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The European Rare Disease Day, organised
by EURORDIS, the European Organisation for
Rare Diseases, takes place in most countries of
the EU, either on 28th or 29th of February, when
representatives of rare disease patients meet.
Events taking place on that day have been
organised already since 2008. The association
that organises the event in Slovenia is the
Association of Patients with Blood Diseases,
which joined EURORDIS in February 2014
when it received their full membership. The
representatives of ten different rare disease
associations, professional medical workers
and the representatives of governmental and
non-governmental organisations were invited
to the event, which started at 11 a.m. on 28th
February 2014 at the CD Club at Cankarjev dom
in Ljubljana. The purpose of the event was to
raise awareness about rare disease patients and
the problems they encounter during treatment
as well as those that continue throughout their
entire life.
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• Združenje bolnikov z limfomom in levkemijo
(an association of patients with lymphoma
and leukaemia),
• Društvo bolnikov z gaucherjevo boleznijo (an
association of patients with Gaucher’s disease),
• Pulmonary and Allergic Patients Association of
Slovenia,
• Dystrophic Epidermolysis Bullosa Research Association,
• Cystic Fibrosis Association of Slovenia
• Društvo bolnikov s fabryjevo boleznijo (an association of patients with Fabry’s disease),
• Društvo distrofikov Slovenije (an association
of patients with dystrophy).

This year’s slogan is Join Together for Better
Care. The slogan itself tells us that the only way
to overcome all the troubles that rare disease
patients encounter, is together.
On behalf of Mr Borut Pahor, The President
of Slovenia, and also the honorary patron of
this year’s event, Academician Dr Boštjan Žekš
addressed the audience.
Despite the fact that there is no umbrella
organisation in Slovenia that would join and
connect different associations of patients with
rare diseases, we have decided yet again to host
the event of the European Rare Disease Day. The
following is a list of participating associations:
• Association of Patients with Blood Diseases –
the host of the event
• Društvo hemofilikov Slovenije (an association
of patients with haemophilia),
• Društvo bolnikov z limfomom (an association
of patients with lymphoma),

In Europe, a disease is defined rare when five
or less out of 10,000 people are affected by it.
There is no known cure for the majority of them;
however, the treatment enables a longer life
span and better quality of living.
European member states are expected to
establish professional centres for diagnosis and
systematic treatment of rare diseases, improve
their cooperation within reference networks and
prepare national plans for rare diseases where
necessary.

The doctors present at the event explained what
rare diseases were, how they were recognised,
what ways of treatment there were and how
accessible the medication for treating rare
diseases was in Slovenia. The problems related
to the area of rare diseases were emphasised
and the accessibility of medication for treating
rare diseases in haematology. A very interesting
and important topic revealed what a patient
needed to know when taking different
combination of medication at the same time
and discussed the introduction of therapeutic
groups of medication in Slovenia. As it had been
customary in previous years, a certain disease
was presented in detail. This year we became
acquainted with cystic fibrosis – mucoviscidosis.
The overall theme of the event was the Directive
of patients’ rights to cross-border healthcare
that came into prominence in Slovenia on 25th
October 2013 and gives extra opportunities
to get treatment abroad. It was also discussed
how treatment abroad is carried out and
financed. The representatives of the Ministry
of Health, the Health Insurance Institute of
Slovenia and medical professionals presented
the new Directive and also answered numerous
questions and explained what this Directive
meant for treating children diagnosed with
cancer.
For the purpose of this year’s event we published
a booklet Rare Diseases – Fourth Edition that was
distributed to all the participants. The booklet is
comprised of two parts – the first one deals with
pharmaceutical topics, whereas the second
presents all the participating associations that
support and encourage the development
of medication for treating rare diseases.
Associations of patients are an important source
of valuable information about the difficulties
that rare disease patients deal with.

At the end of the event, which never seems to
be long enough to answer all the questions, we
all agreed that such events are very important.
Patients would like more cooperation with
governmental institutions which should be
effective in solving problems connected with
treatment and rare disease medication. We share
the belief that our country’s financial situation
shouldn’t have a negative impact on patients.
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