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The Association participates 
in all the events dedicated to 
CDKL5 around the world.

The Association works closely with the Voyno-Yasenetsky 
Centre for Scientific and Practical Medical Aid to 
Children (Moscow) and its director, Professor Andrey 
Pritiko. It is a leading scientific center in Russia which 
conducts studies of medication for children with CDD.
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The Russian office of the Alliance The Russian office of the Alliance 
is headed by journalist, producer, is headed by journalist, producer, 
prominent public figure and mother prominent public figure and mother 
of a daughter with CDKL5 of a daughter with CDKL5 
Maria Ivanova.Maria Ivanova.

CDKL5 Russia Association has 
existed since 2019 under the 
auspices of the international 
CDKL5 Alliance.

CDKL5 Russia Association
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In Moscow on 25 January 2020 CDKL5 Russia 
Association organized and held the first meeting 
of parents and children diagnosed with the CDKL5 
mutation. 

The meeting took place at Holiday Inn Moscow Tagansky 
hotel and was supported by the “Cerebral Palsy Life” 
magazine, LouLou Foundation and a group of volunteers. 

Dozens of families from all over Russia came to the 
meeting. They shared their personal experiences, had 
a unique opportunity to talk to competent doctors and 
rehabilitation therapists studying the CDKL5 mutation.

First CDKL5 Russia First CDKL5 Russia 
Meeting in Moscow Meeting in Moscow 
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Now there are millions of people Now there are millions of people 
with the mutation in the CDKL5 with the mutation in the CDKL5 
gene in the world.gene in the world.

It is a rare genetic disorder 
found on the X chromosome.

Children with the CDKL5 
mutation have severe 
developmental problems, 
epilepsy, cerebral palsy 
and autism.

The CDKL5 
mutation 
 is spontaneous.

It was first 
identified in 2004.

The CDKL5 gene is directly 
involved in making a protein 
that is essential for neuron 
development. 

What is 
CDKL5?
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A mini-forum that will bring together leading 
CDD experts, prominent neurologists, 
epileptologists, geneticists and also ABA 
therapists, Bobath therapists, experts on 
Vojta Therapy, the team of the “Dream Ski” 
project, physiotherapists, rehabilitation 
therapists, speech therapists, psychologists 
and many others is also planned.

The project is supported The project is supported 
by Gosha Kutsenko’s Fund “Cerebral by Gosha Kutsenko’s Fund “Cerebral 
Palsy Life”. He will participate Palsy Life”. He will participate 
as a special guest. as a special guest. 

CDKL5 Russia 
Meeting 
in 2021 

40 families from  14 cities of Russia and the CIS 

≈ 100 people overall will participate in the second 

CDKL5 Russia meeting



CDKL5 Russia Association. Contacts

www.facebook.com/groups/CDKL5Russiaru.wikipedia.org/wiki/Мутация_CDKL5

cdkl5russia@gmail.com

http://www.facebook.com/groups/CDKL5Russia
http://ru.wikipedia.org/wiki/Мутация_CDKL5
mailto:cdkl5russia%40gmail.com?subject=
http://ru.wikipedia.org/wiki/Мутация_CDKL5
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