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“A GIRL WHO LIKED TO DANCE™
LIFE EXPERIENCES OFRUSSIAN WOMEN
WITH MOTORIMPAIRMENTS

ELENA |ARSKAIA-SMIRNOVA

The image of a disabled figure in a wheelchair geaeralized symbol of a
person with a disability for whom certain adjustiseof public space are
important. The issue of the adjustment of privatace or the experience
of daily life rarely arises, since family and intie relations of people
with disabilities are a societal taboo, or absgmhhibited or exotic.
However, apart from the public sphere and the nmetsby society, the
private sphere plays an important role in the livifsthe disabled,
including the personal experience of disabilityaaticro level: in their
families, everyday routines and romantic relatigpsh

This chapter begins with short overview of pubiicas relevant to the
study of the life experiences of women with diséibs. Next, issues of
family structure are considered using a narratimaelysis of interviews
with women who use wheelchairs. Various culturatial, economic and
political determinants effect the formation of eémt types of family
structure and attitudes towards family life. At tlsame time, they
interrelate with biographical factors that reinferor weaken the limits of
freedom and private life.

The issues of individual strategies of coping atehtity building will
be discussed further on, and the possibilitiesnadral careers” (Goffman
1959, 123) within the family will be analysed asywaof achieving a
positive identity as a person with a disability.itdgsnarrative analysis, |
will demonstrate what role family plays in consting the identity of a
person with a disability, and how family members$ as coauthors of
individual biographies. This can be seen in thatninas of family life
associated with the feelings, sexuality and ematiostability at the
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microlevel of the life experience and identificatioof women with
disabilities.

Women, Family and Disability: the Research Framewdt

In my earlier research on the issues of disabilityRussia, | studied the
families of children with disabilities, paying attén to those barriers and
limitations which determine the social position faimily and children
(Smirnova 1997). The study was based on the fastilyss theory (Hill
1949), and it revealed a low level of stabilitytie lives of the parents of
disabled children and demonstrated the role of sfatiors as the
economic well-being of a family, the level of edtica and gender of a
parent, and the age of the child and accessibilftupport resources,
including professional help in forming strategidscoping with stressful
situations.

When analysing contemporary issues of social eiarius the lives of
women who parent children with disabilities, | ¢ti®o understand in what
way gender stereotypes, inadequate services amdingiisatory social
attitudes hinder the development of tolerance & dbcial environment
and prevent the full participation of children witlsabilities and their
families in today’s Russian society (larskaia-Smua 1999). The study
of motherhood as a social institution and a lifperience was based on an
analysis of narrative interviews with mothers ofldten with disabilities,
which investigated the socio-cultural meanings @ased with motherhood,
including the responsibility for reproduction arategiving.

An analysis of the resources and needs of childiémdisabilities and
their families as seen in the medicalized discounsehe hard personal
consequences of illness or disability (Thomas 19%®jould be
complemented by motives of the resistance and sscoé adults with
disabilities, which are considered as a social taos (Oliver 1990).
These motives are important in both public and gigvlife, where
disability policy is implemented by various socedtors, including the
people with disabilities themselves, their familiggofessionals, the
community, and the state. A biographical approauh @arrative method
have been employed in an analysis of the subjediivension of the life
experience of Russian women with disabilities whpegienced social
transformation in the transition to post-Soviet litgain order to
understand the value of their memories in a conteary definition of
disability (larskaia-Smirnova 2001).

One of the first collections of scholarly essayssamen and disability
was the volume edited by Mary Jo Deegan and Nandgréoks (1985),
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which challenged welfare policy effects and expiottee double handicap
effects in terms of discrimination, sexism and ab@olation as well as
ways to raise awareness and assertiveness in wdbisability policy
encompasses the social justice and gender juststees that have been
examined with a focus on the capabilities approaghAmartya Sen
(1999). While being in support of his theory, MartG. Nussbhaum (2003)
argues that capabilities supply guidance supemnothat of utility and
resources, but also to that of the social contradition and at least some
accounts of human rights. She emphasizes the impuetof care for
people who are dependent as a central elemenefatey justice because
most of the caregiving for such dependents is doypevomen, often
without any public recognition that it is work. Thiene spent on this
caregiving disables women from many other functioflife, even when a
society has in other respects opened those fursctmrhem (Nussbaum
2003, 26). To include mobility in the list of cajléles is crucial (see
about gendered mobilities in Uteng and CresswdliB20especially when
talking about female wheelchair users (Reid e2@03).

Women with disabilities share their dreams andgfisintments with
other women in a society that persists in viewirgaklility as an emblem
of passivity and incompetence, and as a consequeligabled women
occupy a devalued status in the social hierarchyr{ne and Asch 1988).
Therefore, it is important to study the life expeges of women with
disabilities who strive for an identity against stal prejudices that deny
women the capability for many important relationadaroles (e.g.
Prilleltansky 2003). The stories of “intimate cé@izship” (Plummer 1995),
family life, gender and sexuality are not only jaiti, but they also become
political when they help to redefine normality amd achieve the
recognition of those who usually are silent andorgd by the powerful
majority. These stories help to reveal the fortes push disabled women
towards the margins of social life and the rescartteat enable these
women to resist the stereotype (Fine and Asch 1988png such forces,
researchers have emphasized the relationshipsefFaid Galler 1988;
Shakespeare 1996) that sometimes become violedeggshand disabling
experiences (see Mays 1996; Smith 2008).

Six interviews with women who use wheelchairs weoaducted in
2002-2003 in Samara with the help of Irina Dvorldkeva, a
postgraduate student at Samara State Universitjicipants of our study
included Yulia, 30 years old, who has been disalsiede she was 22
(multiple sclerosis), she lives with her parentsd amorks at home;
Evgeniia, 35 years old, who has been disabled sheavas 10 (a vascular
disease), she lives with her husband and mother works in an
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organization of people in wheelchairs; Marina, 24ng old, who has been
disabled since she was 15 (miopathy), she live$ witnon-disabled
partner and works at home; Tamara, 49 years old, ves been disabled
from birth (cerebral palsy), is divorced and liweish her son and works at
home; Liubov, 33 years old, who has been disabledesshe was 21
(multiple sclerosis), she lives with her husband &ayear-old son and
does not work; Liudmila, 22 years old, who has besabled since early
childhood (a complication of meningitis), she livesth her mother,
brother and grandmother, and works at home.

The peculiarities of individual biographies areetetined by unique
opportunities of choice that exist in the life odcd human being.
Individual choice and self-determination are heiarthe personal stories
of people with disabilities that are told in theeirviews. In these stories,
we hear the voices of people who feel restrictedsitie the category of
disability” (Mairs 1996), i.e. in the frames of adentity defined by a
diagnosis and defect. At the same time, disabjliays an important role
in the lives of these people and therefore becoanetarting point in a
personal or collective redefinition of one’s idéyptnd of social relations.

Family Structure as the Focus of Study

Choosing the family life of people with a disahjilas a focus of this study
does not mean that such families have fixed andupned qualities that
distinguish them from all other families. Rathdretidea is to see how
typical family problems are affected by the disipibf a family member
and in turn influence the life opportunities of tisabled person.

Some of the women in our study emphasized theiilagiity with the
majority of other people in all respects exceptriability. The size and
composition of a household or a family were not itheein criteria in our
analysis. Rather, the analysis addressed the emabtipalities of family
relations and the forms of intimacy between theusps, parents and
children, which constitute a focus of interest far social scientist,
according to French historian Philippe Arieés (196R) his view, the
family structure is considered as the types of egtions between the
family members, influenced by the special needsnef family member. In
such a context, the gender peculiarities of theilfastructure should be
considered as well.

L All the interviews were recorded and then trafmadi | use pseudonyms instead
of real names in the analysis.
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According to a leader of a local organization obple in wheelchairs,
as a rule, disabled people want to live indepengenbwever, their wish
to be independent is not always realized, espgdatithose who became
disabled in childhood and are living with parentsid for financial,
emotional and physical support, the families of sthowho become
disabled as an adult invite the parents to helmthdnfortunately, quite
often, when a family member—especially a woman—mesodisabled, her
spouse leaves the family, as | was told:

There is a risk that a family will dissolve in suahcase..But there are
also good examples, when they stay, when the hdsbtmke very good
care of their wives in a wheelchair (Aleksei, adeaof the organization of
people in wheelchairs)

For example, Liubov said that she is fortunate tit husband did not
leave her when she became ill; he takes care ofwth@e household.
Some interviewees noticed that it is easier foaldisd men to arrange
their lives, referring to gender-specific socidesi

If a man has a disability, he usually is more sesfid in building a
relationship with a “healthy” person than if a womia a disabled. This is
because society dictates that the woman shouldh,clwash, cook and
perform certain functions at home, while from a maumr Russian, Soviet
society may only demand that he earns money andetsdssarily knows
how to wash his plate after a meal. He thinks ipésmitted by society.
(Marina)

These attitudes reflect stereotypes existing inespclt is true that people
in wheelchairs have difficulties finding a marriag@artner and that
marriages and families do sometimes fall apart, daurt research shows
that the family experience of the disabled is vdéay from being
completely shaped by the dogmatic prescriptionth®f'normal” majority.

According to Baskakova and Baskakov (2000), “theitalastatus of
men and women with disabilities differs signifidgrity many indicators,
including ‘married’, ‘divorced’, ‘widow/widower’ ad ‘cohabitant™. The
share of widows is three times more than that afowiers, which can be
explained by general social demographic trendsewdiffces between the
life expectancy of men and women and the traditibthe husband being
older that the wife. The exception is “not marrieddr which the
proportions of men and women are practically thmesaabout 6%.

It is important to take specific mechanisms intocaasit, mechanisms
that are characteristic only of families of theatiled. For instance, the
fact that the share of divorced women is 2.5 timese than that of men is



“A Girl Who Liked to Dance” 109

more probably explained by the “gender differengesthe value of

marriage and responsibility for a spouse and aljamihich are realized
in a specific way in the families where a membedigabled. An indirect
proof of this hypothesis is the fact that a fatbiéen leaves a family when
there is a child with a disability” (Baskakova aBdskakov 2000). Yulia
thinks that it is the husband’s female relativewbntribute to a family
breakdown:

If his wife becomes disabled, they tell him: yowshl look for another
woman, this one is not a blood relative to us, god may leave her and
find another one. Such situations happen and oneotaget away from
them.

The prescriptions of the gender roles of peoplé wisabilities that exist
in society and culture are contradictory: on thee drand, disability

threatens masculinity, while female gender ideriitgompatible with the
qualities of the passivity of the disabled (larsk&8mirnova 2002); on the
other hand, women with disabilities acquire a stigoh double inferiority

because their reproductive and economic functioaglallenged.

Society, through its kinship structures (relatiedshe husband, as in
the above-mentioned example), through its medicakers, and due to
the lack of institutional support, deprives womaeit right and desire to
have a child. Moreover, the unpaid female labokenafor granted as an
inevitable part of family economy may be signifidgndecreased by a
woman’s disability. Society blames the woman witHisability who has
become a wife and has given birth to a child iresashen something goes
wrong in the lives of their children. A feeling gtliilt and worthlessness
may be reinforced by the social surroundings, aswvshin this study.
Therefore, the issue of social exclusion in regatdswomen with
disabilities becomes very important. Feminist reslgers confess that they
have experienced new challenges and have encodrdemhole range of
new questions in studying the problems of womem @isabilities (Kelly,
Burton and Regan 1994, 31), because the probleimchfsion, which is
central to feminism, acquires a new meaning ircth@ext of disability.

To Be or Not to Be Disabled

In spite of the individual nuances of biographitaljectories and the
uniqueness of today’s life situation of the reskgrarticipants, all of the
interviews are connected by several fundamentaindise including an
articulated need for independent choice as wethasrecognition of the
important but very controversial role of family.
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In adjusting to a disability, a person learns tdugalittle moments of
everyday life—an opportunity to go to a new pldabe,freedom of personal
choice, even such little pleasures as ice creamr be just a walk in
pleasant company:

And you see ice cream—not just an ice cream thaebody has chosen for
you-but you drive to this kiosk yourself, chooseighhice cream you
would like to eat, and something else, well, thedifg of some freedom, at
least in the choice of that ice cream. (Yulia)

Lack of space, limited community access and otlaeridrs were reported
by the women of this study. However, various tact€ gaining personal
autonomy and interpersonal relationships were takgnBy Yulia, the

wheelchair was described as what Reid et al. (20@8% labelled as “a
liberator and sense of comfort”. For Evgeniia, freedom of choice is
combined with her adventurous temperament:

| am always engaged in some adventure, but itttebéhan doing nothing.
Having understood that the water does not flow uritle still rock. |
decided to publish an advertisement in a newspaper.

She did not mention in the advertisement that she @isabled, but did
describe her “state of mind—and of course | wrdteua my height, weight
and such, and that | am looking for a friend”. Tehpeople answered, and
none of them stayed with Evgeniia after learninguther disability. She
published the ads once again and found a youngwitanwvhom she has
now lived for four years “happily, though there atekinds of days”. She
says that her husband rarely sees her at homegenitavis very active in
an organization of people in wheelchairs.

Marina believes that one should not exclude a thsbperson-a child
or an adult—from the process of making importamifa decisions. Her
mother’s doing so led to a dissolution of familgsti

I moved in together with my mom. | think, howevérat it was only her
who moved, and she just took me as a puppet. hhyaown life, and it had
just become satisfactory—I started going out, n@firends, putting down
roots, trying to realize myself, earning some monest living as | liked. |
liked my active life. And my mom, she found hersdtine; she decided to
move and sold the apartment. A week before our riieeal learned that
we have tickets to Samara—what nonsense, it isujugtal, no one should
do this. | was nineteen, and of course | couldimatgine my life without
my mom and she also thought so, which is why shdenhe decision
without even discussing it with me. | was very hurt
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Perhaps just as the most people who have expedéfaerily life, the
women of this study recognized the high value aofifg, but at the same
time they noted contradictory feelings. The formtimily is everything
for me” is aleitmotif in the interviews. On the basis of their own
experiences, as well as from observing other dishpkople’s lives, the
narrators offered their own theories on spousal @ar@nt/child relations.
According to Marina, hyper-protection in the redais between parents
and their disabled children may become, a reasothéofuture isolation
of an adult with a disability and may decreasehieisthances of having a
family life. In Marina’s case, the relations betwea®aother and child in her
case were characterized by the abuse of powerhangriorance of certain
important wishes and priorities of the child. Inckua model of family
relations, in addition to the formation of a hietsical age and gender
structure, the important ideological role that tfamily plays in the
stability of a social system is also seen.

Indeed, a family as well as a number of other $anititutions is a
reproduction of the status hierarchy of societyofe with disabilities,
who have learnt passive and dependant roles inlyfaoniat a boarding
school, experience difficulties in their adult life

Personal Agency of Women with Disabilities

United by the same primary feature—limited mobilitye narrators
understand their disability in different ways: soofethem think it is an
unavoidable disadvantage; others believe it is anéeir peculiarities,
along with the colour of their eyes and hair stgleme see it as a resource
of change and development. For example, Tamara doéssee any
possibilities of improving her life situation. Evemoving from her
apartment on the fourth floor to a similar one tveund floor, which
could make the mobility easier for her, seems tardrealistic for her:

| cannot even leave my home. | can do it only i shhmmer time, but not
in the winter time. This physical barrier is the shamportant. And to
remove it, to change apartments, | have a lacknahte and possibilities
to change anything. [--] Personally, | do not wanything for myself.

However, for others, changes in their life situasi@are not only possible,
but an inevitable part of their existence. Fornhaerators of this study, the
wheelchair is an inevitable part of their everydifg; in addition to the
telephone, it is an important means of communicatigth the outside
world, their mediator in exploring and constructisgcial space. In the
narratives, the wheelchair is depicted as a dewith many not yet



112 Chapter Six

exhausted resources. The wheelchair transformscand“turn into an

ordinary table”, making a situation of interactiith friends a wonderful
routine:

Imagine, we are going, meeting somebody. It is iptesso sit down on an
ordinary bench, drink beer as normal people daah s situation, and you
never have been drinking like this before... [Youlfsech a pleasure, just
like normal people, and the wheelchair is like lagathe beer is standing
on it, some nuts, something else, and people wal&iound do not know
about you, who it is, what is going on, where ineafrom. It is funny. And
not everyday such things happen... (Yulia)

Yulia perceives her disability as a source of a k&ewledge, a way of
exploring new qualities in oneself and other pepptesven as play: “This
situation helps you to discover traits of life wiigou otherwise never
would have seen”. The disability itself sometimesdmes a new starting
point in a life choice. This transformation addsvreense and sensitivity
to the everyday routine and to life as a wholesdme cases, it also helps
to develop empathy with others, as Yulia describ®iich a situation
helps you to be open such to qualities of life whyou could not have
seen otherwise”.

Disability is not just a load and immobility; it igot merely a
condition. It also moves, enlightens, and sharptms sense of time
passing, as Marina’s narration shows:

Well, | understand that it is unlikely that [I] wiive until | get grey hair,

though who knows what awaits us in life, and oneusth value the
moments of life because of that. | had a periochinlife when | became
ill, in the beginning, but | felt much better thaaw. | did not value that; |
simply mourned what | had lost-my health. And whéeel as bad as now,
I remember: how do you know what will happen torom? Maybe

tomorrow | shall lie on a sofa. Why should | notueawhat | have now?
See, the illness taught me to be friendlier; | hdeseloped a different
attitude to people... to accept them as they are.

For several women, their disability does not mealfapse, isolation and
loneliness or the end of adventure, discoveries dralenges. It is just
another type of challenge, through which one mayess and strengthen
oneself, for example, by loving life, people andeself. For Evgeniia as
for several other women, disability is creative aational work, a special
philosophy and a way of life.
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The history of my life? Once upon a time there wditle girl who liked
to dance... | loved everything that is alive, tlmtmoving, twisting, not
staying in place, loved to be with people, to hapaeties, birthdays,
celebrations, all this | loved [but] | have to sgemore time alone, now—
have both, fifty—fifty. Then, when the girl has gmo up, a pile of problems
has occurred, which she has been solving on thetepks to the people
who were near her. [Problems,] which she has utatstsn due course. In
my life, | was surrounded by good people most bf\&kll, if somebody
would ask [me]: [raising her voice] would you prefeot to be? | was
thinking about it recently. | think that sometimésyould prefer it. What
was before this period always was a discomforgrofiot pleasant, not
good about health. Perhaps, it was necessary teawe such a period to
understand that what is happening now is good emérkable. (Evgeniia)

One interview partner told that each individual may may not treat
her/himself as disabled. This shows that the lifategy of a person with a
disability is to a large extent a matter of choibtareover, although in a
situation of choice an actor is always opposed tstracture, we may
surely say that within the walls that surround aspe and his or her
disability, within the walls that seem to be undapeable and insuperable,
there is always an exit. The key to this exit can found if one is
understood and accepted as a human being in caityf including all
one’s emotions and needs.

Disabling and Enabling Social Environments

Social expectations ascribe a person with a disglailpassive position in

life, a state of hopelessness and dependant &titudhich together,

paraphrasing Freud's “anatomy is a destiny”, meartimat one’s sex

determines one’s main personality traits, coulcekgressed in the slogan
“disability is destiny”. At the same time, in th@wn examples, many of
the narrators show that they are creating their d@stiny, their biography
that they are “writing” with the help of and togethwith relatives and

close friends.

The life experience of families with a disabled nemis first of all
specific in relation to the needs to adjust the imment. The
inconveniences of everyday domestic life are kndwrthe millions of
Russian citizens, while those who are disabledgiezcthese difficulties
even in a stronger way. The women of this study lexsjzed the
complexity of organizing a domestic space where yngimple things
have become difficult. They also shared their ideasow to overcome or
adjust to these complexities. There were no riapfeein the sample, and
none of the interview participants could affordltoy remote-controlled
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expensive equipment. In order to adjust their hotodéke special needs of
a person in a wheelchair, the family members invesw devices and
contraptions, making them from any materials atd#laThe attitude of
the narrators to private space was similar to thiude towards the
disability itself, which is perceived as one of ttenditions of everyday
life that requires certain adjustments from all iligrmembers.

Those who have a child or an adult with a disapbilit their lives
continuously make changes in the way in which theyk and live. To
accept the disability is only the first battle; teecond challenge is to
change oneself (Spiegle 1993, xiii). These chahggsto decrease stress,
which is inevitable in the everyday efforts of tfamilies—especially in
today’s conditions in Russia.

Such processes of adjustment of the family memioeesich other and
to the disability itself require a great deal okmgy. As a result of these
processes, an atmosphere of friendly support stede

On the other hand, the disability also tests thrength of social
networks, as Yulia described:

[They] were friends before and then have disappkar&/hen one finds
oneself in such a situation—it is like a sievesdteens, sieves people, so
that you see who stays with you and who are fantedves.

In such cases, rehabilitation is needed not for disabled and their
families, but for those who are close:

They needed a lot of time, a period of rehabilitatiin order to deal with
and understand their own feelings.

Thus, social environments, networks and relatiars disable or enable a
person to live a full social life. As the United tidsns Convention on the
rights of persons with disabilities proclaims, ‘alidity is an evolving
concept and that disability results from the intémn between persons
with impairments and attitudinal and environmeritatriers that hinders
their full and effective participation in societyhran equal basis with
others” (Convention... 2006).

The Borders and Freedom of Private Life

It is possible to group different ways of positiegioneself in relation to
family into several types of strategies. Obviouslig cannot speak about
the pure types of strategies found in the narratileis is just one of the
possible interpretations of the family structurpey constructed out of the
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analysis of the interviews. The polar strategies sepresented in the
following cases. The first two cases show the ésfed total subjugation
of oneself to the family hierarchy, while the thiehd fourth cases
illustrate negotiations of individual freedoms beém family members.

Case One. A Public Child: Tamara

To a large extent, Tamara'’s life was predetermimgdhe family culture
in her childhood family and her formative yearsiboarding school. She
has contradictory feelings towards her parents. t@n one hand, she
mentions only biological relations with them:

They have just given birth to me. | did not love parents because | was
not brought up at home, beginning from a young sgeatoriums,
hospitals, boarding school. | was rarely at honmmé&body joked that | am
a public child... as | was mainly on state providiaith tears in voice].

The father, in her words, “just fulfilled his patet duty by taking me to
the school on his back or on a sleigh”. And asher relations with her
mother, she told:

[1] had no such tenderness, as can be between tasgind their mothers,
such warmth and attention as can be given to d etib is brought up at
home... There were, of course, a child’s hurts thaduld not express to
her, and she did not understand [me], and | wag self-contained. And
she was taught by life; she saw the war, she sawGdrmans, which is
why she had some sort of nervous condition; howesrex saw her attitude
towards me in her own way.

At the same time, the death of her mother was angtstress factor for
Tamara, which resulted in the worsening of her theabndition; also her
ability to move by herself significantly decreasathe lack of emotional
familial ties in Tamara’s life, according to her mwords, led to dry and
alienated relationships in her own family. Whilé e other narrators
recalled their childhood with a special emphasiptay, which is absent
in Tamara’s memories:

We didn’t have any games... | was on the skids, wlaates could | take
part in? There were routine study days. | do notember even.”

The lack of family experience and the absence gthslogical support
and physical help in building a family characteriwx life today. She was
married to a disabled man; they had a son and thwerced. She lives
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with her grown up son, and in her family are noide} traditions or
parties, and no rules or feelings are discussed.

The research showed that not only disability belitss a mediator
determining the mother’s opportunities and limitithg available choices
for mothers and their children, but that povertg amgle parenthood have
also a strong influence (Read 2000, 112). Undeh soaditions, mothers
would often ignore many needs of their own in orttesatisfy the needs
of their children; they would fight for the resoascto create such a space
where their children and their relationships cofidtdirish. As Tamara’s
case shows, such a space becomes even more egswioen there are no
positive models of motherhood obtained from oneim experience in
childhood, the experience of close relatives aihéts, or with the help of
family therapists and other professionals.

Case Two. Liubov: “A Tiger May Eat a Monkey”

Liubov is 33 years old; she is married and has y@@-old son. She
decided to carry and give birth to him in spitedofttors’ warnings about
the risks to her health; she was diagnosed withiphelsclerosis prior to

her pregnancy. After the birth of the son the #lmeprogressed, and
Liubov has been is in bed since 1999. She conslderaing her husband
and the birth of her child as the brightest evéntser life.

Previously she cooked, shopped and worked, but mevhusband takes
care of domestic work:

He [husband] does everything himself. See, he desea monument to
himself... He brings up our son, he washes our spaists, while |I...
[Decision making] does not happen here. Again, hesélf makes all
decisions because he is such a person, he is a aagerding to the
[Chinese] horoscope. While | am only a Monkey. And said: a Tiger
may eat a Monkey.

The behaviour of her spouse became rather autharitabut Liubov
completely accepted it:

He can shout, for instance. But he takes such gaoel of me, very good
care. | am not at all judging him, | understandrgtieng, | am grateful to
him so much!

At present, she is excluded from the decision-nm@kirocess, and in her
words, this is natural as she “cannot decide angthivhile he does
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everything better”. This indicates that Liubov ispdived of her human
rights by the moral violence that she is subject Aorecent analysis
revealed that women with disabilities experiencacst twice the rate of
all forms of abuse compared to other populationscofding to Diane
Smith (2008), factors that increase the likelihaafdbecoming abused
include being young, female, disabled, unemployatisingle.

Liubov developed her own theory that justified Hescending place in
the family. As her husband was never interestdteimopinion, wishes and
priorities, she rationalized her own worthlessringbe eyes of her spouse
and son. She felt degraded in the depths of hdr §da, he never asks
[her voice breaks]. What sort of opinion can | Halvidere, on the sofa?”
Although in her narrative there was some innergsaitit was suppressed
and lost in the shadow of the monumental and safigede of Liubov’s
husband: “A family for me is everything. A husbaador me everything,
see... Seriozhka, such a man!” Liubov seemed to beoblied in her
family, where she obeyed physical and psychologiestrictions that are
justified to her by the philosophy of the Chinesedscope.

Cases Three and Four. Family as a mutual obligatian
Marina and Evgeniia

For Marina, family relations seemed to be a typewafrk: “it is
responsibility, relations, which should always berked with”. She has
set up and achieved her goal of living indepengeintim her mother: she
has an interesting job and lives independentifoaigh her mother often
visits her.

In Evgeniia’s narrative, family was not only a padut also an
obligation:

[family is] an obligation that you take on, for yself and for others. It is
an understanding that they do not owe you anythargl if you want
something, you should do it yourself.

Evgeniia stressed the proactive, negotiable, recgirand rational nature
of relationships in addition to caring and warmitle can see not just
psychological attachment but the large and subiatanotional work of
family members—both parents and their grown-updeéil. As Rousso
(1988, 139) writes, the parents are “a powerfuugrice on the degree of
social success as culturally defined, of adolescemmen with
disabilities”. But the young adults explore theiutmal obligations and
support while building reciprocal relations boththeir parental families
and with their partners.
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In the narratives of the women of this study, a elad the universe is
constructed. Here external and internal worldsndfviduals and families
are cemented by a degree of freedom and respatysibyf the opportunity
to change and the permeability of the borders. fdfeain “Family is
everything for me” that was heard in most of theiviews, presents a
continuum of meanings ranging franeedomto borders Freedom, which
is provided by family, is highly valued-this is pase for self-realization
under the comfortable conditions of mutual supportl understanding,
compared to the risky environment outside the fanais in Marina’s case.

In other cases, family as the only refuge, as aeplaf survival, is
connected with a bitter reflection on the narrovenesone’s own network,
which concerned Yulia. For Liubov and Tamara, therdv‘everything”
meant that the worldview of a person is restriceegtlusively by the
frames of family, while personal choice, needs warghes are reduced to a
minimum.

The personal position of the narrators in relattonthe freedom,
promoted by the family, and the restrictions sebyphe family is located
between the poles of subjugation and resistancis. i§hbecause human
subjects do not always passively internalize thectires of the relations,
offered by the family. In the family research, fmielations have often
been characterized by patterns of domination; hewepractices of
subjugation often are confronted by various formhsamtrol and resistance
(Poster 1988, 165).

Discussion

This research takes part in a long debate aboigtaboorms concerning
disabled people’s life experiences and the unigsenéthem. It is only an
attempt to sketch a rich description of the farpitgctices in which people
with disabilities are involved. In order to congidihe issue of moral
careers inside the family, it was important to tetr what degree family
structure reinforces or weakens the hierarchieserhiby disability, age
and gender.

This study provides a window into the real life fafnilies who are
directly involved with disability, who have accegté and who have
experienced a range of changes. | would hope tiatvbices of these
women who live with a disability help us understahdt the families of
the disabled are similar to other families, butr¢hare certain risk zones
that are constructed by social convention and ladésocial support from
professionals and the community.
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In his critical theory of the family, Mark Postet988, 202—204) wrote
about a frightening choice that people encountaysthe choice between
family and complete loneliness. Family provideseaspn with disabilities
with psychological comfort, a supportive networkdafreedom from
societal control. At the same time, family buildgrarchies of age and
gender, which reproduce social inequality withie family as well as in
society. In many cases, family is unable to sohe groblems formed by
the inequalities in society. The organization ofitemnporary society often
contradicts the interests of men and women withldigies. In the stories
discussed above, the choice is made in favour milya The choice is
based on necessity, or on love, respect and at&mhm

Families of disabled people are not all alike andutd not merely be
classified as “risk groups” or “families with pravhs”, but these families
encompass a great variety of cases. Families oplpewith disabilities
experience as many ups and downs of spousal anidl/perent
relationships as other families; they have dregita)s and realities, just
like all the others. The patterns of child/paremti gpousal relations in the
cases that we have observed nurture the poteritibecocial mobility of
the disabled and help them to be independent anButlol positive
identities. However, sometimes these relationslipgelop a mode of
possession, authoritarian power and subjugationddua be protected by
the familial ideologies of romantic love, domestitores and a mother’s
care. Such ideologies deprive people of commumispurces, make them
ignore each other’s needs and, as a result, break dhe relationships.
Many of the problems that people with disabilitiesd their families
experience are caused by prejudices towards thabldi, gender
stereotypes and quite typical interpersonal catsflic

The experience of the narrators and their famgle®sws that they have
survived challenges and became stronger. Morea¥lerying children or
adults with disabilities to make a choice and teta risk (usual event for
each “typical” human being) raises human dignity anobilizes each
individual with feelings of self-reliance and caténce (Spiegle 1993, xv).

In spite of the differences in the women’s expearés; many of them
have devoted most of their energy to career anidvie. Some of them
found establishing romantic and sexual relatiorificdit. The narratives
of some other women were bound with the public atares and meta-
narratives of gender and disabilities (Thomas 1999), where the
“disabled” body was constructed as poor, asexwsjulated by public
discourse and controlled by the state.

In a society which equates worthiness and beauphysical strength
and health, a woman with a disability feels thegitgl deficits more than
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any other. Although some women discussed their difperience with
bitterness or even apathy, many others seem teiperit as a challenge.
Even though their lives cannot be considered peffem the viewpoint of
societal standards and negotiations, these wombevéethat they live
productively and passionately. Their stories arethe “the histories of
triumph over tragedy” (although they have had tdége and triumphs),
but, following Nancy Mairs (1996, 145), their s&giare adventures as
they explore unknown territories and draw their anaps, which they can
then use to navigate and to lead others.

The symbolic barriers that are constructed by theskn society are
difficult to overcome; both Soviet and post-Soviaidels of disability are
medical, in which the most significant featurehis provision of medical
help to restore a disabled person’s ability to adapsociety and in
particular to work. Among the dominant themes i@ 8oviet approach to
disability from the very beginning, the most petesig was “who does not
work does not eat”. This maxim resurfaced expiicat several points
throughout the 20th century and was implicit inirsce-based healthcare
for workers only and in the notion of the ‘“rationalanagement” of
disability in relation to a person’s capacity torkowhich was certified by
medical doctors. Paradoxically, the development thé “rational
management” of disability ultimately led to the miaalization and
exclusion from work of some disabled people, bothnnand women.
Some forms of disability were classified as capalflevork; others were
excluded. Military disability was prominent afteoth world wars, and, in
theory, disabled soldiers received the largest ipaasand privileges,
while in reality, these forms of support were ndivays delivered.
However, war-injured men received more respect atteintion, while
mental impairment, women, children and the elderye excluded from
the war and labour heroics of Soviet disabilitycdisrse.

The establishment of nursing homes, advertised aserzefit of
socialism, often led to the removal of disabledptedo isolated venues.
Gradually state control and isolating forms of carevision increased, so
that by the 1960s there was little chance thasaldéd person could have
economic independence. Late Soviet disability poliduring the
stagnation era cultivated even more medicalizatiith its emphases on
science and technology and tkebes(social protection) treatment of
disability. These are the two pillars of the conpemary paradigm of
disability policy where the disabled are clientsl gratients. At the same
time, in late Soviet society, the shoots of theablisty movement started
growing but were trampled rather effectively.
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Today’s disability policy is still paternalistic dnmedicalized, and
gives priority to soldiers and workers over childrd@his policy manifests
itself in inaccessible housing and public buildinyansport and services,
as well as in the reproduction of negative steqgadyin social attitudes.
Since the early 1990s there have been several tergochanges in the
disability policy, some of them rather contradigtesiccording to the
universalistic and liberal principles of the tine.September 2008, Russia
signed the UN convention of the rights of personigh wdisabilities
(Convention... 2006), and since then more attent®opadid to issues of
building an accessible environment and respectimg ttights of the
disabled.

The assumption that medical professionals are &xjper disability is
one of the greatest challenges in conducting disalidvocacy in post-
Soviet Russia. This assumption prevails among argliRussians as well
as and disabled people themselves. The non-disdblgubrt” approach
towards disability activism has been less thancéffe at the local level,
where disability issues are more deeply affectecpiylic attitudes and
assumptions than by technical expertise. Russiaabtid women are
actively pursuing their dreams within a system aivgrty and great
physical inaccessibility, and in spite of a histoo§ ignoring and
warehousing disabled women. Current disabled woiraders see an
immediate need for service-based systems run byfemevomen with
disabilities. Throughout Russia there are only adfid of experienced
disabled women leaders, but more and more womenm didabilities are
taking new leadership opportunities through trainaffered to youth by
disability organizations, community leadership depenent programmes
and economic support projects (O'Toole 2000).

There are organizations led by women with disaédiind mothers of
children with disabilities in Russia. Some of thesganizations, for
example in Moscow, Novosibirsk, Kazan’ and St. Bsiterg, offer
programmes on business and employment, peer sugparthealth. They
provide job training and placement, operate leghhios, sponsor
wheelchair dancing, vocal and sports groups, affer @ounselling and
vocational training to women with disabilities. AW such organizations
conduct workshops for young women with disabilitieshealth, sexuality,
community integration and rehabilitation, offer riead consultation and
peer counselling for disabled women, and partieipgt international
conferences and trainings. Some of their programassist women with
disabilities who are home-bound, lacking commuraiycess, to learn
sewing, telephone and other home-based work.



122 Chapter Six

The activity of such organizations focuses on issafadisability which
impact women'’s lives, not only those of women wdikabilities but also
non-disabled women who are directly impacted byalilgy, such as
mothers of disabled children. A special task iscteate resources for
disabled women with small children. Advocacy grotiesp women with
disabilities to develop the abilities necessaryatively participate in
society, to uphold the interests of women with Wikdes on the
governmental level and to demand equal opportsnfiie women with
disabilities from other members of society.

Giving voice to women with disabilities through easch into their
family life experiences can change social attituttegards the disabled
and their families. | would hope that the familesd professionals who
work with the disabled can gain new resources fthese stories for the
acceptance and understanding of the problems vth&hencounter every
day and for the development of new forms of supporthe side of public
and non-governmental organizations.
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