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“They fear us because we are Other”: attitudes
towards disabled people in today’s Russia

“Nos temen porque somos Otro”: actitudes hacia las
personas con discapacidad en la Rusia moderna

Elena Nosenko-Stein’

ABSTRACT Although the number of disabled people in post-Soviet Russia exceeds 13
million, research regarding many processes occurring within this large segment of the
society remains scant. The objective of this article was to examine the different notions
and stereotypes dealing with impairments. Using the qualitative approach of oral his-
tory, in-depth interviews with 11 men and 16 women with disabilities were carried out
in three regions of Russia, as were interviews with six experts in Moscow and Nizhny
Novgorod. In addition, accounts of disability experience published in online journals
were examined. The analysis of these sources shows that the perception of disabled
people and disability in general is ambivalent and impacts the perception of disability
and self-identification of disabled people who are also a part of Russian society.
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RESUMEN El ndimero de personas con discapacidad en la Rusia postsoviética supera los
13 millones, pero hasta el momento se han realizado muy pocas investigaciones sobre
los procesos que se desarrollan dentro de este gran sector de la sociedad. El objetivo
de este articulo es abordar las diferentes nociones y estereotipos relacionados con la
discapacidad. Desde el abordaje metodologico de la historia oral se realizaron entrevistas
en profundidad a 11 hombres y 16 mujeres con discapacidad en tres regiones de Rusia,
ademas de seis entrevistas a expertos en Moscl y Nizhny Novgorod. También fueron
incorporados relatos sobre la experiencia de discapacidad publicados en Internet. El
analisis de estas fuentes muestra que la percepcion de las personas con discapacidad y de
la discapacidad en general es ambivalente e impacta en la percepcién de la discapacidad
y la autoidentificacion que tienen las propias personas discapacitadas que forman parte
de la sociedad rusa.

PALABRAS CLAVES Personas con Discapacidad; Percepcion Social; Investigacion Cua-
litativa; Rusia.
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INTRODUCTION

The study of the problems of “disabled
people” and of “disability” as a social phe-
nomenon spread widely in 1960s, espe-
cially after the classic works of Goffman
and Allport,"? as did social movements for
the support of different minorities, including
people with disabilities. Over the last four
decades, Disability Studies has become an
interdisciplinary academic field including
social sciences, humanities, arts, and med-
icine, among others.

In the former Union of the Soviet Socialist
Republics (USSR), studies of disability were
conducted within the framework of the
medical model, which considers disability
as a medical phenomenon, as a disease or
defect that should be handled via medical
efforts of social care. In this way, a strong
school of Defect Studies (now correctional
pedagogy) for teaching disabled children was
created. For example, teaching and rehabili-
tation of blind children (typhlology), teaching
deaf children and adolescents (surdology),
and rehabilitation of blind and deaf children
(typhlosurdology) emerged as special trends
in disability studies and many interesting re-
search studies have been conducted in these
fields. Nonetheless in post-Soviet Russia
Disability Studies are still incipient, although
some interesting works dealing with social
policy, gender aspects of disability and other
topics have been published.®4%

As an interdisciplinary field, Disability
Studies include approaches and methods
which have been applied in other social
sciences and humanities, including social
and cultural anthropology, sociology, psy-
chology, history, folkloristics, ethnography,
and literary studies. However, in contem-
porary Russia these disciplines rarely — if at
all — touch upon disability as a cultural phe-
nomenon, or as a set of problems of people
with different impairments, handicaps or de-
fects that involve notions as varied as: illness/
health; abled/disabled body; empathy/ag-
gression; stereotypes and labels associated
with different kinds of disability (blindness,

mental diseases); and the representation and
self-representation of people with disabilities
in folk culture, literature, mass-media, oral
narratives, and so on.

Some statistics and definitions

According to the data of the World
Health Organization (WHO), people with
disabilities make up about one-tenth of the
world population, that is, about 650 million
people.® Moreover, the WHO states that in
2011 about 1-1.5 billion people had some
type of disability globally.” These statistics
depend upon the health care system, the
criteria for recording different kinds of im-
pairments, and the political situation (wars,
conflicts, famine, and so on) in each region.
Moreover, there are different approaches to-
wards the definition of disability, impairment
or defects. In addition, the high level med-
icine has reached in Western countries also
results in impairments, as people (including
babies) who several decades ago would have
died as a result of disease or trauma now
survive and are often disabled.

According to the official Russian sta-
tistics, there are about 12.9 million disabled
people registered as having group 1 and
group 2 disabilities®; since the Soviet period,
the groups of disability in Russia have been
defined according to the degree of possibility
of working and not according to the disease
or defect. There are therefore three categories
of disability in general: Group 1 (people who
cannot work or can work in very limited
spheres, such as blind people who can
sometimes work as masseurs/masseuses and
musicians); Group 2 (people who can only
work in special conditions, such as at special
factories for disabled people, or who cannot
work at all; those in this group receive a lower
pension and allowance than those in Group
1); and Group 3 (people who can work; in
many cases this group is defined as tem-
porary, for example after a trauma, a disabled
person can in a year or several years restore
his or her health and become “able-bodied”).
In this way, Russian statistics do not take into
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account people with Group 3 disability, the
relatively “minor” disabilities. In addition,
people who are not registered as disabled by
special medical and social expertise are not
included in statistical data — some people do
not want the status of disabled people as they
do not want to lose a good job, others do not
want to spend the time the procedure takes
only to receive a very low pension. Some
experts believe that there are 14 or even 15
million disabled people in Russia, despite the
social policy of increasing restrictions which
makes it difficult to receive disability status.
Not only are the statistics vague, but
there is also no general definition of disabil-
ity used in international organizations or in
academic research. According to the United
Nations Convention on the Rights of Persons
with Disabilities, disability is a consequence
of physiological or functional defects result-
ing from disease, accidents, and the like.”
The WHO differentiates “impairment” (the
lack of an apparatus, physiological or men-
tal dysfunction or abnormality), “handicap”
(difficulties in normal functions or activities
resulting from impairments) and “disability”
(limitations in human activities resulting from
innate or acquired defects)."” As a result of
this lack of uniformity in the definition, vari-
ous organizations at both the national and
international level present different statistics.

Some approaches and models

Since ancient times there have been
many different notions, labels, stereotypes
and even fears dealing with various impair-
ments and disabled people in various cultures;
these include the notion of the threat and
even contagiousness of blindness'" and the
perception of people with mental disability
as dangerous and socially unacceptable.?
In the so-called “primitive cultures” (peoples
who lived or still live in conditions of appro-
priative economics), some physiological and
especially mental defects were often con-
sidered as resulting from some negative fea-
tures of the person. Over the last fifty years,
the problem of the perception of disabilities

and the notions of disabled people in dif-
ferent cultures and epochs has been widely
eXpIOred.“1’]3’14’]5’16’17)

Terminology and definitions of disability
depend upon the approaches taken towards
this phenomenon. In the 19™ and first half of
20" centuries, the medical model of disability
was the most widespread. According to this
approach, disability is a medical problem
(diseases or functional disorder, results of
trauma, and so on) that should be handled
by medical means. Disability is always a
tragedy, a personal trauma and a deviant per-
sonal experience. Indeed, this medical model
resulted in an interest in trauma in various
cultures. Moreover, within the framework of
this model, a disabled person is an individual
who deserves pity and who should be taken
care of (by his or her family and by society,
especially philanthropic organizations). This
and other approaches have been described in
detail in the literature.®'®19 In this way, an
opposition “disability-health” typical to this
approach and in Russian society in general
can be observed.™

During the last 50 years a social model
of disability has come to prevail. Within the
framework of this model, disability is a social
construct; social institutions and social sur-
roundings create this construct and invent
numerous restrictions for people with dis-
ability."® According to this approach, dis-
abled people are the most discriminated part
of the society that is responsible for their
discrimination. Russian sociologist larskaia-
Smirnova stresses that disability is the result
of social agreement and the meaning of this
construct depends on traditions, social differ-
ences, statuses and others.?? In recent years
this approach has sometimes been criticized,
as it does not take into account the cultural
context and even some physiological and
psychological realities, such as pain and
physical and emotional discomfort.®

There are also other approaches to dis-
ability, although they are not always men-
tioned in related works. Among them the
affirmative (positive) approach is of note. It
emerged as a result of the creative activities of
disabled people, concentrating on the value

Salud Colectiva | Universidad Nacional de Lanus | ISSN 1669-2381 | EISSN 1851-8265 | doi: 10.18294/sc.2017.1140

OFLLZ10T98/%6281°01L 0P "0£1-£S§ 1 (2)€L°£10T "VAILDITOD ANTVS


http://revistas.unla.edu.ar/saludcolectiva

SALUD COLECTIVA. 2017;13(2):157-170. doi: 10.18294/sc.2017.1140

of their cultural experience, not on the tragedy
and trauma. According to this approach, dis-
ability is a unique experience which is of great
importance for a society. Other treatments
of disability come from a legislative (human
rights) approach, a corporeal approach and
similar approaches focused on the human
rights of disabled people and the represen-
tations of their bodies.">'%'72) However, the
sociocultural approach seems to be the most
complex and promising, combining advan-
tages of other approaches. According to this
approach, a society is a social and cultural
system that includes people with disability as
an integral part. Their experience and possi-
bilities are determined by a cultural context
in a given society.1619

Some notions and stereotypes of people
with different impairments are widespread in
modern societies, including Russia. Among
them are found the labels of “useless” “de-
fective,” “burdens to society and their fam-
ilies,” with such phrases as “just let them
stay at home” directed to disabled people.
These stereotypes are often spread by the
post-Soviet mass media."?*?3 Therefore, this
article will concentrate on representation of
disability as well as self-representations of
disabled people in their oral histories.

SOURCES AND METHODS

This article is the result of the first stage of
a research study dealing with representation
of disability and disabled people among
non-disabled persons and self-representation
of these phenomena by persons with dis-
abilities themselves in contemporary Russia.
This stage was conducted from February
2014 to December 2016 in Moscow, Nizhny
Novgorod and Yekaterinburg — the latter two
are large urban centers located in the Volga
and Ural regions. The main sources for this
research were field materials: the results of
participant observation (mainly in centers and
organizations for disabled people in Moscow,
the Moscow region and Nizhny Novgorod),
the texts of several interviews with experts

(heads and activists of these organizations),
and 27 in-depth interviews with disabled
people. Interviews were carried out in person
(they were recorded and then transcribed), via
Skype and via e-mail. Informants in the centers
for disabled people were located using the
“snowball” technique in which friends and
colleagues recommended their friends with
disabilities, who in turn also recommended
their friends. An additional but very important
source was the Internet: social media (mainly
Live Journal) and websites in which people
with disabilities write their life stories or epi-
sodes of their lives dealing with the disability
experience. People with different impair-
ments and with various periods of disability
emergence - innate disability, sudden dis-
ability (at over the age of 18 years) and with
step-by-step disability (when disability de-
velops as a result of disease or remote conse-
quences of a trauma) — were chosen, with the
understanding that although all these cases
have their specifics, in all exist the potential
for the people with disabilities to feel Other.
Therefore, in this stage the qualitative
approach and Oral History method were ap-
plied, which are the most fruitful for studying
cultural identities, problems of behavior,
representation and spread of different no-
tions and labels. The Oral History method is
a kind of in-depth interview during which an
informant tells his/her story, dealing with the
concrete aspects of problems of his/her expe-
rience. In the study this was the perception of
disability in general and one’s own disability,
including attitudes of “abled” people.?42520
Among the informants were people with
sensory disabilities (blindness, vision impair-
ment and hearing impairment) and physical
disabilities (spine disorders, diseases of the
human musculoskeletal system). Twelve had
innate disabilities or became disabled in their
childhood, while fifteen experienced sudden
disability over the age of 18 (as a result of a
disease, accident or similar). The informants
were between the ages of 19 and 66 and all
were working, looking for a job at the time of
interview, or were students. There were 11
men and 16 women. Additionally, six expert
interviews were carried out in Moscow and
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Nizhny Novgorod. Some fragments of life
stories analyzed were also taken from the
Internet.?72829  Participants were informed
that their interviews would be used anony-
mously (all names below are changed); they
could stop an interview or not to respond any
question according to a confidentiality policy
of research. There is no representative sam-
pling in qualitative research so no special dis-
tribution among the regions as well as among
age and sex of informants was indicated, but
the principle of “theoretical fulfillment”420
was followed, according to which a scholar
collects sufficient material for his or her re-
search, until the point that new material does
not add new information to the object of
study.

RESULTS
Others forever

Many disabled people share negative ste-
reotypes dealing with disabilities. Often they
try to distance themselves from disability
and people with impairments. For example,
Larissa G. is 54 years old, has low vision and
innate visual impairment, and is a former
shop worker who was jobless at the moment
of the interview. She said:

I never thought | was defective. You see,
in my family nobody said that | was a
disabled person, a defective one. My
mother raised me in such a way that |
would never be defective. [Larissa G.,
Moscow, 2015]

This opinion is common among disabled
people in Russia. It differs from the approach
widespread in Western countries, according
to which disabled people have equal rights
and possibilities which should be used by the
society for its best development.

In research on disability it is necessary to
differentiate not only among various impair-
ments or defects (sensory, physical or mental)
but also among groups of disabled people. As
was mentioned above, disability in the USSR

and in post-Soviet countries was and is tightly
connected to the possibility of working, and
there are therefore three categories of dis-
abled people in contemporary Russia. It
is very important to differentiate between
people with innate disability or those who
became disabled in childhood and people
who become suddenly disabled over the age
of 18. These categories of disabled people
imply different personal, social and cultural
experiences and notions both of disability in
general and their impairment in particular.
Based on the study sources, several aspects
of personal experience perceived by persons
with disabilities can be defined.

In all groups and categories we can ob-
serve the feeling of Alterity, that is, people
considering themselves quite different from
other, so-called “normal” people. Natalia B.
is 28 years old, has innate disability (Méniére
syndrome, a disease of the human muscu-
loskeletal system), chose not to have dis-
ability status, is unmarried, has graduated
from secondary school, lives with her mother
in Yekaterinburg, and is a musician. Her
nickname in social media is Djimbo Di, the
name that will be used in the remainder of this
manuscript. She writes in her online diary: “I
always understood that | was a white raven
and blue lamb. Always — in my childhood,
in school, everywhere.”?” This unusual ex-
pression, “white raven and blue lamb,”
similar to that of a black sheep, expresses the
strength of her feelings of Otherness.

Care and oppression

People with innate disabilities or those
who became disabled in their childhood very
often tell of the “hypercare” provided by their
relatives, especially parents who often do not
believe the disabled children can do even
simple housework (“he’ll hurt himself with
the knife,” “she’ll break the glass”).

Olga S. is 48 years old, became visually
impaired in her childhood, has group 1 dis-
ability status, is married, has no children,
works as a masseuse, and lives in Moscow.
She remembered:
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When | was a schoolgirl, not even that
little, my mother would say: “Don’t
touch the oven” or “Don’t grab the
knife, I'll do everything myself.” When
I got married | couldn’t cook, clean the
apartment, nothing. And when | started
to do all that my relatives were shocked:
“You are blind, how can you do these
things?” [Olga S., Moscow, 2014]

Djimbo Di also wrote in her Live Journal:
“in my childhood | constantly and perma-
nently suffered from hypercare.”?”

Olga G. is 42 years old with low hearing.
She has been disabled since the age of 9, has
group 3 disability status, is unmarried and
lives alone in Moscow, where she works as a
web-designer. She recalled:

My father was not so nervous about me
but my mother and grand-mother were
just crazy — what | would do when | was
alone. They often repeated: “You can’t
call an electrician, you can’t do this, you
can’t do that.” [Olga G., Moscow, 2014]

This problem is reflected in most oral
narratives of people with innate disabilities.
Many leaders or activists of organizations
for disabled people also often stressed that
many children with disabilities (especially
with severe disabilities such as blindness,
blindness and deafness, spinal defects, and
so on) cannot do elementary housework and
sometimes cannot take care of their own
hygiene.

Children with relatively “light” impair-
ments, for example with low vision like
Larissa G., are sometimes raised as “normal”
children and the word “disability” is not even
mentioned in their families in order to escape
this stigma.

Olga B. is 56 years old, with innate low
vision and group 2 disability status, is married
with two children, lives in Moscow and is a
teacher of English. She explained:

No, my parents never stressed my
impairment; | was raised as a normal
person. They always said: “You must do

everything, you will do everything, do
not behave like a pitiful child, you are
normal.” [Olga B., Moscow, 2015]

Sometimes this approach can be even
found in families in which there are children
with severe impairments. For example, Elena
N. is 37 years old, was born with low vision
and later became blind, has group 1 disability
status, is married and has two children, lives in
Moscow, and at the moment of the interview
was not working. She said that she had fin-
ished high school in the town of Aleksandrov
(Vladimir region), then law college in the
same town and graduated from the Law
Department of Moscow State University. She
discussed the attitudes towards her in her
family: “My mother always repeated: ‘What
will you do when | die? You must do every-
thing yourself”” [Elena N., Moscow, 2014].

Isolation and loneliness

Such attitudes and perceptions of a dis-
abled child as a weak and helpless creature
deserving pity often result in isolation of the
disabled child from abled children and in
turn in a feeling of loneliness which lasts for
years. These children often think that nobody
needs them and even feel like outcasts.

Vladimir V. is 42 years old, has innate
disability (disorder of human musculoskeletal
system), does not work, and lives with his
mother in Nizhny Novgorod. He recalled:

My mother told me that when | was a
little boy she did not dare allow me to
play with normal children. So, I did not
go to kindergarten. | didn’t have friends,
I always walked hand in hand with my
mother. And all my life | felt like an
outcast. [Vladimir V, Nizhny Novgorod,
2015]

Djimbo Di wrote:
In my childhood, after the death of

my grandmother who kept the house,
I became suddenly quite alone. My
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mother wanted to escape bringing me
up and was totally busy with her work.
She often went on business trips and left
me with my great-grandmother who was
87, who had low hearing but was full of
energy. I lived with her two or even three
weeks out of the month and felt quite
lonely.®”

Descending into the Netherworld

People with sudden disability often
consider themselves Others and in addition
“useless,” “defective,” “miserable.” This
feeling is especially deep after the trauma or
disease resulting in disability, especially as
the level of social and psychological reha-
bilitation for disabled people in Russia is very
low. Some people continue to be labeled in
such a way all their lives; others choose active
life strategies in order to overcome this stigma.

Maksim V. is 37 years old, became a dis-
abled person at the age of 32 as a result of a
car accident, and has group 1 disability status
for his spinal paralysis. Before the accident
he was a businessman, was married and has
a daughter. At the moment of the interview
he did not work and lived alone in Nizhny
Novgorod. He recalled:

At first it was very difficult, terrible. |
didn’t know how to live, whether it was
worth living. But my friends then came to
support me, my wife hadn’t left me yet.
And now | am quite alone, | feel that | am
in a steel cage and can’t break free from it.
I don’t have anything except the Internet,
thank God. It helps me, although | don’t
know to whom | can send messages. [...]
Nobody is interested in my problems.
You see, sometimes | write letters and
e-mail them to addresses which | invent.
Maybe somebody will reply. [Maksim V.,
Nizhny Novgorod, 2015]

Vladimir K. is hearing impaired with
group 3 disability status, having lost his ability
to hear at the age of 44 as the result of the
flu. He was a teacher of chemistry at one of

Moscow’s universities. Vladimir is married
and has a son. At the moment of the interview
he did not work and lived mostly in the family
cottage in the Moscow region. He was inter-
viewed via e-mail:

At first | thought | would go mad.
Everything — work, family, friends — |
was sure all that had come to an end.
Nobody needs me, a disabled person. |
can’t hear anything, even a hearing aid
does not help. Everybody has to write
everything down for me. Little by little |
got used to this situation, but | couldn’t
teach any more. Now [ spend a lot of
time alone in our cottage, we have an
apple grove there and I like it. [...] This is
also life although this life is very lonely, |
live apart from everything. [Vladimir K.,
Moscow, 2014]

Schoolmates and schoolteachers

The feeling of Alterity, difference from
everyone, from “abled people,” often
deepens during the school years, especially
when children with disabilities attend in-
clusive schools. This feeling appears fre-
quently in the oral narratives. Disabled
people often stress that this feeling was influ-
enced by the attitudes of their schoolmates
and - especially — of the schoolteachers.
These complex interactions at school have
been described with specific reference to
children with various disorders including
physical and mental ones.®%3" The negative
attitudes, including bullying or at least indif-
ference towards disabled children, suggests
the necessity of revisiting the rejection of
special schools in contemporary Russia in
favor of inclusive education.

For example, Elena N. attended an in-
clusive school and then a college, but she
suffered from the attitudes of teachers:

Teachers perceived me differently; some
of them helped me. Some of them even
tried to take care of me in their own
way — “Just sit and don’t do anything,
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this is too difficult for you.” Some of them
saw me as a burden to them because they
had to help me or pay special attention
to me. [...] Some teachers in my school
would even say: “God punished you for
something.” [Elena N., Moscow, 2014]

Djimbo Di also recalled her school years®?”:

In my school | always was a white raven
and blue lamb. | never spoke to anyone
without a reason. I just believed in myself
and didn’t want to be “like everyone
else” Schoolteachers wanted me to leave
school and study at home. They decided
that it was not worth spending their time
on me because | wouldn’t study or work
anywhere.??

Some informants, both with innate or
sudden disability, feel subject to a kind of
“unfair injury” which life/God/society/fate
caused them. Sometimes this feeling results
in self-hatred.

Olga G. spoke of her “unfair life” during
the interview in spite of her good job,
apartment and salary:

I know that | am defective, ugly [Olga is
an attractive woman] and | have friends
who are like me, they are deaf. You can’t
imagine their intellectual level, they are
idiots. [...] Sometimes | try to prove to
them that | am not as idiotic and ugly
as them. | want to be like everyone else
but in fact I am just as idiotic and ugly
as they are.

Tamara Cheremnova, 58 years old, writes
children’s books. She has innate disability (ce-
rebral paralysis). When she was six, her parents
took her to a special orphanage where doctors
defined her disease as “severe mental retar-
dation.” In spite of that Tamara taught herself
to read and write; then she — also herself —
studied the entire mandatory school cur-
ricula and began writing stories for children.
The diagnosis of “mental retardation” was
revoked. Now her books are translated into
many languages. Tamara lives in the special

institution for disabled people No. 2 in the city
of Novokuznetsk.?? She writes:

At first | didn’t want to contact anyone.
At night I used to bite my pillow, | hated
myself, my cerebral paralysis. Because
of this terrible disease my arms and
legs didn’t work well and | also got
this unfair, offensive diagnosis — | was
accused of being mentally defectivel®®
[emphasis added]

After school

After finishing school many informants
continued their education at colleges or uni-
versities. In this period self-perception and
self-representation of people with innate
disabilities usually changes. If we compare
attitudes towards them at schools and univer-
sities we can see that students with disabil-
ities normally interact with teachers but, at
the same time, they often do not have contact
with “normal” students. As a result they con-
tinue to feel Others and even Aliens.

Vladimir Z. is 54 years old, with visual
impairment and disability group 2 status for
a disability he acquired at the age of 14 as
the result of disease. He first attended an in-
clusive school, then a special school. Vladimir
teaches history at a special school in Moscow,
is married and has two children. He recalled:

At the university | felt more at ease than
at the inclusive school. | had no problems
with professors — they understood my
handicap. Once or twice somebody had
trouble understanding that | couldn’t
read the blackboard or see something
else. But | just explained and they under-
stood. [...] As for students, the situation
was worse. Nobody said or did anything
bad, no. But they were indifferent, did
not pay any attention to me and | felt —
well, | was quite separate. [Vladimir Z.,
Moscow, 2014]

In spite of disabilities and the difficul-
ties resulting from them, many informants
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graduated from good universities or achieved
good professional careers. Nevertheless, many
of them, especially those who finished at spe-
cial schools, had a feeling of “abnormality”
which they equated with disability. Therefore,
they continued to feel (and to be) stigmatized.

For example, Bayramkis A., who is 54
years old with innate visual impairment and
group 2 disability status, attended a special
school for children with visual impairments in
Dagestan, then a special medical college for
people with visual impairments in Kislovodsk.
She is a masseuse and lives in Moscow.
Both her husband and her son passed away.
Bayramkis said:

When | was young and had just started
working | constantly felt defective, | was
embarrassed of my low vision. I think I felt
so because we lived in a special college
in Kislovodsk and everybody there had
visual impairments. Now the students of
my school go home for weekends. But we
lived there through vacations, sometimes
even through summer vacations. We had
almost no communication with other
people, we lived in a separate world.
Then [ spent two years at the Kislovodsk
College. So, for 12 years | lived in a world
where everybody had visual impairments.
And when | left that world and started
working I always felt disabled, always felt
bad, embarrassed. | always understood
that | was disabled, defective. [Bayramkis
A., Moscow, 2014]

This attitude towards disability is also
typical in informants with sudden disabilities
like well-known writer and activist Aleksey
Grafov, who became blind during his studies
at university. In his work, he describes
coming to the sudden understanding that his
disability was forever and that he was now
disabled person.??

Job and attitudes towards disability

Almost all informants stated that when
they tried to get a job they suffered from

different forms of discrimination. Sometimes
informants even tried to keep their defects
secret — they did not wear glasses or hearing
aids, did not use lenses during the interview,
and so on. They explained that it was very
important during the interview and the first
weeks at their workplace to behave “like
normal people” so that their employers would
understand that they could do everything
“like normal people” and would get used to
their impairments. This behavior reflects the
approach to disability Garland Thompson
defines as “normate,” or the view of “abled”
people towards everything regarding dis-
ability and disabled people; this “normate”
viewpoint is typical of so-called “normal”
people who apply their notions, views and
politics to people with disabilities.?

Many informants in addition stressed that
during their careers they were discriminated
against because of their disabilities — their
employees and colleagues did not believe
that disabled people could work “like normal
ones.”

Vera Z. is 62 years old, with innate visual
and hearing impairments and group 2 dis-
ability status. She is married and has a son.
She is also a psychologist and works in a
Moscow research center as the Head of the
Department. She said:

I always knew that the Director of my
Center and others do not believe | can
work like a normal person. Of course,
they didn’t say so. But they never pro-
moted me to be a member of Academic
Board, although | have a lot of publi-
cations. My career — if it is possible to
speak about it as a research career —
was not successful. Yes, they promoted
me to be a Head of the Department.
Why, | was already 60 then, | didn’t
have enough energy to work as a Head.
When | was 50 | had energy, ideas. |
wanted to organize the work of this
Department. And now | am just tired, |
have no energy any more. But they did
not promote me to this position before.
[Vera Z., Moscow, 2014]

Salud Colectiva | Universidad Nacional de Lanus | ISSN 1669-2381 | EISSN 1851-8265 | doi: 10.18294/sc.2017.1140

165

%
>
—
C
O
(@)
o
-
m
0O
=
<
>
)
o

)
w
S
o1
N
N
~
o
Q.
Q.
o
-
©
)
©
=
&
o
o
o
=
N
N
o


http://revistas.unla.edu.ar/saludcolectiva

166

SALUD COLECTIVA. 2017;13(2):157-170. doi: 10.18294/sc.2017.1140

NOSENKO-STEIN E.

Olga S. is 58 years old, has visual im-
pairment from her childhood and group 1 dis-
ability status, works as a masseuse, is married,
has no children, and lives in Moscow. She
also said:

When | was young | was asked to join
the medical college — to teach methods
of massage, different kinds of massage.
You see, | finished the medical college
in Kislovodsk — it is a very good college.
But something happened then and they
did not invite me. Somebody told me
that they just did not want to hire a blind
person. A year ago my friend asked me
whether | wanted to teach. | answered:
“No, | am too tired now, | don’t have
energy any more, | don’t want this job
now.” When | was younger, | wanted
to work and I could work very well but
nobody believed | could be a teacher.
[Olga S., Moscow, 2015]

Sometimes informants even recalled
that their employees or colleagues insulted
them when they wanted to advance their ca-
reers. Larissa G. wanted to get a better job.
She recalled her colleague saying: “You are
blind, how can you do that work? You cant,
you have to keep working here” [Larissa G.,
Moscow, 2015].

Disabled people do not feel these preju-
dicial attitudes at the special organizations for
people with disabilities which have survived
since the Soviet era. However, it is very dif-
ficult to be a success at these organizations —
the salaries are low and personal promotion
is difficult. Moreover, the number of jobs
available at such organizations is declining.

Fears and indifference

The general motif of the oral narratives of
disabled people deals with the indifference
of the world or, more to the point, of people
towards the problems of disabled persons.
For example, Anton P. is 33 years old, with
innate visual impairment and group 1 dis-
ability status. He graduated from Moscow

State University and now works as Director
of a commercial firm, lives in Moscow and is
unmarried. He spoke in relation to attitudes
towards blind people in Russia, but it is pos-
sible to expand his evaluation to disabled
people in general: “You know that in our
country everyone just pities a blind person.
Sometimes it is also possible to admire such
a person” [Anton P., Moscow, 2015].

Anton is referring to shows in the mass
media on the “achievements” of disabled
people, such as Paralympic athletes, singers
and so on. At the same time, public opinion
is not interested in the daily life of people
with disabilities, people do not know about
them, mass media rarely touches upon this
subject. Thus, “pity” is often sporadic and in
some cases damaging.

Vadim E. is 28 years old, with innate
visual impairment and group 1 disability
status. He graduated from the Moscow
Psychological University, does not work,
lives in Moscow and is unmarried. He said:

Once | was waiting for my friend in
the street. | was standing near a metro
station and holding a can with sparkling
water. Suddenly somebody threw a coin
in my can. Can you just imagine — he
thought that | was a beggar! Couldn’t
he see that | wore good clothes, that |
was clean, that | was just standing? He
spoiled my water, by the way. [Vadim E.,
Moscow, 2014]

These attitudes towards disabled people
as poor, beggars, money collectors, helpless
and so on is typical in many societies and
cultures. For example, the image of a blind
person as a beggar is widespread in English
culture.™

In some cases informants talk about the
prejudices and fear which “normal” people
feel when they come in to contact with
people with disabilities. These are not fears
of the socially unacceptable behavior as-
sociated with people who have mental dis-
orders"? or notions of the contagiousness
of the impairment, such as was mentioned
earlier regarding blindness." Informants
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stress that people are often afraid of wasting
their time on helping a disabled person and
fear that a disabled person will break some-
thing, fall down, or something similar and it
will take time and energy to help him or her.
Elena N. said:

It always seems to me that they fear
us. People don’t know us and they are
afraid. They think: “Maybe I’ll have to
spend my time or something for this
disabled person.” | have the impression
that they are afraid of what | might ask
of them. Maybe I’ll be a burden and they
try to avoid me, I've always felt that.
[Elena N., Moscow, 2014]

Often people who want to be helpful
do not know what to do that and feel em-
barrassed. Valentina M. is 51 years old, with
a sudden disability (skeletal) and group 2
disability status. She was a schoolteacher
and now works at home, is married, has a
son, and lives in Moscow. She spoke of an
incident:

Once | was going somewhere by tram.
You see, | walk with two special canes,
and it’s very difficult to climb the stairs
of the tram. But it’s much more difficult
to exit. The tram stopped and | tried to
get off. It was very difficult, inconve-
nient and even painful for me. Nobody
moved to help me. At last a young lady
ran to me and helped. Then she said
that she was afraid of hurting me and
didn’t know what to do. [Valentina M.,
Moscow, 2016]

As a result of these fears, a public and
personal avoidance of disabled people can
be observed.

CONCLUSIONS

These fears, avoidance and prejudicial
behavior towards disabled people have roots
in ancient times. They are fears of Others who

are unknown and may be even dangerous.
However these fears and avoidance are rather
typical for modern cultures"; for example,
Bolt has analyzed notes about the conta-
giousness of blindness which existed in 20%
century."” These prejudicial attitudes result
from the abovementioned stigmatization of
disability and disabled people. Moreover,
they are consequences of a “normate” view-
point in which people with disability are still
Others,? but their problems are resolved
by “abled”/“normal” people. In the late
Soviet and post-Soviet context such attitudes
stemmed from the concept of the social care
of disabled people who were very ill and often
helpless, especially the mentally disabled.®®
Scholars stress that such attitudes resulted not
only in negative attitudes towards disabled
people but an underestimating of the role
of people with disabilities in the society and
even to a denial of their existence, formu-
lated in the well-known phrase “there are no
invalids [disabled people] in the USSR.”® In
the post-Soviet period people with different
impairments are still perceived as “useless,”
“a burden to society,” and in this study it was
shown that disabled people sometimes share
these stereotypes. Such notions are partly
rooted in the historical context — attitudes to-
wards disabled people in Russian culture in
the past?? saw them as miserable, the result
of the sins of their parents. In the Stalin era
in the Soviet Union, disabled people were
considered “useless” as they could not work
like “normal” people.®*3¥ In spite of all the
changes and transformations which took
place in Russia in the 20" century, some of
these notions still exist, such that one can
have pity for disabled people but not desire
to have contact with them or even see them
except for in special cases of their “incredible
achievements.”

The mass media also promote such atti-
tudes; a head of an organization for disabled
people in Nizhny Novgorod stated that for
many years he could not recall any TV or
radio program dealing with the real problems
of disabled people. The organizations for dis-
abled people which survive from the Soviet
era do have not enough funding to improve
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the situation. Little by little these organiza-
tions turn into clubs for disabled people and
have very limited resources. They cannot
and do not try to struggle for the rights of
disabled people with respect to the discrimi-
nation they face in various fields such as edu-
cation and employment, a situation typical in
some post-Soviet states.®® Neither do these
organizations try to improve the ambivalent
or even negative attitudes towards disabled
people in Russian society, such as feelings of

fear and indifference. In many cases these or-
ganizations simply promote the “admiration
of achievements” of such people carrying
out different competitions and exhibitions of
such “achievements.” As a result, avoidance
is a typical reaction to disabled people in
post-Soviet Russia. As we can see, these atti-
tudes impact the self-perception and self-rep-
resentation of disabled people and impede
their successful integration.
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