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ANIRIDIA BULGARIA

Establishment

Association Aniridia Bulgaria (AAB) was founded in 2012
as a non-government patient organisation (NGO).

AAB is a full member of the National Alliance of People
with Rare Diseases (NAPRD).

AAB is a full member of Aniridia Europe.
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Website

www.aniridiabg.eu
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We are exchanging and disseminating information about the disease.



Facebook page
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Implemented Project

s f?;-'»"%% Programme to support NGOs in Bulgaria
ovncws| P In the EEA Financial Mechanism 2009 — 2014
ASSOCé?}I'_Ig:IQ:IRIDIA * Project partner: Aniridia Norway

The project contained 7 basic activities

PROJECT :
“Building of new mechanisms
for self-help for affected people of Aniridia”




Seminars

Seven seminars in seven different cities in the country.



Other activities

ANIRIDIA BULGARIA

AHUPUAU

NMPOOUNAKTUKA « ANATHOCTUKA
NEYEHWUE « PEXABUNUTALINA

Develop and dissemination of information materials

Providing specialised equipment and inventories

Create a Registry of affected persons with Aniridia in

Bulga rFia. CEMMHAPBT CE PEANM3MPA MO NPOEKT:

M3rpaxaaHe Ha HOBK
MeXaHW3MK 33 camonomolLL
MPpW 3acerHaTure ot aHMpuAanA

C reate i nte ra Ct iVE tOO I fO r Se If' h e I p et S Creating new mechanisms for
eea self help for people affected
grants by the Aniridia disease

www.eeagrants.org « www.ngogrants.bg

MpoexTsT ce huHaHcUpa B pamkuTe Ha ,llporpamata 3a nogkpena
Ha HMO B Bvarapua no ®MHaHCOBMA MeXaHM3bM Ha EBponeiickoTo
nnnnnnnnnnnnn pocTpaHcTeo 2009-2014 r.”



Current challenges

Bulgarian legislation about rare diseases is limited, formalised, and
ineffective.

The legislation is more scientific and less practical.

There is no judicial control over the changes in the Register of Rare
Diseases at the Ministry of Health.

Ordinance No. 16 of July 30, 2014 the terms and conditions for
registration of rare diseases and on the expert centres and reference
networks for rare diseases.



Ordinance No. 16 of July 30, 2014

- Ministry of Health (MH)

- National Center for Public Health and Analysis (NCPHA)




Good practices

Rare Diseases

“My motor neurone disease
is a rare disease. However, |
have lived with it for 53
years and know that it is
possible for people with rare
diseases to live good and
productive lives.”
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