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Russia-Italy Laboratory
of Medical Genetics “MAGI RUSSIA”




PRESS RELEASE

Krasnoyarsk State Medical University (KrasGMU) is hosting a medical genetics laboratory for
diagnostic analysis and research into major diseases such as cystic fibrosis, spinal muscular
atrophy, Duchenne and Becker dystrophies and many others. This is possible thanks to MAGI
ONLUS Association, Albert Schweitzer Association, MAGI EUREGIO Cooperative Society and the
Regione Autonoma Trentino-Alto Adige/Siidtirol.

The new laboratory springs from a collaboration between MAGI and KrasGMU, and from
mutual friendship between Matteo Bertelli, MAGI President and Founder, MD in Genetics,
Professor & Vice-Rector Alla Salmina, Head of the Biological Chemistry Departmentand Vice-Dean
for Innovation and International Activities,-and Professor & Vice-Rector Svetlana Yu. Nicoulina,
Head of Internal Medicine Department and Vice-Dean for Educational Affairs at KrasGMU.

In the last three years, we awarded seholarships to promising medical students of KrasGMU,
who were able to spend time in Italy researching rare genetic diseases and developing their
familiarity with theory and practice. MAGI founder Dr. Matteo Bertelli believes that medical
genetics information (for the public) and educatlon (for the medical profession) are MAGI's two
most important activities, since transferofexperience and skill between countries is fundamental
forscientific progress in this specialised field:

An example of this collaboration wasia study conducted by the Pediatric Cardiology
Department at KrasGMU into Long QT Syndrome (LQTS), a rare heart disease recently discovered to
have a genetic basis and which can lead to cardiac arrest at an early age. The study exploited “Next
Generation Sequencing” to read all the known genes involved. Eight patients from Russia and their
relatives took partin the study, and a total of 20 genetic testsidentified five out of twenty mutations
as responsible for the disease. Relatives identified as carriers of the mutations were enrolledin a
long-term monitoring program that could save thelr lives, since they are too young to realize they
have this silent condition which is usually identified “when the first ventricularfibrillation or cardiac
circulatory arrest occurs. This is the first study in whieh Russian families with known genes were
includedinresearchon LQTS. »

On a similar path, MAGI and KrasGMU are now studymg ten families of patients'with atrial
fibrillation, a syndrome similar to LQTS in many ways, however little is known about its genetic
basis. Preliminary results are encouraging and the study offers.an opportunity to the cardiology
student who has been following these patients during his clinicalresidency in Russia, on behalf of
his University.




Research projects are also starting in collaboration with the Pneumology Department on
bronchial asthma, a multi-factorial disease in which the genetic contribution is still controversial.
aking specific treatments available and providing genetic counselling.

In order to develop these studies, young Russian doctors spent apprenticeship periods at the
MAGI labs in Italy (three in 2015), learning a genetic approach while enriching their Italian
colleagues with their clinical experience. Some of these doctors will staff the Russian-Italian
laboratory, putting their experience acquired with MAGI in Italy into practice.

The laboratory, directed by KrasGMU, will have all basic equipment for start up: chemicals,
reagents for molecular biology, and all documents to build the quality system. MAGI will continue
to sustain the laboratory in different ways, visiting from time to time, creating scientific updating
seminars and research projects, obtaining funds for Russian medical students for scholarships to
study genetic diseases.

This Russian-Italian project is a major achievement at scientific and human level, and the
laboratory will not only help medical research but will also be a reference centre for Russian
families burdened with genetic diseases, where they can obtain medical advice, diagnosis,
appropriate treatments and follow-up. It is our mission to offer genetic tests for selected
pathologies with a high frequency in the population and to provide immediate help after genetic
diagnosis, making specific treatments available and providing genetic counselling.
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INTRODUCTION

Krasnoyarsk State Medical University named after Prof. V.F.Voino-Yasenetsky (KrasGMU)
aspires to be a national leader in the education of the next generation of physicians and
researchers; to translate new biomedical discoveries into clinical practice; to provide cutting-edge
and interdisciplinary research of world-class level; toimprove community health.

MAGI is a major Italian genetics laboratory. For many years, MAGI has been strengthening
network relationships and building understanding of rare diseases in the European supranational
context.

On 12th February 2016, MAGI and KrasGMU celebrate the opening of the Russian-Italian
Laboratory of Medical Genetics, “MAGI RUSSIA”, at KrasGMU. Its aim is to implement diagnostic
services, training and research in the field of human genetics.

Thelaboratory goals are:

m to develop and introduce new methods for diagnosing and preventing multifactorial
diseases;

m to improve the training of undergraduate and postgraduate medical students, clinical
interns, residents, medical geneticists and KrasGMU staff;

m to promote the training and scnentrﬁc‘work of KrasGMU undergraduate and postgraduate
medical students;

m to develop and implement joint research projects in basic and clinical medigine with
domesticand international partners.

The laboratory was set up by donation of equipment and‘training of personnel by “MAGI-
Euregio, Societa Cooperativa ONLUS” and “MAGIOnlus, Istituto perla diagnosi, ricerca e curadelle
malattie genetiche e rare” and thanks to funding by the Regione Autonoma: Trentino-Alto
Adige/Sudtirol. Consumables and reagents necessary.to begin molecular biology research were
donated by the “Albert Schweitzer” Association of Bolzano, thanks to funding by the Reglone
AutonomaTrentino-Alto Adige/Siidtirol.

The laboratory is a structural unit of KrasSMU and MAGHTALIA will provide free directsupport
to MAGI RUSSIA. MAGI ITALIA will also participate in training and research activities by offering
study grants to KrasGMU students and may conduct activitiesinthe laboratoryof MAGI RUSSIA.

With this collaboration, we hope to create and sustain a new network of expertise to extend
and improve scientific knowledge and healthcare forrare genetic diseasesin our countries.




PROGRAMME

Opening Ceremony of the Russian-Italian Laboratory
of Medical Genetics “MAGI RUSSIA”

Krasnoyarsk, 12th February 2016, 13:00 - 15:30

Russian-Italian Laboratory of Medical Genetics, 1, P. Zheleznyak str.,
Krasnoyarsk, 660022, Russia, Research Institute of Molecular Medicine and
Pathobiochemistry of the Krasnoyarsk State Medical University named
after Prof. V.F. Voino-Yasenetsky, Ministry of Public Health, Russian Federation

- Opening address: Professor Ivan P. Artyukhov (Rector of the KrasGMU)
- Welcoming address: Professor Natalia V. Ryazantseva,
Vice-Prime Minister, Krasnoyarsk Regional Government
- Dr. Matteo Bertelli (Director of the MAGI, Italy)
- Dr. Vadim N. Yanin, Minister of Public Health, Krasnoyarsk region
- Svetlana Yu. Nicoulina, Professor & Vice-Rector (KrasGMU)
- Professor Vanna Micheli (University of Sienna, Italy)
- Alla B. Salmina, Professor & Vice-Rector (KrasGMU)
- Professor Vladimir A. Shulman (Dept. of Internal Diseases N 1, KrasGMU)
- Professor Valery A. Sakovich, Chief Doctor,
Krasnoyarsk Federal Center of Cardiac Surgery
~=Dr. Andrey V. Pavlov, Chief Doctor, Krasnoyarsk Perinatal Center
- Dr. Elena A. Pozhilenkova, Head of the Shared Research Facility (KrasGMU)

- Conclusion

- Buffet Lunch




BBEAEHUE

KpacHosipCKuiA rocyAapCTBEHHbIM MEAUUMHCKUIA YHUBEpPCUTET MMeHu npodeccopa B.O.
BowHo-fAceneukoro (KpacrMY) ctpemutcs 6biTb HaLMOHAABHBIM AMAEPOM B NOATOTOBKE HOBOTO
NOKOAEHUA Bpauyei M MCCAeAOBaTeAei; TPaHCAMPOBATh PEe3yAbTaTbl HOBbIX OMOMEAULIMHCKMX
MCCAEAOBAHUN B KAMHUYECKYID NPaKTUKY; NPOBOAUTL COBPEMEHHbIE MEXAUCLUUNAUHAPHbIE
MCCAEAOBAHUS MUPOBOI0 yPOBHS; YAYYLLATb 3A0POBLE HACEAEHUS.

MAGI - 0AHa U3 KpyNHEHILUX UTAAbSIHCKMX TeHETUUYEeCKUX AabopaTopuid. B TeueHne MHOTUX AeT
MAGI ykpenasieT CBA3M U UCCAEAYET peAKUE 3ab0AeBaHUA B €BPONENCKOM MEeXHaUMOHaAbHOM
KOHTEKCTE.

12 pespana 2016 ropna MAGI u KpaclMY otmeuatot oTKpbiTHe Ha 6a3e KpaclMY poccuicko-
UTaAbIHCKOW AabopaTopuu MeauumHckon reHetku MAGI RUSSIA. B ee 3apaum BXOAAT OKa3aHue
AWArHOCTUYECKMX YCAYT, OCYLLECTBAEHWE 00yuyeHWsi U NpOBEAEHME MCCAeAOBaHWK B chepe
reHeTUKU YeNOBEKa.

Lleav paboTbi nabopatopuu:

m pa3paboTka M BHEAPEHUE HOBbIX METOAOB AMArHOCTUKU U NPOPUAAKTUKM
MYALTUAKTOPHBIX 3a00AeBaHWUM;

B yAYYIIEHWE KauecTBa NOArOTOBKM CTYAEHTOB, acnUPaHTOB, KAMHMYECKUX UHTEPHOB,
OpPAMHATOPOB, CNELMAAUCTOB B 06NaCTM MeAULMHCKOW reHeTukn KpaclMY;

m pa3BUTHE NPOLIECCOB 06yUEHNA U HAYYHO-UCCAEAOBATEALCKON AEATEALHOCTH CTYAEHTOB U
acnupanToB KpaclMY;

m pa3paboTka ¥ BHEAPEHME COBMECTHbLIX HayUHbIX NMPOEKTOB N0 pyHAAMEHTaAbHOW U
KAMHUYECKOM MEAULIMHE C POCCUUCKUMMU U 3apY6EXHBIMU NapTHEPaMK.

NabopaTtopusa opraHusoBaHa Graropaps' 6e3so3me3pHoW nepepaue obopypoBaHusa W
NOAroToBKe nepcoHana cunamu MAGI-Euregio (koonepatusHoro obuiectBa ONLUS) u uHcTuTyTa
AWarHOCTUKM, UICCAEAOBaHUM U TEpanumn peAKnX reHeTnueckux sabonesanun MAGI Onlus, a Takke
Ha CPeACTBa, BbiAEAEHHbIE aBTOHOMHOM 06AacTio Trentino-Alto Adige/ Siidtirol (UTanus).

PacxoAHble MaTepuanbl ¥ peareHTbl, He0OX0AUMBIE AN Hauana MOAEKYASPHO-6MOAOTHYECKHX
uccAepoBaHui, ObIAM NpeaocTaBAeHbl accouuaumnent “Albert Schweitzer” (BoabuaHo) 6aaropaps
(MHAHCMPOBAHUIO, BbIAGAEHHOMY aBTOHOMHOW 00AacThio Trentino-Alto Adige/ Sudtirol.

Nabopatopus ABASETCA CTPYKTYPHBIM noapasaeaeHuem KpaclfMY u MAGI ITALIA, oHa 6yaer
OKa3blBaTb NPAMYI0 MOAAEPXKY Aabopatopum MAGI RUSSIA. MAGI ITALIA 6yaeT npuHumMath
yuactue B 06pa30BaTeALHOM M HayYHO-UCCAE AOBATEALCKOW AEATEALHOCTH NYyTEM NPEAOCTABAEHUA
rpaHTtoB Ha obyuenue uccaepoBatensm KpaclMY. MAGI ITALIA umeer npaBo OCYLIECTBAATb
pa3AuyHbie BUAbI AEATEALHOCTH Ha 6a3e nabopaTopuu MAGI RUSSIA.

Mbl Hapeemcs, UT0O AaHHOE COTPYAHMYECTBO MO3BOAWT CO3AATb M MOAAEPXMBATb HOBYH
9KCMEPTHYIO CETb AASl PACLUMPEHMUA U NOBbILLEHUSA KauecTBa KaK HayYHOr0 3HaHUs, TaK U NPaKTUKK
Tepanuu peAKUX reHeTHueckux 3aboneBaHuUi B HaLLUX CTPaHax.




MPOrPAMMA

LlepeMOHHsA OTKPbITUA POCCHHCKO-HTAABAHCKOH
Aabopatopun mepuumuHckoi renetuku "MAGI RUSSIA»

KpacHospck, 12 despana 2016, 13:00 - 15:30

PoccuiicKo-uTanbiHCKasa AabopaTopus MEAULIMHCKOW
reneTuku, Kpacvospck, 660022, y. M. XXene3nska, 1-3, 6-1 atax,
HayuHO-UCCAEAOBATEALCKUI MHCTUTYT MOAEKYAIPHOW MEAULIMHBI M NaTOOMOXMMUK
KpacHosipCcKoro rocyAapcTBEHHOr0 MEAULIMHCKOTO YHUBEPCUTETA UMEHU
npodeccopa B.®. BoiiHo-ficeHeukoro Mun3apasa Poccum.

- NpusertcteeHHoe croBo: Mpodeccop Aptioxos U.T. (pektop KpaclMY)
- NpuBeTcTBEHHOE CAOBO: 3amecTuTeAb npeaceaatens lpaBuTeAbcTBa
Kpachospckoro kpasi, npod. PazaHuesa H.B.
BoicTynaeHus:
- A-p Marteo beprenu (aupektop MAGI, Utaaus)
- Munuctp 3ppaBooxpaHesus KpacHosapckoro kpas, A-p fuuH B.H.
-NpopexTop no yuebHoii pabore KpacrMY, npod. Hukyauna C.10.
-Mpo¢. Banna Mukean (YHusepcutet r. Cuena, Utanus)
- [IpopexTop N0 MHHOBALMOHHOMY PA3BUTUIO U MEXAYHAPOAHOM
aestenbHoctn KpaclMY, npo¢. Caamuna A.b.
- Mpogeccop kadpeApbl BHYTPEHHHUX 6onesnen Ne 1 KpaclMY, npo¢. Lyabman B.A.
- AaBHBIN Bpay ®eaepanbHOTo LEHTPa CepAeYHO-COCYAUCTON XUPYPTUK
; B . KpacHospcke, npod. Cakosuy B.A.
- MhaBHblii Bpay KpacHOAPCKOro KpaeBoro KAMHMYECKOTO LLEHTPA OXPaHbl
mMaTepuHcTBa U AeTcTBa, llasnos A.B.
3aBeAy|ou1aﬂ LIKN/HWUU monekyAsipHO# MeAULMHBI M naTobuoxumun KpaclfMY,
aoll. Moxunenkosa E.A.

- 3aKnloueHue

- Oypwer
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Address:

660022, Krasnoyarsk, Russia
Partizana Zheleznyaka str., 1 «z»
Phone/Fax: +7 (391) 228-07-45
www.krasgmu.ru

Appec:

660022, Poccus, r.KpacHospck,
yA. lMaptusaHa Xenesnska, 1 "3"
Tea./®akc: +7 (391) 228-07-45
www.krasgmu.ru




