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DARE TO DREAM, KNOW HOW TO WORK —
AND YOU’LL HAVE IT DONE

The story about how the Rehabilitation Centre for the families

of persons with disabilities was established, started in 2007 as

President Yan V. Vlasov (All-Russian MS Society — ARMSS)
approved of the Centre project developed

by Svetlana Goronkova and Oleg Ipatov.
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mphasizing the problem

The project provided for making
barrier-free environment and
Independent life for patients and
persons with disabilities. Indeed,
over the past 5 years the number of
people with MS increased by 2.4
In the Samara region alone, while
In the Volga region it averagely
grew four-fold (Neurology
Research Institute, Russian
Academy of Medical Sciences).




mphasizing the problem
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Multiple sclerosis (MS) is one of the most
dangerous diseases of the central nervous system. It
comes suddenly and without visible causes; it can
make a person disabled very much within 2 or 3
years.

Patients’ vision worsens, arms and legs are affected,
people can work and care for themselves less. The
psychological trauma is heavy. el
The scary thing about it is that mostly young people
develop MS, and most likely they are mothers
under 35.
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Socilal-rehabilitation
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Medical services help to maintain physical wellbeing. To preserve
social wellbeing, a complex process of rehabilitation measures is
necessary.

The most promising practice here Is the usage of resources from
within micro-social environment (family, friends, colleagues).



How the centre-was established
_‘

The project, which provides rehabilitation with the efforts of
disabled people themselves, was implemented by Samara
voluntary organizations (ARMSS, Samara Region MS Society
- SRMSS, Samara City MS Society - SCMSS, PRIZMA - a
soc. of disabled people) with the support of the Administration
of the Samara city district and the Samara region government.
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Centre
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Social partnership idea: SRMSS, SCMSS, ARMSS, PRIZMA

Foundations;
business charity,
services for free,

private donations,
NGOs, medical
profession,

\ volunteers J

Grants by business

charity and
Foundations;
volunteers, NGO

members, relatives
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NGOs, Povolzhye
Centre, MS Network,
Social Mechanics
Org., ROCTRIMS,
Russian Neurology
Society, MSIF, EMSP,
Samara Medical

\ University J

NGOs, Povolzhye
Centre, MS Network,
Social Mechanics
Org., ROCTRIMS,
Russian Neurology
Society, MSIF, EMSP,
Samara Medical

\ University J
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In the beginning
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We got the premises dilapidated.

NGO activists developed a project by themselves stipulating the
premises to be adapted for their requirements.




In the beginning
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In the beginning
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Fundraising
L —

Outcomes:

The area for the Centre increased twice (up to 300 sg. m.)
A subsidy for the repairs received

Funds for Centre equipment received

Funds for the entrance outfitting received

A subsidy to maintain the premises allocated

Contracts with sponsors to provide communication
services (telephony, Ethernet), guarding



Fundraising

Outcomes of the collaboration with the Samara District Administration:
Social Protection Service Department financed repairs within the frames of the
programme “Development of barrier-free environment for people with disabilities
and mobility difficulties and their social integration in the society”



Fundraising
—

Outcomes of the collaboration with the Samara Region
Government:

Annual subsidies to maintain the premises (paying utilities)
secured

Outcomes of the collaboration with charities:

Support from the Charity Foundation ‘Radost’ to purchase
equipment for making the entrance outfitting



Centre structure
_/

The Centre includes:
 Unit for social and everyday rehabilitation
 Unit for social and psychological rehabilitation
 Unit for occupational and civil rehabilitation
 Training centre for IT-technologies
 Unit for adaptive physical training
 Unit for Nursing service
 Unit for social assistant



Centre-activities main trerlgli______,_

|. Patient socialisation based on the experience exchange
(conducting thematic and animation events with people with
disabilities participating)
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Centre-activities main tre

1. Implementing the medical and social rehabilitation pattern:

Patients visited by specialist doctors (neurologist, rehabilitation
therapist, eye doctor, family psychologist)

Conducting regular schools for patients (acquiring new information
about the disease, comfortable therapy news, rehabilitation
significance and importance, benefits of patients physical activity,
the level of which is tailored for everybody.




Centre-activVities main-trends

111. Adaptive physical training and applied creativity classes
Yoga and karate classes conducted.

Recreation and sporting events conducted timed with special
occasions.

At the Centre interested people can have classes on needlework,
knitting and other handicrafts.




Centre-activities main-trends

V. Social advertising deveiopment
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Centre-activities main-trends |
“
V. Information technology
ARMSS professional information and technological service

Broad traffic wireless Ethernet, 2 servers,

Webinars conducted, live broadcasting, technical support.
15 thematical sites. Over 10 min visitors.
PC classes in development.




Centre-activities main.trends

V1. Social and psychological support

Social psychologist consults patients and renders support at home and
by means of communication.




Centre-activities main.trends

V1. Nursing services

Neurologists and eye doctors, who render medical and social
rehabilitation services to people with disabilities




Centre-actiVities main.trends ‘
—————

VIII1. Social assistant service

It provides social services for families having a person with
disabilities at home, who has restricted mobility.




Centre-actiVities main.trends




Centre-activities main.trends

X. Organising exercises for patients at the public centre
HIPPOTHERAPY 2005-2013
wﬂ : RN . § .




Centre-activities main.trends

XI. Organising All-Russian thematical rallies annually at the
State Budgetted Centre BEREZA in 2010, 2011, 2012 and 2013

According to the three-party agreement between SRI\/ISS Health
mlnlstry, the Bereza Centre | W,




XI. Organising All-Russian thematical rallies annually at the
State Budgetted Centre BEREZA in 2010, 2011, 2012 and 2013
According to the three-party agreement between SRMSS Health
ministry, the Bereza Centre

BonbHbIM PAaCCEAHHBIM CKNEPO30M NOMOrAU BRAKOYATLECA B COLIMYM

B peabusumanuonnom yenmpe 043 UH6AAUO06 MOA00020 603paca
«bepesar npowau memamueckue coopot

PaccesHHE crIepoa
- 3260/IEBAHNE KOBAPHOS,
HE H3YUSHHOS JO KOHIa.
TTopasuTs OHO MOXKET KaK
MOTOZOTO TaK

Boel Camapekoi oBmacTH.
[IpeKpacHOE COBPEMEHHOE
OBOPYIOBAHKE , XOP OLIIO 06 -
HAIIEHHAA BOZONEWs BHHLA,

TH, OBYUARLIHE 66 MUHADE,
TIPABOBBIE JIEKIUH, MacTeD-
KIJTAGCEL [10 BOTPOGAM Opra-
HH3ALMH KIVTALA ¢ 98 TOM

H XKEHIMH H MYKYHH I10-
cTapie, OKa3aBIMCE HH-
BaJIUOOM, JHIIHBIIHCE
BOGMOXKHOGTH HOPMATBHO
TEPEABHIATECH, GOMBHES
PACCSAHHBIM CKIBPO30M
3aYACTYI0 OKA3HIBAIOTCA B
HEKO’I‘OPOF( H3OJALMH OT
EHELIHETO MHDa. Haylnm-
G KHUTH GO CBOSH Gomes-
HEKO, TIPABWIBHO OPraHU-
30BaTh CBOH GBIT, TIOMYIATE
TPAMOTHYIO Me TULHHCKYIO
TOMOIIE H KBUTHDHIHPO-
BAHHYIO PEaCWIHTALMIO H,
KOHEUHO, K&, MOOBIaTh:
A, HAHTH HOBEIX Apy2eH
- BB 3TO GONBHHE pacos-
AHHEIM GKIEPO20M MOT-
JIM GOENATE BO BPEMA TPEX-
HEEITE HEDX TEMa THIS CK I
¢BOpOB B taMapcKoM Pe-
ABWIHTAHOHHOM LISHTPS
7 MHBAIHIAOE MOMOIOTO
‘Baapacta «Bepeaas, 3apep-
UMBIIICA 28 Mad

Peabunuraumsa,
MacTep-Knacchbl
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«Bepesa» - YHUKATBHHH
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AT PeaSWIHTALMK GOIb-
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GOLHATBHOH ATANTALIHH, @
TIaBHOS BHUMATG/BHES K
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CECTPH! - BOT3AIOT OIS 1=
HOM pea GWIHTAIIHH.

CBopEt 11 GOMEHEDL Pac-
GBAHHBIM GKIIEPOZOM TPO-
BOMATCA B «Bepese» yxe
UETBEPTEA O IIOTPAL,

- Tematnusckue cbo-
P MPOBOMATCA B PAMKaX
0BMACTHOH UENEEOH Tpo-
rpaMMu «JoGTyIHAA Cpe-

Ia» B CaMapok ol obnacTH
Ha 2011-2015rT., yTBEpX-
ISHHOH TocTaHOBMSHHEM

AEMTE MBS TBA CaMapeKoi
oSJzac.‘m Bonpmras pons B
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HOBHMCA ONHOM GOMBIION
CEMES i, H TIOTOM, Pa3Ees-
KaACH IO OMAM, TPOTOM-
KaeM OB ILATHCH, APYKHM,
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AMBHBIX 03 TS

- TeMaTHUSCKUS 3263 B
HOPOIIM TEM, UTO HX yUACT-
HUKH NYYIE TOHHMAIOT
OPYT APYTa: BOS MPHE3Ka-
FOTG QMM 32 6ONEBaHHEM,
- PacCKa2EIBAST GaMapell
Anmpeit Moposos. - Mue
OUSHb HPABHTCA ATMOG (e -
pa B «Bepeses, 3MECHITCHNO-
TIOTHYS CKH OYSHE KoMop-
THO, 4 3T0 CNOGOGCTEYET H
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- TaKoro B3aHMOTIOHH-
MaHHA, TAKOM B3aHMOBH -
PYYKH 7 GONBINE HUTIE HE

BUISI4, - TOBOPUT PYKO-
BONMTENE CAMAPCKOH 06-
WECTESHHOM OpraHH2a-
MM BOMBHEDL PAG 66 AHHEIM
cxmeposom Cremnana [o-
DOHKOBA, CTABIIAA HETAB-
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PpomHOk Mpe Mk «[lepcoHa
¢ PaCCEAHHEIM CKIEpPO-
30M». - CKOJIBKO Pa3 BH-
JENa B KOPHIODAL USIIOBEK
CaM 8716 HABT, HO CTApaeT-
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RDKATE 670, DTO UYECTEO
JIOKTH, TOHHMAHHUE TOTO,
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Onera HOBUKOBA.
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Expected results
/

1. Experiences to be shared here

In the atmosphere of trust and
empathy.
2. Occupational rehabilitation
and everyday support.

3. Family-maintenance.

" ———54_Gare for people with

\/  disabilities.

5. SKills on upbringing
development and socialising
children in a difficult situation
for parents with disabilities.




Centre-opening ceremon
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On 25 April 2013,
the formal opening ceremony
of the Centre of rehabilitation
in PwWMS’ families took place,
which is the first centre of the
kind In Russia.




~ Transferring technologie
J

Nowadays the Centre develops methodology
for the social and professional MS movement
In Russia. While having vast experiences,
organising consultations and transfers of
technologies for Russian regional MS centers
and agencies, the CENTRE represents a
leading region on the national and international
level in fighting multiple sclerosis.
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SCIerasis

Svetlana Goronkova

Samara Branch

All-Russian Multiple Sclerosis Society
Russia, 443009

Samara, per. Yu.Pavlova

dom 8, office 113

13 May 2013

Dear Svetlana

On behalf of the Multiple Sclerosis International Federation’s (MSIF) eresidents ementi
People with MS Advisory Committee it gives me great pleasure to ook o
confirm that you are the winner of the 2013 James D. Wolfensohn
Award for International Person with MS.

Jan

President and Chairman
Weyman T Johnson (USA)

The biennial James D. Wolfensohn Award gives MSIF the Tressurer
opportunity to acknowledge the remarkable contribution people it
with MS have made to the worldwide fight against MS. Rty

The award provides MSIF and national MS societies with the
opportunity to acknowledge people with MS and highlight their
role in the global MS movement.
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On 9 May 2013, Svetlana Goronkova,
founder of the Centre and President of
the Samara MS Society, became the
winner of the 2013 James D. Wolfensohn
Award for International Person with MS.

We are honored and grateful for this
highly respected award.

THANK YOQOU!



