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Rare disease day, February 2021

Rare disease day in Skopje

Promotion of postal stamps for rare diseases in Skopje. Together with the Post from North
Macedonia we organized the promotion of the third rare disease postal stamp. The first one was
for children with rare diseases, the second for Alport syndrome, and the third for Gaucher
disease. This is initiative of Gordana Loleska.

Promotion of postal stamp —video

We participated in lectures organized by Macedonian Medicine Student Association dedicated to

rare diseases.

Video from the event / Buaeo on HacTaHOT

Zorica Trajkova

1l Like (D comment & Share QOO S You. Gordana Loleska, Snezana Todorovska and 230 others - 345 Comments
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School pop Georgiev Berovski — Hrom, Skopje.

Rare disease day with MPS 4 child at his school
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Rare disease day in Bitola
In Bitola LIFE WITH CHALLENGES, organized different activities with the help of Hepar center

Bitola, Interact club Bitola, gymnasium Josip Broz Tito Bitola and the municipality of Bitola.
Many other schools and individuals joined in the activities for support of rare diseases.

mation in the center of Bitola.
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[llumination of the municipality building in Bitola
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Kliment Ohridski and Joisp Broz Tito in Bitola (Les bons amis t’aident a retrouver ton sourire,
ton espoir et ton courage. Ogni bambino ha diritto di essere sano. Réver seul ne reste qu’un
réve | Réver ensemble devient la réalité. SIAMO TANTI, SIAMO FORTI, SIAMO RARI.

Qui est en bonne santé, est riche sans le savoir. L'amore vince tutto! Etre rare, c’est étre fort. !

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
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
http://challenges.mk/wp-content/uploads/2021/03/%D0%BE%D0%BF%D1%88%D1%82%D0%B8%D0%BD%D0%B0-%D0%B1%D0%B8%D1%82%D0%BE%D0%BB%D0%B0.jpg
http://challenges.mk/wp-content/uploads/2021/03/Untitled1.png

Y . e o

JHHBOT ETA

Hpﬂﬁnamiﬂﬂ JSF‘IDA CI‘HALI]_EI:GEES
Fedrmonm o pamgha-ras Tobn- Bk A2 wrpaiky lsz L a pazzle,
ey ophinbind: il i f gertue el o el ke collect it

¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

¥ U U U |

JOURNEE INTERNATIONALE
MALADIES RARES

Giornata Mondiale
delle Malattie Rare

Todor Angjeleski school in Bitola
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Rare disease day in Ohrid
In Ohrid with the support of the municipality and a lot of friends and companies, Gordana
Loleska organized a lot of activities in support of rare diseases.

[llumination of the Samoil fortress, 28 days in February in support of rare disease families
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[llumination of the city library Grigor Prlichev in Ohrid

School Debrca
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5 to 12 initiative, Ohrid

Cyril and Methodius School, Ohrid

https://www.youtube.com/watch?v=3bxaP9FJKnk

AMUNWOTPOPUNYHA

NnatepanHa ckneposa

AMuoTpoPuUYHaTa naTepanHa ckieposa e Rare Disease Day’
6onecT Koja ro Hanara LieHTpanHoT HepBeH

cucTemM(nMoTOYHO HEBPOHOT) U Ce KapakTepusumpa co

NporpecnBHa Mycky/iHa c1abocT BO eKCTpemMmnTeTuTe

Kako un cnaboct

Ha MYCKy/MTe OArOBOPHU 3a AViLLEH€, FOBOP U

rontare

1 Taa He BAvijae Ha UTenereHuujata u memopujara.

MpruunHaTa 3a 6onecra He e nosHara.

HajuecTo ce jaByBa Ha Bo3pacT mery 40 1 70 roguHn.

CTuBeH XOKHUH ViapaboTtu: MeauumHcka napanenka npy ,COCY Cs. Kupun v Metoauj” - Oxpua
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Song for rare diseases

When the support is coming from the youngest and the strongest the most honet, than you
realize that it is the most positive thing possible. The children from BISERI and VESELI
BISERCHINJA from Ohrid, Mila Treneska and Biljana Budzoska, DUO BALCK MOON under the
management of the art director Tatjana Uzunoska recorded the song — “Rare song”, written by
Tatjana U. Treneska.

https://www.youtube.com/watch?v=zijfZet|B5c&t=15s

Wiki club from Ohrid supported rare disease awareness

From 2019 they started writing about rare diseases and they continued in the next years to write
about rare diseases and share the information about different diagnosis. They also became
partners with the World organization for rare diseases.

https://www.rarediseaseday.org/friend/2103?fbclid=IwAR2FOnxW2H1tFbNKpiWrUsirnnsh-
Yg03bTVcORVNS5urykuwvGlJiF8KzkgE

All of the activities are available at:

https://outreach.wikimedia.org/wiki/Education/News/January 2020/Wiki Club Ohrid grows?f
bclid=IwAR2FRQPOuUcwa0clQV1p39uzdoWLc8uwVXiSWdATrEJoQHb9OVNjys6kr8RA

Rare diseases in Macedonian language are available at Wikipedia under the management of
Natasha Nedanovska:

https://glammacedonia.mk/mk/%D0%B1%D0%BB%D0%B0%D0%B3%D0%BE%D0%B4%D
0%B0%D1%80%D0%BD%D0%B8%D1%86%D0%B0-%D0%B7%D0%B0-
%D0%B2%D0%B8%D0%BA%D0%B8-%D0%BA%D0%BB%D1%83%D0%B1-
%D0%BE%D1%85%D1%80%D0%B8%D0%B4/
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Support from institutions on rare disease day

The president of North Macedonia
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The president posted a picture for RDD with his family in support of rare disease families and
they also illuminated their house in RDD colors.

More than 600 families live with a rare disease in our country. We need to help them by
cooperating and support them in their requests for a better quality of life.

#leHHaPeTknbonectn #RareDiseaseDay #EURORDIS

Pothuajse 600 persona né vend jetojné me ndonjé sémundje té rrallé.

Bashképunimi midis nesh té gjithéve éshté i réndésishém gé t'i ndihmojmé pér njé jeté mé té
miré. Té japim dorén dhe té déshmojmé se nuk jané veté.

#DitaESémundjevetéRalla

Government of North Macedonia

Bnaaa Ha Peny6nuka CeBepHa MaKepoHuja
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The Prime Minsiter Zoran Zaev and the Minister of Health Venko Filipche, had a meeting with
the associations for rare diseases. They stated that for rare diseases we need a systematic
approach and they will continue to increase the number of available medicines for rare
diseases. In 2017 the budget for rare diseases was 213 million MKD, today it is 527 million MKD.

Further the plan is to adopt a national strategy for rare diseases which will mean progress in the
laws according to the EU regulatives for rare diseases and it will support the education of
medical professionals in our country.

#RareDiseaseDay #vlada.mk/node/24386

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Minister of health of North Macedonia, Venko Filpche BeHko ®ununye

People with rare diseases are not alone. The ministry of health is always open to hear about the
problems and to follow the new approach and access to treatment and care. With the increase
of the budget, we increased the treatment for different diagnoses. In 3 years we managed to
get 9 new medicines and there are 560 patients in the registry developed by the commission
for rare diseases. With the national strategy for rare diseases, we will continue to improve the
lives of families with rare diseases. #ShowYourRareShowYouCare#PetknuCme

The First Lady of North Macedonia, Ms Elizabeta Gjorgievska

Our First Lady organized an expert discussion for improvement of health and social services for
families with rare diseases, together with doctors, researchers, psychologists, and ministry

representatives.

Republika e Ma

qedonisé s& Veriut
PRESIDENTI

Republic of North Macedonia
PRESIDENT

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Patients with rare diseases and their families are example for courage and hope. We have a lot
of work to do, so that we can offer equity in social and health care for them.

This is not something we need to do only for RDD, every day we need to advocate for a
systemic approach to treatment, care, and diagnosis. We should not allow rare diseases to be
marginalized and isolated. They have the potential to contribute to our society and we need to
give them a chance to participate in the improvement of health and social care.

#enHaPeTtknbonectn #RareDiseaseDay2021 #EURORDIS

Minister of labor and social policy, Ms Jagoda Shapapaska

For RDD | want to say that the life of people with rare diseases and their families whould not be
defined by their diseases. Social reform should offer systemic support for people with rare
diseases. As a ministry for labor and social policy we have 2 priorities:

— Provision of quality social protection and services for people with rare diseases and their
families

— development and practice of holistic approach in the treatment of people for rare diseases
and support for their families.

HEH HA
PETRN BOJIECTV

Rare but not invisible #lenHaPeTknbonecTtn #RareDiseaseDay #EURORDIS

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
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Learning about rare diseases

This project was started by Super Radio, Gordana Loleska and LIFE WITH CHALLENGES. In 2021
we started in January with promotion of the project that will lead to Rare Disease Day 2021. Many
doctors supported our campaign.

Also all information on rare diseases is being uploaded on Wikipedia from the volunteers in Wiki
Club Ohrid — Information on Wiki Club Ohrid, so if you write rare diseases in the Macedonian
language you will get a lot of information on different rare diseases. This is helpful to spread the
information on rare disease in the public and to make the information more accessible and
available to families with rare diseases and medical professionals.
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Our videos was also shared in Albania and Kosovo as we had translation in Albanian language not
just Macedonian language.

Join us in raising awareness about rare diseases!

This project is available on the following link for free download of information on Macedonian
and Albanian language: Learning about rare diseases .

Mmame 1 nocebHa dpecjbyk ctpaHa: https://www.facebook.com/gizapoznavameretkitebolesti

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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International Gaucher Day

For International Gaucher day, we implemented a social media campaign and a press release to raise
awareness of importance of early diagnosis. With early diagnosis and access to treatment patients with
rare diseases will have better quality of life. This is a campaign that we will continue to promote in 2022
also as we realize that diagnosis is a problem and solutions are possible.

All materials used, were translated from the International Gaucher Alliance.

K ,' ::. INTERNATIONAL W

o '8z GAUCHER DAY &
“*10CTOBER <+

NMopaHa gujarHo3a, nogobap XuBoT

AKO cne3uHara e 3ronemMeHa, Toraw 30WTo € Toa Taka? Ako
MMa enu3ofa Ha OCTeOHEeKpo3a BO AEeTCTBOTO unu Bo 6uno
KOj Aen o4 XMBOTOT, Toraw ogere noganeky on camo
naBawe Ha Tepanuja npoTtuB 6onka: npawajre, sowro? Uma
nu npuunHa? Kako moxam aa ro ucrpaxam? Ako 6pojort Ha
TpomMGouutn e HeobGjacHMBO HM30K, npoaorkere paa
UcTpaxyBare ceé fjofeka He ce Haje o6jacHyBame u NnpuunHa
3a Toa. He BeneTte camo: ena HUCKO €, HO He € TONKY HUCKO
3a ga ™M HawTeTu. 3anpawajre ce WTO Toa O3Hauyysa. U ako
BME KaKO [OOKTOP He 3HaeTe HEeWTO, KOHCYNnTupajte ce co
Konera: ,,ABe rnaeu cekoraw mucnar nopo6po on egHa !

Mpoghecop Tumomu Kokc, Mpogh. Emepumyc na MeduyuHa, xoHOpapeH nekap
KkoHcynmanm Ha Kebmpuy Yrueepaumem, Adenbpyk 6onxHuya, Kem6puy, OK

gaucheralliance.org/international-gaucher-day
#rarebutnotalone #earlydiagnosis #1GD2021

International newborn screening day

For international newborn screening day which was also PKU awareness
day, we shared information on social media and in press release stating the
importance of newborn screening especially for PKU. In our country this
screening was done only for 2000 newborn babies, and this year it was
increased to 6000 due to efforts of our organization and doctors. We will
continue to advocate for newborn screening for PKU until it gets to 20000
newborn babies as this is how much babies are born annually in our
country.

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Helpline for rare diseases, January — April, 2021

In our Helpline, a very special part is the free psychological support for families with rare diseases.
During 2019 we saw how important this is for patients with rare diseases. The comments that we
got from our members is that they are happy not going to the clinic center or the hospital to get
this needed support. They were also surprised that their family can also get this support for free
as usually, that is not the case. Anonymity is also important. We hope to continue helping people
with rare diseases as much as possible. We are happy to be able to support rare disease families
and now we also have a web page with translated information on many different rare diseases.
This is just a small contribution to the improvement of quality of life for people with rare diseases
and their families who deserve much more.

Due to the COVID 19 situation we had increased number of people calling and asking for
information, for recommendations, for support and there was also an increased number of
people asking for psychological counselling. This was not a surprise for us as we expected this
and we made all of our services available on line and via telephone service.

RARF DISEASE DAY® /45

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Activities of the helpline:

e Providing psychological and social support for families with rare diseases in North
Macedonia.

e Organization of patent gatherings and webinars.

e Connecting families with same diseases (email, Facebook, telephone).

e Connecting patients with institutions (arranging meetings, writing requests).

e Gathering information on current problems and challenges (advocating for change).

e Publishing brochures for patient support (sharing online for free download and printed
version in clinic center in Skopje).

e Education of patients, families, doctors (webinars, meetings, sending information and
new knowledge).

e And other activities connected to family help and support.

Regional rare disease database

The Rare Diseases Database is a unique regional project that we launched last year and it is
aimed at shortening the time to diagnosis and providing broad support to patients suffering
from rare diseases, their families, and doctors.

&,q“_ Baza retkih bolesti lowa  3aWac  3apywewmja  PerkuBonectn  Qopym  Bect  Kowrakr
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\ /

@ v ;_/Vy.tbopmaquu 3a peTku 6onecTu

CoBeTi 01 AOKTOPU W KOHTAKTV 0f 3A4pYXeHuja oA LIENUOT PerMoH Ha Tpu
) = jasnum

LIFE WITH CHALLENGES is involved since the beginning of this project. At this moment included
countries are: Serbia, North Macedonia, Monte Negro. Republic of Srpska, Croatia. We hope
others will join too.

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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This year we managed to update the database with new translations, also with videos on
clinical trials, we shared many articles and now we are preparing an Academy for patients and
parents that want to learn how to advocate, how to speak out loud and fight for their rights.
We hope in this regional project to have many people from North Macedonia willing to learn.

AKADEMIJA za pacijente 1
i predstavnike pacijenata 202

Olivera Jovovi¢
Predsednica organizacije SMA Srbija | Nacionalne organizacije
za retke bolesti Srbije

29. 5. 2021.

PREDAVANJE:

Efikasne gije k ikacije s
odluka u si i zastite i proi
lekova na primeru SMA Srbija

d

Zahvaljvjuéi efik ik ikaciji sa donosiocima odluka,
deci i odraslima koji boluju od spinalne misiéne atrofije u Srbiji
obezbedeno je leenje modernim lekom za ovu retku bolest.
QOsim 3to je uspela da dovede proizvodada leka za SMA
u zemljy, organizacija je izdejstvovala i da se jedan broj
obolelih ukljugi u klinicku studiju za drugi lek u razvoju.
Olivera je majka deéaka sa spinalnom misiénom atrofijom.

-ﬁq-v Baza retkih bolesti

McTo TaKa yyecTByBaBMe BO AKaZemujaTa 3a NaLMeHTU M CEMejcTBA KOM CaKaaT A4a Hay4aT noseke
3a 3acTanysarbe, ga 36opyBaaT nornacHo M aa ce 6opat 3a cBouTe npasa. OBaa akagemuja
3aMnoYHa co crnogenyBatbe UCKycTBa og Cpbuja, M Ke NpoLONKN CO CnoaenyBatbe UCKYCTBA OZ,
CeBepHa MaKkegoHMja 1 XpBaTcka. Ce HageBame AeKa PErvMoHaNHMOT NPOEKT Ke MOMOrHe BO
oxpabpyBarbe Ha NaUMeHTMTe U cemejcTBaTa Aa paboTaTt noBeKke U Aa ce 3acTanysBaaT 3a CBOUTe
npasa u Nogo06pyBarbe Ha CBOjOT KMBOT.

AKALIIEMUJATA 3a nauveHTu 2021 , g.f]:l—261.26£021.
A £o 12.30 vacor

U NpeTcraBHUUn Ha nauuneHTU f
Npegasawara ke ce ogpxysaar s0 CABOTA npexy virepner nnathopma,
ayvecrsoto ¢ BECIJIATHO

%v Baza retkih bolesti MaXe 122 02 PEKTRIDITE 33 MHAMBUAYRNHM NPS7aBaH3
I 33 Uenara nporpasa

NMPOIrPAMA i
» < > NPABHO- OPTAHU3ALIMCKM M OMHAHCUCKM ACNEKTYA 3A AEJCTBYBAIGE HA
e OPTAHU3ALMM HA NAUKEHTH
f:r-;;'f‘¢~ > y 8.5. OcHOBaIE HA OPI2HM3AUMIA HA NAUNEHTH M HINMHN HI
N7 DHHAHCHPAKE AXTHBHOCTH - Jparas ra
JABHO 3ACTANYBAKE
15.5. Murmranton w MeQUyMCKH CTRATEIMM 32 NOWHYSALE HA CBECTA 32 penTe
LUTO ﬂPETCTABY?A AKAﬂEMMJATA 3A ﬂALlMEHTM Gonec o pvepor K8 XAE G- 1L
e W " 22.5. OArOBOPHM KMN3sHH 32 NOAY
60 TECTW NO NPUMEPOT Ha oprakmu3auwjara NX Cpbwja - laxwena Newwsk
29, 5. EchexyueHm CTPATEIHM 33 KOMYHHKAUN]A CO HOCHTENNHTE HA o,.ry(u B0 34PBCTBEHNOT
CHCTEM W NPOMIBOANTENNTE Ha NEXOBH Ka npyMepoT ka CMA Cpbuja - Onusepa Jososuk

MODANUTETH 3A NPUCTAN HA TEPANWA 3A PETKM BONECTH
5.6. OuHancrpaise K2 NOCTORKM Tepanun 32 peTxn Gonectr u jaskn Habasku - flasop [lytoa
12.6. Pa3B0j Ha NeKOBM . CHPIUK" W KNHHIYEM CTYAKM

K2KO M3UMH Ha Nexyaake - Bojanz Mupocasnes

LLEH HA NMPOIrPAMATA 3AKIYHOK
MaT L A3 P33BH b2, /18 CTEKHET 3Haetha 19. 6. lsaece roguuu 3apyxetme Ha xemodunusapk 8o Cpouja:
pouecHTe Ka 3 Ce NOBP3AT eOHN 00 Npeguasnus u yenecu - lejaw NMetpoaik
26. 6. Moaepnpana aMcKycHja u 3aTBopae - Msaxa Nonybosu

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
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

Y . e o

JHHBOT ETA

HP‘EHHBMTJ;H JSF‘IDA CIH{A!IEI:GEES

tedpmen b Lo Tobn- Bk A2 wrpaiky lLf& L a pazzle,
) fn, featiim]ed, i Sk ko collict vk

¥usort co Npegussnum / Jeta me Sfida / Life With Challenges

Advocating for patients in COVID 19

As an active association for rare diseases, we are constantly available for rare disease patients
and families. We shared information on rare diseases, and now on rare diseases and COIVD 19
recommendations connected to specific rare diseases. We also connected families and find
doctors to give advice on different subjects where it is necessary. Having in mind the COVID 19
situation we were available online, e-mail, Facebook and telephone.

We also continued to give free psychological support in many cities in North Macedonia (a list of
psychologists is available on our web page and Facebook page). Now in quarantine and isolation
time we become aware that there is even more need for this kind of support.

Rare diseases are complex chronical conditions and require multidisciplinary approach in
treatment and management. This is why we had a media campaign advocating for the rights of
the families with rare diseases.

BakuunHaumja 3a peTkn bonectu

Opn deBpyapn, 2021 ynopHo anenMpaBme A0 MHCTUTYUMUTE W Ce 3acTanyBaBME MPEKy
MeauyMUTe 3a MPUOPUTU3MPAtbe BO BaKUMHALMja Ha NAUMEHTUTE CO PeTKU bonectn wm
poauTennTe Ha Aeua co petkm bonectn. KoHeyHo Bo maj, 2021, MMHUCTEPCTBO 3a 34paBCTBO
CTaBM Ha INCTa peTKUTe 3a BaKUMHaumja.

CJIOBO/IEH IMEYAT.MK

........ T MATAS - Y cn MPASJE  CMIMEZETMAK  CNOSORMATE AWM GMMAMCMN

HAJHOBO

He e dep Bakuyna Aa ce A06MBa CriopeA T0a BO Koja ONIWTHHA
xuseere!

«= o QHEODOEO

apososn.

7, VESNA ALEKSOVSKA

OT S1ZAZOVINA

> »l Rm22/3 o & (& O K] I3

30UTO He T MPEZMEHINE NOTO3 B0 APYTH TP3AOEW KaAE NOBOIDICHM YEXAZT H3 e
% £ 33 THe B2 ave onat Kaj

RE3ECETTOQMAIM WM TPHECETTORMNM NINLA? HiTy 8243 B3c5A<3UN3 He T0e53 23

MauneHTUTE CO peTKn HGoNecTn Kou ce BO3PACHU U POOUTENNTE KOW MMAAT Aeuad CO PeTKu
6onectn, Moxe aa ce BakUMHKUpPaaT Bo canata bopuc Tpajkoscku Bo Ckonje. Tamy MmaaT cnncok
Ha NAUMEHTM KOj e AOCTABEH 04, PErnCTapoT Ha peTku bonectn og MuHMCTepCTBO 3a 34paBCTBO.

MODULIALIVIT VI LILIZTID 1VI 1dIT UIDTADTD  LIIT VVILI GdlITHIgEeY — DiIwia
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3a Aa AoKaxKaT AeKa ce naumMeHTU uam poauteny Tpeba aa ce HoCcM U3BELLTAj 04 CNeLMjanucT Unm
APYr AOKYMEHT KaZie WTo CTO M bonecTa Koj He Mopa Aa € HOB (MoXe Aa e nocTap AOKYMEHT).
Tpeba ga ce HOCM M ANYHA KapTa WMAM M3BOA, WAWM Nacoll 3a uaeHTMOMKaUMja Ha JNLETO
COo0ABETHO.

Ce npenopayyBa Aa He ce 041 PaHO HayTPo BUAejKM MMa Noronema ry»<sa.
BaKuMHaLmMjaTa He e 3a40/1KUTeNHa, TYKY e M360op Ha CeKoj oA, Hac.

MoBeKke MHPOPMaLMM 33 BaKUMHM U 33 KoBng, 19 BO 0gHOC Ha peTKM 6oaecTn Mmoxe ga npoyunTaTe
Ha Beb cTpaHaTa Ha EBponckaTa OpraHu3auumja 3a PeTkn bonectun. Kako 3gpyrKeHue yyecTsyBame
BO PabOTHM rpynn 1 ANCKYCMKN BO OAHOC Ha nNpenopaku u cosetu 3a KOBU/M 19 n BakuMHauMja Ha
NnauueHTU co peTku bonectu.

https://www.eurordis.org/covid19resources

Sport activities for raising awareness

Struga Poetry run

At the poetry race in Struga, on 23rd of May, 2021, some participants were running for equity for
rare diseases.

Our volunteers shared informative and educative materials for rare diseases at the event to raise
awareness for rare diseases in North Macedonia.
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Climbing Korab, September 2021

Marko Pejcinovski swam in Ohrid lake for rare diseases, August 2021

BpaBo Mapko jyHaky, ropaocT MakeAoHcka &

OHRID24.MK

(POTO) Mapko ycneLHo ro 3aBpLUU NANBaHETO
noceeteHo Ha [euarta co petku 6onectu - Oxpua24
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Participation at Ohrid TrchaT marathon

https://ohridpress.com.mk/?p=133268

Association of citizens for rare diseases “Life With Challenges — Bitola
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New Year 2021, under water, December 2021

International conferences, workshops and work groups

EURORDIS membership meeting

As a participant in the task force for Rare2030 Recommendations, Vesna Aleksovska, was a participant in
panel discussion for the recommendations connected to the national rare disease plans in EU and non
EU countries.

© Zoom Mecting - o x

EURORDIS
MEMBERSHIP

MEETING
12-1a 00|

¥ s HEMM2021
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Regional conference of the National Organization for Rare Diseases of Serbia

‘ NORBS I Brankica Jankovic Ivana Badnjarevic Natasa

NORBS VEsna Aleksovska vana Badnjarevic

' Dejan Krsti¢ Emina Osmanagic 5 Nikolina Covié

~

Natasa Angjeleska Dejan Krsti¢ Emina Osmanagic

Ana Pataki Andjelka Grbic Zvongéica - Irina...

Dijana Jovanoivé

Dijana J Ana Patak Andjelka Zvontica - Inna Ban

p Stefan Zivkovic Danica Vuéi¢ Andrijana Rogo..

Prevodilac

Biljana Dordevic... Sanja Stankovic dragana.vugdelija UdruZenje SMA...

UdruZenje SMA

Poster presentation at IEEPO (International Experience Exchange for Patient Organizations)

oy
TIFE

CHALLPROE

asos"

. , T | f
se%.hac wh agEnizatcos ane many mers i
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B D e o 1 3ANOHABAE
el bl e 5 Sl PETKHTE BOAECTH B

3 YEARS OUTCOMES:

PETKUTE CE MHOM4
PETKWTE CE CUIAHU
PETKHTE CE [DP AU

s8¢ JIEHHA PETKK BORECTA
Bk EBPYAPH 202 s

PROJECT INFORMATION:

« let-ere : weatmet » Dur videos ano promcfional macerials wera translated in Aloan an larguage and 2~ared vith Albania and Koseve, nel
X
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+ Over 70 v membirs i+ he assoc alion

» Connecting ovar 74 fam lies
« Rafem~3 aver 80 patients for free psyckalcginsl support h'augh tha helpline of LIFE 'WITH CHALLENGES

O 30 I orisian shivans un nalkanal 1 cuisian SEALNS, mort Ian 24 inlcrvics 107 (UK, ACRSUDPKS A w5 00735
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» Owbr Y0 ‘a5 (1 36058 Laniiieg were &ncura(ed 1o Share Ihei* slaies in publ ¢
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in rare diseases among medical sticants.

The 13th Annual
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with Paticnt Organisatians.
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Participation and realization of training and guidebook for patient advocacy

i -5 AeKemspy 2021
oTen naHopaMuka Ckonje

OBYKA HA
NALVEHTCKU
0P|'AHVI3ALI,VIM

3IJ,PABCTBEHMOT m ' »

CUCTEM

Bo opraHu3auvja Ha

- g o\
BOPKA 3a cexoj HoB Ae//,,l, 70

Supporting the foundation of the new association for Phenylketonuria and Alport sydnrome

PKU
heroes
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Translation of materials for rare diseases

EURORDIS document for diagnosis

M“:Wﬂﬂ Yndopmaum paut Knﬂ :-J paiee EHceRHo
Rt T8 ee VWP" ueuam :gfa"r':?i

sivy i o
-i . Solve@ CHEO 9, " fro m@e“ i c.LoBAL CoMMISSION

EURORDIS document for equity for rare diseases

ieaujarocry
S Dporoton 18 Qopeeae !
nnfv pmu

INIAMO /) it mm

feder’ u?‘. UDNI

— https://download2.rarediseaseday.org/2020/Factsheet Advocating%20for%20equity.pdf

dnaep 02022021

MPABWYHOCT 3A NYFETO KON XXMBEAT CO PETKA BOSIECT *’

RAREDISEASEDAY. DRG

[PABNYHOCTA

3A JIYIETO KOW XXHBEAT
CO PETKA bOJIECT

NpeTCTaByBa e/AHaKOB W NpaBUueH npucTan
A0 AvjarHosa, fekyBaree, 3ApaBCTBEHa U
COLMjaNHa Hera i MOXHOCTH.

LUTo npeTcTaByBsa NpaBMYHOCTA 33 NyleTo
KO XMBeaT co peTka bonect?

MpasMyHOCTa, BO NPAKCa, 3HAYM Aa C& MCMOAHAT

:neuwd:wunme notpebn Ha nyfeto n pa ce
KoM ro cnp

HHBHOTO uenucnu yHecTeyBate Bo onurectsoro.

3anyferokon kveeat co petka GonecT npasnyHocTa
03HaUyBa ONWTECTBEHA W COUM|ANIHA MOXHOCT,
npasuueH NpUCTan A0 3APABCTBEHA W COUMjaNHA
HEra, AWjarHo3a v TPETMaH.

Ha JleHoT Ha peTkm GONecTW NOBWKyBaMe Ha
aKuuja 3a MUATa KOM XKMBeaT o peTka Gonect
A3 MOXAT Aa MMaaT e4HaKBM MOXHOCTM Aa ro
PEaNH3MPaaT HHBHUOT NOTEHUM]aN 33 YUECTBO BO
CemMejHHOT, PaGoTHNOT W COLM|a/IHMOT XKMBOT.

JAoAropoyHaTa yen Ha JleHoT Ha peTki Gonectw,
BO TeKOT Ha C/egHaTa AeKaja, e 3ronNemeda
NPaBHYHOCT 3a NYFETO KOM XMBEAT O peTKa
60NecT, KaKo U 33 HMBHUTE cemejcTBa.
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EURORDIS document for newborn screening:
(https://download?.eurordis.org/documents/pdf/eurordis_nbs_position_paper.pdf ):

e Hayena 3a ckpuHuHr (1)

EURORDIS

RARE DISEASES EUROPE

KJTYYHU HAYENA
3A CKPUHUHT
HA HOBOPOAEHYNHA

This document is translation from the EURORDIS document on European action on rare diseases
— https://www.eurordis.org/publication/why-we-need-european-action-rare-disease

e Factsheet #30 MyUnNuoHu NpU4NHU

#20 MUNUOHU
nPUgUHU

MMAME #30 MMWTWNOHW NPUYNHWK 3A EBPONCKO

AENYBAHE

3A PETKWTE BONECTH
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Rare diseases in the media
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Co nepcoHanm3vpaHa MeauumvHa Ao
OAPXVBO 3APABCTBO U Hajaobpa rpmxa...
ﬂpr,u,oﬁwaxv‘re KOW TV HOCH nepco.-d.amf.svpaﬁara
MeAMLMHE U HEJSMHOTO BAWjGHME BP3 KBANUTETOT
Ha XUBOTOT Ha N3LMWEHTOT, € BO GokycoT Ha 44,
w3AaHNE Ha CNMCEHWETO 33 O4
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Engsgements

Boost Unavailable

PETKWTE CE MHON‘

BHKH KJIVE OXPH], H OBOJ $EBPYAPH CE TPHKTVYH KOH KAMITABATA 34
3ATIO3HABAE HA PETKHTE BOTECTH.

MNepcoHanuanpaHarta MegnLMHa He 3Hauu camo
nexyBare U rpuxa 3a NauneHTuTe, Tyky
noapasbupa v napTHepcKu NpucTan co
KpeaTtopuTe Ha NOAUTUKA, nekapuTe,
WCTPaxyBauuTe, NaynmeHTuTe, rparaHckoTo
ONLITECTBO W MHAYCTPUjaTa.

Bukwu Knyb Oxpua so noaapwka Ha petknte bonecrn so meceuor
nocseTeH 3a HUB

Nuue B Anue
1d - Instagram - Q@

MpucTanoT a0 NoAaToLWTe € peaneH camo ako nocTou gosepba
50 HUBHO CNOAENYBatbEe MEly NALMEHTUTE, 3APaBCTEEHUTE
paboTHMuM 1 NolwmMpoKaTa jasHocT. YuTajTe B0 HoBMOT Bpoj §
//kupilicevlice.mk/shop/

htt,

Fmn u:‘:anmuecoroa?am‘re FauuesavuesaeaHuua
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MOMETHA  SECTM .  PEMENOCT .  SESf- WOWAMA~  AEUA~  MOSEKE~ [ P—
NOMETHA  SECTA~  SPEMEHOCT v  BESE~  MOPAMA~ ARG~  NOBSEE -

[opaaHa Jlonecka: Kora fosHas 3a
Bonecrta Ha CMH MKW, MHOTY NJ1aYeB, @  CymoHa JoBecka: MiMaM peTka
noToa, NoYyHaB Aa ce 6opam oujarHo3a OTKako nameTam 3a cebe

..
n<'1]4 aun AeTe

MOMETHA  BECTWI v  BPEMEHOCT ¥  BESE ¥  WCXPAHA v  AEUA v  MOBEKE v

MpBuUTE cuMnTOMM Ha Bonecta My ce
nojaeune Ha 14 roauHu, cera, Ha 26 —
He MO)Ke fla ce ABWXXU 6e3 nomoll

T —yCaRAN TA KEXAN

wnn w [EUA 01 ®ONKSIOPEH AHCAMB/1 M XOP Of1 OXPU[L Buenenoruroro
CHUMWJA MECHA 3A NOA/APLUKA HA JIMLIATA CO n gwé'f_;?.;n;,;_“.:“
PETKM BOJIECTUN R RETERD POATETE
NEAT CATOROPOCT
aoEEn -int
SXDAR, (SAKAMAAKAKAM MK § rnsremsmes
MMIANKOE RE EMRE CNPOSEREH
S0 Gvmin v
SEmiars o canare ko

24 wriEn neuTECE

16TODMLA SO _SMEXE
MPETAZA ACKTOR KAl
KMHAHICA LESTAR B3 CKONE

- TATHE W G 34 IBA HACA 1A
- EKELABANE NOPAKATA LT
HACA 24 OTAZU 20

MARDEPAIT HA

Do ceojata 14-ramuna Bo3pact Toplv Buil KXo W OHTE AEua, OR8N Ha YIHIWLITE, T

D = [T YR MOKEND Aa Brge. Begraw wy Aadoa dyBexanta Tepanvia so

|H3a €O MO TyBara,

ASSOCIatioNn OT CITIZEeNS TOr rare aiseases “LiTe WIth Lhallienges — sitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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AEHCKIN MATA3IH

U Ceeta Codpja o Goute Ha nMuaTa co petku Gonectn

E——
Hema nek 3a Hawara VBa: Tawa XaynmaHoBa 36opyBa 3a 1602211021
CBOjaTa KepKa, eJVHCTBEH NauveHT Bo MakejoHuja co

AvjarHosa KoHreHutanHa MyckynHa Auctpoduja - MeposmH [ vl 1o szt [ snare N W Tt |
HeraTueHa CMD1A ) "

* Aan nopogysanero Gewe 8o HsjaoSap pea? Kaxo Gewe ouenera coctojfeta na saweto

) NYBAULUTET

NOUHAKOB NOMNEA HA HEWTATA

AKTYENHO  ThicED KYITIYPA  GWIMOMYEME  MOJOT MMSOT, MOIOT CRET VS &
N P S Boma  Mogewgoxyc  Nimomiaywwenys  pesiendumiec  Cemeenanym  Xopookon  Kymypa  Wirepeiys

AREHCKI MATA3IH

T RN RN DRy I TR SN TP M SRR Y TET M 0T nroe TN

since 1993 &&=

‘\ - VINIEPEYA 1 VILPEA
‘W A A " 0 J o 14 roAViHM YeKaBMe TOUHa AvjarHosa: FopaakHa 3a
» cemejHaTa ronroTa co peTkara 60/1ecT - ANMOPT CUHAPOM
AA0JO

H KVKATA HA KPAITSEBIIH BO OXPILI 3ACBETH BO FOHTE HA PETKHTE

Kykarta Ha Kpan4yesum, aluTMTHHOT 3Hak Ha OXpua, BO NOAAPWKAE HA
nnuuaTa co peTkn Gonenu.

ASS0CIation Or CItizens T1Or rare aiseases Lite vvitn Lnalenges — bitold
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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LIFE WITH CHALLENGES realized all of the above activities with the support from sponsors,
donors, volunteers and members. We are thankful for their contribution in realization of our
projects:

SANOFI GENZYME

' :
GED BIOMARIN NEERI. -5

all

o8
® MED1S NOVARTIS MEDIJA PLANET

Thank you for your support,

Vesna Aleksovska

President of the Association of citizens for rare diseases,
Life With Challenges - Bitola

Tel: +389 (0)70 70 54 46

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

Information about the association:

e http://challenges.mk/

e https://www.facebook.com/LifeWithChallengesi
e https://www.facebook.com/groups/312483895490987/

Life With Challenges is member of:

0 it 9"‘“604;

IG INTERNATIONAL F International Alliance of f";

lmm“,“m I Patlents Qrganizations ALLIANCE
] OF PATIENT
ORGANIZATIONS

**'*

¥« Evnonis

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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Annex 1: Additional links to media announcements:

https://mia.mk/qgi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-di-agnozi/
https://opserver.mk/makedonija/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-

dijagnozi-2/
https://fokus.mk/qgi-zapoznavame-retkite-bolesti-2021-28-dena-vo-fevruari-so-28-retki-dijagnozi-2/

https://debrca.gov.mk/archives/4873
https://ohrid.gov.mk/%D0%BE%D1%85%D1%80%D0%B8%D0%B4-
%D0%B1%D0%BB%D0%B5%D1%81%D0%BD%D0%B0-%D0%B2%D0%BE-
%D0%B1%D0%BE%D0%B8%D1%82%D0%B5-%D0%BD%D0%B0-
%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81/
https://www.slobodenpecat.mk/naczionalha-kampana-gi-zapoznavame-retkite-bolesti-fevruari-
mesecz-so-28-dena-i-28-retki-dijagnozi/

https://licevlice.mk/doza-vesti/articles/191
https://kanal5.com.mk/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-
dijagnozi/a458971
https://www.radiomof.mk/foto-ohrid-bleska-vo-boite-na-retkite-bolesti/

. https://strugaonline.mk/vesti/lokalni/na-1-vi-fevruari-zapochnuva-nacionalnata-kampanja-qi-

zapoznavame-retkite-bolesti-2021/attachment/kampanja-retki-2021/
https://ohrid24.mk/?tag=%D1%80%D0%B5%D1%82%D0%BA%D0%B8-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8
https://ohridpress.com.mk/?cat=9&page=113&paged=6
https://frontline.mk/2021/02/28/zaokruzhena-tretata-nacionalna-kampa-a-gi-zapoznavame-retkite-
bolesti/

https://denesmagazin.mk/taq/829-1253/
https://doznaj.mk/2021/02/01/treta-sezona-na-proektot-gi-zapoznavame-retkite-bolesti/
https://24info.mk/%D0%B3%D0%B8-
%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%
D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-
%D0%B4%D0%B5%D0%BD%D0%B0/
https://www.mkd.mk/makedonija/razno/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-
retki-dijagnozi
https://bitolanews.mk/2021/02/02/%D0%B7%D0%B0%D0%BF%D0%BE%D1%87%D0%BD%D0%B
0-%D1%82%D1%80%D0%B5%D1%82%D0%B0%D1%82%D0%B0-
%D1%81%D0%B5%D0%B7%D0%BE%D0%BD%D0%B0-%D0%BD%D0%B0-
%D0%BF%D1%80%D0%BE%D0%B5%D0%BA%D1%82%D0%BE%D1%82-%D0%B3/
https://www.publicitet.mk/na-minuvanje/item/16097-i-ovoj-fevruari-zapochnuva-kampanjata-gi-
zapoznavame-retkite-bolesti
https://tvm.mk/vesti/ohrid/31027-prodolzhuva-kampanjata-za-podignuvanje-na-javnata-svest-gi-
zapoznavame-retkite-bolesti
http://ohridskoleto.com.mk/news/%D0%BE %D 1%85%D1%80%D0%B8%D0%B4%D1%81%D0%BA
%D0%BE-%D0%BB%D0%B5%D1%82%D0%BE-%D1%98%D0%B0-
%D0%BF%D0%BE%D0%B4%D0%B4%D1%80%D0%B6%D0%B0-
%D0%BD%D0%B0%D1%86%D0%B8%D0%BE%D0%BD%D0%B0%D0%BB%D0%BD%D0%B0%
D1%82/

https://kanal5.com.mk/brojni-lokacii-vo-ohrid-osvetleni-vo-boite-na-retkite-bolesti/a461908
https://intvaustralia.com/2021/02/20/%D0%BE%D1%85%D1%80%D0%B8%D0%B4-
%D0%B1%D0%BB%D0%B5%D1%81%D0%BA%D0%B0-%D0%B2%D0%BE-

Association of citizens for rare diseases “Life With Challenges — Bitola
Address: Hristo Tatarchev 79b/1/18, 1000 Skopje, North Macedonia
Tel: +389 (0)70 70 54 46, Web page: http://challenges.mk/
e-mail: zivotsopredizvici@gmail.com ; vesna.stojmirova@gmail.com
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https://ohrid.gov.mk/%D0%BE%D1%85%D1%80%D0%B8%D0%B4-%D0%B1%D0%BB%D0%B5%D1%81%D0%BD%D0%B0-%D0%B2%D0%BE-%D0%B1%D0%BE%D0%B8%D1%82%D0%B5-%D0%BD%D0%B0-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81/
https://www.slobodenpecat.mk/naczionalna-kampana-gi-zapoznavame-retkite-bolesti-fevruari-mesecz-so-28-dena-i-28-retki-dijagnozi/
https://www.slobodenpecat.mk/naczionalna-kampana-gi-zapoznavame-retkite-bolesti-fevruari-mesecz-so-28-dena-i-28-retki-dijagnozi/
https://licevlice.mk/doza-vesti/articles/191
https://kanal5.com.mk/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-dijagnozi/a458971
https://kanal5.com.mk/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-dijagnozi/a458971
https://www.radiomof.mk/foto-ohrid-bleska-vo-boite-na-retkite-bolesti/
https://strugaonline.mk/vesti/lokalni/na-1-vi-fevruari-zapochnuva-nacionalnata-kampanja-gi-zapoznavame-retkite-bolesti-2021/attachment/kampanja-retki-2021/
https://strugaonline.mk/vesti/lokalni/na-1-vi-fevruari-zapochnuva-nacionalnata-kampanja-gi-zapoznavame-retkite-bolesti-2021/attachment/kampanja-retki-2021/
https://ohrid24.mk/?tag=%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8
https://ohrid24.mk/?tag=%D1%80%D0%B5%D1%82%D0%BA%D0%B8-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8
https://ohridpress.com.mk/?cat=9&page=113&paged=6
https://frontline.mk/2021/02/28/zaokruzhena-tretata-nacionalna-kampa-a-gi-zapoznavame-retkite-bolesti/
https://frontline.mk/2021/02/28/zaokruzhena-tretata-nacionalna-kampa-a-gi-zapoznavame-retkite-bolesti/
https://denesmagazin.mk/tag/829-1253/
https://doznaj.mk/2021/02/01/treta-sezona-na-proektot-gi-zapoznavame-retkite-bolesti/
https://24info.mk/%D0%B3%D0%B8-%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-%D0%B4%D0%B5%D0%BD%D0%B0/
https://24info.mk/%D0%B3%D0%B8-%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-%D0%B4%D0%B5%D0%BD%D0%B0/
https://24info.mk/%D0%B3%D0%B8-%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-%D0%B4%D0%B5%D0%BD%D0%B0/
https://24info.mk/%D0%B3%D0%B8-%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-%D0%B4%D0%B5%D0%BD%D0%B0/
https://24info.mk/%D0%B3%D0%B8-%D0%B7%D0%B0%D0%BF%D0%BE%D0%B7%D0%BD%D0%B0%D0%B2%D0%B0%D0%BC%D0%B5-%D1%80%D0%B5%D1%82%D0%BA%D0%B8%D1%82%D0%B5-%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-28-%D0%B4%D0%B5%D0%BD%D0%B0/
https://www.mkd.mk/makedonija/razno/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-dijagnozi
https://www.mkd.mk/makedonija/razno/gi-zapoznavame-retkite-bolesti-28-dena-vo-fevruari-so-28-retki-dijagnozi
https://bitolanews.mk/2021/02/02/%D0%B7%D0%B0%D0%BF%D0%BE%D1%87%D0%BD%D0%B0-%D1%82%D1%80%D0%B5%D1%82%D0%B0%D1%82%D0%B0-%D1%81%D0%B5%D0%B7%D0%BE%D0%BD%D0%B0-%D0%BD%D0%B0-%D0%BF%D1%80%D0%BE%D0%B5%D0%BA%D1%82%D0%BE%D1%82-%D0%B3/
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