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The Happy Event of the Year

In September 2009 the number of placement opportunities at Moscow kindergartens expressing their
willingness to take in children with Down syndrome exceeded the number of parents' applications. In
the past only a very limited number of children with Down syndrome were able to attend children's
educational institutions. The positive changes have been facilitated by Downside Up working with
public education authorities, our contacts with public media, as well as the growing level of legal
competence and social activity of parents defending the rights of their children.

The Story of the Year

Yegorka

Yegor Stepanov comes to Downside Up Early Intervention Centre every week for his lessons. He is
very fond of looking behind every door, likes to greet everybody and see what everybody is doing, and
to check what the staff are looking at on their computer screens. Yegor is quite at home here, and this
is not surprising: his family has already been involved with Downside Up for about eight years.

The Fund's cooperation with the Stepanov’s family began in 2002, when Yegorka was just a few
months old. For the first two years Milyausha Gimadeeva, our early development specialist, visited
Yegorka at home every two weeks to give his parents regular advice on the care techniques and
methods to be used for the baby's development. The next step in Yegorka's progress was his
attendance of the "adaptation group" sessions. The principal task of the teachers leading these groups
is to teach the child to communicate in the group, to follow the teacher's guidance and to learn to stay
there in his or her mother's absence. First Yegorka didn't feel too confident in the group, but gradually
he "learned the ropes", thanks to his unfailing interest in the outside world, his affability and his desire
to communicate with other people.

As a result, at three, Yegor, along with his peers involved in the Early Intervention Centre
programmes, was placed in a kindergarten. In achieving this objective, the family was assisted by
Nadezhda Yakovleva, Downside Up social worker. She collects information about pre-school
institutions prepared to accept children with Down syndrome and helps families in their choice of an
appropriate kindergarten for their child. Currently, parallel attendance of a kindergarten and Downside
Up sessions has become a regular practice with the kids' parents.

The teachers tell with delight how remarkable Yegor is at playing action and role-based games, what a
perfect "doctor" or "shop-assistant” he can be. Svetlana, his mum, adds that Yegor's top favorite
activity at home is his puppet shows where he acts out dialogues between his glove puppets. The boy
is as sociable as before, he is always happy to make new contacts and attend Downside Up group
sessions. Although Yegor still experiences some difficulties with speech, he communicates with
people around him quite effectively, supplementing his messages with very expressive gestures and
mimics.

In 2009 Yegor was enrolled in an experimental group designed to prepare children with Down
syndrome for school. Kids in Yegorka's group have known each other for quite a while, they happily
play and study together.

Yegor's remarkable parents, Svetlana and Nikolai, deserve special mention. Stepanov family has
always been one of the most active supporters of our organisation. Nikolai was one of the pioneers of
Downside Up parents' soccer team, while Svetlana is a member of the Fund's Core Parents Group.

The story of the Stepanov’s family is but one of many stories of our kids. We wish them from the
bottom of our hearts as many happy days as possible.



Early Intervention Services

One of the principal tasks of the Downside Up Early Intervention Centre is to provide
psychological and educational support to families with children aged 0 to 7 years.

As of December 31, 2009, Downside Up programmes had 1676 registered member families,
including 340 families from Moscow, 190 families from the wider Moscow Region and 1146
families from across Russia.

In 2009, the Early Intervention Centre programmes engaged 672 new families, including 88
Moscow families, 63 families from the wider Moscow Region and 521 families from other
Russian regions. We should especially note the fact that more than half of the families (341)
applied to Downside Up when their children were less than one year old, which is very
important for ensuring efficient education support.
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During the year:
More than 70 families received advice at home;
70 families attended 4 social adaptation groups on a weekly basis;

28 children from 3 to 5 years old attended support education groups on a weekly basis,
all of these children also attended Moscow pre-school institutions;

6 children from 6 to 7 years old attended on a weekly basis sessions of our
experimental group preparing them for school,

Early Intervention experts held 592 advisory sessions for Moscow families and 506
advisory sessions for families from other Russian regions and CIS countries;

151 medical consultation sessions were held:;

More than 70 families attended parents mutual support groups and other group and
individual sessions run by Downside Up Psychological Services;



Each of the 672 newly attending families received introductory information folders with
the following materials: brochure Down Syndrome. The Facts, a Reading-Book for
Parents and the book Babies with Down Syndrome;

During the year all the families received 3 issues of Take a Step parents bulletin
published by Downside Up;

More than 50 organisations supporting children with Down syndrome received
Downside Up publications on practical work with families;

Within the year, Downside Up psychological and teaching staff held more than 35
seminars for specialists from Moscow, the wider Moscow Region and Russian regions;

Field consultative sessions were arranged for 74 families living in Kiev, Crimea, Ufa
and Minsk.

New initiatives in the work of Downside Up Early In  tervention Services

Downside Up Advisory Forum at the Fund’s website has picked up steam. As of date,
the Forum has 754 registered users. Forum members have come up with over 300
subjects, the majority of which take the form of dialogues of Downside Up specialists
with families and professionals from organisations with similar focus. 216 themes of the
Forum were suggested by parents, which means that 216 families have an opportunity
to receive regular advice from Downside Up educational staff.

The Forum has also become a channel for additional medical advice offered through
very reputable and friendly website run as part of the Russian Medical Server
Discussion Club.

In September 2009, we launched our experimental group designed to prepare children
with Down syndrome for school in the context of the project "Improving the Preparation
of Children with Down Syndrome for School: Special and Inclusive Education
Environment". The project will result in development of materials prepared by experts
specializing in this field and their dissemination.

"... After attending sessions of the adaptation group and lessons of the speech therapist, psychologist
and cognitive development specialist, we were surprised to discover and learn that our child was
educable. Due to the scarcity of information, we couldn't imagine that or even dream of that before."

Margarita Bushina

"...since September we began taking Masha to extra lessons at the kindergarten. Apart from us, there
are no kids with Down syndrome in the group. Well, after her year of lessons at Downside Up, Masha
turned out to be the most diligent "pupil* among "common" kids! Parents of our new friends were
stunned.”

The Oborotov’s family



Downside Up Resource Centre

Every day Downside Up is visited by families from all the parts of our vast country. Downside
Up specialists help parents to unlock the potential of their special child. Still, we understand
that it is very important for the family to be able to receive professional support somewhere
closer to home, so that the child could attend a pre-school institution and a school, engage in
leisure activities with peers. To make it possible, we have been putting active effort into the
development of our Resource Centre. The Centre's intended objective is to codify and
disseminate knowledge about Down syndrome and effic ient methods of working with
children with Down syndrome and their parents using our family-centered model of
early intervention developed and successfully imple mented by Downside Up
specialists.

Modern diagnostics methods enable parents to learn about the risk of the birth of a child with
Down syndrome even during pregnancy. More often than not, families learn that their baby
has Down syndrome when the mother is in the maternity hospital. The moment of taking the
decision about the further fate of the child is very difficult for families, especially given the
scarcity of information on Down syndrome and the available family support services. The
Russian average of families abandoning babies with Down syndrome is still 85%, the
corresponding Moscow figure is 50%. In order to support families at that difficult moment and
give them an opportunity to take an informed decision, other countries run services of
psychological and social support of families as part of the medicogenetic consulting system,
which is still unavailable in Russia. Staring from its firm conviction that this kind of support is
necessary and very efficient, both for families and the society at large, Downside Up
considers it very important to spread this practice in Russia. Between 2007 and 2009
Downside Up, jointly with its partners from France and Spain, carried out a large-scale
project in Novosibirsk Oblast to establish a Siberi an model of inter-agency approach to
high-risk pregnancy follow-up and comprehensive sup port to families of children with
genetical abnormalities and congenital malformation . In the course of the project,
experience of adapting the European model at 5 pilot sites in institutions and non-
governmental entities of Novosibirsk Oblast was codified, described and published, which
may now be spread to other institutions and regions. The project participants included more
than 1000 Russian experts, foreign specialists, Novosibirsk Region administration, Institute
for Special Education of the Russian Academy of Education, Novosibirsk State Medical
University and Novosibirsk State Pedagogics University, as well as representatives of the
Delegation of the European Commission in Russia and EU partner organisations. The project
was funded in the context of the Russia-EU Cooperation Program. One of the most
substantial results of the project is setting up of 52 early intervention centres in
Novosibirsk region. Following the completion of the project, the Novosibirsk Region
administration obtained additional funding for further activities in this area.

The chances for families to get psychological, educational and social support right upon the
birth of a child with Down syndrome, as well as ensure an access to the educational system
for such a child, depend on the level of elaboration of these issues in the legislative
framework. In 2009 Downside Up provided active expert support to public bodies in

improving the legal and regulatory framework of the early intervention system and

creating conditions for integration of children wit h Down syndrome in the society.

Downside Up regularly participated in the deliberations of the Expert Board of the National
Foundation for Children at Risk, of the Council for Affairs of the Disabled Persons attached to
the President of the Russian Federation, in round table discussions and meetings of the
Federation Council, the State Duma, the Moscow Government and the Moscow City Duma.
Downside Up was involved as an expert in drafting the law "On Education of Persons with
Limited Health Opportunities in Moscow." The law envisages provision of educational services
in a number of forms, including inclusive and special (correctional) education, recognizing



parents' right to choose their particular educational institution and actively participate in
reviewing the child's condition and planning his or her educational route.

10 years ago, placements of children with Down syndrome at kindergartens could only be
achieved in isolated instances. In the last 7 years our specialists have been actively
cooperating with Moscow Education Department and pre-school educational facilities,
transferring its own experience and demonstrating the potential of children with Down
syndrome. As a result of our joint effort, at the beginning of the 2009-2010 educational
year the number of placement opportunities at kinde rgartens who expressed their
willingness to accept a child with Down syndrome, e xceeded the number of parents'
requests. We called this news "the Happy Event of the Year", because, from now on,
Moscow babies with Down syndrome can access kindergartens where they can play and
learn together with their "normal” peers. We hope to spread this achievement across the
whole country.

The next phase in a child's education process post-kindergarten is the school. Starting from
2007, Downside Up has been implementing a 5-year pr oject "Improvement of
Preparation of Children with Down Syndrome for Scho ol. Special and Inclusive
Education”. In the context of the project we established an experimental school-preparation
class. We have been developing, in collaboration with foreign colleagues and teaching staff
from Moscow pre-school and school-level educational facilities, state-of-the-art methodologies
that take into account special features of children with Down syndrome and facilitate the
kindergarten-school transition. The project is funded by UK-based "OAK Foundation".

One important event in the Russian research of Down syndrome was the defense of a thesis
for the academic degree of a candidate of psychology on the subject "The Inner Attitude of a
Mother of a Young-Age Child with Down Syndrome" at the Institute for Special Education of
the Russian Education Academy. The experimental part of the research was conducted at
Downside Up.

During 2009, to facilitate the transfer of the unique experience accumulated by Downside Up
specialists, we held 38 seminars, master classes and training sessions in Moscow, Moscow
Region, Novosibirsk, Vologda, Smolensk, Kiev, Simferopol, Sevastopol and Minsk with the
total number of trainees nearing 3,000, including experts from public agencies,
representatives of non-governmental entities and parents. Downside Up regularly offered
secondment opportunities for professional staff from rehabilitation institutions across Russia,
as well as internship for students of pedagogical universities.

Experience accumulated by Downside Up also attracts much interest of foreign colleagues. In
2009, Downside Up was invited as a speaker at the 10th World Down Syndrome Congress.
Natalia Rigina, our director for cooperation with state agencies and international bodies, told
the Congress participants about Downside Up’s experience reflecting the development of
social integration of children with special needs and the evolution of Russia's system of early
support to families raising children with Down syndrome.

..... we are open to foreign experience, which is quite substantial — much more extensive than
anything we had in our own country before the establishment of Downside Up. Yet, every country has
its own peculiarities of education system, its own specific attitude towards such children, some
particular features of its school curricula, and in this sense the experience that is currently being
accumulated by the Centre is also essential for international review."

N. Bochkov, academician, Russian Medical Academy



Here are some comments of participants of the international conference held by Downside Up
in the context of the EU-supported project:

"The subject of the conference is more than relevant! Before the conference, | leaned to the idea of
euthanasia as a best solution for "special” children. Now | am ashamed for this cruelty!"

An educational system professional, Novosibirsk

"The conference was very exciting and informative. | go to many conferences, but it was the first time |
attended an event organized at such a level!"

A social protection system expert, Novosibirsk

Editorial and publishing activities

One of the key areas of the Resource Centre's effort is the publication and free distribution of
books, brochures, periodicals and films on psychological and social support of children with
Down syndrome and the related correctional teaching activities.

In January 2009 Downside Up released an additional circulation (3,000 copies) of its book for
parents entitled “Babies with Down Syndrome” . The book by Downside Up specialists
P. Zhiyanova and E. Pole, was first published in 2007. It contains both information on the
development of young children with Down syndrome and specific advice on setting up
appropriate activities with the baby at the home environment. The first circulation quickly
distributed so that no copy has left, as the book proved to be in great demand not only by
families, but also by many educational professionals working at children's institutions.

In June 2009, a revised edition of the brochure entitled “Down Syndrome. The Facts” was
released in 4,000 copies. This brochure addressing the specific features of Down syndrome is
intended for parents, but it can also be helpful for health professionals, teachers working with
children with special needs and speech therapists. The brochure is part of the essential
information folder distributed to all our new member families.

In July 2009, the book entitled Babies with “Down Syndrome. First Years” was published.
This handbook for parents was written by reputed foreign experts working in the fields of
medicine, psychology, pedagogics and the management of support to families raising young
children with Down syndrome. The book contains a legal chapter compiled by a Russian
lawyer, as well as an extensive reference section with details not only of foreign institutions
and information sources, but also of Russian bibliography and entities providing support to
such families in Russia and some other CIS countries.

In December 2009 Downside Up released its second, revised and supplemented, edition of
the book entitled “Fine Motor Skills in Children with Down Syndrome” (translation from
English). The copyright holder, Woodbine House Inc. (USA), an old-time partner of the
Foundation, revised the terms of the original contract concerning the level of circulation of the
Russian edition and, in view of the great demand for the book, allowed an increase in
circulation. The book is particularly relevant today, with the project "Preparation of Children for
School" under way.

The Centre regularly released its periodical publications, such as the interdisciplinary
research and practice journal “Down Syndrome. XXI Century” and “Take a Step” - the
parent’s bulletin.

“Down Syndrome. XXI Century” is becoming increasingly popular with professionals who
find in it answers to many issues of contemporary theoretical and practical research into
Down syndrome. One important further step was posting of an online version of the journal on
professional websites, such as “PsyJournals.ru”, a portal of publications in the field of

psychology.



"Thank you very much for the journal you sent. We would like to be receiving it in the future as well. It
would be very helpful if it could also be sent to Baby houses of the Moscow Health Department.”

Ye. Prigozhin, head of the Public Health Monitoring Division of the Moscow Health Department

"Medical geneticists from our Centre are among the first to give advice on children's condition at
maternity hospitals and reception rooms. They closely cooperate with "Sunny Children" organisation in
Urals region. Your excellent journal reflects all the topical problems of people with Down syndrome
and greatly supports us as an information source."”

N. Nikitina, Head of the Medicogenetic Consulting Section of the Family Planning and
Reproduction Centre for Sverdlovsk Oblast and the city of Yekaterinburg

Our Resource Centre extends its deep appreciation and gratitude to the Delegation of the
European Commission in the Russian Federation, the Administration of Novosibirsk Oblast,
the Moscow Education Department, the Moscow Social Protection Department, the National
Foundation for Children at Risk, the Institute for special education of the Russian Education
Academy, rehabilitation center “Tverskoi”, inclusive kindergarten 1465 “Our Home”, the
Sechenov Moscow Medical Academy, Novosibirsk State Pedagogics University, Moscow
State Pedagogics University, Novosibirsk State Medical University and all our colleagues from
governmental and non-governmental organisations in Russia and abroad for their assistance
and support.

Core Parents Group

In 2009, parents have established the Fund's Core Parents Group. This informal association
seeks to bring together parents from Moscow and the wider Moscow Region enrolled in the
Early Intervention Centre's programmes.

Areas of the Core Parents Group's activity include:

organisation of leisure-time activities for the families, such as the fine arts sessions and
nested dolls painting group;

participation of Downside Up-associated families in public municipal activities and
festivals, such as the It's So Simple event in Moscow Sokolniki Park.

assistance to the media in ensuring competent coverage of the problems of people
with Down syndrome.

support of the Fund's fundraising projects: participation in voluntary work initiatives
(subbotniks) together with donors, delivery of nested dolls painted by children and
parents to private donors on the New Year's eve.

mutual support, and many other things.

"For my family, the leaving year of 2009 brought a very rich crop of events that left varying, but mostly
joyful impressions. The establishment and activities of the Core Parents Group of Downside Up was
one of dramatic changes in our life. Those who joined their efforts in the Group's work are truly
remarkable people. They are all very different, each one with a particular life experience — and, of
course, this mutual complementarity gives the most exciting results. Together, we achieved a lot. |
would like to thank all the people who became interested, or took part in the Group's work: families,
our relatives and friends, as well as Downside Up staff."

Anastasia Daunis
Coordinator,
Downside Up Core Parents Group



Public Awareness Activities

In 2009 Downside Up successfully promoted reliable and accurate information about Down
syndrome in the media, via state programmes and social projects of commercial
organisations, through social advertising and various professional communities.

The subject was repeatedly addressed by Russian and international conferences, round table
discussions and seminars Public Communication Forum MoscowPRWeek2009, the
International Conference “Raising Effectiveness of Social Advertising in Russia”, the round
table discussion “Social Advertising in Support of Moscow City Development”, the round table
discussion “Social Advertising in Russian Mass Media: Legal Duty and Social Responsibility”,
the seminars for students of the Higher School of Economics and Moscow State University.

Downside Up broadcast 55 television features (both on federal and regional channels) and 28
radio commentaries and published more than 120 printed and online articles on Down
syndrome, including materials making reference to Downside Up and our partners.

In 2009 we developed an advertising spot that was posted free throughout the year by
magazines and journals, such as InStyle, Bolshoi Gorod (Big City), Afisha (The Playhbill),
Blagotvoritel'nost v Rossii (Charity in Russia), Den'gi i Blagotvoritel'nost (Money and Charity),
Osnovnoi Instinkt (Basic Instinct).

In December 2009 Downside Up launched its own blog in Livejournal, run by TV and radio
presenter Tutta Larsen, photographer Elena Zotova, members of Downside Up staff, which is
read by about 1,000 people a day.

Active work is being done to engage celebrities to Downside Up events. In 2009 such persons
included Tatiana Lazareva, Anna Gorshkova, Diana Gurtskaya, Vera Krasova, Yuri Kovtun,
Vladimir Leonchenko, Sergei Ivanov, Vlad Topalov, Olga Orlova. A team of showman Mikhail
Shats participated in our mini soccer tournament.

Our All They Need is Love calendar with photos by Vladimir Mishukov, showing some TV and
sports stars and famous people of culture with children with Down syndrome, has been
released in new format. Photo Poems, a new photo project by Elena Zotova, has been
launched and is actively being promoted.

The excellent results achieved during the year have elevated our public awareness effort to a
new level. This work helps create a new reality displacing myths and misconceptions.

A quote from Downside Up blog:” I am writing simply to thank you, and to apologize for having called
people with Down syndrome “deranged” and “sick”. | read your blog and looked at the photos of kids
with Down syndrome — and it gave me a wonderful feeling. Only kids have such poignantly trustful
eyes! | am overwhelmed...”

Julia (Krasnodar)

“Such publications are a successful substitute for the efforts of 100 officials”

Alexander Lysenko, the RF Council for Disabilities Board, about the article on Down syndrome
in Novoya Gazeta
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Fundraising Activities

In 2009, defying the economic crisis environment, the Downside Up Fundraising Department
managed to overcome many difficulties and build an annual budget to support the Fund's
activities in the amount of 32 million rubles .

2009 achievements

Private donations in 2009 amounted to 2,251,200 rubles. One important development
is a significant increase in the proportion of donations from Russian citizens: from
670,000 rubles in 2008 to 954,000 rubles in 2009 this still represents less than 3% of
total raised which we hope to change over time. Our Club of Friends numbers 270
people, 67% of them are Russians. A major role in raising the public awareness was
played by the media spot "People without Prejudice” which allowed people to make
their contributions through Sberbank.

The Downside Up Advisory Board worked very efficiently. The Board features CEOs of
some large Russian and international companies and organisations:

Dennis van Diemen, Country Manager at Voerman Russia;

Harro van Graafeiland, Regional Manager of TNT Express;

Dave Pearson, Chief Executive Officer of Deloitte CIS;

Andrei Lapshov, President of Insiders Communication Group;

Igor Gourovich, Zoloto Group;

Alexei Gnedovsky, General director of Veles Capital Management Company

Rob Carver, First Deputy Chairman, Management Board, HSBC

Anna Gorshkova, an actress

Thanks to the Board's efforts, we were able to make a professional input into the development
of the Fund's 2010-1015 Strategy, identify weaknesses and strengths of our communications
with corporate donors, raise additional finance and receive valuable advice in the field of
organisation management.

Two first editions of 47=46, the Fund's new publication for its current and prospective
donors, have been circulated. The publication has an awareness-raising focus, telling
its readers about Down syndrome, the potential ways of their participation in charitable
activities and the people who are supported by Downside Up.

In 2009 we began posting our online express news on a monthly basis, allowing our
donors and friends to keep up with international, Russian and local events and
developments concerning people with Down syndrome.

We express our heartfelt thanks to all our donors f or their help! Without your
involvement Downside Up would not have been able to achieve all the things described
in this Annual Report.

"Thank you very much for your work, you are amazing! | am proud to know that | am working together
with true professionals as you are! Best of luck in the coming year!"

Olga Kaverina

"Your Foundation is one of the best in all respects, which is not without reason. | am proud to be
personally acquainted with many of your employees!”

Julia Bogdanova, KPMG
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Financial information

Thanks to our supporters, the amount of funds available to finance our current activities in
2009, according to the consolidated accounts of UK charity Downside Up and Russian
Charitable Fund Downside Up, was 32,160,000 rubles. Expenses for our current activities in

2009, according to our joint data, amounted to 31,350,000 rubles.
Analysis of the 2009 expenses

Salaries of the psychological support
staff,

Educational materials and
consumables for holding psychological
support meetings and group sessions,

Maintenance of the premises used for
holding group sessions,

Expenses of events designed to
support parents

Type of activity and description of expenses Amount, % of the
rubles total
Group and individual sessions, distance 5,329,500 17%
support to families
Salaries of teaching staff and experts
working with families,
Educational materials and
consumables for the lessons,
Printing and mailing materials for
parents,
Cost of the distance support of families
in Russian regions and CIS countries:
printing and mailing information
folders, running the website forum
Maintenance of the premises used for
the lessons and sessions
Home visits to families 2,508,000 8%
Salaries of teaching staff and experts
making home visits,
Travel costs,
Educational materials
Parents support program 2,508,000 8%

12




Dissemination of best practices

Salaries of resource specialists

engaged in:

- creating educational handbooks
and journals,

- holding training sessions and
conferences for education, social
protection and health professionals
in Russia and abroad,

- providing advice to state authorities
on issues of setting up early
intervention services in Russia.

Printing costs and costs of free
distribution of publications

Costs of training events and
conferences

8,464,500

27%

Raising the awareness of the general public
about the potential of people with Down
syndrome

Costs of public awareness activities
designed to change the attitudes
towards people with Down syndrome
in the society at large

Salaries of public relations expert and
specialists involved in the organisation
of events,

Website maintenance expenses,

Publication of general public education
materials

6,270,000

20%

Fundraising activities
Salaries of the fundraising staff,

Costs of marketing materials
production,

Costs of fundraising events and
activities

3,448,500

11%

Administration

Salaries of accountants and business
administration staff,

Financial statements compilation and
audit costs,

Administrative and housekeeping
expenses

2,821,500

9%
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Where the money comes from in 2009

Corporate donations,
7 396 800 ., 23%

Grants,
9004 800 ., 28%

Other events,

3216 000 ., 10% Corporate,

9326 400 ., 29%

Charity Sports Events.
Individuals,
964 800 ., 3%

Individual donations,
2251200 .,7%

Charity Sports Events.
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