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ABSTRACT

The paper presents the analysis of the state and dynamics of child disability in Russia taking into account
structure, gender and level of certain classes of diseases on the basis of official statistics. It defines features in
the development of child disability in modern Russia alongside with the main factors causing child disability
and possible ways of its prevention. Modern Russia is facing an increase in the absolute number of children
and adolescents recognized as disabled for the first time. The main population of disabled children form three
classes of diseases: mental disorders and behavioral disorders, nervous system diseases, congenita
abnormalities, development defects, deformities and chromosomal abnormalities. The regional uneven spread
of child disability is typical for the area. It was concluded that the problem of child disability requires not only

medical but also social, economic, political and psychological resources of the society.
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1. INTRODUCTION

In modern society, the issue of improving the standard and
quality of life of persons with disabilities is a strategic goal
and objective of the state social policy, as defined by the
basic principles of the United Nations, according to which
persons with disabilities are equal in civil, political, social
and cultural rights with all others. Children with
disabilities form a special priority of the state.

The child disability in modern society is one of the
most complex and multidimensional problems that attracts
the attention of both the public and public authorities.
Child disability is, on the one hand, a leading indicator of
the state of health of the child population of the country,
and, on the other hand, a criterion for assessing the
efficiency of health and social service institutions.

Child disability has several aspects of influence on the
social state: medical, social, moral and economic. In modern
Russia, the current problem is the growth of child disability,
which not only negatively affects the state of human capital
of the Russian society, but also leads to an increase in
budgetary expenditures on social support and medical care
for this category of citizens.

The analysis of the state and dynamics of child
disability is the basis for the state policy of social
protection and support, directions for prevention and
rehabilitation.

The purpose of the study is to analyze the state,
dynamics and peculiarities of child disability in the
Russian Federation and to identify promising areas of its
prevention.

2. METHODSAND MATERIALS

The study was based on official statistics characterizing
the state of child disability in modern Russia since 2016—
2018, information from the federal state information
systemFederal Register of Disabled Persons.

3.RESULTS

According to the Pension Fund of the Russian Federation,
the total number of disabled children in Russia is steadily
growing. Thus, if in 2009 (as of January 1, 2009) it was
515.0 thousand people, in 2015 it made 617.0 thousand
children, in 2018 — 651.0 thousand children, and by
January 1, 2019 — 670.1 thousand children [1].

At the same time, taking into account general
demographic trends, the proportion of children with
disabilities in the child population has almost been
constant in recent years and amounts to about 2.2 %. At
the same time, the level of the total accumulated
population of disabled children per 10 thousand children in
the Russian Federation has been gradually increasing
throughout 2016-2019: 212.7-215.1-221.0-223.5
accordingly.

At the same time, child disability is not evenly
distributed among the regions of the Russian Federation.
By the beginning of 2019, the highest level of the total
accumulated population of disabled children per 10
thousand children in the region was found in the Chechen
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Republic (1225.0), the Republic of Ingushetia (932the
Republic of Dagestan (521.2), the Karachai-Cherkess
Republic (337.0) and the Kursk Region (267.4).

The lowest indicators of child disability are obssiv
in the following regions: Khanty-Mansi Autonomous
District — Yurga (153.3), Yaroslav Region (154.3),
Primorsky Krai (154.4), Saratov Region (159.5), rPer
Krai (162.6).

At the beginning of 2019, in terms of gender thaltot
accumulated number of disabled children in the Russ
Federation was dominated by boys and amounted to
57.0 %. The proportion of girls made 43.0 %.

As of 01.01.2019, the distribution of disabled ctelul
by age in the structure of the total accumulatepufadion
showed that 45.0 % were children at the age of 8-14,
30.0 % — children at the age of 4-7, 15.0 % — céhild
under 3 years, 10.0 % — children at the age of 85-1

As of 01.01.2019, the structure of the total
accumulated population of disabled children inRussian
Federation by classes of diseases leading to titgabas
the following:

* mental and behavioral disorders (24.3 %);

e nervous system diseases (23.2 %);

e congenital abnormalities (malformations),
deformities and chromosomal abnormalities
(17.7 %);

« endocrine disorders (7.8 %);

e ear diseases (4.7 %);

» diseases of an eye and its appendages (4.6 %);
* musculoskeletal disorders (3.7 %);

» respiratory diseases (3.7 %).

Other diseases accounted for not more than 10.3 %

As of 01.01.2019, the absolute number of disabled
children with mental disorders made 175,187 persons.
Among them 59.4 % are mentally retarded disabled
children, the share of disabled children with psyobical
development disorders made 21.9 % (including autism
11.1 %), the share of disabled children with organic
(including symptomatic) mental disorders was equal t
14.8 %, the share of disabled children with schizepia,
schizotypal and crazy delusional disorder equalbd@

The absolute number of disabled children with nesvou
system diseases was less than 165,430. Among them, th
largest proportion were disabled children with ceakbr
palsy and other paralytic syndromes (55.4).

The absolute number of disabled children with
congenital anomalies amounted to 117,288. The
proportion of disabled children with congenital
abnormalities of the circulatory system was highed a
made 24.8 %, the proportion of disabled childrenhwit
congenital abnormalities and deformities of the
musculoskeletal system amounted to 19.8 %, with
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chromosomal disorders — 14.2 %, with abnormalities o
nervous system development — 10.7 %, with cheilo-
gnatho-palatoschisis — 7.6 %, with urinary system
abnormalities — 5.5 %, with digestive abnormalities
5.1 %; with abnormalities of eye, ear, face and neck
4.6 %, with congenital abnormalities of respiratorgans

— 2.9 %, with abnormalities of genital organs —%.lwith
other congenital abnormalities — 4.7 %.

Studying of structure of the accumulated populatibn
disabled children in the Russian Federation fo0D2019
by weight of physical dysfunctions showed that amalhg
disabled children the disabled people having rsins of
activity of 1 degree of intensity prevailed and made
46.3 %, disabled children having restrictions divéty of
2" degree made 36.2 %% 8egree — 13.1 %.

The primary disability is characterized by the nemb
of persons with impaired health who have appliedttier
first time to medical and social institutions faxpertise
and have been recognized as disabled. According to
federal statistical reports, in 2016 about 89,78®spns
under 18 applied to medical and social expertise
institutions for the first time. In 2017 their nuerb
decreased slightly — to 88,752 people (-1.1 %808 — to
88,002 people (0.8 %). In general, there was emease in
the number of primary applications by children and
adolescents (their legal representatives) to medical
social expertise institutions and in the numbechifdren
and adolescents recognized as disabled for theifirs.

The primary child disability rate per 10 thousand
children has fluctuated since 2012-2018 within the
following ranges: 26.9-24.7 respectively. Despite the
increase in the absolute number of children and
adolescents recognized as disabled for the finsé,tithe
level of child disability per 10,000 of the correspling
population has decreased between 2012 and 2018yand
2018 it made 24.7 per 10,000 children.

In the structure of disability by age the majoritere
children at the age of 0-3, which made 41.9 - 46.3
38.2% in 2016-2018. There is a tendency towards the
reduction of specific weight of disabled childreged from
0 up to 3, which is most likely caused by prenatal
diagnostics of a number of diseases and efficiefityealth
care to children at early age.

The proportion of disabled children aged 4-7 in&01
2018 increased to 27.1 — 27.8— 28.5 %, respectividig
proportion of persons with disabilities aged 8-1drgenas
significantly lower and ranged from 24.8-25.2-26.1 %
respectively. The proportion of persons with distibg
aged 15-17 was the lowest, but there was an upwamd tren
from 6.3 % in 2016 to 6.7 % in 2017 and 7.2 % iA&0

The most acute problem at present is the disatufity
the child population due to mental and behavioral
disorders (with mental retardation prevailing); rars
system disorders (with infantile cerebral palsy pikénvg);
congenital  abnormalities  (developmental  defects
prevailing), deformations and chromosome breakage
(circulatory system abnormalities prevailing). Thes
classes of diseases, which by 2018 in the struabfire
primary childhood disability constituted in totabaut
62 % of cases, mainly form child disability [2].
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Thus, the following features can be distinguishethe
development of child disability in modern Russia:

» despite the growing absolute number of children
and adolescents for the first time recognized as
disabled people, the level of child disability for
the last period decreases by 10 thousand of the
corresponding population;

« level of disability is generally widespread among
boys;

* inthe structure of the general disability in the
accumulated population of disabled children
nearly a half (45 %) are children at the age of
8-14, only 10.0 % — children at the age of 15-17;

« with age increase the specific weight of disabled
children in the general structure of primary child
disability on average decreases, the highest level
of primary child disability is noted at the agelef
3 years;

» the main population of disabled children is
formed by three classes of diseases: mental and
behavioral disorders with mental subnormality
prevailing; nervous system disorders with the
prevalence of infantile cerebral palsy; congenital
abnormalities (developmental defects),
deformities and chromosome breakage with
circulatory system defects prevailing;

* every year there is a growing number of disabled
children with mental disorders with mental
subnormality prevailing;

» the specific weight of disabled children with
nervous system disorders in the structure of
primary disability of child population changes
slightly with cerebral palsy playing the prevailing
role;

e in the structure of child disability, the number of
disabled children with congenital anomalies
(development defects), deformities and
chromosome breakage decreases, which can be
explained by the increase in the efficiency of
prenatal diagnosis of malformations, availability
and hi-tech medical care in the post-natal period
or at early stages of child development;

» the percentage of children with heavy physical
dysfunctions (3 degrees) in the accumulated
population of disabled children makes 13.1 %.
The most pronounced physical dysfunction in
children are caused by the nervous system
disorders;
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» child disability is unevenly distributed among the
regions of the Russian Federation.

The individual needs of children with disabilities i
rehabilitation and abilitation activities are detamed by
the individual rehabilitation or abilitation progmaof a
disabled child issued by federal state institutioofs
medical and social expertise. The vast majoritgieébled
children requires medical rehabilitation, recovery
treatment, medicine provision — 95.9 %. Besides4 24
of children with disabilities need to be rehabikight
through technical means. There is a need for sauidl
environmental rehabilitation, abilitation for 8223, socio-
psychological rehabilitation, abilitation — 70.9 %,
sociocultural rehabilitation, abilitation — 55.5 %@cial and
domestic adaptation — 54.7 % of disabled children.
Moreover, 58.5 % of children with disabilities nesabcial
education, including conditions for the organizatiof
education. The need for adaptive physical cultund a
sports is defined for 18 % of children with disai®k [3].

So far, insufficient attention has been paid to the
problem of the disability of surviving prematureildren,
which is relevant to all countries. Domestic and ifgme
literature reflect the consensus of researchertherfact
that the achievements of perinatology led not dolyan
increase in infant survival, but also to an incesas
disability disorders in surviving children. The idence of
disability among children brought to life increasdth the
decrease of their body weight. Among newborns with a
body weight of 1000 g and lower, severe disability
disorders occur in 28 % of cases, and less seveoedérs
occur in 44 % [4, 5].

With the transition to the new birth record criteria
recommended by WHO, as well as the improvement of the
care of premature and low-weight newborns, the number
of newborns is increasing. In the Russian Federatiom
proportion of premature children born with low, véoy
and extremely low body weight among children bormeali
currently makes 11.8 %, i.e. more than 200 thousand
people [4].

The adverse consequences of disorders are a heavy
burden for families and the healthcare system. Aemec
report states that in the United States the avetage of
medical care for a child born between 28 and 31 weeks
US$95 in the first year alone [6]. The consequerafes
premature delivery can be felt throughout the feitife of
a surviving child, leading to disorders in the depenent
and functioning of the nervous system due to thecmsed
risk of cerebral palsy, causing learning disordasswell
as affecting physical health, increasing the risknon-
communicable diseases.

The analysis of the causes of childhood disability
shows that in its structure mental and behaviosdrdiers,
nervous system diseases and congenital abnormalitie
steadily occupy more than 60 % of diseases that lea
disability of children of all age groups. Hereditaigeases
and cerebral palsy contribute significantly to faemation
of child disability in this group of causes [7, 8]is these
diseases that lead to severe physical dysfunctanms
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irreversible losses of labor and intellectual patgrof the
country.

One of the main areas in preventing the child dlisab
should be the reduction of the so-called generaletie
burden, which occurs in more than 5 % of the pdmra
[8]. Prenatal and preimplantation genetic diagnpkgs an
important role in reducing the genetic burden ire th
population thus deceasing the risk of child dejiveith a
hereditary disease. In this regard, it is neces®argise the
awareness of doctors and the population of the togun
especially women, about the real possibilities mnptal
and preimplantation genetic diagnosis.

The detection of biochemical markers of brain cell
damage and repair in case of cerebral circulatisorders
as a result of perinatal lesions, genetically cdussions
and brain injuries in children, development of
recommendations for therapy and reduction of diggbi
cases based on the results of these studies, inglud
prevention of infantile cerebral palsy, seem quite
promising [9, 10].

The negative factor leading to the growth of childitho
disability is lifestyle, unsustainable nutritiomread of bad
habits, lack of physical activity, which leads toccessive
body weight of children and adolescents, especialthe
obesity phase, development of diseases of thelaiooy
system, which determine the occurrence of earlyulasc
diseases (heart attacks and strokes).

Among the environmental factors in the Russian
Federation, the natural iodine deficiency, which ersv
about 50 % of the territories of the country, isgréat
importance. The cessation of iodine prevention detd
goitrous endemia, which adversely affects the heafth
children, leads to the delay of mental, physical aexual
development [2].

Child disability has family, economic and social
effects associated with negative impacts on the Iyami
health system, intergenerational, psychosocial, tiemal
and economic problems, high cost of treatment and
rehabilitation, risk of disability in descendantd].

Another equally acute problem of modern Russian
society is the existence of barriers between perswith
disabilities and the society caused by the fadtttreasociety
tries to create the most favorable hothouse camditior the
development of persons with disabilities thus fastetheir
consumer attitude to healthy people and societthésame
time, the successful integration of children withatbilities
into society and the inclusion of children withabdities in
labor and social activities are possible only with active
participation of children with disabilities and théamilies
in rehabilitation programs. However, according kpegts,
for various reasons, more than 50 % of childrenhwit
disabilities and their legal representatives refuse
participate in the rehabilitation activities deeldrin the
individual rehabilitation program [3].

The solution to this problem will determine the ché¢e
establish effective mechanisms for motivation and
participation of children with disabilities and théamilies
in rehabilitation activities and programs that eastheir
integration into the society, including active laland social
activities.
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4. CONCLUSION

Child disability today is one of the most complecisl
problems that no society can solve. On the one hand,
modern medical technologies allow preserving pregpan
“give life”, support children with various healthsdrders,
and on the other — in most cases they lead to itltgab

The increase in the number of disabled childreddea
to an increase in the state’s budget expenditure fo
treatment and medical rehabilitation of disableddcén,
socio-economic support for families raising disdble
children and children with disabilities, creation af
modern integrated infrastructure for rehabilitatiamd
educational assistance to disabled children anbtireni
with disabilities, introduction of inclusive eduaati
technologies, special jobs, etc.

Currently, child disability is no longer a purelyedical
phenomenon. It requires social, economic, politieat
psychological resources of the society, especisiy
family. A disabled child in the family fundamentally
changes self-determination, social status andegfiest of
family behaviour, dramatically reduces material elev
opportunities for leisure and rest, resource ofiadcand
psychological support of other family members.

The prevention of child disability, including heaknd
social interventions, is essential for preservinge t
intellectual, labour and reproductive potential tife
country.
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