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70%

families break up after one of the spouses is diagnosed

29% patients have not left their homes for over a year
/8% patients are females under 50
/5% patients have disabilities
35% are young people under 28
6%  are children aged 10-15
Russia; MS DMDs required for 40,000 peopre

18,000 people

and actual provision

14,000 people

9,800 people

3,500 I
1,500 people PeoL



To establish conditions to improve the quality of life of
Russian people affected by multiple sclerosis.

The All-Russian MS Society is the key public organization
among Russian counterparts that represent the interests of
people with MS and their family members.

The All-Russian MS Society puts forward, accumulates and
guides activities of the general public, government and
professional community towards improving the quality of life of
people with MS.
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in the RF

RF Ministry of
Health and Social
Development

47 regional organizations
70,000 disabled people with MS
200,000 family members
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Alliance “Third Sector
Inspection in
Healthcare”

Regional and Town
MS NGOs

47 Russian regions

All-Russian MS
Society

Plenipotentiary Public
Expert
Institute

All-Russian Nurse
Service

75 Russian regions 55 Russian regions

All-Russian Patients

Regional volunteer
units

12 Russian regions
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Co-management of people affected by multiple sclerosis. Involvement of those in
social and vocational activities. Management of leisure activities, mutual assistance,
employment, making communicative environment, support for the families of people
with MS.

Assistance in improving the quality of medical and social support.

Ensuring advocacy activities for people with MS through legislation development
and taking measures to control the execution of it.

Contribution to training and retraining of staff on MS issues.

Creation of a positive attitude among general public, raising MS awareness and
informing about ways to cope with the problem.

Activation and consolidation of efforts of social partners in fighting MS.

Development in the Third Sector and social participation. Distribution of effective
models for NGO activities.

In all, there are over 40 grant projects totaling more
than 37 million rubles (1 million euro)




Attendance at the First Eastern European Conference

of disabled people with MS from Eastern Europe states.

Open Society Institute — Samara MS soc..
USD 4,500.00, Samara, 1997

The Second Eastern European Conference

of disabled people with MS from Eastern Europe states.

Open Society Institute — Samara MS soc..
USD 60,000.00, Samara, 1998.

‘Intrafamilial rehabilitation management
for disabled people’.

USAID — Samara MS Soc..

USD 20,000.00, Samara, 2000.

‘Rehabilitation for disabled people
through social services’.

USAID — Samara MS Soc..

USD 17,000.00, Samara, 2000.

Edition of the ‘Gorod Masterov’ (Craftsmen Town) newspaper for the disabled,

Taganrog.

The Rostov region Administration — Rostov Public Organization of disabled people

‘Vozrozhdenie® (Renaissance).
150,000 rubles (€4,000.00), Taganrog, 2003.

Liaison between the Samara MS society
and patients and professional
communities in Eastern Europe dealing
with MS, established.

A conference with participants from 17
European states, held in Samara,
Russia.

Launch of a standing model of working
with the families of disabled people.
Assistance rendered to 85 families of
disabled people. Over 300 people
involved in the activities, including 128
children.

An agency of social services to be
provided for disabled people
established.

12 paper issues released, where the
authors and readers were residents of

the Rostov region. P




Festival of Youth NGOs at the South of Russia.

Krasnodar South Regional Resource Centre — Rostov Public Organization of disabled
people ‘Vozrozhdenie' (Renaissance).

600,000 rubles (€16,000.00), Krasnodar, 2004.

‘Give a helping hand to the disabled’.
Krasnodar city authority — Rostov Organization ‘Vozrozhdenie' (Renaissance).
80,000 rubles (€2,100.00), Krasnodar, 2004.

Organizing ‘Training School for people with multiple sclerosis’.
Federal competition of social projects ‘Social Forum 2004’ — Ulyanovsk MS society.
100,500.00 rubles (€2,600.00), Ulyanovsk, 2004.

‘Establishing of an information centre for social support’.

‘IMC-Ural Consulting’ company — Sverdlovsk society of disabled people ‘Raduga’
(Rainbow)

50,000 rubles (€1,300.00), Yekaterinburg, 2004.

‘Warn today — have a healthy generation tomorrow’.

Taganrog municipal multi-profile hospital — Rostov organization ‘Vozrozhdenie’
(Renaissance).

120,000 rubles (€3,200.00), Taganrog, 2005.

70 organizations, 420 people
participated.

Mass actions, educational work with
children conducted.

The level of literacy of people with
MS in medical, social and legal
issues went up.

7 training seminars conducted. 310
people reached.

An online library for the disabled
created.

Outcome of the project: Competition
of drawings of children with

disabilities. fi"‘«"\}}
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Organizing the Conference ‘Interaction between a voluntary organization and
executive authorities to solve issues in medical and social rehabilitation of
PwMS in the Ulyanovsk Region’.

Ulyanovsk region authority — Ulyanovsk MS society.

700,000.00 rubles (€18,500.00), Ulyanovsk, 2006.

‘Seek health in the saddle. Rehabilitation for disabled people though horse-
riding’.

Ulyanovsk region authority — Ulyanovsk MS society.

150,000.00 (€4,000.00), Ulyanovsk, 2006.

‘Promoting the living conditions, the best possible social adaptation of people
with multiple sclerosis’.

Public Chamber of Russia — Samara MS society.

450,000.00 rubles (€12,000.00), Samara, 2006.

‘Involving organizations of disabled people with MS in making the social policy
in regions’.

Charities Aid Foundation — All-Russian MS Society.

USD 12,500.00, Russia, 2006.

‘A new ideology and a practice of social services: regional models to evaluate
effectiveness in conditions of social policy liberalization’

Grant programme “Social policy: the 215t century reality’, Social Policy Independent
Institute — All-Russian MS Society, Alliance.

350,000.00 rubles (€9,200.00), Russia, 2006.

Examination into MS shifted to a
different level.

Material and technical facilities to
rehabilitate disabled people with
hippotherapy established.

The comprehensive programme of
rehabilitation for disabled people in the
Samara region polyfunctional
neurological centre expanded.

The ‘Public Inspection in Health’ alliance
established.

Law-drafts of federal significance to
protect disabled people with MS
developed and passed.

Examination into capacities of the state
and social partners to cope with MS
conducted. Interaction models
developed.
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‘Creation of a public monitoring system to control the provision of
pharmaceuticals within the frames of the Additional Pharmaceutical Provision
Programme’.

The Dialogue Programme, IREX, USAID — All-Russian MS Society, Alliance.

USD 15,000.00, Russia, 2007.

‘Making rehabilitation services for disabled people accessible’.
‘National Charity Foundation’ — Samara City MS society.
370,000.00 rubles (€9,700.00), Samara, 2007.

‘The right to live in society: patterns to integrate children with disabilities in
education’.

IREX, USAID — All-Russian MS Society, Alliance.

450,000.00 rubles (€12,000.00), Russia, 2007.

‘IT technologies as a way to rehabilitate disabled people’.
National Charity Foundation — regional public organization of disabled people ‘Vyatich’
2,000,000.00 rubles (€52,000.00), Moscow, 2007.

‘Social Assistant Service establishment’.
National Charity Foundation ‘Prizma’.
870,000.00 rubles (€23,000.00), Samara, 2007.

The Plenipotentiary Public Expert
Institute established.

An agreement on cooperation with the
Federal Service on Surveillance in
Healthcare and Social Development
made.

Additional rehabilitation programmes in
the Samara region opened.
Rehabilitation equipment purchased.

Basic research ‘Adaptation of children
with disabilities into comprehensive
schools’. Best effective models found
and described.

Programmes of IT training developed
and approved.

Social assistant pattern developed and

approved. _
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‘Setting up the system of public inspection and medical nursing in the Russian
Federation’.

Foundation of Public European Policy, FPEP

€357,856.00, Russia, 2007.

‘Inter-regional conference for disabled people using wheelchairs’.
League for National Health — regional public organization of disabled people ‘Vyatich’.
1,000,000.00 rubles (€26,500.00), Moscow, 2008-9.

‘Healthy lifestyle training for mobility restricted people’.
League for National Health — Ulyanovsk MS society.
700,000.00 rubles (€18,500.00), Ulyanovsk, 2008-9.

‘Warm hands’: training social assistants.
League for National Health — ‘Vozrozhdenie’, Rostov.
800,000.00 rubles (€21,000.00), Rostov, 2008-9.

‘Educational programme to conserve health for people with demyelinating
diseases in the Siberian Federal District’.

League for National Health — Novosibirsk MS society.

1,000,000.00 rubles (€26,500.00), Novosibirsk, 2009.

Creating the system of GR influence on
authorities’ decision-making.

All-Russian conference of disabled
people with MS held.

All-Russian hot-line for patients
arranged.

Over 400 people were taught
techniques of assistance and self-
assistance.

The ‘social assistant’ pattern adopted in
the Rostov region.

Electronic system to record PWMS
throughout the Siberian
Federal District arranged
and in use.




Creating the nursing service for disabled people with mobility restrictions.
National Charity Foundation — ‘Prizma’.
600,000.00 rubles (€15,500.00), Samara, 2008-9.

‘Evaluation of satisfaction of target groups in provision with high-priced
pharmaceuticals’.

League for National Health — Tomsk MS society.

1,500,000.00 rubles (€40,000.00), Russia, 2008-9.

‘Teaching youth families, including people with disabilities, a healthy lifestyle,
self- and mutual assistance’.

League for National Health — Yekaterinburg MS society ‘Raduga’.

800,000.00 rubles (€21,000.00), 2008-9.

Festival of health. MS Day.
League of National Health — Voronezh MS society.
600,000.00 rubles (€15,500.00), Voronezh, 2008-9.

‘Public monitoring to control the provision of high-priced pharmaceuticals as a
model to present public interests in the area of healthcare and social policy’.
The Dialogue Programme, IREX, USAID — All-Russian MS Society, Alliance.
4,700,000.00 rubles (€123,000.00), Russia, 2009.

The nursing service developed and
approved throughout the Samara

region.

The ‘7 Nosologies’ Federal Programme
evaluated based on the material of 21

Russian regions.

Over 500 people got training on
techniques of self- and mutual
assistance.

All-Russian Day to fight MS held.

The Plenipotentiary Public Institute got

support.

The 7 Nosologies’ Programme
defended and prolonged
through 2010.
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