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= Although/ we are about'to become amember: of the EU we
have to admit that Romanian towns seem to be very large
villages. Even in towns you can find streets without pavement,
without sewerage, filled with stray dogs and filth. Efforts are
being made to change this situation, but It seems that things
are moving far too slowly. And If things were to change In the
following years; we still have mentalities to deal with.

The rural and Ureanmpareasyare Very: intricate. Many: of the
people who lIVESIFtAe tewnsicomerfriom the rural areas. This
IS Why the mentality’ ol tAer peeplerwnierive. in the rural areas
greatly influences that eI teSEWRGHIVE In the urban area.
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No. of Length of streets SUEES Surface

(thousands of A
streets (km) square meters) (%)

Type of material

Asphalt and concrete 9059,9

Pavement of refined stone 2008,9

Pavement of stone 4885,8

Paved 21437

Earthen 1401,6

19499,9




he situation in the rural area

e In 2005 the Romanian Foundation.for;an Open Society did a
survey and the data they were able to gather show the
following:

e 3% of the houses have no electricity, In the remote villages inithe.
mountains things are even'worse. There still are children who do their
homework at candle light.

84% of; the houses do not have sewerage. Tihe other. 16% represent the
villages located immediately near big towns.

In 50% of the villagesjpeople stillfuseiwater from wells; 18% don’t even
have their own WellFBUEIIENENS GRETOIIMOTE people, or maybe even the
entire village. 159661 tRENGUSES aVEa seWerage system in their yard and
16% have a sewerageisystem mnsidertaensiomes. Again, the 16% are
probably the villages Veryneanto ewns;

85% have the toilet in thelhackeyarap 2% deniteven have a toilet. Only 12%
have a toiletinside the heUser e 2% PErGent are probably the villages
close to LeWns:







ERIIEPSYAIRMROIMENIE

e [he main Issue regarding epilepsy_in Romania is that the
problems of people with epilepsy are not knewn

e Setting up Initiatives: and’ collaborations Is difficult when
nobody knows What are the main problems to e addressed

e [he first step_in solving preblems Is to well define the
problem

e |n the past year GUIFGYganTZalien Aas been defining problems
and’ setting, up) collaberatienss that. will help: solve those
problems

e |nrwhat fellews I willipresentthe prenlems




Tale orgolammis

1. Authorities lack information about epilepsy

e most of the data they can provide Is either Incorrect or
Incomplete

e authorities lack:-the capability of gathering correct data

e.0.: there Is no unIquessystemioiicentralizing data about
persons Witk eprlepsy: repertss from GPs and
neurologists “are” compried; altiieugh the data IS
overlapping, thus allfresulisiarennmyvalid




2. As much as 20% of people with epilepsy-don’t take
prescribed medication regularly (according to reports

from GPs)
3. People with epilepsy are rarely seen
- 1N SOME extreme;Cases peopletwith e

0y a neurologist

nilepsy have not

seen a neurolegistieradjusied treatment in 30-35 years




The reasons for this are the following:

e [ here are too few neurologists and people have to wait.too
long to get a consultation.

e Often people have to travel big distances to get to a
neurologist (this Is true especially for the remote villages in
the mountain area)

e [ he quality of medical servicessand attitude toward patients
are often guestieRanie

e [he lack of any/Clearrequirements,regarding Vvisits to the
neurologist from ol GRS and REUGIogIsts

e | he lackeofi mformatienabeuitieineed for regular visits to
the doglor




4. Treo few people are diagnoesed with' epilepsy

e [he greatest problems are with children; in the_rural areas very
few children are diagnosed with epilepsy and most of the
diagnosed ones are with grand mal seizures

e Possible reasons:

e The lack ofiknowledge;about EpflERSsy; Seizures are not recognized as
a medical problemy thusneatempris made to visit a doctor
e Sociological an@lantirepelegical faciors;
e stigma
e In the villages children havetetake Gare elitiiemselves from a very early age




e there are too few child neurologists

e the health system does not facilitate access for people
from rural areas; they are treated mostly by GPs who
sometimes take on the prerogatives ofi specialists

(diagnosing epilepsy, making treatment changes etc.)

5. The health careisystem Is,underfinanced
precarious endewment

ack ofi medicalfSuppIIEs
ack off moderiequIPIMERTS

doctors are underpard taus thengmotivation is quite low;
corruptien Isifaciitated ayAtars




SeMECompaiatVverdaia

Romania

Bulgaria

Poland

The Czech
Republic

Slovakia

General population

21.700.000

8.000.000

38.000.000

10.000.000

5.000.000

Total number of
people with
epilepsy

174.000

70.000

400.000

100.000

50.000

Patients
treated(%)

55,020

85,0%

90,0%

95%

85%

Value of AEDs
prescribed in 2004
(in EURO)

7.973.000

10.927.000

58.000.000

17.971.000

8.597.000

Expenses/
patient/year -2004

New AED
prescriptions
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6. The doctor-patient relationship

e some doctors lack Interest in their work which leads to
poor quality services, which drives some patients away
from doctors

e follow up Is dene very rarely — this contributes to loosing
track of people;with epilepsy; only 35% of GPs see each of
their patients, at*leastsenceraiyear:. although are required to
do so by law

e Patients, especrally taese living mrtng; rural areas are often
not Interested! i learynoraneul tien;: disorder; this makes
things aletmore diffictltierthe doctors




/. Religion and stigma

e religion is very important for Romanian-people
e One survey:shows that out ofi the people interviewed 91%

said that God Is Important or very important

e the relationship.with the Church is very important as well;
only 4% statedfthat thiey enly’gerte Church ence a year or
less and only L% MEVES:




CRURGCANSEPIIEPSY

We have seen that in the villages in the-mountains epilepsy Is seen.as the
Devil’'s disease, people with epilepsy are seen as possessed by the Devil.
T'hose who contribute to sustaining.these beliefs are'the priests and they
do this with verses from the Bible.

The official website of the Orthodox Church www.sfaturiortodoxe.ro
gives us a clear picture of how epilepsy Is perceived:

»oaul was the emperor; offlsraeliana he fiaa epriensy, he had the evil spirit, because
often he fell to the groundanaiiaaiioam areuna tnermouth, because God had left him
since he Killed emperargAviany [Davia tameanaisang to him psalms with the harp
and cast out the evil sprtiromiSaul andimadeiirmiealthy and he soothed him. But
did Saul thank [David for chasrgiteiaeviifoutZaNGisme Devil, hearing the power of
psalms, left Saulianal ran. AnafSaulfsootned; butirs enmity did not.”




CRURCANSEPIIEPSY

il eisn e e bl eRe el ek e L e S O RIS
epilepsy, the devil has to be chased out through religious
Ceremonies

In many monasteries like the one in Sambata de Sus (Sibiu County)
special exorcism ceremonies are being performed in order to rid
the person froam epilepsy. We have even personally attended such
ceremonies in which the devil was,chased out of; people not further
than 35 km from Cluji(INadasel):

Such ceremonies takemplacerallfeverRemania. Often the Churchiis too
iInvolved in the preklem offepfliepsy; ButwWithrcatastrophic results.

e Some Theolegical UnIVErsities dentiaceept people with epilepsy
(e.0. Craioya)




(CONSEHUENGES

e discrimination: people with epilepsy. are_strongly rejected
from_public_life, sometimes are_rejected=hy their own
families

Related to seizure frequency
e employment.Issues

® POVErty

e dependency,
e noncompliance

e being Il makes a PESeMIENGIPIEN e a state pension; for a
Derson. that: hass NerChanGer ol finding employment a
DENSIOMISEEMSIteI e e GRIySelution




VWhat sheoUldNENEOREN

e \Working closely with the doctors|in order to make

changes possible

e Starting with July 2006 our erganization has joined.forces with
ILAE Romania for. campaigns ofi advoecacy and raising awarengess

e Organizing conferences threugh which doctors can receive new
and Important infermation

e Better explainingitihe notion@fipatient organization, as well as its
Importance

e Educating mass mediaraneuiepiiepsy and using the
mass media to educaterthnegeneralipublic




e Expanding the educational campaigns to a national
level. At present our organization IS conducting such
educationalicampaigns in schools and kindergartens in

50% of the country

e Changing the'Church’s and priests’ perception; of
epilepsy. Such arcampalgniwillog, initiated i 2007,




e Finding external allies for advocacy campaigns

e Advocacy campaigns will aim;at:
e Changing driving legislation

e Changing legislation regarding employment of people with
epilepsy and'state. pensions
e Addressing thellssue elirelection af children with epilepsy

from the publicieaucation system; a collaboration with the
Ministry of EdUcatieniasialready eeen;initiated

e Addressing the IssUelGiRINEIUREERfinancing of the health
care system




Other Issues to be addressed:

e Offering an alternative to the health care system by founding the
first epilepsy clinic in Romania

—/\/v\/\,/\/\/\—— un pas inainte




