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Annual report for 2014

Association of citizens for rare diseases LIFE WITH CHALLENGES

In 2014 Life With Challenges realized many activities for raising public awareness, strengthening
patients, cooperation and networking with other organizations on national and international level
and communication with the health institutions in Macedonia.

Our most important accomplishment is the new law for financing the Program for Rare Diseases at
the Ministry of Health. This is a hope for all untreated patients with rare diseases. On December 16"
the Prime Minister of Macedonia Mr Nikola Gruevski gave the following statement:

“The challenge of treating patients with rare diseases is a world challenge. Although they influence 1
in 2000 people they are a challenge for many families and they are before all a life challenge for the
patients ... our task is to try and find a way to overcome those challenges and give support to the
families, we need to fight together for the health of our citizens. We have a task to find a way to
finance the fight with rare diseases in an appropriate way. That is why in Macedonia we found
a systematic solution that is in accordance with EU countries, we changed the Law for taxes
on cigarettes, and from now on 1 MKD from one packet of cigarettes will go directly to the program
for rare diseases in Macedonia. We estimate that 250 million MKD will be gathered to treat the
patients. We need to continue working together, the fight of one citizen is a fight for all citizens.”

We expect patient representatives to be included in the Commission of rare diseases and we also
expect soon to hear about adopting strategy for rare diseases in Macedonia, and to establish a
registry for patients with rare diseases.

For all activities, there is information on our web page, facebook and youtube:

e http://challenges.mk/
e https://www.youtube.com/user/lifewithchallenges

e  https://www.facebook.com/LifeWithChallengesi

e  https://twitter.com/ZivotPredizvici
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Rare Disease Day, 28" of February, 2014

Traditionally Life With Challenges marked the Rare Disase Day, 28™ of February, 2014 under the
motto “let’s Join Together for Better Care!,”. We are already on the map of Rare Disease Day -
http://www.rarediseaseday.org/event/macedonia-the-former-yugoslav-republic-of/41. We
organized a press conference for media - discussion with patients/families/doctors/ health
institutions under the motto of the Rare Disease Day 2014 - let’s Join Together for Better Care!, as
we were in preparation of the National Plan for rare diseases. The event was supported by Genzyme
—Sanofi Company, Celgene Corporation, EU Info center and Concept marketing and communications.

Also we had sponsors / donors / supporters / volunteer event as we were celebrating 5 years of the
existence of the organization. We awarded certificates to all people /companies/ organizations/
institutions that supported us through the years. We had a cocktail afterwards - participants
gathering to discuss future improvements in treatment and care in order to improve quality of life,
and to share experience on what does it mean to live with a rare disease. We also organised an
exibition: One day of my life with a rare disease as a part of the Rare disease day. This events were
organized at the EU Info center and 100 people were present at the event.

Present speakers at the event: Mr Robert Lidl, Minister advisor, manager of the department for
political questions, justice and internal affairs, information and communication, EU delegation; Ms
Aspazija Sofijanova, Director of the University Children Clinic, President of the commission for rare
diseases; Ms Maja Parnardzieva Zmejkova, Director of the Health Insurance Fund; Mr Momir H.
Polenakovik, Macedonian Academy for science and art; Mr Kiro Salvani, State Advisor, Ministry of
Health; Ms Katerina Aleksovska, Director of the Bureau for Drugs; Ms Mary Jo Wohlers, US Embassy.
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* Invitation for Rare disease day
* Brochure for rare disease day — available for download at our web page
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* Poster for Rare Disease Day
* Patient stories - poster exhibition — view on web page

Day before rare disease day (on 27" of February) we had education event for students from the
Medicine and Pharmacy Faculty and interested medical professionals (50 people present). This event
was organized at the Medical Faculty and supported by the University Children Clinic and the
Student parliament of the pharmaceutical faculty.

Lecturers and subjects at the education event: Ms Biljana Coneska Jovanova (Enzyme therapy in
Gaucher disease), Mr Samo Zver (Rare haematological diseases and innovation in treatment), Mr
Velibor Tasik (Rare diseases in nephrology), Mr Ivan Milev (Pulmorany hypertension), Ms Vesna
Grivcheva Panovska (Hereditary Angioedema).

For the Rare disease day we had media coverage form television, radio, newspapers and media
portals. Over 30 media covered our story and also it was published on the web page of the Health
Insurance Fund.
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*Picture from Rare disease day
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“Conference for Establishing National Alliance for Rare Diseases of R. Macedonia“, on
22" of March, 2014 in Skopje, Macedonia

The rare disease citizen association “Life with Challenges”-Bitola together with The Association for
Hemophilia, rare coagulopathies and Von Willebrand- HEMOLOG and the Association for
Emancipation, Solidarity and Equality of Women of Republic of Macedonia- ESE oranised
a Conference on Creating National Alliance for Rare Diseases of R. Macedonia on 22 March,
Saturday in hotel “Porta”, Skopje. The conference was part of a project that is realized within the
framework of the USAID Civil Society Project implemented by the Foundation Open Society-
Macedonia. Also the project is supported by Genzyme- Sanofi Aventis and Celgene Corporation.
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* Poster from the conference for creating rare disease alliance
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* Invitation and agenda for the conference

* National Plan for rare diseases — available for download on our web page — result from the
conference

Association of citizens for rare diseases “Life With Challenges - Bitola
Address: Boris Radosavlevik — Goce , 12, 7000, Bitola
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
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Speakers and subjects at the conference: Borjan Pavlovski, Coordinator of the Program for Public
Health and Women’s Health at the Association for Emancipation, Solidarity and Equality of Women
in R. Macedonia; Mary Jo Wohlers, USA Embassy in Macedonia/ Honorary Member of the
Association of Citizens for Rare Diseases Life with Challenges — Bitola; Assoc. Prof. Elena Kosevska,
MD, Ph.D. Specialist for Social Medicine, Institute for Public Health of the Republic of R. Macedonia,
Head of Department for Health Promotion, Analysis and NCD Prevention; Branko Adzigogov, Advisor
of the Director, Health Insurance Fund of Macedonia; Cveta Nakeska, Founder and Member of the
Executive Board of HEMOLOG - Bleeding Disorder Society of Macedonia; Davor Duboka, Executive
Director of the National Organization for Rare Diseases, Serbia: Presentation of the National Plan for
Rare Diseases — Serbia; Vladimir Tomov, President of the National Alliance of People with Rare
Diseases, Bulgaria: Presentation of the National Plan for Rare Diseases — Bulgaria; Borislav Djuric,
President at the Association for Rare Diseases: Presentation of the National Plan for Rare Diseases -
Bosnia and Herzegovina; Vlasta Zmazek, EUROPLAN Advisor: Presentation on EUROPLAN.

* Pictures from the conference

We had a lot of media attention at the conference — around 22 media covered our story (television,
radio, newspapers, and web portals). At this conference we had around 100 people attending
(organizations, institutions, patients, medical professionals, researchers, families etc...).

“First CEl Conference for building regional network of organizations for Rare Diseases”,
on 23" - 24 of March, 2014 in Skopje, R. Macedonia.

First CEl Conference for building regional network of organizations for Rare Diseases is a project that
contributed to strengthening of the capacities of the organizations and to increasing networking and
communication between the organizations from the CEl region that work in the field of rare diseases.
With this conference we contributed towards raising awareness (general public, government
institutions, and medical professionals) about rare diseases in Macedonia and the CEl Region. The
conference meeting contributed for sharing best practices in advocating for patients’ rights and
sharing information on implementation of National Plans/Strategies on rare diseases in different
countries.

Association of citizens for rare diseases “Life With Challenges - Bitola
Address: Boris Radosavlevik — Goce , 12, 7000, Bitola
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com



http://challenges.mk/
mailto:zivotsopredizvici@gmail.com
mailto:vesna.stojmirova@gmail.com

¥ +¥rr e Gy

JHHBOT ETA

npﬂﬂﬂam’m! JSFIDA (;I‘A!IE;(ES
:._.l._..,a & s ghias A T Ii,fa U oa p@u,
i ety e ta bz i 1t ke collect Lt

¥usoTt co Npegussuum / Jeta me Sfida / Life With Challenges

HUBOT,

PR

Mpea LIEV Kondepenipja
3 xa

First CEI Conference
for building regional network
of organizations for Rare Diseases

25241 Mapr, 2014, Cronje, P, Maregosia
23t and 24th of March, 2014, Skopie, R. Macedoria

First CEl Conference
for building regional network
of organizations for Rare Diseases

£ %
o
o

%

Mac
Candunions and ematonof the conference
urch snd depature of patiopants - 400 - 1

CENTRAL BLRDVEAN (MY

*Invitation and agenda for the conference
* European Requlative and recommendations for rare diseases - brochure available for download
at our web page

Countries that participated: Serbia, Slovenia, Croatia, Bosnia and Herzegovina, Bulgaria, Italia.
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*Picture from the conference
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Speakers and subjects at the conference: Ms. Maja Ivanova, First Lady of R. Macedonia; Ms. Maja
Parnardzieva Zmejkova, Director of the Health Insurance Fund Macedonia; Prof. D-r Aspazija
Sofijanova, Director of the University Children Clinic — Skopje, President of the Commission for Rare
Diseases; Prof. Dijana Plaseska Karanfilska, Macedonian Academy for Science and Art; Katerina
Aleksoska, Director of the Bureau of Drugs, R. Macedonia; Drancho Apostolovski, Representative
from the Ministry of Foreign Affairs, Deputy National Coordinator for Macedonia of the Central
European Initiative (CEl): Presentation on CEl; Anja Kladar, Vice-president of the Croatian Alliance for
Rare Diseases: Presentation on Orphanet Croatia; Nikolina Covic, Social worker at the Croatian
Alliance for Rare Diseases: Presentation on support and social rehabilitation for patients with rare
diseases, Croatia; Todor Mangarov, President of the Association for Pulmonary Hypertension,
Bulgaria: Presentation on the situation of patients with PH in Bulgaria; Marija Joldic, President of the
Executive Board of the National Organization for Rare Diseases - Serbia: Presentation on the
situation of patients with rare diseases in Serbia; Jasminka Jezdimirovic, President of Association for
Rare diseases and disability in Serbia: Presentation on situation of PKU patients in Serbia; Borislav
Djuric, President of the organization for rare diseases in Bosnia and Herzegovina: Presentation on
situation of patients with rare diseases in Bosnia and Herzegovina; Viktorija Penova, Patient with
FOP: Presentation on Life with FOP disease, R. Macedonia; Vlasta Zmazek, Member of the Board of
Directors of European Organization for Rare Diseases (EURORDIS): Presentation on EURORDIS; Irena
Znidar, Member of the Board of Directors of European Gaucher Alliance (EGA): Presentation on EGA;
Fernanda Torquati, President of the Italian Gaucher Association: Presentation on strengthening
patients; Sandra Pavlovic, President of DEBRA, Serbia: Presentation on DEBRA; Polona Zakoshek,
President of DEBRA, Slovenia: Presentation on DEBRA; D-r Vukashin Andric (D-r Vulnet Ferati),
Genzyme, Sanofi Aventis: Presentation on the Humanitarian Aid Program and Innovation in
treatment for rare diseases; Gordana Lenarcic, mag. farm., Medical Affairs Manager, Celgene
International: Presentation on innovation in treatment for rare diseases; D-r Vujkovac Bojan:
Presentation on Fabry Centar, Slovenia; Ass. D-r Biljana Coneska Jovanova, University Children Clinic
— Skopje, Department for Hematology and Oncology: Presentation on Enzyme Replacement Therapy
in Patients with Gaucher Type 1; Prof. Dijana Plaseska Karanfilska, Macedonian Academy for Science
and Art: Presentation on Rare Diseases genetics in the era of next generation sequencing; Prof. D-r
Zoran Gucev, University Children Clinic — Skopje, Endocrinology Department: Presentation on MPS
(Hunter) patients treatment in Macedonia; Prof. D-r Velibor Tasik, University Children Clinic — Skopje,
Nephrology Department: Presentation on Rare Diseases in Nephrology; Prof. D-r Aco Kostovski,
University Children Clinic — Skopje, Gastroenterology Department: Presentation on Rare Diseases
and Tyrosinemia; Ass. D-r lvan Milev, Special Hospital for Chirurgical Diseases, Filip 1l, Skopje:
Presentation on treatment and situation of patients with Pulmonary Hypertension in R. Macedonia.

We had a lot of media attention at the conference — around 20 media covered our story (television,
radio, newspapers, and web portals).

At this conference we had more than 100 people attending (organizations, institutions, patients,
medical professionals, researchers, families etc...).

For this activity we had financial contribution from CEl, Genzyme — Sanofi Company, Celgene
Corporation and Concept Marketing and communications.
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Skopje Marathon, 11t of May, 2014

In May, 2014 we joined the Skopje Marathon under the motto — “We are running for better life”. We
had around 150 participants running for the patients and also promoting healthy life style. We are
very proud that this year we had a Hantington patient running by pushing a wheelchair of a patient

with child paralysis.

Media: over 15 media covered our story.

Financial support: Genzyme — Sanofi Company, Celgene Corporation, Alkaloid Skopje and Concept
Marketing and communications.

Volunteer support: HAE Macedonia, Association of Physiotherapists of Macedonia, HEMOLOG, Jane
Sandanski — Shtip, Moment Plus and Dajte ni Krilja.

First international Gaucher Day, 26" of July, 2014

We joined the activities of EGA in Gaucher day celebrating the 160%™ anniversary of Philippe
Gaucher’s birth in 1854, with organization of a bicycle ride through Skopje.

*Pictures from the event

Association of citizens for rare diseases “Life With Challenges - Bitola
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*Media coverage — collage and poster for the day

We also organized a patient/ family/ doctor meeting to discuss about life with Gaucher and how to
improve quality of life. This meeting was organized on 15" of November because most of the
invited participants were on holiday. Also on 15™ of November we had a guest — D — r Timothy Cox
who was speaking at the Congress for rare diseases of South East Europe organized by Macedonian
Academy for science and Art. So we decided that it is a perfect day for a get together and share
experience.

*Pictures from the event

Financial support: Genzyme — Sanofi Company

Other support: Concept marketing and communications, Kontura, associations for other rare
diseases, Natocak, To4ak and Municipality of Skopje.

Media support: over 20 media covered the event.
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Climbing Korab, 8" of September, 2014

“To the top for better life” — activity for raising public awareness. Around 70 participants joined this
activity, promoting social inclusion and healthy life style. Although the weather conditions were not
friendly still a lot of participants made it to the top.

* Pictures from the event

Financial support: Genzyme — Sanofi Company, Celgene Corporation, ONE telecommunications and
Concept Marketing and communications.

Volunteer support: Korab mountain climbing club.

Media support: More than 20 media covered this event by publishing a story about it focusing on the
problems that patients and families face in their lives.

Education activities, September — December, 2014

In cooperation with Red Cross, we started educational workshops for education of the volunteers in
the Red Cross. Volunteers have a possibility to learn about rare diseases in general and specific for
different rare diseases that exist in Macedonia directly from patients and families affected by rare
diseases. We plan to continue with the education and involve the volunteers in the activities of the

association next year.

*Pictures from the event
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Congress for rare diseases of South East Europe organized by Macedonian Academy for Science
and Art

Our association cooperated with MASA for successful organization of the congress. Through the
EGA, D-r Timothy Cox was supported to attend the congress and give lecture on Gaucher Disease,
and D-r Julijan Naskov was supported by Celgene to give a lecture on Value of innovation in the field
of rare diseases. D-r Vukashin Andric was supported by Genzyme to present about Eligliustat as a
new therapy for Gaucher disease. Also our organization had a presentation on the importance of
implementation of National plan for rare diseases in Macedonia for improving quality of life of
patients and families that face life with rare diseases. As a patient organization we are aware that
the only way we can support patients is to cooperate with all stakeholders in the country and
internationally so we will continue communication and cooper ation in the next year on a higher
level.

*Pictures from the event
*Program of the event

Macedonian Academy of Arts and Sciences (MASA), Skopje , 3%° RARE DISEASE IN SEE MEETING,
SKOPJE, MACEDONIA, (EAP, UEMS Section of Paediatrics)

1. Welcome and opening
o Mrs. Maja Ivanova, First Lady of the Republic of Macedonia, Honorary Patron of the
Association of citizens for rare diseases “Life with Challenges”
Mr. Vlado Kambovski, President, MASA
Mr. Nikola Todorov, Minister of Health, Macedonia
Mrs. Maja Parnadjieva, Head, Health Fund of Macedonia
Mr. Momir Polenakovic, Director, Research Center for Genetic Engineering and
Biotechnology "G.D.Efremov"
o Mrs. Aspazija Sofijanova, Director, University Pediatric Clinic

O O O O

2. Invited Speakers
e  Zvilaron, Israel
e Martin Savage, UK
e Gorazd Rosoklija, USA
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e Christiane Zweier, Germany
e Timothy Cox, UK
e Vukasin Andric, Croatia

e Julijan Naskov, Slovenia
e Vladimir Lozanovski, Germany
e Stephan Storch, Germany

e Tatjana Zorcec, Macedonia

e Zoran Gucev, Macedonia

e \Velibor Tasic, Macedonia

e Aco Kostovski, Macedonia

e Vesna Aleksovska, Macedonia

Wilson disease gathering — 6" of December, 2014

We organized a gathering for patients, families and doctors about Wilson disease since a lot of
patients were in bad condition because of lack of treatment and expertise. Also we invited the
Bulgarian association for Wilson disease — patient representatives and doctors to help families and
doctor regarding support in treatment and advice for living with Wilson disease.

At this gathering there were presentations from doctor about Wilson disease and patients shared

their stories regarding the challenges they face living with Wilson disease.

*Pictures from the event
*Program of the event

Introduction from the president of Life with challenges

Introduction from patients and patient representatives from Bulgaria
Discussion on treatment and way of life

Conclusions and appointing a leader of the Wilson group
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Participation at conferences and meetings - January — December, 2014

e World Symposium for Lysosomal Diseases, 9™ to 14™ of February, 2014, Sand Diego, USA

e Go With Gaucher, 23 to 25" of March, 2014, Frankfurt, Germany

e EUPATI workshop on reaching a public audience on medicine development, 2™ of April,
Warsaw, Poland

e DITA task force — EURORDIS meeting, 3™ of April, 2014, Warsaw, Poland

e Caregivers workshop and Gaucher Patient Advisory meeting, 28" and 29" of April,
Amsterdam, Netherlands

e EURORDIS Membership meeting, 8" of May, 2014, Berlin, Germany

e European Conference for Rare Diseases ( ECRD), 8™ to 10'" of May, 2014, Berlin, Germany

e European Federation of Neurological Associations training course on Pharmaceutical policy,
pricing and reimbursement, at London Schools of Economics and political science, 13" to
14" of May, 2014, London, UK

e European Gaucher Alliance and European Working Group on Gaucher Diseases Membership
meeting, 22" to 28" of June, 2014, Haifa, Israel

e Partners for progress, workshop, 1°t and 2" of July, Prague, Czech Republic

e ICORD (International Conference for Rare Diseases and Orphan Drugs), 7" to 9" of
November, 2014, Ede, Netherlands

e Gaucher conference, 21 of October, Belgrade, Serbia

e EUnetHTA Training course and conference — HTA 2.0 Europe, Teaming up for value, 29" to
31% of October, 2014, Rome, Italy

e Congress for rare diseases of South — East Europe, 15" November, 2014, Skopje, R.
Macedonia

e Rare Disease conference, 10" to 11*" of December, 2014, Sarajevo, Bosnia and Herzegovina

e International rare diseases meeting — Eurasian Alliance — Exchanging experience , 13 to 14"
of December, 2014, Sofia, Bulgaria

Financial support for travel, accommodation and attendance: grants, EGA, EURORDIS, Genzyme
Sanofi Company, Celgene Corporation, EFNA, EUnetHTA, EUPATI.

Thank you for your attention,

Vesna Aleksovska,

President of the Association of citizens for rare diseases,

Life With Challenges - Bitola, http.//challenges.mk/

Tel: +389 (0)70 70 54 46

e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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