’r e stumbling 10
metres in five minutes – all within a mere six months. The months go
by with pain and visits to the outpatient clinic, blood tests, daily
medications, dosage increases, etc. There seems to be no end to it.
My patience is running out.
Patience is essential in getting rheumatism into remission. After all, it takes a long time for the body to
stop attacking its own cells. It is a great challenge, both mentally and physically, to keep this up
alongside a 40-hour work week. Also for my partner. Together we pull each other through. We fall
down, and get up again (quite literally). The trust in my rheumatologist plays a major role in this. His
knowledge, expertise and explanations give us confidence that everything will be all right. That
motivates us.

There i s hope
AOUATIF CHERKAOUI MAKNASSI
Warsaw, Poland
My retirement was not planned. I had worked with people from
different countries at an international company, speaking many
languages, travelling, and having precious experiences and
challenges. Suddenly, one day, all that vanished, and I began to
feel worse every subsequent day. I understood that this signalled
the end of my career. Something had ended, leaving a place and
the space for my treatment.
Many years passed before I was correctly diagnosed with rheumatism and Sjögren’s syndrome. We all
know that there is no concrete medicine yet for the remedy. Rehabilitation took the main place in my
treatment, reducing the pain to give relief to my muscle and bones for a better functional life.
Unfortunately, we cannot get it as often or as much as we need. When you find the right doctor who
really takes care of you and your treatment, it feels like your life’s success. You can try to share all your
problems with him so that he can understand.
Hope is there for patients with rheumatism, Sjögren’s syndrome and other severe illnesses… Injections
and medicines for COVID-19 were found and they keep searching for better results.
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Programmed not to gi ve u p
MARIANA CARVALHO
Carcavelos, Portugal
As a gymnast I am programmed not to give up. I have always had two
goals in mind: to return to top-level competition and to successfully
complete a physiotherapy course.
Sport is what defines me. Using my knowledge of physiotherapy, I
started to get back into shape, I lost the weight that I had gained, I
recovered mobility in my wrists and neck, gained strength and
improved my cardiorespiratory fitness.
I once again qualified for a world championship. Unfortunately, it was extremely painful and I made the
decision to end my career for the sake of my health and my future. I enrolled on a Master’s programme
in physiotherapy for musculoskeletal conditions with the aim of developing a project that would enable
others to have a better quality of life and to try to forget that they have a potentially debilitating
disease.
I believe that one day there will be a cure for this disease which affects so many people in such an
invisible way. Until then, I want to play a role in society by minimising the impact of rheumatoid arthritis,
empowering people to self-manage the condition and enabling them to have a long, healthy and happy
life. I want to make a difference.

You are not alone
TATYANA NESTEROVA
Moscow, Russia
I was 26, and just come back from honeymoon, only to find out I
had systemic lupus erythematosus. The condition and the therapy
have deprived me of the sun, of a nice tan and desserts with my
evening tea. It took me a long time to come to terms with my
limitations and my new cheeks and hair. But that same disease
has made me realise that my personality is bigger than what I see
in the mirror.
I cannot say I am a disciplined patient, but I try my best. I do that because I know how much hard work
has been put into my remission. I now see my disease as a certain lifestyle. I have just incorporated it
into my daily routine. It’s great when I can plan and control my therapy, but it does not always work, so I
try to be flexible and I don’t let myself get discouraged when my condition gets worse again.
I have become more open about my disease – I really think it’s important to know you are not alone in
this struggle. And the truth is, you are by far not alone.
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Embraci ng li fe
CAROLINA NAVALON-MARTINEZ
Barcelona, Spain
I have arthrogryposis multiplex congenita, ankylosing spondylitis,
Sjögren's syndrome and perhaps some other labels that have yet to
be discovered.
I am passionate about the sea, and I practice paddle surfing. In the
water I don't feel the gravity that holds me to the ground and forces
me to wear prosthetic orthosis in my feet in order to be able to walk
on the street before I start to feel pain.
It would have been truly helpful to have had some multidisciplinary clinical attention – someone
explaining the varied and unexpected processes of the illness – perhaps having the chance to talk to a
psychologist, even if just at certain complex times. Someone who could provide truthful nutritional
advice or access to a physiotherapist that could provide appropriate exercises to avoid unnecessary
injuries while trying to strengthen muscles and lose weight.
Paddle surfing resembles life very much. You get on the board. Fall off. Go back up. Try to stand up
straight. Fall back off, to then do it all over again. Over and over, without giving up. Such a brilliant
analogy! I love paddle surfing, I adore the sea, I mould pain and I embrace life.

Li vi ng i n the moment
CHANTAL LYONS
Mitcheldean, United Kingdom
I saw ankylosing spondylitis (AS) as a predator, as my enemy –
and the only way I knew how to fight was with exercise. If the
specialist and the physiotherapists had drilled just one thing into
me, it was that movement was now as vital to my body as water
or food.
I climbed into a pool instead of running. I discovered a new way of being powerful. I honed my
technique, swam faster, swam for longer. On all but the most painful days, once I slipped into the water,
I shed AS like an old skin. With the first lockdown of 2020, all the swimming pools closed. I began to
walk more, much more, instead.
I wish I could be free of the constant knowledge of my disease. Because of AS, I am fitter than I have
ever been, I watched the sun rise as I swam towards France and there is not a day when I am not
grateful for what my body can do. Although I still fear the future, each moment of the present has
become more precious to me.

