IHPOI'PAMA

HAYKOBO-NIPAKTHYHOI KOH(epeHNii 3 Mi2KHAPOIHOI0 y4acTIO
«XBopoba I'ome: HoBuii BUMIP - AKICTH "KUTTSH TA HOBi MOKJIMBOCTI»

Micye nposedenus : m. Kuis, ni. Ilepemocu 1, «llpem ‘ep comens JIubiovy
Jlama nposedenns: 16.02.2018 p.

8.30—-10.00
Mooepamopu
10.00 - 10.10
10.10 — 10.50
10.50 - 11.30
11.30-12.00
12.00-12.20
12.20 -12.40
12.40 —13.00
13.00 - 13.20
13.20-13.40
13.40 — 14.00
14.00 - 15.00

Peecmpauia yuacnukie ma Kaea

Tonosnuii nixkap HI{CJI « Oxmamoumy» MO3 Vrpainu 1.J]. Cadog sk,
3acmynnuxk eon. nikaps HI[CJI « OXMATHUT» MO3 Vkpainu

leanosa T.I1.

BitanbHe ¢JI0BO

Tonosnuii nixap H/[CJI « Oxmamoum» Caodos’sik 1./].

Ilpesuoenm 'O «Bceykpaincvkoi opgannoi memaboniunoi axademiiy,
Iiukyp H.O.

JHecAaTupiuHuii 10CBiI BUKOPUCTAHHS (pepPMEHT 3aMiCHOI Tepamii
NnpenapaToM TaJIrJonepa3u s namieHTiB 3 Xxsopoooro I'omre: Bijg
KJIHIYHUX BUIIPOOYBAHD /10 «PeAJbHOI0 KHUTTSD).

npoghecop Api 3impan, 13paine

CgiroBuii 1ocBia. XBopooa I'omie. /liarHocTUKa, KJiHIKa, Cy4yacHi
MPOTOKOJIN JIIKYBAHHS,

npogecop Anna Tunxi —Illumancoxa, Memopianonuii Incmumym
oumsa4o2o 300pos ‘s, Bapwasa, Tlonpina.

Kasa-naysa

IIpo6JsiemMmu nanieHTiB 3 XBOp0o0010 I'o1Ie B YKpaiHi Ta IIJIsIXM iX
BUPILLICHHS.

Mapmunenko O., eonosa BI'O «06’eOnanns  ineanioie — Xeopux Ha
xgopoby I'owey, Ykpaina

JocBix paHHBOI AIATHOCTUKH, JIKYBAHHS TA MOHITOPMHI MAaIlli€EHTIB
3 xBopo0Ooro I'ome B Ykpaini

k.med.n. H.O. Iliukyp, 3asioyoua [Jenmpom opghannux 3axeoprosans,
HJ[CJI «Oxmamoumy» MO3 Vrpainu, Kuis, Yxpaina

I'enernuyHa xapaktepuctuka xpopodu I'ome B YkpaiHi.

.6.1. Onvxoeuu H.B., 3a6i0yroua 1a60pamopicto MeouuHoi ceHemuKu
HJ[CJI «Oxmamoumy» MO3 Vrpainu, Kuis, Yxpaina

AJiropuTMm JiKyBaHHS NanieHTIB 3 XBopoo6oro I'ome B Pecnmy0.mini
Ka3zaxcramn.

k.meo.H., I'.K. Abounosa, Hayxoeuti yenmp nediampii ma oumsa4oi
Xipypeii, 3acmynnuk oupekmopa, Animamu, Pecnybnixa Kazaxcman
I'ymaniTapHi npoexkTH 11 nalieHTiB 3 XBopo0o1 ['ome B YkpaiHi.
Camonenexo H.B. nikap L]lenmpy opghannux saxeoprosansv HI{CJI
«OXMATIUT» MO3 Vkpainu, Kuis, Yxpaina

OOTroBOpEHHS Ta 3aUTAHHS JI0 IOTIOB1/1a4iB

Jlan4 —00ix



15.00 - 16.30
Mooepamopu: 3as. kaghedporw MmeouuHoi ma 1ab60pamopHoi 2eHemuKu
HMAIIO im.. I1JI. lllynuxa npog. I'oposenxo H.T,
Jlupexmop oenapmamenmy cmanoapmu3sayii MEOUYHUX NOCTY2
11 "]leporcasnuti excnepmuuti yeump" MO3 Vkpainu, Jliyuwuna O.M.,
3as. L]enmpy opghannux 3axeopiosans lliuxyp H.O
Hapana 3a yvacTio MDKHapoOJHUX €KCIepTiB, mnpeactaBHUKiB MO3,
JlepxaBHOrO excriepTHOro HeHTpy MO3, MyIbTHANCIUILTIHAPHOI TPYTIN
HACHT «OXMATIAUT» MO3 VYkpainu, npeactaBHUKIB MpodeciitHux
rPOMaJICbKUX opraHizamii «Opranizaiis HagaHHS MEIUYHOI JIOMTOMOTH
narieHTam 3 xBopo0Ooro ['omie B Ykpaini»
- Opranizaiiiss HaAaHHS MEAUYHOT JOTIOMOTH Ta MEIUYHHIMA
MOHITOPHUHT CTaHy Malli€eHTIB 3 XBOpoOoro ["omre
- JlixyBaHHs marlieHTiB HeWpomatndHoi (GopmMu XBOpOOH
I'ome
- JlikyBaHHS KICTKOBOI MAaToJOTii y MAaI€EHTIB 3 XBOPOOOIO
['ome
- OOTOBOpEHHS MPOEKTY MPOTOKOJIY 3 HAJaHHS MEIUYHOI
JIOTIOMOTH TallieHTam 3 XxBopooboto ['omre B Ykpaini

16.30-16.45 Kaea-naysa

16.45-18.00 OOroBopeHHs Ta 3aTBep/PKCHHS pilieHHs Hapaau. I[lixroroBka
pe3odrorii

18.00-18.30  Beueps



Program

Gaucher disease: New Dimension - Quality of Life and New Opportunities

Venue: Kyiv, sq. Peremogy 1, "Premier Hotel Lybid" Date of the event: February 16, 2018

8.30 -10.00
Chair:

10.00 - 10.10
10.10 - 10.50
10.50-11.30
11.30-12.00
12.00-12.20
12.20 -12.40
12.40 - 13.00
13.00 - 13.20
13.20-13.40
13.40 — 14.00
14.00 — 15.00
15.00 - 16.30
Chair:

Registration and early coffee

Iryna D. Sadovyak Chief Doctor of NCSH "OKHMATDYT" Ministry
of Health of Ukraine, "OKHMATDYT", Tetyana P.Ivanova

Wellcome address

Iryna D. Sadovyak, Chief Doctor of NCSH "OKHMATDYT"

Nataliia A. Pichkur, President of “All-Ukrainian Orphan Metabolic
Academy”

Ten years experience with taliglucerase alfa as ERT for patients with
Gaucher disease: from clincial trials to "real life".

Prof. Ari Zimran. Head of the Gaucher Clinic in Shaare Zedek Medical
Center, Jerusalem, Israel.

Gaucher disease: clinical course, diagnosis and innovation of
treatment. Current guideines of manegment of Gaucher disease
(International experience)

Prof. Anna Tylki Szymanska, Children’s Memorial Health Institute
Warsaw, Poland

Coffee break

Problems of patients with Gaucher disease in Ukraine and ways of
their solution.

Martynenko O. Head of the Association of “Disabled People - Patients
with Gaucher disease”, Ukraine

Experience of early diagnosis, treatment and monitoring of patients
with Gaucher disease in Ukraine.

Pichkur N.O., Head of Center of Orphan Diseases, Kiyv, Ukraine
Genetic characteristics of Gaucher disease in Ukraine

Olkhovich N.V. Head of Laboratory of Medical genetics, Kiyv, Ukraine
Algorithm of management of Gaucher patients in Kazakhstan.
Abdilova G.K., Scientific Center for pediatrics and pediatric surgery,
DeputyDirector,Almaty, Kazakhstan

Humanitarian projects for patients with Gaucher disease in Ukraine.
Samonenko N. doctor of the Center for Orphan Diseases, Kiyv, Ukraine
Discussion and questions for speakers

Lunch

Prof. Nataliia. G. Gorovenko, Head of Department of Medical and
Laboratory Genetics, NMAPE named P. L. Shupika ,

Pichkur N.O, Head of Center of Orphan diseases,

Olena M. Lyshyshyna, Director of the Medical Service Standardization
Board, The State Expert Center, Ministry of Health, Ukraine,



16.30-16.45
16.45—-18.00

18.00-18.30

Meeting with the participation of international experts, representatives of
the Ministry of Health, the State Expert Center of the Ministry of Health,
the multidisciplinary group of NCSH "OHMATDYT" of the Ministry of
Health of Ukraine, representatives of professional non-governmental
organizations

— Organization of medical care and medical monitoring of patients

with Gaucher disease

— Treatment of patients with neuropathic form of Gaucher disease

— Treatment of bone pathology in patients with Gaucher disease
Coffee break
Discussion and approval of the meeting's decision. Preparation of the
resolution
Dinner



