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Abstract. The object of the study is social relations that determine the main approaches to
the organization of an independent lifestyle of disabled people in the Russian Federation.
The subject of the study is the rights of persons with disabilities to an independent lifestyle
and the possibility of their implementation in Russia, taking into account the measures taken
and the opinions of the disabled themselves. The purpose of the study is a scientific analysis
of legislative and regulatory support, assessments by disabled people of the expansion of
opportunities for disabled people to lead an independent lifestyle in their chosen place of
residence and integration into the local community. Methodological basis of the work:
comparative legal, logical, historical, statistical, sociological research methods. The paper
analyzes international legal acts, federal and regional legislation on providing disabled people
and disabled children with the opportunity to lead an independent lifestyle, statistical data
on the number of disabled people living in stationary social service organizations. We have
obtained unique results of the all-Russian survey of people with disabilities. The sample is
stratified and not proportional according to the criteria: by place of residence (cities, rural
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areas); by age: adult population (over 18 years old), children (from 0 to 17 years old); by
gender (men, women, boys, girls) and by persistent functional disorders (disorders of the
musculoskeletal system, functional disorders hearing, visual impairment, mental impairment,
other disorders). As a result of the analysis, a non-comprehensive study was established in
the legislation of the Russian Federation and the subjects of the Russian Federation of the
issues of providing disabled people with the opportunity to lead an independent lifestyle.
Normative and methodological acts have been developed that have made it possible to
provide conditions and mechanisms for the implementation of an independent lifestyle of
disabled people in their chosen place of residence. Within the framework of pilot projects
in a number of subjects of the Russian Federation, positive dynamics of the introduction
of new technologies for the preparation and organization of assisted living for disabled
people has been established. Based on the received data obtained, a concept and a set of
measures have been developed to expand the opportunities for disabled people to lead an
independent lifestyle in their chosen place of residence.

Keywords: disabled people, independent lifestyle, legislative, regulatory and methodological
support, disabled people’s opinion about the readiness and possibility of leading an
independent lifestyle.
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Poccuiickaa @edepayus, Canxm-Ilemepoype
°Canxm-Ilemepoypeckuii snexmpomexnuveckuti ynusepcumem «JI1TH»
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AnHoTanus. OOBEKT HCCIeT0BaHNS — OOIIECTBEHHBIE OTHOIICHUS, OIPEICIISIIOIINE
OCHOBHBIE ITOAXO/bI K OPraHU3aI[UN CAMOCTOSTEIBHOT0 00pa3a KU3HU HHBAINIOB
B Poccutiickoit @enepanuu. [Ipeamerom uccienoBanus sIBISIIOTCS paBa HHBAIUIOB
Ha CaMOCTOSTEIIbHBIN 00pa3 U3HU U BO3MOKHOCTH UX peanusanuu B Poccuu ¢ yuerom
MPUHUMAEMbIX MEp U MHEHHS CaMHUX HHBAIUJIOB. Lleb mccie1oBaHms COCTOUT B HAyUHOM
aHaJIM3€ 3aKOHOAATEIBHOTO M HOPMATUBHOTO 00ECIEUEHUS, OLICHOK MHBAIUIAMHU
pacIIUpeHust BO3MOKHOCTEH BEACHUS MU CaMOCTOSITENEHOTO 00pa3a )KU3HU B H30paHHOM
MECTe KUTEIbCTBA M MHTETPALIUU B MECTHOE COOOIIECTBO. METOOIOTHUECKasi OCHOBA
paboThI: CPaBHUTEIBHO-IIPABOBOM, TOTHYECKNM, UCTOPUUECKHH, CTATUCTHIECCKUH,
COLIMOJIOTHUECKUH METOABI Ucce0BaHus. B paboTe npoBeeH aHaIu3 MEKTyHAPOTHBIX
MIPAaBOBBIX AKTOB, (PEIEPATLHOTO M PETHOHAIBFHOTO 3aKOHOIATEIbCTBA 110 00ECIEUCHUIO
MHBAJIU/IaM 1 JETSIM-UHBAIUIAM BO3MOKHOCTHU BEJICHUSI CAMOCTOSTENBHOTO 00pa3a KH3HH,
CTaTUCTUYECKUX JAHHBIX O YHCICHHOCTH MHBAJIM/OB, IPOXKHUBAIOIINX B CTAIIMOHAPHBIX
OPTaHU3AIMAX COLHANBHOTO 00CTYKUBAHHS, UX TOTOBHOCTH K BEJICHUIO CAMOCTOSITETILHOTO
o6pa3za xu3HU. HamMu mogydeHbl yHUKaJIbHBIE PE3YIbTAThl BCEPOCCUICKOTO OMpoca
Joiel ¢ MHBAIUAHOCTHIO. BoIOOpKa cTpaTudunnpoBanHas, He IPONOPIHOHATBHAS
IO KPUTEPHUSM: IO MECTy NMPOKUBAHUS (TOPOAA, CENbCKUE TEPPUTOPUN); TIO BO3PACTY:
B3pocioe Hacenenue (ctapie 18 ser), netu (ot 0 g0 17 5ier); mo momy (MyKYHHBIL, KEHIIUHBI,
MAaJIBYMKH, JCBOYKH) U 10 HAIMYUIO CTOMKHUX HapyIIeHUH (GyHKIUI opraHu3Ma (OIOpHO-
JIBUTATENbHOTO alIapara, ciryxa, 3peHusl, ICUXUIeCKUX (DyHKIUI, Tpodyne HapyIICHHUs).
B pesynbrare aHanusa ycTaHOBIEHA HEKOMILIEKCHAsI MPopaboTKa B 3aKOHOATEIbCTBE
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Poccuiickoii ®enepanmu u cyonekToB Poccuiickoit deeparuu BOMPOCOB 00ecreueHus
MHBAIUIAM BO3MOXKHOCTH BEIICHHS CaMOCTOSITEILHOTO 00pasa »u3HH. beumn pa3paboTaHs
HOPMATHBHBIE U METOINYECKUE aKTHI, TO3BOJUBINNE 00CCIICUUTH YCIOBHS U MEXaHU3MBI
pean3aIy CaMOCTOSTENTFHOTO 00pa3a KM3HH HHBATHIOB B N30PaHHOM MECTE )KUTEIIHCTBA.
B paMkax MuiaoTHBIX IPOEKTOB B psijic cyObekToB Poccuiickoit deepanun ycTaHOBICHA
MIOJIOXKUTEIIbHAS IMHAMUKA BHEIPEHUSI HOBBIX TEXHOJIOIMH IMOATOTOBKU U OpraHU3aLUN
COIPOBOXKIAEMOTI0 MPOKUBAHUS UHBAJIMIOB. Ha 0OCHOBaHMHU MOTyUYEHHBIX PE3YJIBTAaTOB
pazpaboTansl npoekTsl Konnenn n Komriekca Mep 1o paciImpeHnio BO3MOKHOCTEH
BEJICHUS MHBAINIAMH CaMOCTOSTEIIFHOTO 00pa3a ’KU3HH B N30PaHHOM MECTE JKUTEIIBCTBA.

KaroueBbie cioBa: HWHBAJINUIBbI, CaMOCTOSATENbHBIN O6p33 KHU3HH, 3aKOHOAATCIbHOC,
HOPMATUBHOE W MCTOAUYECCKOC o6ecnequI/Ie, MHCHHC HWHBAJIWJIOB O TOTOBHOCTH
1 BOBMOXXHOCTH BCACHHA CaMOCTOATCIBHOT'O o6pa3a KU3HU.

Hayunas cnemmanbHOCTh: 5.4.4 — coumasnbHas CTPYKTypa, COLMAIbHBIE HHCTUTYTHI
U TPOLECCHI.

Iurupoanme: Crapoomna E.M., HWmyrmna W.C., Koxymxo JL.A., UYepnskuna T.C.,
Bnamumuposa O.H., Pouera f1.C., Pagyro B.U., XonakoBckuid M./[. O pacmmpeHur CrioCOOHOCTH
JIIONCH ¢ OTPaHUYCHHBIMU BO3MOKHOCTSIMU BECTH HE3aBUCHMBIN 00pa3 )KU3HH B BIOPAHHOM UMH MECTE
JKUTEIBCTBA U HHTETPAIMU B MECTHOE co00mecTBO. JKypr. Cub. pedep. yu-ma. I ymanumapmvlie nayxu,
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Introduction

To the study of social policy concerning
disabled persons in Russia devoted the studies of
the following authors: Tarasenko E. A. (2004);
P.V. Romanov, Yarskaya-Smirnova E.R.
(2006); A.V. Bronnikov (2007); Yu Bayushi-
na.L., (2009); Neberushkina E. (2017); Rad-
chenko T.E., Yu Pestova.M. (2019).

The full integration of disabled people into
a diverse socio-economic and political space is
a strategic goal of social policy that has been
developed by the world community in recent
decades (Maleva (red.), 2017: 247).

According to V.A. Bronnikov, “it is ex-
tremely important to legislate social policy
that reduces the distance between the formal-
ly proclaimed goals of an open society for the
disabled and their maximum involvement in all
spheres of life and participation in social work
and public life” (Bronnikov, 2007: 9).

A significant contribution to the defini-
tion of the goal of social policy was made by
the research of P. V. Romanov, E.R. Yarskaya-
Smirnova, which follows from the fact that “the
ability of disabled people to be independent
economic entities, to participate in the politi-
cal, cultural and social life of society reflects

the level of realization of their rights as citizens
of the welfare state” (Romanov, Yarskaya-
Smirnova, 2006: 5—6). Consequently, the goal
of the state policy in relation to this group of
citizens becomes, first of all, “ensuring equal
opportunities for disabled people with other
citizens in implementation... rights and free-
doms provided for by the Constitution of the
Russian Federation” (Romanov, Yarskaya-
Smirnova, 2006: 15).

The authors consider a new stage in the
development of disability policy in Russia to
be the dissemination and popularization of the
concept (and even philosophy) of independent
life, widely practiced in the West for more than
a decade. This concept “implies control over
one’s own affairs, participation in public life,
fulfillment of certain social roles and decision-
making leading to self-determination of the
individual” (Romanov, Yarskaya-Smirnova,
2006: 26).

The ideology of independent living makes
it possible to achieve optimal interaction of
disabled people with the outside world and to
integrate people with special needs most fully
into the conditions of modern society (Drobot,
2011: 26).
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Independent life as a scientific concept has
two interrelated sides. On the one hand, in the
socio-political aspect, these are guarantees of
the realization of civil rights and freedoms of
people with disabilities, and on the other hand,
in personal terms, it implies the appropriate
identification of a person who perceives himself
as an equal person, setting himself the same
tasks as any other person (Zhigunova, 2019: 2).

Personal readiness is associated with the
assessment of the potential and possibilities of
leading an independent life, which is actively
studied by researchers. The factors that con-
tribute to an increase in activity and the reasons
that reduce it are highlighted. According to
I.K. Svishcheva and T.N. Koneva, only a third
of people with disabilities have a high level of
integration potential. It is especially difficult
for disabled people to lead an independent life
at an older age. The authors popularize the so-
cial support system to increase the number of
people with disabilities with high opportunities
for integration into society. (Svishchyova, Kon-
eva, 2018: 265). The concept of an independent
lifestyle highlights the main components of
the success of active social behavior: favorable
social conditions — family, environment; ac-
tive motivation of their chosen activities; com-
petence; knowledge; level of education. This
makes it possible to ensure equality of rights
and opportunities for all socially unprotected
groups of our society (Kefeli, Gorina, 2021: 90).

E.R. Yarskaya-Smirnova, V.N. Yarska-
ya note that the social vulnerability of people
with disabilities, health limitations, arise due
to the imperfection of social institutions, un-
settled environment, intolerant social attitudes
(Yarskaya-Smirnova, Yarskaya, 2021: 146).

The decrease in the activity of people
with disabilities in the concept of subjective
well-being is explained through the social and
economic consequences of the unequal posi-
tion of this group, and not through disability.
Social isolation and financial situation make it
possible to explain the differences in subjective
well-being between people with and without
disabilities (Nastina, 2019: 615).

Comparing the results of studies of disabil-
ity problems of different years allowed E. K. Na-
berushkina to suggest that against the back-

ground of changes in social policy, “society’s
readiness for changes in a non-discriminatory
order is more noticeable in the development of
the regulatory legal framework, in the aspect of
the formation of infrastructural accessibility”
(Neberushkina, 2017: 333), however, *“ the prob-
lems of employment, job placement and social
inclusion of people with disabilities remain”
(Neberushkina, 2017: 337).

The main goal of social policy is not to
support certain social strata or groups, but to
integrate society, to ensure the balance of the
social system (Bayushina, 2009: 59).

E.Y. Sidelshchikova states that “one of the
most important means of achieving the goals
defined by law is prosecutorial supervision, at
the same time, the uncertainty, inconsistency
and lack of legislation in this area does not
allow the full use of prosecutorial potential”
(Sidel’shchikova, 2015: 57). Summing up, the
author notes that “the regulatory legal frame-
work in the Russian Federation in the field of
social protection of disabled people is con-
stantly developing and transforming. At the
same time, in modern Russian society there
is an objective need to improve the legal reg-
ulation of social protection of disabled people”
(Sidel’shchikova, 2015: 59).

The relevance of the study is determined
by the need to substantiate measures to create
conditions for disabled people and disabled
children to lead an independent lifestyle, on
the basis of which appropriate legal regulations
will be developed in the subjects of the Russian
Federation.

The object of the study is social relations
that determine the main approaches to the or-
ganization of an independent lifestyle of dis-
abled people in the Russian Federation. The
subject of the study is the rights of persons with
disabilities to an independent lifestyle and the
possibility of their implementation in Russia,
taking into account the measures taken and the
opinions of the disabled themselves.

The purpose of the study is a scientific anal-
ysis of the normative legal support and assess-
ments by disabled people of the expansion of
opportunities for disabled people to lead an in-
dependent lifestyle in their chosen place of resi-
dence and integration into the local community.
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Material and methods of research. The
paper analyzes international legal documents,
federal and regional legislation on providing
disabled people and disabled children with the
opportunity to lead an independent lifestyle,
statistical data on the number of disabled peo-
ple living in stationary social service organiza-
tions according to Form No. 3-sobes, opinions
of citizens with disabilities on the readiness
and possibility of their independent lifestyle
based on the results of all-Russian survey of
people with disabilities. 7,775 respondents took
part in the survey, 90 people were interviewed
in each subject of the Russian Federation. The
sample is stratified, not proportional by crite-
ria: by place of residence (cities, rural areas);
by age: adult population (over 18 years old),
children (0 to 17 years old); by gender (men,
women, boys, girls) and type of disability (dis-
orders of the musculoskeletal system, hearing
disorders, visual disorders, mental disorders,
other disorders).

Methodological basis of the work: com-
parative legal, logical, historical, statistical and
sociological research methods.

A. Structural and functional analysis

of compliance of the legislation

of the Russian Federation and the subjects

of the Russian Federation with international acts
on providing disabled people

with conditions for independent lifestyle

and involvement in the local community

In order to ensure and promote the full re-
alization of all human rights and fundamental
freedoms by persons with disabilities without
any discrimination on the basis of disability,
the Federal Law of the Russian Federation No.
46-FZ of May 3, 2012 ratified the UN Conven-
tion on the Rights of Persons with Disabilities
(hereinafter referred to as the Convention).

Article 19 of the UN Convention on the
Rights of Persons with Disabilities recognizes
the equal right of all persons with disabilities to
live in ordinary places of residence, to choose
their place of residence on an equal basis with
other people, to have equal access to services,
including support services provided at home
and at the place of residence, including person-

al assistance to support an independent life-
style in the local community.

Social protection of persons with disabil-
ities should promote active citizenship, social
integration and participation in the life of the
local community without paternalism, depen-
dence and segregation. Consequently, its ul-
timate goal is to ensure the right to an inde-
pendent lifestyle and involvement in the local
community, enshrined in article 19 of the Con-
vention (Zhavoronkov, 2020: 195).

According to paragraph 16a of the General
Comment No. 5 (2017) of the UN Committee
on the Rights of Persons with Disabilities, an
independent lifestyle means that people with
disabilities receive all the necessary means to
allow them to make choices, exercise control
over their lives and make all decisions con-
cerning their lives. Personal autonomy and
free expression of will are key elements of an
independent lifestyle, which includes access
to transport, information and communication
facilities and personal assistance, place of
residence, daily routine, habits, decent work,
personal relationships, clothing, nutrition, hy-
giene and medical care, religious and cultural
activities and rights to sexual and reproductive
health.

In order for the Russian Federation to
comply with the provisions of the Conven-
tion, it became necessary to amend a number
of regulatory legal acts to ensure compliance
with international norms. In this regard, on De-
cember 1, 2014, Federal Law No. 419-FZ was
adopted, which amended 25 legislative acts of
the Russian Federation and 750 legislative acts
of the subjects of the Russian Federation on so-
cial protection of disabled people, assistance to
them in the implementation of established civil
rights. The results of the implementation of the
Convention in the Russian Federation are re-
flected in the state report submitted to the UN
Committee on the Rights of Persons with Dis-
abilities in 2014 and 2018.

The Russian Federation recognizes the
equal right of all persons with disabilities to
an independent lifestyle and involvement in
the life of the local community in accordance
with the Constitution of the Russian Federation
(Chapter 8, Articles 130 and 131) and the Fed-

- 2198 -



Elena M. Starobina, Inna S. Ishutina... On Expanding the Opportunities for Disabled People to Lead an Independent...

eral Law “On General Principles of Organiza-
tion of Local Self-Government in the Russian
Federation” (Article 1). In accordance with the
norms of the Constitution of the Russian Fed-
eration, everyone has the right to housing. No
one may be arbitrarily deprived of a home (part
1 of Article 40).

The legislation of the Russian Federation
provides that disabled persons and families
with disabled children in need of improved
housing conditions are provided with living
quarters in accordance with housing legislation
(Article 52 of the Housing Code of the Russian
Federation, Article 17 of the Federal Law “On
Social Protection of Disabled Persons in the
Russian Federation”), they are provided with
conditions for unhindered access to common
property in apartment buildings, as well as the
adaptation of living quarters taking into ac-
count the needs of disabled people (paragraph
5.1 of Article 2, paragraph 2 of Article 12 and
part 3 of Article 15 of the Housing Code of the
Russian Federation).

At the same time, the requirements for
the provision of housing for disabled people,
including in the case of recognition of the
residential premises occupied by them as not
subject to adaptation, are not fulfilled, since
their effect is limited by the need to recognize a
disabled person as poor and a number of other
conditions that are not feasible in practice.

The main directions of improving social
policy in order to ensure an independent life-
style of disabled people in the local community
are the development of innovative forms of so-
cial services, early assistance to children and
their families, the expansion of the practice of
placing disabled people in foster families, the
development of hospital-substituting technolo-
gies and social support for disabled people, the
introduction of public-private partnerships and
the development of a competitive environment
in the provision of social services to them.

In order to prepare children with disabil-
ities of early age to lead an independent life-
style when they reach the age of 18, Decree of
the Government of the Russian Federation No.
1839-r of August 31, 2016 approved the Con-
cept of Early Care Development in the Russian
Federation for the period up to 2020.

The Order of the Ministry of Labour and
Social Protection of the Russian Federation No.
847 dated December 14, 2017 approved meth-
odological recommendations for the organiza-
tion of various technologies for assisted living
of disabled people, including such technology
as assisted cohabitation of small groups of dis-
abled people in separate residential premises.

The UN Committee on the Rights of Per-
sons with Disabilities, in its concluding observa-
tions on the initial report of the Russian Feder-
ation, expressed concern about “the significant
number of disabled people living in specialized
institutions, as well as their limited opportu-
nities, especially those with intellectual and/
or psychosocial disorders, in terms of access
to services and participation in the life of local
communities, and also notes the lack of a dein-
stitutionalization strategy “ (OON, 2018: 5, 6).

In order to expand the opportunities for
disabled people to lead an independent lifestyle
in their chosen place of residence, regional leg-
islative acts are being adopted in the constitu-
ent entities of the Russian Federation to solve
specific tasks, including providing housing for
disabled people, providing services, tariffs and
payment procedures to service providers, in-
terdepartmental interaction and other issues.
These documents have been adopted in 29
constituent entities of the Russian Federation,
and are being prepared for adoption in anoth-
er 29. In total, more than 100 legislative acts
have been adopted in the subjects in the field of
assisted living: on housing for disabled people
— in 16 subjects of the Russian Federation; on
the provision of services, tariffs and payment
procedures to service providers — in 28 sub-
jects; on interdepartmental interaction — in 25
subjects; on solving organizational issues of as-
sisted living — in 29 subjects; on solving other
social issues — in 11 subjects.

B. Analysis of the number

of disabled people living in stationary
social service organizations, assessment

of the ability of disabled people to self-serve
and lead an independent lifestyle

The number of children living in board-
ing houses for children with physical disabil-
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ities in 2018 amounted to 16,101 people, in-
cluding 13,352 people with mental disorders
(82.93 %), 2749 people with physical disabili-
ties (17.07 %)).

The number of disabled children aged
16—17 years living in inpatient social service
institutions of the social protection system in
2020 amounted to 21,785 people, including
5982 people in psychoneurological boarding
schools, and 1919 in boarding houses for chil-
dren, including for children with physical dis-
abilities a person in other organizations that
provide inpatient social services — 9738 people.

In the constituent entities of the Russian
Federation, much attention is paid to the prepa-
ration of graduates of orphanages for assisted
living. According to the data of the constituent
entities of the Russian Federation, 1,515 people
left orphanages in 2019, 304 of them were sent
to hospital-substituting forms of residence, in-
cluding 158 people (10.4 %) were assigned to
assisted living and to a family, 146 people were
assigned to assisted living in the structure of
neuropsychiatric boarding schools.

The number of disabled people aged 18
years and older living in inpatient social ser-
vice institutions of the social protection system
in 2020 amounted to 251,754 people, including
154,591 people in psychoneurological boarding
schools, and 9738 people in other organizations
providing inpatient social services. 13,602 peo-
ple live in inpatient departments for adults that
were not established in inpatient social service
organizations, of which 320 people live per-
manently in neuropsychiatric departments, 61
people temporarily.

Of the recipients of social services, 409
people were employed in stationary social ser-
vice organizations in 2020, 167 people were
sent for training, and 30594 people were sent
home.

Thus, a significant number of disabled
people, including children with disabilities, are
forced to live in specialized residential institu-
tions and are limited in the possibilities of ex-
ercising their rights to lead an independent life-
style. Many disabled people living in families
do not have such an opportunity either.

At the same time, the country has
launched the implementation of a new hospital-

substituting technology of social services and
technology of assisted living for people with
disabilities. In this regard, since 2018, the Fed-
eral State Budgetary Institution “Federal Sci-
entific Centre of Rehabilitation of the Disabled
n.a. G. A. Albrecht” of the Ministry of Labour
and Social Protection of the Russian Federation
has been conducting annual monitoring studies
to assess the accessibility of life arrangements
for people with disabilities in the form of as-
sisted living technology.

In order to expand the opportunities for
disabled people to lead an independent lifestyle
in their chosen place of residence, regional leg-
islative acts are being adopted in the constitu-
ent entities of the Russian Federation to solve
specific tasks, including providing housing for
disabled people, providing services, tariffs and
payment procedures to service providers, in-
terdepartmental interaction and other issues.
These documents have been adopted in 29
constituent entities of the Russian Federation,
and are being prepared for adoption in anoth-
er 29. In total, more than 100 legislative acts
have been adopted in the subjects in the field of
assisted living: on housing for disabled people
— in 16 subjects of the Russian Federation; on
the provision of services, tariffs and payment
procedures to service providers — in 28 sub-
jects; on interdepartmental interaction — in 25
subjects; on solving organizational issues of as-
sisted living — in 29 subjects; on solving other
social issues — in 11 subjects.

According to the results presented by the
executive authorities of 85 subjects of the Rus-
sian Federation, as of 01.10.2020, this form is
being implemented in 75 subjects of the Rus-
sian Federation. This is 36 (48 %) more subjects
compared to the data for 2018. In 2020, 1,923
people were sent for assisted living, including
1,365 people from inpatient social service in-
stitutions (987 people from psychoneurological
boarding schools, 252 people from orphanages
for the disabled and 126 from other institutions)
and 558 people living in families.

The total number of disabled people who
receive services within the framework of as-
sisted living amounted to 5,056 people in 2020.
This is almost twice as much as in 2018 (there
were 2,545 people). Of these, 2,776 people are
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on educational (training) assisted living, 2,280
people are on permanent assisted living.

The main contingent of disabled people
receiving services within the framework of as-
sisted living — 3317 people (65.6 %) are disabled
people with mental disabilities, of which 732
people live independently with periodic sup-
port in a separate apartment or in a house, 2585
people live in apartments in small groups.

C. Analysis of the readiness and assessment
of the ability of persons with disabilities
to lead an independent lifestyle

Disability has always been considered
a problem of a person with a disability who
needs to change himself, or specialists would
help him change through treatment or rehabili-
tation (Yaotova, 2015: 57).

In 2019, according to the conclusion of
the Federal Bureau of Medical and Social Ex-
pertise, based on the assessment of persistent
disorders of the body’s functions, it was found
that 11.9 % of disabled people living in psycho-
neurological boarding schools, aged 18 years
and older, can carry out self-care and lead an
independent lifestyle, with the regular help
of other persons — 15.7 % of disabled people.
30.8 % of adults with disabilities cannot carry
out self-care and lead an independent lifestyle.
The ability to lead an independent lifestyle has
not been determined for the rest of the disabled
people living in the psychoneurological board-
ing schools (41.6 %).

In this regard, it is of considerable interest
to study the opinions of people with disabilities
themselves and parents of disabled children
about their readiness and ability to lead an in-
dependent lifestyle.

The analysis of the readiness and oppor-
tunities of disabled people to lead an inde-
pendent lifestyle is based on the results of an
all-Russian study conducted by the Federal
State Budgetary Institution “Federal Scientif-
ic Centre of Rehabilitation of the Disabled n.a.
G. A. Albrecht” of the Ministry of Labour and
Social Protection of the Russian Federation.

According to the results obtained, 31.7 %
can lead an independent lifestyle, 26.2 % can
lead an independent lifestyle with the help of
other persons, 22.5 % cannot lead an indepen-

dent lifestyle, 4.9 % have no interest or desire.
The number of people with disabilities sur-
veyed who would like to lead an independent
lifestyle if accessibility was provided facilities
and services, transport, accounted for 8.4 %,
6.4 % found it difficult to give an answer about
the possibility / impossibility of leading an
independent lifestyle. The number of respon-
dents included people with disabilities who
live in a psychoneurological boarding schools,
a orphanages for the disabled, disabled homes,
their number was 11.8 %, 43.8 % live in an
apartment.

Among those who can lead an independent
lifestyle, people are mainly of working age (18—
29 years — 41.8 % and 30-49 years — 44.6 %),
with a basic general education — 38.3 %, sec-
ondary vocational education — 38.2 %, or high-
er vocational education — 46.2 %. The finan-
cial situation of disabled people with an active
position in relation to an independent lifestyle
rated higher than the rest. Respondents more
often note such characteristics describing the
financial situation as “good” — 40.8 % — or “av-
erage” — 34.0 %, “provided with everything”
36.7 %. Among those who can lead an indepen-
dent lifestyle, there are respondents who have
hearing impairments — 42.8 % — or who have a
common disease — 44.9 %. 21.8 % live in psy-
choneurological boarding schools, orphanages
for the disabled, disabled homes.

Parents of disabled children aged 8-14
years — 37.5 %, 4-7 years — 38.4 %, 15-17
years — 36.2 % and a third of disabled people
of working age (18-29 years — 33.6 %) choose
to lead an independent lifestyle with the help of
others. The majority of respondents have pri-
mary general education — 39.6 %, basic general
education — 26.7 %, secondary general educa-
tion — 25.9 %. A third of respondents (31.4 %)
noted the lack of education, which is primarily
due to age. In this group, the assessment of the
financial situation is diverse and is represent-
ed by such characteristics as: “we live hard” —
27.4 %, “average” — 28.1 %, “good” 26.5 % and
“provided with everything” — 25.5 %. Accord-
ing to the types of disability, disabled people
with disorders of the musculoskeletal sys-
tem — 30.1 %, mental health — 32.9 %, vision —
324 % — can partially lead an independent
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lifestyle. 30.4 % live in psychoneurological
boarding schools, orphanages for the disabled,
disabled homes.

They would be able to lead an independent
lifestyle in case of accessibility of facilities,
services and transport: disabled people aged
15-17 years — 11.1 %, 30—49 years — 11.6 %,
mainly with higher education — 10.8 % — and
general secondary education — 10.6 %. The fi-
nancial situation in this group is estimated as
low. 13.5 % of respondents described it as dif-
ficult, 14.4 % — as “we live poorly”. Depending
on the limitations of life, the choice was made
by respondents with visual impairments —
10.6 % — and musculoskeletal system — 13.8 %.
For those who care about the availability of fa-
cilities and services, 4.7 % live in psychoneu-
rological boarding schools, orphanages for the
disabled, disabled homes.

Among those who cannot lead an inde-
pendent lifestyle due to age and health sta-
tus — persons with disabilities older than able-
bodied (from 70 years and older — 55.1 %,
50—69 years — 28.8 %) and children aged 0-3
years —23.0 %, 4—7 years —21.0 %, 8—14 years —
19.7 %. The level of education of the respon-
dents: secondary vocational — 28.0 %, second-
ary general — 19.3 %, or basic general —22.9 %,
or none (including due to age) — 28.7 %. In this
group, the assessment of the financial situa-
tion is described as low in the judgments “we
live hard” — 26.9 %, “poor” — 31.7 %. Howev-
er, some of the respondents noted that “they
live on average” — 22.4 %, “the financial sit-
uation is good” — 20.6 %, “provided with ev-
erything” — 25.4 %. According to the type of
disability, disabled people with disorders of
the musculoskeletal system — 30.6 %, general
disease — 24.3 % — and visual impairments —
22.7 % cannot lead an independent lifestyle.
Passive attitude is especially common among
those living in the psychoneurological board-
ing schools, orphanages for the disabled, dis-
abled homes (31.2 % of the respondents).

Every tenth respondent has no interest in
an independent lifestyle. Among them, respon-
dents aged 50—69 years — 6.1 % — and 70 years
and older —7.6 %, with secondary general ed-
ucation — 5.9 % — or basic general — 7.4 %. In
this group, the financial situation is estimated

by respondents as “we live poorly” — 8.6 % —
and “the financial situation is difficult” — 6.0 %.
Depending on the limitations of life, the re-
spondents with mental health disorders most
often chose a lack of interest in an independent
lifestyle — 7.6 %. 7.2 % of those living in the
psychoneurological boarding schools, orphan-
ages for the disabled, disabled homes.

The surveyed disabled people only in 33 %
of cases note an active position regarding the
readiness and availability of opportunities to
lead an independent lifestyle. 26.7 % say there
are partial opportunities. The key factors that
influenced this choice were: younger or able-
bodied age, type of disability, education and a
positive assessment of the financial situation.
The passive position in the assessments of the
respondents is associated with low estimates of
the financial situation and low level of educa-
tion, as well as older age and type of disability.
Respondents with mental health disorders and
living in psychoneurological boarding schools,
orphanages for the disabled, disabled homes
for the more often choose a passive position in
assessing their readiness to lead an indepen-
dent lifestyle and, as a result, the subsequent
low potential.

D. Measures for the development

of normative and methodological acts,
which allowed to start working out issues

of ensuring the possibility of disabled people
to lead an independent lifestyle

within the framework of pilot projects

In accordance with General Comment No.
5, the Committee on the Rights of Persons with
Disabilities recommends “adopting a strategy
aimed at: promoting the rights of persons with
disabilities to independent living and involve-
ment in the local community” (OON, 2017: 2).

In accordance with the state program “Ac-
cessible Environment” for 2011-2020, a num-
ber of measures have been carried out to de-
velop normative and methodological acts that
made it possible to begin working on these is-
sues within the framework of pilot projects and
other measures, including support for young
people with disabilities in employment, the
formation of regional programs for the compre-
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hensive rehabilitation of disabled children, the
organization of assisted living together with
disabled people, providing early rehabilitation
assistance to disabled children and supporting
families with disabled children, on the organi-
zation of the activities of multidisciplinary re-
habilitation centers.

At the same time, the work carried out in
these areas in 20162018 did not lead to results
that make it possible to form a system of mea-
sures to assist disabled people in exercising
their rights to choose and lead an independent
lifestyle. In particular, the following tasks have
not been solved:

— strategic goals (expected results) and a
system of measures to achieve them that com-
ply with the norms of article 19 of the Conven-
tion on the Rights of Persons with Disabilities
have not been defined;

— the drafts of the prepared acts have not
passed state registration and do not have a reg-
ulatory status;

— the lists of support services provided to
disabled people for their independent lifestyle,
mechanisms, including regulations and stan-
dards of their provision are not defined in a
normative way;

— the norms obliging state authorities and
local self-government bodies to train disabled
children in specialized institutions to lead an
independent lifestyle after the age of 18 have
not been defined, including the formation of a
reserve of necessary living quarters, the cre-
ation of vacancies for employment, the alloca-
tion of assistants in social institutions to assist
them in transition period of adaptation;

— there are no statistics on the number of
people who are able, but not able to switch to an
independent lifestyle;

— predictive indicators of their socializa-
tion have not been determined, as well as calcu-
lations of the funds necessary to provide them
with support services and individual assistance
(social support);

— the legislation has not been amended to
determine the legal status and mechanisms for
providing early assistance, assisted living and
other forms of personal assistance to disabled
people at the stage of transition to an indepen-
dent lifestyle and independent living;

— the problems of providing housing to
disabled people who have the right to receive
extraordinary living quarters, including in ex-
change for living quarters recognized as not
subject to adaptation, taking into account their
needs, have not been solved;

— the issues of support and comprehensive
support for families raising disabled children
and disabled people have not been resolved;

— there are no normative-methodological,
organizational and material-technical condi-
tions for ensuring assisted social and labor
employment of people with mental disabilities
and mental disorders outside of inpatient insti-
tutions;

— there is no legal regulation of interde-
partmental co-ordination in order to assist dis-
abled people in realizing the right to lead an
independent lifestyle.

In the process of research on the intro-
duction of assisted living technologies in the
subjects of the Russian Federation, conducted
at the Federal State Budgetary Institution “Fed-
eral Scientific Centre of Rehabilitation of the
Disabled n.a. G.A. Albrecht” of the Ministry
of Labour and Social Protection of the Russian
Federation. The following problems were iden-
tified that hinder the introduction of this tech-
nology of assisted living for disabled people:
lack of living quarters — in 65 % of subjects,
trained personnel — in 58 % of subjects, insuffi-
cient funding — in 55 % of subjects, insufficient
regulatory framework at the federal level — in
43 % of subjects, regulatory framework at the
regional level — in 35 % of the subjects from all
the studied subjects of the Russian Federation.

Due to the lack of comprehensive study of
the above issues, there are currently no regula-
tory and planning and administrative decisions
defining step-by-step indicators (tasks) for pre-
paring disabled people and disabled children
for an independent lifestyle and for their so-
cialization outside specialized institutions in
accordance with their choice, as well as man-
datory measures for the implementation by
state authorities of legal regulation, financing,
staffing of this work.

The preparation of conceptual solutions on
these issues is planned by the Ministry of La-
bour and Social Protection of the Russian Fed-
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eration as part of the development of a Concept
and a set of measures to expand the opportu-
nities for people with disabilities to lead an in-
dependent lifestyle (hereinafter — the Concept
of Independent Lifestyle) and is entrusted to
the Federal State Budgetary Institution “Fed-
eral Scientific Centre of Rehabilitation of the
Disabled n.a. G.A. Albrecht” of the Ministry
of Labour and Social Protection of the Russian
Federation.

The development of the Concept of Inde-
pendent Lifestyle is carried out on the basis of
the provisions of international instruments in
the field of the realization of the rights of per-
sons with disabilities (the World Programme
of Action for Persons with Disabilities of De-
cember 3, 1982, the Standard Rules for En-
suring Equal Opportunities for Persons with
Disabilities of December 20, 1993, the Con-
vention on the Rights of Persons with Disabil-
ities of December 13, 2006, General Comment
No. 5 (Zamechaniye obshchego poryadka,
2017) on Independent Lifestyle and Involve-
ment in the Local Community of October 25,
2017, Concluding Observations of the UN
Committee on the Rights of Persons with Dis-
abilities on the Initial Report of the Russian
Federation dated April 9, 2018), federal leg-
islative acts (“On the Right of Citizens of the
Russian Federation to Freedom of Movement,
Choice of Place of Stay and Residence within
the Russian Federation” dated June 25, 1993
No. 52421, “On Social Protection of Disabled
Persons in the Russian Federation” dated No-
vember 24, 1995, No. 181-FZ), the experience
of foreign countries and subjects of the Rus-
sian Federation.

The Concept of Independent Lifestyle is
aimed at forming a human rights model of dis-
ability, achieving deinstitutionalization of dis-
abled people with all types of impaired func-
tions and disabilities, with their consent and by
creating a barrier-free environment and provid-
ing them with the necessary assistance, taking
into account their available opportunities, so-
cialization and integration into the family and
local community.

The basis for the development of the Con-
cept of Independent Lifestyle is the philoso-
phy of “independent life”, which considers the

human right to be an integral part of society
and to take an active part in social, political
and economic processes as freedom of choice
and freedom of access to residential and public
buildings, transport, communications, insur-
ance, labour and education, as an opportunity
to determine and to choose, make decisions
and manage life situations as a way of thinking,
psychological orientation of a person, which
depends on its relationship with other person-
alities, its physical capabilities, the support ser-
vices system and the environment.

The expansion of opportunities for dis-
abled people to lead an independent lifestyle in
their chosen place of residence, justified by the
Concept, is based on the implementation of the
requirements of the following principles:

— humanism, from the standpoint of which
disability is a situation in which the normal
functioning and quality of human life is pos-
sible due to compensation mechanisms and the
construction of special conditions, assistance
and support;

— interiorization, which assumes that the
formation of the internal structures of the hu-
man psyche occurs through the assimilation of
external social activities, the appropriation of
life experience, the formation of mental func-
tions and development in general, and this ap-
plies, among other things, to the capabilities of
people with disabilities;

—normalizing the lives of people with dis-
abilities in various places of residence and stay,
stimulating their active participation in solving
their own life tasks and developing their inde-
pendence;

— an integrated approach, which consists
in assessing not only the degree of severity
of mental function, but also vital signs in the
household, social and professional spheres, as
well as the mutual influence of factors of func-
tioning and the environment on the individual;

— an individual approach involving the
provision of assistance commensurate with the
needs of the person;

— orientation to the development of inde-
pendence of people with disabilities;

— independent choice of place of residence;

— continuous/lifelong support for people
with mental disabilities, including them in var-
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ious activities in order to constantly support the
acquired skills.

The strategic goal of the developed Con-
cept is to create legal, economic and institution-
al conditions conducive to a gradual increase
in the number of disabled people and disabled
children who, as a result of the development
of a system of continuous comprehensive sup-
port — early care, education, habilitation and
rehabilitation, assisted living and assisted em-
ployment/labour activity — conditions will be
created for self-selection of the place of resi-
dence, leading an independent lifestyle in the
chosen place of residence for their full inclu-
sion and involvement in the local community.

In conclusion, it should be noted that the
implementation of a Set of Measures of the
Concept is the most effective mechanism for
promoting an independent lifestyle of disabled
people in their chosen place of residence, de-
veloping a network of support services neces-
sary for this, increasing the role of family, so-
cial services, civil society institutions in their
provision, as well as the integrated use of social
support methods, early assistance, assisted liv-
ing, support with the assistance of employment
and work activities of disabled people.
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