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History of HEPASISTHistory of HEPASIST

Before 2005:Before 2005:
“Hepatitis = the disease of the dirty hands”“Hepatitis = the disease of the dirty hands”
There were no organized patient groups for support and to stand There were no organized patient groups for support and to stand for for 
patients'patients' rightsrights
The civil society was in its initial stageThe civil society was in its initial stage
The only prevention measures were taken by health authorities The only prevention measures were taken by health authorities ––
vaccination program for newborn vaccination program for newborn sincesince 19921992
It was difficult to find information in Bulgarian for most hepatIt was difficult to find information in Bulgarian for most hepatitis issuesitis issues
Few medical specialists (mostly in big cities)Few medical specialists (mostly in big cities)

HEPASIST was founded in the beginning of 2005 by seven people HEPASIST was founded in the beginning of 2005 by seven people 
-- patients, relatives, doctors and media specialists.patients, relatives, doctors and media specialists.



Objectives and role of Objectives and role of HEPASISTHEPASIST

Informing the Informing the societysociety
Awareness raising Awareness raising -- public media events, information campaigns, public media events, information campaigns, 
books, leaflets, etc. books, leaflets, etc. 

PreventionPrevention
Vaccination awareness and fighting with prejudices against vacciVaccination awareness and fighting with prejudices against vaccines nes 
Providing vaccines for marginal and risk groups   Providing vaccines for marginal and risk groups   
Access to screening and early diagnostic of viral hepatitis Access to screening and early diagnostic of viral hepatitis 

Standing for patients Standing for patients rightsrights
Establishing contacts with health institutions Establishing contacts with health institutions -- Ministry of Health, Ministry of Health, 
National Health Insurance Fund, National Center for Infection DiNational Health Insurance Fund, National Center for Infection Diseases seases 
etc.etc.
Legal support for patientsLegal support for patients
Civil society actions for access to treatmentCivil society actions for access to treatment



StructureStructure of HEPASISTof HEPASIST
HonourableHonourable chairman (1 voluntary)chairman (1 voluntary) –– a patient with mostly representative a patient with mostly representative 
rolerole

General secretary (1 voluntary)General secretary (1 voluntary) –– managing and representative functionsmanaging and representative functions

Coordinators (2 paid)Coordinators (2 paid) –– executive stuffexecutive stuff

Medical consultantsMedical consultants (3 paid)(3 paid) –– medical students who give onmedical students who give on--line line 
consultations, work with patients and answer the Toll free line consultations, work with patients and answer the Toll free line 

Lawyer (1 paid)Lawyer (1 paid)

Medical advisors (5 voluntary)Medical advisors (5 voluntary) –– medical specialistsmedical specialists

Members of the organizationMembers of the organization

VolunteersVolunteers



Target audienceTarget audience

PatientsPatients with viral hepatitiswith viral hepatitis

RelativesRelatives of patients with viral hepatitisof patients with viral hepatitis

MembersMembers –– over 600 legal members over 600 legal members ffroromm all over Bulgaria all over Bulgaria –– mostly mostly 
patients and relativespatients and relatives

Health AuthoritiesHealth Authorities –– Ministry of Health, National Ministry of Health, National Health Insurance Health Insurance 
Fund, etc.Fund, etc.

MediaMedia –– print, television, radio, internet and interactive print, television, radio, internet and interactive 
communication communication channelschannels

Healthcare specialistsHealthcare specialists



Services and Activities: GeneralServices and Activities: General

Dissemination of informationDissemination of information
www.hepasist.orgwww.hepasist.org –– the most informative site in Bulgarian, interactive the most informative site in Bulgarian, interactive 
options, onoptions, on--line consultations, patients` forum, news, line consultations, patients` forum, news, etc.etc.

Toll free line Toll free line –– 0700 100700 10 515 515 –– patient support by medical patient support by medical consultantsconsultants

Information books and leaflets for prevention, treatment Information books and leaflets for prevention, treatment etc.etc.

Awareness information and advertising campaigns Awareness information and advertising campaigns -- media media 
partnerships for several campaigns partnerships for several campaigns –– “Give blood! Get free testing”, “Give blood! Get free testing”, “It is “It is 
easyeasy to get infected. to get infected. It isIt is also easy to be protected.”, “VOTE for the also easy to be protected.”, “VOTE for the 
patient rights”, “Get tested!”; presspatient rights”, “Get tested!”; press--conferences and media events conferences and media events --
hundreds interviews, TV and radio shows, onhundreds interviews, TV and radio shows, on--line and print publications.line and print publications.





Services and Activities: GeneralServices and Activities: General
Activities for access to Activities for access to treatmenttreatment

InIn March 2006 the treatment program for chronic viral hepatitis March 2006 the treatment program for chronic viral hepatitis 
was stopped due to lack of financing. was stopped due to lack of financing. 

HEPASIST was the main initiator of all activities for standing tHEPASIST was the main initiator of all activities for standing the he 
patients rights patients rights –– Patients` protests, civil and public claims Patients` protests, civil and public claims 
against institutions, round tables, wide media campaign for against institutions, round tables, wide media campaign for 
patients rights, international support (ELPA and members)patients rights, international support (ELPA and members)

RESULT:RESULT: In February 2007 the treatment program was reIn February 2007 the treatment program was re--
opened, the health authorities promised to partner with opened, the health authorities promised to partner with 
HEPASIST as representative of viral hepatitis patients in all HEPASIST as representative of viral hepatitis patients in all 
future activities.future activities.





Services and Activities: PreventionServices and Activities: Prevention

Fund raising campaign for providing vaccinesFund raising campaign for providing vaccines

The spring of 2006 was full of rain floods in many Bulgarian regThe spring of 2006 was full of rain floods in many Bulgarian regions ions 
with heavy material with heavy material damagesdamages

HEPASIST initiated a fund raising campaign for providing vaccineHEPASIST initiated a fund raising campaign for providing vaccines s 
for the affected poor for the affected poor regionsregions

Partnership with the national television Partnership with the national television NovaNova TVTV -- TV show “Who wants TV show “Who wants 
to be a millionaire?” to be a millionaire?” –– Ministers, Mayors and children from the affected Ministers, Mayors and children from the affected 
regions played and donated the money for the prevention regions played and donated the money for the prevention campaigncampaign
Partnership with the Bulgarian “Big brother” Partnership with the Bulgarian “Big brother” –– VIP Brother editionVIP Brother edition
Two mobile operators opened lines for SMS fund raisingTwo mobile operators opened lines for SMS fund raising
GlaxoSmithKline (GSK)GlaxoSmithKline (GSK) donated vaccinesdonated vaccines





Services and Activities: PreventionServices and Activities: Prevention

HEPASIST used all money to provide HEPASIST used all money to provide 
vaccines (Havrix and Twinrix) for the vaccines (Havrix and Twinrix) for the 
marginal and risk groups in the flood marginal and risk groups in the flood 
regions regions 

Shortly after the campaign a Hepatitis Shortly after the campaign a Hepatitis 
A epidemic  started in a gypsy area A epidemic  started in a gypsy area 
and spread in many other regions of and spread in many other regions of 
the country. Due to bureaucracy the the country. Due to bureaucracy the 
Health Ministry delayed with the Health Ministry delayed with the 
vaccination of those regions. vaccination of those regions. 
HEPASIST in collaboration with UNDP HEPASIST in collaboration with UNDP 
and GSK provided vaccination for and GSK provided vaccination for 
children in mixed schools children in mixed schools –– Bulgarians Bulgarians 
and Gypsiesand Gypsies







Services and Activities: PreventionServices and Activities: Prevention

Awareness campaign Awareness campaign “It is“It is easy to get infected. easy to get infected. ItIt isis also easy to also easy to 
be protected.”be protected.” –– in collaboration with GSKin collaboration with GSK

Media partnership Media partnership –– the advertising image was published in main print the advertising image was published in main print 
mediamedia
Toll free vaccination line was launchedToll free vaccination line was launched
The vaccination centers and specialized cabinets across the counThe vaccination centers and specialized cabinets across the country try 
were popularized and extended their working hours during the were popularized and extended their working hours during the 
campaigncampaign

Screening campaignsScreening campaigns (in collaboration with ROCHE)(in collaboration with ROCHE)–– During 2007 During 2007 
more than 3000 people (public and medical stuff) were screened fmore than 3000 people (public and medical stuff) were screened for or 
Hepatitis B and C Hepatitis B and C in 5 major cities. Information about prevention was in 5 major cities. Information about prevention was 
given to all tested people and to the media. The infected were given to all tested people and to the media. The infected were 
redirected to local specialists for further diagnostic.redirected to local specialists for further diagnostic.





Support and FinancingSupport and Financing

nonenonefoundationsfoundations

Mainly Mainly –– Some companies support Some companies support 
HEPASIST on monthly basis. We apply HEPASIST on monthly basis. We apply 
for financing for each different project.for financing for each different project.

pharmaceuticalpharmaceutical

No financingNo financinggovernmentgovernment

““Who wants to be millionaire?” initiativeWho wants to be millionaire?” initiativefundraising eventsfundraising events

Rarely Rarely –– mainly mobile operators and mainly mobile operators and 
media groupsmedia groups

private donorsprivate donors

No membership tax. Members are No membership tax. Members are 
participating voluntarily in some of the participating voluntarily in some of the 
activitiesactivities

membersmembers

FinancingFinancingGroup Group 



Other related groups active in Other related groups active in BulgariaBulgaria

National Association for Fighting Hepatitis HEPASIST is the onlyNational Association for Fighting Hepatitis HEPASIST is the only
hepatitis patient organisation in Bulgaria. HEPASIST is in closehepatitis patient organisation in Bulgaria. HEPASIST is in close
cocolllaborationlaboration with several patient groups that may have common with several patient groups that may have common 
interests:interests:

Kidney insufficiency and haemodialysis patient groups Kidney insufficiency and haemodialysis patient groups 

Drug users organizationsDrug users organizations

HIV positive foundations HIV positive foundations –– HEPASIST provided vaccination for HIV + HEPASIST provided vaccination for HIV + 
and started a treatment program for few coand started a treatment program for few co--infected patientsinfected patients

National Association of National Association of PPatientsatients with Transplantationwith Transplantation



StrengthsStrengths

For almost For almost threethree years since established years since established HEPASISTHEPASIST has turned into a main has turned into a main 
source of information and support for hepatitis patients and thesource of information and support for hepatitis patients and their relatives in ir relatives in 
Bulgaria.Bulgaria.

The media trust the Association and participate in all its eventThe media trust the Association and participate in all its events. The s. The 
activities of activities of HEPASISTHEPASIST are usually widely covered by the main media. are usually widely covered by the main media. 

As a part of the civil society As a part of the civil society HEPASISTHEPASIST showed its strength to the Bulgarian showed its strength to the Bulgarian 
health institutions. Nowadays,health institutions. Nowadays, HEPASIST HEPASIST becomes more accepted as an becomes more accepted as an 
important partner in the policy of the institutions related withimportant partner in the policy of the institutions related with viral hepatitis.viral hepatitis.

The partnership with ELPA already showed positive results at natThe partnership with ELPA already showed positive results at national level.ional level.

HEPASIST is sponsored by the main pharmaceutical companies for mHEPASIST is sponsored by the main pharmaceutical companies for most of ost of 
its activitiesits activities



Strengths toward improved preventionStrengths toward improved prevention

The professional team of The professional team of HEPASISTHEPASIST has proved its ability in organizing has proved its ability in organizing 
awareness and information campaigns with large public and media awareness and information campaigns with large public and media impact.impact.

The efforts for collaboration with the related health authoritieThe efforts for collaboration with the related health authorities already s already 
started giving positive results in different preventive initiatistarted giving positive results in different preventive initiatives.ves.

The strong media relationships on national and regional level caThe strong media relationships on national and regional level can be used n be used 
in future activities.in future activities.

The organization has active members throughout the country that The organization has active members throughout the country that could be could be 
helpful in future prevention activities and helpful in future prevention activities and events.events.

Bulgaria has a vaccination program since 1992 that already showeBulgaria has a vaccination program since 1992 that already showed effect d effect 
and the number of infected between 0 and 16 years old drasticly and the number of infected between 0 and 16 years old drasticly decreaseddecreased



ChallengesChallenges
National Hepatitis Strategy National Hepatitis Strategy 

A multiA multi--institutional working group is assembled to institutional working group is assembled to 
create a National Hepatitis Strategy till the end of create a National Hepatitis Strategy till the end of 
April 2008April 2008
The Strategy should be adopted by the Minister of The Strategy should be adopted by the Minister of 
HealthHealth till June 2008till June 2008
The Parliament should vote a budget for 2009 for The Parliament should vote a budget for 2009 for 
starting the strategy starting the strategy 

Raising the number of treated patients each year, Raising the number of treated patients each year, 
due to the high number of people, infected with the due to the high number of people, infected with the 
viral hepatitisviral hepatitis

Improving of the level of early diagnostics in Improving of the level of early diagnostics in 
BulgariaBulgaria

Finding other sources of financing for the Finding other sources of financing for the 
organization which will ensure its independent  organization which will ensure its independent  
functioningfunctioning

BetterBetter collaboration with Institutions for collaboration with Institutions for 
improvement of treatment, diagnostic, awareness improvement of treatment, diagnostic, awareness 
and prevention leveland prevention level



Challenges and thresholds toward Challenges and thresholds toward 
support of improved preventionsupport of improved prevention

Improved prevention is the main part of the future National HepaImproved prevention is the main part of the future National Hepatitis titis 
Strategy. Some of the measures in the strategy are:Strategy. Some of the measures in the strategy are:

Accessible information for the Accessible information for the wholewhole society and especially the marginal society and especially the marginal 
and risk groupsand risk groups
Access to free testing and diagnosticsAccess to free testing and diagnostics
Vaccination campaigns for risk groupsVaccination campaigns for risk groups
Educational programs for youths and medical stuffEducational programs for youths and medical stuff

TheThe Bulgarian Government has limited financial resources for Bulgarian Government has limited financial resources for 
prevention prevention 

There are strong prejudices against vaccines in BulgariaThere are strong prejudices against vaccines in Bulgaria

The collaboration with the health institutions is still difficulThe collaboration with the health institutions is still difficultt



ConclusionsConclusions

HEPASISTHEPASIST has become one of the strongest patient has become one of the strongest patient 
organizations in Bulgaria with growing impact on hepatitis organizations in Bulgaria with growing impact on hepatitis 
policypolicy

Even a lot have been done from the Government with the Even a lot have been done from the Government with the 
vaccination program since 1992 and the information vaccination program since 1992 and the information 
campaigns provided by HEPASIST, there are still big campaigns provided by HEPASIST, there are still big 
thresholds in the Bulgarian society about hepatitisthresholds in the Bulgarian society about hepatitis

The future National Hepatitis Strategy will be a big step The future National Hepatitis Strategy will be a big step 
towards the improved prevention in Bulgaria and will be a towards the improved prevention in Bulgaria and will be a 
good basis for further activities for both good basis for further activities for both –– Government Government 
organizations and NGO’sorganizations and NGO’s


