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Together reaching beyond the dream

VIII World Rett Syndrome Congress
Kazan, Russia, 13-17 May 2016, «Riviera» Hotel

Rett Syndrome Association invites you to participate!

The international Rett syndrome community is waiting for this event every four years. This
year it will take place in the oldest and one of the most beautiful Russian cities Kazan, the
largest religious, economic, political, scientific, educational, cultural and sports center of
Russia with a 1000 year history. The Kazan Kremlin is one of the UNESCO World Heritage
sites.

The goal of the Congress: this scientific-practical forum is aimed to make a closer
acquaintance with the multifaceted issues of Rett Syndrome and other rare diseases.
Gathering scientists, experts and relatives of children and adults with Rett syndrome at the
same site within 5 days, we seek to bring the idea of universal participation and interest, the
importance of coordination of actions to improve the quality of life of «rare» Russian
citizens and people from all over the world!

Inviting outstanding Russian and foreign experts and practitioners, professors of medical and
other universities, special educators and specialists of rehabilitation centers, representatives
of legislature and executive, we want to share knowledge and the latest scientific
achievements in the field of rare diseases, Rett syndrome, experience of working with them
as well as the best solutions in their day-to-day life, social support of their families.

Using the example of Rett syndrome we want to show that a rare disease SHOULD NOT
limit the lives of the patients. Their lives can be full, bright, and long! We sincerely thank the
scientists who stimulate science and research and look for the cause and cure! We are
immensely grateful to practicians who help us to overcome the trials and difficulties of
development! We say «thank you» to representatives of the authorities, who do not just listen
and tell us that we are doing great, but also take the same path, creating new laws and
developing a conceptual change in an accessible environment for all in everyday life! The


http://www.rettsyndrome.ru/

The Scientific Committee of the Congress is represented by 15 researchers from Australia,
Britain, Israel, Italy, the Netherlands, Russia, USA, France, and Japan.

Members of the Congress:

Outstanding scientists in the field of rare diseases and Rett syndrome;

Experts: doctors, teachers, psychologists, therapists;

The leaders of patient organizations and representatives of non-profit organizations;
Parents and relatives of people with Rett syndrome;

Representatives of the authorities.

Congress events:

Opening and closing ceremonies of the Congress, lectures for scientists;
School for physicians;

Seminars for rehabilitation centers and inclusive schools;

Discussion area for parents and relatives;

Consultations and meetings with specialists for families;

Round tables and workshops for the media, NGOs, volunteers;
Socio-Cultural program.

On behalf of the Organizing Committee and the Association of Rett syndrome in Russia we
thank you for your trust and wholeheartedly invite all those who cares about difficult
situation of people suffering from rare diseases to take part in the Congress.

Registration process is simple: at worldcongress2016.rettsyndrome.ru click on the green
button «registration». If you have any questions, please contact wus at
rttcongress2016(@gmail.com

Congress Address: Kazan, F. Amirkhana st., 1, «Riviera» Hotel

WELCOME TO KAZAN!
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VIII Muposou Konrpecc no cunapomy Perra
Kazans, Poccus, 13-17 mas 2016 r., 'PK «PuBbepa»

Accouunanus cuaapoma Perra npuriamaer Bac npunsaTs yuacrue!

MupoBoe PeTT-coo011ecTBO KAET 3TO COOBITHE KaXKIble YeThipe rojga. B aTom romy oHo
COCTOMUTCS B cTapeumeM u kpacuseiiieMm Poccuiickom ropoae — Kazanu, ¢ 1000-meTHei
WCTOPUEH, KPYIMHEUIIEM PEIUTHO3HOM, 3KOHOMHYECKOM, TMOJUTUYECKOM, HAyYHOM,
00pa3oBaTeIbHOM, KYJIbTYPHOM U CIOPTUBHOM LieHTpe Poccun. Kazanckuit Kpemib BXxoaut
B unciio o0bekToB Beemupnoro Hacnenus FOHECKO.

Hean Konrpecca: opranuzyeMblii HAMU Hay4YHO-IIPAKTUYECKUN (DOpYM HampaBiieH Ha OoJiee
0JIM3KOE O3HAKOMJIEHME C MHOTOAcHeKTHOM MpoOjeMaTukou cuHiapoma Perta u npyrux
penkux 3aboneBanuii. OObenUHSST HA OJHOM IUIOMIAJKE B TEUEHUM S5 JHEH YYEHBIX,
CIICLIMAJIMCTOB U POJCTBEHHUKOB JETEW M B3POCIBIX C CUHIAPOMOM Perra, Mbl cTpeMuMcs
JIOHECTH UJICH0 BCEOOIIIETOo y4acTHs 151 3aMHTEPECOBAHHOCTH, BAXHOCTH
CKOOPAMHUPOBAHHOCTH JEUCTBU B YJYUIICHUH KAayeCTBA >KU3HHU «PEIKHUX» TPaKIaH
Poccum u mopeit co Bcero mupal

[Ipurnamas BBITAONIUXCSA OTEUYECTBEHHBIX M 3apyOCKHBIX CIEIHAIUCTOB-TIPAKTHKOB,
mpernojiaBaresied  MEIMIIMHCKUX U 00pa30BaTENIbHBIX  YHUBEPCUTETOB, CHEIHAIBHBIX
MeJaroroB M CHEIUAIUCTOB PeaOWIUTAIIMOHHBIX IIEHTPOB, MPEICTaBUTEIEH OpraHoB
3aKOHOJATEIbHOM W HWCHOJHUTEIBHOM BJIACTH, Mbl XOTHUM TOJCIUTHCS 3HAHUSIMU,
MOCJEAHUMU HAyYHBIMU JOCTIKCHUSIMU B 00JIaCTH pelIKUX 3a0oJjieBaHUM, CUHIIpoma Perta,
MPaKTUKaMH B pabOTe€ C HUMU, a TaKXKe JIYYIIUMU PELICHUSIMU B O0YCTPOUCTBE UX KU3HH,
COLIMAJIBHOM TIOJIJIEPIKKE UX CEMEM.

Ha nmpumepe cunapoma Perra Mbl XOTUM TOKa3aTh, 4YTO Hajguuyue peakoro 3adoneBanus HE
JNOJDKHO orpannuuBaTh *Ku3Hb Jojae. OHA MOXET OBbITh MOJTHOIICHHOM, SPKOM, JOJTOM!
Mgl oT aymu OiarolapuM Y4EHBIX, CTUMYJIHPYIOIIUX HAYKY W WCCICAOBAHMS, WYX
npuunHy W JedeHwe! Mpl OGe3mepHO OilaromapHbl MPAKTHKaAM, KOTOPHIE IMOMOTAIOT
MPEO0JIEBaTh HUCIHBITAHUS W TPYAHOCTH Pa3BUTHS! Msb1  roBOpHM  «cracubo»
MPEJICTABUTENSIM OPraHOB BJIACTH, KTO HE MPOCTO CIYIIAET M TOBOPUT HAM, YTO MBI


http://www.rettsyndrome.ru/
https://ru.wikipedia.org/wiki/%D0%9A%D0%B0%D0%B7%D0%B0%D0%BD%D1%81%D0%BA%D0%B8%D0%B9_%D0%BA%D1%80%D0%B5%D0%BC%D0%BB%D1%8C
https://ru.wikipedia.org/wiki/%D0%92%D1%81%D0%B5%D0%BC%D0%B8%D1%80%D0%BD%D0%BE%D0%B5_%D0%BD%D0%B0%D1%81%D0%BB%D0%B5%D0%B4%D0%B8%D0%B5

MOJIOABbI, 4 TEM, KTO IIPOXOJUT 3TOT IIyTh C HAMU, CO31aBasl HOBBIC 3aKOHBI U pa3pa6aTHBa;1
KOHICHTYyaJIbHBIC U3SMCHCHUA B I[OCTyrIHOﬁ cpeac i BCCX B HOBCGI[HeBHOﬁ JKU3HU!

Hayunbiii komuter KoHrpecca unpexncraBieH 15-10 ydeHbIMM U3 ABCTpaiud,
Benmuko6putanuu, Uzpawns, Utanuu, Hunepnannos, Poccun, CILA, ®paniuu, SAnoHun.

B Konrpecce npuMyT y4acrue:

Briaronuecs yuensie B 00J1acTH peikux 3a0osieBaHui U cuHaApoMa Petra;
CrnenuanucThl: Bpayu, Nearory, CUX0JIOTH, peabUIUTOJIOTH;

Jlnepbl MAMEHTCKUX OPraHU3alni, MPEICTABUTEIN HEKOMMEPUYECKUX OPraHr3allNil;
Ponurenu u poACTBEHHUKY JTI0/1€M ¢ CHHAPOMOM Perra;

[IpencraBuTenu opraHoB BJIACTH.

Bo Bpems Konrpecca OyayT npoBoAUTbLCSH:

TopskecTBEHHbIE MEPONIPUATHS OTKPBITUS U 3aKpbITHs KoHTpecca, ¢ TEKIUAMU 1JIsS YUEHBIX;
[Ixona nisa Bpauew;

CeMuHaphbI 17151 CTICIUATUCTOB peaOUINTAIIMOHHBIX IIEHTPOB U MHKIIIO3UBHBIX LITKOJT,
JIMCKyCCHOHHBIE UIOMIAAKU JIJIs POJAUTENIEH U POACTBEHHUKOB;

KoHcynbpTanuu u BCTpeuu co CenuanucTaMu JJis CEMEN;

Kpyrusie cronsl u mactep-knaccesl aiist CMU, HKO, BosioHTepoB;

CounabHO-KYyJIbTYpHas MpOrpamMmma.

Ot umenu OprkomuteTa U Accoruanuu cuHapoma Perra B Poccum Omarogapum Bac 3a
JIOBEpHE M OT BCEro CepJla IMpUIVIAIAEM BCEX, KOMY HEOE3pa3JIM4yHO HE MPOCTOE
MOJIOKEHUE JIIOJEH, CTpaJatoluX PeAKUMH 3a00JIeBaHUsIMU, IPUHATH yyacTue B KoHrpecce.

[Ipoiitn peructpanuio mnpocro: Ha caite worldcongress2016.rettsyndrome.ru Haxmute
3eJIEHYI0 KHOIIKY «peructpauus». Ecaum y Bac BO3HMKHYT BONpOCHI, HallMIIMTE HaM Ha
rttcongress2016(@gmail.com

Anpec Konrpecca: r.Kazans, Y. @. AmMupxana, 1.1, I'PK «Pusbepa»

/AOBPO I10KA/IOBATb B KA3AHB!



http://www.rettsyndrome.ru/

