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On March 10, 2015, Downside Up 
held its fi rst Charity Awards cere-
mony to celebrate supporters of 
children with Down Syndrome in 
Russia.

The awards recognized the con-
tribution made by governmental 
agencies, NGOs, Russian and inter-
national commercial companies, 
mass media, and members of the 
general public towards the cause 
of helping children with Down syn-
drome in Russia.

DOWNSIDE UP’S 2015 CHARITY AWARDS 
AND THEIR WINNERS WERE AS FOLLOWS:
For Exceptional Contribution into 
Drawing the Attention of Society 
and the Government to the Issue 

of Down Syndrome in Russia:

Sergey Koloskov, President of “Down 
Syndrome Association”, an interregional 
NGO for disabled people

For Contribution to the Development of 
a Public System for the Support 

of Children with Down Syndrome:

Ministry for Family Aff airs, Demographics 
and Social Policy of Kaluga region; 
Novosibirsk State Pedagogical University

For Cooperation in the Development 
of Research and Resource Framework 

of Early Intervention Programmes 
for Children with Down Syndrome:

Special Education Institute of the Russian 
Academy of Education

For Contribution to the Development 
of Inclusive Education for Preschool 

Children with Down Syndrome:

“Kindergarten for Everybody”, a resource 
centre of inclusive preschool education 
(Moscow)

For Professional Media Coverage of the 
Down Syndrome Issues: 

First Channel (TV); Russia Today 
international news agency, Life Without 
Barriers project; aif.ru (Argumenty i Fakty) 
website

For Contribution to the Development 
of Regional Programmes in Support 

of Children with Down Syndrome:

“Sunny Children” NGO (Yekaterinburg)

For Corporate Contribution 
to Programmes of Assistance 

to Children with Down Syndrome:

Boeing Russiа; 
PepsiCo; ExxonMobil Russia Inc; VELES 
Capital investment company

For Corporate Contribution 
and Encouraging Society’s Involvement 

in Supporting Programmes of Assistance 
to Children with Down Syndrome:

Russian companies belonging to Societe 
Generale international fi nancial group and 
the corporate sports programmes of the 
group; QIWI group of companies and “Turn 
the World Around” charity action; Deloitte 
CIS and Extra Mile adventure race

For Exceptional Contribution 
into Raising Awareness of Down 

Syndrome Issues in Russia:

Evelina Bledans

For Ensuring Safety of the CHARITY 
SPORTS Bike Ride Over Many Years:

Traffi  c Police Department of the Borovsk 
district, Kaluga region

For Dedication to the CHARITY SPORTS 
Fundraising Project in Support 

of Children with Down Syndrome:

Alexander Derevshchikov

For the Contribution to the CHARITY 
SPORTS Fundraising Bike Ride 

in Support of Children with Down 
Syndrome Over Many Years: 

JamilCo group of companies; Shell Russia; 
HSBC Bank LLC
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Nika’s story
21.03.2015 

How a girl with Down syndrome 
became our charity’s symbol
Nika was Liudmila’s and Artyom’s first child. The medical geneticist said: “It’s a clear 
case of chromosomal disorder. If it turns out to be the Down syndrome, consider your-
selves very lucky”. We had to wait for the results of genetic testing for a week. Later, 
the couple will say: “It was such a horrible seesaw: one day you believe things are bad 
indeed and just can’t be worse, that all your hopes are dashed, your child and your fam-
ily lost. Next day, you feel a glimmer of hope: you hope it was just the doctors’ mistake, 
that it simply can’t be”. The doctor at the postnatal ward would push us: “You need to 
make up your mind, and quick. What do you need all these complications for? You’ll 
leave her and soon forget it all as a bad dream. I’ve seen quite a few cases where parents 
gave the baby up and lived happily afterwards, sometimes coming here again to give 
birth to healthy babies”. Liudmila understood later that the OB/GYN simply needed to 
free the bed… Yet, she doesn’t nurture any grievance with the maternity clinic staff. She 
says: “In the end, it’s your own decision, whether they put pressure on you or not. So, 
all the responsibility lies with you”.

Nika’s parents remember completing the abandonment formalities as one of the most 
dreadful and humiliating moments in their lives. Doctors’ advised them to tell everybody 
that the child died. Still, they would visit to the maternity clinic every second day. They 
would bring whatever was needed and watch their daughter lying in the couveuse from 
a couple of meters away: at the pathology department they were not allowed to come 
closer, let alone take the newborn up… They kept saying the baby was in critical condition 
and did not respond to treatment.

Soon after that they learned about Downside Up. They were invited to come at once. 
“It was a kind of a demo lesson for two–three year-old kids. We sat there together with 
other parents and watched the teachers work with the kids… They were just children: 
cute, funny, moving kids. And there were people who saw before them a child rather than 
a diagnosis and knew how to help that child. When the lesson was over and people were 
already leaving, I suddenly dropped to my knees before my husband, weeping: “Let’s take 
her home!” I didn’t even expect it myself. My husband, of course, didn’t know what to do: 
he tried to get me back on my feet, saying: “Of course, of course, we’ll do”. Seemed like 
this experience settled the issue for him as well. So, right from Downside Up we went to 
get the papers needed to take our daughter home”.

And that was how their new life began. “Initially, the Fund’s early develop-
ment specialist visited us at home. She patiently answered all our ques-
tions and helped us see our child’ potential and her needs. When Nika 
turned one and a half, we began taking her to group lessons. This 
way, step by step, we went together through all the stages of 
the Fund’s early intervention programmes. Now our daughter 
is completing her get-ready-for-school lessons, quite soon 
she is going to become Downside Up’s graduate. Then 
we’ll go along on our own”.

Article by Yulia Kolesnichenko for the website of “Argumen-
ty i fakty” newspaper
http://www.aif.ru/society/charity/1472018
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Socially Oriented 
Non-Profi t 
Organisation 
“Downside Up 
Charitable Fund”

Russian State Registration Certifi cate
No. 7714011745

14A, 3rd Parkovaya Street, 
105043, Moscow

Tel.: +7 499 367 1000
Fax: +7 499 367-2636

downsideup@downsideup.org
www.downsideup.org

Each new school year at Downside Up is 
richer than the last in activities, projects 
and events. One of the reasons is the con-
tinually growing families’ and profession-
als’ demand for our services. In order to 
meet this demand, the Fund has made 
an important decision: we have enabled 
maximum access to our expertise through 
the Downsideup.wiki internet portal. In-
formation that previously was only avail-
able in Moscow can now be accessed from 
the remotest provinces of Russia or from 
abroad.

Anyone can now view recordings of our 
lessons with children and our thematic 
video lessons, access our books and jour-

nals, read new international publications 
and articles by leading experts on Down 
syndrome, as well as see stories and pho-
tos sent in by our families. Furthermore, 
the portal allows us to establish links be-
tween families and support institutions. 
Maintaining this portal is a great respon-
sibility.

The reporting period saw another im-
portant event, closely related to this: our 
performance evaluation. This evaluation 
included an online survey of 535 families 
benefiting from our programmes. The 
survey showed that our country still has 
a long way to go to ensure that people 
with Down syndrome and their families 

can lead normal lives. Yet, there are pos-
itive changes, too! For example, in Russia 
42% of the children with Down syndrome 
aged 3 to 8 attend mainstream or inclusive 
kindergartens where they can socialize. 
Eighteen years ago, when our Fund was 
created, one could only dream of such op-
portunities.

We would like to thank everybody who 
helps families raising children with Down 
syndrome and supports Downside Up!

Truly yours,
Anna Portugalova,

Director

Dear reader,

Key fi nancial results (rubles)
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July 2012 – June 2013:
The budget defi cit of 2,589,699 ru-
bles was met from reserves built 
by the Fund in previous years.

July 2013 – June 2014:
• The incoming resources grew by 34%.
• Our incoming resources exceeded 
our expenditure by 8,036,390 rubles, 
because at the end of the reporting 
period the Fund received money for 
projects to be implemented in late 
2014 and in 2015.

July 2014 – June 2015:
• The incoming resources grew 
by 10%.
• Our expenditure exceeded our 
incoming resources by 8,488,031 
rubles. Part of this amount 
(8,036,390 rubles) was received by 
the Fund in the previous reporting 
period and was spent, as planned, 
for projects implemented during 
this reporting period. The remain-
der defi cit of 451,641 rubles was 
met from the reserve built in 2011.

2
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OVERVIEW 
OF THE 
YEAR’S 

RESULTS

The Fund launched 
its Downsideup.wiki 

internet portal

914 
new families registered 

in the Fund’s 
programmes

Training was provided to

1,325 
specialists, parents 
and NGO members

26 
expert presentations were 
delivered across Russia at 
interregional conferences, 

exhibitions 
and forums

The total circulation 
of books and journals 

published by the 
Fund reached 

19,600 
copies

The Fund held 

9 
sports charity 

events

104 
companies supported 

the Fund with donations, 
free goods 

and services

15,045 
private individuals made 
donations in the course 

of the charity action 
“Turn the World 

Around” 

The geographical scope 
of the Fund’s family 

support activities 
currently encompasses

85 
Russian regions

2,109 
face-to-face and distance 

consultations 
by our experts

Families received

The Fund’s website was 
named as a winner at the 

6th Festival of socially-
oriented web resources 

“World of Equal 
Opportunities”
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6,275 
copies of books published 

by the Fund were sent 
to families and 
professionals

2,920 
private individuals made 
donations to the Fund, 

including 253 individuals 
making regular 

donations

11,700 
copies of journals published 

by the Fund were sent 
to families and 
professionals

The total amount of funds 
raised during the 
reporting period: 

57,033,445 
rubles

292 
publications on Down 

syndrome and the Fund’s 
activities appeared 
in the mass media

The total amount spent 
during the reporting period: 

65,521,476 
rubles

771 
families were given 

consultations through 
the Fund’s 

online forum

314 
group lessons were 

held for children 
and their 
families 

Professionals, parents 
and NGO members 

attended 

70 
training events

The “Turn the World 
Around!” event 
was recognized 
as one of the 30 

best social projects 
in Russia

4,965 
families of children 

with Down syndrome 
received support 

during the reporting 
period
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WHAT IS DOWN SYNDROME?

ABOUT DOWNSIDE UP

• Down syndrome is the most common 
genetic anomaly in the world.

• Down syndrome was first described in 
1866 by British physician John Langdon 
Down and was later named after him. In 
1959, French geneticist Dr. Jerome Lejeune 
proved the chromosomal origin of Down 
syndrome, so we know today that Down 
syndrome is a genetic condition existing 
from the moment of conception and caused 
by the presence of an extra, third chromo-
some in the 21st pair of chromosomes in the 
cells of the human’s body.

• Each cell in the body of a typically de-
veloping human individual contains 46 

chromosomes, while a person with Down 
syndrome has 47 chromosomes. 

• The incidence of Down syndrome is 
estimated to be one in every 700-800 live 
births. It is the same in all climates and 
social groups. It is not related to parents’ 
way of life, their health, any harmful hab-
its they may have, their diet, income, edu-
cational level or nationality. 

• Down syndrome occurs in boys and 
girls with equal frequency.

• The presence of the extra chromosome is 
responsible for a number of specific features 
in the intellectual and physical development 
of a person with Down syndrome. 

• A person with Down syndrome, just 
like any other individual, has his/her own 
unique personality and character. He or she 
has his/her own strengths and weaknesses, 
habits and preferences, fancies and interests. 

• International experience has shown that 
children with Down syndrome are educable. 

• Children with Down syndrome un-
doubtedly realize their potential much 
better if they are raised in a family, ben-
efit from proper early intervention and 
quality medical care, attend kindergar-
tens and schools, socialize with their 
peers and feel fully accepted by the soci-
ety in which they live.

From the results of a survey of 535 families raising children with 
Down syndrome conducted by Downside Up in March 2015:

•  41% of children below the age of 3 do not attend any early 
intervention facilities.

•  39% of preschool age children do not attend preschools.
•  59% of families face challenges when enrolling their children 

at preschools.

Downside Up charitable fund is a socially 
oriented non-profi t organization 
(Russian state registration certifi cate 
No. 7714011745).

The Fund’s mission: “To improve the quality of 
life for children with Down syndrome in Russia”
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1.  To prevent social orphanhood 
among children with Down syn-
drome;

2.  To promote the development 
of the state early intervention 
system for children with Down 
syndrome in Russia;

3.  To promote social adaptation 
and integration of children with 
Down syndrome into Russian 
society

•  Direct support to children with Down syndrome from birth to 
age seven and their families: providing families with specialist 
literature, off ering face-to-face and distance consultations and 
group-based support.

•  Developing innovative methods for supporting children with 
Down syndrome and their families; transferring the best prac-
tices to practitioners and administrators of educational, social 
care and public health institutions.

•  Educating and raising awareness of the general public con-
cerning the nature of Down syndrome and the potential of 
people with Down syndrome.

Our specialists focus on 
the family as a whole, 
not the child alone

Parents receive support 
starting from the child’s 
birth

Families receive all 
the services free of 
charge

Principles of support provisionThe Fund’s goals

Key areas of activity

Founded in 1997 Downside 
Up takes the lead in deliv-
ering early intervention psy-
chological, pedagogical and 
social services to children 
with Down syndrome and 
their families in Russia The 
Fund’s programmes strive to 
make up for the inadequacy 
of the public early interven-
tion services, social care and 
education for children with 
Down syndrome and their 
families in our country. The 
charity also acts as a consult-

ant to Russian governmen-
tal agencies responsible for 
establishing and running an 
early intervention system. 
In providing its professional 
services, Downside Up has 
always relied on the expe-
rience of the leading aca-
demics and practitioners, as 
well as Russian and Western 
charities. Our achievements 
are recognized by the pro-
fessional community and 
general public, in Russia as 
well as abroad.

The name “Downside Up” is a 
play on English words, where 
“down” is both the surname 
of John Langdon Down, the 
person who described the 
syndrome at the end of the 
19th century, and the English 
word meaning a direction. It 
is a reversal of the English id-
iom “upside down” implying 
confusion and disorder. Up-
turning the expression like a 
sandglass, we get “Downside 
Up” – and order is restored. 
We try to bring things back 
to normal by facilitating a 
radical change in the public 
attitude to Down syndrome. 
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Marlen Manasov, former mem-
ber of the Board of Directors of 
UBS Investment Bank, currently a 
private entrepreneur.

President

Board of Trustees

Founder

Jeremy Barnes, citizen of the UK 
who worked for a Moscow-based 
investment company from 1993 
to 1998. Jeremy is the father of 
three children and uncle to Flor-

ence Garrett, who was born with 
Down syndrome. Florence’s birth 
in 1993 prompted Jeremy to estab-
lish a fund to support children with 
Down syndrome in Russia. 

•  Maria Bogdanova, Managing Part-
ner, Realex law fi rm;

•  Alexander Voloshin, Chairman of 
the Board of “Pervaya Gruzovaya 
Kompaniya” (PGK);

•  Alexei Gerasyov, Rector, Novosi-
birsk State Pedagogical University, 
Doctor of Biology, Honorary Work-

er of Higher Education of the Rus-
sian Federation (2006);

•  Yevgeny Ginter, Academician of 
the Russian Academy of Medical 
Sciences, Professor, Head of the 
Research Centre of Medical Genet-
ics of the Russian Academy of Med-
ical Sciences;

•  Alexei Gnedovsky, General Director, 
VELES Capital investment company; 

•  Julia Razenkova, PhD, Director of 
laboratory of Early Diagnostics and 
Care of Children with Identifi ed 
Developmental Disorders, Special 
Education Institute of the Russian 
Academy of Education. 

We sincerely thank all the members of our 
Board of Trustees and our Advisory Board for 
their precious time, critical comments, busi-
ness ideas, advice, fi nancial and intellectual 
resources provided for the promotion of our 
common cause of helping children.

Downside Up has established an Advisory Board, 
a consultative body composed of representatives of our 
donors and tasked with supporting the Fund’s further de-
velopment. 

The Advisory Board is responsible for:

–  Reviewing the Fund’s governance practices from the do-
nors’ perspective. 

–  Providing expert opinion and advice on various areas of 
the Fund’s work. 

–  Providing feedback from donors.

Active members of the Advisory Board in 2014-2015:
•  Alexei Gnedovsky, General Director, VELES Capital in-

vestment company, Chairman of the Advisory Board;
•  Maria Bogdanova, Managing Partner, Realex law fi rm;
•  Kirill Gromov;
•  Marlen Manasov, President of Downside Up;
•  Igor Namakonov, Creative Director, MOST Creative 

Club;
•  Anatoly Shvedov, Deputy Chairman of the Manage-

ment Board, Goldman Sachs Bank LLC;
•  Aisleen Randhawa, Head of Marketing and Communi-

cations, Deloitte; 
•  Harro van Graafeiland, Executive Operations Director, 

Iron Mountain;
•  Julia Yevdokimova, Founder and President, Palais 

Royal;
•  Polina Nemirovchenko, Director, Ernst & Young LLC.

Downside Up has its internal Experts Council com-
prised of the Fund’s leading experts. The Council’s 
principal task is to assist the Fund’s management in 
decision-making, primarily on the contents of the early 
intervention programmes, educational activities and 
the institution’s governance and internal structure. 

During the reporting period, the Experts Council fo-
cused on the following issues: 
•  Reviewing the structure and operational perfor-

mance of the Fund;
•  Changes required in the Fund’s family support prac-

tices where broader cooperation schemes with gov-
ernmental agencies and non-profi ts are involved; 

•  Wider use of online technologies in supporting fami-
lies and professionals; 

•  Expert assessment of the “Uniform Framework of 
Special Federal Educational Standard for Children 
with Special Health Needs” (conducted at the re-
quest of the Institute of Special Education of the Rus-
sian Academy of Education); 

•  Expert assessment of the regulatory document con-
cerning support to high-risk families (conducted at 
the request of the Ministry for Family Aff airs, De-
mography and Social Policies of Kaluga region). 
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ONLINE INFORMATION RESOURCES
EVENT OF THE YEAR
LAUNCHING DOWNSIDEUP.WIKI INTERNET PORTAL

The key problem faced by a family af-
ter the birth of a child with Down syn-
drome is the shortage of reliable infor-
mation on Down syndrome: What it 
is? How to live with it? Where to turn 
for help? The family is also faced with 
other similar questions further down 

the road: What is the right way to teach 
the baby? What type of kindergarten 
should s/he attend? How to prepare the 
child for school?

In 2014 the Fund’s experts began de-
veloping a specialized internet portal 

on Down syndrome designed to help 
families get the answers they needed. 
Access to the portal was opened for us-
ers in January 2015, and today every-
body can register at the portal and use 
all the available information with no 
restrictions.

“Downside Up off ers an extensive range of services to families living in the 
provinces. Too often such families are unable to visit us for a face-to-face con-
sultation. Besides, most of the professionals that the Fund is in contact with 
also live in the provinces. Our task is to make the information accumulated 
over 17 years of the Fund’s operation available to people in an effi  cient man-
ner ensuring it is of the highest quality. We are convinced that establishing 
an online resource on Down syndrome was a very timely initiative: in the fi rst 
six months of the portal’s existence the number of its users reached nearly 
7,000. Their geographical scope is also widening, covering many categories of 
users, from metropolitan city dwellers to residents in the remotest commu-
nities in Russia and abroad”.

Tatiana Belyaeva, Director, Information Centre:

INFORMATION RESOURCES AVAILABLE 
THROUGH THE PORTAL * 

357  articles;
214  videos;
144  photo collections of 5 to 50 photos;
44  journals;
41  books;
24  drawings;
9  presentations;
6  audiofi les.

PORTAL’S USERS* 

6,888  unique users from day one;
270  unique daily users (average);
3,888 registered users;
  – of whom, 63% users are parents 

of children with Down syndrome;
  – 40 % of users access the portal 

one or more times per month.

* as of June 30, 2015.

FOR THE PERIOD 
FROM JULY 1, 2014, TO JUNE 30, 2015

ANNUAL REPORT OF DOWNSIDE UP 
CHARITABLE FUND
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Downsideup.wiki:
•  Off ers a convenient search system: by themes, by types of material, by 

keywords, by the child’s age or by several criteria at once. 

•  Features a state-of-the-art user-friendly interface, with fonts and infor-
mation units convenient for viewing and reading and an easy-to-un-
derstand feedback mechanism.

•  Presents information in accordance with the particular needs of the 
user group (parents or professionals).

•  Is based on “one-stop shop” principle, combining functions of a wiki re-
source, a data bank of media materials, a FAQ system, a digital library, 
a library of YouTube materials, an educational portal, etc. 

•  Is a portal accessible from portable devices.

All the guidance posted on the portal is evaluated by Downside Up ex-
perts, relies on advanced science and contains practical recommenda-
tions.From comments posted 

at the portal

“I registered with Downsideup.
wiki and discovered a new form 
of learning for us: lessons sup-
ported with videos. Previously 
we could fi nd enough printed 
materials but there wasn’t any 
guidance as to their use! What 
an excellent resource!”

From Downside Up e-mails 30.03.2015

We have a sunny kid

Good morning! We have a baby with Down syndrome in our family, 
he is already 5 months old. We have been searching the entire inter-
net universe for information and found the best and most valuable 
advice at your website. Many thanks for wonderful books, reference 
and resource packs! We would like very much to do the most for our 
son, so we decided to ask your help in getting more reference. Maybe, 
you also off er some kind of training or courses for parents? We are 
grateful in advance for any support!

Natalia Postnikova

20.03.2015

“The fact that such a portal 
was launched is of huge im-
portance these days. It is an 
invaluable support for all our 
parents. Besides, the portal is 
a sort of a further education 
university for professionals”.

Marina Yereklintseva, resource 
specialist at the Centre for 
social rehabilitation and lei-
sure-time activities for disabled 
people, Yuzhnoye Butovo dis-
trict, Moscow
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From comments posted at the portal

 “Thank you, it’s such a terrifi c project! We will be using your resources 
and will surely tell all the interested specialists and parents! You are do-
ing fabulous and extremely valuable work for our country by freely shar-
ing your unique knowledge and guidance! I sincerely admire and thank 
you for this kind of support to children with Down Syndrome, their par-
ents and us, the practitioners working with these kids!”

Irina Averina

Interactive map on the portal
This unique section of the Downsideup.wiki portal enables the user to 
fi nd support organisations for children with Down syndrome located 
close to their place of residence, useful links and contact details of indi-
vidual professionals. The parents can also contact other families raising 
children with Down syndrome who live in the same community or neigh-
borhood. 

From comments posted 
at the portal

 “I was very happy to learn 
about Downsideup.wiki!!! It is 
indeed a huge breakthrough 
towards resolving many of the 
existing problems and provid-
ing help to parents of special 
children who badly need sup-
port of professionals and other 
parents willing to share their 
invaluable experience!”

Mum of a 13-year-old girl with 
Down syndrome
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DOWNSIDE UP’S RENEWED WEBSITE
www.downsideup.org

In March 2015 Downside Up website was fully transformed. It has become much 
more colorful, lively and functional with more user-friendly and convenient naviga-
tion features.

The website regularly posts latest news about children, engaged in Downside Up’s pro-
grammes and supported families, other valuable and exciting information about success-
es and achievements of people with Down syndrome, press releases and announcements 
of various Fund’s events and many other things. 

One of the new website sections is called “Keyhole”. Here, Yulia Kolesnichenko, Down-
side Up’s Head of Press Service, will tell you about all sorts of things making up the 
Fund’s daily activities and answer some of the most typical questions. The title’s choice 
was not an accident: it is indeed a chance to observe the charity’s life at a close distance 
and see what makes it tick.

The upgraded Fund’s website won an award at the 6th Fes-
tival of socially oriented internet resources “World of 
Equal Opportunities” in the “Children Like Any Other Chil-
dren” nomination (websites created by, or dedicated to, dis-
abled children). 
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SUPPORT TO FAMILIES

Families registered with Downside 
Up come from all areas of Russia 
and the former Soviet countries. In 
the last five years the number of reg-
istered families has doubled, going 
from 2,377 in 2011 to 4,965 in 2015. 
Downside Up continues to provide in-
formation, psychological and educa-
tional support to ALL families raising 
children with Down syndrome that 
have turned to us for help.

“The 2014-2015 academic year began for us, just like for all the other spe-
cial education and psychology professionals and parents raising children 
with special developmental needs, with big uncertainties and worries. The 
ongoing reform of the Russian special education system brought about 
considerable curtailment of public services provided to families raising 
children with Down syndrome. Unfortunately, it was the early age psy-
chological and educational services that received the greatest cuts in the 
process. It was essential for the Fund to be able to supplement the remain-
ing services with some new forms of support to families, both in Moscow 
and elsewhere in the country. That is why the development and rollout of 
Downsideup.wiki as a new information and guidance resource is of par-
amount importance for us. Through this portal, as well as the Fund’s on-
line consultative forum, families receive answers from specialists to many 
questions worrying them”. 

Tatiana Nechayeva, Director, Family Support Centre:

NUMBERS OF FAMILIES REGISTERED 
AT DOWNSIDE UP
by the 30th of June, each year
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GEOGRAPHICAL DISTRIBUTION OF REGISTERED FAMILIES 
as of June 30, 2015

Moscow

Moscow region

North-West Federal District

North Caucasian Federal District
Volga Federal District

Urals Federal District

Siberia Federal District

Far East Federal District

Crimea Federal District

Kazakhstan

Ukraine

Belarus

Other countries

South Federal District

Central Federal District
(without Moscow 

and Moscow region) 

14 %

7 %

9 %

10 %

8 %
9 %

3 %

3%
2%

2%

1 %

7 %6 %

16 %
4 %

DURING THE REPORTING PERIOD:

4,965  families received support;
914  new families registered;
307  families left the programmes having reached the age limit of 8 years old.

Services provided to families during the reporting period:
4,971  books sent;
9,087  copies of “Take a Step” journal sent;
1,545   face-to-face consultations by professionals (special education teachers, speech 

therapists, psychologists, doctors);
350  at home consultations for 72 families;
214  distance (phone and e-mail) consultations;
771  families received online consultations through the online consultative forum;
161  group teaching sessions in 6 groups involving 73 children;
153  group psychological sessions in 5 groups involving 157 families;
19  parties, festivities and other events.

4,965
families
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NEWS IN THE WORK OF THE FAMILY SUPPORT CENTRE

Speech development is one of the key is-
sues for children with Down syndrome, 
therefore Downside Up always concen-
trates on these matters.

This year, our teachers tested a new speech 
development technique for younger age 
children. The technique is based on the 
“See and Learn” programme, an advanced 
and efficient tool originally developed in 
the UK, but, as it had to be adapted for use 

in Russian, its entire toolkit had effectively 
to be redesigned from scratch. The task was 
successfully accomplished by our experts!

At each learning session our teachers of-
fered children games and tasks designed 
to advance their speech development, 
engaging parents in the activity as well. 
Overall, some 60 families with children 
aged from one month to three years took 
part in the activity.

Most of the children achieved good results 
in terms of their speech development: 28 
out of 30 children under one year of age 
began to actively repeat sounds, 16 children 
aged one to two and 15 children aged two to 
three learned their first words, while seven of 
them actively use them in their speech. All of 
the children learned using gestures in their 
communication with adults, which is a very 
important skill, as every child needs to have 
some means of expressing their feelings.

This academic year we had a new experi-
ence which was not typical but very impor-
tant for the Fund. We engaged two children 
with Down syndrome from one of Mos-
cow’s residential orphanage facilities in our 
lessons. Vanya attended our group lessons, 
while Anya visited our collegial consulta-
tions held once a month. 

These children were able to visit Down-
side Up thanks to the support of volunteers 

from “Miloserdiye” NGO. We were very 
happy to observe positive changes in their 
development. After the third lesson Anya 
stopped screaming and learned to respond 
to the teachers’ speech. The orphanage 
facility’s staff observed that her conduct 
improved (previously they had doubts as 
to her potential to learn). Vanya was very 
frightened and often cried when he came to 
our Centre for the first time. Now, accord-
ing to Olga Allenova, the volunteer taking 

Vanya to the Centre, he happily runs from 
the car to the building, shouting “Home!”, 
he is not afraid at all, he is excited about 
everything around him, eagerly repeats 
words after the teachers and tries to earn 
their praise. Vanya and Anya are gaining 
new social experiences, and, hopefully, the 
boost to their development and social skills 
given by our lessons will make Vanya and 
Anya more self-assured and improve their 
chances of finding their own families.

While preparing this annual re-
port, we received wonderful 
news: Anya was accepted by a 
foster family and she will live 
in a big country house! Accord-
ing to Olga Allenova, the credit for 
this change in Anya’s life is due to 
both her foster parents and her 
teachers, but it is obvious that the 
big progress in the child’s devel-
opment occurred after she be-
gan attending consultations at 
Downside Up.

Our Centre’s programmes in-
creasingly include children who 
have found a family after the 
hard life in a public orphanage 
institution. We are very happy to 
see that our support to such fami-
lies helps them build their self-as-
surance and their faith in the po-
tential of their special children.

NEW SPEECH DEVELOPMENT METHOD

Work with children from orphanages and adopted children

“People who adopted children with diff erent forms of disability 
told us why they did it” 
from an article by Vera Shengelia

“We once learned that our distant rela-
tive had a baby. She named her Elena, 
Lenochka. We were all very happy for 
her, but some time later we  learned 
the baby was left in the maternity 
hospital because it had Down syn-
drome. We began looking for childless 
couples and single women who would 
agree to take such child, intending 
to support them fi nancially. It didn’t 
work. Then we began searching for 
some kind of private orphanage and 
found out such thing did not exist. 
Still later I  learned about the kind of 
life that was in store for Lenochka: a 
baby orphanage, a boarding facility 
for mentally retarded children, a neu-
ropsychiatric boarding institution. 
By then, it was clear to us we simply 
won’t be able to stand by…

Now Lenochka is fi ve, and she still 
has not started talking. One feels 
very much at ease in her company: 
she is an unbelievably comfortable 
person to be with. But you can’t stop 
thinking all the time: she should 
talk, you should teach her, you 
should do this, you should do that. 
Yet, if we just stop comparing her to 
other kids and begin treating her as 
a human being who simply lives her 
life at her own speed, according to 
her own abilities, then everything is 
just fi ne. Downside Up had sent us 
Tatiana, a wonderful teacher. She 
came to us to teach Lenochka, but 
the most important thing was the 
support I received from her visits 
myself. It was real psychotherapy”.

“There you go” internet magazine
01.06.2015

http://takiedela.ru/2015/06/adoption/
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SUPPORT AVAILABLE TO EVERY FAMILY

All the families registered at the Fund receive 
support that varies in form and intensity, de-
pending on where the family lives. 

All families receive Book Packs as soon as they register with Downside Up 
(provided they are resident in Russia and wish to receive the books). All 
the guidance books have been written or translated by Downside Up 
experts and published by our Fund. They tell parents about the devel-
opmental specifics of children with Down syndrome and the ways in which 
parents can help their special children to develop and realize their potential.

DURING THE REPORTING PERIOD:

4,971 books were sent to families;
815 newly registered families received 
Book Packs.

Book Packs

A BOOK PACK FOR FAMILIES WITH CHILDREN 
FROM BIRTH TO 3 YEARS OF AGE:
1.  Down Syndrome. The Facts, an information book-

let compiled by E. Pole.
2.  Your Baby was Born with Down Syndrome. Talks 

with a Psychologist, by A. Kirtoki and N. Rostova. 
3.  A Baby with Down Syndrome. A Book for Par-

ents, by P. Zhiyanova and E. Pole.
4.  Babies with Down Syndrome: A New Parents’ 

Guide, edited by S. J. Skallerup. 
5.  Building the Basic Motor Skills in Children with 

Down Syndrome. A Practical Guide for Parents, 
by E. Pole, P. Zhiyanova, T. Nechayeva.

6.  Children with Down Syndrome: Building Speech 
and Communication Skills. A Guide for Parents, 
by P. Zhiyanova.

7.  A Reading Book for Parents. A collection of arti-
cles published in “Take a Step” journal in 1997-
2014, compiled by P. Zhiyanova, N. Groznaya.

From the Downside Up online consultative forum

2.06.2015, 18:10 
“We received the books literally within a week from our 
registration, right after we were discharged from the chil-
dren’s hospital. Thank you so much for the books that pri-
marily helped us realize we were not alone in the world 
with our little beam of light (we have such a remarkable 
little daughter!). The books are very competent and very 
easy to read. They are our bedside books now!”

08.2014, 23:43
“I have already read your books to tatters. I am going soon 
to know them by heart, like poetry (Believe it or not, I even 
take them along to work, browsing them sometimes dur-
ing my lunch breaks)” 

18.04.2015, 22:19
“Our neighborhood doctor visited us for our fi rst check-
up and, seeing me in tears, said: «There is another such 
boy in our community. Go and talk to his mum». I found 
his mum and she invited me to her home. When I came, 
the fi rst thing she did was hand me the book A Baby with 
Down Syndrome. This book gave me my fi rst hope and 
self-confi dence. Another person I know, also a mum of a 
girl with Down syndrome, collects these books from us, 
the parents (those of us who don’t need them any more) 
and takes them to the maternity hospital to be given to 
parents of “new kids”. It’s grown into a bestseller of sorts. 
So, you see, your assistance works on a larger scale than 
you think)”.

A BOOK PACK FOR FAMILIES WITH CHILDREN 
OF 3 TO 7 YEARS OF AGE:
1.  Down Syndrome. The Facts, an information book-

let compiled by E. Pole.
2.  Your Baby was Born with Down Syndrome. Talks 

with a Psychologist, by A. Kirtoki and N. Rostova. 
3.  Communication Skills in Children with Down 

Syndrome: A Guide for Parents, by Libby Kumin. 
4.  Development of Cognitive Skills in Children with 

Down Syndrome, by T. Medvedeva.
5.  Music and Logorhythmics Classes for Children 

with Down Syndrome, compiled by L. Loboda.
6.  A Reading Book for Parents. A collection of arti-

cles published in “Take a Step” journal in 1997-
2014, compiled by P. Zhiyanova, N. Groznaya.
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Each issue of the journal contains a wealth of information. For ex-
ample, No. 51 (sent to families in May 2015) features the following 
materials:

•  The Doctor’s Advice section: detailed information about the 
health checks required for a child with Down syndrome. 

•  The Lawyer’s Advice section: an article about the changes in the 
concept of “legal capacity” in Russia and the way they are going to 
affect families’ lives.

•  The Psychologists on Children and Parents, Navigator and 
Direct Speech sections: articles on programmes designed to help 
organize the lives of disabled adults, on canistherapy (dogs help-
ing children with special needs), the performance given by a Span-
ish dance theatre whose actors are people with Down syndrome, 
and more.

DURING THE REPORTING PERIOD:

2 new issues of the journal were issued , with 
overall circulation of 9,600 copies. 
Families were sent:

– 4,524 copies in November 2014;
– 4,563 copies in May 2015.

“Take a Step” Journal

Online Consultative Forum at the Downside Up website

DURING THE REPORTING PERIOD:

771 families received advice through the 
Forum;
Each family received, on average, 6 con-
sultations/ answers to their questions per 
month

The online consultative forum is one 
of the most important areas of activi-
ty of the Family Support Centre. It is a 
channel for providing prompt and ef-
ficient psychological and educational 
support to families, no matter where 
they live. The online forum experts of-
fer professional help to parents in the 
shortest possible time. It is particular-
ly important for families with a newborn 
baby with Down syndrome. Our teach-
ers and psychologists help the family to 
get its bearings in its new situation, in-
cluding guiding them in their search for 
the most essential reference materials 

available at the Forum itself and at the 
Downsideup.wiki portal. 

Apart from the advice on learning practic-
es, parents can receive psychological sup-
port and talk through all their concerns. 
Examples of the forum topics are: “How to 
respond to other parents’ comments”, “How 
to stop blaming yourselves and doctors”, 
“Should we break the news to our friends?”, 
“Second pregnancy”, “We are expecting a 
son with Down syndrome” and many other.

The Forum users can send in their pho-
tos and videos which help our specialists  

offer the most appropriate advice to the 
family. 

The Forum launched a new section 
called “New Approaches to Your 
Child’s Socialization. A Seminar 
for Parents”. Apart from discussing 
the best approaches to the develop-
ment of the child’s socialization with 
the Fund’s expert, parents, in cooper-
ation with the expert, can also prepare 
a programme of developing their ba-
by’s skills in the context of the com-
petence-based approach to the child’s 
overall development.

The online consultative forum allows families to 
receive ongoing support. In the intervals between 
face-to-face consultations with the Fund’s profes-
sionals parents can specify their questions con-
cerning the advice already given or ask new ques-
tions: that way, a continuous communication link 
is established between families and Downside Up. 

https://downsideup.org/board/forum.php
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Families 
from Moscow

From 
Moscow region

From 
Moscow region

From other 
Russian 
regions

From other 
Russian 
regions

From other countries

From other countries

Families 
from Moscow

478

Face-to-face consultations are 
available by appointment. The 
length of each consultation is at 
least 1.5 hours.

Face-to-face Consultations
If the baby has not yet turned three, the 
consultation is conducted by an early de-
velopment specialist. If the child is older 
than three, the family is sent for a colle-
gial consultation where they meet three 
experts at the same time: a special educa-
tion teacher, a speech therapist and a psy-
chologist. The sessions focus not only on 
organizing activities and lessons with the 
child, but also on helping his/her adapta-
tion to preschool.

Based on the results of the consultation 
with the family, teachers prepare an in-
dividual child’s development pro-
gramme for the parents, this lasts for a 
specific period. The programme is dis-
cussed in detail with the parents during 
the consultation session; an effort is made 
to adapt it to the family’s regime and living 
conditions as much as possible. Parents 
can either organize games and lessons 
described in the programme at home on 
their own or engage specialists in their 
home regions. During the sessions parents 
also learn how to use Downside Up books 
and Downsideup.wiki. 

The main objective of the medical con-
sultant is to explain to parents the par-
ticular health issues associated with 
Down syndrome, what the tests they need 
to run and at what age, as well as suggest 
Moscow-based institutions where they 
can receive the professional consultation 
and health care they need. The amount 
of this kind of consultations at Downside 
Up is limited and it is mainly offered to 
families who were unable to get adequate 
health care in their local community. 
Parents also seek help of the Downside 
Up medical consultant when they find it 
hard to make sense of the directions given 
by local doctors or need advice on some 
specific feeding aspects and other similar 
issues. 

25%

25%

48%

28%

24%

45%

3%3%

DURING THE REPORTING PERIOD:

478 consultations for families with children from 
birth to three by special education teacher / early 
development specialist;
215 collegial consultations for families with children 
aged three to seven.
72 medical consultations.

consultations for 
families with chil-
dren from birth 

to three

215
collegial consulta-
tions for families 

with children 
aged three 

to seven

2%2%
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From the Downside Up 
online consultative 
forum

13.03.2015, 00:25
“It is the second time we are 
leaving the Fund greatly im-
pressed. Last time our coun-
sellor was Tatiana, this time we 
had a talk with Svetlana. They 
explained us everything in a 
very plain and clear way, we 
received specifi c answers to 
all our questions and concrete 
advice! THANK YOU SO MUCH 
FOR BEING AROUND! You give 
us the direction, helping us un-
derstand and make sense of 
everything”.

13.12.2014, 02:22
“Svetlana, we thank you per-
sonally, as well as the entire 
staff  of Downside Up, for 
the work you are doing! A 
lot of credit for the fact that 
I was able to overcome rath-
er quickly the shock of giving 
birth to a special kid goes to 
the Fund! You instill confi -
dence that we will be able to 
cope, that we will reach our 
development milestones and 
live many happy moments 
with our little boy”.

DURING THE REPORTING PERIOD:

214 distance consultations were conducted.

It is not always possible for parents to visit 
Downside Up in person or find the nec-
essary information on the internet right 
after the birth of their little one. At their 
very first contact with the Fund they ask 
questions concerning the child’s devel-

opment, the guidance books and medical 
support they need. For detailed advice we 
refer all the families to the Fund’s online 
consultative forum, but the Fund’s early 
development expert can also provide nec-
essary information by phone or e-mail. 

Distance consultations by phone 
and e-mail From the Downside Up 

online consultative forum

23.07.2014, 01:24
“I want to send you my most sin-
cere thanks again and again for 
your invaluable help and sup-
port. Your Fund’s work is pleas-
ing to God. It is so important to 
be sure one can always ask a 
question and receive a profes-
sional consultation or advice. 
With you around, we are sure we 
are not alone!”
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The Fund’s first contact with the family is 
handled by an experienced psychologist 
who takes into account the parents’ emo-
tional state. This communication may be 
anonymous and is conducted in any form 
preferable for the parents: a face-to-face 
meeting or a phone, skype or email ses-
sion. If the family lives in Moscow or Mos-
cow region, the Fund’s psychologist may 
visit them at home or maternity hospital 
at their request. 

The family can seek our psychologist’s 
help at any moment, from the moment 
the child is born (or even before that, 
if the parents know the baby has Down 
syndrome before its birth) until he or she 
goes to school. Parents ask our special-
ists all sorts of questions: how to bring up 
the child, how to build proper relations 
between the child and other family mem-
bers, what are the potential problems in 

their contacts with peers, how to adapt to 
preschool facility environment, and many 
others.

Psychological consultations help parents 
to regain faith in themselves and the fu-
ture of their child.

Psychological consultations

From the Downside Up on-
line consultative forum

18.12.2013, 10:29
“Learning, 6 hours after the birth, 
that my child had Down syndrome, 
I was horrifi ed. I was scared by the 
thought that my child was diff erent 
from everybody else. I was afraid to 
think about her future. Somehow, I 
immediately conjured up a picture 
where my husband and I are al-
ready old, and our Polina is alone, 
completely alone and helpless, un-
fi t to survive in this aggressive, cruel 
and indiff erent society”.

05.06.2015, 11:48
“Initially, I doubted if I would be 
able to love her… The diagnosis 
sort of masked the personality of 
the little human being… I heard in 
my head the incessant bell-ring-
ing of Downnnn… Downnnn… 
Downnnn… going round the clock… 
Meanwhile, I had to nurse and feed 
her and the ringing would stop for 
a time… By degrees, I began smil-
ing and kissing her… rocking her in 
my arms… doctors would come to 
see us in the maternity ward and 
fi nd me singing and laughing… 
they probably thought I went nuts 
(… My daughter would go to sleep, 
I would look at my beauty and, of 
course, occasionally weep)…”
 
13.06.2015, 11:38
“I need to do something… to 
change everything in the way I 
need things to be, and the equa-
tion is simple. You’ve got your 
Down syndrome kid. There are 
two options: 1) depression, dis-
tress. An end to all our happy and 
rich family life… 2) to live, to love 
and be happy… To fi ght! Try to 
turn things around in our favour, 
in favour of happiness. We chose 
the second option, of course”.

DURING THE REPORTING PERIOD:

293 individual psychological consultations were conducted.
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SUPPORT TO FAMILIES FROM 
MOSCOW AND MOSCOW REGION
Group-based psychological support

DURING THE REPORTING PERIOD:

9 group sessions for 69 families in stress caused by the 
trauma of the birth of a child with Down syndrome;
35 sessions of the parents-children interaction group 
(“Sandpit Sessions”) for 45 families;
109 sessions of psychological support groups for par-
ents – 43 families.

We provide several different psychological 
support group formats. Parents of new-
born children are invited to attend Sunday 
group meetings focusing on overcoming 
the trauma associated with the birth 
of a child with Down syndrome, where 
they can discuss their problems with other 
families, as well as our psychologists. 

On Saturdays we run parents-children 
interaction groups for families of chil-
dren aged 5 months to 3 years (the so-
called “Sandpit Sessions”). Apart from par-
ents, we invite siblings, grandparents and 
friends of families to attend. Here children 
mix with their peers and adults in a friendly 
and relaxed atmosphere, learn to establish 
contact and interact with new people they 
meet, practice communication skills and 
satisfy their curiosity, while parents have a 
good chance to see how their little ones be-
have outside home, discuss various aspects 
of their parental tasks with other parents 
and get advice from a psychologist. The 

“sandpit sessions” are an important stage 
in the development of children’s social 
skills and facilitate better interaction of the 
little ones with their peers, both those with 
special developmental needs and normally 
developing ones. 

While older-age children attend group ses-
sions, their parents meet a psychologist. 
These are psychological support groups 
for parents. Where necessary, a psycholo-
gist also helps teachers to design the best 
approach to every child and deal with the 
child and its parents with due regard to 
their particular family situation.

“These ‘sandpit sessions’ are 
just impossibly wonderful! Just 
imagine creating such a com-
fortable atmosphere for mums! 
We all needed it really badly: to 
simply feel ourselves as parents, 
mums. Our kids were playing, 
we could talk peacefully, dis-
cuss a whole lot of pressing is-
sues. Little by little, in a relaxed, 
easy, conversational manner 
psychologists would advise us 
on our children and the proper 
ways of communication with 
them. I could always rely on 
psychologist’s support any time 
I needed it. At these sessions I 
befriended many families, and 
we are still in contact”.

From an interview with a mum 
of Stepan K., our graduate, May 
2015.
Stepan is now 8.5 years old, he 
went to the fi rst grade



Downside Up Annual Report, 2014–201522

Home consultations for families 
with children from birth to 
1.5 years old

This programme targets families with 
children from birth to 1.5 years old living 
in Moscow. The type of support available 
is dependent on the family’s place of res-
idence. The programme involves regular 
meetings between the family and the ear-
ly development expert (special education 
teacher). During the session the teacher 
observes the child in the course of a game-
based lesson, evaluates his/her current 
development level, identifies any aspects 
that may require particular attention, ad-
vises games or activities to be used by the 
parents for their little one to grow and de-

velop successfully. The teacher also helps 
organize the child’s home environment in 
a way that will help unlock his/her poten-
tial in the fullest possible degree.

If necessary, the teacher working with the 
family can refer the parents to medical 
specialists or engage his or her colleagues 
for a joint consultation

DURING THE REPORTING PERIOD:

350 home consultations for 72 families.

“Milyausha Faritovna has a heart 
of gold! She has helped me im-
mensely! She did a lot of teach-
ing to my child, but she taught 
me, the mum, just as much. She 
educated us during our talks, as 
we were completely ignorant of 
the subject. She was taking us 
out of the blind alley or our de-
spair, explaining us that things 
were not that terrible, that one 
can live with that. We had a re-
lationship of absolute trust. We 
waited eagerly for each visit, fol-
lowing obediently every recom-
mendation she gave us”.

From an interview with mum of 
Misha S., our graduate, May 2015.

Misha is now 10 years old, he is in 
the fourth grade

“Tatiana came to see us when 
things were particularly hard 
with me. I had wept for half a 
year… Tanya was literally pulling 
me back from the abyss, saving 
me. She told me how teaching 
is organized in Downside Up 
groups for older children, how 
they then go to the kindergarten 
and school. Tatiana worked with 
Sophia and was teaching me, 
and I was trying to do everything 
for Sophia to advance in her 
development, to reach certain 
milestones. And later it was Tati-
ana who suggested the particu-
lar toy and early development 
center we could go to, she be-
came our guide into the world. 
Without her visits at that hard-
est time in my life I would not 
have coped, would not recover, 
would not see the future for my-
self and my daughter”.

From an interview with Sophia 
K.’s mum, May 2015. Now Sophia 
is 5 years old
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Social adaptation groups for children 
from 1.5 to 2.5 

DURING THE REPORTING PERIOD:

52 lessons for two groups of children: 1.5 to 2.5 years of 
age (18 children) and 2.5 to 3.5 years of age (10 children);
104 individual consultations by special education teach-
er/early development expert.

Sessions in these groups are a kind of a 
“bridge” from home teaching to lessons 
outside home, in other words, in settings 
more akin to the environment of a kinder-
garten. The group’s curriculum covers two 
school years.

Children participate in the sessions to-
gether with their parents who act as teach-
er’s aides. The teachers conduct group 
sessions in such a way that each type of 
activity involves different skills and helps 
the child’s development as much as pos-
sible. Special focus is placed on commu-
nicative, speech and cognitive skills, sen-

sory and motor development, as well as 
group playing. Parents can repeat some 
games offered by the teachers to their little 
ones at home. 

The psychologist taking part in the ses-
sions advises parents on the issues of the 
child’s conduct and communication with 
other people around. As a supplement 
to group sessions, about once every5-6 
weeks the family receives individual con-
sultation from a special education teach-
er/early development expert, with recom-
mendations for consolidation of the skills 
obtained and home lessons.

Downside Up actively helps 
Moscow families with placing 
their children in preschools and 
kindergartens at their place of 
residence. We consider it very 
important for the families not to 
limit their life and communica-
tion to the Fund, but venture into 
the “big world”. That is why the 
Fund regularly conducts training 
seminars and webinars for the 
staff  of preschools in Moscow 
and across Russia.

•   Sessions in all groups are conducted once a week during the school 
year, except for vacation periods. 

•   Each group session lasts 3 hours or more.
•   All the group sessions involve a variety of activities: play, learning specif-

ic skills, physical training, joint meals, etc.
•   All the group sessions are supplemented by individual consultations 

provided to children and parents.
•   All the group sessions are supported by a psychologist.
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Supportive learning groups 
for children from 3 to 5

DURING THE REPORTING PERIOD:

55 group lessons for two groups: children of 3 to 4 years of age (9 children) and chil-
dren of 4 to 5 years of age (13 children);
267 individual consultations with special education teacher and speech therapist.

After two years of attending the social 
adaptation groups some of the children 
are placed in preschools. Children who 
can’t go to a preschool for valid reasons 
can attend the Fund’s supportive learn-
ing groups. The curricula of the groups 
build on the competencies and skills ob-
tained by the children in the first years of 

their lives. They are intended to further 
stimulate the child’s skills in all develop-
mental aspects. The task of the support-
ive learning groups is to further improve 
motor, communicative, linguistic, cogni-
tive and self-care skills that would help 
children to attend kindergartens and 
schools. Every group lesson is compre-

hensive. At this stage children learn to 
stay in groups on their own, without their 
parents. Teachers conducting the group 
lessons make sure that all the individual 
features of every child are duly taken into 
account. The key working method used 
in the group is game-based teaching.

To successfully prepare for school, every 
child needs not only to assimilate a cer-
tain amount of academic knowledge, 
but also to acquire the social skills he/
she  will need in the learning process: 
the ability to observe certain rules of 

conduct, to follow  teachers’ requests, 
to establish and maintain contact with 
adults and peers, to orient themselves in 
space and many other skills. This is the 
key focus of the teachers working in this 
group. Apart from the sessions at Down-

side Up, once every one to two months 
the Fund offers master classes, excur-
sions and other “sociocultural tours” 
enabling the children to consolidate the 
social skills they have acquired.

Social and emotional development group 
for children from 5 to 6

DURING THE REPORTING PERIOD:

27 group lessons for 11 children;
72 individual consultations.
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DURING THE REPORTING PERIOD:

27 group lessons for 10 children;
38 individual consultations.

Every training session includes a read-
ing and writing lesson, a maths lesson, 
graphical arts activity, a break and a 
group meal. The activities are structured 
in a way where on top of learning to read, 
write and count, children continue per-
fecting their social skills. It is important 
to teach the child to follow the structure 

of the lesson, control his/her own con-
duct, remain  concentrated on learning 
and switch from one  type of activity to 
another. The Get Ready for School group 
lessons offered by our Fund are very im-
portant, as going to school is a very dif-
ficult phase for every family. Workers of 
preschools and kindergartens also need 

recommendations on how to prepare 
children for the next stage in their educa-
tion. Building on the practical experience 
of the Get Ready for School group, the 
Fund’s specialists develop guidance for 
their colleagues at preschool facilities on 
how to  organize  such lessons.

Get Ready for School group 
for children from 6 to 8 

“We saw a huge quantum leap in Mi-
sha’s development when he went to 
the Get Ready for School group. At 
kindergarten, Misha didn’t want, nor 
had ever learned to properly hold a 
pen or a pencil, let alone write or draw 
anything, but his school preparation 
teachers taught him to write letters! It 
was a huge breakthrough! I could not 
believe it was my own child”.

From an interview with a mum of 
Downside Up graduate Misha S., May 
2015.

Misha is now 10 years old, he went to 
4th grade
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Within a year we held 19 events 
and other activities:
•  three parties to celebrate the be-

ginning of the school year;
•  a Star Volunteer Day;
•  a musical master class;
•  three New Year’s Eve parties; 
•  fi ve events in the context of the 

week dedicated to the World; 
Down Syndrome Day (March 21);

•  a visit to a bakery;
•  a visit to the zoo;
•  a graduates’ meeting;
•  three graduation matinees; 
•  … and many other activities!

Events 
and activities
In order to allow children to learn more about the world 
they live in, to be able to communicate with other people, 
to empathize and share their feelings, to acquire social ex-
perience, we organize various events every year: festivals 
and all sorts of exciting events at Downside Up, visiting 
theatres and other places where children can see and learn 
lots of interesting things.

Event at the Tretiakov Gallery dedicated to March 21. Downside Up was 
one of the event’s organizers

Music lesson by Tatiana Yermolina, a composer and an author of the 
music education within Montessori approach.

Dancing master class by Sergei Fursov, choreographer at the “Dancing 
House” Studio, “Open Art” Theater producer.

With Russian Santa Claus – Ded Moroz. Photo taken after 
the New Year’s Eve party.
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The theatrical performance “The New Year is Coming” by Expromt Theatre (director L. Iva-
nova) thrilled children and parents alike, and the reason for the success was obvious: the 
scenario was written by the actors specifi cally for the children from Downside Up! 

Performance by “In the Suitcase” theatre.

At the Graduation matinee of the Get Ready for School group. Visiting bakery.

Visiting the Moscow 
Zoo.
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FAMILY SUPPORT CENTRE PERFORMANCE EVALUATION

Engaging an external expert
To achieve the highest objectivity of 
the Program evaluation, the Fund 
invited Michael  J.  Guralnick, PhD, 
professor of psychology and pedi-
atrics, director of the Centre on 
Human Development and Disa-
bility (CHDD) at the University of 
Washington (Seattle) and chair-
man of the International Socie-
ty on Early Intervention, to carry 
out the evaluation visit. Michael is a 
world-level expert on early interven-
tion programmes that could provide 
an objective evaluation of the Family 
Support Centre performance based 
on international standards and best 
practice. 

Michael Guralnick interviewed direc-
tors and experts of the Fund’s Family 
Support Centre, as well as the par-
ents of children currently attending 
Downside Up programmes and par-
ents of our graduates. Michael also 
interviewed educational staff  of pre-
schools and schools currently attend-
ed by the children who were earlier 
enrolled in the Fund’s programmes 
and observed their conduct there.

Information for the evaluation was obtained in a number of 
ways:

• by interviewing directors and the key staff ;

• by studying the program documentation;

• by conducting online survey on the program staff  and experts;

• through group interviews with graduates’ parents;

•  by conducting anonymous online survey of the families cur-
rently enrolled in the programmes. 

“In early spring of 2015 Downside Up decided to undertake an evaluation of the Pro-
gram of Support for Children with Down Syndrome and Their Families carried out by 
our Fund. It was the fi rst time the Fund conducted a comprehensive evaluation ex-
ercise of this kind. It is important to keep in mind that the evaluation of that kind 
does not involve assigning some standard grades in terms of “good” or “bad” per-
formance level. We needed to understand where we are now and what we are, to 
see our strengths and weaknesses and, based on that understanding, to outline our 
course for the future. It was particularly important to assess our performance at this 
point in time: the Fund has existed for 18 years, accumulated a lot of theoretical and 
practical experience and created many programmes. We needed to make sense of all 
that experience, to analyze it and arrive at some conclusions”. 

Alexander Borovykh, Director for Strategies:
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In the course of the evaluation exercise Downside Up collected a lot of infor-
mation from its benefi ciaries: families raising children with Down syndrome. 
This information is still being processed and analyzed, but we can already 
present some results at this stage.

To achieve maximum objectivity, the sur-
vey of the parents was conducted anon-
ymously and online. Quality assessment 
questions were asked about each par-
ticular type of services. Answers for all 

the types of services were rather consist-
ent: most of the respondents gave them 
a score of “excellent” (5), while nearly 
nobody assessed them with the lowest 
scores (1 or 2). 

The key problem identified by the parents’ 
survey is the low level of families’ aware-
ness about the types of support they can 
receive from Downside Up. The Fund will 
take steps to improve its information ser-
vices for its beneficiaries.

On the other hand, we received a huge 
number of expressions of appreciation 
and gratitude for our work, as well as pro-
posals for service improvement and var-
ious requests. Downside Up will address 
each proposal and request individually. 
We believe it is very important that our 
services meet families’ expectations. 

We would like to separately cite the opinions of our graduates’ parents, as they 
can share a longer-term perspective on the support they received from the Fund.

5 points 79%
4 points 15%
3 points 4%
2 points 1%
1 points 1%

From an anonymous online survey of parents

From an interview with graduates’ parents

“I just want to say many, many 
thanks to you for being around. 
I don’t know what would have 
happened to me if it hadn’t been 
for the parents group! It is tremen-
dously important to understand 
you are not alone in this world with 
your special child. And we owe 

great thanks to your staff  for their 
understanding. Thank you once 
again for your prompt psychologi-
cal and emotional support!”
“This help and support was invalu-
able. I don’t know what to say… If 
it weren’t for you, we would just be 
scared of everything”.

“Downside Up gives parents a 
chance to master the appropriate 
ways of teaching our children. 
Styopa liked Downside Up lessons 
very much. Our fridge still fea-
tures a photo from a lesson at the 
adaptation groups when he is 2.5 
years old. He very often tells me: 
“Mummy, let’s go there!”

From an interview with the mum of 
Stepan K., the Fund’s graduate, May 
2015.
Stepan is now 8.5 years old, he 
went to 1st grade

“Downside Up gives the family 
a proper direction, steering us, 
parents, through our life. When I 

was expecting Misha 10 years ago, 
I could not have even imagined, 
didn’t have a slightest idea that I 
could give birth to such a child — 
why on earth should it happen? And 
when he was born, I didn’t have a 
clue how to deal with him and what 
to expect. It was a bolt from the 
blue. Everything was very frighten-
ing and unexpected for me, I could 
not see any way forward. Downside 
Up showed me that such children 
exist, they are wonderful and can 
grow into  miracles, real miracles!”

From an interview with the mum of Mi-
sha S., the Fund’s graduate, May 2015.
Misha is now 10 years old, he went to 
4th grade

Michael Guralnick, one of 
the leading international 
experts on early develop-
ment intervention, agrees 
with the parents:

“DSU has clearly established 
itself as the major resource in 
DS for the region, spearhead-
ing the use of instructional 
programmes such as Numicon, 
conducting workshops, and 
publishing scientifi c materials 
and practical guides for families. 
This high level of professional 
involvement ensures that DSU 
practices are evidence based 
and also promotes the use of 
these practices well beyond the 
immediate DSU program”.

Michael Guralnick, PhD., Director 
of the Center on Human Develop-
ment and Disability (CHDD) at the 
University of Washington (Seattle, 
Washington), Chairman of the 
International Society on Early In-
tervention 

Quality assessment of the Downside Up services:
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12.09.2012 — Message No. 1:
Let us introduce ourselves. Sasha 
is now a month and two weeks old. 
We are his parents, Dima and Anya, 
he also has grandmas, granddads 
and aunts, and we all love Sasha very 
much. We were not aware of his Down 
syndrome diagnosis in advance, so 
overcoming our emotional distress 
took us a lot of time. We spent one 
month in a hospital, as Sasha had bad 
blood test results…

08.02.2013 — Message No. 47:
…This Wednesday we went to Down-
side Up for consultation. We liked it 
very much. On the occasion, we are 
sending our thanks to all the Fund’s 
staff  for their warmth, encourage-
ment, guidance and recommenda-
tions.

25.11.2013 — Message No. 78:
We haven’t been writing to you for a 
while and we are missing you! :-) We 
now attend various lessons. We go 
to the swimming pool once a week, 
to Montessori Club, to a special edu-
cation teacher. Sasha is always very 
keen and responsive. He repeats 
everything he can after his teachers. 
They are very pleased with him…

04.09.2014 — Message No. 96:
I haven’t been writing for a long while, 
and the reasons, unfortunately, are 
not pleasant at all… Everything has 
changed very much in our life. In mid-
June Sasha got ill… We were given a 

terrible diagnosis: leukemia… We got a 
bed at Dmitry Rogachev Clinic in Mos-
cow, so we are now receiving treat-
ment quite close to your place. We’ve 
had one course of chemotherapy.
It’s just too frightening to wait, 
so we continued our lessons. 
Here are things we can NOT do: 
1. We stopped walking and crawling. 
Sasha doesn’t move on his own in any 
way now. 2. So far, he can’t eat inde-
pendently, and I’ve ordered a special 
bedside table. 3. After all the long 
stays in bed and health emergencies, 
we are again in diapers…
It is so painful to write about things 
my child was already able to do and 
has now unlearned again… Maybe, an 
expert from Downside Up could see 
us here and give me some advice?

06.09.2014 — Message No. 101:
Polina Lvovna, many, many thanks to 
you, to Dasha and all your wonderful 
team. Thanks for the aids and your 
kind words, for sending Dasha here. It 
was a very comforting for me to learn 
we were doing things properly. We will 
keep on with our lessons, believing in 
the best outcome of this risky adven-
ture. When there is a plan, it is already 
not that frightening.

12.10.2014 — Message No. 107:
… We’ve been in the clinic for a month. 
Time fl ies. We completed our second 
course on chemotherapy. We’re going 
to have two more, and a transplanta-
tion.

We began using the sound alphabet. 
Out of habit, Sasha uses his gesture 
and syllable prattling vocabulary, but 
when I insist, he tries to repeat words 
after me.
During this month we learned again to 
crawl on all fours, to stand up, to walk 
alongside a support. He has pain in his 
legs after the chemo, the muscles are 
weak. He feeds himself, washes his 
teeth and rubs himself with ointment 
where I ask him to. 

07.02.2015 — Message No. 109:
We are home. We’ve been home for a 
whole month now! We had four cours-
es of chemotherapy and we are now 
in remission. I don’t know yet who 
won in this war against leukemia: we 
need to wait for results. At least, we 
won this fi rst battle, together with our 
marvelous doctors.
We thank you and your whole organ-
isation for your support, for being at 
our side in that hell and for helping us 
getting out of there.

22.04.2015 — Message No. 123:
…I am so happy we didn’t lose time 
in the hospital and practiced there. 
If somebody is reading this thread 
about Sasha and us, there is one 
important idea I want to convey: 
no professional expert can replace 
the child’s main trainers, his mum 
and dad. 

From the Downside Up online consultative forum

SASHA’S STORY

* * *
Sasha’s mum continues to work on the 
development of her child using Down-
side Up’s “I Can Do It!” learning tables. 
She writes to our online consultative 
forum about Sasha’s new achievements 
and is still getting advice from the Fund’s 
experts. We are very happy and proud 
for this family and wish them all best 
health and happiness!



31

EDUCATIONAL ACTIVITIES

“One of the key areas of the Fund’s activity is promoting best practice and tech-
niques of psychological and educational support to families raising children 
with special needs. Our Fund remains a centre of excellence and resource cen-
tre off ering educational services to a whole range of public institutions, NGOs 
and professionals specializing in the rehabilitation of children with special 
needs in Russia and ex-Soviet countries”.

Elena Pole, Director, Educational Programmes: 

Educational activities and events:
A conference in Yekaterinburg;
50 face-to-face seminars and lectures in Moscow, 
Moscow region, Yekaterinburg, Novosibirsk, Kaluga, 
Petrozavodsk, Nizhny Novgorod, Ufa;
14 training webinars;
Five trainings for experts and representatives of 
NGOs from Samara, Ufa, Irkutsk, Makhachkala, 
Ryazan, Volgograd, Barnaul, Kirov, Omsk;
14 on-site training sessions at Moscow preschool 
facilities.

Attendees:
60 representatives from 25 regional NGOs;
96 parents;
1,269 specialists.

Quality assessment of the educational activities
Following each seminar, questionnaires were distributed to 
attendees. Below is the summary assessment based on 568 
completed questionnaires:

100% – indicated that the contents of the seminar were use-
ful to them;
97% – stated they received suffi  cient theoretical knowledge;
94% – received suffi  cient information on practical methods 
of work;
88% – would use the acquired knowledge in their work;
56% – already willing to share their experience through oth-
er similar seminars;
95% – gave the seminar the highest overall score of 5 points 
(out of 5);
4% – gave the seminar the score of 4 points (out of 5).
.

“The most important thing is that 
your Fund gives parents and us, 
practitioners, a hope that we can 
really cope, that the children can 
be helped. That we can guide 
them in their journey into this 
big and complex world, and do it 
with a smile”.

I. Shelest, speech therapist, Reha-
bilitation centre for children with 
special needs, Balashikha, Moscow 
region

“Exchanging experience is always 
benefi cial. Downside Up staff  
provide us with very valuable 
information. Most importantly, 
they share their wealth of practi-
cal experience accumulated over 
many years. Thank you so much 
for your very informative semi-
nars!!!” 

O. Rudova, head of the Social 
rehabilitation department, Cen-
tre for social rehabilitation and 
leisure-time activities for disabled 
people, Yuzhnoye Butovo district, 
Moscow
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REGIONAL PROJECTS

Moscow and Moscow region: a training course 
and seminars for education specialists

In the 2014-2015 academic year, Down-
side Up integrated all the specialized 
lectures and seminars offered by our 
experts over many years into a single 
training course for educational staff 
of preschool institutions (special ed-

ucation teachers, speech therapists, 
psychologists, tutors) entitled “Com-
prehensive Support to a Family of a 
Child with Down Syndrome: Early 
and Preschool Age”. The training was 
offered at the Fund’s premises running 

throughout the whole academic year and 
helped the attendees form a more holistic 
vision of how they can help families rais-
ing children with Down syndrome and 
other special needs and organize teach-
ing for these children.

At the end of year we had to prolong the 
course for one month, adding several un-
scheduled seminars after numerous fam-
ilies’ requests. The course ended with a 
round table discussion where everybody 
could talk and share their experience with 
colleagues. 

The course was attended by 66 specialists from 33 in-
stitutions (kindergartens, orphanages, rehabilitation 
centres, non-profi t organisations and private facilities) 
supporting more than 2,700 children with disabilities, 
including 322 children with Down syndrome.

1. Family-centered model of 
supporting families of chil-
dren with special needs and 
modern approaches to family 
support.

3. Developmental specifi cs of 
a child with Down syndrome. 
Support to families raising 
young children from 0 to 3 
years with Down syndrome.

2. Psychological support to 
families after birth and in the 
education of a child with con-
genital malformations.

4. Organization and support 
of families with preschool-age 
(3 to 8 years-old) children 
with Down syndrome.

The course covered all the elements of the family-centered model of fam-
ily support which is the foundation of all the Fund’s work and included 
21 seminars organized around four subject areas

RESULTS OF A SURVEY OF THE COURSE EFFECTIVENESS:

•  ALL the surveyed attendees now use the knowledge obtained at Downside Up seminars in their own professional work. 
•  ALL the surveyed administrators said the seminars were useful for practitioners and noted their positive impact on 

the educational practices of their institutions.
•  A number of administrators and specialists noted that the knowledge they received helps them in their work, not 

only with children with Down syndrome and their families, but also with children with other special needs (autism, 
complex disorders, etc.).

•  Nearly all the attendees now share their knowledge and experience with colleagues who were unable to attend the 
Downside Up sessions: they now make presentations to their staff , share practical experiences from their own les-
sons, make presentations at professional conferences, etc.

“This year’s round table was 
clearly diff erent from all the 
round tables we had before. 
This time, many practitioners 
stressed that Downside Up 
taught them how to share their 
experience and knowledge in a 
professional way”.

Tatiana Nechayeva, Director, 
Downside Up’s Family Support 
Centre
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BESIDES THE EDUCATIONAL COURSE, WITHIN THE REPORTING TIMEFRAME:
15 seminars for specialists from Moscow and Moscow region were conducted.
They were attended by 414 specialists from more than 100 institutions.
700 copies of books and journals were published by Downside Up and distributed to 
Moscow preschools.
14 on-site consultations on Down syndrome issues were held at Moscow preschools, 
attended by 3 to 12 employees of each institution.

“The movement theory presented at the seminar changed my whole 
outlook on the development of motor skills in children with Down 
syndrome. You have provided very clear motor skills development in-
dicators which are of great practical value. The interactive style of the 
seminar, its focus on practical application of knowledge, on analysis 
and refl ection help us think of our work with children in a new way 
and grow professionally. Thank you very much!”  

A.Volzhina, Director, “Rodnik” Centre, Moscow

“The seminar on early motor de-
velopment was very impressive 
indeed. The material was easily 
accessible and intelligible, with 
high-quality practical demonstra-
tions. It was such a great idea to 
give us a chance to have our own 
practice with kids. It’s an invalua-
ble experience that I am going to 
use in the rehabilitation of chil-
dren with Down syndrome”.

I. Glukhova, clinical psychologist, 
neuropsychologist, Novogireyevo So-
cial Services Centre, Perovo district 
branch, Family and Child Services 
Division, Moscow

“The material on consultation and 
early development was very inter-
esting. Wonderful presentation of 
the stuff ! It was all very interest-
ing and informative. Thank you so 
much! I have been searching for 
such seminars for a long time!” 

E. Travnikova, speech therapist, spe-
cial education teacher, 
“Curious Giraff e” Children’s Centre, 
Moscow

“I will certainly take on board this new knowledge in my work. Thanks 
to the discussion style of the round table I was able to see that our 
institution is not the only one in facing some of the problems. We also 
saw much clearer a solution to any particular situation”. 

G. Povaliayeva, psychologist, speech therapist, special education teacher, 
Social Rehabilitation Centre for Minors”, town of Noginsk, Moscow region

“I loved seminars on feeding, on global reading and on Numicon. The 
workshop with practical tasks in detailed skills training (washing teeth, 
dressing up for a walk, etc.) was also very useful. The idea of video re-
cording of lessons with subsequent analysis is also very promising”.  

O. Rudova, head of the Social Rehabilitation Department of the Centre for 
Social Rehabilitation and Leisure-Time Activities for Disabled Persons, Yu-
zhnoye Butovo district, Moscow

Extracts from questionnaires completed by seminar attendees:
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Sverdlovsk region: Transferring the Downside Up’s early 
intervention model into the region

A series of educational events were conducted for regional 
specialists:
• Introductory workshop “Comprehensive Approach to Early Intervention Services for 
Children with Disabilities: Family-Centered Techniques of Support for Young-Age Children”.

On-site seminars “Child’s Development in a Natural Environment. Competence-Focused 
Approach” and “Performance Measurement”.

A series of webinars on techniques of working with families of early and preschool-age 
children (“Speech Development”, “Cognitive Development”). The webinars were conduct-
ed by Downside Up specialists, as well as J. Hughes and Ch. Manske, international ex-
perts invited by the Fund.

Eight supervision exercises at the local pilot sites.

Guidance to local specialists and online discussion of topical issues via the Downside 
Up’s online consultative forum have become a new form of work within the region. 
We also conducted video sessions with the regional project coordinator and the man-
agement of pilot sites. 

The training events and 
activities organized by 
Downside Up were at-
tended by some 150 spe-
cialists from 20 regional 
organisations. 

The project is being implemented with the support and participation of 
the Legislative Assembly of Sverdlovsk region, the local government of 
the Sverdlovsk region, the Ministry of Social Policy, Education and Public 
Health of Sverdlovsk region and the Offi  ce of the Children’s Rights Com-
missioner (Children’s Ombudsman) for Sverdlovsk region.

The project is led and coordinated by a Downside Up team, with active 
participation of Yu. Razenkova, PhD, Director of the Laboratory of Con-
tents and Methods of Early Intervention Services for Children with Iden-
tifi ed Developmental Disorders of the Special Education Institute of the 
Russian Academy of Education, and E. Aivazian, PhD, senior research as-
sociate at the same institution.

The project has seven pilot sites representing the wide geographical 
spread of the local institutions providing services to families of young-
er-age children with disabilities in Sverdlovsk region. Three of the sites 
are located in the city of Yekaterinburg, the remainder, in the towns of 
Polevskoy, Kamensk-Uralsky, Nizhny Tagil and Zarechny.

In 2014-15, thanks to the financial 
support of the Civil Society Institute, 
Downside Up has been implementing 
the project “Transferring the Downside 
Up’s early intervention model of support 

to Families of Children with Disabilities 
in Sverdlovsk region”. Local coordina-
tor of the project is “Sunny Children” 
NGO, Sverdlovsk-based non-govern-
mental organization for the support of 

disabled people with Down syndrome 
and their families, whose proactive and 
constructive attitude made the project 
possible.

From attendees’ 
questionnaires

“Dear teachers! Many, many 
thanks for arranging yet another 
webinar. Its subject is highly rel-
evant for our staff . I would like 
especially to commend the easily 
accessible presentation of the 
material. Polina Lvovna’s book 
(along with other materials from 
Downside Up) is routinely used 
to prepare and conduct consul-
tation and lessons with our little 
“clients” with Down syndrome. 
The event helped us once again 
to place the information in con-
text and structure it accordingly. 
We highly appreciate your con-
tinuous support and guidance 
materials”.

“Sunny Children” NGO

“We were particularly interest-
ed in the competence-focused 
approach to the development of 
children with disabilities. We will 
certainly use these ideas in our 
work. We believe it is very impor-
tant to bring about a change in 
teachers’ and parents’ mindset”. 

G. Bryazgina, assistant director, 
“Rainbow Centre” preschool facility, 
city of Yekaterinburg
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The ongoing project 
comprises fi ve live train-
ing sessions for special-
ists in the region, lec-
tures and a seminars 
component, a number 
of supervision exercises 
and a closing conference 
scheduled for 2016. 

Novosibirsk region: “Speech Therapists of Siberia” project

Project beneficiaries are specialists from 
Novosibirsk, Krasnoyarsk, Omsk, Gor-
no-Altaisk and other Siberian cities, in-
cluding local university lecturers specializ-
ing in special education and speech thera-
py, as well as practitioners already working 
or intending to work with children with 
Down syndrome. The total number of the 
course attendees is approximately 100.

Project results

In the autumn of 2014 Downside Up start-
ed a biannual project “Speech Therapists 
of Siberia. Comprehensive Approach to 
Speech Development in Children with 
Down Syndrome”. The project is being 

implemented on the basis of Novosibirsk 
State Pedagogical University (NSPU) and 
is supported by the Ministry of Education 
and the Ministry of Social Policy of Novo-
sibirsk region. 

• The project laid the foundations 
for inter-agency and interdiscipli-
nary cooperation of experts and rep-
resentatives of the state education, 
social security and public health au-
thorities of Sverdlovsk region. In the 
spring of 2015 the Government of 
Sverdlovsk region established a re-
gional inter-agency task force on the 
development of early intervention 
services for children in Sverdlovsk 
region, comprising representatives 
of three public agencies (with com-
petence, respectively, in education, 
public health and social policy), as 
well as T.  Cherkasova, chairman of 
the socially oriented regional NGO 
“Sunny Children”. 
• Work is under way to establish a 
“Procedure of Communicating the Di-
agnosis to Family at the Birth of a Child 
with Health Disorders” and negotia-
tions are continuing over the possibili-
ty of establishing a counselling service 
for parents of children with Down 
syndrome at “Bonum” Research and 
Guidance Centre, one of the leading 
medical institutions of Yekaterinburg.

• The project helped improve the 
professional skills of a wide range 
of specialists in the region and, cor-
respondingly, the quality of early 
intervention services provided to 
families. 
• The region has built its own profes-
sional community of specialists, which 

will facilitate achievement of sustaina-
ble project outcomes. 
• The scheme of regional rollout of the 
Fund’s early intervention services model 
has had a practical testing showing that 
the Fund’s experience is in high demand 
and can be eff ectively applied regional-
ly, taking into account local specifi cs. 

Downside Up specialists with representatives of Sverdlovsk region Administration.
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The reporting period also saw seminars conducted at the request of institutions and 
specialists from Nizhny Novgorod, Petrozavodsk, Ufa and Kaluga. The themes covered 
innovative practical methods of psychological and educational support to families. The 
seminars were attended by 96 specialists from 20 preschools, schools and medical in-
stitutions.

Four webinars delivered by Downside Up experts and invited specialists from Moscow, 
were transmitted as webcasts to Yekaterinburg, Novosibirsk, Volgograd, Murmansk, Tiu-
men, Nizhny Novgorod, Bashkortostan and Kazakhstan. The overall attendance rate of 
the webinars was 130 specialists from 20 institutions in 7 Russian regions, as well as 
Kazakhstan. 

One of the principal objectives of the 
“Speech Therapists of Siberia” project is 
to connect regional specialists with one 
another and eventually build a profes-
sional community of speech therapists. 
Apart from sharing research and guid-
ance with the practitioners one of the 
most crucial elements of the project is 
to bring therapists together, encourag-
ing them to reach a new level, to change 
their approach to teaching and to spread 
their newly acquired knowledge further.

In the reporting period Downside Up 
experts and Christel Manske, (doctor 
of philosophy and director of the Insti-
tute for the Development of Functional 
Brain Systems, Hamburg), as the invited 
expert, held two seminars in the con-
text of the project. These included 11 
lectures and four supervisions. Each 

lecture was attended by approximate-
ly 100 specialists. An added bonus was 
the provision of live webcasting of the 
lectures to other lecturing halls on its 
campus by NSPU.

As a preliminary result of the project, 
its participants have noted that experts 
and lecturers who attended the semi-
nars have already made changes to their 
own work and are willing to offer their 
students more practical lessons. Further-
more practitioners understood better the 
importance of theory, including interna-
tional experience accumulated by Down-
side Up and disseminated by it at region-
al level. The project, which is in effect a 
comprehensive training course consid-
ered throughout and based on the Fund’s 
practical experience, has already attract-
ed keen interest from other regions.

“The information is very rele-
vant and its serious theoretical 
level is combined with accessi-
ble presentations. Being a lec-
turer on speech therapy myself, 
I fi nd attending public lectures 
by colleagues very useful! Many 
thanks to the organizers!” 

A. Mamayeva, assistant professor, 
Chair of Special Education, Kras-
noyarsk State Pedagogical Univer-
sity (KSPU)

“Implementing the inclusion of 
children with disabilities in kin-
dergartens is sometimes a huge 
challenge. What shall be done, 
and how? The seminar helps 
us identify methods of speech 
therapy and means of develop-
ing other psychic functions that 
are most appropriate with such 
children”. 

Zh. Manakova, teacher/speech 
therapist, municipal preschool 
facility No. 85, Novosibirsk
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DEVELOPMENT OF LEARNING AND GUIDANCE MATERIALS, 
PREPARATION OF NEW SEMINARS 

Competence-Focused Approach: 
an interactive seminar for parents

Competence-focused approach. “I Can Do It!” skill 
and competence development tables

This school year, Downside Up particularly focused on the development of guidance 
materials based on the competence-focused approach to children’s development. Competence is not just 

certain skills: it is an 
ability to actually use 
such skills in perform-
ing essential acts in 
one’s social environ-
ment.

P. Zhiyanova, the Fund’s leading resource 
specialist, has developed a first version of 
a competence-building tables “I Can Do It! 
Development of a Child in his/her Natural 

Environment. Skills and Competences.” for 
children with Down syndrome aged up to 
3 years. The Fund also prepared seminars 
for specialists and parents on this subject 

that help them master the key principles of 
this approach and understand how they can 
structure and implement a development pro-
gram for the child based on these tables.

The online seminar was conducted through 
the Downside Up online consultative fo-
rum from November 2014 to June 2015.

The interactive format of the seminar 
enabled parents to actively engage in it 
and provide their continuous feedback 
through the Forum. 

The most active participants were 20 par-
ents of children with Down syndrome 

who had already received consultations 
through the Forum, largely mothers of 
one to two year-old children, as well as 
three parents with four to six year-old 
children. Overall, the seminar was attend-
ed by approximately 65 people.

At the conclusion of the seminar parents 
were asked to assess its impact. All the 
participants noted a change for the better 
in three aspects: 

•  changes in the organisation of the fam-
ily’s daily life.

•  parents came to understand their child 
better.

•  positive changes in the child’s conduct. 

Parents’ comments after the seminar

“It infl uenced the arrangement of 
our daily life and, in some sense, 
my own self-organisation as well. 
I learned to wait longer and be 
more patient, giving my daughter 
a chance to independently react 
to words and suggestions. As 
a result, the communication is 
slowly becoming more meaning-

ful for her, as her own responses 
fi nd more time and space to 
express themselves. She is be-
coming more insistent, trying 
to prove and get her point over 
to me. I think, all these devel-
opments will help the speech to 
come forth. That’s the surprising 
result we are observing”.

“Our entire family has made some 
changes in our lifestyle and hab-
its – even grandma and grandpa. 
We now walk to the bathroom, 
rather than being carried. We reg-
ularly wash our hands, comb our 
hair, clean our teeth, doing it all in 
the same sequence and at about 
the same time”.

The main idea behind the competence-focused approach is that parents 
and carers primarily help the child to master some key skills and compe-
tences that will enable him to be part of society, rather than “correcting” 
the child’s development. In the course of activities organized around the 
competence principle the child develops his social communication skills, his 
speech, thinking, memory, gross and fi ne motor skills.
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The Fund has translated, reworked and 
adapted to Russian the environment 
pediatric development journal used by 
specialists in the UK. The “Child’s devel-
opment journal” gives parents an oppor-
tunity to establish the development level 
of their child on their own and prepare 
an indicative program of lessons to be 
conducted on their own. The tables are 
easy to use by both parents and educa-

tion practitioners alike, as they have a 
convenient horizontal structure: one can 
easily see at each phase what should be 
happening in all areas of the child’s de-
velopment. 

The tables are available from the Down-
sideup.wiki portal. Parents can also receive 
guidance on their use at the Downside Up 
online consultative forum.

Child’s development journal

The Fund has developed a working ver-
sion of a speech therapy pack based on the 
internationally famous British program 
“See and Learn” adapted for use in the 
Russian environment.

In the course of the reporting year the 
Fund:

•  developed and adapted the “See and 
Learn” program to allow for the specif-
ics of the Russian language and Russian 
children’s’ vocabulary; 

•  developed a diagnostic form “Stimu-
lating Sound Production with Young 
Children”;

•  developed a diagnostic form for record-
ing the first words pronounced by chil-
dren with Down syndrome;

•  developed a guide for parents for the 
period before the child begins to speak; 

•  prepared “First Words and Phrases” 
picture pack;

•  prepared guidelines for parents on 
global reading.

The distance learning unit will run on the 
Downsideup.wiki platform. 

The first three videos of lectures for the 
unit entitled “Issues of Feeding Children 
with Down Syndrome: Speech Thera-
py Perspective” have been recorded. The 
choice of this particular theme is due to the 
keen interest of both specialists and parents 
in the subject. Editing of the videos is cur-

rently being completed. In the autumn of 
2015, first specialists will be able to receive 
online training in the subject. 

The new distance learning platform im-
plemented at Downsideup.wiki will allow 
practitioners and parents to be regularly 
trained at a  convenient time. Next year, the 
Fund is going to design, record, edit and 
present more training units to its audience.

First distance learning unit 
for Dowsnideup.wiki

Speech therapy pack

To ensure wider dissemination of expe-
rience gained at Downside Up as well as 
meet specialists’ and parents’ requests, 
Downside Up has designed and conduct-
ed the following new seminars:

•  “Development of a Child in Natural 
Environment. Competence-Focused 
Approach” — a seminar for specialists

•  “Development of a Child in a Natural 
Environment. Competence-Focused 
Approach” — a seminar for parents

•  “Children of Preschool Age with Down 
Syndrome: Comprehensive Develop-
ment and Learning Approach”

•  “Speech Development: Psychological 
and Social Aspects”

•  “Development of Cognitive Activities 
of Early-Age Children with Down Syn-
drome”

New seminars
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TRAINING FOR REGIONAL NGOs

In the period from December 2012 to October 2015 Downside Up 
has been implementing a large-scale program of improving or-
ganisational and financial sustainability of non-profit organi-
sations (NGOs) supporting children with Down syndrome and 
their families across Russia funded by the Ministry of Economic 
Development of the Russian Federation.

In 2012-2015 Downside Up provid-
ed training for 104 members of 42 
NGOs from 33 Russian regions.

DOWNSIDE UP PROVIDES TRAINING TO NGOs IN TWO KEY AREAS:

IN THE REPORTING PERIOD THE FUND CONDUCTED 
THE FOLLOWING EVENTS AND ACTIVITIES INVOLVING 
60 REPRESENTATIVES OF 25 NGOS FROM 22 RUSSIAN 
REGIONS:

10 webinars,
more than 200 hours of consultation (email, telephone, 
Skype),
three-day traineeship during the Fund’s charity race in 
Moscow,
two-day on-site training session.

Organization and conduct 
of charity sports events such 
as the CHARITY SPORTS 
project

NGOs organizational 
development

Trained NGOs become 
partners of the CHARITY 
SPORTS project, as well as 
launch their own local char-
ity sports events. NGOs use 
the funds raised to carry 
out their own regional pro-
grammes of support to chil-
dren with Down syndrome 
and their families. 
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PROFESSIONAL DEVELOPMENT OF THE FUND’S STAFF

To be able to operate efficiently and trans-
fer its experience and knowledge, the 
Fund has to upgrade and develop the skills 
of its own staff, improve their professional 
potential and competencies, their public 
speaking skills, as well as help them open 
new professional horizons. 

• In February and June 2015 the Fund’s 
expert N. Groznaya made two presenta-
tions for the Fund’s staff reviewing 
recent global trends in early interven-
tion services. She told Downside Up pro-
fessionals about the results of recent re-
search into child development and family 
services and the current priorities of some 
of the leading international institutions 
and professional associations.

• In November 2014 Downside Up ex-
perts went on a very productive training 
visit to the UK. The visit’s objective was 
to study various types of services cur-
rently provided to families of children 
with Down syndrome in London, as well 
as review some speech development pro-
grammes for children with DS used by 
British specialists. The team was com-
prised of six members of Downside Up 
staff and three colleagues from Yekat-
erinburg. 

• The Fund’s staff attended 9 seminars 
on organizational development and 
performance assessment techniques. 

• The Fund’s teachers and psychologists 
attended our own seminars for education 
professionals.

• Four Downside Up employees acted as 
seminar instructors for the first time.

• Two seminars conducted by 
international experts were organised for 
Downside Up employees. These seminars 
were also transmitted as webcasts to seven 
regions of Russia, as well as Kazakhstan:

• In April 2015 Dr. Julia Hughes, a 
certified expert in speech development, 
audiologist and Director of Elizabeth 
Foundation, a British charity supporting 
preschool children with hearing loss and 
their families and an advisor to the UK-
based Down’s Syndrome Association, 
conducted a seminar on development of 
communication skills and speech of 
young children with Down syndrome 
and other developmental disorders. 

• In May 2015 we held a seminar by 
Professor Christel Manske, doctor 
of philosophy, founder and director of 
Institute for the Systematic Development 
of Functional Brain Systems (Hamburg, 
Germany). Professor Ch. Manske has 
worked as a psychologist and special 
education teacher for children with 
serious developmental disorders for more 
than 40 years. The seminar topics covered 
a range of issues relating to children’s 
cognitive and speech development, as 
well as specific aspects of their conduct 
and the respective correctional 
techniques.

“I am immensely thankful for 
this chance to take part in 
the study visit and exchange 
experience with our British 
colleagues. This experience of 
communication with Downside 
Up specialists and our British 
colleagues was truly invalua-
ble for me as a practitioner in 
comprehensive rehabilitation 
of children with disabilities, as 
well as for our centre”

I. Drobakhina, Assistant Direc-
tor, Research and Guidance, 
Kamensk-Uralsky Rehabilitation 
Centre
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EXPERT PARTICIPATION
DURING THE REPORTING PERIOD:
26 experts’ reports and presentations at national and interregional conferences, exhi-
bitions and events.

September 17-19, 2014 Ufa “Let’s Help Our Children Together! A Child Should Live in a Family”: 
an All-Russia exhibition and forum

September 24, 2014 Yekaterinburg
Conference “Comprehensive Approach to Early Intervention Services for 
Children with Disabilities. Family-Centered Support Services for Early-Age 
Children”

October 7, 2014 Moscow 10th Congress of Children’s Rights Commissioners (children’s 
ombudsmen) in mega-regions of the Russian Federation

November 12-13, 2014 Moscow “Projects and Services for Children: Performance Assessment”: 
a nationwide conference

December 10, 2014 Moscow “Job Placement and Employment of People with Disabilities”: 
a round table discussion

December 11-12, 2014 Kaluga “Experience of Establishing Early Intervention Services for Children with 
Disabilities from Birth to Three 3 Years of Age”: an international workshop

March 24-26, 2015 Moscow “Rehabilitation. Accessible Environment”: an international exhibition

April 7, 2015 Moscow “Social Support to War Veterans, Disabled People and Other Socially 
Vulnerable Groups”: a round table discussion

April 19, 2015 Moscow Montessori Spring Festival

April 21-24, 2015 Moscow “Integration. Life. Society. 2015”: an international exhibition

May 21-22, 2015 Kaluga
“Socialization in the Educational Space for Children with Special Health Needs, 
Disabled Children, Orphaned Children, Children Deprived of Parental Care and 
Children at Risk”: an international workshop

June 15-16, 2015 Moscow “Early Intervention System in the Regional Educational Space: Experience and 
Development Strategy”: a workshop

June 22-23, 2015 St. Petersburg “White Nights of Fund Raising”: an international workshop
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PUBLISHING ACTIVITIES

DURING THE REPORTING TIMEFRAME:
Four new issues of two journals published;
Three guidance books reissued;
The overall circulation of books and journals pub-
lished is 19,600 copies;
2,613 copies of the Fund’s journals were delivered 
to specialists;
1,304 copies of the Fund’s books were delivered to 
specialists.

Our journal Down Syndrome. XXI 
century is registered with Roskom-
nadzor, the federal agency for super-
vision in telecommunications and 
mass media, registration certificate 
PI No. FS77-29964 dated October 
17, 2007.

Our journal Take a Step is regis-
tered with Roskomnadzor, the fed-
eral agency for supervision in tele-
communications and mass media, 
registration certificate PI No. FS77-
53063 dated March 4, 2013. 

New issues of our journals:
Down Syndrome. XXI century No. 1 (12), 2014, 1500 copies

Down Syndrome. XXI century No. 2 (13), 2014, 1500 copies

Take a Step No. 2 (50) October 2014, 4800 copies

Take a Step No. 1 (51) April 2015, 4800 copies

The following books and brochures have been 
reissued:
Reading book for parents: a collection of articles published in 
Take a Step journal in 1997–2014 (3rd edition), 3000 copies.
Down Syndrome. The Facts, edited by В. Pole. (3rd edition), 
3000 copies.
Development of Motor Skills in a Child with Down Syndrome. 
A reference book for support experts / edited by В. Pole, 
P.Zhiyanova, T. Nechayeva. (2nd reworked and supplemented 
edition), 1000 copies.

The major event of the year for our unit was that our journal,  Down Syndrome.
XXI century, was assigned an international standard serial number (ISSN). 
From now on, our journal is a member of the international family of period-
icals and can be on off er at serious libraries and through various web media. 
Assignment of the ISSN will also enable us to attract new authoritative, reputa-
ble and professional authors and partners.
During the reporting period our journal Take a Step saw its 50th issue. The journal 
fi rst appeared in 1997 as Downside Up’s newsletter. Just a couple of photocopied and 
stapled together sheets of paper launched an important eff ort that has kept and will 
keep many people inspired for years to come.

Maria Fursova, Publishing Coordinator: 
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Parents and specialists receive all the Fund’s books and journals 
free of charge:
• The parents’ journal Take a Step is sent to all the families registered at Downside Up. 

• The interdisciplinary theory and guidance journal Down Syndrome. XXI century is dis-
tributed partly by subscription and partly as handouts at conferences and other events in 
which Downside Up takes part.

• Books and brochures are delivered to parents and specialists. All the newly registered 
families receive a pack of 6-7 books. Specialists receive book packs upon request.

Recent trends in the journals’ themes:
•   Down Syndrome. XXI century is increasingly featuring practice-oriented publica-

tions by Russian authors. We seek to combine such articles with theoretical mate-
rials written by our foreign colleagues, thus building local practice on a solid foun-
dation of international science.

•  With every new issue of the journal, articles by medical practitioners are becom-
ing more focused and targeted. Authors address specific issues like depression, 
Alzheimer’s disease or dental issues of disabled people. We intend to continue in 
this vein, expecting new articles by an eye specialist and audiologists. These publi-
cations make our journal a practical tool for professionals in specific fields.

•  Meeting our readers’ requests, we increasingly write about the lives of adults 
with Down syndrome. This expands our readership considerably, as many spe-
cialists work with teenagers and adults rather than younger children. Such ar-
ticles also address most parents’ concerns. This includes publications about 
success stories and the lifestyle of individual adults with Down syndrome, in 
Russia and elsewhere.

From the Downside Up 
online consultative forum

“Polina Lvovna, you often asked 
us mums writing to themes 
at the Forum something like 
“Why do you think I wrote those 
books?” Well, I think the books 
have been written personally 
for me and my Varvara. If it 
wasn’t for these books, I would 
not have coped”. 

From a correspondence of a 
child’s mum with P. Zhiyanova,
the Fund’s leading resource spe-
cialist

“Your books and journals have 
taken a prominent place in our 
library’s collections, they are re-
quested all the time by readers 
from many diff erent groups. 
We would be very happy to 
receive your new publications 
and become your permanent 
partners”. 

Tatiana Krinitsina, Head of the 
Acquisitions Department, Altai 
Krai Special Education Library.

“I have been working with chil-
dren with Down syndrome for 
fi ve years. Your journal and 
books I can get hold of at your 
seminars are a huge support 
in my work. THANK YOU VERY 
MUCH!”

Special education teacher at a 
rehabilitation centre, city of Nizh-
neudinsk
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469
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SUBSCRIPTION GEOGRAPHY

INSTITUTIONAL SUBSCRIBERS: BREAKDOWN BY TYPE

DOWN SYNDROME. XXI CENTURY: 
DISTRIBUTION AND READERS’ 
EVALUATION

Central Federal District

Rehabilitation centre

Medical / 
Health organisation

Preschool / 
School

Other types of organisations and private persons

NGO

University / Science institution

Orphanage / Foster house

Government body

Library / Mass Media

North-West Federal District

North Caucasian
Federal District

Volga Federal District

Urals Federal District

Siberia Federal District

Far East Federal District

Other countries

South Federal District
subscribers

subscribers

25%

37%

11%

13%

6%

9%
6%

4%

2%

2%
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8%

7%

8%

4%
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IN THE REPORTING PERIOD we conducted another survey 
of the journal’s subscribers and readers, collecting 178 
paper-based and online questionnaires. We are happy to 
report that the subscribers’ and readers’ opinion about 
the journal continues to be very high.

93% of participants of the survey gave the journal an 
overall score of 8 to 10 points (out of 10);
When asked how “interesting” the publication was, 90% 
of respondents gave it 8 to 10 points (out of 10); 
When asked about its “usefulness for their work”, 78% 
of respondents gave it 8 to 10 points (out of 10).

On average, every 
copy of the journal 
is read by more than 
7 specialists! It shows 
that the journal is high-
ly sought after and 
that each copy serves 
not one, but seven ed-
ucation professionals.

Readers’ feedback

“We have been reading the 
journal for three years now. 
Each issue features some infor-
mation that is relevant for to-
day’s society and for our work. 
The articles are very interesting 
and informative. Actually, we 
use the materials in our work 
with children with developmen-
tal disorders other than the 
DS as well. We are immensely 
thankful to all who help prepar-
ing the articles, the design and 
publication of the journal!” 

Head of department at a rehabili-
tation centre, city of Mozhaisk

“I believe the journal provides 
valuable psychological support 
to parents of children with 
Down syndrome. It also helps 
us doctors choose right words 
and good examples to help as 
many children as possible stay 
in families!” 

Director of a medical genetics 
centre, city of Tula

“The journal helps promote a 
positive outlook on people with 
Down syndrome among the 
general public, is very popular 
among specialists and is of 
great interest to parents of chil-
dren with Down syndrome. We 
would love to see even more 
practice-oriented material and 
greater frequency, like six is-
sues a year!” 

Chief bibliographer, Altai Krai 
Special Education Library, city of 
Barnaul

“The journal is very informative, 
very useful for our work with 
students and helps us form the 
outlook of our future practition-
ers”. 

Head of a university chair of 
special education, city of Minsk, 
Belarus

Overall journal’s rating
Points from 1 to 10

How useful is the journal? 
Points from 1 to 10

How interesting is the journal? 
Points from 1 to 10

10 59%
9 24%
8 10%
7 4%
6 2%
5 1%
4 0%
3 0%
2 0%
1 0%

10 44%
9 21%
8 13%
7 7%
6 6%
5 6%
4 1%
3 0%
2 1%
1 0%

10 53%
9 22%
8 15%
7 6%
6 2%
5 1%
4 0%
3 0%
2 0%
1 0%
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EDUCATION, OUTREACH AND 
AWARENESS RAISING

WITHIN THE REPORTING PERIOD:
The 292 materials on Down syndrome and Downside Up’s work featured in the me-
dia during the reporting period included:

36 reports by central TV channels (First Channel, Russia-1, NTV, TVTs, OTR, 
LifeNews, Dozhd and other);
17 radio reports (Mayak, Ekho Moskvy, RSN, Nashe Radio, City-FM, Podmoskovye 
and other);
32 news reports by information agencies (MIA Russia today, TASS, Interfax, Reg-
num, ASI and other);
207 publications in printed and internet media (Forbes, Kommersant, Argumenty i 
Facty, Argumenty Nedeli, Domashni Ochag, N-Style, PROSport, Lenta.ru, Gazeta.ru, 
Semiya.ru, Woman.ru, Pravoslaviye i Mir, Miloserdiye, Philanthrop and other).;

6,699 subscribers on social netoworks (Facebook, Vkontakte, Instagram);
Thousands of reports and messages in public fora and leading social media.

“Each year, we put  more eff ort into  communicating  with the mass me-
dia and raising public awareness. We know that the mass media help in 
addressing the situation where children with developmental disabilities re-
main “invisible” to  society at large, whilst simultaneously  mobilizing sup-
port for our work. We are thankful to all journalists covering our topic, and 
it is very gratifying to observe that the frequency (as well as quality!) of media 
reports on Downside Up and its work is growing with each passing year. During 
this reporting period the number of such references doubled, rising from 158 to 
292! We are also seeing a similar growth in the number of subscribers on our social 
networks: some 7,000 people are subscribed to the Fund’s news. Join us on Facebook, 
Vkontakte and Instagram!”

Julia Kolesnichenko, Head of Press Service:
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March 21, the World Down Syndrome Day, was widely covered in the media with Downside Up’s active 
participation. 

Planet Willi: a book about 
a boy with Down syndrome

One of the most memorable events of the 
year was the publication of “Planet Wil-
li” picture book. The story was written 
and drawn by Willi’s mum Birte Müller, 
a well-known children’s book illustrator 
from Germany. Members of Downside 
Up staff took part in preparing the 

book for publication by Samokat, 
Russian publishing house, and wrote 
a preface to its Russian edition. The 
book was presented on November 30 at 
the Central Artists’ House at Krymski Val 
as part of the Non-Fiction book fair. The 
book was published in December 2014 
and was almost completely sold out by 
April, so great was the demand for it. The 
publisher decided that 60 rubles from 
the sale of each copy of the book will 
be remitted to fund the programmes 
for Downside Up’s pupils. 

On April 28, 2015, Downside Up or-
ganized a meeting with the author. 
Birte’s talk with parents who came to the 
meeting lasted for nearly two hours. Wil-
li’s mum told the audience of the problems 

faced by the family, of her own experience 
of supportive communication with her son, 
of the changes the special child brought 
into the life of the family. 

Celebrity volunteers 
On the eve of the International Day of People 
with Disabilities observed around the world 
on December 3, Downside Up was visited 
by well-known actors, including Alexander 
Pushnoi, a popular TV presenter, entertain-
er and musician, and Berilyaka, a character 
dearly loved by all children, and magnificent-
ly played by Richard Bondarev, theatre and 
movie actor and Downside Up Ambassador. 
The guests arranged a circle dance and made 
Christmas toys together with the children. At 
the end of the festivities everybody had tea 
with cake and gingerbread.

Alexander Pushnoi:  “It was a 
wonderful party. The kids were very 
happy and cheerful – probably the 
most important thing in this world. 
They have something that we, peo-
ple without that extra chromosome, 
have practically lost: all the kids are 
so sincere. We are very grateful to 
them for that special feeling”.
Richard Bondarev: “I believe 
everybody should do something 

in their life beyond their work – 
something important for people 
around. Too often we lock our-
selves up in our small world and 
don’t see what happens around. 
It is so important not to close our 
eyes to problems, to see them, to 
try to help others, because if we 
ignore our diffi  culties they won’t 
resolve by themselves, they will 
only accumulate and grow”.

19.03.2015
“Domashniy Ochag”, Expert’s opinion 
— a comment by Tatiana Nechayeva: 
“I think, several things are needed for a 
child with Down syndrome to become an 
independent adult person and be included 
in the community life. It is, first, the so-
ciety’s willingness to accept an individual 
who is different. Secondly, it is the oppor-
tunities allowing children with disabilities 
to build their social experience, knowl-
edge and ideas about the bigger world in 
the same degree as their peers. Finally, 
it is the professional support, which, of 

course, should be provided not only to the 
little one, but to the whole family”.

http://www.goodhouse.ru/
family_and_children/psihologiya/

realnaya-istoriya-usynovit-i-polyubit-
rebenka-s-sindromom-dauna/3/

20.03.2015
Argumenty Nedeli — “Tolerance alone 
is not enough”: an interview
“— What myths do you need to dispel 
most?
— I think, all the myths are rooted in the 
core idea that people with Down syndrome 
are ineducable. But this is simply not true. 

The presence of the syndrome is not a syn-
onym of severe mental retardation. With 
the help of the family and the support of 
special education specialists such a child 
can reach the same development mile-
stones as his or her peers, though, proba-
bly, a bit later. And, incidentally, all those 
myths are best dispelled by our little clients 
and their families, by their own example. I 
think, as soon as we begin seeing children 
with Down syndrome at any childrens’ 
playground, in theatre, in cinema, in kin-
dergarten and at school, those social myths 
and prejudices will vanish by themselves”.

http://argumenti.ru/charity/ 2015/03/392806
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FUNDRAISING

THIS REPORTING PERIOD KEY RESULTS:
57,033,445 rubles raised;
104 companies supported the Fund with fi nancial donations, free goods and services;
15,045 private individuals donated money in the course of a large-scale charity action 
“Turn the World Around” ;
Five CHARITY SPORTS events were held in Moscow;
Four partners’ sports events were organized in Moscow;
17 CHARITY SPORTS events held by partner NGOs in 7 regions of Russia;
The Fund has introduced a system of regular donations through the Fund’s website;
2,920 private individuals made their donations; among them, 2,273 persons made 
single donation, 648 persons made two or more donations, while 253 persons made 
donations on a regular basis;
The Fund sold 310 Numicon kits for parents and 94 kits for specialists;
The Fund organized 20 news and fundraising mail-outs.

“Last year clearly emphasizеd one particular feature of Downside Up: every 
fundraising activity of the Fund has an important awareness-raising aspect 
to it and, vice versa, our awareness-raising events encourage more people to 
donate funds in support of children with Down syndrome. These two areas of 
our activity are inseparably linked, and this section of the report provides some 
of the most vivid examples of that”.

Irina Menshenina, Director of development:

DYNAMICS OF THE FUNDRAISING RESULTS (RUBLES)
Free services and goods not included

July 2012 – June 2013 July 2013 – June 2014 July 2014 – June 2015

57,033,445
51,827,390

38,516,301

Anton Kudriavtsev, Director, 
Strategic Development, PepsiCo 
Russia

“Our fi ve-year cooperation 
with the Downside Up charity 
has become an integral part 
of PepsiCo’s corporate social 
responsibility programmes. 
Participation in the Fund’s 
activities is now a good tradi-
tion for our employees. Being 
a professional runner myself, 
I make sure I don’t miss any 
chance of participating in the 
Fund’s charity races”.
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CHARITY SPORTS IN MOSCOW

Objectives of the project:
• Creating a friendly social attitude towards people with Down syndrome
•  Raising funds for programmes supporting families having children with Down 

syndrome
• Encouraging individuals with Down syndrome to engage in sports activities
•  Setting up a sports platform uniting individuals, NGOs, commercial entities and        

governmental agencies around the noble cause of supporting people with special 
needs in Russia.

Participants of the project are athletes, active lifestyle advocates, people with Down 
syndrome and members of their family.

In Moscow, the reporting period saw five major successful 
CHARITY SPORTS events. Their fundraising result amounted to 
18,293,508 rubles:
• The 19th bike ride (August 2014)
•  The 6th autumn football tournament among corporate teams 

(November 2014)
• The 12th cross-country ski multi-race (February 2015)
•  The 7th spring football tournament among corporate teams 

(April 2015)
• The 6th running race (May 2014)

Representatives of the Paralym-
pic team of Russia, led by Sergei 
Shilov, six-time Paralympic cham-
pion, seven-time world champion, 
four-time European champion and 
double winner of the World Cup 
in cross-country ski race, as well 
as multiple runner-up in the con-
tinent’s track-and-field champi-
onships, supported the CHARITY 
SPORTS cross-country ski race 
with personal participation.

Downside Up and CHARITY SPORTS have organ-
ized partnership corporate contests that helped raise 
2,248,117 rubles:
•  “Extra Mile” adventure multi-race with Deloitte 

(September 2014)
•  Société Générale running race (September 2014)
•  Dodgeball tournament (March 2015) 
•  Société Générale running race (May 2015).

GROWTH OF THE CHARITY SPORTS FUNDRAISING RESULTS IN MOSCOW (RUBLES)
Free services and goods not included

July 2012 – June 2013 July 2013 – June 2014 July 2014 – June 2015

14,930,660

3,362,848

13,835,240

1,037,890

13,770,610

1,667,668

individual
donations

corporate
donations

Downside Up is running and develop-
ing the national CHARITY SPORTS 
project aimed at mobilizing resources 
of people actively engaged in sports 
and devoted to healthy lifestyle for 
the support of children with Down 
syndrome. The project became Rus-
sia’s first initiative to promote ideas 
of supporting people with special 
needs by organizing sports events for 
non-disabled people. 
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CHARITY SPORTS IN RUSSIAN REGIONS

Thanks to the support of the Ministry of Economic Development of Russia, CHAR-
ITY SPORTS became an all-Russia project. Starting from 2012, Downside Up has 
been training members of NGOs with the stated mission of improving the quality of 
life of people with disabilities, including  Down syndrome in using the fundraising 
and organisational techniques of CHARITY SPORTS charity events. 

The training provided to NGOs during the reporting period is described in the “Ed-
ucational Activities” section on page 39. All the partnering NGOs are listed in “We 
Thank our Partners and Donors” section on page 60.

EXPANSION OF CHARITY SPORTS GEOGRAPHY AND GROWTH 
IN THE NUMBER OF EVENTS CONDUCTED (MOSCOW EXCLUDED)

Andrei Potap, HR Manager, 
Career Management and HR 
Development Department, PAO 
Rosbank:

“Involvement in CHARITY 
SPORTS projects helped me, for 
one, to see children with Down 
syndrome in a diff erent way. 
Prior to that experience I only 
knew they are sincerely, friend-
ly and smile a lot, but I didn’t 
happen to mix with such chil-
dren personally. Thanks to the 
CHARITY SPORTS projects, I not 
only was convinced all these 
things were true, but also felt 
that I communicated with them 
on equal footing”.

July 2012 – June 2013 July 2013 – June 2014 July 2014 – June 2015

3

8

17

7

4

Number of CHARITY SPORTS events

Number of regions
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After completing their training, 
NGOs become partners of the 
CHARITY SPORTS project and be-
gin organising sports charity events 
in their regions. All the funds 
raised through these events are 
kept by regional NGOs and used 
to finance programmes support-
ing children with Down syn-
drome in the respective region. 
The figures illustrating the cooper-
ation of regional NGOs with local 
authorities, the media involvement 
and the charity events attendance 
improve every year. As a result of 
this dynamic, the funds raised and 
volumes of goods and services re-
ceived also show steady growth.

1. Moscow
2. Sverdlovsk region
3. Samara region
4. Nizhny Novgorod region

Moscow

Nizhny
Novgorod

Kirov

Ekaterinburg
Ufa

Omsk 

Samara
Volgograd

Russian regions where CHARITY SPORTS events 
were conducted in 2015

5. Republic of Bashkortostan
6. Omsk region
7. Volgograd region 
8. Kirov region

July 2012 – June 2013 July 2013 – June 2014 July 2013 – June 2014

2,842,345

926,563

963,470

535,000

528,000
261,570

free goods 
andservices

rubles

GROWTH OF FUNDS RAISED AND GOODS AND SERVICES 
RECEIVED AS A RESULT OF THE CHARITY SPORTS EVENTS 
IN RUSSIAN REGIONS
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By promoting the CHARITY SPORTS project, regional NGOs develop their own 
overall potential, which, of course, translates in their ability to provide more sub-
stantial — and better-quality — support to their clients: children with Down 
syndrome and other developmental disabilities, as well as their families.

“Thanks to Downside Up webi-
nars we improved our fi nancial 
standing and grew profession-
ally. Downside Up helped the 
staff  of our baby orphanage to 
receive the necessary training 
and establish contacts with oth-
er regional organisations. We 
also found common language 
with the authorities (although 
not on all the topics so far). At-
titude towards our children is 
changing for the better. We are 
receiving help from volunteers 
and people who care about chil-
dren and simply can’t remain 
indiff erent. We can achieve a 
lot”.

Regional NGO “Kind Hearts”, 
City of Ryazan

“The key inner change we 
experienced, I believe, was 
the pulling-together of our or-
ganisation on the preparation 
stage and during the CHARITY 
SPORTS mass athletic events. 
The media are increasingly ap-
proaching us themselves, look-
ing for a good story. Our coop-
eration with the government 
at all levels is getting smoother 
and more active. We have 
established a unit providing 
assisted residence for young 
people with disabilities and 
Down syndrome and launched 
our own lessons based on the 
Numicon methodology”.

Organisation for the support of 
children and young people “Ve-
ras”, city of Nizhny Novgorod

July 2012 – June 2013 July 2013 – June 2014 July 2014 – June 2015

2,283

1,190

515

TOTAL NUMBERS OF PARTICIPANTS 
IN CHARITY SPORTS EVENTS 
IN RUSSIAN REGIONS
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CHARITY EVENTS

28-31 August, 2014.

Climbing Mount Aragats
The fifth charity ascent to Mount Aragats, the highest peak in Armenia (4090 m) 
took place. This long-extinct volcano is the fourth highest mountain of the Armenian 
highland. Traditionally people are invited to this special event in person by Marlen 
Manasov, President of our Fund. Participants of the team also had a unique chance 
to have a glimpse into the history and culture of the Armenian people and experience 
the hospitality and the colorful scenery of ancient Yerevan and its environs. They 
contributed 859,644 rubles for financing the Fund’s programmes for the children 
with Down syndrome and their families.

September 20, 2014

Concert of Igor Butman’s Jazz Quartet
The concert was organized at Vernadsky State Geological Museum of the Russian 
Academy of Sciences in Moscow with the support of VELES Capital Investment 
Company. Guests of the event heard a performance of the jazz quartet directed by 
Igor Butman, the world-renown jazz saxophonist, People’s Artist of Russia. The 
event allowed the Fund to collect more than 1.2 million rubles. 

Yevgeny Shilenkov, Deputy CEO for 
Assets-Side Business, VELES Capi-
tal Investment Company:

“I can say that I learned a lot 
about Down syndrome in the 
course of our contacts with the 
Fund. Business takes much time 
and eff ort, sometimes you are 
up to your ears in work and 
become more callous and une-
motional. The contacts with the 
Fund and the chance to help 
children with Down syndrome 
sort of bring you back to reality. 
You come to understand there 
is another life, other kinds of 
problems. People with Down 
syndrome fi nd it harder to 
adapt to social life, but we can 
help them cope with this unfair 
situation. It is not even a social 
debt, it is just our sincere desire 
to support these people, be-
cause they need our help more 
than many others”.
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December 9, 2014.

Christmas fair at VTB 24 Bank
The Christmas fair featured various hand-
made articles, postcards, toys, and many 
other things made by parents of children 
with Down syndrome, Downside Up staff 
and the Fund’s friends. All the items were 
sold out in a matter of hours. The bank’s 
employees received a huge emotional boost 
and unforgettable Christmas gifts. The fund-
raising outcome exceeded all expectations: 
the bank’s management decided to add to 
the collected amount an equal amount as 
its own contribution. Thus, 366,420 rubles 
were raised for funding programmes for 
children with Down syndrome.

December 2014.

Charity Christmas Trees 
Visa, Clifford Chance and STS Eventim 
RU decorated Christmas trees at their of-
fices featuring, along with the usual tinsel 
and baubles, wish cards of children with 
Down syndrome. All the requests were 
very adult-like: rather than teddy bears 
or dolls traditionally asked by typical chil-
dren, the children with Down syndrome 
‘asked’ for speech development lessons, 
get-ready-for-school lessons and oth-
er such things. The company employees 
managed to provide 108,570 rubles’ to-
wards such gifts for our special children.

October 8, 2014

Hunters’ Charity Auction
By an established tradition, “Oruzheino-Okhotnichy Konsult-
ing” company held its annual casual meeting and charity auc-
tion as fundraising events in support of the Fund. The meeting 

was held, as always, at the Sporting Club Moscow, and was at-
tended by manufacturers of guns and optics, outfitters from vari-

ous countries of the world, as well as Russian hunters. Auction lots 
were supplied be RosImpEx, Hans Wrage, Fausti Stefano S.R.L., Jo-

han Springer’s Erben, IWT, David Denies Company, as well as outfit-
ters from the Czech Republic. The total amount raised and made available 

for Downside Up’s early intervention services was 750,000 rubles

Andrew Torre, CEO for 
Visa Russia:

“I was greatly impressed by 
my contacts with children with 
Down syndrome who came as 
spectators to one of our char-
ity tournaments. It is hard to 
forget the happy faces of the 
little ones and their parents, 
these everyday heroes who 
put all their energy into help-
ing these children to become 
full and valued members of 
society. I am deeply convinced 
that families raising children 
with Down syndrome should 
not be left alone with their 
problems and that helping 
them on their diffi  cult journey 
is our common task. It is such 
a blessing that organisations 
like Downside Up Fund are 
around and do so much in this 
area”.
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December 2014 – February 2015. 

“Turn the World Around!” 
charity action
On December 11, 2014, Downside Up, 
supported by Qiwi, a Russian payments 
company, launched a unique All-Rus-
sia charity action “Turn the World 
Around!” To join, one posted their photo 
turned upside down with #перевернимир 
hash tag in social networks, made a dona-
tion for programmes of support to chil-
dren with Down syndrome and handed 
the baton over to their friends.

23.01.2015

“— The original target of the 
event was to raise 1 million 
rubles, but the action con-
tinues. What are your plans, 
hopes, objectives?

— We seek to draw in new par-
ticipants, engage new media 
outlets and new venues. It was 
characteristic and moving that 
the last charitable donation of 
the last year was made on the 
New Year’s night, exactly 15 
minutes before the chimes of 
the clock, and the next donation 
came in the very fi rst hour of the 
new year. Even the long holiday 
period didn’t distract people 
from the event: they continued 
to ‘turn the world around’ for 
special children, passing the ba-
ton over to new participants”.

http://philanthropy.ru/
blogs/2015/01/23/19943/

#.VhKGpOztlHw

29.01.2015

“We are proud of this action, 
and it was a valuable experience 
for us”, Irina Menshenina says, 
“It is a good example of how 
other people can take up and 
follow our unsophisticated initi-
ative. The initiative also caught 
the attention of various cinema 
halls, restaurants and other 
companies: they are also turning 
their posters, announcements 
and banners upside down”.

https://www.miloserdie.ru/article/
socialnaya-reklama-v-rossii-popko-

rn-nagrelsya-i-skoro-vystrelit/

The “Turn the World Around!” 
initiative was recognized by 

the annual programme “The 
Best Social Projects in Russia” sup-

ported by the Government of Mos-
cow, the Strategic Initiative Agency 
and the Moscow Environmental De-
partment as one of the top 30 social 
projects in Russia.

The event brought in some 
2,600,000 rubles, which exceed-
ed the intended amount by more 
than two and a half times. Some 
16,000 people turned their photos 
upside down in our support, and 
the event was covered by hun-
dreds of media outlets.

“Turn the World Around!” was a 
project with the record public 
following in the Fund’s history: 
it was supported by users and 
social media throughout Russia, 
celebrities, politicians, NGOs and 
commercial organisations.

March 16-21, 2015. 

The “Orange Mood” initiative 
dedicated to the World Down 
Syndrome Day
During the whole week, VELES Capital 
Investment Company, Rosbank, Clifford 
Chance, CJSC VIP Service, had donation 
boxes installed in their lobbies, to collect 
funds for children with Down syndrome. 
Each employee could contribute to the 
cause, as well as join the “Orange Mood” 
by putting on an orange tie, distribut-
ing orange balloons or oranges or take a 
memorable snapshot and post it on social 
media. 

April 7, 2015. 

A charity concert by Helicon 
Opera singers
The concert organized with the support of 
VELES Capital Investment Company was 
given at Vernadsky State Geology Muse-
um of the Russian Academy of Sciences. 
Helicon Opera singers Lydia Svetozarova 
and Dmitry Khromov performed for their 
audience some of the most famous Rus-
sian and international operatic pieces. 
The singers were accompanied by concert 
pianist Sergei Chechetko. 277,100 ru-
bles collected at the charity evening were 
handed over to Downside Up for funding 
its programmes for children with Down 
syndrome and their families.
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CORPORATE SUPPORT
During the reporting period, Boeing, 
Deloitte, VISA, Shevron Neftegas Ink., 
Kaspersky Lab, Mattel and HSBC financed 
the Fund’s programmes and projects last-
ing between two months and one year. 

In the face of the current tough economic 
environment many companies have revis-
ited their charity policies, seeking greater 
engagement of their customer base. For 
example, Number One footwear chain 
remits to Downside Up certain percent-
age of revenue from online purchases of 
their customers. Thousands of customers 
of PickPoint parcel terminals network re-
mit the small change from processing their 

transactions at the parcel terminals to the 
Fund’s account. 

Many companies help the Fund by organ-
izing employee volunteering initiatives. 
Throughout the reporting period em-
ployees of Boeing, ExxonMobil, KPMG, 
Shevron Neftegaz Inc., VTB-24, UBS and 
VISA helped with assembling and packing 
books, journals and Numicon boxes for 
mailing, tidying up and cleaning the Fund’s 
classes and doing many other tasks.

Five companies: STS Eventim RU, Spec-
trum, Gars-Telecom, CMS, TransAmmo-
nia AG — participated in the Christmas 

cards event. The collected funds were used 
to finance programmes for children with 
Down syndrome. 

Downside Up took part in a charity fair 
dedicated to the International Wom-
en’s Day invited by UniCredit Bank. The 
bank’s employees making charity dona-
tions received tulips, festive cards and 
special “papyrus wish rolls”. They all 
made wonderful gifts for colleagues and 
relatives on the occasion of International 
Women’s Day.

DISTRIBUTION OF NUMICON KITS
Downside Up is a member of Numicon 
Professional Development Internation-
al Affiliate Scheme of Oxford University 
Press. Our Fund is licensed to conduct 
seminars on using Numicon methodol-
ogy in Russia, issue international certif-
icates to seminar attendees and distribute 
localized version of Numicon in Russia. 
Downside Up has translated manuals on 
the use of Numicon at home and in edu-
cational and social care institutions into 
Russian and adapted them for the Russian 
environment.

In October 2014 Downside Up received 
a new compliance certificate for the 
entire range of its Russian-language 
Numicon products.

At present, Downside Up offers the “Nu-
micon At Home Kit” for parents, the “Nu-
micon Firm Foundations kit” for teachers 
and 13 other supplementary resources.

In the reporting period the Fund sold 
310 parents’ kits and 94 teachers’ 
kits. The costs of buying Numicon ma-
terials were 1,350,706 rubles, the sales 
revenue was 2,879,968 rubles. The entire 
difference was made available for funding 
the Fund’s programmes.

Families living in bigger Russian cities do not need to pay for the delivery 
of the Numicon kits bought by them, thanks to the support of PickPoint parcel 
terminals network partnering with the Fund. 

Numicon is a British multisensory approach to the teaching and learning 
of mathematics. Numicon is particularly useful in teaching children with 
diffi  culties in forming mathematical concepts, including children with Down 
syndrome.
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SOURCES OF FUNDS
During the reporting period the Fund raised 57,033,445 rubles

STRUCTURE OF EXPENSES
The Fund’s expenses in the reporting period amounted to 65,521,476 rubles
The administrative expenses account for 9% of Downside Up’s total expenses

1,430,575

Numicon sales

14,930,660 

CHARITY SPORTS events,
corporate donations

8,247,557 

Corporate donations

12,669,249 

Individual donations

3,632,848  

CHARITY SPORTS events,
individual donations16,392,556

Subsidies and grants

16,226,416

Centre for families support

4,539,607

Information resources online

17,166,564  

Educational and expert 
activities

4,329,923 

Publishing

10,092,630 

PR and awareness 
raising

7,378,995

Fundrising
5,787,342

Administrative expenses

26%

29%29%

22%

14%

6%

3%

57,033,445
rubles

65,521,476
25%

26%

7%

9%9%

7%
11%

15%
rubles
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Federal governmental, academic and other institutions
• Ministry of Economic Development of the 

Russian Federation
• Federal Agency for Press and Mass Media
• Board for Disabled People under the 

President of the Russian Federation

• National Foundation for the Support of 
Children at Risk

• Research Centre of Medical Genetics of 
the Russian Academy of Medical Sciences

• Russian Postgraduate Medical Education 
Academy of the Ministry of Public Health 
of the Russian Federation

• Pirogov National Medical Research Uni-
versity

• Special Education Institute of the Russian 
Academy of Education

Government agencies, higher education institutions and other organisations of the city of Moscow
• Social Care Department of the Moscow 

Government
• Education Department of the Moscow 

Government.
• Public Health Department of the Moscow 

Government
• Public Relations Committee of the Mos-

cow Government
• Yevgeny Bunimovich, Children’s Rights 

Commissioner for Moscow

• Education Division of the Central District 
of Moscow, Education Department of the 
Moscow Government

• Moscow State Pedagogical University 
(MGPU)

• Moscow Municipal University of Psychol-
ogy and Education (MGPPU)

• Regional non-governmental charity or-
ganization “Remedial Pedagogy Centre”

• Regional non-governmental organization 
of disabled people “Perspektiva”

• Non-governmental educational institu-
tion “St. George School” 

• Regional non-governmental organization 
“Vremya Peremen”

• Centre for Support and Socialization of 
children and teenagers with special de-
velopmental needs “Svitok” 

• “Kultura Detstva” charitable fund 
• Research Centre for Evidence-Based So-

cial Projects

Education and social care institutions of Moscow and Moscow region participating in the educational 
programmes
• “We Value All the Children” – Centre for 

psychological and educational support to 
families

• “Blue Lake” preschool facility (kinder-
garten No. 2405) of the Public School 
No. 2009

• Public preschool facility No. 1089
• Public preschool facility No. 1197
• Public multi-purpose preschool facility 

No. 1733
• Public multi-purpose preschool facility 

No. 2328
• Public multi-purpose preschool facility 

No. 2612
• Public multi-purpose preschool facility 

No. 385
• Public multi-purpose preschool facility 

No. 855
• Public remedial preschool facility 

No. 2555
• Public remedial preschool facility 

No. 1040
• Public remedial preschool facility 

No. 2281
• Public remedial preschool facility 

No. 2356
• “Our Home” – integration preschool facil-

ity No. 1465

• Small Business College No. 4 (including 
special education school No. 532 and 
preschool facility No. 288)

• Elementary school and remedial pre-
school facility No. 1772

• District psychological, medical and social 
support centre, Education Division of the 
Central District of Moscow

• “Our Home” – remedial and diff erentiat-
ed education centre

• Educational Centre No. 1685
• Preschool education unit of Gymnasium 

No. 1926
• “Toy and Game Library” – kindergarten 

No. 908
• Public preschool facility No. 1989
• Public Type 8 elementary and secondary 

special education school No. 30
• Public Type 8 elementary and secondary 

special education school No. 532
• Public Type 8 elementary and secondary 

special education school No. 68
• Public Type 8 elementary and secondary 

boarding special education school No. 29
• Public elementary and secondary school 

No. 222
• Public elementary and secondary school 

No. 222, preschool unit No. 1020
• Public elementary and secondary school 

No. 424

• Public elementary and secondary school 
No. 61

• Public elementary and secondary school 
No. 806, preschool unit No. 7

• Public elementary and secondary school 
No. 960, preschool unit No. 2 (kindergar-
ten No. 909)

• Public elementary and secondary school 
No. 1259, preschool unit No. 2

• Public elementary and secondary school 
BUT No. 265

• “Uchastie” Diagnostics and Counselling 
Centre

• Education centre No. 1496
• “Toy and Game Library” – Centre for psy-

chological, medical and social support
• “Child’s Personality“ – Centre for psycho-

logical and educational rehabilitation
• “Rodnichok“ – Centre for psychological 

and educational rehabilitation 
• “Child Development Centre” – kindergar-

ten No. 1645 
• School No. 64, preschool unit No. 2 (kin-

dergarten No. 2572)
• School No. 830
• Centre for social rehabilitation and lei-

sure time activities for disabled people, 
Yuzhnoye Butovo district, Moscow

• Novogireyevo Social Services Centre, Per-
ovo district branch

WE THANK OUR PARTNERS AND DONORS
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• Boarding facility for intellectually disa-
bled children No. 28

• Boarding facility for intellectually disa-
bled children No. 7

• “Kriukovo” – Social rehabilitation centre 
for minors 

• “Rosinka” rehabilitation centre for dis-
abled children and teenagers, town of 
Balashikha 

• Social rehabilitation centre for minors, 
town of Noginsk

• “Curious Giraff e” children’s centre

• “Ya Sam + Osobyi Rebyonok” children’s 
club

• Baby orphanage No. 2 
• Krasnaya Dubrava boarding orphanage 

facility
• Kindergarten No., town of Friazino
• Kindergarten No. 4, early development 

centre, town of Friazino
• “Nadezhda” – non-governmental edu-

cational organization (“Zaichonok” pre-
school facility)

• “Raduga” – elementary and secondary 
special education school No. 1 

• Organisation “Simply Together”
• “Rodnik” – disability NGO
• “Dorogoyu Dobra” – Association of par-

ents of disabled children 
• “Pyramida” sports and educational cen-

tre, town of Mytishchi
• Kindergarten No. 272, child development 

centre 
• Kolomenskoye Social Services Centre, 

Nagatino branch

Programme partners across Russia
Sverdlovsk region 
• Social Policy Committee of the Legislative 

Assembly of Sverdlovsk region
• Ministry of General and Vocational Edu-

cation of Sverdlovsk region
• Ministry of Social Policy of Sverdlovsk 

region
• I. Morokov, Children’s Rights Commis-

sioner for Sverdlovsk region
• Special Education Institute of Urals State 

Pedagogical University
• “Sunny Children”, Sverdlovsk regional NGO
• Centre of social support to families and 

children, town of Polevsky
• Rehabilitation centre for children and 

teenagers with special needs, town of 
Kamensk-Uralsky

• Rehabilitation centre for children and 
teenagers with special needs, Leninsky 
District, city of Nizhny Tagil

• “Raduga” – municipal preschool facility of 
remedial education, city of Yekaterinburg

• Special education boarding facility No. 17 
for children with disabilities, city of Yeka-
terinburg 

• Centre of psychological and learning 
rehabilitation and correction for children 
with disabilities, Zarechny municipal 
district

• “Protection of Mother and Child’s 
Health” – counselling and diagnostic cen-
tre, city of Yekaterinburg

Novosibirsk region
• Ministry of Education, Science and Inno-

vation Policy of Novosibirsk region
• Ministry of Social Policy of Novosibirsk 

region
• Novosibirsk State Pedagogical University 

(NSPU)
• “Family and Children” – NGPU’s regional 

resource centre 
• “Down Syndrome Society” – municipal 

NGO of disabled people, city of Novosi-
birsk

Kaluga region
• Ministry for Family Aff airs, Demography 

and Social Policy of Kaluga region
• Ministry of Education of Kaluga region
• Tsiolkovsky State University, Kaluga
• O. Kopyshenkova, Children’s Rights Com-

missioner for Kaluga region
• “Doverie” – centre of social support to 

family and children for Kaluga region
• “Dobrota” – rehabilitation centre for chil-

dren and teenagers with special needs, 
Kaluga region

Other regions of Russia
• Ministry of Public Health, Irkutsk region
• “Raduga” – Centre for development of 

children with disabilities, city of Irkutsk 
• “Solnechny Krug” regional non-govern-

mental organization, city of Irkutsk 
• Department of Education of Kirov region
• “Dorogoyu Dobra” – association of par-

ents of disabled children, city of Kirov
• Preschool facility No. 109, city of Kirov
• Preschool facility No. 11, city of Kirov
• “St. Petersburg Early Intervention Insti-

tute” – private institution of further voca-
tional education 

• “Caritas Social School” – private institu-
tion of further vocational education 

• “Down Centre”, city of St. Petersburg 
• “Sodeistvie” NGO, city of Ufa
• “Vygotsky Society of Support to Chil-

dren” – non-governmental charity, city of 
Volgograd 

• “Little Suns of Samara” –  organization for 
the support of disabled people with DS 
and their families, city of Samara

• “Veras”, organisation for the support of 
children and young people, city of Nizhny 
Novgorod

• “Beam of Light. Into the 21st Century with 
21 Chromosome” non-governmental in-
novation centre, city of Nizhny Novgorod

• “Planeta Druzei”, non-governmental 
organization for the support to disabled 
people, city of Omsk

• “Special Child” NGO, city of Армавир
• “Destiny” NGO, city of Voronezh
• “Kind Heart of Khakassia”, city of Abakan
• “Eliminating Borders” – charity fund for 

supporting people with Down syndrome 
and their families, city of Kostroma.

• Centre for support to children with devel-
opmental disabilities, city of Krasnodar.

• “Life without Tears”, non-governmental 
organization of support to people with 
disabilities, city of Makhachkala

• Institution of further vocational educa-
tion “Institute of professional develop-
ment of education practitioners of North-
ern Ossetia”, city of Vladikavkaz

• “Doveriye” – NGO for support to people 
with disabilities, city of Nizhneudinsk

• “Kind Hearts” – non-governmental or-
ganization for support to people with 
Down syndrome and their families, city 
of Ryazan

• “Our Children” charity foundation, city of 
Ryazan

• Non-governmental organization for the 
support to disabled people “Volnitsa”, city 
of Stavropol

• “Special Childhood” NGO, city of Syk-
tyvkar

• “Mosaic” parents NGO, city of Tver
• “Solnechny Luch” NGO for support to peo-

ple with Down syndrome, city of Tiumen
• “Shooting Stars” children’s support cen-

tre, city of Cheliabinsk 
• “Nash Mir” NGO for support to disabled 

people with DS and their families, city of 
Chita

• “Facing the World”, NGO for support to 
disabled people, city of Yaroslavl

• “Solnechny Krug” NGO, city of Barnaul
• “Red Riding Hood” municipal preschool 

facility No. 20, city of Yuzhno-Sakhalinsk
• “Tiumen Syndrome” cultural centre, city 

of Tiumen
• “Sviet” – association of parents of disa-

bled children, city of Vladimir
• Remedial Pedagogy Centre, city of Pskov
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Governmental agencies and charity funds that provided subsidies and grants
• Ministry of Economic Development of the 

Russian Federation
• Federal Agency for Press and Mass Media

• Social Policy Department of the Moscow 
Government

• Public Relations Committee of the Mos-
cow Government

• Civil Society Problems Institute
• “Social Responsibility” Charitable Fund

Partners in implementing early intervention programmes
• Shevron Neftegaz Inc. Russian branch
• LLC StroiRegion
• VELES Capital Investment Company
• Pick Point
• Number One

• Boeing
• Mattel
• Kaspersky Lab
• Brand Academy
• FoilStamping

• LLC Fortuna-S
• HSBC
• Visa

Participants in CHARITY SPORTS project
• Veles Capital Investment Company
• PepsiCo
• PwC
• Kaspersky Lab
• HSBC
• Visa
• IPT Group
• Bank of Moscow
• KPMG
• TNT Express
• Boeing
• Shell
• ExxonMobil
• QIWI

• Nike
• CITIbank
• VTB 24
• Deloitte
• Number One
• Rosbank
• Press Service of Fishery and Oceanogra-

phy Research Institute
• UBS
• Rusfi nans Bank 
• DeltaCredit Commercial Bank
• Société Générale Insurance
• ALD Automotive
• Rosbank
• CY Griboedova Hotel Leasing

• CYBM Voznesensky Hotel Leasing
• St. Petersburg CY Hotel Leasing
• CJSC Fortuna
• Renaissance St. Petersburg Hotel Leasing
• Hotel Management Company
• CY Kazan Hotel Leasing
• Renaissance Samara Hotel Leasing
• Clinical and Diagnostics Laboratory
• Intesa Bank
• Baker & McKenzie
• Cliff ord Chance
• Jamilco
• Gars-Telecom 
• Compulink Group of Companies

NGO – partners of the CHARITY SPORTS project
• “Sodeistvie” NGO, city of Ufa
• “Dorogoyu Dobra” association of parents 

of disabled children, city of Kirov
• “Veras”, organisation for the support of 

children and young people, city of Nizhny 
Novgorod 

• “Sunny Children” NGO, city of Yekaterin-
burg

• “Down Syndrome Omsk”, city of Omsk
• “Vygotsky Society of Support to Children”, 

city of Volgograd

• “Little Suns of Samara”, city of Samara
• “Kind Hearts” NGO, city of Ryazan
• “Raduga” NGO, city of Irkutsk
• “Life without Tears” NGO, city of 

Makhachkala

Participants in thematic events
• VELES Capital Investment Company
• QIWI
• Deloitte
• The Ritz Carlton
• STS Eventim Ru/Parter.ru
• VTB 24
• Spectrum
• GARS Telecom — Telecommunications 

Management
• AON RUS — Insurance Brokers
• CMS
• TransAmmonia AG 

• DLA Piper
• VIP Service
• UniCredit
• VISA
• Cliff ord Chance
• Rosbank 
• UBS
• Number One
• Kaspersky Lab
• Baker & McKenzie
• Amway

• Doma Vkusneye
• FORUS Fashion Group
• Samokat Publishers
• Gowlings
• Sporting Club Moscow
• Oruzheino-Okhotnichy Konsulting
• Five Starts cinema halls network
• FRIENDS Agency
• Palais Royal wine trading company 
• Clever Publishers
• UTV Holding

Media & information partners
• First Channel
• Russia-1 TV channel
• NTV TV channel

• TVTs TV channel
• OTR TV channel
• Dozhd TV channel

• Russia Today news agency
• ASI news agency
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• Argumenty i Facty weekly and online 
service

• Kommersant newspaper
• Forbes magazine
• PROSport magazine
• Mayak radio station 
• Ekho Moskvy radio station
• City-FM radio station
• Nashe Radio radio station

• RSN radio station
• Podmoskovye radio station
• Semiya.ru web portal
• Miloserdiye web portal
• Philanthrop online periodical
• Marie Claire magazine
• Domashni Ochag magazine
• Cosmopolitan magazine
• Argumenty Nedeli newspaper

• Govorit Moskva radio station
• Other Russia web portal
• Pravoslaviye i Mir web portal
• Afi sha
• Meduza
• U Channel
• Run Magazine
• All For One And One For All project

Foreign partners
• Downside Up Limited
• Down Syndrome International 
• ISEI – International Society on Early Inter-

vention
• European Down Syndrome Association 
• OUP Numicon Professional Development 

International Affi  liate Scheme
• Psychiatrie Périnatale et Maternologie 

Hôpital Paule de Viguier Centre Hospi-
talier Universitaire (CHU) de Toulouse, 
France

• Middlesex University, UK
• Oxford University Press, UK
• Early Years Centre Wandsworth, London, UK

• Bird in Bush Community Nursery (The 
London Early Years Foundation (LEYF)

• 21 & Co, South West London, Surrey, UK
• Downright Excellent (DEx), London, UK
• Christel Manske Institut (Institute for the 

Development of Functional Brain Sys-
tems), Hamburg

• Christel Manske, Doctor of Philosophy, 
Founder and Director of the Institute 
for the Development of Functional Brain 
Systems, Hamburg, Germany

• Anna Shapkina, Staff  member of the In-
stitute for the Development of Functional 
Brain Systems, Hamburg, Germany 

• Julia Hughes, Director of Elizabeth 
Foundation (British charity supporting 
preschool children with hearing loss and 
their families), advisor to the Down’s Syn-
drome Association (UK)

• Helen Farmery, senior lecturer at the 
Primary Education Department of Mid-
dlesex University, London, UK

• Sarah Philps, Director of ARC, UK
• Michael Guralnick, PhD, Director of the 

Center on Human Development and 
Disability (CHDD) at the University of 
Washington (Seattle, Washington), Chair-
man of the International Society on Early 
Intervention, USA

Organisations that have supported us with free goods and services
• ABM Sport
• AEB
• AmCham
• Amway
• Runbike
• Big Wall
• BMW Group Russia and Junior Campus 

project
• Boeing
• Bringo
• Campina
• Chevron
• Cookie Craft
• Craft
• Electra
• ExxonMobil
• Friends Agency
• Gallery
• Gymboree
• Interbroshura
• IPS Russia
• Jamilco
• Legacy
• Let’s bike it
• Lisa&Leo
• Modern Arts Academy
• Nestle
• Night bike ride club
• Nike

• Normark
• PepsiCo
• PickPoint parcel terminals network
• PwC
• Quintessentially Lifestyle
• Quorum LLC/Global Forum LLC
• Sensai
• SHIMANO
• Shine
• Slacklabs
• Splat
• The Ritz-Carlton
• Tupperware
• UBS
• Velorace.ru
• Visa
• Voerman
• Western Union
• Yves Rocher
• Perevod.РУ translation agency 
• Artel Kolos musical group
• SKY Trampoline House
• Children’s World charity
• Vedomosti
• Courtyard, Renaissance, Ritz-Carlton Rus-

sia hotels
• Rubinstein children’s art school
• Domisolka children’s musical theatre
• Expromt children’s musical theatre

• Disney
• Clever Publishers 
• Samokat Publishers 
• U Channel
• Kant
• Ksenia Sobchak’s “Bublik” cafe
• Busheer confectionery
• KPMG
• AndyV logistical company
• “New Names” interregional non-govern-

mental charity foundation
• Mistral
• Moscow Zoo 
• “Romen” Moscow Musical and Drama 

Gypsy Theatre
• Artel Kolos musical group
• LLC “Acrilform” 
• LLC “Baist”
• LLC “INVA Expo”
• LLC “Print Boutique”
• LLC “Messe Düsseldorf Moskau”
• LLC “Fortuna-S”
• Genius Media Publishers
• “Bread Traditions” bakery
• Posezonam.Ru
• RBK
• СhanteCler
• Cangaroo Salon
• PortFolio Salon
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• Kinari Spa 
• Stage Entertainment

• New Names Foundation
• Irina Medvedeva’s Psychology Centre

• Expo Grafi ka – Exhibition Projects

Downside Up and CHARITY SPORTS ambassadors
• Evelina Bledans, actress • Richard Bondarev, actor

Sports, movie, stage, television and radio celebrities
• Yuri Аскаров
• Aya (Gorod 312)
• Anton Belyaev
• Igor Butman
• Gela Guralia
• Ivan Kokorin
• Eva Korsakova
• Timur Kuzminykh
• Tatiana Lazareva
• Tutta Larsen
• Valdis Pelsh

• Natalia Podolskaya
• Kira Proshutinskaya
• Alexander Pushnoi
• Yuri Rozum
• Svetlana Svetikova
• Alexander Seleznev
• Tatiana Tereshina
• Tatiana Felgengauer
• Svetlana Feodulova
• Mitya Fomin
• Irina Khakamada

• Alexander Khomenko
• Margarita Chelmakova
• Mikhail Shats
• Olga Shelest
• Sergei Shilov
• Ilya Yudichev
• On-The-Go
• Tesla Boy
• “V Chemodane” theatre
• Vlad Malenko’s Poets’ Theatre
• Jukebox Trio

Downside Up pupils’ parents
• Elvira Astapova
• Denis and Lera Bulgakov
• Alexei Vasyanin
• Lia and Vladislav Gerasimov
• Alexander Glezerov

• Julia Glushitskaya 
• Roman Zakharov
• Janna Katinaite
• Yuri Kim
• Mila Kirillova

• Yevgenia Kozelkova
• Anastasia Koida
• Larisa Koloskova
• Natalia Mityaeva 
• Irina Panteyeva

As well as 
• Sergei Alexandrovich
• Liudmila Alexeyeva
• Olga Allenova
• Irina Beloturova 
• Irina Vorobyova
• Julia Vorobyova
• Alexander Derevshchikov 
• Melania Egoyan
• Denis Yeliseev
• Tatiana Yermolina
• Timofei Izotov
• Dmitry Irishkin
• Ivan Kabanov
• Natalia Kalinina 

• Vadim Kantor
• Galina Kasiannikova
• Vera Kochina
• Timur Kuzminykh
• Ivan Kurinnoi 
• Natalia Kucherenko
• Natalia Loseva
• Alya Lugovaya
• Marina Mironova
• Inga Nazarova
• Olga Obukhova
• Olga Pavlova
• Olga Popova
• Yevgeny Priakhin

• Mikhail Rovkovsky
• Alexander Sergunin
• Pyotr Skripets
• Yevgeny Sukhoi
• Oleg Filippov
• Olga Frolova
• Sergei Fursov
• Artyom Chernov 
• Elena Chichikhina 
• Vera Shengelia
• Vladimir Shushkin 
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HOW YOU CAN HELP US

Make a donation:
  Using a bank card: via the www.downsideup.org website
  Using a payment form: at any bank
   By sending an SMS to number 3443 with letters “СД” and the amount 
of your donation.

  In cash: via QIWI terminals
  By making a donation contract

Payment details for the remittance of your donation:
Charitable Fund “Downside Up non-profit organization
Current Account 40703810038040100912 with “Moscow Bank of Sberbank 
of Russia, OJSC, Moscow
Correspondent Account 30101810400000000225, BIK 044525225  
with OJSC “Sberbank of Russia”, Moscow
KPP 771901001
Taxpayer’s Identification Number 7705159882
Payment purpose: “Charity donation (in support of the Fund’s statutory 
objectives)”.

For more details please refer to www.downsideup.org



Downside Up Annual Report, 2014–201564

June 2014
LLC “Audit Profit” auditing firm issued a positive audit 
report for the Fund’s financial statements for the year 
of 2013.

July 2014, October 2014, January 2015
Downside Up submitted financial statements and de-
tailed quarterly and annual reports concerning the use 
of the municipal subsidy for the project entitled “Educa-
tional support to teachers of Moscow preschools to ensure 
inclusion of children with Down syndrome into the learning 
environment and peer groups”, to the Public Relations 
Committee of the Moscow Government.

July 2014, October 2014, 
January 2015, April 2015
Downside Up submitted financial statements and de-
tailed quarterly and annual reports concerning the use of 
the federal subsidy for the support of non-profit social 
care organizations in the context of the project entitled 
“Organizational and financial capacity building of region-
al non-profit organisations providing support to children 
with Down syndrome and their families” to the Ministry 
of Economic Development of the Russian Federa-
tion.

November 2014, February 2015, May 2015
Downside Up submitted financial statements and de-
tailed reports concerning the implementation of the 
project entitled “Transferring the Downside Up’s early 
intervention model of support to families of children with 
disabilities in Sverdlovsk region”, supported by the grant 
of the President of the Russian Federation through 
the Civil Society Problems Institute.

March 2015
Downside Up presented its new internet portal Downis-
deup.wiki to the Civic Chamber of the Russian Fed-
eration.

Throughout the year 
Statutory reports to the Pension Fund of Russia, the 
Federal Tax Service, the Social Insurance Fund, and 
the Ministry of Justice of the Russian Federation.

FUND’S STATUTORY 
REPORTING



Anna Portugalova (2001), Direc-
tor of the Fund
Irina Menshinina (2001), Director 
for Development
Tatiana Nechayeva (1999), Direc-
tor, Family Support Centre
Elena Pole (1998), Director, Educa-
tional Programmes
Tatiana Belyaeva (2014), Director, 
Information Centre
Alexander Borovykh (2014), Di-
rector for Strategies

Alexander Andrienko (2010)
Lilia Akhmetzianova (2013)
Anastasia Batiayeva (2010)
Maria Bodrova (2011)
Alyona Galkina (2008)
Tatiana Gerasimova (2006)
Milyausha Gimadeyeva (1998)
Natalia Groznaya (1997)
Anastasia Daunis (2012)
Polina Zhiyanova (1998), Chair-
man, Experts Council
Marina Zelenova (2001)
Maxim Zubenko (2014)
Marina Ivanova (2007)
Liudmila Ilchenko (1997)
Yekaterina Ilchenko (2014)
Anastasia Katiukhina (2009)

Alla Kirtoki (2000), Member, Ex-
perts Council
Yulia Kolesnichenko (2012)
Roman Komissarov (2015)
Polina Kruzhkova (2011)
Marina Kuznetsova (2014)
Tatiana Kushchinskaya (2003)
Sergei Levkin (2015)
Anastasia Maiskaya (2014)
Tatiana Medvedeva (1998)
Olga Merkulova (2015)
Stella Miskarova (2010)
Yelizaveta Mikhareva (2014)
Elena Mogutova (2006)
Ilya Muzyukin (1999)
Maria Nefedova (2005)
Galina Odinokova (2007)
Irina Panfi lova (1998), Member, 
Experts Council
Nadezhda Patrikeyeva (2007)
Ekaterina Ponomaryova (2012)
Maria Porokhovskaya (2014)
Elena Prokopieva (2012)
Alexandra Piankova (2014)
Julia Ragulina (2014)
Denis Sakhniuk (2008)
Yana Serebrova (2012)
Natalia Sila-Novitskaya (2013)
Anna Simkina (2013)

Nadezhda Sklokina (2014)
Natalia Sklyarova (2014)
Yelizaveta Sladkova (2007)
Vera Stepanova (2009)
Svetlana Sumlennaya (2011)
Zoya Talitskaya (2010), Member, 
Experts Council
Ksenia Terentieva (2004)
Maria Fursova (2012), Member, 
Experts Council
Svetlana Kharchuk (1997)
Anna Tsaryova (2014)
Daria Chaklina (2007)
Leonid Shabad (2014)
Natalia Shtepa (2012)
Dmitry Shumilin (2013)
Julia Shcherba (2010)
Julia Shcherbakova (2014)
Nadezhda Yakovleva (1998), 
Member, Experts Council

Volunteers:
Julia Goncharova (2015)
Nina Ivanova (2015)
Olga Petrova (2014)
Valentina Savina (2014)
Alla Tolmasova (2015)
Alexander Shuvalov (2014)

OUR STAFF

The list below features all members of the Fund’s staff , as well as volunteers, working in the Fund during the reporting period. 
The starting year of employment or activity is indicated in brackets.
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