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Invisible People of Belarus
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I struggle to know what to say.

Lida, an 18-year-old epileptic girl was sent here after her father killed himself and her mother was
unable to look after her. She is telling me about children. How much she loves them. But she is sad.
She tells me that she can’t have any.

That’s what they have told her. That because of her illness she can’t have her own babies.

After a seizure she ended up in hospital and she met a boy there who she liked. But he is not allowed
to visit her now she is back here. He is ‘normal

I think of the fabulous instances of care and of community that I have witnessed. Of women with Down’s
syndrome looking after infants with love in their eyes. Apparently, they’re not competent enough to live
a life outside. But they are competent enough to take up a position of authority here. Their maternal
feelings are convenient when they represent free labour.

Yet Lida’s dream is dashed because it is an inconvenience.
And I think of those I have seen toiling in the field, unpaid, of course. While work may be healthy,
the situation is perverse: too abnormal to live with the rest of us, but capable enough to grow

and harvest food.

I think of questioning Lida, of saying that she shouldn’t be here, that she can have children of her own.
But I can’t offer her a way out and I worry that my words will cause pain.

My silence, then, perhaps affirms what she has been told: that she is different.






Over the past two years | have documented the lives of residents of internats in Belarus. Internats
function as something between an orphanage, asylum, and hospice.! Healthy children without
parental care are sent to orphanages, disabled children are sent to internats. Without the proper
provision of care in the community and support for families who wish to raise children with spe-
cial needs at home, a range of people are housed in internats who, in other European countries,
would not be subject to institutionalisation: people who have Down’s syndrome, for example, or
epilepsy, mild cerebral palsy, those who are HIV positive, the blind and deaf, people with autism,
and individuals with facial disfigurement and special educational needs. The spectre of Cher-
nobyl, now 30 years distant is still evidenced by the great number of people in their late-twenties
living in Belarus’s internats who suffered developmental and physical problems because of their
prenatal exposure.

There are glaring deficiencies in Belarusian internats: very little physical or educational therapy
is offered; there are few opportunities for recreational activities; and the right to a private life is
not respected, with romantic relationships between residents prohibited. Integration within the
local community is virtually non-existent, with the most physically able residents only leaving
occasionally when international volunteers organise a trip. Their location makes it difficult for
the families that would like to stay in touch with their children to visit. Some of the internats are
located in very rural areas, hours away by car and with almost no public transport links. All in-
ternats are either fenced off or walled. This separation stands as metaphor for the way disability
is thought about in Belarus: misunderstood and better shut away.

In the subsequent piece of writing ‘X’, an anonymous NGO worker with decades of first-hand ex-
perience of working in internats gives a fulsome description of the state of institutionalisation
and the reasons for it. In these pages, [ attempt to do something different: to introduce Belarus in
a wider context; to explain my personal motivations for undertaking this project (and their polit-
ical importance); and to dwell on the ethics of photographing vulnerable subjects.

Belarus remains the last dictatorship in Europe. This is a place where the president, Alexander
Lukashenko, is seen as fearsome and God-like, and where people still fear the watchful eye of the
KGB. When you walk the streets of the capital, Minsk, you could easily mistake yourself for being
on a movie set. The streets are immaculate, the grass is perfectly cut, the architecture is glitzy
and modern. I found myself wondering what could be hiding behind this fagcade. After all, Belarus
is the only country in Europe that is not a member of The Council of Europe, a regional organi-
zation which promotes adherence to human rights and democracy. It is a place where the state
propagates a particularly Soviet notion that its power is not to be challenged; that governmental
bureaucracy, with all its obvious failings, is immutable.

1 There are specific
internats for babies
and infants, young
people up to the age
of 18, and for adults.
In practice, young
people often end up
living in children’s
internats until they
are 30.

2 Freedom House
outline restrictions
on the press

and the punitive
actions taken

against journalists

in this 2015

report: [https://
freedomhouse.org/
report/freedom-
press/2015/Belarus]
Reporters Without
Borders state that
Belarus has some

of the worst press
freedoms in the
world, ranking

it 168 out of 179
studied countries.
Transparency
International found it
to be one of the most
corrupt (107/168).
Almost 80 per cent of
Belarusians surveyed
by them believe
public officials and
civil servants to be
corrupt.

3 In Poland,
everyone under

16 was given this
iodine solution

to protect them.

The government
administrated stable
iodine to 18.5 million
people in 3 days, the
greatest prophylactic
action in the

history of medicine
performed in such

a short of time.

4 And, if you are
from one of those
countries, yours too.

Where the will of the people might desire reform, the difficulty of communicating those desires
- of creating a bedrock of collective action and dissent - is immense. The punishment for inde-
pendent free thought and its transmission is grave.? Given the dire state of press freedoms and
high levels of corruption in the country, it is unlikely that the reality of life in an internat would be
reported in the local press. Thus, I travelled to Belarus to learn about life in internats; to observe;
to understand; to talk with people; and, where appropriate, to take photographs. But the stakes
are high. Taking images in the internats is officially prohibited. [ heard of a case where an NGO
worker had photographed the abuse of an elderly woman. She was dragged along the floor naked
by her elbows. When the directors of the internat found out, they banned the NGO from working
there for three years. But if you judge the situation correctly - assess the different environments
of the particular institution, and build relationships with the residents and staff - you start to
realise that there are moments in which you can take pictures without being denied access. I felt
strongly, because of both personal and political reasons, that there existed a story that could, and
should, be told.

As I write this, | wonder how much to discuss my motivations for focusing on this subject. Would
this discussion detract from residents’ plight? It might imply that this work is just as much about
me as it is them (it is not). Before and during my first trip to Belarus I thought deeply about how
much I should show and how to show it. I considered whether taking and showing images of ex-
treme suffering, malnutrition, and neglect would be the best way to begin a discussion about
the lives of residents, and more generally, to inform a popular discussion about disability within
Belarus itself. I believe I found appropriate ways to photograph and a constructive way to display
some of those photographs here. Below, | address these internal dialogues in detail, discuss their
ethical implications, and show how this informed my photographic practice.

To the feeling that my relationship to this story detracts from its particular importance, [ would
say that this relationship is of significant concern. Of concern, not because my attention to them
evidences any kind of particularly noble attitude on my part, but because my personal history
demonstrates that care for another is often inaugurated by a realisation that, but for accident
of birth, one would find oneself in the same position. I am a child of Chernobyl, born in Poland in
1986, a few weeks before the accident. As a baby, | was given Lugol’s solution, to protect myself
from the harmful effects of radiation.® Children in Belarus were not. In a state of public denial, the
Soviet authorities did not protect their populus properly. If it weren’t for my good fortune as the
citizen® of a country that cares for its people, I too could have suffered because of Chernobyl. This
‘personal’ connection is, in fact, far from it. That connection, premised as it is on the differential
care that states afford their citizens, functions as a reminder that our geographies define us in an
inherently unjust way. Rather than signalling a facile sympathy, my folding into this story shows
that things could have been different. My body, as yet apparently unharmed by Chernobyl, stands
asjustas much a declaration of an environmental crime as those bodies demonstrably affected by
the disaster. While universal rights safeguard all in theory, the lived practicalities of ethics are
felt deep inside.



Yet, this isn’t all about Chernobyl. Internats house a range of people, some with conditions that
would not in any way prevent them from living independently if it weren'’t for societal attitudes
towards disability. This is important to remember, for while scientific efforts to decontaminate
agricultural land are absolutely necessary, it must also be remembered that there will always be
subjects who do not fit with some cultures’ ideals of what constitutes a ‘normal’ body or mind.
Those are subjects who we should take the most care of, and with whom we should forge a being
in common, not a divided body politic separated by walls and fences.

The second impulse - the feeling that there were things I had to be very careful in photograph-
ing - is driven by the difficulties of visually representing disabled people. There has been an
understandable withdrawal from photographing marginalised subjects because of an increased
awareness of a number of things: the act of looking can be voyeuristic, allowing for titillation or
patronising sympathy; the taking of the picture can be exploitative, accruing vast gains to the
photographer and not the subjects themselves; and, on a more pragmatic register, real harm can
be done by photographically intervening in sensitive situations that the photographer does not
fully understand.

Yet people should be made aware that conditions in some internats are manifestly unjust and
the accompanying societal prejudice. With the desire to raise awareness comes the impulse to
focus on easily identifiable instances of trauma; poor living conditions in internats; children mal-
nourished and starved of stimulation. These are things we think we can recognise as manifestly
wrong. These abandoned subjects deserve attention. Sometimes I toy with the idea that this is
a situation that must be seen and so the fact that they cannot vocalise their consent should not
stop me from taking their pictures and showing them to you. One could say that we have turned
away from their plight for too long; that images of trauma can effect a real change.

Of course, an exposé has its place, but let that be in the appropriate time, place, and medium. In
this context I have decided that the mothers’ and others’ testimonies | reproduce here are damn-
ing enough of the institution. They expose enough of the institutional failures without needing to
use images of people who have suffered enough. Given that disablism provides the conditions for
their abandonment, [ have seen no convincing argument that showing the contortions of bodies in
pain, the automatic self-harming repetitions of underused minds, and the disfigurements of those
unable to speak will work, in the context of a book, to change their lot. While this is not a typi-
cal art photography book, including, as it does, interviews with its protagonists, excerpts from
literature, and an essay on the relationship between the body, the photograph, and institutional
power, I am not comfortable with the objectification that would be implicit in squeezing images
of suffering into these pages.

You will not see pictures like that in this book. For you, reading that they exist in that state should
be enough.

My photographs in Invisible People of Belarus focus on residents who are mobile, communicative,
and who I could socialise with. These form a story of those people as human beings; as people
who suffer and struggle against injustice in their everyday lives; and as people who look after
each other; build long-lasting friendships; and fall in love even in an environment that does not
seem hospitable to that feeling. Resilience is important. And so are the personal relationships and
characters of the people living in internats. Internats flatten various different disabilities into
a catch-all concept of abnormality and then mandate that this abnormality be confined in an in-
stitution. Yet within those institutions there exists a plurality of relationships and different ways
of living as varied as in the society outside their walls. Perhaps more varied. I tried to collaborate
with my subjects to make them as comfortable as possible and to give them a sense of ownership
over how they were being photographed. I focused on their creative endeavour; their practices
of making art and making self within an institution whose ethos often denies the right to self-de-
termination. I have accompanied my images with as much and as varied contextual information
as possible so that the reader can understand the historical and familial circumstances, both of
subjects and photographer, that have led up to the moment of taking the picture. I hope that this
information will render the images dialogic: not a frozen depiction of Otherness, but a gentle ani-
mation of character emplaced within a milieu rather than the rigid frame of the picture.

If you feel an affectionate turning towards these people, then [ have succeeded.

-Jadwiga Bronté



‘X’ has a senior position in a Western European NGO working in Belarusian internats. He spoke to me
on the condition of anonymity because he felt that his honest appraisal of conditions in the institu-
tions might damage his charity’s chance of working in the internats in the future. As well as describing
contemporary and historical conditions in internats, his words summarise the cultural factors that
lead to the institutionalisation and marginalisation of disabled people in Belarus.

I became involved in the whole Chernobyl issue originally in 1991. That was the year of
the break-up of the former Soviet Union and the first year that children were brought from newly
independent Belarus to Ireland for recuperation holidays in the aftermath of the Chernobyl nu-
clear disaster of 1986. Our family has been involved in hosting children ever since. I first visited
Belarus in April 1996 on a humanitarian aid convoy and saw for myself for the first time what
conditions were like in different parts of the country. The people were warm and hospitable, par-
ticularly in rural areas and in the countryside. Though very different to my own, the country was
beautiful and interesting. It would however, take many years to learn and to understand more
about the wonderful culture and history of Belarus and for me to grow to love the country that I
now consider my second home and second favourite country in the world.

Travelling there as part of a humanitarian organisation of course gave a very different
view to that of a tourist and we certainly witnessed some of the very ugly sides. Getting unique
insights into institutionalisation, poverty, marginalisation, and social exclusion for those with
disability, disadvantage and those from contaminated areas. Many citizens who became refugees
within the own country as a result of evacuation after Chernobyl became outcasts and marginal-
ised in their new communities and were considered as ‘unclean’ by many of their new neighbours.
This lead to myriad subsequent socio-economic problems both for the individuals and the local
administration and government. Chernobyl put a huge extra strain on a newly independent state
(from 1991) both in terms of the financial cost to the state and the under-resourced health ser-
vice. There were countless medical effects also from the Chernobyl nuclear disaster including
a massive increase in childhood cancers, tumours, and the incidence of physical and intellectu-
al disabilities such as Down’s syndrome and others. I can clearly remember talking to the head
doctor of the largest children’s hospital in the Gomel region (the region most contaminated by
Chernobyl) and he told me that only 15% of all babies born were fully healthy. The other 85%
had various conditions ranging from minor ailments to profound disabilities and cancers. This
undoubtedly contributed to an abnormal increase in the numbers of children being institution-
alised, as it was widely believed to be the best option for such children.

One of my first memories of visiting an internat was in 1996 and still troubles me. While
it was traumatic, it reminds me how much has changed and how much progress has been made
and it also serves to inspire me to help in any way that I can, since that time. A naked nineteen-
year-old male standing, masturbating in front of a four-year old girl and other children with var-
ious disabilities, living in the most appalling conditions, is one of my earliest and most horrific

1 UNICEF 2009,
Early Childhood
Intervention, Special
Education and
Inclusion; Focus on
Belarus.

memories of an internat. These children were penned in the ‘pigsty’: the nickname we had for
what could only be described as a holding pen in the basement of a huge children’s internat on
the outskirts of Minsk, capital of Belarus. The pigsty really was not fit for pigs, yet it was the
place where these children spent most of their days, mostly unattended and unsupervised, and
with zero stimulation. An overpowering stench led the way to the bare concrete walls and bare
concrete floors that were covered in excrement and urine. This was where some children were
kept during the day. Some were segregated by low, bare concrete walls in a sort of solitary con-
finement as pigs would be in a pigsty, while others of varying abilities and disabilities interacted
with each other, without toys or other stimuli. This was life as they knew it. This was their reality.
The nineteen-year-old had an intellectual disability and constantly removed his clothing. He was
from a different unit in the institution but the apathetic, undertrained, and underpaid staff did
not monitor him or the others very well.

In another part of the same internat, was the dying room. Here, very ill children were left
behind a locked door to die. One such child, a beautiful boy called Misha, had been left to his fate.
He was in constant and terrible pain and craved water and even this was denied him. It had been
decided that he should be left to die, without medication, without water, and without dignity. Irish
volunteers intervened and hired a 24-hour nursing team to monitor and medicate Misha and to
try to ease his passing. Initially, one of our volunteers even had to fight with the internat’s staff to
be allowed to give the child water. At least he had a little dignity and love towards the end of his
short life and he was tenderly nursed after we had found him. Misha left the torture of this world
when he was just seven years old, finally at peace.

It is interesting to note that there are over 500,000 people with disabilities registered
in Belarus, or approximately 6% of the population, including 20,000 wheelchair users (Belstat
2016). According to the United Nations International Children’s Fund?, around 33,000 children
in Belarus were orphaned or denied parental care, many of whom have some form of disability.
Of course, even though adoption and fostering is now actively encouraged, the reality is that very
few potential adoptive and foster families are brave enough to take on children with disabilities,
largely due to public perceptions around disability and the potential cost to the family budget of
caring for a child with special needs.

So why do so many parents give up their children with disabilities to state care?

As already stated, the institutionalisation of children with disabilities is an issue rife with
complexity. There are no simple answers. Historically, in Belarus and in other parts of Eastern
Europe, there is an intense social stigma around disability and the norm is ‘out of sight, out of
mind’ for those with disabilities both at home and in institutional care. Though this is not to say
that every citizen thinks that way. Furthermore, people with disabilities are physically margin-
alised within Belarus with orphanages and internats often located in rural areas, hidden behind
large areas of forestry and high walls, shielding them from public view.

Traditionally, in Belarus, if a child was born with a disability, their parents were frequent-
ly advised to institutionalise them as it was felt that they were not qualified to deal with the
disability. This advice, of course, undermines their own confidence in their ability to support
the child and the parents are convinced it’s best for their child who then becomes ‘invisible’ to
the public. The same is true for those with disabilities living at home as is evident on the streets



of any city in Belarus. You will not likely see disabled people. This is due to a combination
of factors: the social stigma coupled with various forms of discrimination in everyday life limit
the chances of the disabled for full social integration. They suffer from the lack of barrier-free
access and persisting stereotypes, which deny them equal chances to realise their potential.

The disability model dominating many post-Soviet countries is one of ‘defectology’?. In-
herent in the model is the classification of children into educable and non-educable, whereby
those deemed non-educable are destined to a life of institutionalisation.® This has resulted in
an over-medicalised approach to disability where the individual’s ‘defect’ becomes the defining
feature of their being. The subsequent impact of this is that disability is seen by authorities and
medical practitioners as an entity requiring treatment that is beyond the capabilities of lay peo-
ple, including the child’s parents*. In fact, UNICEF® even identified defectology as one of the great-
est barriers to the implementation of a human rights based approach to people with disabilities
in Eastern Europe.

Nowadays, parents are strongly advised to avail of abortion should there be a prenatal
diagnosis of disability, for example Down’s syndrome in the foetus. This means, of course, that
fewer children are going into state care so it affects the real numbers of those being born with
disabilities and therefore the need for institutionalisation.

For children already in institutional care, particularly those with disabilities, some will
never leave that system because change is complex and comes slowly.

2 UNICEF 2012,
The Right of Children
with Disabilities

to Education:

A Rights-based
Approach to Inclusive
Education.

3 Kalinnikova,

L., and Trygged, S.,
2014, A retrospective
on care and denial

of children with
disabilities in Russia,
in Scandinavian
Journal of Disability
Research, 16(3).

4  Gilligan, R, 2016,
‘Children’s rights and
disability’. In: Garcia
Iriarte E., McConkey
R. and Gilligan R,,
[eds.] Disability

and Human Rights;
Global Perspectives,
Palgrave, London,

pp. 115-132.

5  UNICEF (2012)

1  Nikolai
Prokhorovich
Zharkov in
Alexievich, S., 2005,
p126 [trans. Keith
Gessen]

Constructing a Place for Difference

We're often silent. We don’t yell and we don’t complain. We're patient, as always. Because
we don’t have the words yet. We're afraid to talk about it. We don’t know how. It’s not an
ordinary experience, and the questions it raises are not ordinary. The world has been
split in two: there’s us, the Chernobylites, and then there’s you, the others. Have you
noticed? No one here points out that they're Russian or Belarusian or Ukrainian. We all
call ourselves Chernobylites. ‘We’re from Chernobyl.’ ‘I'm a Chernobylite.’ As if this is

a separate people. A new nation.!

When considering the relationship between a powerful institutional bureaucracy and the human
subject, spectacular instances in which the body is rendered abject and expendable are attractive to
writers. Genocides, wars, and disasters lay bare the foundations of the polis: they show the ease at
which humans can be allowed to die where political ends are served by those deaths. In certain
spaces and times, the notion that a human life has a universal value and is deserving of protection
has shown to be a fiction. In these instances, new publics - new ‘nations’ - are created who, by vir-
tue of the exceptional things that have happened to them, or their abandonment by authority, feel as
though they are out of place. As well as showing how human life can be devalued, such events also
call to account the various publics who witnessed what was happening, yet failed to act.

An internat is not a concentration camp. It is not part of military apparatus. And its raison d’etre
is not the eradication of a particular type of person. Yet some of the accounts that you will read
about in Invisible People of Belarus show that they are places in which life is expendable; labour is
not paid; medical care is sparse; residents are not allowed to leave; education is rare; and some
residents, especially the elderly, are left without any stimulation at all.

Internats are also places that operate in a dangerous position above public scrutiny: an NGO
worker in this book speaks only on the condition of anonymity because he worries that his wit-
nessing will endanger the access his organization has been afforded; a woman seeking medical
care and pregnant with a baby with Down’s syndrome speaks of doctors’ incredulity at her insis-
tence that she wished to carry the baby to term; a mother recounting the story of her son sudden-
ly disappearing from an internat tells us that nobody answered her cries - she didn’t go to the
police, ‘because it’s pointless’.

Where disability is considered something that should not be talked about or seen in public, and
there is alack of financial means or political will to include disabled people in society at large, the
internat appears as a logical solution. Bronté situates the production of invisibility as the means
by which this situation perpetuates itself. Yet she also recognises that part of the problem of dis-
ablism emanates from the way in which people with disabilities are represented, not the simple
fact of their underrepresentation.



In other words, there are affective economies which condition how we will understand images -
how we will feel about photographs is predicated on our preexisting prejudices - and here Bronté
has chosen (for the most part) to create portraits of subjects regarding us directly and to docu-
ment the fruits of their creative work. This regarding forces us to confront the way in which we
respond to difference rather than perceive it as a mere object. She rejects the classical photojour-
nalistic style - the fly on the wall approach - and in doing so rejects the false factuality that such
an aesthetic suggests. As she states, the ‘fact’ of the internat is that it contains as varied forms of
life as are found on the outside and to reduce the internat to a photographic catalogue of its fail-
ings - to prowl its halls waiting for that decisive moment - would perhaps, be to prey on subjects
who have been rendered specimens for long enough. Perhaps her rejection of concrete images of
suffering and of photographing subjects who were not able to return her gaze is also an implicit
questioning of our right to view such subjects without our possession of the specific means to
remediate that pain. Perhaps it is a pragmatic device. After all, recent images of the refugee crisis
on the borders of Europe have not stopped an inward looking retreat from a global collective re-
sponsibility. The ‘safety’ of the nation and its chosen denizens is still sacrosanct.

Belarusians have their own complex and infinitely rich discourse on disability, the body, and their
political relation by virtue of their place at the centre of one of the worst human-made disasters
in history. Chernobyl is now thirty years in the past, yet its spectre is still present. Many internat
residents reside there because of conditions they suffer from because of that disaster. NGOs
working in internats commonly operate under the name of Chernobyl in the knowledge that inter-
national familiarity with the disaster will aid their fundraising efforts and increase the exposure
of their work. And internats are commonly located close to the contaminated zone. The testimo-
nies of Chernobylites themselves, collected by Svetlana Alexievich in 1996 and published in the
book Voices from Chernobyl,? allow us to raise important questions about difference, life in the
internat, and Bronté’s engagement with those subjects:

And they photographed him. For science, they said. I'd have pushed them all out of there!
I'd have yelled! And hit them! How dare they! It’s all mine - it’s my love - if only I'd been able
to keep them out of there.

I'm walking out of the room into the hallway. And I'm walking toward the couch, because
I don’t see them. I tell the nurse on duty: ‘He’s dying.’ And she says to me: ‘What did you
expect? He got 1,600 roentgen. Four hundred is a lethal dose. You're sitting next

to a nuclear reactor.’ It’s all mine...it’s my love.?

Lyudmilla Ignatenko’s testimony shows the trauma of having someone you love, in their most
vulnerable moments, exposed to the camera’s lens. Though authority might designate any partic-
ular body expendable - a mere object unworthy of care - the strength of love persists. The inter-
nat bureaucracy and obstetric ‘expertise’ spoken of in mothers’ testimonies at the end of this
book display a similar callousness when it comes to people with disabilities and mothers faced
with the prospect of giving birth to a child with disabilities. Many of those giving testimony in

2 Ibid.,, 2005

3 Lyudmilla
Ignatenko, wife of
deceased fireman
Vasily Ignatenko, in
ibid, 2005, p17

4  Figure 18

5 For that, one
turns to the back
of the book.

6  Nikolai
Prokhorovich
Zharkov, teacher
of labour studies,
in ibid, 2005, p124

Voices from Chernobyl tell that they put their bodies on the line and endured dangerous labour
conditions because of the seductive power of the idea of heroism in Soviet society. Here, the state
exerted its power over its populus by offering up the idea of a nation that was in need; in need of
subjects willing to put their bodies in danger to save it.

The voices here show that only certain lives matter in the production of that idyll of the greater
good. Those whose actions and words reject it by saying ‘my baby’s life does, in fact, matter’ are
routinely constructed as errant subjects, foolishly putting their own interests above what is
right. Rather than making the residents of internats simply visible, Bronté renders them valuable.
The apparent ‘logic’ by which state bureaucracy designates such subjects as best forgotten is ren-
dered mute by the lively visages looking back at us from these pages.

Bronté’s gentle contouring of difference is achieved through her direct engagements with her sub-
jects and via the proximity that colour photography brings. There is no doubt that her subjects
are contemporary. There is no shying away from our connection to them when they appear wear-
ing T-shirts bearing the names of a British charity urging us to ‘join the fun and games™. [ would
caution against seeing such an image as ironic, for there are fun and games to be had here. Joy and
friendship exist in the internats, just as they always existed in the aftermath of Chernobyl. The
particular power of these photos is that the subjects look back unashamedly, even in a society
where, outside the walls at least, a discursive and material architecture exists which calls them
forth as people who should not be seen.

Here they are seen, importantly I think, without captions; without explanation. We are called to
consider them in their specificity (as we would regard a stranger) before we are given an explana-
tion of their story.® The problem of difference has always been that of the stranger, for we will
never be afforded a full account of the Other prior to encounter. Therefore, an ethics of care for
others has to be forged in the midst of uncertainties; in the absence of fulsome knowledge of what
this person might mean, or give, to us. To isolate the subject without personal information, for
a moment at least, is not to depersonalise. It is to force the viewer to interrogate their own struc-
tures of meaning which precondition recognition before relying on Bronté’s testimony in the form
of her captions. To turn to the captions and read about the conditions that surround these sub-
jects is to raise different questions:

Who's to blame? In order to answer the question of how to live, we need to know who's

to blame. Well, who? The scientists or the personnel at the station? The director?

The operators on duty? Tell me, why do we not do battle with automobiles as the workings
of the mind of a man, but instead do battle with the reactor? We demand that all atomic
stations be closed, and the nuclear scientists be put in jail? We curse them! But knowledge,
knowledge by itself can’t be criminal. Scientists today are also victims of Chernobyl. I want
to live after Chernobyl, not die after Chernobyl. I want to understand.®



Where violence is systemic often apparent malintent is absent. Asking who to blame already pre-
supposes that we know that the situation requires retribution. Of course, Chernobyl did and does
represent an injustice that must be remediated. But because of institutional authority’s obfusca-
tion and sidestepping there often appeared nobody to blame. Scientists, too, were radically un-
derprepared to provide a solution to the blast and, in many cases, could not protect themselves
from exposure. In subtler ways, it was difficult to isolate the event in the same way in which it was
possible to do so with a war. Many contributors to the book compare Chernobyl to the Second
World War and the war in Afghanistan. Where those wars had a definable enemy and an end-
point, radiation is invisible and its effects are still being felt. Indeed, some argue that the effects
of the exposure to radiation will be felt most severely by the children and grandchildren of those
exposed to as foetuses, infants, and young children.

The internatis both aresponse to the bodily effects of Chernobyl (in the sense that it houses those
affected) and represents a cluster of institutional subjects to which responsibility for conditions
there should be attributed. The testimonies in this book offer up clear instances where people are
to blame. Yet the photos do something different. Testimony from Chernobylites allows us to con-
sider what that might be: below, a mother speaks of the immediate aftermath of her husband’s
death, a teacher talks of the difficulty in making meaning from Chernobyl, and a cameraman
speaks of why certain things remain unsayable:

Right away they bought us plane tickets back home. For the next day. For the whole time
there was someone with us in plainclothes with a military bearing. He wouldn’t even let us
out of the dorm to buy some food for the trip. God forbid we might talk with someone

- especially me...We paid for the dormitory ourselves. For fourteen nights. It was a hospital
for radiation poisoning. Fourteen nights. That’s how long it takes a person to die.”

I've wondered why everyone was silent about Chernobyl, why our writers weren’t writing
much about it - they write about the war or the camps, but here they’re silent. Why? Do
people think it’s an accident? If we'd beaten Chernobyl, people would talk about it and
write about it more...But we don’t know how to capture any meaning from it. We're not
capable of it. We can’t place it in our human experience or our human time frame.®

There’s something unnatural about getting together and remembering the war. People
who’ve been through that kind of humiliation together, or who've seen what people can be
like, at the bottom, run from one another. There’s something I felt in Chernobyl, something
[ understood that I don’t really want to talk about.’

There was a turning away from speaking about Chernobyl because it reminded people of their
radical vulnerability to the world, their reliance on each other, and the ease at which norms of
humanity could be inverted or forgotten. There exists today a turning away from difference in
Belarus and in every society. Part of this turning away comes from a discomfort at confronting
people who remind us of our mutual vulnerability to the effects of the world on our bodies. When
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the state fails in its duty of care towards us, fictions such as the idea of heroism and a benign gov-
ernmental power are rallied to assuage us of our fears. Yet they do little to protect us: even the
families of those engaged in heroic attempts to protect other citizen-subjects after Chernobyl
were afforded little care, little decency.

Bronté’s pictures speak to the future - to a reconceptualisation of disability in Belarus - because
she recognises that without a change in how such people are thought of, the conditions will al-
ways remain in which their bodies and subjecthood can be construed as surplus; as lack. Without
addressing the fiction that difference is not assimilable into wider society, condemnations will
only go so far. Finding figures to blame, while necessary, will never cease if the structures
of meaning by which we recognise (or fail to recognise) people who do not conform to an ideal are
not reconfigured. Without addressing those structures, the logic of separation will persist; the
internat will remain.

- Michael Thomason



Mue mpydHo nodo6pams c108a.

Jlude 18 nem, ona cmpadaem om snusencuu. Eé omnpasusu cioda nocse mozo, Kak eé omey
NOKOHYUJ/ HCU3Hb CAMOYOULICMBOM, A €€ Mamb He CMO2.1a 3a Hell yxaxcugdamb. OHa pacckasvieaem
MHe 0 demsix. Hackoabko oHa ux ato6um. Ho oHa epycmum. OHa 20860pum MHe, Ymo y Heé He Moxcem
6bImb co6cmeeHHbIX demetl.

9mo mo, umo eli ckazasau. Ymo u3-3a eé 60/1€3HU OHA He CMOoxcem poicams.

Ilocae npucmyna oHa nonaza 8 601bHUYY, 20e ecmpemu.1d M0.100020 Yes108eKd, Komopulil etl
noHpasgu.ics.. Ho emy Hesnv35 Hasewjams eé 30ecs. [lomomy 4mo OH «<HOPMAAbHbLU».

A dymatro o yydecHbiX cay4asx nposiseHus 3a6omsl U 06WHOCMU, ceudemeieM KOMOpbIX 1 cmad.
0 sceHWuHax ¢ cuHOpomoMm JlayHa, yxaxcugarujux 3a MAadeHyamu c 110608bi0

8 21a3ax. 04eguUdHO, YMo OHU He CNOCOGHBL HCUMb CAMOCMOSIMEAbHO 8He UHMepHama.

Ho 3amo oHu cnoco6Hbl 3aHUMAMbCSA 8AXHCHbIM 0e10M 30ech. Ux MamepuHcKue yyecmea — 3mo
y006H0, Ko2da 3a pabomy He HAJ0 n1aAMUMb.

Ho meuma JIudwl nepevépkHyma, nomomy 4mo smo Heydo6Ho.

A makoice dymaro o mex, koz2o s sudesia pabomarwuMu 8 noJie — KOHeUHO Jce, 3abecnaamuo. Xoms
paboma - smo, ckopee, 300p08as npakmMuka, cumyayus cama no cebe HeNPasUAbHAA: OHU CAUUKOM
HEeHOpMaAbHble, YMo6bl JHCUMb CO 8CEMU HAMU, HO 3amo OHU Mo2ym pabomams & 020pode.

A dymato o eonpocax, komopble xo4y 3adams JIude, 0 mom, Ymo6bl cKasams ell, Ymo oHa He 00AHHA
6bimb 3decb, Ymo y Heé mo2ym 6bimb ceou demu. Ho 51 He Mo2y npedaoxcums el 8b1X00 U3 CA0HCUB-

weltica cumyayuu, U s nepexcusaro, Ymo Mou C/108a NpU4uHsam etl 601b.

Moé monuaHue, HasepHoe, nodmeepicdaem mo, ¥mo eli 2080puau: Ymo oHa dpyaasl.

1 CymecTByOT
0co6ble BU/bI
HWHTEPHATOB JJIsl
MJIa/IEHLIEB, AJIst
MOAPOCTKOB,

He JJOCTHUTIIUX
COBEpIIEHHOJIETHS,
U JIJ1s1 B3pocJibix. Ha
MPaKTHKe, 3a4acTy0
MOJIOZble JII0AU
HaXOAATCS B IETCKUX
HWHTepHaTax A0
TPU/ALATH JIET.

[locaieHuWe ABa roja s co6upasia HUHGOPMAIHIO 0 )KU3HH NMOCTOSA/IbIEB MHTEPHATOB B Besapycu.
UHTepHATBI - 3TO YTO-TO CPEJHEE MEXKAY AETAOMOM, MECTOM JIJIsi KHBAJIU/IOB M XOCITHUCOM.! 3ZI0POBbIX
JeTel 6e3 pOAUTENbCKOHN OMEKH OTAAIOT B IPUIOT AJIsl CHPOT, A€TeH-UHBAJUAOB OTIPABJSIOT
B MHTepHaThl. He mpepocTaBJisisa HaZJ ieXXallero yxoa v MoAAeP>KKH CEMbSIM, H3'bsIBUBILIUX XKeJaHHe
BOCIIUTHIBATH ﬂeTeﬁ C 0COOBIMH HOTpe6HOCTHMH B JOMAIIHUX YCJIOBUAX, MHTEPHATbI IPUHUMAKOT
CaMbIX Pa3HBIX JIIOJeH, KOTOpble B [PYTUX eBPONEeNCKUX CTPaHaX He MOABEPIJINCh Obl HHCTUTYILIHO-
HaJIU3aLUK: 3TO, HAIPUMeP, JIIOAH C CUHPOMOM /JlayHa UJIM C ANUJIeNCHeH, IErKOH GopMoi e TCKOro
nepe6pabHOro napasuya, ¢ BU4-no3auTUBHBEIM CTAaTyCcOM, CJelble U IJIyXUe, ay TUCTHI, JIOAU
c 06e300paKeHHbIM JIMI[OM U 0COOBIMU NOTPEGHOCTSAMU B 06pa3oBaHuU. [Ipuspak YepHo6bLa,
KoTopoMy yake 30 JieT, BCE elLé HAOMHUHAET 0 ce6e TeM, YTO B 6EJIOPYCCKUX UHTEPHATAX XKUBET
60JIbIII0E KOJTHYECTBO MOJIOZBIX JII0/ieH B Bo3pacTe 25-29 JieT ¢ mpo6JieMaMHy B pa3BUTHH H3-3a TOTO,
YTO OHH IO/{BEPTJIMCh BO3/J€HCTBHIO paJHal[i¥ BO BHY TPUY TPOOHbBIN IIEPHO/,.

B 6e/10pyCCKHUX HHTEPHATaX €CTh SIBHbIE HEJJOCTATKH, 8 UMEHHO: IIPeJ0CTaBJIsSIeTCsI 04eHb MaJio Gu-
3W0Tepanyy UK MIOMOLY B 00pa30BaHUH; CYI[ECTBYET OYE€Hb MaJIo BOSMOXHOCTEMH /1 OTAbIXA U
pa3BJievyeHH; He CO6JII0IAaeTCs MPABO Ha JIMYHYI0 )KM3Hb, a POMaHTHYECKHE OTHOIIEHUS] MEXAY
MOCTOSI/IbL[aMHU 3anpelieHbl. UHTerpanus B MeCTHOE COOOIECTBO MPAKTUYECKH OTCYTCTBYET, a
caMble GU3UYECKU COXPAHHBIE TOCTOSJIbIIbI BbIE3XKAIOT U3 YUPEXKAeHUH JIMIIb U3PEe/IKa, B OCHOBHOM,
KOT/la MM0e3/JKH OPraHU3yI0T MeXAyHapoAHble BOJOHTEPHI. MecTopacnoioxKeHre HHTEpPHATOB
3aTpPYJHSAET AOCTYI CEMEH K CBOUM JieTsAM. HeKoTopble HHTepHAThl PACIOJIOKEHbI B CeJIbCKOU
MEeCTHOCTH, B HECKOJIbKHX Yacax e3/ibl Ha Mall1He, TPAaKTHYeCKU 6e3 co0bLIeHHs 001eCTBEHHOr O
TpaHcrnopTa. Bce MHTepHATHI OTOPOXKEHBI TG0 3a60pOM, TG0 cTeHOoU. Takoe pa3zesieHue BLICTYIAeT
B KauecTBe MeTadophl TOro, KaK BOCIPUHUMAETCS] MHBAJUJHOCTh B Beslapycu: eé He IOHUMAIOT,
M03TOMY 6Y/eT JIy4lile, eCIU €€ CIPAYYT.

Jlanee B KHUTe NPUBOJSATCS CJ10Ba paGOTHHKA HENPABUTEIbCTBEHHON OpraHU3al U1, HMeKIero
MHOTO0JIETHUH JINYHBIH ONBIT paGOThI B HHTEPHATAX, KOTOPBIH Ha yCJIOBHUSAX aHOHUMHOCTH MOJPOGHO
pacckasbIBaeT PO MHCTUTYI[MOHAIU3ALMIO U € MPUYMHEL A Ha 3TUX CTPaHULAX sl TBITAKCh CAeNaTh
YTO-TO AAPYToe: NpeACcTaBUTh Besapych B 6osiee IMPOKOM KOHTEKCTE; 06'bACHUTD CBOH JINYHbBIE
MOTHUBBI, NOOYJUBIIYE MEHS 3aHATHCS 3TUM IPOEKTOM (M UX BaXKHOCTb C TOUKH 3PEHUSI NOJUTHUKH);
Y IOPa3MBbIIIJIATb 06 STHYECKOH CTOpOHe poTorpadpupoBaHUs YI3BUMBIX CyO'bEKTOB.

Benapyce ocTaéTcs nocaeaHed JUKTaTypol B EBpomne. 3To cTpaHa, B KOTOpOU pe3ufieHT AJleKCaHAD
JlykallleHKO BOCIIPUHUMAEeTCsI TPO3HBIM U 60r0N0J06HbBIM, [Jie JII0U A0 CUX ITOp 60ATCS 64UTeNbHO-
ro oka KI'b. Korzaa Bel Xo4uTe 10 y/auLaM CTOIHILbI, MUHCKA, BaM JIETKO MOXeT N0Ka3aThCs, YTO Bbl
NpUCYyTCTBYeTe Ha CbEMOYHOH Mlomake. Takoe BeyaTJeHUe CO34aéTcs 3a CUET 6e3yKOPU3HEHHO
YUCTBIX YJIUL, HeaJbHO NOACTPUKEHHOH TpaBbl, NOKa3yIHON U COBpeMeHHOM apxUTeKTypbl. Ho s
3a/lajlacb BOIIPOCOM, a 4YTO MOeT CKpbIBaTbCsA 32 3TUM dacagoM? Bcé-taku benapych sBiasgeTca



eIMHCTBEHHOH eBpOIelCKOM cTpaHOM, He BxoAsuel B coctaB CoBeTa EBponbl — opraHusanuy,
KOTOpas coAeHCTByeT COBJII0JEeHUIO IPaB YesJ0BeKa U pa3BUTHU JJeMOKPATUHU. ITO TO MECTO, TAie
rocyZapcTBO ponaraHupyeT O4eHb COBETCKOE OHSATHE, YTO He CTOUT 6pocaTh BbI30B €ro BIaCTH;
rje itofiel y6exx/1aloT B He3b16/1eMOCTH IPaBUTEIbCTBEHHON GI0POKPATHH CO BCEMHU €€ 04eBUIHBIMU
HeJ0CTaTKaMH.

Jlaxke ecsiv BoJIsl HapoJia a)KjeT pepopM, OYeHb CJI0’KHO BOIJIOTUTD B XKU3Hb 3TO >KeJIaHHUE, CJIOXKHO
€03/1aTh OCHOBY [1J151 KOJIJIEKTUBHOTO JleHCTBUSA U MHaKOMbIC/1us. Haka3aHue 3a cBO60J0OMBICIHE U
pacnpocTpaHeHHe CBO6OJOMBICIHSI JOBOJIBHO TsKE/10€% YUUThIBAs IIJIaueBHOE COCTOSTHHE CBOGOABI
npecchl ¥ BICOKMH YPOBEHb KOPPYNLHUH B CTPAaHe, MaJOBEPOSATHO, YTO O PeaJUsaX KU3HHU
B HHTepHaTe HAaUIIyT B MecTHOU npecce. [loaToMy A oTnpaBuachk B besapych, 4T06bI
CaMOCTOSITeJIbHO y3HATh GOJIbllle 0 )KM3HU B MHTEPHATaX: MOHA6JII0/1ATh, HOHATD, IOTOBOPUTh
C IIOABMU U cfenaThb oTorpaduu, ecau 3To 6yaeT yMecTHO. Ho cTaBku BbicOKU. OdUniMaibHO
B MHTEepHaTax 3amnpelieHo poTorpadpupoBaTh. MHe pacckasasiv 06 0JHOM UCTOPUH, KOTja COTPYAHUK
HIIO 3acHAM cayyal maoxoro o6paueHus C MOXKHUJI0H )XeHIMHON. E€ Tamu/u no nmosay rosou
3a JOKTH. Korjja pykoBoAMTEJ M UHTEpPHATA y3HaJHU 06 3TOM, OHU 3alPETUJH I3TOU
HelpaBUTEeJbCTBEHHOHN opraHu3anuu pa6oTaTh TaM Ha 3 roza. Ho, ecsiu npaBuJIbHO OLLlEHUTh
CUTYalL U0, OleHUTb 06CTAHOBKY KOHKPETHOTO Y4YpeX/AeHUsI U BBICTPOUTb OTHOLIEHUS
C IOCTOAJIbLAMHU M aJMUHUCTPAlMel, HAYMHaelllb IOHUMATh, YTO NOSABJSIOTCS MOMEHThI, KOTa
MO>XHO ¢poTOorpadupoBaTh, U IpU 3TOM Tebe He Oyy T 3aNpewiaTh 3TO AeaTh. {1 riiy6oko ybexaeHa,
10 JINYHBIM U NOJUTHYECKUM IPUYMHAM, UYTO 3TA UCTOPHU S, KOTOPYIO 1 MOT'Y U I0JI’KHA pacCcKa3aThb.

Korja s muIy sTu CTpoKH, 5 3a/Jal0Ch BONPOCOM, CTOUT JIK MHE TOBOPUTb O MPUYMHAX, T0OYJUBLINX
MeHf BbIGpATh 3TY TeMy. Bo3M0OKHO, Takoe OTCTyNJIeHHe YMaJUT 3HAYUMOCTb TOI'O TSAXKEJI0T0
MO0JI0KEHHUS. B KOTOpOM Hax0sTCsS MOCTOSI/IbIbI HHTepHATa. U1K 0HO 6yZeT 03HAYaTh, YTO 3TA
pa6GoTa B TaKOM e CTeNeHH 060 MHe, KaK 1 0 HUX (3TO He Tak). [lo ¥ BO BpeMsl CBO€il IepBOii MOe3 K1
B Besapychb s1 r1y60K0 pa3MblilLisia HaJ TeM, CKOJIbKO MHe CTOUT NMOKa3bIBaTh U KaK 3TO Je/aTh.
S nymasa o ToM, cTaHyT Jid GoTorpadru HEBBHIHOCUMBIX CTPaJaHUM, HeJoeJaHUS U OTCY TCTBUSA
3a60ThI JYYIIUM CIOCO60M HavyaTh JUCKYCCHUIO O )KM3HU MOCTOSJIbLEB, a B 60Jiee 06L1eM NiaHe
06€eCrneYnTh HUPOKYI JUCKYCCHI0 06 MHBAJUHOCTH B caMol Besapycu. §I curTaro, 4To BoIGpaHHBIN
MHO¥ crioco6 ¢poTorpadpupoBaHust 0Ka3aJics BIIOJIHE YMECTHBIM. TaKk)Ke MHe y1aJIoCh PELIUTh 3a4a4y,
KaK KOHCTPYKTHBHO II0Ka3aTh HEKOTOPbIE U3 CHUMKOB TYT. /laJiee 51 NI0APOGHO OCTAHOBJIIOCH HA 3THX
BHYTPEHHHUX JIUAJIOTaX Y HA 3TUYECKUX II0CJIEICTBUAX U TOKAXY, KAKUM 06pa30M OHU IOBJIMSJIN Ha
npaKTHYeCKHe acleKThbl MOel paGoTHlI.

YTo KacaeTcs 4yBCTBA, YTO MOE OTHOIIEHHE K 3TOMY paccKasy yMaJisieT ero 0Co6y0 3Ha4UMOCTb,
s CKaXy, YTO 3TOT MOMEHT 0COGEHHO Ba)keH. BarkeH He TOTOMY, YTO MOE BHUMaHHeE K II0CTOSIJIbLIaM
CBUJIETEJbCTBYET O KAKOM-TO 6JIaropo/iCTBe C MOel CTOPOHBI. [IpocTo Mosl IMYHAsA UCTOPUS
[I0Ka3bIBaeT, YTO 3a60Ta 0 PYyroM YyesioBeKe 3a4acTy0 HAYMHAETCs C IOHUMaHMUS TOTO, UTO 110 BOJIe
cJyyasi 1 MOTJia Obl POAUTHCS B APYTUX YCIOBUSX — B TE€X K€, YTO U BOCIUTAHHUKU HHTEPHATOB.
{1 pe6énok YepHOoObLIs: 51 poauiachk B [losibiie B 1986-M rosy 3a HECKOJIBKO Heiesib 10 aBapuu. Korga
g 6blJIa el MJIaJileHLieM, MHe JlaJIu HoAHbIN pacTBop JIIorosis Kak cpe/iCTBO 3aLUThI OT BPELHOr 0

2 «/Jom
CBO6O/IbI» OMHcasl
orpaHUYeHust
Hpecchl U
KapaTeJibHble MepBbI,
npeanpuHATbIE
MPOTHUB
JKYPHaJIMCTOB,

B OTYéTe 3a

2015-# rox (Ha
auru.): [https://
freedomhouse.org/
report/freedom-
press/2015/Belarus]
«PenopTépbl

6e3 rpaHuI»
YTBEPXKAAIOT, YTO
HH/IEKC CBOGO/IbI
npeccsl B Besnapycu
OJIUH M3 Xy/IIIHX B
MUpe: OpraHu3anus
NoMecTHJIa eé

Ha 168-e MecTO

B cnuckKe u3 179
CTpaH, B KOTOPBIX
MPOBO/IUIOCH
HCC/IeloBaHUeE.
«TpaHcnapaHcu
HMHTEPHIIIHII»
(Transparency
International)
ompezeaa
Benapych kak

OJIHy M3 CaMbIX
KOPPYMIHMPOBaHHBIX
ctpaH (107-e mecTo
u3 168). [loutu
80% Gestopycos,
MPHUHUMAaBLIUX
y4acTHe B orpoce
3TOM OpraHM3aluy,
CYHUTAET, 4YTO
YUHOBHUKH U
rocy/japCTBeHHbIe
cyKaliye

B Besapycu
KOppPYMIIMPOBaHbI.

3 B INosbuie
3TOT pacTBOpP

Woja faBaau

BCEM XUTeJISIM, He
AOCTUTIIUM 16-TH
JIETHETo BO3pacTa.
B Tedenue 3-x fHel
NIPpaBUTEJbCTBO
obecneynsio
CTabUIbHBIM HOZ0M
18,5 MMIMOHOB
yeJIoBeK. 3a BCIO
HUCTOPHIO MEJULIUHBI
3TO CTaJI0 CAaMOH
MaciITabHOU
MpopHUIaKTHIECKOH
KaMIlaHHueH,
KOTOPYIO yAa10Ch
peasin30BaTh 3a
TaKOW KOPOTKUH
MPOMEXYTOK
BpEMEHH.

4 Ecau Bl
POJUIINCD B OLHOM
13 TaKMX CTPaH,
3HAYUT, TAKXKeE U B
Balllel cTpaHe.

BO3JeicTBUA pagranuu’. A getsam B Benapycu He fanin. COBETCKOe pyKOBO/JCTBO HE PEA0CTaBUIO
006I1[eCTBEHHOCTH MOJIHY0 HHOOPMALUI0 06 aBAPHH U TEM CAMbIM He 3al[UTHJIO HAaceIeHUEe CTPAHbI
JIOJIKHBIM 06pa30oM. Eciiu GbI MHe He OCYACT/IMBUIIOCH POAUTHCS B TOCYAApPCTBE, KOTOPOE 3a60TUTCS
0 CBOUX XKUTeJsX?, s1 6bI TOXKe, BO3MOXKHO, IOCTPajjaJia B pe3yJibTaTe YepHOOGBLIbCKOM KaTacTPOBI.
U 3TOT pa3/IMyHbIA yPOBEHb NOMOIY, KOTOPYI0 TOCYAapCTBO OKA3bIBAET CBOUM XKUTEJSIM,
HallOMHUHAeT HaM O TOM, YTO Halua reorpadus, o CyTH, HECIIPaBeAJIUBO ONpeJeisieT To, KEM Mbl
siBJIsieMcsl. Peub 371ech HIET He 0 TOBEPXHOCTHOM COYYBCTBOBAHMH, @ O TOM, UTO BCE MOTJIO 6bI GBITH
no-Apyromy. Moé Tesio, KOTOpOe, 10 BCEH BUUMOCTH, IOKA elé He OCTPaasto oT YepHOGBLIS,
B TAKOM e CTeleHHU 3asiBJisieT 06 9KOJIOrMYeCKOM IPECTYNJIEHUH, KaK U Te TeJsia, KOTOPbIe IBHO
NOCTpaJiau OT aBapuu. B Teopuu BceoOlve NpaBa 3allHILAIOT BCeX, HO HAa MPAaKTHKe BCE COBCEM
[0-APYTrOMY, a IEPEXUThINA ONBIT OLYIIAETCS [VyOOKO BHY TPHU.

U Bcé ke peub 3/1ech UJET He TOJIbKO YepHOObI/e. B MHTepHAaTax NPOXKKUBAIOT CaMble pa3Hble JIIO/Y,
COCTOsIHME KOTOPBIX HU B KOell Mepe He oMellla/io 6bl UM )KUTb CAMOCTOSATEJIBLHO, eCJIU Obl He OTHO-
LIeHHe 06LlecTBa K MHBAJIUAHOCTH. Ba’kHO IOMHUTB 06 3TOM, IOTOMY KaK, XOTS MONBITKU YYEHBIX
OYUCTUTD CeJIbCKOXO035ICTBEHHbIE 3eMJIM OT paJualiuy AeHCTBUTEIbHO HE06X0JUMBI, TAKXKe HYHKHO
MMeTb B BUJY, UTO KOUUCTUTb» NMOCJAEACTBUA paJMaliuy B JIOAX He BCerja npeJjcTaBsaeTCa
BO3MO>HBIM. Besib Bcergia 6y y T CyleCcTBOBATh JIIOAHU, KOTOPble He BIUCLIBAIOTCSA B HU/JeaJibl
KOHKDETHOH KyJIbTYPbl U KOHLIeNIIHH «<HOpMaJIbHOr0» TeJla MJIM pa3yMa. fl FoBOpIo PO Te INYHOCTH,
0 KOTOPBIX HaM HY>HO 3a60TUTbCA 60/bLIe BCErO, C KOTOPBIMU HaM HY»HO CO3/jlaBaTh o6lee
MPOCTPAHCTBO, a HE OTTOPaXKUBAThCsA OT HUX CTEHOM U 3a60pOM.

BTopoe, Ha 4TO GBI 51 X0TeJa 06PAaTUTh BHUMaHHUe — 3TO OIyLleHHe, YTO K poTorpadupoBaHHIO
OT/e/IbHBIX ACNIEKTOB HY>KHO NOJXOAUTb OYeHb aKKYPATHO: 51 TOBOPIO O CJI0KHOCTH BU3YaJIbHOTO
npeAcTaBJeHUs UHBAJUJ0B Ha ¢oTorpaduu. BnosHe noHsATHO, noyeMy ¢poTorpadsl
BO3/lepKUBaAIOTCS OT poTorpadupoBaHHsl COLMATBHO OTUYYKAEHHBIX CYy6bEKTOB, BeAb aKT
HaG6JII0ZIeHUs1 MOXKET BBITVISZIETh KaK OIS IbIBaHUE; CbEMKH TaKKe MOTYT HOCUTb CIIEKYJ/ISI TUBHBIN
XapaKTep B TOM CJIy4ae, eCJIM IPoLecc BbIrofieH poTorpady, a He CyGbeKTY; a, 4TO KacaeTcs GoJee
IparMaTH4ecKo# MJI0CKOCTH, MOXKHO HAHECTH peaJIbHbIH BpeJ, ecJi npolecc GoTorpadrupoBaHuUs
BMeILINBaETCs B le/IMKaTHbIE CHTYalluH, KOTopble oTorpad NOHMMAET He A0 KOHIA.

OfHaKo JNAed HY>KHO HHPOPMHUPOBATH O IBHOH HeCHpPaBeJJIUBOCTH YCJIOBUH B HEKOTOPBIX
MHTEepHATax ¥ IpeJpaccyKax, CyleCcTBYWUIHUX B 061ecTBe. C xKeJaHUEM NOBBICUTH YPOBEHb
HMHPOPMHUPOBAHHOCTH BO3HHUKAET CTpEeMJieHHE OOpaTUTh BHUMaHHUe JIIOAeH HA JIETKO
OT03HABaeMble CJIy4Yau TPaBMbl, HEY/OBJIETBOPUTEJIbHbIE YCJIOBUS )KU3HH B UHTEPHATAX, Ha JIeTeH,
KOTOpPbIE HEJJOEJAI0T U KOTOPBIX JIMLIIUJIU 3a60ThI U NooLpeHUs. HaM KaXeTcs1, YTO Mbl CMOXKeM
pacmno3HaTh OYEBU/IHYI0 HENPABUJIbHOCTh BCETO 3TOTO, BE/{b 3TH 3a6bIThIE JIIOAHU 3aCAYKUBAKOT
BHUMaHHUs. UHOT/A 51 [yMalo, YTO 3TY CUTYaLMI0 HEOGX0AUMO YBU/IETh, U HECMOTPS Ha TO, YTO MOH
repou He MOT'Y T BbIPa3UTh CBOEr0 COIJIACHS, ITO HE 3HAYUT, YTO MHe He CTOUT poTorpadupoBaTh
HX ¥ HE CTOUT AeJUThCS 3TUMHU GpoTorpadusMu c BaMU. MOXKHO CKa3aTh, YTO MbI CITHUIIKOM [JOJITO
OTBOPAYUBAJHUCh OT UX 6 CTBEHHOTO MOJIOXKEHU ], YTO U306paXeHUsI TPaBMbl IPUBEAYT
K peaJIbHbIM U3MEHEHHU M.



KoHeuHo, pa3o6./1aueHHe UTpaeT ONpe/ieIEHHYIO POJlb, HO MyCKa# AJist Hero 6yJieT NoAX0As1Lee
BpeMsl, MECTO U CPeACTBO. B 3TOM KOHTeKCTe 51 pelInJIa, YTO UCTOPUHU MaTepell U Apyrux Jogei,
KOTOpbIE sl HPUBOXY 3/1€Ch, U TaK AOBOJIbHO U306/IMYHUTE/bHBI 10 OTHOIEHUIO K cUcTeMe. B HUX
pacckasbIBaeTCsl 0 JOCTaTOYHOM KOJIMYeCTBe HEraTUBHBIX MOMEHTOB B MHTEPHATAX, IO3TOMY HET
He0G6X0MMOCTH HUCIO0JIb30BaTh GOTO JIIOAEH, KOTOpble U TAK AOBOJbHO MHOTO HACTPaAaJIUCh.
YuuTsiBasg TOT GaKT, YTO HHBAJTU/JHOCTb SIBJISETCSA NIPUYNHOHN, 10 KOTOPOH OT 3TUX JIOAEH
OTKa3aJIMCh, 1 He CMOI/Ia HAMTH HUKAKUX y6eJUTeNbHBIX J0BOJOB TOT0, UTO TeJIa, CKPyUYeHHBIE OT
60,111, ¥ yBeYbsI TEX, KTO HE MOXKET F'OBOPHUTbH, IOMOTYT U3MEHHUTD UX CYyAbOY 6s1arojjaps KHUre. ITO
HeCTaH/JapTHasl KHUTa Xy/10’)KeCTBEHHOH ¢poTorpaduy, BeJib B He€ BOIIJIM HHTEPBBIO, IMTEPATY PHbIE
OTPBIBKHU H 3CCe 0 B3AaUMOCBSA3HU TeJla, poTorpaduu U UHCTUTYTA BJIACTH, U MEHS HE yCTPauBaeT
OBellleCTBJIEHHUE, TO €CTh OTHOIIEHHUE K JIOASAM, KaK K BelllaM, y KOTOPBIX HET COGCTBEHHBIX IPaB U
YyBCTB. A TaKOe OTHOIIEHHe UMeJIOCh Obl B BUAY, €CJU Obl B 3TOM KHUTe NPUCYTCTBOBAJIHU
¢doTorpaduu crpasaHus.

Bbl He yBUAUTE TaAKUX CI)OTOI‘pad)I/Iﬁ B 3TOU KHUTe. BaM BnoJiHe AOJI?’KHO XBATHTB OIIMCAHUA TOI'O, YTO
OHH CYyILIEeCTBYIOT B TAKOM COCTOAHHWMU.

Ha moux dororpacdusax B «<HeBugumbix nogax benapycu» MOXXHO YBUAETH MOABUXHBIX
1 O6GLIUTENbHBIX MOCTOSJIbIIEB HHTEPHATOB — TEX, C KEM 51 CMOTJIa 10061aThCs. Bcé aTo mpugaét
YKUBOCTH UCTOPUHU ITHUX JIIOJEH: JIIOIeH, KOTOpble CTPAJalOT U GOPIOTCS C HECTIPABEAJIUBOCThIO B
CBOe# MOBCeIHEBHOM KU3HH, KOTOPbIE YXaXKHUBAIOT APYT 3a J|PyroM, BBICTPAUBAIOT AJHUTEbHbIE
JApyXeCKHe OTHOIIEHUSA U Ja)e BJAKOJATCA B TOH cpejie, KOTopas, Ka3aJocb 6bl, He
6J1aronpUsTCTBYET TAKOMY 4yBCTBY. BaxkeH 3amac mpoYyHOCTH. A TaK»Ke BaXKHbI INYHbIE OTHOLIEHUSI
U XapaKTep JIoJAeH, )KUBYIUX B UHTepHaTe. Pa3in4Hble BU/ bl HHBAJIU/JHOCTH 060611AI0TCS B
y4Ypex/JeHUsSIX B HIOHSATHE OTKJOHEHUSI OT HOPMBI, 4TO J0JIXKHO ObITh U3011MpOBaHo0. OlHAKO BHYTPH
3TUX YUPENJEHUH CYIIeCTBYIOT pa3Hble OTHOLIEHUsI, pa3/IMYHbIH 06pa3 :KMU3HU, U OHU HACTOJIBKO
JKe pa3HoOoGpasHbl, KaK U B 061[eCTBeE 3a [Ipe/ieJlaMi CTeH MHTepHaTOoB. U 1aXke B 60JibIlel CTEIIEeHH.
S mpITanack COTPYAHUYATH CO CBOUMH CYyO'bEKTaMH, YTOGBI OHU YYBCTBOBAJIH Ce6sI KAaK MOXKHO GoJiee
KOM(OPTHO U YTOGBI Yy HUX ObIJIO OL[YIEeHHEe TOTO, YTO OHU BJIAJEIOT CUTyalluel, KOTga ux
doTorpadupyioT. 1 akieHTHpOBaJia BHUMaHKe Ha UX IOIbITKAX MPOsIBJIEHUsI TBOPYECTBA; UX ONbITE
CO3/JJaHHsI UCKYCCTBA U CO3/laHUS Ce0sl B yUPEXKAEHUH, YCTOU KOTOPOI0 3a4acTyI0 JIMIIAIOT YeJoBeKa
npaBa Ha caMooIpeziesieHue. 1 ConpoBoAr/Ia CBOU POTOCHUMKH KaK MOXKHO 60JIbIINM KOJTHYECTBOM
Pa3HO06pa3HON KOHTEKCTHOW HHGOPMALUH AJIsI TOTO, YTOObI YU TATETb IOHUMAJ UCTOPUYECKHE U
ceMelHble 06CTOATENbCTBA Kak Cy6'beKTOB, Tak U poTorpada, npejuiecTBy0LU e MOMEHTY
doTorpadupoBaHus. S HaeCh, YTO 3TAa UHGOPMALMS IPUJACT JHUAJOTUYHOCTh 3TUM CHUMKAM:
YTOGBI OHU He OBbIJIM 3aCTHIBUIMM ONUCaHUEM HermoxoXecTH, a OblJIM HEXXHBIM U306paKeHueM
XapaKTepa, IOMELIEHHOTO B OKPY?KEHHE, a HE B KECTKYI0 paMy KapTHUHBI.

Ecsu BbI IMOYYyBCTBOBAJIH, YTO CTAJIU TellJIe€ OTHOCUTbLCA K3THUM JIIOAAM, 3HAYUT, 4 JOCTUTJIA CBOeM neJi.

- Jadwiga Bronté

Hkc «X» 3aHuMaem pyko8oosauyro 00A%CHOCMb 8 00HOU U3 e8poneticKux Henpagume/ibCMeeHHbIX 0p2a-
Hu3ayutl, komopas compydHu4aem c 6es10pyccKumMu uHmepHamamu. OH cozaacu/cs nodeaumscs cgoell
ucmopuetl Ha ycA08USIX AHOHUMHOCMU: €20 OMKPbIMAsi OYeHKA YCA08UL HCUZHU 8 IMUX YUPeHIeHUSIX
MOoJHcem He2amueHo CKA3ambuCsl Ha 803MOJCHOCMU 0151 e20 6/1a20MmeopumeabHoll op2aHu3ayuu pa6o-
mams 8 yupescoeHusx 8 6ydywem. Onucsleasi cumyayuio 8 UHmMepHamax celvac u paHee, OH makace
pacckasbieaem o Ky/bmypHslx akmopax, Komopbsle npusodsim K uHcmumyyuoHaausayuu (nomeuje-
HUI0 8 UHMEPHAM) U MAP2UHAAU3AYUU (COYUAILHOMY U301UPOBAHUK) UHBAUA08 8 Beaapycu.

S mpucoeauHUIICA K YepHOGBIILCKOMY MPOEKTY, KOTJa OH TOJIbKO HauMHajcs B 1991-m
roay. B atom rogy pacnasicsa Cosetckuit Cotos, v Torja »xe Bnepsble B Ups1an 1o U3 MoJs10/10H, He-
3aBUcHMOM Beslapycu npuBessu AeTel Ha 03J0pPOBJIEHUE - KaK CJIeICTBUE aBapyuU Ha YepHOGBLIb-
ckoit A3C naTbio rogaMu paHee. C TOro BpeMeHHU Hallla CeMbsl CTaJla IPUHUMATD JeTeil. [lepBblit
pas s npuexan B besapych B anpeJsie 1996-ro roja ¢ KOHBoeM ryMaHUTapHOU nmoMmowu. Torga s
BIIepBble BOOYHUIO YBU /i€, KAKUMHU ObIJIU YCJ0BUSI B pa3HbIX peruoHax CTpaHbl. JIIogU OblJIH rocTe-
NPUHUMHBIE U J06pble, 0CO6EHHO B IepEeBHSAX U CeJIbCKOM MEeCTHOCTHU. XOTsl CTPaHa CUJIbHO OT/IMYa-
Jlach OT MOeM, TaM OblJI0 KpacMBO U MHTepecHO. OJJHAaKO MHe NOHa06U/I0Ch MHOTO JIET, Ipex/Je
YyeM {1 y3HaJl U Jiyyllle NOHSAJ Yy[eCHYI0 KyJbTYypy U UcTOpHIo Besapycy, a Takke MoJ06UJ 3TO
MeCTO, KOTOpOE sl CYUTAI0 TENePb CBOUM BTOPBIM JJOMOM U BTOPOM CBOEW CaMOU JII06UMOU CTpaHOU
B MHUDE.

CraTyc coTpyAHMKa F'YMaHUTapHOHW OpraHU3aly I03BOJIMJ MHe YBUAeTb beslapych ¢ Toi
CTOPOHBI, KOTOpasi He BU/JHA 06BIYHOMY TYpHUCTY. KOHeYHO, MBI BU/ie/IM He caMble KpacHBble MO-
MEHTHBI. {1 CTOJIKHYJICS CO CIyYassMU MHCTUTYIIMOHAIU3AL UK, 6€JHOCTH, MapruHaJUu3alUU U COLU-
aJIbHOU U30JISJMY UHBAJIU/0B, MaJIOUMYLIMX U JIIOJIeH € 3apaXEHHbIX TEPPUTOPUM. MHOTrHe XKHUTe-
JIY, CTaBIlMe OeXeHLaMU BHYTPU CBOeH CTpaHbl B pe3yJbTaTe 3BaKyalluu IMOCJe aBapuu B
YepHo6bLI€E, 0Ka3aJIUCh U3TOSIMU U MapTrUHAJIaMU B HOBBIX COOGIIECTBAX, 3 UX HOBbIE COCE/IU CTaJIU
CYUTATbh UX «HEYHUCTBIMU». ITO NPUBEJO K OTPOMHOMY KOJIMYECTBY COLLMAJbHBIX U SKOHOMHUYE-
CKHUX IP06JIeM KaK AJis JIIo/ieH, TaK U J1/11 MECTHbBIX OPraHOB BJIACTH U IIPaBUTEJIbCTBA. YepHOOLLIb
CTaJl 0MOJHUTEebHbIM OpeMeHeM /J1s MOJIOZIOT0, He3aBUCUMOro rocyaapcTsa (¢ 1991-ro roaa) ¢
TOYKH 3peHUs1 QUHAHCOBBIX 3aTPaT KakK /15 6I0/KeTa CTPaHbl, TaK U JIJ151 CHCTEMBI 3/ipaBoOXpaHe-
HHUS, He UMelollel JocTaTouHo pecypcoB. Take kaTacTpoda Ha YepHo6bL1bCKOM A3C cTasa npu-
YHHOW MHOTOYHCJIEHHBIX IP06JIeM CO 3/l0pOBbEM y MECTHOI'O HaceJleHHs, B TOM YHCJIe U Pe3KOro
yBeJIMUEHHs Cay4aeB 3a60/1eBaeMOCTH PAKOM y JleTel, NOsIBJIEHUS ONMyXoJiel, ciy4yaeB ¢pusnye-
CKOT'0 M MHTeJIJIEKTYa/IbHOTO HapyllleHus, TAKUX KaK CHHApPOoM /layHa u Apyrue. f oT4ETIIMBO NOM-
HIO, KaK BO BpeMsl pa3roBopa C IVIaBBPa4oM CaMO# 60JblIoH 60JbHULBI B [OMesbCcKO 06s1aCTH
(koTOpas GoJibllle BCero NOCTpajasia OT aBapuH) MHe CKa3aJiy, YTO T0J1bKO 15% Bcex HOBOPOXKAEH-
HbIX POX/1aeTcs abCOI0THO 30pOBBIMU. Y ocTaBIINXCSA 85% Ha6G/1104a0TCS pa3JIMYHOTO POZA OT-
KJIOHEHHUs], HAYWHas OT He3HAYUTeJbHbIX U 3aKaHYMBasl CEPbE3HBIMH, B TOM YHUCJIE PAKOM. ITO
6€3yCJI0BHO CIOCO6CTBOBAJIO HETUITMYHOMY YBEJIUYEeHHUI0 KOJIMYeCTBa JeTel, 1o4Bepriuuxcs uH-



CTUTYLMOHAJINU3AL MM, T.K. ObITOBAJIO MHEHUE, UTO AJIsI TAKUX leTeH 9TO JYyYIIUH BapUaAHT.

MHe 10 cCUX IOp He AAéT N0KO0s 0{HO BOCIIOMHUHAHKE C MOEro NepBoro nocelieHruss MHTepHa-
Ta B 1996-M roay. HecMoTpst Ha To, YTO OHO 60JIE3HEHHO, OHO HallOMHUHAET MHE O TOM, KaK MHOT'O
NOJIOXKUTEJbHbIX U3MEHEHUH NMPOU30ILJIO C TEX MOP. ITO BOCHOMUHAHUE TAKXKe CAYKUT JJ151 MEHS
B/IOXHOBEHHEM OKa3bIBaTh JIIOGYI0 NOALEPXKKY, KOTOPYIO 51 TOJIbLKO MOr'y okasaTb. ['osblit 19-TH-
JIETHUH I0HOILA, MAaCTYpPOUPYOLIUN Nepe]; YeTbIpEXJIeTHEH JeBOYKON U APYTUMU JIeTbMU C pas-
JIMYHBIMU OTKJIOHEHUSIMH, >KUBYLIMMU B CaMbIX Y>KaCHbBIX YCJOBUAX — BOT OJHO U3 MOUX CaMbIX
PaHHHUX U Y>KaCHBIX BOCTIOMUHAHUH 06 HHTepHaTe. ITUX JleTel 3arHaji B «CBUHAPHUK» — TaK Mbl
Ha3bIBaJIM MECTO, KOTOPOE MO>KHO ObIJIO OMMCATh TOJbKO KaK 3aTrOH JIJIs CKOTa B [10/BaJie OTPOM-
HOr'0 MHTepHAaTa Ha OKpanHe MUHCKa, cTonuLbl benapycu. Ha camoM zieJte, 3To He 6b1J1 CBUHAPHHUK,
HO OH ObLJI TEM MECTOM, I'/ie 3TH J€TH NPOBOJUJIHU 60JIbLIYIO YaCTh CBOETr0 BpeMEHH, 3a4aCTy10 6e3
NPUCMOTPA U KAKUX-JTU00 3aHATUH. HeBbIHOCMMasi BOHb JOHOCHUJIACh U3 TOMEIeH U C FOJIbIMU Ge-
TOHHBIMHU CTEHAMH U I'0J1bIM 6€ TOHHBIM [10JIOM, IOKPBITHIM 3KCKPEMEHTAaMH U MO40oil. YacTb feTel
NpOBOJMJIA TAM BeChb JleHb. HU3KUe roJible 6e TOHHbIE CTEHBI OTAEJAIU JeTel JpyT OT APYTa, U OHU
HaXO/UJIMCh CJIOBHO B OJIUHOYHbBIX OTCEKaX, KaK CBUHbY B CBUHApHUKe. E1lé TaM Gbl/IM e TH € pas-
JINYHBIMU OTKJIOHEHUSIMH, KOTOPbIE UTPAJIU APYT C JPyroM 6e3 UrpylleK UJd JPYTUx CTUMYJIOB.
JTo OblJIa XKU3Hb, KAKOH OHU €€ 3HaJ/IU. ITO GblJIa UX PEAJIbHOCTD. Y 3TOr0 AeBATHAALLATUJIETHET O
IOHOIL Y 6BbIJIM MPOGJIEMBI C YMCTBEHHBIM Pa3BUTHEM, U OH IOCTOSIHHO pa3/eBaJicsl. OH GbLI U3 Jpy-
roro oTjeJsieHHs,, HO PaBHOAYIIHBIM U NJIOX0 06y4YeHHbIH NepCOHaJ C MaJIeHbKOM 3aprnJaToi He
OYeHb XOPOLIO CJIeAWJI 32 HUM UJIU JPYTUMH NaljHeHTaMU.

B Apyroit yacTu TOro ’xe MHTepHaTa HaXxoJHJachb KOMHATa, B KOTOpoi ymupasau. TyT 3a
3anepTbIMU JBEPSAMU OCTABJIAJN YMUPATh O4eHb 60/IbHBIX AeTel. OJHOro Takoro pe6éHka — Kpa-
CUBOTO0 MaJIbuYMKa 10 KMeHU MHu1Ia - 0CTaBUJIM HAa IPOK3BOJI CyAb6bI. OH HCNBITHIBAJ IOCTOSIHHY IO
U CUJIBHYI0 60JIb U OY€Hb XOTeJ BOJbI, HO JJa)Ke B 3TOM €My OTKa3aJid. BblJI0 IPUHATO pellleHne
OCTaBUTb ero yMUpaTh - 6e3 JIeKapCTB, 6e3 BoJbl U 6e3 JOCTOUHCTBA. BosoHTépH! U3 Upsianguu
pelIn¥ BMelaThCsl U HAaHAJIM KOMaHAy MeJiceCcTép, KoTopas 24 yaca B CyTKH CJefuJia 3a COCTOsI-
HUeM MUl U JaBaJjia eMy He0OX0JUMble TpenapaThl, NbITasCh 06J1eTYUTh ero cTpajaHus. BHava-
Jie 0JHOMY U3 HalllUX BOJIOHTEPOB Jla’ke NPHULIJIOCH CIIOPUTD C IEPCOHAJIOM UHTEPHATA, YTO6LI ero
NYCTUJIM IPUHECTH pe6EHKY BoAbl. [lo KpaiiHel Mepe, XOTs 6bl B KOHILe CBOEH KOPOTKOM )XU3HU OH
y3HaJl, 4YTO TaKoe J0CTOHHOe o6palleHre, U 1I04YBCTBOBAJI KalleJbKY JII0OBU. 3a HUM 6epexXHo yxa-
YKHMBaJIM I10CJIe TOr0, KaK Mbl HAalllJIM ero. MUIlIa MOKUHYJI BITKY 3TOT0 MUPA, KOTja eMy OblJI0 BCEro
auib 7 neT. HakoHel], 0H 06péJI MOKOH.

CtouTt oTMeTHUTBH, uTO B besapycu coctout Hay4éte 60s1ee 500 000 siroedt c orpaHUYEHHBI-
MM BO3MOXXHOCTSIMH — 3TO 0K0JI0 6% HacesieHus, Bkaodas 20 000 kos1sicoOuUHUKOB (MHOpMaLus
«BbesctaT» 2016-ro roaa). [lo fanHbIM MexyHapogHoro JeTckoro ¢poHa Opranusanuu O6begu-
HeHHbIx Hanuii (FOHUCE® 2009)", oxoJio 33000 peTeit B Beslapycy JUIININCh POSUTENEN, UIH PO-
JUTEeJSIM 0TKa3aJu B OlleKe, IPU4YEM MHOTHE U3 3TUX JleTeld UMeIOT HEKOTOpYo popMy UHBAIU/-
HOoCTU. KOHeYHO, XOTSl YChIHOBJIEHHE B HACTOsILee BpeMsi aKTHUBHO MOOLIPSETCS, peajbHOCTh
TaKOBa, YTO OYEeHb MaJIO NIOTEHILMAJIbHbIX TPUEMHBIX CeMel cedyac peliaeTcsl YCbIHOBUTD JieTel ¢
OrpaHUYEHHbIMU BO3MOXXHOCTSIMH, B OCHOBHOM H3-3a TOr'0, KaK 0611eCTBO BOCIPUHUMAET UHBA-
JIUAHOCTD, U BO3SMOXHBIX 3aTPaT JJIsl CEMeHHOro OI0/[’)KeTa, CBA3aHHBIX C YXO/10M 3a pe6EHKOM ¢
0COGBIMU MOTPEOGHOCTSAMM.
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Tak mo4eMy ke Tak MHOT'O pOAUTEeld 0TKa3bIBAETCA OT CBOUX AleTeH-UHBaIU0B U OTAAET
UX [0/ OIIeKy rocyjapcTna?

Kak y»xe roBopusioch, B BOIpoce MHCTUTYLIHOHAJU3ALUYU JjleTell ¢ orpaHM4YeHHbIMU BO3-
MO>KHOCTSAMHU He BCE TaK NPocTo. [IpocThIX 0TBETOB HeT. IcTopHYeCcKH Tak CJI0XKHUJIOCh, UTO B Besta-
pycu U B Jpyrux cTpaHax BocTouHoli EBponbl cyliecTByeT cuIbHaA coljdajbHas CTUTMaTU3aL s
BOKDYT MHBauAHOCTHU. Korza feso kacaeTcs Jojied ¢ orpaHUYeHHBIMU BO3MOXHOCTSIMHU, HaX0-
JAMMXCA A0Ma WM B y4peXX/JeHUH, HODMOH ABJIIeTC MHEHHe «He BMXKY — 3Ha4MT, HeT». X0Ts
HeJb351 CKa3aThb, YTO TaK CYUTAIOT BCe. boJsiee TOro, 110/1M C OrpaHM4YEeHHBIMU BO3MOXKHOCTAMH QU-
3UYeCKH M30JIMPOBAHBI B Besapycu: JeTCKHe loMa U UHTEPHAThI YaCTO HAXOASATCS B CeJIbCKON
MECTHOCTH, CIIPSITAHHbIE 32 JIECOM 1 OTOPO’KEHHBIE OT IJ1a3 061 eCTBEHHOCTH BICOKMMU CTEHAMH.

O6b14HO B Bestapycu npu poxxaeHnH pe6éHKa ¢ 0CO6BIMHM TOTPEGHOCTSIMU POAUTEAM Ya-
CTO COBETYIOT OTJATh €T0 B [IeT/,0M, KaK 6y TO POAUTE/NH He B COCTOSTHUU CaMOCTOSITe/IbHO BOCIIH-
ThIBaTb pe6EHKA C UHBAJIM/IHOCTbIO. Be3yc/I0BHO, TAKOW COBET MOAPbIBAET BEPY POAUTEJIEN B CO6-
CTBEHHBIE CUJIbIL, U POAUTETN Y6 ex JeHbl, YTO OyAeT Iydllle, eCJIU UX peOEHOK CTAaHEeT KHEBUJUMBIM»
Jia obiecTBa. To ke OTHOCUTCA U K JIIOJSM C OTpaHUYEHHBIMU BO3MOXHOCTSIMHY, 32 KOTOPbIMHU
YyXa)KMBAIOT JloMa: BpsA/J JIM Bbl yBUAMTE HHBAJIU/O0B Ha yJaulax jJwob6oro roposa benapycu. Takas
CUTYyaLUs CJI0XKUIACh U3-3a PAJa GaKTOPOB: coljMaJbHas CTUTMaTU3al U B COYeTaHUU C pa3/iny-
HbIMU $OpMaMU JUCKPUMHHALUY B IOBCEJHEBHOH )KU3HU OTPAaHUYHBaeT BO3MOXKHOCTH MOJHON
COLlMa/IbHOW MHTerpalnuy MHBaIUA0B. OHM CTpaJaloT M3-3a OTCYTCTBUSA GecnpensaTCTBEHHOIO
JIOCTyNa U COXPaHAILIMXCA CTEePeOTUIOB, KOTOPbIe JIMIIAIT WX paBHBIX LIAHCOB peaJM30BaTh
CBOU MOTEHIHAJI.

Mojenb HHBAJUMHOCTH, JOMUHHUPYIOIAsi BO MHOTHUX NOCTCOBETCKUX CTPAHAX, ABJISETCS
o[ HOU U3 MoAeieit «JederTosorun»?. [lJist MoJiesv XapaKTepHO pacrpesesieHue JeTei B KaTeropuu
«00y4aeMbli» U «<He00yYaeMbli», B pe3yJIbTaTe Yero TOT, KTO CYUTAETCSI He00y4aeMbIM, 06pedéH Ha
YKU3Hb B YCJIOBUSIX MHCTUTYLIMOHAIM3aL UK. DTO IPUBEJIO K IeperpyKeHHOMY MeJUIIMHOM M0AX0-
Jly K MHBaJIUJTHOCTH, B KOTOPOM «JledeKT» UHAUBU/A CTAHOBUTCA ONpe/esollell ero xapakTepu-
ctukoi. OTcloa cefyeT, YTO peCTaBUTeNU BJIACTH U MeJULITUHCKYe pAG0THUKY BOCIPUHUMAIOT
HMHBaJIMJHOCTb KaK COCTOsIHME, KOTOpOe TpebyeT JiedeHHs], KOTOpOe He B COCTOSIHUU OKa3aTb He-
npodeccroHasbl, B TOM YucJe poauTesu pe6énka*. Ha camom mese, HHUCE® pake onpepgesnia
edeKTOo/I0orMI0 B KayecTBe O HOTO U3 CaMbIX IVIaBHBIX NPENATCTBUN Ha MYTH peaJu3alUy OCHO-
BAHHOT0 Ha IPpaBax YeJIOBeKa NMOJX0/a K JII0AM C MHBAJIHAHOCTBIO B BocTo4Ho EBpomne®.

B HacTodAIee BpeMs pOJUTe/IAM HAaCTOATEJbHO PEKOMEHJYIOT C/ieJlaTh abopT B ciy4ae,
ecJIM HabJ1tojaeTcs A0poA0Bas JUarHoCTHKA aTOJIOT UM, HapuMep, cMHApoM /layHa y nuoga. Ko-
HEYHO, 3TO 03HayaeT, YTO MeHbllIe JeTel NoNnaAET oj oleKy rocylapcTBa, TO eCTb 3TO BJIUSAET Ha
peasibHble [UQPBI POXKAEHHBIX C UHBAJUAHOCTBIO U HA HEO6XOAMMOCTD NOC/AeAYIOIed HHCTUTY-
IIMOHAIU3aLUH.

HekoTopble feTH, KOTOpbIe yxe HAaXOASATCA B ClleLiUaIM3UPOBAHHBIX YUpPEXJeHUAX, 0CO-
GeHHO [leTH C OTPaHUYeHHbIMH BO3MOXHOCTSAMHU, HUKOI/Ja He IOKUHYT 3Ty CUCTEMY, IOTOMY YTO
nepeMeHbl — IPOLECC CI0KHBIA U Me/IJIeHHbIH.

- «X»



Ecth MecTo Pazauuusam

Mup pasdeausicsi: ecmb Mbl — YepPHOGbLLALYbL U €CMb 8bl, 8ce dpyaue A0du. 3amemuau?

Y Hac 3decb He akyeHmupyom: s1 - 6e/0pyc, s1 - yKpauHey, s - pycckull... Bce Hasblearom
ce6s1 yepHobblAbYaMu. «Mbl — u3 YepHo6blAs», «51 — YepHOBbIALCKULL Yes08ek». Kak 6ydmo
Mbl 0moebHblll Kakol-mo Hapoo... Hogas Hayusi...!

H3yyast B3aUMOCBSI3b MeX /1y roCyJapCTBOM U JPYTUMU UHCTUTYTAaMHU BJIACTH, C OJHOH CTOpO-
HbI, U YEJIOBEKOM, C IPYTOH, aBTOPbI 3a4aCTYy0 00palLal0OTCs K IOPA3UTEJTbHBIM UCTOPUYECKUM
npuMepam, Korja yesjoBedyeckast )KM3Hb 6blJa JIMLIEHA [IEHHOCTHU U pacCMaTpUBaJach Kak pac-
XOAHBbIA MaTepuaJ. [eHoL U, BOWHBI, KaTacTPOdbl — BCe 3TO NOKa3aTeJJbHble IPUMePbl, 06HaXKa-
Iol1Me HCTUHHYI0 IPUPOJY NOJIKMCA: JIETKOCTh, C KOTOPOW MOXHO peHe6peyb XKU3HAMHU JIoJ el
pajiy JOCTHXKeHUsI MOJIMTUYECKUX 1iesield. BriBaiu BpeMeHa, Korjja caMo IpeJicTaBJieHHe 06 a6-
COJIDTHOW LEHHOCTHU YeJIOBEYeCKOW >KM3HH, AOCTOWHOM 3alUThl, 0Ka3blBaJOCh (PUKIHUEH.
[Tof06HBIE COOBITUSA HE TOJIBKO CJIYXKAaT IBHBIMU IpUMepaMHy 00€eClileHUBAHU S )KU3HU YeJI0BEKa,
HO U JIEMOHCTPHUPYIOT NOJIHOEe 6e3/1eficTBUe 061eCcTBa KaK 6e3r/1aCHOTO CBU/IETEJIS.

WHTepHAT - 3TO He KOHIJIarepb. Y He 4acTb BoeHHOTro annapara. ¥ cMbIca ero co3gaHus, raison
d’etre, BOBCe He B TOM, YTOOBI U36aBUThHCS OT ONpeeJeHHON Ipy bl JoJeil. U Bce e uctopuy,
KoTopble Bol npouTeTe B kHUTe «HeBuguMble ntoau besapycu», 1eCTBUTENbHO NOATBEPXKAA-
I0T, YTO €CTh TAKHeE MECTa, [/ie YeJ0BeYeCcKas *KU3Hb He HMeeT LIleHHOCTU: pa6oTa He OIJauyuBa-
eTCsl, MeIMLIMHCKAsl IOMOLLb €/1Ba 0Ka3bIBAETCs, )KUTEJIM He UMEIOT NpaBa MOKUAATb TEPPUTO-
puio, 06pa30BaHUs HET, U UHOTAA y JKUTeJeld, 0COGEHHO MpPeCcTapesiblX, COBCEM HEe OCTaeTCs
CTUMYJIa )KUTh JaJblie.

KpoMe Toro, 3Tu MecTa HaxX04sATCS BHE J,0CSATaeMOCTH 061eCTBEHHOTO KOHTPOJIS; TaK OAUH U3
MHPOPMAHTOB B JAHHOW KHHUTe, paGOTHUK HEroCYyLapCTBEHHON OopraHMU3aliy, TOBOPUT JIHUIIb
Ha yCJOBUSX aHOHUMHOCTH, ONAcasiCh, YTO pacCKa3aHHbIE UM UCTOPUU HETATUBHO CKaXyTCA Ha
JlesITEeJIbHOCTH ero OpraHu3aluy, KOTopasi MOXeT JIMIIUThCS LOCTYIa B HEKOTOPhIE yYpexae-
HUsA. OfHa U3 TaKUX UCTOPHUH — 3TO UCTOPUS KEHIUHbI, 6epeMeHHOH peGeHKOM C CHHAPOMOM
JlayHa, KoTopas B IOMCKAaX MeJUIIMHCKON TOMOLIY CTOJIKHYJIACh C aGCOJIOTHBIM HEITIOHUMaHUEM
CO CTOPOHBI BpayeH ee HACTOHYMBOCTHU COXPAHUTh pebeHKa. un fpyrast ICTOpHsI 0 MaTepH, Yer
pe6GeHOK Iponasj U3 UHTEepPHATa, paccKasblBaeT O TOM, KaK HUKTO He NpHIIeJ] el Ha NOMOIb,
Y OHa He MOILJIa B MOJIUIUIO, KIIOTOMY YTO 3TO 6ECIOJIE3HO».

Kor,u,a WHBAaJIUJHOCTb CYUTAETCA HpO6J’IEMOﬁ U He XBATaeT CI)I/IHaHCOBbIX pecypcoB UJIU NOJIUTHU-
YeCKOU BOJIY, 4YTOOBI COLHMAJIBHO UHTErpupoBaThb mo,c[eﬁ C OrTpaHHUYE€HHbIMU BO3MOXHOCTAMHU,
HMHTEPHAT OKa3blBaeTCA pallMOHAJIbHBIM pelleHUueM. BpOHTe paccMaTpuBaeT CO3JaHUE TAKHUX
6apbepOB KaK CpeACTBO, KOTOpOE€ BOCIIPOU3BOAUT 3Ty CUTYalUIO. Tem He MeHee, OHA TaKXe
IIpU3HAET, 4YTO YaCThb l'IpO6J'leMbl - 3TO He CTOJIbKO TO, YTO JIIOAU C OTPAHHUYE€HHBIMU BO3MOXHO-
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CTAMU HEJOCTATOYHO IpeACTaBJIEHbI B 061].leCTBe, a TO, KAK UX MPeACTaBJIAKT, KOrJa 3TO BCe-
TaKHU CJIy4aeTcd.

JlpyruMu cJ0BaMH, HalllM SMOLUY ONpeesiI0T, KAK UMEHHO Mbl BOCIIPUHUMAaeM 3TH U306paxe-
HUS - 3TO OYEHb Ba’XHO — U B 3TOM KHUIe aBTOpP pellnsa B OCHOBHOM NpPeACTAaBUTb MOPTPETHI
TeX, 0 KOM M/JIeT peyb, U NJIOJbl KX TBOPYECKOTO TPY/Ja HENOCPEJCTBEHHO N0 OTHOLIEHHIO K YHU-
TaTeJ10. Takoe conocTaBJ/IeHHe 3aCTaBJIsieT HaC NPO4YyBCTBOBATH TO, KaK Mbl pearupyeM Ha pas-
JIMYUSA MeX/JY JII0AbMHY, a He IPOCTO BOCTIPUHUMATD 3TO KaK 06'beKT nNoBecTBOBaHMsA. OHa 0TKa-
3bIBaeTCs OT JOKYMEHTAJBHOTO CTUJIS OT JIMIA NACCUBHOTO HAabGJOAATe sl — “MyXHU Ha CTeHe”
- TeM CaMbIM, pa3BerBass OOMaHYMBYI OO'BEKTHUBHOCTb (PAKTOB, KOTOPYI TaKas 3CTeTHKa
npeanoJaraer. [1o ee cioBaM, «06'beKTUBHAs PeaJbHOCTb» HHTEPHATA B TOM, YTO B HEM XHUBYT
TaKUe e pa3Hble JIIAHY, KaK U BHe ero, U IpeJICTaBUTh HHTEPHAT JIUILIb KaK pOTOKATAJIOT, JOKY-
MeHTHUPYOUUH OIHUOKH CUCTEMBI, — XOJUTh N0 KOPUJO0PaM B 0XKUJAHUU ITOTO MOMEHTA — 3TO
Obl 3HAYUJIO OTHOCUTBCS K €r0 KHUTEJAM, KaK K II0JONbITHBIM KPOJIMKAM, Yero aBTOp CTapaeTcs
MaKCUMaJIbHO U30eXaThb, BeJlb TaKoe OTHOLIEHHE K ce0e OHH yrKe UCHBbITAJIU NPeLoCTaTO4YHO.
Bo3M0>HO, 0TKa3 aBTOpa OT U306paKeHUs1 KOHKPETHBIX CTPajaHUui U oT poTorpadupoBaHUsA
JII0fied, KOTOpble He MOTJIM OTBETUTD Ha ee B3IJIA/, TaKXKe IOMOTaeT el NOCTaBUTh M0/, COMHe-
HUe Hallle NpaBo HabGJ/0JaTh 32 3TUMH JIOAbMU 6€3 KOHKPETHONH BO3MOXXHOCTH 06JIErYUTh UX
60s1b. BO3MOXHO, 3TO NpaBUJbHOE pelieHue. Begb cTosbko ¢oTorpaduit, JOKYyMEeHTHUPYIOLIUX
MUTPALMOHHBINA KPU3HC CO CTOJIBKUMHU GexxeHLlaMU Ha rpaHunax EC, HUu4y Th He moMel1asio aro-
HCTUYHO OTKa3aThCs OT I7106a/IbHOM KOJIJIEKTUBHON OTBETCTBEHHOCTH. «be3onacHOCTb» HalU-
OHAJIbHOTO TOCYapCTBa U ero U36paHHbIX IPaX</laH MO-MpeXHeMy HEMPUKOCHOBEHHA.

B beslapycu TeMa MHBaJIMAHOCTH AOCTAaTOYHO NOJUTU3UPOBaHA, U B3aUMOCBSI3b MeX /Yy TeJ0M
4yeJsIoBeKa U MHBAJIM/IHOCTBIO INUPOKO 06CyKAaeTCs, TaK Kak beslapych oka3asiach B 3NULLEHTpe
OZlHOW U3 HauboJiee TParuyecKUx aHTPONOreHHbIX KaTaCTPo¢ B UCTOPUU YesioBeyeCcTBa. XOTs
npoutio yxe 30 leT c MOMeHTa aBapuu Ha YepHoOblIbcKOM AJC, ee mocsiejCTBUSA BCe elle OlLy-
THUMBblL. OGUTATENIM HHTEPHATOB 10 CUX N1OP OCTAIOTCA B HUX M3-3a 60JIe3HEH, BbI3BAHHbBIX 3TOU
Tparejueil. HenmpaBuTesbCcTBEHHble OpraHU3aluy, paboTamwlye B MHTEPHATaX, 3a4acTy0 Ha-
3bIBAIOTCS YEPHOOBIJIbLCKUMHY, Be/lb OHU 3HAIOT, YTO 60JblIass 0OCBeJOMJEHHOCTb MEX/AYHAPO/-
HOT'0 COO0ILeCTBa 0 KaTacTpode NOCNOCO6CTBYET COOPY JleHEer U OCBEIeHUIO UX eSITeJbHOCTH.
[Ipy 5TOM MHOrMe UHTepHAThl HAXO4ATCA B HEOCPEACTBEHHOMN 6JIM30CTH OT 30HBI 3apa*keHus.
CBUAETEeBCTBA CAMUX YePHOOBIIbLEB, COOpaHHbIe CBeTIaHOUN AstekcueBud B 1996 rony u ony-
6s1nkoBaHHble B 2005 roay B ee kHUre «YepHOOBIIbCKAst MOJHUTBA», 3aCTaBJIAIOT HaC 3alyMaTh-
Cs1 HaJ, BOIPOCAaMH O pa3JIMUUAX JIIOJeH, 0 )KU3HU B UHTepHATaX M 0 TOM, Kak BpoHTe B3auMoen-
CTBYeT C 06beKTaMH ee UCCJIe0BAHHUA:

OHu pomoepaduposanu... [osopuau, 045 Hayku. A 5 6bl UX 8cex 8blMoAKHY/s1a ommyda!
Kpuuana 6bt u 6una! Kak onu mozym! Ecau 6bt 1 Mo2aa ux myda He nycmume... Ecau 6bL...

Buiiidy us nasnamel 8 kopudop... H udy Ha cmeHKy, Ha QU8AH, NOMOMY 4Ymo 51 HUYe20
He eudcy. OcmaHos/to dexcypHyto medcecmpy: «OH ymupaemy. -- OHa MHe omeeuaem:



«A umo mol xouewds? OH NOYHUA MbICAYA WECMbCOM peHMzeH, a cMepmeabHas 003a
yembipecma.» Eii mosice scasko, Ho no-dpyzomy. A oHo 8ce moe... Bce arbumoe.?

CsoBa JIroAMuibl UITHAaTEHKO CBUIETENbCTBYIOT O TOM, KaKasl 3TO TpaBMa — CMOTpPEeThb, KaK TBO-
€ro JIID6UMOro 4YeJ0BeKa CHUMAIT Ha KAMEPY B MOMEHT ero HauboJibllled ysI3BUMOCTH. XOTS OT-
BETCTBEHHbIE OpPraHbl U MOTYT NPU3HATh TEJIO YeJI0BEKA HE UMEIOIIUM [[EHHOCTH — 06'bEKTOM,
He 3aCJIy>XKUBAIOIINM YX0/1a, — CUJIa JII06BU HUKY/Ia He Hcue3aeT. BropokpaTus B UHTEpPHATE U TaK
Ha3blBaeMasl KKOMIIETEHTHOCTb» aKyIIepoB, KOTOPhIE YACTO BCIIJIBIBAIOT B pacCKa3ax MaTepen
B KOHIe 3TOM KHUTH, OCTABJSAIOT MIOX0XKHe IPaMbl Ha JIIOASX C MHBAJUJHOCTHIO U Ha OYAYILUX
MaTepsax JeTel-uHBaJUL0B. MHOrMe U3 TeX, YbH rojioca Mbl CJABIIUM B «{epHOOBIIBCKON MO-
JIUTBE», TOBOPSIT O TOM, UYTO OHU GbIJIM TOTOBBI IOABEPTHY Th PUCKY CBOIO XKU3Hb U IPOUTHU Yepe3
OTacHble POAbI U3-3a NPUTATATEJbHOCTU CaMOU UJleH CTAThb repoeM B COBETCKOM OOIECTBE.
B 3TOM MBI BUAUM, KaK TOCYyAApPCTBO CO3/aBaJjio UJJI03MUI0 HAllMK, KOTOpas HYXAAaeTcCs B MOJ-
JlaHHBIX, TOTOBBIX OTAATb XXU3Hb PaJU ee CllaceHUs.

3TH roJsioca J0Ka3blBalOT, YTO JHUIIb HEKOTOPbIE XHU3HH BaXKHbI AJIF CO3/aHUA YTONUHU U pafu
BbIclIero 6j1ara. Te, Ybu MOCTYINKHU U CJI0OBA BCTYNAIOT B IPOTUBOpPEYHe C 3TON HAeeld, Korja OHU
roBOPAT: «XKU3Hb MOEro pe6eHKa TO>Ke MMeeT 3HaueHHe», 0ObIYHO NMpeJACcTaBJeHbl KakK JIOJH,
cOouBLIMECA C NYTH U CTaBALlMe CBOM COGCTBEHHble MHTEpechl BbIle TOTO, YTO NPaBUJbHO.
BpoHTe He MpOCTO JesaeT kU Teslell HHTepHAaTa BUJAMMBIMY, OHA IPeJiCTaB/sAeT UX 3HAYUMbIMH.
Takum 06pasoM, BUAMMas «JOTHKa» JeHCTBUIN GI0POKPAaTUYECKOr0 annapara, Ipu3blBaKwias B
Jly4dlleM cJy4ae 3a0bITh 3TUX JIIOJEH, a B Xy/JlIeM — UCTPeOUTh, 3aryyllaeTcs XKUBbIMU 06pa3a-
MU, CXOASIIMMH CO CTPAaHUL, KHUTU BpoHTe.

Ee akKypaTHOE U CIIOKOMHOE OMKMCcaHKe OTIUYHNE [lepejaeTcs Yepe3 3CTETUKY CTOMN-KazApa, 3a-
nevyaTJeBaeT MOMEHTHI U3 )KHU3HU 00UTaTe el HHTEPHATA U CO3/JaeT olyLleHne 6JU30CTH UC-
0JIb30BaHUEM Olpe/ieIeHHOM [BETOBOM raMMbl. HecOMHEHHO, OHU COBpeMeHHbI. MbI He MOKeM
OTpHULATh HAlly CBSI3b C HUMH, KOTZ,a BUJUM UX B GyT60IKAX OT BpUTaHCKUX 671arOTBOPUTEb-
HbIX OpraHU3al1i, IPU3bIBAIONMX HAC MIPUCOEAUHUTBCS K «BECeJIbI0 U Urpam». Ho s 661 XoTesn
npezocTepeyb YUTaTeJ s, YTO 3TO BbiICKa3biBaHHE He HaJ0 BOCIPUHUMATb HPOHUYECKH, BeJlb
TaM JJeCTBUTEJIbHO €CTh U BeceJibe, U UTpbl. PaoCTh U Apyk6a CyLeCTBYIOT B 3TUX HHTEpHA-
TaX TOYHO TaK, KaK CylLIeCTBOBAJM OHHU Bcerza nocje YepHo6bIIbCKOM aBapuu. ITU poTorpa-
duu oTIIMYAITCSA 0CO6OM CHUJION, BEAb JIMLA C HUX CMOTPSIT Ha Te6s1 6e3 CThI/1a, aXKe B TOM 00-
1IeCTBe, I/e 3a IpeJieJIaMU [0 KpalHeH Mepe 3TUX CTeH, CYIeCTBYeT CUCTEeMA, CYMTAIOIAs], YTO
KX He JOJIKHO 6bITh BUHO.

B 3TO¥i ke KHUTe, Mbl BU/IUM UX, U, YTO OYE€Hb Ba’KHO, Mbl BUJJUM UX 6€3 TUTPOB U 6€3 MOSICHEHU .
ABTOp NpH3bIBaeT HAaC BOCOPUHUMATb UX TAKUMHU, KaKHe OHU eCTh (KaK Mbl Obl ;yYMaJiv 0 He3Ha-
KOMII€e), 10 TOr0 KaK Mbl y3HaeM UX UCTOpuio.> B 3TOM U ecTh po6ieMa € pa3JUUUSIMH, KaK U C
He3HaKOMIlaMH, Be/ib Mbl HUKOT/Ja He CMOXKeM Y3HaTb BCel HCTOpUHU Jlpyroro 0 BCTpe4Yr C HUM.
[To3TOMY 3THKa 3a60ThI 0 APYTUX GOPMHUPYETCS B YCJIOBUAX HEU3BECTHOCTH, B OTCY TCTBUH M0JI-
HOTBI 3HAHUH O TOM, UTO 3TOT YeJIOBEK 3HAYUT AJIs HAaC UJIM YTO OH MOXKeT HaM JaTb. U3osupo-
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BaThb Cy6’beKT 6e3 ero NepCoOHaJIbHBIX AaHHbIX, XOTA 6bI Ha MHWHYTKY, — 3TO BOBCe HE 3HAYUT JIU-
HIUTh €ro UHAUBUAYaJIbHOCTH. JTo AeJsiaeTcd AJid Toro, 4YTOOBI YUTATEJb 3aiyMaJicd 0 CBOUX
COGCTBEHHBIX npeacTaBJ€HUAX O TOM, YTO 3TO MOXKET O3HAYATh Iepes TeM, KaK OH Hal‘/'I,ELeT 06b-
fACHEeHHEe B KOMMEHTapUudax BpOHTe. A yXe YTeHUue ee KOMMEeHTapueB 06 YCJIIOBUAX XXU3HU 3TUX
mo,qeﬁ BbI3bIBaeT /I[aJIbHeF[HJHe BOIIPOCHI:

Kmo eunosam? Ymo6sl omeemums Ha 80npoc, KAK HaM 30ech ¥ umsb, HAdo 3HAMb: KMO
suHosam? Kmo sce? YueHvle, nepconas cmanyuu? Uau Mol camu, KAK Mbl CMOMPUM HA MUP
[...] BuHosambix Haw.nu: dupekmop, dedxcypHbule onepamopwl. Hayka. Ho nouemy, omeembme
MHe, Mbl He 60peMcs C a8moMobu.1em, KAK meopeHueM yma Yea08e4eckozo, a ¢ peakmo-
pom 6opemca? Tpebyem 3akpblmb 8C€ AMOMHbIE CMAHYUU, A AMOMWUKO8 0mdamb nod
cyo?! [IpokauHaem! 1 6ocomsopio yes08e4eckoe 3HaHue. U ece mo, 4mo co30aHo ye.108e-
KoM. 3HaHue... Camo 3HaHUe He 6bleaem NpecmynHulM... YueHble ce200Hs modice dHcepmabl
YepHobblas. A xouy scumsb nocae YepHobwlas, a He ymupams noce YepHobwlas. Xouy
noHsme...*

Tam, rae Hacu/IMe UMeeT CUCTeMaTHYeCKUH XapaKTep, IBHbIM 3J101 yMbIces 3a4aCTyI0 OTCYT-
ctByeT. Cam Bonpoc «KTo BUHOBaT?» 3apaHee npejnoJjaraeT, YTO B JaHHOH CUTyallUH KTO-TO
Jl0JI2KEH HEeCTH OTBETCTBEHHOCTb. be3yc/I0BHO, 4epHOOBIIbCKAsA aBapys 6blja U OCTAeTCA NpU-
MepOoM HeClpaBeAJMBOCTH, KOTOpas J0JXKHa ObITh UcnipaBsieHa. Ho u3-3a HescHocTel 1 0TKa3a
OT OTBETCTBEHHOCTH CO CTOPOHBI 0QUIIHANIbHBIX YUpeX/JeHUH, 4aCTO 0Ka3blBaJ0OCh, YTO 0OBHU-
HUTb HEKOr 0. YYeHble TaKxe OblJIM abCOJIOTHO He TOTOBBI K NIPUHATHIO HEOOXOAUMBIX Mep MO-
cJie B3pbIBa, U BO MHOTUX CJly4adX OHM CaMM Nona/aay noj o6sydenue. XoTs 3TO He Cpa3y ove-
BU/IHO, HO JJOCTaTOYHO CJI0OXKHO pacCMaTPUBATh 3TY KaTacTpody Kak U30JUPOBAHHOE COOBITHE,
KaK 3TO MOXHO 6bIJIO C/leJ1aTh C BOWHOW. MHOTHe B 3TOH KHUre CpaBHUBAKT YepHO6bLIb cO BTO-
poii MupoBo#i BolHOU MK BOiiHOH B Apranuctase. Ho B oT/iM4YMe OT BOUHBI, I'Zle GblJ1 KOHKPET-
HbIA Bpar U 4eTKO olpeJie/leHHbIH MOMEHT OKOHYAaHUSA BOHHBI, pajyUalnua HeBUAMMA U ee I0-
cJIeICTBUA 10 CUX [IOp ollyLalTcA. Beib HeKOTOpble yTBePKAAI0T, YTO N06G0YHOE Bo3/eiicTBue
paAuanuu 60Jibllie BCEro NPOABUTCA Y JeTed U BHYKOB JIIOJleH, HCIIBITAaBIIMX Ha cebe Usiyye-
HMe, KOTJla OHU ObIJIM B yTpo6Ge MaTepH UJIM B paHHEM JleTCTBe.

WUHTepHAT - 3TO «OTBET» U HA GU3NOJIOTHYECKHUE NOCTAeACTBUS UepHOOBIISA (TaK KaK TaM XXUBYT
JIIOAY, CTpajaliye oT BO31eHCTBUS paJdalilu), U B TO Ke BpeMs OH NpeJicTaBseT COO60H KJa-
CTep MUHCTUTYLIMOHAJIbHBIX BHHOBHUKOB T€X COGBITHH. U, 1eICTBUTENBHO, UICTOPHUHU B 3TOH KHHU-
re Jal0T JOCTAaTOYHO MPUMEPOB, KOT/la UMEHHO JII0Jied 06BUHSAJIM B cayuuBueMcs. OqHako ¢o-
Torpaduu pacckasblBalOT HaM APYyrylo UcTopUio. CBUAETENbCTBA CAMUX YEPHOOBIJIbIEB JAOT
HaM 3a/1yMaThbCsl O TOM, YTO 6bI 3TO MOTIJIO ObITh U KaK TPYZAHO UM CAMHUM ONpeJieIUTh CBOE OT-
HOLIeHHe K 3TOM Tparejuu. Huxe eHUMHA pacCcKasblBaeT O MOCJEJCTBUAX CMEPTHU ee MYXKa,
npenojaBaTesb FOBOPUT O CJOXKHOCTH HOHATH, YTO XKe 3HAYUT YepHOObLIb, U KUHOONEpPATOp
00'bSICHSIET, IOYEMY O HEKOTOPBIX BelL[aX /10 CUX I10p HE TOBOPSAT:



MeHoeeHHO Kynuau u npuHecau obpamusle 6usemst... Ha caedyowutl deHb... Bce epems

€ HAMU 6blL/1 KAKoU-mo 4e/08eK 8 WMamckoM, ¢ B0eHHOU 8binpaskoll, He da/ dadice 8bllimu
u3 Homepa u Kynumo edy 8 dopozy. He daii 6oz, ¥mo6bl Mbl ¢ KeM-HUBYdb 3a2080pUNU,
0C06€eHHO 4. [...] 3a 2cocmuHUYy Mbl caMu 3anaamuau. 3a YemuvlpHAOYams CYMmokx...
Kaunuka syyesoll 601e3HU — YemblpHAdyams Cymok... 3a yemulpHadyams CymokK yes108eK
ymupaem...®

A 3adymascs: novemy o YepHobblie maso nuwym? Hawu nucameu, npodoasxcarom
nucams 0 80liHe, 0 CMA/UHCKUX Jidzepsix, a mym moavam. KHue - pas, dea u o6uecs.
HAymaeme, cayuaiinocms? Cobbimue do cux nop ewe 8He Kysabmypbl. Tpasma Kyabmypbl.
H eduHcmeeHHblll HAW omeem — Mo4aHue.®

Ymo-mo ecmb npomusgoecmecmeeHHOe 8 MOM, 4mobbl CO6UPAMbCA U 8CNOMUHAMb
80lHy. BcnomuHams, kak uxybueaau u kak oHu ybuea.au. /Iodu, nozHasuiue uau
nepescuguiue emMecme yHuxceHus... Imu awdu 6ezym dpyz2 om dpyza. Om cebs 6ezym.
Bezym om mozo, 4mo oHu mam y3Ha.u o Yesosexe... [...] B YepHoG6bie... 4 modice y3Hau,
noyyecmeosa.s, o YeM He xouemcsi 208o0pums.’

Y MHOTHX CJBIIIHO He)XeJlaHUEe FOBOPUTHL 0 YepHOGEIIe, Beib OH HAlOMHUHAJ JIOAAM 06 aGco-
JIIOTHOH yA3BUMOCTH MHUPA, 0 3aBUCUMOCTH JIPyT OT APyTa U O JIEFKOCTH, C KOTOPOH MOKHO GBIIO
3a0BITh HJIM IepeBEPHYTH NPe/ICTaBIeHUs 0 YeJoBeYHOCTH. M ceiiyac B Besapycu cymecTByeT
N0X0’Kee HeKeJlaHHWE TOBOPHUTH 0 Pa3/IN4HAX, KaK, BIpoyeM, U BO BceM MUpe. OTYaCcTH 3TO CBS-
3aHO C [[I/ICKOM(i)OpTOM, KOTOprﬁ MBbI UCIIBIThIBA€M IIPpU BU € moaeﬁ, HAalIOMHWHAKIIMUX HAM O Ha-
el obuel ¢pusnyeckoll ya3BUMOCTH B Mupe. Korja rocyfapcTBo He clpaBJisieTCsl CO CBOeH
06513aHHOCTBIO IOMOTaTh HaM, NOABJISIOTCA QUKTUBHbIE 06'bICHEHU S, TAKUE KaK U/Jles Tepous-
Ma MJIM MUJIOCTUBOTO IPAaBUTENbCTBA, B IONBITKAX YCIOKOUTD Hac. [IpH 3TOM, TOCYy4apCTBO He
JleJlaeT NpaKTUYeCKH HUYero, YTO6bl Hac 3alUTUTh: JJa’ke CEMbH, KOTOPbIe IPOSBUJIU FepOU3M
caMmy, noMorasi ApyruM rpaxkjiaHaM, IpaKTHUYeCKH He MOJYYUJIM HU YXOAa, HU AOCTOHHOr 0 06-
palieHusl.

W3o6paxeHns B KHUTe BpoHTe B3bIBAIOT K GYAylLieMy — K MepeOCMbICIEHUI0 HHBAJTHUAHOCTH
B Besrapycu, U oHa NpU3HaeT, YTO JJISI 3TOr0 HEOGXOAMMO U3MEHUTD Hallle TIOHUMaHUe J0Jel
C MHBAJIMJAHOCTBIO M HAYaTh OTHOCUTBHCSA K HUM He KaK K JIIO/SIM C He/IOCTaTKaMH, a KaK K JTII0AM
C AOCTOMHCTBaMHU. Ecin MBI Kak 0611eCTBO He OTKaXXeMCsl OT HEBEPHOTO MPeJICTaBJIEHHUS O TOM,
YTO JIIOJH, OTJIMYAKOLIUECs OT HAC, 0JI>)KHBI ObITh OTBEPTHYThI, KPUTHUYECKHE 3aMeYyaHUs He U3-
MeHAT cuTyanuo. [IpocTo HaWTH BUHOBHBIX HEO6XOAMMO, HO HEIOCTATOYHO, YTOOBI U3BMEHUTh
Halll CTPYKTYPHBbIHA N0JX0/ K 0CO3HAHUIO (MM HEOCO3HAHUIO) 3HAUUMOCTH JII0/ieH, KOTopble He
COOTBETCTBYIOT OGIENPUHATOMY O6IeCTBEHHOMY H/ieay. EcIu 3TH CTPpYKTyYpHble H3MeHeHUs
He IPOM30H YT, IOTHKA cenapaTHU3Ma, pa3feseHus JI0Ael, OCTaHeTCs, U ocTaHeTcs UHTepHaT.

- Michael Thomason
(NepeBop Ha pycckuit Upanuu I'puropbeBoit / Translated into Russian by Idaliya Grigoryeva)
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‘Radiation is Invisible’ Belarus 2016 «Pagunayunto He BugHo» benapycb 2016

Gomel District, southern Belarus. Radiation is invisible, however the consequences of it are visible and can still be seen today. Numerous internats
are located close to contaminated zones and in very remote places.

See no evil, hear no evil, speak no evil.

lTomenbckunin painoH, tor benapycu. Pagmnaumio He BUAHO, 0QHaKO €€ NocneacTBUS MOXHO yBUAETb U cerogHs. MHOro nHTepHaToB pacnonoxe-
HO PSAOM C pafnaLnoOHHON 30HOM, B O4EHb OTAANEHHbIX MecTax.

He By 3na, He cnbilWy 3N1a, He FOBOPIO O 3/1€.
‘Wall’ Belarus 2015 «CteHa» benapycb 2015

All of the internats are fenced up. Some of them have regular wire fence and others, concrete walls. But all of them have some kind of separation
barrier.

Bce nHTepHaTbl oropoxeHsbl. B ogHUX yupexaeHmnsax o6bl4HbIM 3a60pOM 13 MPOBOSIOYHON CETKW, B APYrUX — 6ETOHHOWN cTeHOl. Ho BO Bcex
MHTepHaTax NpMCyTCTBYET KakoW-TO pas3fenunTenbHbll 6apbep

‘Memories’ Belarus 2015  «BocriomuHaHusi» benapycb 2015

This mural-like photo of a Soviet woman, the mother of a resident, was taken in one of the internats. It is rare that residents have pictures of their
parents, as most of them were abandoned there by their families.

Personally, this picture has two meanings for me. Firstly, it is a metaphor for the passing of time, a reminder that the abandonment of disabled
people in the former Soviet Union has a long history. Secondly, it reminds me how residents have very few opportunities to make their mark on
the world. Photos give an opportunity for residents’ lives to become visible outside the walls of the internat. As this photo was given to the resident
to remind him of his family life - his history - | hope that my photos will afford some of the residents the chance to leave a concrete impression
on the world at large.

Ha aTon poTtorpadun, koTtopasi HeM-TO NOX0Xa Ha MypaJl, n3ob6paxxeHa coBeTckas XeHLWMHa — Mama getaomosua. E€ choTorpacdmposanu
B OJHOM U3 NHTEepHaTOB. Pefiko Korpga y nocToanbLUeB ecTb hOTO NX poauTenei, T.K. B 60NbLUINHCTBE CNyYaeB UX TaM OCTaBNAIOT UX CEMbU.

NunyHo ANA MeHsa aTa dDOTOFpaCbI/IFI 3Ha4dynMmMa no ABymM npuymHam. BO-I'IepBbIX, aTo MeTad)opa TOro, Kak npoxoanT Bpems, HanoMMHaHMe 0 ToM,
YTO OTKa3 OT MHBaNMAOB B CTpaHax 6biBwero Cosetckoro Cotosa nmeet [O0NTY0 NCTOPUIO. BO-BTOprX, OHa HanoMmnHaeT MHe O TOM, YTOo y AeT-
AOMOBLEB NPaKTUYECKN HET BO3MOXHOCTU OCTaBUTb cBoOl cnepfBaToOM MuUpe. ®0TOFpa¢)l/llll MO3BOIAKOT cAeNnaTb XN3Hb MOCTOANbLEB BI/I,D.I/IMOVI
3a CTeHaMun MHTepHaTa. Tak xe, Kak 970 dJOTO pann 0etTnomMoBUy Kak HanoMHaHeE 0 XN3HU B CEMbe — ero NCTopmn, MHe 6bl XOTENOCh Hage-
ATbCA, YTO N MOW q)OTOI'pad)I/II/I NO3BONAT YaCTU BOCMUTAHHWUKOB OCTaBUTb CBOW cnepn s Mupe.

‘Free Labour’Belarus 2015 «becnnatHbIvi Tpy4» Benapycb 2015.
Ira and Lena, two residents working in a field. Some internats are partly self-sufficient. Patients are obliged to work in fields, to clean, and to cook.
Although work —including agricultural and janitorial work — has positive physical and social effects on residents’ lives, it is widely acknowledged

by internat staff and NGO workers that this labour fills a shortfall left by inadequate governmental funding.

I/Ipa nJleHa- NOCTOANbLblI NHTEPHAaTA, pa60Tar0T B none. HeKOTOpre yypexageHuna nib 4aCcTU4HoO CbI/IHaHCI/Ipy}OTCFI rocynapcTtBoM. naLU/IeHTOB

3acTaBnsOT paboTaTh B 0ropoae, ybmpatb, roToBUTb. XOTa paboTa (B TOM Yncie y6opka 1 paboTa B Oropofe) NoNoXUTENbHO BANAET Ha XN3Hb
BOCMMUTaHHWKOB KaK B (OV3NYECKOM MNJiaHe, Tak 1 B COLMaNbHOM, COTPYAHUKIN UHTEPHATa 1 paboTHMKIM 06LLECTBEHHbIX OPraHn3auymni npusHa-
tOT, 4TO STOT TPYA 3anosiHAEeT np06enb|, BbI3BaHHbIE HEXBATKON rocygapCTtBeHHOro (blechmpOBava.

‘Red Corridor’Belarus 2015 «KpacHbivi kopugop» benapycb 2015

After lunch everybody, including adult residents, has a nap. This provides some time for the staff to attend to other duties or to rest. These insti-
tutions are rarely staffed by medical professionals and often it is the cleaners who care for residents.

Mocne o6epa y BCcex, BKOYasi B3POC/bIX MOCTOANbLEB, TUXWIA Yac. ATO faET BO3MOXHOCTb COTPYAHMKAM 3aHATbCS APYTUMU AenamMu unm
OTOOXHYTb. B aTnX yupexaeHusx peako korga pabotaoT MeguLUMHCKME CNeumnanncTbl, U 4acTo 3a NPOXMBAOLWMMIN B UHTEPHaTax npucmaTtpu-
BaloT y6opLLMKNA.

‘Lyosha’Belarus 2015 «/1éwa» benapycb 2015

This autistic boy is very active and impatient, however, in front of a camera he would calm down immediately. He loved the light of the flash and
would pose perfectly still until it fired.

OTOT ManbymK-ayTUCT OYEHb NMOABUXHbI 1 HEMOCEANNBbBINA, HO OH CPasy Xe yCrokanBaeTcs, Koraa BUAUT, YTo ero potorpacumpytoT. OH nonto-
611 CBET BCMbILKW 1 BYAET CMOKOWHO NO3MpPOoBaTh, MOKa OHa He cpaboTaeT.

‘Cell-room’ Belarus 2015 «KomHara-nzonsatop» benapyco 2015

A room designed for patients considered to be dangerous who are separated from the rest for security reasons. There have been incidents where
one resident has killed another while sharing it. | often saw violent residents being given solitary or small-group time outside but could never find
a way to interact with them. They were kept in different quarters and | was stopped from approaching them.

OTa KoMHaTa NpefHasHayeHa ANig NauneHToB, KOTOPbIX CYMTAIOT OMAaCHbIMU U KOTOPbIX M30IMPYIOT OT OCTaslbHbIX M3 COO6paxeHnin 6esonac-
HocTw. BbiBanu cnyyaw, korga oAunH nocTosinew, nHTepHaTa ybrsan Apyroro, KOrga oHv HaXoAUNUCh BMecTe B 9TOo kKoMHaTe. f yacTo Buaena,
Kak ByNCTBYIOLMNX NOCTOSANbLEB MOMELLAIOT B KOMHATY-U30MSTOP UAN OFPaHNYMBAIOT UX BPEMS OGLLEHUS C APYTUMU BOCNTUTAHHUKAMU,
HO MHe HUKOrfa He yaaBanocb NoobLaTbecs ¢ HAMU. Mbl HAXOAUANCH B Pa3HbIX HacTAX 3[aHNSA, 1 MEHS He MyCKanun NOroBOPUTb C HUMW.
‘Zhenya and Yurik’ Belarus 2015 «XKeHs n Opuk» Benapycb 2015

Two friends during the afternoon discoteca. He likes to wear this uniform and his fake ID on a daily basis.

[Ba ToBapuLLa BO BpeMs «anckoTeku» B 0ben. EMy HpaBMTCS NOCTOSAHHO XOAUTL B 9TOM (popMe C TaKMMU HaLLVMBKaMW.

‘Vision Panel’ Belarus 2015 «CmoTpoBoe oTBepcTme» benapycb 2015

Some of the older residents are locked in small rooms without windows. The tiny vision panel in the door is all they have. Unfortunately,
the condition of internats for older residents is worse. Internats for these residents are below any acceptable norms of repair and residents are
often treated without any respect.

YacTb NOXUAbIX XUbLOB 3anepTa B HeboNbLLMX KOMHaTax 6e3 okoH. KpolueyHas cMOTpoBasi Lenb B BEPU — 3TO BCE, YTO Y HUX ecTb. K coxa-

NEeHnI0, yCNoBUA NPOXNBaHUA ONA MOXWUIbIX NOCTOANbLEB, KakK MpaBunno, XyXxe: NoMeLlleHnsd, B KOTOPbIX OHN HaxoO4AaTCA, y)Xe He noanexart
PEMOHTY. MOMMMO 3TOro K HAM 4acTO OTHOCATCA HEeyBaXWTeNbHO.
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‘Sveta’ Belarus 2015 «CseTa» benapycb 2015

The aftermath of Chernobyl has not yet passed. Every year, children are born with intellectual and physical deficiencies caused by the disaster
of 1986. It's not easy to directly link particular cases with radiation. Statistics are the stronger proof of it.

| developed a strong bond with Sveta. An incredibly articulate young woman, she is extremely confident when it comes to how she looks. Any
opportunity to take a selfie with me, and she would jump at the chance. Sveta could not talk until she was five. Operations were needed to repair
her cleft palate and she still talks with a lisp. An NGO worker told me that her right eye is potentially fully functional and that her face, eyes, and
vision could be completely restored after thirty expensive and painful operations. Even if Sveta decided that the operations were worthwhile -
something that she would be perfectly capable of doing - there is no possibility of such procedures being funded by the state.

Mocnenctensa YepHobbins oy TUMbI 40 cux nop. Kaxablii rog ns-3a asapum 1986-ro roga poxgatoTcst 4ETU C YMCTBEHHbIMY 1 (PU3NHECKUMUN
OTKJIOHEHMAMU. HenpocTo AokasaTb NpsiMyio 3aBUCUMOCTb MHBaNMAHOCTN OT paguaunn. CTaTtncTuka, ckopee, ABASeTCA yywnm gokasa-
TENbCTBOM 3TOrO.

Al cunbHo NprBs3anack k CeeTe. ATa Monoas AeByLIKa HEBEPOSATHO YETKO yMeeT BbipaXxaTb CBOU MbIC/W, M OHA YyBCTBYET Ce6sl OYEHDb yBE-
PEHHO, KOrfa peyb 3aX0aunT 0 e€ BHeLWHOoCTU. MNpu 060 BO3MOXHOCTU caenaTh cendu co MHo oHa byaeT TyT kak TyT. CBeTa He pasroBapu-
Bana [0 NATUNETHero Bo3pacTa: HyXHOo 6bino npooneprpoBaTb €€ pacwennéHHoe HEGo. OHa o cux nop wenenasuT. OgMH coumanbHbIn
paboTHWK pacckasasn MHe, YTO Noc/e TPUALATY AOPOroCTOALMX N 6ONE3HEHHbIX ONepaLnii oHa, BEPOATHO, CMOXET BUAETb NPaBbliM rna3om
11 YTO BO3MOXHO MOJIHOE BOCCTaHOBNEHVE €€ N1La, rnas 1 3peHuns. [axe ecnu 661 CBeTa peLumnnach Ha ornepawuio — a OHa B COCTOSIHUM caenatb
Takoli BbI6GOp — Y rocyfapcTBa HeT BO3MOXHOCTW NPOodUHAHCMPOBaTb Takme onepaLumm.

‘Teddies’ Belarus 2015 «Mepgexara» Benapycb 2015

The most popular activities in internats are arts and crafts. There is not much to do while being indoors but arts and crafts are relatively inex-
pensive, do not require intensive supervision, and give residents a lot of satisfaction.

Hanbonee nonynspHoe BpeMsnpenpoBoXaeHNe B LJOMaxX-UHTepHaTax — co3[aHme npeAMeToB feKopaTMBHO-NPUKNagHoro nuckycctea. Cylue-
CTBYET He Tak MHOIO BapMaHTOB, YeM MOXHO 3aHATLCSA B TaKUX YYPEXAEHUSAX, HO CO34aHMNE NOLENOK — OTHOCMTENIbHO HELOPOrO BapraHT
BPEMSANPENPOBOXAEHNS, OH He TpebyeT NOCTOSIHHOrO HafA30pa, U NPOXMBAOLLMM B OMaxX-MHTEPHATaX OH O4YeHb HPaBUTCS.

‘Ira and the Doll’ Belarus 2016  «Vpa u kykna» Benapycb 2016

Personal belongings are very important for the residents. They love to be photographed with them.

JInyHble Bewwwy 3Ha4aT o4eHb MHOTO A8 NOCTOosANbLEB MHTepHaToB. OHM N06AT hoTorpadupoBaTbCs BMECTE C HUMM.
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‘Maria’ Belarus 2015 «Mapuwusi» Benapycb 2015

Religious symbols are a popular decoration in the internats of Belarus.
PenunrnosHas cumBonvka 4acto BCTpeyaeTcs B MHTepHaTax benapycu.
‘l am still here’ Belarus 2015 «f BCé ewyé 3gecb» benapych 2015

Some internats are like forgotten souls. An empty room, a bed, and a person on it. Nothing else, nobody to talk to, nothing to look at. People who
are not mobile are left in the room with no regular human interaction. Women have their hair shaved only to make it easier to be washed.

HekoTopble foMa-UHTEpHaTbI MOXOXW Ha 3a6biTbie Aywn. [ycTas KOMHaTa, KpoBaTb, M YeNoBek Ha Hell. Bonblue HUYero HeT, He C KeM NOroBo-
pUTb, He Ha 4TO cMOTpeTb. Korga nogeii, KoTopbie He MOryT CaMOCTOATENbHO NePeaBMraTbCs, OCTAaBASAIOT B KOMHATE, C HUMUW HAKTO He o6La-
eTca. XKeHLWHbI CTPUTYTCA HaNbICO TONBLKO AJ1A TOr0, YTOObI M ObII0 NIerYe MbiTb FOOBY.

‘And the story goes’ Belarus 2015 «VlcTopusi npogomkaercs» benapycb 2015

People in the internats are separated by sex. However, the less fortunate, less mobile, and less communicative are categorized by the severity
of their disabilities. Some of the people spend one hundred per cent of their life just lying down. Unfortunately, there are still not enough staff
or medical specialists to improve their lives.

Some physical disabilities are acquired during their lives by a lack of movement. Numerous NGO workers and internat staff told me that they
do not regularly have the resources to offer physical therapy to avoid the worsening of various disabilities.

Jloavn B MHTEpPHaTax pasfeneHsl Mo nosioBomy npuaHaky. OgHako Tex, KoMy NoBe3fio MeHbLLE, KTO MOXET MeHbLUe ABUraTbCs U 06LLaTbCs, TEX
KnaccnuduumnpyoT No cTeneHn NHBaNMAHOCTU. HekoTopble NoAm BCIO CBOIO XM3Hb MPOCTO NPOBOAAT B IeXayeM nonoxeHuun. K coxaneHnuto,
no-npexHeMy He XBaTaeT NepcoHana N MeauLNHCKNX paGoTHNKOB, KOTOPbIe MOV Gbl CAENATb NX XN3Hb Jly4LLe.

ManonofBu>XXHOCTb NPUBOAUT K NOSIBNEHNIO HEKOTOPbLIX BUAOB UHBaNMAHOCTU. MHOMe COTPYAHUKIM O6LLECTBEHHbIX OPraH3aUni  UHTep-
HaTa pacckasanv MHe, YTO Y HMX HET BO3MOXHOCTM NPeAnoXUTb nauMeHTam hrsrnoTepanmto, 4To6bl NPeAoTBPaTUTb yXyALIEeHUs COCTOAHMNS
VX 3[0POBbS.

‘To leave a trace'Belarus 2015 «OcTaBuTb cneg» benapyck 2015

A resident’s room with an engraved symbol of a cross on the door.

KomHaTa naumeHTa ¢ BbiLapanaHHbIM KPeCTOM Ha ABEPW.

‘Sveta and Natasha’ Belarus 2016 «CBeTa v Hatawa» Benapycb 2016

Two friends posing for a photo in a community space during their down time.

[Be nogpyrn no3unpytoT ansa ¢oTto B 06Lel KoMmHaTe B CBOE cBo6oAHOE BpeEMS.

‘Pink balloon’ Belarus 2015 «P0o30BbIVi BO3AYLWHbIVI Luapyk» Benapycb 2015

Itis very interesting to see what residents choose to be photographed with. Their cooperation is crucial in deciding how they would like to be
represented. Having a TV is a luxury for some, and something to be proud of.

OueHb MHTEPECHO HabnoaaTh 3a TEM, Kakue NpeaMeTbl MPOoXMUBaloLLMe B MHTEpHaTe BbibrpatoT ans doTtorpadun. BaxHo obatbea ¢ HUMU,
4TO6bI NOHATB, Kak 6bl OHWM XO0TENU, YTOObI UX NpeacTaBunn Ha GoTo. [N KOro-To UMeTb TENIEBN3OP B KOMHATE — 9TO POCKOLb, 3TO TO, YEM
MOXHO ropaunTbCS.
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‘Art of religion’ Belarus 2015 «Hlckyccerso penvruv» Benapyce 2015

Painting, embroidery, and knitting are the most popular craft works among the residents.

PucoBaHue, BbilUMBaHME 1 Bi3aHWE — OQHWN 13 Hanbonee NonynspHbIX BUAOB PYyYHOro TPYAa CPeam NOCTONbLEB.
‘Comfort objects’ Belarus 2016 «MpegmeTsl komgpopTa» Benapycb 2016

Being photographed can be stressful, even when we really want our picture to be taken. Group photos or being photographed with an object can
be more relaxing. People with some intellectual disabilities find it more difficult to pose for a photograph with an empty hand. Having a picture
taken can be stressful for them but at the same time it makes them feel special; chosen from the crowd. They would jostle to be the first ones
to be photographed. Plus, they knew that the next time | came | would bring them a copy.

Every time | returned to an internat | brought back pictures | had taken. Sometimes, if | had forgotten to bring back a particular picture of a resi-
dent, their disappointment would be obvious and they would chide me, reminding me to bring it back next time.

doToceccus MOXeT okasaTbCs A1 HAC CTPECCOM, flaxe eCNu Mbl 04€Hb CUIbHO XOTUM cdoTorpacdumposaTtbes. lMomoryT ycnokonTtbes hoTo-
rpacdnpoBaHune B rpynne unm c npegmMmetom. Jltogsam ¢ onpenenéHHoi hopMoii MHTENNEKTYabHbIX HAPYLUEHUI CNOXHEE No3npoBaTh 6e3
Huyero. oToceccurst MOXET 6bITb AN HAX CTPECCOM, HO OHa Tak>e NO3BONAET MM NOYYyBCTBOBaTb CE6A OCOGEHHbBIMU, BbIAENNTLCS U3 TONMbI.
OHwm BynyT TONKaTbLCA, 4TOObI OKa3aTbCA NEPBbIMY B 04epeam nodoTtorpadurposatbesi. Kpome TOro, oHM 3Hanu, 4To, KOraa s Npuay B Cleayowmnin
pas, s npuHecy UM nx ¢oTo.

Kaxgblin pas, BO3BpaLlascb B UHTEPHAT, A NpuHocunia ¢ coboit nx potorpacdun. iHoraa, korga A 3abbiBana npneeaT ¢ cob6oii HoTo 0gHOro
113 NOCTOSANbLEB, OHW HE CKPbIBa CBOEr0 pa3ovyapoBaHUs 1 yNpekanu MeHsl, HanoMunHasi MHe npuee3Tu doTorpaduio B cnegyoLwmia pas.

‘Calm in Chaos’Belarus 2015 «CriokovicTeue B xaoce» benapych 2015

Most of the residents were very excited to see me when | arrived. They often enjoyed being the centre of the attention, seeking interaction.
However, there were a few people who would silently observe me from the other side of the room. | could feel their eyes on me. When residents
were more ambivalent about being photographed - when they didn’t jump up to clamour to pose - | found myself feeling that they knew | couldn’t
offer them much in the grand scheme of things; that | would leave and things would return to a mundane routine.

BonbLIMHCTBO NOCTOSANbLEB MHTEPHATOB GbINK pafbl N006LaTLCA CO MHOI, Koraa s npuesaxana. Vim HpaBunoch 6bITb B LLEHTPE BHUMaHWs, OHU
nckanu BzaumopaencTemsa. Tem He MeHee, 6bI10 HECKOJIBKO NOAEN , KOTOPblE MONYa Habnw4an 3a MHOM N3 APYrol YacTy KOMHaTbl. A 4yB-
cTBOBasa Ha cebe nx Barnsgbl. Korga npoxuvsatowne He 66111 yBepeHbl B TOM, hoTorpadunpoBaTbCs UM MW HET (KOTAa OHW He BCKaKMBanm co
CBOUX MECT, YTO6bI NON03MpoBaTh Nepeq poToannapaTom), 1 10BUSIa cebs Ha MbICNW, YTO OHW 3HANW, YTO, MO GONBLLIOMY CUETY, i HE MOTY UM
MHOrOro NPeanoXnTb; 4TO 51 yeay, 1 BCE BEPHETCS Ha KPYru CBos.

‘No Privacy’ Belarus 2015 «OTCyTCTBME INYHOV XUN3HW» Benapycb 2015

Rooms have multiple rows of beds. Couples have no private space and residents are divided by sex and sleep in different rooms. People in inter-
nats are not allowed to be in intimate relationships, yet they often they manage to be. Officially, they are not allowed to plan a future together
or to have children.

B KOMHaTax HaxoAMNTCA HECKO/IbKO PSA0B KpoBaTel. Y nap HeT IMYHOro MPOCTPaHCTBA: MOCTOAbLbl pa3feseHbl No NoA0BOMY NMPU3HAaKY 1 CNaT
B pasHblx KOMHaTax. JIloaaM B UHTEPHATaX He PaspeLLaeTCs HaX0ANTLCA B MHTUMHbIX OTHOLLEHUSAX, HO 4acTo UM aTo yaaétcea. OdurumansHo
M He paspeLlaeTcs XUTb BMECTE UM 3aBOANTb AETEN.

‘Ira and Lyosha’ Belarus 2015 «Upa n Jléwa» Benapycb 2015
A couple pose awkwardly. Within the institutions, patients build long lasting friendships and sometimes fall in love. The environment is far from

civilized and prevents intimacy and privacy because all rooms are shared. Ira had a car accident as a young girl and her face was damaged. Her
mother abandoned her straight after that. Some people in the internats end up living there because of accidents in which they become disabled.
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Mapa Henosko No3uvpyeT. B yupexaeHnsx naumeHTbl BbICTpaBatoT AIMTENbHbIE APYXECKNE OTHOLLEHNS, @ MHOTAA BNo6NsA0TCS. YCN0oBMS NPOXU-
BaHWS B UHTEPHAaTE BPSA, NI MOXHO Ha3BaTb LMBUIN30BaHHbIMU, BE[b OHM HE OCTaBASIOT MecTa Ans 61N30CTY 1 yeAUHEHNWS, MOTOMY YTO BCe
KOMHaTbl 06wme. Korga Vipa 6bina ManeHbKo 4eBOYKO, OHa nonana B aBTOMOOWbHY0 aBapuio 1 noBpeamna nmuo. Cpasy xe nocne aToro eé matb
oTKa3sanacb OT Heé. HekoTopble oAy nonagaroT B MHTePHAT B pe3yNibTaTe HECYaCTHOrO Clyyasl, U3-3a KOTOPOro OHM CTaHOBATCS MHBaNMgaMu.

‘Lena and Andrej’ Belarus 2015 «/leHa v AHgpevi» Benapycb 2015

This couple have been together for a few years and pose together during the weekly 40-minute party. Some internats organise these parties
in the evening where residents can dance and both men and women can hang out together.

OTa napa BMecTe yXe HeCKOJIbKO NIeT, Y OHX 06a No3npPYyIoT BO BpeMs 40-MUHYTHON BEYEPUHKMN, KOTOPas NPOBOAMTCA KaXx Ay Heaento.
B HEKOTOPbIX MHTEPHATaX yCTPanBaloT TaKMe BEYEPUHKY, Ha KOTOPbIX MPOXMUBAKOLWNE MOTYT TAHLEBATb, @ MY>XHYUHbI U XEHLLNUHbI MOTYT NPO-
BOAUTb BpeMs BMecTe.

“Toothbrushes’ Belarus 2016 «3y6Hble WwETky» Benapycb 2016

All the toilets are shared. Girls from the same group keep their toiletries together hanging on a bathroom wall.

Bce TyaneTbl ABNAOTCA 06LLU/IMVI. ,EleByLIJKI/I n3 OHHOﬁ rpynnbl XpaHAT CBOW TyaneTHble NPUHaQNEeXXHOCT Ha CTEHE B BaHHOWM.
‘Balcony’ Belarus 2015 «bankoH» Benapycb 2015

A boy watches other residents from the balcony.

With outdoor time restricted, and so many residents, | frequently saw faces looking from the balcony or out of a window and hoped to meet them.
But often | never saw them in common areas to try to start a dialogue with them. All internats have different rules about going outside. Some have
back yards. But there only tend to be organized activities when international volunteers are around. In some, doors are opened once a day and
residents that are more physically able can go outside, sometimes to work to grow food for the internat. More difficult residents - those in wheel-
chairs or with severe developmental disabilities — are sometimes only taken outside once a week because they require greater supervision from
their carers. Others — the most difficult to supervise — are perpetually confined to their rooms.

What struck me the most was that protocol surrounding outdoor activities seemed so piecemeal. | would arrive at one internat and be surprised
that certain residents were outside because in another that | had visited, a person with a similar disability would rarely be allowed out because
of a lack of resources to provide the level of supervision required.

T. K. BpEMS, KOTOPOE paspeLuaeTcs MPOBOAUTD Ha yINLLE, OrPaHUYEHO, @ BOCMMTAHHNKOB MHOTO, i 4aCTO BUAENA, Kak ¢ 6ankoHa uim n3 okHa
BbIrNAAbIBaNM Nnua. 1 Hagesanacb NO3HaKOMUTHLCA C 3TUMU NoAbMU. HO Mbl Tak 1 He BCTPETUINCH Ha 06LLen TeppuTopun.

Bo BCcex MHTepHaTax CyLLeCTBYIOT pa3Hble NMpaBuia BbIXoAa Ha ynuuy. B HEKOTOPbIX yupexaeHnsax ecTb 3agHunin gsopuk. Ho, kak npasuno,
MeponpursaTUS Tam NPOBOASATCS TONbKO, KOrAa Npre3xatoT MHOCTPaHHbIe BONOHTEPLI. B HEKOTOPbIX AOMax-rHTepHaTax Ha ynuLy paspeLuaeTcs
BbIXOAWTb Pas B A€Hb, 1 Te NPOXUBAIOLLME, KOTOPbIE MOTYT NepeABMraTbCs, MHorga paboTaloT, BblpalyMBaoT NPoAYKTbl MMTaHNA OJiF UHTEP-
HaTa. [oCcTosANbLUEB, HYXAAOLWMXCS B 0COBOM yXxofe — NoAei B UHBANMAHbIX KONACKAX NN C CEPbESHBIMU OTKIOHEHUAMY B Pa3BUTUMN — UHO-
rAa BbIBO3AT Ha YNMLYY BCEro O4MH pas B Hefeslto, MOTOMY YTO UM TpebyeTcs 6osblue HabIIoAEHUSA CO CTOPOHbI TEX, KTO yXaXMUBaeT 3a HAMMU.
A camble CNOXHble NaLeHTbl HABCEr[a 0CTalTCA B CTEHAX CBOMX KOMHAT.

BonbLue Bcero meHs nopasun ToT akT, 4To Npoueaypa npebbiBaHWA Ha CBEXEM BO3AyXe OKa3anacb BECbMa HepernaMmeHTUupoBaHHol. Korpa
A npriesxana B O4MH UHTEPHAT, 1 yAUBASANacb TOMY, YTO YaCcTb NOCTOAMNbLEB HaX0A4MNAch Ha ynuLe, BeAb B APYrOM UHTEPHATE, B KOTOPOM
A1 6blna, YenoBeka C NOXOXMM AMarHO30M PeAko KOraa BbIBOAUIN Ha YNMLY M3-3a HEXBATKM PecypcoB AN obecrneyeHuns HeobxoAnMmMoro ypoB-
HA HabnoaeHus.

‘The barrier’ Belarus 2015 «bapbep» benapycb 2015

The wall enclosing the entire institution, surrounded only by forest and fields.

CTeHa orpaxgaeT BCé yupexaeHue, BOKpYr TONbKO Mone v nec.



‘The Road Not Taken’ Belarus 2016 «HeBbI6paHHbIV My Te» Benapyck 2016

A picture taken on my way to one of the internats.

Most of them are located in very remote places, far away from populated areas. It helps to keep them hidden from the rest of society. It makes it
difficult for relatives to visit. Often, there is no public transport available. Some of the roads look like there is nothing at the end of them; like there
is no purpose for taking that road.

®oTo 6bI10 cAeNano No [OPOre B OAVH U3 NHTEPHATOB.

MHOrVe N3 HUX HaXoAATCA B O4EHb TPYAHOLOCTYMHbIX MECTaX, BAANM OT HACENEHHbIX MYHKTOB. 3TO NOMOraeT CKpbIBaTh UHTEPHATbLI OT OCTallb-
HOW YacTuv o6wecTsa. Ho poaCcTBEHHMKAM TyfAa CNOXHO A06UpaTbcs. 3a4acTyio TyAa He XOAMT 06LLeCTBEHHbIV TpaHcnopT. HekoTopble goporn
BLIFNAAAT Tak, Kak 6YATO B KOHLIE HET HNYEro; Kak 6yaTo HET CMbIC/a BbIGUPaTb 3Ty 0POTY.

‘Last Rest’Belarus 2015 «[TocnegHuii nokovi» Benapyce 2015

A cemetery is joined to one of the institutions with the nameless graves of residents. In rare cases, a family member requests for the officials
to put their loved one’s name on the cross. This particular cemetery was less than one mile away from the institution, located in the middle
of the forest.

Papom c ogHMM 13 yupexaeHuin HaxoauTea Knaabulle, a Ha HEM — 6e3bIMSIHHbIE MOTUJbl BOCMUTaHHUKOB. B peikux cnyyaax yneHbl ceMbu
MOFYT NOMPOCUTb, YTOObI Ha KPECTE HaNMcanu NMs ymepLiero. 9T1o Knaabulle HaxoAnI0Ch Ha PacCTOSIHM OKOJI0 KUIOMETpPa OT MHTepHaTa
nocpepau neca.

‘Soviet’ Belarus 2015 «CoBeTckocTb» benapycb 2015

An old official uniform jacket.

The button, with a star, hammer, and sickle is a symbol of communism and of the Soviet Union. Belarus is very much a place where a Soviet
mentality is still the norm. For me, this means that people do what they are told by the government and hiding ‘imperfection’ is a norm. Unfortu-

nately, disability is not understood or accepted in many post-Soviet countries.

Crapas cnyxebHas dpopma.

OTa nyrosuua co 3Be340i, CEPNOM 1 MOJIOTOM CUMBONN3UPYeT KOMMyHU3M 1 CoseTckunin Cotos. B Benapycu coBeTckumii MEHTaNNTET [0 CUX
nop cynTaeTcs HOpMoWi. [115 MeHs 9TO 03HaYaeT, YTo NIOAY AenatoT To, YTO UM FOBOPUT NPaBUTENLCTBO, U COKPbITUE “HEeCOBEpPLIEHCTB”
- 310 HopMa. K coxaneHuio, UHBanMAHOCTb HE MOHMMAIOT U He MPUHUMAIOT BO MHOTMX CTpaHax 6biBero Cosetckoro Cotosa.




It is not easy to find mothers who are strong enough to have face-to-face inter-
views. It is not easy to talk about abortion or placing your child in an internat,
whatever the reasons are. Nor is it easy to be a woman (or sometimes just
a young girl) faced with making such a difficult decision.

Moreover, the decision is often accompanied by pressure from doctors, or fam-
ily, or financial worries about whether the mother or couple can afford to look
after their disabled child. Support from the state is virtually absent.

It is normal to try to search for a person to blame when we see people locked up
in internats, but it is not always that easy. Who is to blame? Mothers? Doctors?
The system? Societal stigma about disability?

I spoke to a variety of Belarussian women, all of whom had had interactions
with healthcare professionals, the bureaucracy governing how disabled people
should be cared for, and internat staff and officials. All of their stories are very
different, but what unifies them is the lack of support they received from au-
thorities when coming to terms with the fact that their child would have special
needs. Sometimes, this appeared as the absence of proper assistance and advice
- an abandonment of the societal responsibility to support mothers and families
who wish to care for such children at home. In the worst cases some women
describe coercive doctors who attempt to present abortion as the only option
for a pregnancy that shows indications of foetal abnormalities.

We begin with the story of a mother and her son who currently live in an inter-
nat. Theirs was a rare case, in that I was able to interview both parent and child
and thus examine the effects of separation from different perspectives within
the same family. More women then share their stories of negotiating institution-
al failures and cultural expectations around disability and the proper parenting
of a disabled child. The final two pieces of testimony are from men. The first,
like me, travelled to an internat with a camera to try to connect with residents.
The second man, a scientist, sheds light on wider political failures surrounding
the management of the health risks after Chernobyl.

Henezko omeickames mamepeti, cnoco6HbIX Hallmu 8 cebe cu.bl nobecedosams Ha
2/1y60Ko0 /uvHble membl. Hesnezko pacckassieams 06 abopme AU 0 MOM, Mo 8bl
omda.u ceoezo pe6éHka 8 doM-UHMepHam, 8He 3a8UCUMOCMU OM NPUYUH, N06Y-
duswiux sac amo cdesaams. Taksice Here2ko 6bimb KHceHWUHOU (a uHo20a u Npocmo
M0.10001i 0egywKoll), cmoIKHy8Welicsl ¢ npuHAMuUeM mako2o mpyoHo20 peweHusl.

Bosiee mozo, 3mo peweHue yacmo conpogoxcdaemcsi dageHuemM co CmopoHsl 8pa-
ueli uau cemvu. Taxdice cywyecmayom uHaAHCO8bIE ONACEHUSI N0 NOBOJY MO20, Mo
Mamb Uau pooumesau He cMo2ym cebe no380.1Umbv 3a60mumbsCs 0 pebEéHKe-uHed-
aude. [loddepircka co cmopoHbl 20cydapcmea 8 IMoM 80npoce NpaKkmuecku om-
cymcmeayem.

BnosiHe HopmaibHO npu 8ude demell, 3anepmblX 8 UHMEPHAMAX, NbIMAMbCS HAll-
mu Kpalinezo. Ho amo He ecezda npocmo. Kmo sunosam? Mamepu? Bpauu? Cucme-
Mma? A, moxcem, cOyuaIbHAS CMU2Mamu3ayusl camo20 80npoca uHeaAudHocmu?

Al pazzosapusaa ¢ cambiMu pasHuIMU HceHWuHaMu us Beaapycu. Bce oHu o6wa-
JIUCH € MEOUYUHCKUMU PAGOMHUKAMU, UM NPUXOOUAO0CH CMA/IKUBAMbCS C 6I0PO-
Kpamuetl, komopasi onpede.Jisiem npoyecc yxodd 3a A100bMU C 02PAHUYEHHbIMU
B803MONCHOCMAMU. MU HCEHWUHbI 83aUMOelicmeo8aau ¢ pabomHUKaMu uHmep-
Hamos u npedcmasumesiMu 81acmu. Y HUX y 8cex o4eHb pasHble UCMOPUU, HO UX
8cex 06seduHsiem 00HO — omcymcmaue N000epHCKU CO CMOPOHbI NPAgUMebCMaa,
Ko2da peb 3ax00u.1a 0 moMm, Ymoy ux pe6éHka 6ydym ocobble nompe6Hocmu. HHo-
20a 3mo 8blpaa10ch 8 8Ude omcymcmaeus Had/esxcawjelti NOMOwU U KOHCY/1bma-
yuu; makum obpasom npedcmasgumenu 84acmu CHUMAAU C Ce6sl COYUANbHYIO
omeemcmeeHHOCMb no noddepiicke mamepel U cemell, Komopble xomsim 3a60-
mumauscsl 0 makux demsix 8 0OMAuHUX yca08Usx. Xyjce 8cezo, k020a HceHUWUHb!
pacckasvlearm npo epaveli, Komopbwle nbimarmcs npedcmagums a6opm Kak
e0UHCMBEHHYI0 a/lbmepHamuegy 6epeMeHHOCMU, Komopas NPoxooum ¢ NpU3HAKa-
MU aGHOMAAull y naoda.

Mbl HAYHEM ¢ UcMOpUU MaAMepU U CbIHA, KOMOpbli o cux nop Hcueém e dome-uH-
mepHame. 3mo 6b11 mom pedkuli cayuati, kozda s cMoaaa nobecedosams Kak ¢
podume.ieM, makK U ¢ pe6EHKOM U makuM 06pa3oM Uuzy4ums eAusiHue pazoeneHust
C pa3HbIX paKypco8 8 pamkax 00HoU cembu. Jlanbuie HeHWUHbL 0eAIMcs c8oUMU
UCMopusiMuU 0 MOM, Kak OHU Cnpasuauch ¢ mpyoHOCMSMU 8 yUpexc0eHuUsX U npe-
0dos1eau KybmypHble 0#CUOaHUS, C8513AHHbLE C UHBANUOHOCMbIO U HAO/1eMHcauuM
gocnumaHuem ocobblx demeli. [lee nocaedHue ucmopuu om myxcyuuH. Ilepawlii u3
HUX, KaK U 51, 0mnpasu.Jics 8 UHmepHam ¢ gpomoannapamom, 4¥mo6bl nNonpo6osams
nodpysicumocsi ¢ demkamu. Bmopotl mysicuuHa, y4éHblil, pacckazbiéaem o npu4UHax
Heyoay npasume1bCmeda, C8sI3aHHbIX C MUHUMU3AYUEl pUCKO8 0151 300p08bS JI10-
deti nocse YepHobbLAA.




Veronika

Veronika is an extremely kind and strong woman.
I have met with her a few times. She was very brave
in sharing her story, inviting me to her house and
allowing me to record our interview on video. She
decided to share her story in the hope of effecting
changes and to give strength to mothers in similar
positions. Her testimony, concerning reinstigating
a relationship with her son Pasha, shows that it is
never too late to build a strong and beautiful re-
lationship with a child who may have been lost in
the bureaucratic nightmare of Belarusian internats.

Pasha was born in 1985. Oh, sorry, we got married in
1985. He was born in July of 1986. We had been trying for
a baby for so long, waiting so long for a child to love, but it
so happened that he was born prematurely at 26 weeks,
like a late miscarriage. The doctors thought he was still-
born at first and they left him out on the windowsill.
He weighed just 950 grams.

Then, all of a sudden, he started crying. I told the doctor
and he took him to the special care unit on the second
floor. Then we spent four months in the hospital. We were
told that he had paralysis when he was discharged from
the hospital. Of course, we were shocked to find out that
he had paralysis but that was just the way it was: he was
born sick.

We were trying to cure him for a long time. For two years
we went to hospital every two or three months. He was
a nice, calm boy, and he liked to laugh a lot. But it was
hospital after hospital all the time. But then they [the doc-
tors and the head and officials of the hospital] finally per-
suaded me to send him to the internat. They said there
was nothing that could be done about it. It was very diffi-
cult and caused a lot of arguments in the family. But

Beponuka

BepoHuka - o4eHb 006pasi u cubHas sceHwuHa. Mol
sudeucs ¢ Hell HecKo1bko pas. Beponuka nocmynu-
/1 04eHb Xpabpo, nodeauswucs cgoell ucmopuetl,
npuaaacug mMeHs k cebe domoli u paspewus MHe 3a-
CHSIMb Hauwly 6ecedy Ha gudeo. OHA pewuadcs Ha
amom wae 8 Hadescde HA Mo, Ymo npousolidym u3s-
MeHEeHUsl U Ymo 3mo npudacm cua MamepsiMm, Haxo-
dssyumcs 8 aHanoz2u4Holl cumyayuu. Hecmopus Be-
POHUKU U eé cbiHa [lawu Ha2/a510HO noKasvlgaem
HaM, Ymo HUK020a He N030HO c030amb 2apMOHUY-
Hble U NPOYHbIE OMHOWEHUS] C Pe6EHKOM, KOMOp0o20
MOJCHO 6b1/10 NOMepsiMb U3-3a 6IOPOKPAMUHECKO20
KowMapa 6e/10pyccKuX UHMepHamos.

[Mama pogucs B 1985 roay. O#f, U3BUHHUTE, Mbl NOXKEHHU-
aucek B 1985-M roay. A pogusics oH B uwJie 1986-ro. Mer
TaK /0JIT0 NbITAJHUCh 3aBECTH JleTel, TaK J0JITr0 X /Jaau
JII06UMOT0 pe6EHOYKA, HO TAaK MOJTYYUJIOCh, YTO OH PO-
JUJICS IpeXAeBpeMeHHO Ha 27-1 Hefiesie 6epEMEHHOCTH,
KakK Mo3AHUH BeIKUABII. CHavyaJa Bpa4yu Mo yMaJu, YTO
OH MEPTBOPOXAEHHBIN, U €T0 OCTAaBUJIU Ha NOJOKOHHU-
ke. OH BecuJs Bcero 950 rpamMMoB.

3aTeM OH BHe3aNHO HayaJl NJakKaTh. fl pacckasaJsa 06
3TOM JIOKTOPY, MU MaJIb4MKa IIepEBE3JIN B OTJEJIEHHE pe-
aHMMaIMHU Ha BTOpoM 3Taxe. [loTom 4 Mecsija Mbl IpoBe-
v B 6osibHHIIE. Korga ero BIMUChIBAJIU U3 GOJBHUILBI,
HaM CKa3aJiy, YTOo y Hero napasud. KoHeuyHo, MblI 66111
IIOKUPOBAaHBI, y3HAB, UYTO y HETO NapaJiuy, HO TaKOBa
OblJIa HALlla CUTYaLUsl: OH POJUJICA 6OJIbHBIM.

Jlosiroe BpeMsi Mbl IBITAJIUCh €70 BblJIEYUTh. MbI X0 UK
B GOJIbHHUIY KaX/Able [BA UJIM TPHU MecsLa B TeUeHHUE
ABYX JieT. OH GbIJI XOPOLIUM, CIOKOWHBIM MaJbYUKOM, OH
JIF0GUJ MHOTO CMesIThbCsl. HO MBI TOCTOSIHHO XOAUJIH IO
60JIbHULaM. A IOTOM OHH [[OKTOpA, IJIaBBpa4 U MeJnep-

I thought it through and decided that it was the best way because we were
both young and could continue to work if someone else took care of Pasha.

First, he was at the Blonya internat for children. It was really nice over there:
small wooden houses by the river, like a dacha [a typical country house]. The
kids could play out a lot and I used to visit him almost every day. In the be-
ginning, I would go every day. But it so happened that [ got pregnant again
and wasn'’t able to visit him for a while. After | had the baby I went to Blonya
and found out that he had been moved somewhere else and no one had even
told me where. Then, I started looking for him everywhere. I was looking for
along time: about 10 years, because wherever [ went, no one knew where he
was or what happened to him. The people at Blonya told me about a place so
I called them but they said they didn’t have his name listed under either
‘dead’ or ‘alive’ at their internat. I went to the Ministry of Health and they
didn’t have any information. I tried to look in archives but no one said any-
thing. I didn’t go to the police because it’s pointless.

Then, one time when [ was at work, my husband called me and said that
Pasha had been found and there was a physical therapist who wanted to take
him to Ireland for treatment and we needed to sign some papers. We were
very happy for him, signed all the papers then went to visit him. He was
so happy! He even addressed us formally because he didn’t remember us
properly! That’s how we met again.

Then he went to Ireland and [ started visiting him again every weekend and
sometimes after work if I could. The internat was very nice too, and he’s
stayed there until now. He’s thirty now. Pasha likes technology a lot: mobile
phones, laptops, and things like that. We got him a laptop and he learned how
to operate it by himself. He was so happy. He likes to sing a lot and he would
find songs on the laptop, learn the lyrics, and perform them on stage.

He is such a nice boy.

If only he wasn’t sick, his life would have turned out so differently.

COHaJi| B uTOre y6eAUIM MEHSI OTAATh ero B uHTepHaT. OHU CKa3aJiy, 4TO
C3TUM HUYErO HeJib3sl 0/[e/1aTh. ITO GbIJIO OYEHBb CJI0KHOE PEIleHHE, OHO
BbI3BaJI0 MHOTO CIIOPOB B ceMbe. Ho s1 XopolieHbKO BCE 064y MaJia U pelinia,
YTO TaK GyZAeT Jyyllle, IOTOMY YTO Mbl 06a 6bIJIH MOJIOJbI U MOTJIX IIPOJ0JI-
JKaTb paboTaTh, €CJU ObI KTO-TO 3a60THJICA o [lamre.

Bo-nepBbIX, 0H 6b1J B JoMe pe6éHKa B fiepeBHe biioHb. Tam Ha caMoM zene
6bI1JIO OUeHb XOPOILIO: MaJleHbKHe JlepeBsHHbIe JOMUKHU Y PeKH, KakK Aaya.
JleTu MOr/IM MHOTO UTpaTh Ha CBeXeM BO3/lyXe, a 1 HaBelljaJla ero No4YTH
KaXk/Jblil leHb. BHavaste st npue3»xaJjia KaXAbld feHb. Ho Tak cay4uiocek, 4To
s CHOBa 3abepeMeHeJla U KaKoe-TO BpeMs He cMoIvIa ero HaBearTs. [locse
POJOB s HoexaJia B ByIoHb M 06HAPY?KUJIa, YTO €ro NepeBeJsiy B [pyroe MecTo
M YTO HUKTO MHE 06 3TOM Jake He coobuiu. Torjga s HavyaJia UCKaThb €ro
noscrooay.  foaro uckasa: okoJsio 10 jieT, TIOTOMY UTO, KyZa Obl 51 HU MOILJIA,
HUKTO He 3HaJl, I/le OH UJIK YTO C HUM CJAy4YuJochb. B Bsionu MHe Ha3Basu
OJIHO MEeCTO, 51 TO3BOHMJIA TY/la, HO B TOM HHTEPHATe MHE OTBETHJIH, YTO OH
He COCTOSJI B CIIUCKAaX «YMEPLINX» UJIU «KUBbIX». {l momiia B MUH3ipaB, HO
Yy HUX He OblJI0 HUKaKoH nHopManuH. f nblTasach HCKaTh B apXUBax, HO
HUKTO HU4Yero He roBopuJ. fl He o6pamasach B MUJIUILMIO, TOTOMY YTO 3TO
6eCcCMBbICJIEHHO.

[ToToM oHaXx/Abl, KOT/a 41 6blJ1a Ha pab0oTe, MHe MO3BOHMJI MY>K U CKa3aJl,
yTo [lama Hawésicsa U 4To NPUILIEN Bpay, KOTOPbIM X04eT OTIPaBUTb €ro B
Wpnanjuo Ha 03/0pOBJIeHHE, @ HAM HY>KHO IIOJNHUCATh KaKHe-TO 6yMaru.
Mpl 66111 04eHb pa/ibl 32 HETO, O NHCAJIH BCe JOKYMEHTHI, a IOTOM MbI
nouid Kk HeMmy. OH 6b1s1 Tak cyacTauB! OH faxke o6palasics K HaM Ha B,
NOTOMY YTO OH TOJIKOM M He TOMHUJI Hac! BOT kak Mbl BCTPeTHUJ/IUCh CHOBA.

[ToToM oH cbe3u B UpiaHauio, a 1 CHOBA HayaJla HaBelaTh ero Mo BbIX0J -
HbIM, @ UHOT/IA U T0CJIe pabOThI, eCJIM N10J1y4Yai0ch. B MHTepHaTe Toxe 6blJ10
X0poLIO, U OH A0 cux nop tTaM. Emy cefiuac 30 siet. [laure oyeHb HpaBATCS
TeXHOJIOTHU: MOOUJIbHbIE TesePOHbI, HOYTOYKH U Tak AaJjee. Mbl KyNUJIH
eMy HOYTOYK, M OH CaMOCTOSITEJIbHO Hay4HuJcsl Ha HEM pa6oTaTb. OH 6GbLI
Tak c4yacT/IuB. EMy oueHb HpaBUTCA neTb. OH HAXOAUT NMECHU HAa KOMIbIO-
Tepe, pady4yMBaeT CJOBA U MOET UX Ha CLieHe.

OH Tako¥ XOpOIIHI MaJIb4YHK.

EcJiv 6bI TOJIBKO OH He 6bIJ 60}18!{, ero »KM3Hb CJIOXKHUJIACh Obl COBCEM MHaYe.



Pasha

Pasha was born prematurely, three months after
the Chernobyl disaster, without signs of life, and
left by a doctor on a windowsill. His mother, full of
hope, discovered that her boy was still breathing
and asked doctors to help him.

He was loved and looked after until he was two
years old. Unfortunately, doctors said that they
could not help with Pasha’s cerebral palsy. His par-
ents were persuaded to give him away and house
him in one of Belarus’s internats. Pasha’s mother
visited him every day until she fell pregnant again.
After giving birth she tried to visit again but Pasha
was gone.

Nobody wanted to tell her where he was. She didn’t
even know if he was alive. It took them 10 years to
reunite, when an NGO worker called his parents
to ask for their permission to allow him to receive
treatment in Ireland and for him to be adopted
there.

Pasha has spent 28 years living inside internats.
His best mate is Roma, always with him. They have
shared a room together for over 25 years. Roma was
with us during this interview too. Because of Roma’s
difficulties with speech, Pasha is the only person who
can understand him and always translates what he
says, to me, other residents, and to officials.

When I met Pasha he had recently been moved to
a new internat, which instead of housing children and
young adults like his last, housed people from their
mid twenties to old age.

MMama

Ilawa poduscss paHbue NON0NHCEHHO20 CPOKA,
yepes 3 mecsaya nocsae YepHobulabcKoli mpazeduu,
6e3 npusHakos xusHu. JJokmop ocmasusa e2o Ha
nodokoHHuke. He mepsas Hadexcdvl, mama o6Hapy-
jcugaem, 4mo e€ Ma/ab4uk 6cé-maku dvluum,
u npocum epaveii NOMo4b eMmy.

3a HuM c 110608bK yxaxcueaau 0o deyxjiemHezo
so3pacma. K coxcaseHuro, 8paqu ckasaau, 4mo He
cmozym swievums LI lawu. E2o0 podumeaeii y6e-
dusiu omdamb e20 8 00UH U3 dOMO8-UHMeEPHAMOo8
Besaapycu. Mamy Ilawu npuesdxcana kK Hemy Kaxcoblil
deHb, NOKa OHA CHOB8A He 3abepemeHea. [locae po-
008 0OHA ONAMb NONbLIMANACL HABECMUMb €20, HO
Tawu ysce He 6b110 8 3MOM UHMEPHAME.

Huxmo eli He xomes 2080pumy, 2de Haxodumcs
Maavyuk. OHa dadxce He 3HA/A, #cUg AU OH. [Ipotidém
10 snem, npescde yeM OHU cMO2ym y8udembuCsl CHO-
8a. Imo cayuumcs, kozda podumesm [lawu noseo-
Hum compydHuUK obwecmeeHHOl OpeaHu3ayuu,
Ymo6bl NoAYyYUMb paspeuweHue Ha JieyeHue U yCbl-
HoBJ1eHUe UX CbiHa 8 UpaHduu.

28 nem llawa nposésn 8 cmenax uHmepHamos. Ezo
Ayqwuti dpye Poma ecezda 6L ¢ Hum. OHU JHcuau 8
00Holl KoMHame 6os1ee 25 nem. Poma makace npu-
cymcmeosas ¢ Hamu 6o epems Haulell 6ecedbl. Y
Pombl npobembl ¢ peusto, u [lawa — eQuHcmM8eHHbI
Yes108€ek, KOMOPbIL NOHUMAem e20 U 8ce20d nepeso-
dum MHe u dpy2um mo, Ymo OH 2080puUM.

He3adoszo do Hawezo 3Hakomcmea [lauy nepeseau
8 HOBbIU UHMepHam, 8 KOMopoM emecmo demeli u
nodpocmkos 6bl1u 83pocble AU 803PACMOM Ha-
YyHas om 25 a1em u cmapue.

Jadwiga: Pasha, could you please share your first memories? When do you re-
member arriving in the internat for children?

Pasha: In the beginning, I was in the Bolonya internat for infants. I remember
my mum visiting me, but then her visits suddenly stopped.

J: How old were you when it happened?

P: We lost contact when I was transferred to the Novinki internat for older
children when I was about three or four years old.

J: Do you remember when you met her after that?

P: There was a German project with German volunteers. The first volunteer
was Kristof. He was developing a physical therapy project. Valentin was also
on that project.

P: How long did he work at Novinka? [Pasha is asking Roma]
Roma: He was there for six years, then he got fired.

P: Then we started going to Ireland [for holidays and therapy]. There were
Irish people who wanted to adopt me before I met my biological parents.
Valentin was looking for my parents and he got their address. He contacted
them straight away. The next day, I didn’t know whether I should laugh or cry,
I met them for the first time. My mum almost started crying.

J: What happened after? With the Irish family that wanted to adopt you?

P: Eileen [an Irish woman interested in adopting Pasha] said, ‘We want to
adopt you. What do you think?’. I said, ‘I don’t mind’. Then we needed approval
from my biological parents. That why Valentin was looking for them, but my
mother was against it. She didn’t want to give me up. She didn’t what to send
me to the internat in the first place. She was very worried about me. She never
wanted me to end up in a bad internat. She thought I was the smartest boy in
the world.

J: Do you know why you didn’t see your mother for so long?
P: She told me she was looking for me for ten years. While I was in Novinki, the

children’s internat, I started asking, ‘call my mum, find her!” and every single
day I was asking ‘find my mum, call her, find out what happened to her!’.

Apsura: [1ama, pacckau, N0XaJyHUcTa, 0 CBOUX TePBbIX BOCTIOMUHAHUAX. Thl
NOMHHUIIb, KOT/Ja Te6s IpUBe3JIM B UHTEPHAT AJIA JeTel?

[Mama: CHavyasia s1 6611 B BJIOHU B MHTepHAaTe [JJis JleTel MJia/jliero Bo3pacTa.
[ToMHI0, KaK KO MHe IIPUXO0/i1Jia MaMa, HO TOTOM OHa BAPYT epecTaJia Ipruxo-
JIUTb.

f: CkobKo Tebe OBLIIO JIET, KOT[a 3TO POU30ULI0?

I1: MbI nepecTasy BUAEThCS, KOTJa MeHs IepeBeJIu B JOM-UHTepHAT B HoBUH-
Kax JJid leTell mocTapie - MHe 6b110 rozia 3-4.

f: Tl HOMHUILB, KOT/AA Thl BCTPETUJICSA C HEH NOCJIe 3TOro?

I1: Bbls1 OAMH HEMEL KUY NPOEKT ¢ BOJOHTépaMu U3 lepmanuu. OgHOro0 BO-
JoHTépa 3Bau Kpumrrod. OH 3aHHMaJICA TPOEKTOM o dpusnoTepanu. Takxe
Ha 3TOM IIpOoeKTe ObL1 BajleHTHH.

I1: Kak gosiro oH npopa6oTan B HoBunkax? [[lama cnpamuBaeT y Pombi]
PomMa: 6 sieT. [loToM ero yBosuim.

I1: [ToToM MBI cTau e34UTh B Upsanuio [Ha 0340poBJieHue]. TaM s MO3HAKO-
MMUJICS C UpJIAH/LlaMU, KOTOPbIEe 3aX0TeJIM YChIHOBUTh MeHs elllé JI0 TOTo, Kak
51 YBUZEJICS] CO CBOUMH GUOJIOTUYECKUMH POAUTEAMU. BaJleHTHH HCKaJ MOUX
poJuTeseH, U eMy yAAJI0Ch NOJNYYUTh UX ajipec. OH cpa3y ke C HUMU CBsI3aJICS.
U Ha ciepylouuy feHb, He 3Has, JIaKaTh MHE UJIM CMeSAThCS, 51 BIEpBbIe
C HUMU BCTpeTuscs. Mosi MaMa 4y Th He paclljlakaach.

A:Yrto CJIY4YHJIOCb notoMm? Beab (330, ¢:! HUpJIaHACKAasA CeMbsd, KOTOpad XoTeJia
YCbIHOBUTDb Teobs.

I1: AvinivH XeHurHa U3 UpsaHuy, KoTopas XoTeJs1a yCbIHOBUTH [lamny] cka3a-
J1a MHe: MBI XOTUM Te6s1 YCBIHOBUTB, YTO Thl AYMaellb?» f OTBETHJI, YTO 5 He
npoTuB. Ho moToM HaM NOHa4061J10Ch pa3pelieHHe MOUX OMOJIOTHYECKHUX PO-
JAuTesied. Bot nouemy BasieHTHH ux uckaJs1. Ho Most Mama 6bl1a mpoTHB. OHa He
X0TeJsla 0TKa3blBaTbcA OT MeHs. OHa c caMOro HadaJla He X0TeJa OTAaBaThb
MeHd B MHTepHaT. OHa 0YeHb CUJIbHO 3a MeHd NepexxrBaJsa. OHa He XoTeJ1a,
YTOOBI 51 0Ka3aJics B IJIOXOM HHTepHaTe. OHa AyMaJia, 4TO s CAMbld YMHBbIH
MaJIbYMK Ha CBeTe.

f: Tol 3Haelllb, IOYEMY ThI He BU/IJICS CO CBOEM MaMOM TakK J0J1ro?



I missed her very much.

J: Did you know she was looking for you straight away or did you find out
later?

P: I only found out later.

J: Your mother was looking for you for 10 years. Why didn’t they tell her
where you were?

P: Because they were hiding me...

J: Why do you think this is happening?

P: Because they were changing, swapping...

J: What are they swapping?

P: Children. They are lying to the parents, saying that ‘your son isn’t here.’
J: Have you ever thought about why they are doing this?

P: No, I haven’t.

J: Pasha do you understand what an internat is? What kind of people live
in the internats?

R: [Roma answers for Pasha'] Their parents give them up. They can have
mental problems - excuse me, the kids - that’s why they get sent first to
a children’s internat then to an adult internat when they grow up.

P: Now [ understand what you mean. My new internat is a place for elderly
disabled people. Old ladies who walk with a stick. It started when I came into
the TV room. I saw the grannies and got scared so after that I didn’t go there

1 |asked a general question and | think he thought | was asking about the internat we were
currently in. | can understand his confusion because we could all see what the internat was by
looking around us. Roma jumped in to answer the question because he could see that Pasha
was confused. Their intelligence and symbiosis provides an implicit challenge to the idea that
such people are lacking in expertise. Roma has an amazing memory and helps Pasha to
interpret things but really struggles to communicate that intelligence with anyone but Pasha. In
turn, Pasha is an expert in translating Roma's words, something that nobody else in the
internat seems to be able to do. Their expertise, though born out of necessity and in a context
that neither of them would necessarily choose, shows the valuable skills residents have and
the importance of being able to maintain such friendships through life.

I1: Ona cka3aJjia MHe, 4TO OHa McKaJia MeHs 10 JsieT. Korjja s1 66121 B HoBHHKax
B loMe-WHTepHaTe JJ/1s leTel 1 Hayasl NpocuTh: «[lo3BoHMTE Moel MaMe, Hal-
Aute eél» Kaxxapli AeHb g9 npocu: «HallauTe Moo MaMy, TO3BOHUTE €H, y3-
HalTe, YTO C HEU CJAYYUJIOCh!» fI 0OUeHb 10 Hel CKyyYaJl.

4: Tel cpa3y y3HaJ, 4TO OHA UCKaJa Te6s1, /I 03Ke?

IT: [To3zxe.

f: TBost MaMa rckasia Te6s1 10 sieT. [louemy eii He cKa3aJiy, IZie Tl HAXOJUILIbCS?
[1: [IoTOMy 4TO OHM IPATAIN MEHH...

d: lloyemy, kak Te6e KaXKeTCsl, TAKOe NPOUCXOAUT?

[1: [IoTOMy 4YTO OHU MEHAJIH...

f:YTto onu MeHsaan?

[1: JleTel. OHM BPY T pOAUTEISAM, KOTla TOBOPSAT, UTO Balllero CbIHA 3/1eChb HET.
A: Tel KOorga-HUOYAb AyMaJl, IOYeMY OHU TaK JeJIAT?

I1: HeT, HUKOTAA.

f: [lawa, Thl HOHUMaEllb, YTO TaKOe AOM-UHTepHAT? Kakue o1 HaXoAATCs
B UHTepHaTe?

P: [Poma oTBevaet 3a [Tamy!.] OT HUX OTKa3bIBAIOTCS POAUTEH. Y HUX MOTY T
ObITh MP06JIEMbI C ICUXUKOHN. U3BUHUTE. Y leTel: BOT IOYeMy UX BHavaJle OT-
JaloT B UHTEPHAT AJ14 ieTel, a N0TOM B UHTePHAT JJ151 B3POCJIbIX, KOTJa OHU
BbIpACTaloT.

1 # 3agana obLWmii BOMPOC, M MHE KaXeTcsi, OH Aymal, YTo A CnpaLunBato 0 TOM HTepHaTe,
rAe Mbl HAXOAWINCH B TOT MOMEHT. f1 MOTY MOHSATb €ro 3amMeLLaTeNbCTBO, MOTOMY YTO Mbl BCE
MO NMPOCTO MOCMOTPETL BOKPYT M YBUAETb, YTO Takoe MHTEpHaT. PoMa peLunn oTBeTUTb Ha
BOMPOC, KOTOPLIA 3aganu MNalue, NOTOMyY YTO OH BUAEN 3amMellaTenseTBo Mawn. VX nHtennekt
1 CUMBK03 KOCBEHHO CTaBUT N0 COMHEHUE YTBEPX/AEHME O TOM, YTO TaKu1e NoAN He O4eHb
yMHble. Y Pombl npekpacHas namsiTb, 1 OH NomoraeT aLle NoHUMaTb, MHTEPNPETUPOBaTh
COBbITUS, HO EMY CNTOXHO NEPEAATb STO MOHMMaHMe Komy-n1bo, kpome Mawm. Ay Mawn
nosy4aeTcs NpekpacHo NepeBonTb CIoBa POMbI, 4TO 60MbLLE HKOMY B HTEPHATE He
ynaércs. VIx cumbroa, XoTs OH BO3HUK N3 HEOOXOAUMOCTU 1 B TAKOM KOHTEKCTE, KOTOPbI
HWUKTO U3 HNX, HABEPHOE, He BbIGpas Gbl, FOBOPUT O TOM, Kakune LieHHbIE HaBbIKW eCTb Y
XUTenem NHTePHaTOB, a TakXe O BaXHOCTM COXPaHEHNS TaKX APYXECKMX OTHOLLEHWI Ha NPo-
TSKEHUW BCEN XKM3HW.

again.?

J: Pasha what do you think is wrong with your health?

P: I've got kyphosis. Plus, I've got infantile cerebral palsy.

J: Do you know what infantile cerebral palsy and kyphosis are?

P: [ don’t know what kyphosis means. Infantile cerebral palsy is [he trails
off]. How can I say? My mum told me. After [ was born my parents used to
take me to different hospitals. They were trying to treat my illness. There
were x-rays and massages. Massages didn’t help, injections neither. If only
they could have done a surgery when I was little. But they kept postponing
it. We didn’t have the right equipment in our country that could treat this.
[ ended up getting into hospital with digestion problems.

When I was in my mum’s tummy she didn’t know I'd be born disabled like
this. She didn’t know I'd be disabled. The doctors diagnosed it straight away.
Infantile cerebral palsy is untreatable. They put me on the windowsill and
thought I was already dead, but my mum didn’t believe that. She was fighting
until the end. They all thought I couldn’t breathe. That was my childhood.

J: Tell me more about internats.

P: There was a playroom in Novinki, the children’s internat. Back in the Sovi-
et times it was horrible. In those days everyone was pissing and pooping
themselves in that room. Then Valentin arrived and started making changes.

[ was in there until the end [until he turned 30]. I don’t know why I loved that
place so much. Maybe because I made friends through all those years or may-
be because we had more stuff. I liked to study and liked to sing. But then I got
here [the internat for adults] and I was a little scared. I was terrified, really.
I should tell you about how it all started here. In the beginning [ was very
stressed. I didn’t like it at all. A lot of the rooms were empty and mine was
when [ arrived, without power sockets, without a TV. But then we started
making friends and working with computers with a supervisor. But they
don’t have the internet any more. They had it before the committee arrived.
Then the committee arrived and they started asking questions. And I asked
why do you only have one caretaker?

2 lrevisited Pasha after this interview and he had gotten more accustomed to the elderly
residents and was less afraid of being in their company

[1: Tenepb 1 NIOHUMAlO, YTO Bbl MMeJIH B BUAY. MoM HOBBIA MHTEpPHAT - 3TO JJOM
JJ1s IpecTapesibIX MHBaIUA0B. CTapblx 6abyliek, KOTOpble C NaJ0YKOH XOAAT.
Bcé Havyasoch, Kor/ia 51 3al1éJ1 B KOMHATY € TeJleBU30poM. §l yBUies 6abyliek
Y MICIIyTaJICS, T03TOMY GOoJIbllIe 51 TYAA He 3aX0 41T

A: Mawa, kak Thl AyMaelllb, YTO He TaK C TBOMM 3,0pOBbeM?
I1: ¥ meHs kudos. [lnroc y MeHs Ae TCKUU nepe6pabHbIN Napasny.
f: Tl 3Haelp, 4YTO 3HAYAT AeTCKUHN llepebpabHbIi napaany 1 kudos?

IT: I He 3Hal0, YTO 3HAUUT KM PO3. A AeTCKUH Ilepe6pabHbIN Tapaanuy — 3TO...
[mbITaeTcs mofo6paTh ca0Ba] HY, Kak cka3aTh? MHe MaMa paccka3blBaJia...
[locjie Moero poxxieHU sl MOU POAUTENN BO3UIHU MeHs 110 Pa3HbIM 60/1bHUIIAM.
OHU NBITAJNUCh BBIJIEYUTD MO0 60/1€3Hb. BbLI peHTreH U Maccax. Maccax He
MIOMOT, YKOJIbI TOXe. XXaJIKo, YTO OHU He CMOIJIU C/leJ1aTh OllepalltIo, KOorja s
6b171 MasleHbKUH. E€ BCé 0TKJ1abIBaIK. Y HaC He GbLJIO HY>KHOT0 060py/JOBAaHUSA
B CTPaHe, C IOMOILbI0 KOTOPOI'0 3TO MOXHO 6bl/10 GbI BELJIEYUTDb. B UTOre 2
oKasaJicsl B 60JIbHUIIe U3-3a IP06JIeM C NUllleBapeHHeM.

Korza g 6611 B XKMBOTE y MaMbl, OHa He 3HaJIa, 4YTO 51 POXKYChb C TAKKMH OTKJIO-
HeHUAMU. OHa He 3HaJIa, YTO A POXKYCh UHBAIUAOM. /lOKTOpa NOCTaBUJ/IH JHa-
rHO3 cpa3y xke. [leTckui 1jepe6pabHbIN Napajuy He BblJeynBaeTcs. MeHs
NI0JIOXKHUJIY Ha TIOIOKOHHMUK, TaK KaK JlyMaJIy, uTo 51 y>ke yMep. Ho Mosi MaMa He
noBepuJa. OHa 6opoJiack Ao nocsueaHero. OHU Bce AyMaJiy, UTO 51 He MOTY Jbl-
maTth. BoT Takoe y MeHs 6b1JI0 € TCTBO.

f: Pacckakul MHe ellé Mpo J,OMa-UHTEPHATBI.

I1: B HoBuHKax B MHTepHATe /1Jis leTel 6blya leTcKast KoMHaTa. Bo Bpemena
CoBeTckoro Coro3a TaM 66110 yKacHo. Torga Bce TaM KaKaJiv U TMCAJIU B TOU
koMHare. [loTom npumés BaseHTHH ¥ HayaJl HABOAUTH NMOPSAOK.

4 66121 Tam o KoHLa [0 30 sieT]. {1 He 3HAO, HOYEMY 51 TaK JIFOGUJI 3TO MECTO.
Mo3>KeT, IOTOMY YTO 32 BCE 3TH '0/Ibl Y MEHSI IOSIBUJIMCh JIPY3bsl, UJIH, MOXKET,
Hac 661710 60J1bl1e Bcero. MHe HpaBUJIOCh yYUTBHCSA U HPaBUJIOCH NeThb. Ho mo-
TOM 51 IONaJI CIOAa [MHTEpHAT JJ15 B3pOCblx]. U MHe cTaJlo HEMHOTO CTPALIHO.

2 f HaBecTuna MNally ewwé pa3 nocne Halue 6ecefpl, 1 OH yxe 60MbLLe NPUBbIK K MOXWIbIM
XUTENAM U MeHbLLIE 6OSANCA HAXOAUTLCS B UX KOMMaHUW.



In the beginning, for eighteen people, there was only one. I was shocked.
I was shocked. How can one caretaker deal with eighteen people? I asked the
committee about it. Some people didn’t like it though, like I was throwing
them under the bus.

People didn’t like what I said. They thought [ was going against them. They
didn’t like that I, that I just wanted to make it better! They thought I was
going against their will, that [ was trying to get people fired. I'm not trying
to get anyone fired. I'm happy for everyone to work. I just wanted to have
more caretakers: two or three to make it a bit easier.

I told them I was sorry and wouldn’t do it again. My mum knew about it.
She said, ‘You don’t have to apologise. You did the right thing’. My mum is the
most important person. She loves me very much. She doesn’t want me to be

sent anywhere else.

Later, I interviewed Pasha and Roma about the nature of their friendship and
their shared history.

J: How long have you been friends with Roma?

P: 25 years.

J: Does that mean you were together from the very beginning?

P: No, no. Roma is older. He was the first one at the internat. I joined later.

J: Are you the only one who understands Roma’s speech and pronunciation?
P: Yes I am

J: Do you always translate what Roma is saying?

P: Yes.

J: You spend almost all your life together, sharing same rooms, doing every-
thing together. Are you like brothers now?

P: Yes, we do. If | wasn’t here, Roma wouldn’t exist. If something ever hap-
pened to me, he wouldn’t be alive.

J: You grew up in the internat without a mother or father. How did you know

Ha camoM peute, 51 GbLI B yxKace.

MHe CTOUT paccka3aTb BaM, KaK 3/leCb BCEé HAYMHaJI0Ch. BHayaJie 1 UCIIBIThIBAJ
CHJIBHBIH cTpecc. MHe 3TO cOBepllleHHO He HPAaBUJIOCh. BbIJIO MHOTO yCTBIX
KOMHAT, MOsI TOXKe GblJIa TyCTasi, KOrja s TOJIbKO 3acesiuiicst. TaM He GblJIo po3e-
TOK, He ObLJI0 TesieBU30pa. Ho MoOTOM MbI HauyaJIM 3HAKOMUTBCS M paboTaTh Ha
KOMIIbIOTEpax M0/, IPUCMOTPOM BocnuTaTe s Ho celiyac OHU He O/ KJII0UEHbI
K MHTepHeTY. UHTepHeT 6bLJ 0 KOMHCCHU. A TOTOM NpHexaJia KOMUCCHS U CTa-
Jla 3a/JlaBaTh BONPOCHI. A 51 CIIPOCHJI, IOYEMY y BaC TOJIbKO OJH BOCITUTATEJIb?

Bnauase 6bIJI TOJIBKO OAWH BOCIIMTATEJIb HAa BOCEMHA/JIIATh Y€JIOBEK. A 6bIJI B
moke. B moke. KaK O/IMH BOCIIMTATEJIb MOXXET Cl'IpaBI/lTbCH C BOCEMHa/ALaThbIO
noabmMu? S 3aga1 3ToT Bonpoc KoMuccuu. Ho KoMy-To 3TO He TOHPaBUJIOCh,
KaK 6yATO 51 UX [10J] KoJIéca aBToOyca 6pocall.

JlroisIM He MOHPABUJIOCH, YTO 51 CKa3daJl. OHU [yMaJiy, UTO s BBICTY A0 IPOTHUB
HUX. IM He TOHPaBUJIOCH, YTO f... 1 IPOCTO XOTeJ Kak iyulie! OHU yMaJiy, 4TO
s13TO ZieJiaJl IPOTUB UXHETO XKeJIaHUS, YTO sl NbITAJICS CJleJIaTh TaK, YTOObI UX
noyBoJibHsAIN. Ho 51 He mbITaloch Tak cAenars. [lyckali Bce paboTtatoT. [ mpocto
XOTeJI, YTOOBI 6bLJI0 60JIbLIE BOCHUTATEJIEN: BA UJIU TPU, YTOObI GbIJI0 HEMHO-
ro noJierye.

f 3BUHUIICS U CKa3aJl UM, YTO 6oJIblle TaK He 6y1y. Most MaMa y3Hasia 06 3TOM.
OHa ckazaJsia: «Thl He JOJIKeH U3BUHSATHCS, Thl IOCTYIIUJ IPAaBUJIbHO». Mosi
MaMa — CaMbIi BaXXKHbIH 4esioBeK. OHa MeHsI 04eHb JIIOOUT. OHa He X04YeT, YTO6bI

MeHs OTIPaBUJIH KyAa-T160 ellé.

To3sce 51 cnpocuaa y llawu u Pombl 0 mom, Kak OHU NOOPYHCUAUCH, U OHU nodeau-
JIUCh ceoell ucmopuell.

A: Kak faBHO ThI Apy>kHU1lb ¢ PoMoi?

I1: 25 ner.

A: onyvaeTcs, Bbl 6b1J1M BMECTe € CAMOT0 HavyaJia?

[1: He, HeT. Poma cTapuie. OH OblJ IEPBBIM B HHTEPHATE. A 5 TIOTOM YK€ HPUIIEJL.
A: Tonbko Thl HOHMMaelllb, YTO rOBOpUT Poma?

I1: Jla.

A: U T Bcerja nepeBoAMIIb TO, YTO TOBOPUT Poma?

who your parents were? What did they mean for you?
P: [ remembered my mum. In the orphanage, [ was without my mum and
I missed her very much. [ was asking for them to find her, was asking them

to call her.

J: Roma, how did you know you had parents? Did you know who your parents
were?

R: At the beginning, my mother was sending packages for me. Then we lost
contact.

P: His mum used to live in Minsk but then they moved to Moscow, the Moscow
region. They were moving a lot from one city to another. His dad was in the
military.

J: Pasha, do you remember the first time you met your father?

P: Roma is saying it was in 1999. He has better memory than me. On the 20
of November 1999.

J: Roma do you remember all the dates?

R: Yes

J: Roma, when did you meet your mother for the first time?
R: In September of 2005.

J: Thank you for the interview.

P: I apologise if I said something wrong. Please forgive me3.

3 Ithink Pasha is mindful here that he had been scolded for complaining about the number
of caretakers at the internat and wants to insure against any backlash from the institution for,

in his words, ‘throwing them under the bus’.

I: Ja.

f1: Bbl IpoBeJIy OYTH BCIO XKU3Hb BMECTe, )KMJIU B OJJHOM KOMHaTe, JieJ1ajIy BCé
BMecTe. Bl Teneps, kak 6paThbs?

I1: Ara. Ecsivu 661 MeHs 3/iech He 66110, POMBbI 6561 He cy1iecTBoBaJI0. Ecsiu 661 co
MHOM 4TO-TO MPOU3OILILJIO, OH Gbl HE KHJIL.

f: Tel BeIpoC B UHTEpHATe 6e3 poauTesield. Kak Thl y3HaJ, KTO TBOU MaMa
v nana? Yto oHH 3HAYAT JJ1s TE6S?

I1: 1 moMmHuUI MaMy. B ieTi0Me y MeHs He ObLJI0 MaMBbl, U 51 10 Hel 04eHb CKyYaJl.
S mpocuJi, 4TOObI €€ HALIJIH, YTOObI €H TI03BOHUJIU.

f: Poma, a Kak Thl y3HaJ1, YTO Y Te6s eCThb poguTean? Thl 3HaJI, KTO TBOU POJU-
Teaun?

P: BHavaJsie Mosit MaMa nepe/jaBaJjia MHe nepeadu. [[oToM MbI TOTEPSIIH CBS3b.
I1: Ero MaMa paHblile )kxuja B MUHCKe, HO IOTOM OHM Ilepeexayid B MOCKBY,
MockoBcKyto 06s1acTb. OHM MHOTO Iepee3KaJiu U3 0JHOr'0 FOpo/ia B APYTOM.
Ero oTery 6b1J1 BOEHHBIM.

A: Mawa, Tbl MIOMHU1IBb, KaK Thl B IEPBbIN pa3 BCTPETHUJICS CO CBOMM Nanou?

[1: Poma roBopHT, UTO 3TO 661710 B 1999-M roay. OH jiy4ille HOMHUT, 4eM 5. 20-ro
HOs6pst 1999-ro roga.

£1: PoMa, Thl IOMHMUIIIb BCE JIaThI?

P: Jla.

f: Poma, Korzia Bel C MaMO¥ IepBBIN pa3 BCTPETUJINCH?
P: B centsibpe 2005-ro.

f: Cnacu60, YTO MOTOBOPUJIM CO MHOH.

I1: I3BUHUTE, €CJIU 5 CKa3aJ1 4TO He Tak. [loxkanyicTa, MPOCTUTE MEHST .

3 A mymato, Malla NOMHWT, Kak ero pyranu 3a To, 4TO OH MOXasioBasncs no NoBogy Konm4yecTsa
BOCMUTATENEN B UHTEPHATE, U XO4eT ybepeyb cebsi oT Ntoboi HeraTUBHOM peakumm co
CTOPOHbI YYPEXAEHNSA 3@ TO, YTO OH, UCMOSIb3Ys Er0 Xe CoBa, «bpoCcaeT 1x nof Konéca
aBTObyCan.



Anonymous

be3 umeHu

[ am Belarussian and was 42 years old and 28 or 29 weeks pregnant when
[ was referred by the Women’s Consultation Clinic in Brest to the observation
department in Brest Perinatal Centre. At 10 am on [date excluded] | was
admitted.

The reason for hospitalisation was an IUGR (Intrauterine Growth Restric-
tion) and a high blood sugar level. I was put in an empty observation ward at
about 11 am. There were doctors, the department head, the principal obste-
trician-gynaecologist and one more doctor. I do not remember their names.
They asked me why I asked for their medical attention and what kind of help
I wanted to get. [ answered that I wanted to save the pregnancy, though
[ knew that my baby had a heart defect and Down'’s syndrome. I told them
that I had a high blood sugar level, though before the pregnancy I hadn’t had
diabetes. So I told them that I would like to be examined there and to have
laboratory tests.

I also hoped to get supportive care for my baby. The doctors were surprised
by my words and they laughed right in my face. They told me that they didn’t
save such pregnancies and I couldn’t rely on their support. They recommend-
ed me to have an abortion immediately, and afterwards they spent a lot
of time telling me about the horror that was waiting for me if I gave birth
to the child.

I answered that [ was aware of the diagnosis and I had signed the documents
against the abortion long ago. The document was with my local physician.
Then they told me that I couldn’t give birth there, but I had to go to Minsk.
Then the doctor told me that the experts in Minsk wouldn’t want me either.
In general, he left me with the sense that I should give the birth in the forest.
But since [ disagreed with the abortion they decided to leave the question
until the next day, and they went away.

After some time, I was taken to the prenatal ward number one. There were
three or four wards with glass doors on the floor and in every ward there
was a midwife’s post. [ was really disappointed after the previous dialogue
with the doctors, but I hoped that the next day they would be kinder and
would give me some help.

A rpaxxpanka Pb (Pecny6.auka Besnapycs), MHe 42 roza. Ha 28-29-11 Hepesie
6epeMeHHOCTH o HanpaBJeHUo KeHckoi KoHcysnbTanuu N2 1 r. BpecTta B
10.00 [maTa uckJaro4YeHa] s mocTynuaa B BpecTckuil nepuHaTalbHBIN IEHTP
B OTZeJieHHe 06cepBaLiUu.

[IpyuyrHOM rocnyMTanu3anuu 6e11a 3BYP (3aepxka BHYyTPUYTPOGHOTO pas-
BUTHUS 11J10/]a), @ TAK)Ke NOBBIIIEHHBIH YPOBeHb caxapa B KpoBH. [IpuMepHO
B 11 yacoB MeH# NPUIJIACUJIY B IYCTYIO NaJIaTY, Te CO6paJluch Bpayu: 3aBOT-
JleJieHus1 06CcepBalLiy, IJIaBHbIH aKylep-ruiHeKoJoT BpecTckoit o61acTu
u ellfé oJjHa Bpay (baMuIMK He 3aIOMHUJIA). Y MeHSI CIPOCHUJIH, 3a4€eM 51 K HUM
o6paTu/ach, KaKy0 MOMOIb 51 X04Y MOJIYYUTh. Sl 0OTBETHJIA, YTO XO4Y JOHO-
CUTb 6epeMEeHHOCTh 10 KOHIIA, XOThb U 3Hal0, YTO y MOET0 MaJibllia HOPOK
cepaua u Cungpom JlayHa. §I pacckasasia, YTO y MeHsl BBICOKUH YPOBeHb ca-
Xapa, X0Tb paHbllle s He 60Jiesia CAaXapHbIM JHa6eTOM, U OYeHb HaJleI0Ch
HNPOWUTH y HUX 06C/IeJOBaHHE U CAATh HEOGXOAUMbIEe aHAJHU3bI.

Tak e 51 HaZies1ach MOJYYUTh NOAAEPXKUBAIOLLYIO TEPANUIO /151 peGeHKa.
JloKTOpa 0YeHb YAUBUJINUCH MOUM CJI0BAM U paccMesiIuCh B uno. CkasaJy,
YTO OHM TaKyI0 6epeMeHHOCTb He COXPaHSIOT, U 1 He MOT'Y PaCCUUTBIBATh Ha
ux nomouib. Ho oueHb peKOMeH/YI0T MHe NIPSAMO ceifidac cies1aTh IpephIBa-
HUe 6epeMeHHOCTH. [laiblile & OYeHb AOJTUN pasroBop 06 yxacax, KOTo-
pble MeHS X /YT, eCJIU 1 OCTaBJIIO peOGEHKa.

Sl oTBeTHJIA, YTO AUATHO3 MHE U3BECTEH, U 51 JABHO MO IKCaJIa 0TKA3 OT Mpe-
pbIBaHUS 6epeMEHHOCTH. JJOKyMEHT HaXOAUTCs y MOEro Y4acTKOBOI0 Bpaya.
Torza MHe 06'bSICHUJIY, YTO 51 He J0JXKHA IPUXOAUTh K HUM Ha PO/,  JOJIK-
Ha exaTb B MUHCK. 3aTeM JJOKTOP 06'bSICHUJ MHE, UTO B MUHCKeE 5 TOXe HU-
KOMY U3 Bpauel He Hy>KHa. B 06111eM, MHe 06pHCOBaJl IePCIEKTHUBY POXKATh
noJi KycTuKoM. Ho, BUZis1, 4TO 51 0TKa3bIBAlOCh OT a6OpTa, OHU OTJIOXKHUJIU pe-
IIeHHe 3TOr0 BOIpoca /10 3aBTpa. M Bce pa3ouIIuCe.

Yepes kakoe-TO BpeMs MeHd [I0JI0KHUJIH B IpepoAoBy1o najaaty Nel. B kopu-
AO0pe HAaXO04UJIOCh TPU UJIU YeThIpe aJIaThl CO CTEKJIAHHBIMU JBEPAMHU, BO3-
Jle KaXX/I0i MaJjiaThl IOCT aKyllepKu. §l 6blJ1a 04eHb paccTpoeHa mocJje npo-
mepmen 6ecebl, HO HaflesAJach, YTO 3aBTPA OHU CMATrYATCS U OKaXyT MHe
XOTb KaKyl0-TO I0MOIb.

In the nearby wards there were women who were preparing to give birth.
They were having the intense contractions of childbirth. I thought there was
a delivery room near my ward because [ heard women giving birth and cries
of new born babies and I heard midwives helping women to bear down. But
after I went out into the corridor I understood that it was the ward next to
mine in which babies had been born, not in a delivery room.

It was at about two pm - maybe I'm confused about the time - when other
patients arrived. The midwives and nurses were caring for them and trying
to help them. Anyway, nothing exactly offensive went on, but during the 24
hours that I spent in the ward I heard four births, minimum. Maybe it’s nor-
mal these days to give birth on the ward.

They brought me a dropper, but didn’t tell me the name of the medication and
there wasn’t an inscription on the bottle, only my surname. I asked what it
was, and they answered that it was medication for my baby. I didn’t know
what they gave me but after those drops, or perhaps because of the women
giving birth nearby, my stomach started aching a lot. | had not brought any
water or food with me so I went to the canteen at 5 pm and bought some for
myself. I could hardly move after that.

In the evening, the nurse came and asked me to undergo some tests. After
thatI calmed down a little and thought that they were going to give me med-
ical treatment and that everything would be all right. Women about to give
birth were arriving in nearby wards all through the night. At about 7 am
[ was called to the treatment room. [ saw the obstetric chair and had enough
time to ask why I had been called, and the answer from the doctor or nurse
was a word that I didn’t hear clearly but I understood that they had called me
to rupture the amniotic sac.

Being terrified, I left the room telling them that [ hadn’t changed my mind
and I didn’t want an abortion. After, I was told that I had been mistaken for
somebody else. Soon after, they took blood analyses. I went back to my ward.
[ was horrified. Going past ward number two, | saw a mother and a new born.
And on the bed nearby there was a girl who hadn’t given birth yet. I was
going to have a small rest to calm down, but soon there came a doctor
[ hadn’t met before who told me to pack my things and to go out to the corri-
dor. They didn’t have enough places. They were sending me home.

I burst into tears, maybe because of joy or because of feeling helpless. [ didn’t
have any possessions with me. When I came to the clinic, they told me to
leave them with my husband. After some time, another doctor came and

B COCeJHUX MaJjlaTaX HaXOAUJIUCh XKEHIUUHbI, KOTOPbIe yXe rOTOBUJIUCH
KpogaM. To ecTb, Te Yy KOTOPbIX 6bIIM UHTEHCUBHbIE CXBaTKU. AyMaJia, 4TO
paaoM poa3aJsi, IOTOMY 4YTO 4 CJIbllIaJia nponecc poagoB U KPUKHU HOBOPO-
KAEHHBbIX ,queﬁ, CJiblllaJia, KaK aKylIepKH IOMOTraloT XXKeHIIMHaM Ty KUTbCA.
Ho nmoToMm 4 BbllLIa B KOpU0p U MOHAJIA, YTO peﬁéHOK poaunJiCca B cocezu—leﬁ
InaJjsarte.

JT0 661710 rAe-TO B 14-00. MoxkeT, ommn6atch Bo BpeMeHH. [loTom mocTymna-
JIU pyTHe )KeHIMHbl. AKyLIepKH U Me/ICECTPbI ObIJIM K HUM BHUMATeJIbHBI
Y CTapaJiich NoMorarTh. fl, BO BCIKOM cJiy4ae, He CJIbIIIaJia OT HUX HU XaM-
CTBa, HU KPUKOB JIMLIIHUX. HO B TeYyeHUe CYTOK, KOTOpbIE 51 IpOBeJia B Iep-
BOU maJiaTe, s cCJblLIaga, KaK MUHUMYM, 4eTBepo posoB. HaBepHoe, aTo
HOPMaJIbHO Telepb POXKATh B NaJjaTax.

MHe nprHeC/IH KaneJbHULY, HA Oy ThIJIKE C JIEKapCTBOM He OGbLJI0 HaJIUCH
0 coCTaBe, a TOJIbKO Mos1 pamuus. f cnpocusia uto 3To? Ckasauy, Jekap-
CTBO AJ1s1 pe6eHKa. fl He 3Hal0, YTO MHe NpOKalaJu, HO OT 3TOr0 JIeKapCcTBa
WUJIW OT PAJIOM POXKAIOLIMX )KEHLUH ¥ MeHsI CUJIbHO 60J1eJI )KUBOT. Y MeHs
c co60ii He 6b1JI0 HUKAaKOU BoJbl U eibl. Okouio 17.00 s cnycTuiace B 6ydeTr
Y TaM KynuJa cebe ey v Boay. [locsie 3TOro 1 npakTU4eCKH He MOTJIa UATH.
BeyepoM npuiia MeJcecTpa ¥ cKasaJja HOYbIO C/laThb aHaJu3bl. § nmocJje
3TOr0 KaK-TO YCIMOKOUJIACh U NTOHJIA, YTO MeHs OyAyT JIEYUTb U BCE OyeT
B nopsifike. POXXeHUIIbI CMEHSJINCH B COCEJHUX NIaJIaTax BCIO HOYb. [IpuMep-
Ho B 7.00 MeHs BbI3BaJIU B IpoLie4ypHBIN. fl npuIlia, HO yBUAea Kpecao
aKyllepcKoe U ycleJjia CIPOCUTb, 3a4eM MeHs No3Bajau. Ha 4yTo MeacecTpa
WJIY Bpad CKa3aJia KaKoe-TO CJIOBO. §l Tak MOHsJIA, YTO 3TO NPOGUTH MJIOA-
HBIM Ny3bIPb.

B yxxace 51 yiia oTTyAa, 06'bSICHUB, UTO 61 He llepeJiyMaJia U He X0uy abopTa.
[ToToM MHe 06'bSICHUJIHN, YTO MEHHA C KeM-TO NepenyTaau. Yepes kakoe-To
BpeMs B351JIM KPOBb C BeHBI U C ajiblia. fl BepHy/1ach K ce6e B nasaTy. MHe
6b1J10 04eHb cTpallHo. [Ipoxoa MUMO 2-i naJ1aThl, 1 yBU/Ae/1a HOBOPOX/AEH-
HOT0 ¥ MaMy. A Ha coce/iHel KpoBaTH JiexkaJia JieByllKa, KoTopas elLlé He
poaua. f AymMasa HEMHOTO OTAOXHYTh M YCIIOKOMThCH. Ho Bckope npuinia
He3HAaKOMBIH JJOKTOp U BeJiejla MHe COGMpPATh BeLU U U TH Ha KOPUAOD.
Y HUX He XxBaTaJo MeCT. MeHs OTNpaBJIsIJIH JOMOM.

f 3ansakasa, HaBepHOe, OT PaAOCTH U CBOeH 6eCIIOMOLIHOCTH. Y MeHs He
6b1JI0 Belllel - NpU NOCTYNJIEHUH CKa3aJu oTAATh Myxy. Yepe3 kakoe-To
BpeMs NpUILJIA APyras JOKTOP U MONPOCUIA HAUCATh elLlé OJUH 0TKa3 OT
aboprTa. fl HanucaJsa. 3aTeM MHe NpeJJIOXKHUJIMA HAIUCATh, UYTO 51 He UMelo
npeTeH3UH k MeAuKaM. {1 oTkasaJack. fl ckasasa, YTO y MeHs IJIOXUeE aHa-



asked me to sign one more abortion denial. I did. Afterwards, they asked me
to write a document saying that I didn’t have any complaints about the med-
ical staff. I disagreed. I told them that I'd had bad tests and that they were
sending me home so if something happened to me I would blame them. That
was the reason I couldn’t write that I didn’t have any complaints.

I called the taxi and went home. That is how I came to understand that nei-
ther me nor my baby were people. I should just give birth in the forest, as the
government didn’t have any money to waste on people such as us.

There was a girl in the ward with me, Kate. She was sixteen years old and 24
weeks pregnant for the first time. She told me that she was rushed to the
hospital in an ambulance. She also told me that a doctor came to her and
asked her to have an abortion. They were trying to persuade her that she
didn’t need the baby. After this, Kate’s systolic blood pressure rose to 180.
During the 24 hours that we spent on the ward they didn’t check her blood
pressure at all. But in the morning she was sent to another ward. And I was
simply sent away.

In conclusion I would like to say that I understand when there are no places
for women to give birth at a particular hospital. But they could have offered
me to go to another hospital or another department. But this wasn’t about
the space. The thing was that I had a baby with Down’s syndrome: that is why
there were no doctors, no places, no medication available. I never thought it
could happen in our country. I thought our people were kind and responsible.
After everything that happened to me, I think the opposite.

In the end, I had a miscarriage. The baby was stillborn. The diagnosis
of Down’s syndrome was confirmed.

JIU3bl, 3 OHU MEHSI BBINKCHIBAIOT, U €CJIM UTO-TO CO MHOM CJYYUTCS, TO 5 OYAY
BUHUTb MeJUKOB. [09TOMY 51 He MOT'y HallKCaThb TaKoOe.

A ymna, BpI3BaJsla TaKCH U yexaJia JoMOU. BOT Tak 51 MoOHfAJIa YTO HU 51, HU MOM
elé He pOAUBLIMKICSA MaJIbll, Mbl He JIIOAU. PoXXaTh MHe 0/ KYCTUKOM, IO-
TOMY YTO Ha TaKUX, KaK Mbl, TOCYAApCTBO HE MOXET TPATUTh CPEJCTBA.

Co MHOU B maJsiaTe Jiexkasia feByiuka Karts. Eéi 6b110 16 JseT, 24 Hefeny, mep-
Basl 6epeMeHHOCTb. OHa MHe pacckasaJa, YTO NOCTyNuJIa B 60JbHUILY 110
ckopoii. C eé c/10B, K Hell IpHIILJIa Bpad U pejJaraJja caeaaTb abopT. Yoe-
»JaJla, YyTo pe6EHOK ell HU K yeMy. [locsie pasroBopa y KaTu faBjieHue noj-
HAJ0Cb A0 180. 3a cyTKH, KOTOpbIe Mbl IPOBEJIM B IepBOH NaJjaTe, el HU
pasy He MepUJ/Iu JaBJieHue. Ho yTpoM e€ nepeBeJiy B 4pyTyIo naaaTy. A MeHs
MPOCTO BBITHAJIHU.

B 3aBepiieHHe X04y CKa3aTh. Sl NIOHMMAl0, KOT/Ja HET MeCT, U HEKyia KJIaCTh
POKaIIKX XKeHIHH. MHe MOTJIH Gbl IPEAJIONKHUTD IePENUTH B APYTOE OTAE-
JIeHHe UJIH B Apyryto 6osbHULY. Ho feso He B MecTax. Jlesio B TOM, YTO MOH
pebGeHOK ¢ cHHApOoMOM /JlayHa, ¥ TOJbKO [0 3TOW NPUYHHE He HAIJIOCh Y
Bpavel AJisi MEHsS HU MeCTa, HU JIeKapCTB. {l HUKorzaa He JlyMaJia, 4YTO 3TO
MOXeT IPOUCXOAUTH B Halllel cTpaHe. MHe Ka3aJioCh, YTO y HAC OYEHb XO0-
polIye U 0T3bIBUMBEIE 04U, [Iocsie TOro, YTO CO MHOH CJIYYHJIOCH, ST AYMA0
O-ZPyTOMY.

B uTore ciay4yu/auch npexjaeBpeMeHHbIe POABI C NOCIEAYIOIed CMEPTHIO
pe6eHKa. [Jluarsos cuHApoM JlayHa NOATBEPAUIICH.

Irina

HpunHa

My daughter learned about the fact that her future child would have special
needs in a stage of pregnancy when it was too late to have an abortion. The
doctors saw that the foetus had developmental abnormalities, but they
couldn’t tell in what form they would be expressed.

The delivery was difficult. Mild infantile cerebral palsy was diagnosed.
In that time, Ludmila (Luda) wasn’t ready for such a responsibility, and she
was frightened by the doctors’ instructions. They told her that such a child
would mean back-breaking work for the whole family and he or she would
stay disabled forever or would die soon after birth.

The doctors tried to persuade her to give the baby away and forget about its
existence. At that time, Luda didn’t have any help from the outside. She was
bearing the baby alone. She didn’t have a husband.

She didn’t tell us that the baby would have any problems until the end.
We knew that it would be a girl. We waited for a granddaughter.

The baby was born and my daughter relinquished her child. The diagnosis
was confirmed. She started to have problems with alcohol and we can say
that we have lost our daughter for some time too.

Me and my husband started to visit Christina at the internat where she was
placed after the maternity hospital. She’s a beautiful baby. We love her very
much. She can walk in spite of her diagnosis. She’s very clever! I know that
children with such a condition are considered to be fools and outcasts, but if
you could have a look at our Christina! She’s already five, and she’s been in
the internat for two years. She’s very happy to see her grandmother and
grandfather. If we had the opportunity, we would adopt our darling as
a daughter but we are not suitable because of our age. We try to visit her
every week. Sometimes we take her home and she knows our house pretty
well. She’s witty and knows where the candy is so we hide it.

The fact that our granddaughter is not at home, but in the internat,
is heart-wrenching. She’ll stay there for years. Her mother doesn’t visit her
and we are old. They won’t give her to us. I don’t know what to say any more.
I'm ashamed of a lot of things: of our daughter; of her very difficult destiny.

Mos go4ka y3HaJsa, YyTo 6yAeT pe6GEHOK C 0COOEHHOCTSIMU HAa TOM CPOKe 6e-
PEeMEHHOCTH, Korja abopT yKe JesaTh GblJI0 M034HO. Bpauu yBujenu ot-
KJIOHEHHs y IJIOZ1a, HO He MOTJIM CKa3aTh, B KAaK0oH ¢opMe OHU 6yJeT BbIpa-
YKEHBI.

Pozbl 66111 Ts1KebIe. Bl nmoctaBsien guarHo3s [ nérkas ctenedsb. Tor-
Ja JlroAMuIIa He O6blJ1a TOTOBA K TAKOM OTBETCTBEHHOCTH U Obljla HalyraHa
HacTaBJIEHUSIMU JOKTOPOB. Bpauu cTanu pacckasbiBaTb pOAUTEAM, YTO
TaKOH pe6eHOK — 3TO HeNo ' bEMHAs HOILA JiJ151 CEMbH, UTO OH HaBCerja ocTa-
HeTCs UHBAJIM0M UJIA YMPET Yepe3 HEKOTOpOe BpeMs.

Bpauu cTasiu yroBapuBaTh OCTaBUTh pe6EHKA U 3a0bITh PO €r0 CYLeCTBO-
BaHue. Y JIroabl TOrza He 6bIJI0 MO AEPXKKHU CO CTOPOHBL. OHA BhIHALIWBAaJia
pebeHKa oiHa, My>Ka He 6b110. HaM oHa 1o caMoro KoHIja He TOBOPHUJIA, YTO
6yAyT KaKHe-TO Npo6JieMbl C pe6EHKOM. Mbl 3HaJIH, YTO POAUTCS AEBOYKA.
Kpanu BHyUKy.

Pe6éHOK poauics, MaMa cpa3y OT HEro oTKa3aJsack. /[uarHos noATBEpPLHII-
cs1. Y Heé Haya IuCh GOJIbIIME IPOGJIEMBI C AJKOT0JIEM, IO3TOMY JJOUYKY MbI
Ha KaKoe-TO BpeMs TOXe, MOXXHO CKa3aTh, IOTePSIJIH.

MpbI ¢ JeAyLIKOHN CTa M aKTUBHO HaBewaTh KpUCTHHOUYKY, HAlly BHYYKY,
B MHTEpHATe, Ky/la OHa [onaJjia nocJje poaaoMa. ITo YyAeCHBIH, TI06UMbIH
HaMU pe6eHoK. OHa MOXKeT XOJUTh, HECMOTPS Ha JUAarHO3, OYE€Hb CMbIILJIE-
Hasl. {1 3Ha10, YTO JeTOK C TAKUM MarHO30M CYUTAIOT U3TOAMH, Iy payKaMHu.
Ho mocmoTpesiu 661 oHU Ha Hamy Kpuctuaky! Ei yke 5, 1 B UHTepHaTe OHa
y>Ke no4TH 2 roja. Bcerpa pasa BUJeTb CBOUX 6a0yIIKY U AefyluKy. Ecau
651 6bl1J1a BO3MOXHOCTb, YChIHOBUJIU 6Obl, HAlly KPOBUHYLIKY, KaK JJO4YKY, HO
10 BO3PACTYy MBI y2Ke He oAX0AMM. HaBelaTh cTapaeMcsl KaXKAY0 HeZleJ1o,
3abupaeM MHOTZA JOMOH, OHA 3HAET y HAC JJoMa KaX/bli yroysok. Xutpas,
3HaeT, I'ie KOHQEeTHI NpsTYEM.

Y Hac cepAlie 06/1MBaeTCs, YTO HAIllA BHYYKa XKUBET He I0Ma, @ B UHTEpHATe.
TaM oHa U OCTaHeTCs Ha Zlo/ITHe roibl. MaMa eé He HaBellaeT, a Mbl CTAPUKHU
yke. Ham e€ He oTzayT. He 3Halo, 4To emé cka3aTh, CThIJHO 3a MHOTOE.
U 3a f0uKy, 4TO TaKas cyAb6a y Hee HENPOCTas, MOXKET, U3-3a HAC, U MOBJIU-
SITh MbI YK€ HE MOXKEM.



Maybe it’s because of us. We can’t influence her.

There’s no guarantee that the life of disabled people will improve in this
country. This is not a life at all. If she didn’t have us she wouldn’t see people
at all. She has seen so many things. These child’s eyes have seen so much evil
and kindness as those who have experienced a war. And what do you expect?
Life in the internat is like a war: only the strongest survive. And for what? To
be closed within four walls, without a future, practically without any hope.

But there are a lot of kind people. Something should change. Such people
aren’t born by accident.

HeT rapaHTuy, 4TO KOrja-HUOyAb TAKUM AeTKaM (MHBaJIMAaM B UHTEpHa-
Tax) CTaHeT Jyylle )HUTb B Halllel cCTpaHe. ITO He )KU3Hb BoBce. Ecyiu Obl He
Ob1JI0 HAaC Y Heé, oHa Okl U J1toJel He Buesa! CTosbko BeicTpajaia. Hacmo-
TpeJiach. ITU e TCKUeE IJIa3KHU BUJEJY CTOJIBKO 3J1a U 100pa, Kak Ha BOHHe.
A uTo Bbl xoTUTe? )KU3Hb B UHTEpPHATaX U eCTh KaK Ha BOWHe, BbI)KMBaeT
CUJIbHEHIINH, U paau 4yero? BeITh 3anepThIM B 4-X cTeHax, 6€3 6yayliero,
NMpaKTU4YeCKH 6e3 HaJeX A bl.

Ho srozei 106pbIX MHOTO, YTO-TO JOJIXKHO MeHATbCA. JIIOAM TAKUMHU pOXKAa-
I0TCS He CJIy4YalHo.

Yulia

Hna

Despite me following all the recommendations from the doctors, my first
child was born disabled. It was very hard for me to make a decision to have
another one.

When I was pregnant for the second time we moved from Minsk to the Smor-
gonsk area and were expecting the same level of medical services as we had
in the capital. But I was faced with misunderstanding straight away. During
my second pregnancy I decided that I would accept any child even with
a disability. That’s why I was living my life as I was and only saw the doctor
for the first time during the 25th week. During my first pregnancy, I dili-
gently visited all the doctors, I got my tests, but the baby was born with ce-
rebral palsy. That’s why I wanted to have the second pregnancy in a quiet
atmosphere, listening to my body.

My first visit resulted in a huge scandal and the deputy head of the hospital
angrily said that it was too late to offer an abortion. His reaction was, ‘If you
come to see us so late then since you had a freak, you’ll continue having
freaks’. Even though we resolved the conflict with the head of the hospital,
the deputy head still decided to report our family to children’s services and
after that they sent people to our house for checks and other visits. When
a woman registers her pregnancy, health care providers are required to
identify social risk indicators, that’s why they reported me.

If you are reported like that and then they decide that you are not capable
of looking after a child, they can take your child from you and place them in
a local socio-pedagogical centre or a hospital. And then if the situation
at home doesn’t change and the children can’t be returned, to an orphanage
or a foster family.

Despite all that I had a second baby. A healthy baby.

HecMmoTps Ha BeIOJIHEHHE PEKOMEHAAI MK Bpaya, TePBbIH peGEHOK pOAHIICS
WHBAJHUZOM. BbIJIO TSKEeJI0 pelnThCs Ha CIeAYIOLIETO.

Bo BpeMs BTOpo#l 6epeMeHHOCTH Mbl Iepeexasiyu U3 MuHcKa B CMOpProHCKUi
paifioH U 02KUAaJIM TAKOT0 ’Ke YPOBHSA MeJUIIMHCKUX YCJYT, Kak B ropoje. Ho
cpasy >Xe HATKHYJIMCbh HAa HEIIOHUMaHUe CUTyanuu. Bo BTopyo 6epeMeH-
HOCTb £ pellliJIa, YTO IPUMY JII060ro pe6eHKa, Jjaxke ¢ TAXKEIbIM AUArHO30M.
[ToaTOMy CIOKOMHO 3aHMMaJlaCb CBOUMH JleJlaMU U Ha TepBbIi OCMOTP MO-
naJjia ToJIbKO Ha 25-1 HeJlesie 6epeMeHHOCTHU. B mepBy10 6epeMeHHOCTb UC-
NpaBHO NoOcCelasa BceX Bpadyew, Jesasa aHalu3bl, HO pe6EHOK poAUJICSH
c IUII1. [ToaToMy BTOpYy0 6epeMeHHOCTD 51 XOTeJia IPOBECTHU B CIIOKOMHOM
06CTaHOBKE, IPUCAYLIHNBASACh K CBOEMY TeJy.

Mo¥i BU3UT 3aKOHYMJICA CKaH/laJI0M, BeJlb 3aMeCTHUTe b IJIaBBpaya I10 AeT-
CTBY U POJOBCIOMOKEHHUIO pa3ipa>KUTeJbHO KOHCTATUPOBAJIA, YTO HEBO3-
MO2KHO y2Ke PeJJIOKUTDb c/leJlaTh abOpT Ha TaKOM No3AHeM cpoke. CoBceM
HeaJleKBaTHAas peaKIUs 3aMeCTUTeJIs IJIaBBpaya: «Pas npumia Ha TaKoM
[03/JHEM CPOKe, TO poxKaJia YPOAOB, U 6yJellb poxkaTb». HecMoTps Ha TO, YTO
C IOMOIIbIO IJIaBBpaya KOHQJIUKT ObLJ pa3pelleH, ero 3aMeCTUTEeJb PeLInI
COOOLIUTH O Hallel ceMbe B OXpaHy JeTcTBa. [locsie yero HayaJ uch K HAaM
NpOBEePKU, KOMUCCUU U IPOYKe BUSUTHL. [Ipy NOCTAaHOBKE )XEHLWHBI HA YYET
1o 6epeMeHHOCTH MeIUKH 06513aHbl BBIABAATH okasaTte u COII (conuanbHO
OIacHOT0 NOJI0XKEHHUS), TO3ITOMY OHH U COOBIIUIIH.

Ec/u Takue nokasaTesu 6YAYT BbISIBJIEHBI U €CJIU GyeT BEIHECEHO pelleHre
0 TOM, UTO BBl He CIIOCOGHBI 3a60TUTHCS 0 peGEHKe, ¥ Bac ero MoryT 3a6paThb
Y IOMECTHUTb B MECTHBIH COIIMAIbHO-TIeJaroru4ecKui eHTP UK B GOJIbHU-
ny. Hy, a noToM, ecsiu cutyanus oMa He MEHSIETCS U ieTeH HeJlb3sl BEPHY Th,
TOT/Ja B IOM peOEHKA UJIK B IPUEMHYIO CEMBIO.

HecMoTps HY Ha 4TO, BTOPOX pe6GeHOK pojuIcs. 3J0POBBIM.



Natasha

Harama

I’d like to give you my thoughts on why some parents give up
their children and why it’s important to educate society on
how to live as a family with a special child.

I'm the mother of Veronika who is 11 years old. My daughter
has type III cerebral palsy' and a complicated type of drug re-
sistant epilepsy. What the doctors told me wasn’t optimistic
and what I've read about the diagnosis backed up their words.
Veronika was born very healthy and was developing like any
other child but when she was two months and three weeks old
she started having convulsions and our new life started. All the
medical and genetic tests were normal but her condition was
bad. Our doctors said, ‘it happens’.

We have lost so much time. She was prescribed drugs that
didn’t help at all. It was only when she turned three that
we went to Moscow and they designed anti-convulsion therapy
for her that slowly started being effective. It was only there,
where we had special 12 hour monitoring, that it became clear
which exact medicine should be used for each type of convul-
sion. In our country, Belarus, for children with epilepsy and
convulsions nothing could be done. No one would take them
for rehabilitation, no one would work with them, so they lay all
their life with their convulsions or just die.

It was hard in the very beginning when we realised that our sit-
uation was serious and very difficult. How do you live when
you know that your child won’t be able to have a normal life?
Why would you raise something that you can hardly call
a child? In our and many other people’s cases the doctors usu-
ally just say that those children will exist like vegetables and

1 According to the GMFCS classification system a person with type IlI
cerebral palsy ‘walks with adaptive equipment assistance. Requires
hand-held mobility assistance to walk indoors, while utilising wheeled
mobility outdoors, in the community and at school; can sit on own or
with limited external support; and has some independence in standing
transfers.” http://www.cerebralpalsy.org/about-cerebral-palsy/
types-and-forms

f xoTesa 6bI NnoAeJIMTbCA C BaMH MBICJIAMHU, IOYEMY HE-
KOTOpbIe pOAHUTEJIN OTKA3bIBAOTCA OT CBOUX 0COBEHHBIX
,E[eTeﬁ M II04YeMy O4Y€Hb BAaXXHO IIPpOCBeLAaThb OGLHGCTBO
B BOIIpOCe X)KU3HH CEMbHU C 0COOEHHBIM pe6éHKOM.

A mama 11-neTHeit Beponuku. Juaruos gouku: LI 3-i1
CTeNleHHU TsKecTH!, TAxkénas dopMa papMaKoOpe3UCTEHT-
HOU anuJiencuu. [IporHo3sl Bpayei 6blIM HEY TEIIUTENb-
HBbI, U JIUTEpPATypa, KOTOPYIO 51 YUTAJIA, 10 AAHHBIM pOp-
MaM 3a60JieBaHUH JOYKU MOATBEpPKJgaja UX CJAOBA.
BepoHuKa poauIach COBEPLUIEHHO 3/J0POBbIM PEOEHKOM,
pa3BUBaJiach 06bIYHO. B 2 Mecsina u 3 HeZies1u OT poxK/e-
HUS y HE€ HAYaJIUCh CYJOPOTH H... HAllla HOBAas )XKU3Hb.
Bce MmegunuHCKHe 06CiieJTOBaHUSA, aHAJIU3bl U TeHETHKA
OBIJIY B HOPME, HO COCTOSIHHE ObLJI0 TsKEbIM. Halu Bpa-
YU cKa3aJju: «Tak ObIBAeT».

MpI noTepsi/iM MHOTO BpeMeHH, el Ha3HavyaJIu penaparhl,
KOTOpbIe COBCeM He nmoMoraJu. M Tosibko B 3 roga Mbl 1o-
exaJii B MockBy, 1 TaM BepoHuKke nozo6paiv IpOTUBOCY-
JIOPOKHYI0 Tepanuio, KOTopas NOCTENEHHO Jaja 3G deKT.
U ToabKO TaM, Korga Mbl caesanu 12-tuyacoBoiut 33I-Mo-
HUTOPUHT, CTAJIO0 MIOHSITHO, KAKOU nmpenapaT Npo6oBaTh
o/l KOHKPETHO AOYKUHBI IPUCTY LI U 1151 neTel c cygo-
poramu Y snuJencuel B Hallel cTpaHe, B Besapycu, cne-
JIaTb HU4Yero Hesb3s! UX HUTZEe He GepyT Ha peabuinTa-
[[M}0, He 3aHUMAIOTCS C HUMH, OHU TaK U JIEXaT B CBOUX
CyZA0oporax BCH >KU3Hb UJIK IPOCTO YMUPAIOT.

1 B cootBeTcTBUM € cucTemol knaccudukaumm GMFCS (Cuctema
KnaccudukaLmm obLLIen MOTOPYIKI) YENOBEK C AETCKUM Liepebparb-
HbIM MapannyoM 3-i CTENEHN TAXECTU «XOAUT NPY NOMOLLN
afanTyBHoro obopynosaHus. EMy Tpebyetcsi pyyHoe BCriomoraTtesib-
HO€ YCTPOWCTBO AN XoAbObl B MOMELLEHWI, ANA NepeaBUXeHNs

o ynuue TpebyeTcs Konsicka — B MPYBbLIYHOM COLManbHOM cpene

1 B LLKOJIE; MOXET CafiTbCA CAMOCTOSITENBHO UMW C HE3HAYUTENBHOMN
MOMOLLbIO N3BHE; B HEKOTOPOIA CTEMEHW BO3SMOXHO CaMOCTOATENbHOE
nepemeLLeHne B NoNoXeHN cTos». ICTouHKK (aHrm.): http://www.
cerebralpalsy.org/about-cerebral-palsy/types-and-forms

have no possibility of improving or having a proper life. The best option they saw,
and that they suggested (they pushed this view on us), was to leave our child
in a governmental institution and to make another one or focus on other children
we might already have.

All this is very hard to digest for parents who are devastated, whose world has
ended, and it’s like there’s no air to breathe.

Back then, we felt similar to other people in this situation. We all go through the
same stages of grief that are explained in psychiatric literature. Some go through
them quicker, some slower: disagreement with the diagnosis, the search for treat-
ment and rehabilitation, et cetera, et cetera. I think it’s better when parents don’t
want to believe and refuse to accept it. They start being proactive and looking for
solutions which distract them from their thoughts. In other cases, and with the
unfortunate pressure from medical authorities, people don’t see a solution and
leave their child without a family.

It’s true that it’s a very complicated process. When we started our journey there was
no information on how to live with it, how to care for our child, how to find treat-
ment and get the qualified help of various specialists when it came to rehabilitation.
Now, it’s changing for the better. All the information we got was from the internet
or from other parents.

Life where we live is hard. The block of flats doesn’t have adaptations for a wheel-
chair to enter it. They keep promising to put one in and we’re still waiting. There’s
nowhere to buy specific, good quality equipment for our daughter. We have to order
it from abroad which is very expensive and many families simply can’t afford it. The
mother in that situation can’t continue to work, or if she can she needs a nanny.
And what if she’s a single mum?

We relied on faith in the worst of times when it was very difficult. I suddenly had
this thought in my head that there’s nothing impossible for God. I've held on to that
thought as the only ray of hope. ’'m not going to go through the whole journey, just
taking it day by day.

Regardless of what the doctors said, our Veronika learned how to read, write, and
talk at the age of five. She even writes poetry (on the computer, with elbow support).
She learned herself with the Glenn Doman method. She goes to a normal secondary
school. She was home schooled for the period of primary school and this year we
are very proud that she’s joining other kids in normal school. It was our dream and
it came true, and despite all the obstacles, Veronika is happy and writes this
now: T'm so happy to be in school. It couldn’t have been better’.?

2 We communicated over e-mail and | was very pleased to see that Natasha involved Veronika
in our discussion.

OyYeHb TSXKeJI0 ObIJIO B CAMbIH epBbIH MEPHUOJ, KOTJA CTAJI0 HOHATHO, 4YTO
Hallla CUTYyalusi O4eHb cepbe3Has U Tskésas. Kak »KUTh, Kora 3Haelllb, YTO
y TBOEro pe6éHKa )XM3HU HOpMaJibHOH, IOJTHOLLlEHHO! ObITh He MOXKeT?! 3a-
YyeM PacTUTh TO, YTO Ja)ke pe6EHKOM Kak 6bl M Ha3BaTh CJ0XKHO? B HaleM
Y MHOX€eCTBe JJpyTruX NoA0OHbIX CJy4asiX Bpauyu 06bIYHO FOBOPUJIH, UTO
pe6EHOK OyZieT CylecTBOBATh, KaK OBOIL, paCTeHHE, U UTO Y HUX HET JaJlb-
HeHIIMX epCcrneKTUB Pa3BUTHSA U HOPMaAJIbHOM XXU3HHU... HaM1y 411K M BbIXO-
JIOM OHU BUJleJIM M NIpeAJiaraau (HaBs3blBaJU CBOE BU/IeHUE) OCTABUTh
pebeHKa Ha rocyjapCTBEHHOM ob6ecrniedyeHUH U POAUTH cebe Apyroro, 1160
3aHMMAaThCs BOCIIMTAaHUEM CTAPIIUX UJIU MJIAAAUINX AeTeH.

Bcé 3To 04eHb TAXeJsI0 TepeHOCUTCsl 06e3yMeBIIUMH OT FOps POJUTENSAMH,
JJ1sl KOTOPBIX MUP PYXHYJI, IOYBA U3-1IOJ HOT YILJIA, U AbIIIATh KaK OyATO
HeyeM.

Torza Mbl 4yBCTBOBaJIU Ce651, KaK U APYTHeE JIOU B IOX0XKEW CUTyanuu. Mbl
BCe IPOXOJUM O MHAKOBbIe CTaJUU [lepeKUBaHUS Irops, ONUCAaHHbIE B IICU-
X0JIOTUYECKOU JINTEepaType, KTO-TO ObICTPEE, KTO-TO MeJyieHHee. Hecora-
cHe C AWarHo3aMu, IOUCKU Ny Tel JieYeHUs U peabuIuTanuu U T.4. Jlymaro,
Jydlle, KOTAa POAUTEN He XOTAT CMUPUTHCH, COTJIAaCUThCA € 3TUM. OHHU
HA4YMHAIOT JeMCTBOBATh, UCKATh MIYTH PELIEHUS, OTBJIEKATbhCS OT MBICJIEH.
B ipyrux caydvasx, K CoXKaJIeHUI0, 10/ AaBJeHUEM aBTOPUTETOB OT MeHU-
LUHBI JIDAW HE BUASAT BbIX0/1A, U OCTABJISIIOT CBOETr0 pe6eHKa 6e3 CEMbH...

Beab TpyaHOCTel AedicTBUTebHO MHOr0. Korga Mbl HauMHaJ/Iu CBOU Ny Th,
He OblJIO HUKAaKOU HHPOpPMaL MK, KaK C 3TUM XKHUTb, KaK yXaXKUBATh, IEYUTh,
BO3MOHOCTH HOJYYUTh KBAJUPUIIMPOBAHHYIO IOMOLLb PAa3HOOOPa3HbIX
CHeLUaJUCTOB 10 JIeYeHUI0 U peabUIruTaLuu (cedyac BCé MeHsIeTCs K Jy4-
memy). UHpopmanuio Mbl JOOBIBAIU B UHTEPHETE, OT APYTUX POJUTETEN.

TsKeJI0 )XUTh TaM, T/ie Mbl )KUBEM: HENNPUCIIOCO6GJIEHHOCTD CPe/ibl B MHOTO-
KBapTUPHOM JJOMeE, OTCYTCTBHUE 6e36apbepHOU CpeAbl JJ1s1 UHBAJHU/IHON
KoJIsIcCKU. HaM Bcé o6emarT MOMoOYb, a Mbl BCé 3 /1éM. HeBO3M0XHO MpH06-
peTaTh Bce HEOOXOAMMbIe HallleH JJoUKe MPUCIOCO6IeHUs], 060py0BaHHUE,
KOJISICKU U T.Il., KAUeCTBEeHHbIE U J0OpOTHEBIE. BCé 3TO 10 CUX IOp NPUXOAUT-
Csl ICKATh 3a NIpeJieJlaMU CTPaHbl, BCE CTOUT O4eHb JJOPOro, U MHOTHE CEMbU
NPOCTO He MOTYT ce6e 3TO MO3BOJIUTh. Beib y MaMbl HET BO3MOXXHOCTH
NpPOJI0JIXKATh MOJHOLLEHHO paboTaTh, a 3a HAHIO, €CJIU €CThb BO3MOXXHOCTb
€€ HaHSATbh, Ha/J[0 IJIATUTh. A €CJIM HeT mambl?..



We're so proud of our girl. We’ll keep on working, hoping, and believing that it will
only get better and one day she’ll become independent.

We learned how to cherish every moment of our life. We notice all the changes and
it makes us very happy. Because of Veronika we can see our purpose in life and our
lives are filled with joy and happiness. We have a very active life: we meet with
friends, do sports, compete, and do after school activities. Veronika is a member
of a new European sports program for disabled children called Angel’s Wings.
We have no time to rest.

I often catch myself thinking about how would we live without Veronika or how
life would be if she was a normal girl. Everything is created wisely and because
of our hard-earned happiness I can only say ‘thank you’ to God for everything!

I should talk more about the difficulties that families face when a child is diagnosed
with an illness to explain why some of them make the decision to give their child
away. Often the diagnosis is not comprehensive or checked. Often it doesn’t come
with words of support, hope, or comfort but seems like a verdict that traumatises
parents who are already stressed. The other realities of life with a special child -
living conditions and financial problems, for example - lead to a slow isolation
from other families. Now things are slowly changing. There are psychiatrists work-
ing in hospitals to help parents in the most difficult moment when their child gets
diagnosed, but when it started for us we didn’t have this.

Our society, much like everywhere else in the world, is very health oriented. People
want be be healthy, young, and wealthy, and illness, which doesn’t go in line with
this model of the good life, scares and pushes people away. With a relatively low
level of independence, you quickly understand that a special child needs constant
treatment, rehabilitation, adaptation of the environment, and special care. It all
happens along with the fact that the mother will never be able to work as much.
If she is a single mother or doesn’t have any relatives who would want to help, all
hope is lost and life loses its meaning.

There aren’t even pathways to get the correct care. Some children get anti-epileptic
treatment but it doesn’t work. Back then, we couldn’t even diagnose it. Very strong
medicine was given without proper research to every sufferer and in the same dos-
age. In our country, children can take medicines that don’t help them for their
whole lives if they have a difficult type of epilepsy.

We parents, we brought a collective letter to a meeting at the Ministry of Health,
after three years they’ve created an option for a full diagnosis in Belarus but we are
still lacking good specialists. It’s commonly thought around the world that with

B HameM ciydae, KOrja BCé AeHCTBUTEJIBHO ObIJIO OUeHb CTPAIIHO U 6e3Ha-
Jle’KkHO, noMorJia Bepa. CoBepIIeHHO Y€TKO U ICHO B T0JIOBY NPHILJIA MBIC/Ib:
y bora HeT HeBo3MoOxKHoOro! U 11 yXxBaTHU/1ach 3a Heé, KaK 32 €lMUHCTBEHHbIN
JIy4UK HaJiexkAbl. He 6yAy onucbIBaTh BeCh Halll Iy Th, PaCCKaXy, YTO Mbl
“MeeM CerofiHs.

HecMoTps Ha Bce NporHo3el Bpayeil, Hala Beponuyka B 5 jieT Hay4uJach
YUTaTh, 06IATHCH, MUCATh U Aa)ke NULIET CTUXH (110 KJ1aBUaType, 1P NOJ-
Jlep>Ke PYKH B JIOKTe, CAMOCTOATE/bHO 3aHUMaJIMCh 10 MeToJuKe [JleHHa
JlomaHa). OHa yyuTCA B 06bIYHOM cpeJiHel KoJ1e. B Haya/IbHOM LIKOJIe y4YH-
Jlach Ha JJOMy, B 3TOM FOZly B 5 KJlacC Hallla paJloCTh OLIJIa YYUThCA B KJ1aCC
BMeCTe ¢ JIpyTrMMH pebsiTaMu. ITo GblJIa Hallla 3aBeTHasi MeuTa, U BOT OHA
cTaJja peaJbHOCTbI0. U HeCMOTPS Ha MHOXeCTBO TPpyAHOCTell BepoHuka
paayeTcs ¥ nuiieT: «MHe Tak 3/J0pOBO U 4y €CHO B LIKOJIe, UTO JIy4llle U He
npUAyMaelb!»

MbI ropUMCs Halllel AeBOYKOM, TPOJ0JXKaeM TPYAUThCS, HaleAThCs U Be-
PHUTh, YTO OHA M AaJiblie 6yJeT yayqIaThCs, 6yAeT CTAHOBUThCS BCE caMo-
CTOSITeJIbHEX U HE3aBUCHUMEM.

Mbl HayYHUIUCh LEHUTB KaX /bl MUT 3TOM )KM3HHU, 3aMeyaeM Bce JOCTHXkKe-
HUS U yJyudlleHUs ¥ paayeMcs UM. M Boob61e 61arofaps BepoHuke y3Hasy,
3a4eM U JAJiF 4ero XKHUBeM, U ’KHU3Hb HaNOJIHUJIAaCh HACTOSAIUM CMBICJIOM,
HacTosllel pafoCcTbi0. Mbl )kMBeM aKTUBHOM, HaCbILIeHHOW )KM3HbIO: 3aHS-
THS, BCTpe4H, TPEHUPOBKH, CODEeBHOBAHHUS, T0e34KHU. BepoHuka — akTUBHasA
y4yacTHHULa koMaH /bl «Kpblibs AHres10B», epBoil B EBpone koMaH /bl eTel
C OrpaHUYeHHbIMHU BO3MOXXHOCTSMHU U 3/10pPOBBIX B3pocC/bIX. [lokoit HaMm
TOJIBKO CHUTCA!

YacTo 10BJIIO Ce6s1 HA MBICJIM, KAK MbI ObI XKUJIH, €CJIU 6bl ¥ HAC He OBIJIO
Hauel BepoHukY uiu ecaiu 661 OHA 6Gbly1a 06BIYHOM AeBOYKOU. Kak ke My-
JPO BC& yCTPOEHO, U 6J1arojaps HalleMy TPYAHOMY CYaCTbIO Ha CEroHsIL-
HUU JleHb MOTY TOJIBKO CKa3aTh: cJaBa bory 3a Bcé!

f Takke XoTeJsa 6bl 60JIbIIE PACCKA3ATh 0 HEKOTOPBIX TPYAHOCTSAX, C KOTO-
PBIMU CTAJKHUBAETCS CeMbsl, KOTZa TsAXeJ0 3a60/1eBaeT pe6GEHOK, YTOObI
00'BSICHUTD, IOYEMY HEKOTOPBIE POJUTE/M IPUHUMAIOT pellleHHe 0TKa3aTh-
Cs1 OT BOCIIUTaHUsI CBOET0 pe6GEHKaA. 3a4acTyI0 JUAarHO3 CTABUTCS HEYyTOU-
HEHHBIH, Ipe/iBapUTebHbII. YacTo 3By4aT He CJI0Ba HaZleXK b, OAAEPKKH
W yTelleHHs, a 06bIYHO ITO CJ0BA-IPUTOBOP, TPABMHUPYIOLHE pOgUTE el

2 Mpl 06LWanmcb No 8NeKTPOHHOM NoYTe, 1 st Bbina 04eHb pafa cibilaTh, 4To HaTalwa
npurnacuna BepoHuky noy4actBoBaTh B Hallel 6ecese.

this type of epilepsy, the child’s development doesn’t happen at all, but that’s not
true. Doctors are surprised and call our Veronika a miracle. They don’t understand
how this could happen, but we and other children are an example that anything’s
possible. You just need to believe and work for it.

Y TaK HaXO[sIMXCs B cTpecce. U Bce pyrye CTOPOHBI XKU3HHU CEMBH C 0CO-
6bIM PeGEHKOM: XKHUJIHIHbIE TPO6JIeMbl, MAaTepUalbHbIe MPOGIEMBI, KPYT
06l eHHsI CEMbU PE3KO YMeHbIIAeTCs — 301U B uTore. Ceifuac MHoroe
NOTUXOHbKY MeHsieTcs. B 6obHUIIaX paGOTAlOT NCUXOJOTH, KOTOpbIE
MOMOTalOT CEMbe B CAMbI TPY/HbI MOMEHT 0CO3HaHUs 60JIe3HU pe6GeHKa.
Ho, korjja Mbl HAYHMHAJIU CBOH My Th, 3TOTO He GBLJIO.

Hame o6mecTBO, Kak ¥ BO BCEM MUpPe, OPUEHTHPOBAHO Ha 3J0POBBIHA 06pa3
’HU3HHU, MOJIOAOCTB, KPACOTY, 60raTCTBO U T. . BoJIle3Hb, HECOOTBETCTBHE
00LIeNPUHATHIM MOZEJISIM XOpOLIeHd XXU3HH NIyraeT, OTTaJKUBaeT. [Ipu 06-
I[eM HEBBICOKOM ypPOBHE )XKU3HU BCe IOHUMAIOT, YTO 60JIbHOU pe6EeHOK HY-
X /JaeTCs B IOCTOSHHOM JIeUeHUH, peabUIUTAllMU U CPeiCTBaX aJlallTalluy,
oco6omM yxoze. [Ipu ToM, 4To pa6oTaTh, KaK paHbllle, MaMa He CMOXeT HH-
Korja... M eciu B ceMbe HET 0TIa, pOJCTBEHHUKOB, KOTOPbIe MOT'YT IOMOYb
- CUTyanus KakeTcs 6e3HaJEXHOM, a )KU3Hb 6€CCMbICTeHHOH.

He cymecTByeT cioco6oB nosiy4eHUs HaJJiexKalero jJedeHus. HekoTopole
JIeTHY NOJIyYalT IPOTUBO3NUJIENTUYECKOE JIeYeHHEe, HO OHO UM He IOMOora-
eT. Ha To BpeMs y Hac faxe JUarHOCTUKHU He 6b1y10. Cepbé3HbIe penapaThl
BCJIENYI0 Ha3HayaJM BCEM NOAPsJ U BCeM oJuHaKoBo! B Hameil cTpaHe
JIeTH MOTYT IIUTh BCIO )KU3Hb TO, YTO UM He IOMOTraeT. I HMelo B BUAY TsXKe-
Jible GOPMBbI 3TMUJIETICUH.

Mpl, pofuTEH, C KOJJIEKTUBHBIM IUCbMOM X0/ MJIA HA IPUEM B MUH3/paB
Y TOJIbKO IOTOM, elé yepe3 3 rofia, NosiBUJIach BO3MOXXHOCTb MOJIHOM JUa-
THOCTHUKH U y Hac, B besapycu. Ho cnenjnaincToB XOpolIUX BCE paBHO 0YeHb
MaJsio. TpaAUIMOHHO CUMTAeTCsA BO BCEM MUPe, YTO C TAKOU 3aNuUJencuen
pa3BuTHe pebeHKa He NpoucxoJUT. Ho aTo He Tak! Bpauu yquBasoTcsa U
Ha3bIBAOT 4YyAoM Hauly BepoHuky! OHU He MOHUMAIOT, KAK 3TO BO3MOXHO.
Ho Ha HameM npuMepe U JpyTrUx AeTed BUJHO, YTO BCE BO3MOXKHO. TosIbKO
HaJi0 BEPUTh U TPYAUTHCH.



Adam Z

Apnam 3

People often wonder how I got access to the internats. Sometimes, I find
myself thinking that it was just meant to be. Of course, gaining access
to some internats can take months and months. So how do you find
a place that seems to appear only as a rumour; as hearsay? You are not
even sure if the name you remember was in Belarusian or in Russian.
Sometimes, it could just be the nickname of an institution or just the
name of a tiny village in the middle of nowhere.

It was during the last few days of my first visit to Belarus when a strang-
er stopped me on a street in a quiet part of Minsk. Adam Z [name has
been changed] had seen me taking portraits of people in the city and
was curious about what I was doing so had waited on the street to catch
me. Two days later, we were both inside one of the internats for adults,
a place that I had been looking for for weeks. As a young man, Adam had
an experience in this internat that profoundly affected him.

Adam first visited the internat years ago after finding out about it
through Dutch volunteers. He was always passionate about photogra-
phy and decided to visit with his film camera. The photographs, which
have never been shown to anybody before, show a boy called Rybka.
Rybka was killed in a cell-room (figure 7) and he is resting now in an
unofficial cemetery in the forest by the internat (figure 29).

It was 2009 when I visited this institution for the first time. It was so long ago
that I can only remember him and my own motivation vaguely. I went there
to look for some kind of a shock; for a social subject that I could photograph.
However, it turned out to be different. I used the camera to hide from them.

Rybka was the most cheerful of them all. Rybka, ‘Pei6ka’, or ‘Little Fish’, as
they called him is a nickname and I don’t know his real name. He always sat
in his room writing letters to his family, although he didn’t know how to
write.

A few months later, in 2010, I visited again and his fellow patients told me
a secret: that he was dead and buried.

Mens uacmo cnpawugaiom, Kak s yMyops/1acb nonacms 8 UHmMepHamel.
HHoz0a 51 108110 ce651 Ha MblCAU, YMO, HABEPHOe, MaK HAdo 6bl10. KoHeu-
HO, UHo20a Ha 3mo yxodssm mecsiybl. Tak Kak sxce Halimu mecmo, 0 Komo-
pPOM moabko x00am cayxu? Tl dadce He y8epeH, Ha KaKoM s13blKe Mo Ha-
38aHUe, KOMOPOe Mbl NOMHUWb — HA PYCCKOM UU b6eopycckoM. HHoz0a
2mMo npocmo HeoPuYUaIbHOe HA38aHUe UAU Jce HA38AHUE MANeHbKOU
depesHu boz 3Haem zde.

B koHye Moezo nepsozo npueszda e besapyce 8 muxoii yacmu MuHcka Ko
MHe Ha yauye nodowén He3HakoMey. Adam 3 [ums 6b110 usmeHeHo] ysu-
des, kKak s pomozpagupyro arodeil 8 2opode, u eMy cmaJio UHMepecHo,
ueM 51 3aAHUMAr0Cb, N03MOMY OH NOOOWEN N02080pUMb CO MHOUL Yepes dea
O0HA Mbl € HUM noexa/au 8 UHmepHam 05 83p0C/AblX, KOmopblil S UCKaaa
He 00Hy Hedesw. C oHOWecko20 8o3pacmay Adama ocmasocs nepescu-
8aHue om 3Mo20 UHMepPHAMA, KOMopoe 0YeHb CUAbHO HA He20 NOBUSL/IO.

Bnepeble Adam npuexas1 8 uHmMepHam MHo20 Jiem Ha3ad Noc.Jie moz2o, KaKk
eMy 0 HéM pacckasaau 80/10HMEpsl u3 l'oananduu. OH ecezda 06U go-
mozpaguposams, a myoa pewu1 N0exams o c80UM NAEHOUHbIM homo-
annapamom. Ha pomozpagusix, komopwle paHblue HUKMO HUK020a He
8ude1, MOXCHO y8udemsb MAIbYUKA, KOMopozo 38a.u Pvibka. Pbl6Ky youau
8 mropeMmHoU kamepe (pUcyHoK 7) u OH noKoumcsl cetivac Ha Heouyuaab-
HOM Ksaadbuuje 8 siecy 8031 uHmepHama (pucyHok 29).

BriepBrie 51 moceTus 3To yupexaeHue B 2009-M rogy. 3To ObIJIO TaK JAaBHO, YTO
1 IOMHIO TOJIBKO MaJIbYMIIKY U CMyTHO IPpe/CTaBJIA0, Kakas y MeHs 6bljia MO-
THBAILUs TaM HAX0AUThCS. XOTS IOMHIO, YTO I0eXaJ TyJja B IOMCKaX KaKOH-TO
IIOKUPYIOLel MHPOpMaL MY, COLMAIbHON TeMbl A1 poTorpadpuu. OfHaKO BCE
IOJIyYMJIOCh HHAade. ] ucrob30BaJjl poToannapar, YTO6b! CIPSATATHCS OT HUX.

CaMBbIM paZiOCTHBIM U3 HUX 6b11 PhIOKa. ] HE 3HAI0 €ero HACTOSIIEr0 UMEHH, BCe
€ero 3BaJiu o kin4ke Poioka. OH Bcerza cu/ie1 B CBOe KOMHaTe MucaJjl mucbMa
CBOEH CeMbe, XOTsI OH He yMeJl IUCaTh.

Yepe3s HecKoJIbKO Mecs1eB, B 2010-M rozy, 1 CHOBa Ty/ja mpyexaJll, U ero cobpa-
Thsl IOBE/IA/IU MHE CEKPET: OH YMeP U IOXOPOHEH.

What happened was, they isolated him in a cell, and there
was a brawl. They pushed him and he hit his head against
something and then they cut his throat accidentally
[he trails off].

Ever since they told me about this boy it has seemed more
like the story of an angel than that of a boy. [ doubt he was
ever real and only this picture shows me that he was. You
know what time does to our memory.

I mean, it was like being on a different planet when I went
there. The reality was, [ had no idea why I was there in the
first place.

He was the brightest thing I remember, then he just disap-
peared. All the facts we have and all that’s left of his life is
my personal shaken memories, his smiling image, and the
probable place of his grave. I remember that even the au-
thorities, when we asked, didn’t tell us much. It was like
he just vanished.

Natalia, another resident of the internat, said he had some
family and he wanted to reunite with them. That’s why he
was writing those symbolic letters. It made him happy
even though he was illiterate. Natalia, who knew him, told
me that his daily activities consisted of cleaning, mopping
the floor, and sweeping the ground.

It was very controversial to discover this other world.
Even now, as we are talking [the interview was conducted
via Skype, not in the internat] they go to have their lunch,
then work in the laundry, then in the garden.

One thing I know for sure: the 18-year-old boy that I was
when I took the pictures of Rybka vanished then just like
he did.

CJIyYHJIOCh BOT YTO: €r0 IOMECTUJIN B KOMHATY-U30JISITOD,
¥ TaM NPOM301Ja KaKasa-To pa36opka. Ero TonkHy ¥y,
OH CTYKHYJICSI 060 YTO-TO TOJIOBOM, 2 TOTOM OHHU CJIYYalHO
nepepesaJsid eMy ropJio [ero peyb 06pbiBaeTcs].

C Tex mop, Kak MHe 0 HEM paccKasaJii, MHe 3TO Ka3aJoch
UCTOpHEH 06 aHTeJIe, a He 0 MaJIEeHbKOM MaJbyHKe. § yxe
Jla’ke COMHEBAKOCh, CYIeCTBOBAJI JIU OH HAa CAMOM JieJie, U
TOJIbKO ero ¢poTorpadus NoATBEPKJAeT PEAJTbHOCTD €r0
CyIeCTBOBaHHUS. Mbl 3HaeM, UTO BpeMs JieJIaeT C Hallel na-
MSTBIO.

Korza s Tyja noexaJi, y MeHs1 ObLJIO TaKoe OLLYIIeHHUE, YTO 5
HaX0XyCbh Ha /ipyroi njiaHete. Ha camoM fiesie, 1 yma He Mor
IPUJIOKHUTD, 4TO  TaM BOOO1Le JeJIalo.

OH GbLJI CaMbIM IDKMM MOMM BOCIIOMHHAaHUEM, @ IOTOM OH
IpOCTO Hcyes. Bcé, 4To y HAaC eCcTh, U BCE, YTO OCTAJIOCH OT
€ro ’KM3HHU - 3TO MOU JINUHBIE, IJIy60KO IepeKUThIe BOCIO-
MHHaHUS, ero yJIbl6aroluics 06pa3 1 BepOSITHOE MECTO €r0
norpe6enus. [IoMHIo, faxe, KOrga Mbl 0 HEM B Pa3HbIX UH-
CTaHLMSAX UHTEPECOBAJINCh, HAM HEMHOTO€ pacCKa3aJH.
Takoe omyieHue, Kak 6y4To 661 OH IPOCTO HCYE3.

A nomMH10, Kak HaTasbs, KoTopas ToXe »KuJa B UHTepHaTe,
pacckasblBasia, YTO Y HETO ObIJIM POACTBEHHUKHU U UYTO OH
XOTeJ )KUTb BMeCTe C HUMU. BoT noyeMy oH CUMBOJIMY€ECKU
nucaJ Te nucbMa. Ero aTo pagoBasio, XoTs OH ¥ He yMeJl TU-
caTb. HaTasibs, 3HaB1Ias ero, pacckasaJjia MHe, YeM OH 3aHU-
MaJicsl KaX /bl AeHb: y6upaJi, MblJI MOJbI, TOAMETAJ BO
ZBOpe.

OTKpBITHE 3TOTO IPYyroro MUpa 0Ka3aa0Ch O4eHb IPOTHUBO-
pe4yuBbIM AJis MeHs. [laxke BOT celiyac, KOrja Mbl pasroBa-
prBaeM [6ece/ bl IPOXOAUJIU 10 CKalIy, HEe B UHTEpHATE],
OHH, HABEPHOE, UAYT Ha 00e/], HOTOM paboTaThb B Ipavey-
HYI0, IOTOM B CaJ,.

OJ{HO s1 3HaI0 HABEPHSKa: TOT MaJIbYMK BOCEMHA/IIATH JIET,
KaKuM 1 6blJ1, Korza 1 oTorpaduponan PbIOKY, Mcues3 Tak
XKe, KaK Ucyes OH.



Alexy Nesterenko

Anexcelt HectepeHnko

Alexy Nesterenko is the son of Vassily Nerestenko,
the director of the Institute for Nuclear Energy
during the Chernobyl disaster. They are co-authors
of the book Chernobyl: Consequences of the Ca-
tastrophe for People and the Environment (2007).
The book shows that the consequences of the disas-
ter do not decrease with the time, but, in fact, in-
crease and will continue to do so in the future. In the
heavily contaminated areas it is difficult to find one
healthy child. Brain damage has been found in indi-
viduals directly exposed. Premature cataracts, tooth
and mouth abnormalities, blood, lymphatic, heart,
lung, gastrointestinal, urologic, bone, and skin dis-
eases afflict and impair people, young and old alike.

The Soviet authorities officially forbade doctors from
connecting diseases with radiation and all data was
classified for the first three years. The Chernobyl
catastrophe has resulted in damage that will span
several generations, causing changes in genetic struc-
tures and various types of mutations. It would be
wrong to forget Chernobyl, as over the next genera-
tions the health of people will continue to be adverse-
ly impacted. I interviewed Mr Nesterenko to under-
stand more about the historical consequences on
Chernobyl for the people of Belarus.

Auzekcetl HecmepeHko — cvlH Bacuausi HecmepeHko,
go3a./1a8158ue20 HHcmumym si0epHoll sHepzemuku
80 spems asapuu Ha YepHobblabekoil AIC. OHu si8-
A510Mcs coasmopamu KHU2u «4epHobblib: nocsed-
cmeus kamacmpogdul 0415 4e108eKa U npupoobl»
(2007). B kHuze zogopumcsi 0 mom, Ymo nocaeo-
cmeull mpazeduu co 8peMmeHeM CMAHOBUMCS He
MeHblle, d, HA060pom, 8cé 601bue, U YMmo 3ma meH-
deHyus coxpaHumcs 8 6ydyujem. B paiioHax c 8wlco-
KUM ypo8HeM paduayuu c/A0HCHO Halimu Xxomsi 6bl
00H020 300p08020 pebéHKa. Y awdell, nodsepauiux-
cs1 HenocpedcmeeHHOMY 8030eliCmBU0 U3/1yveHus,
6b1/10 8bls18/1€HO hospescdeHue Mo3za. [Ipescdespe-
MeHHble Kamapakmbl, namo.102uu 3y608 U pomosotl
nosocmu, 3a60/1e8aHusl Kpogu, Aumgul, cepoya,
JNé2KUX, yey004HO-KUWeEeYH020 mpakma, kocmel,
KOJCU, @ makice ypoao2uieckue 3a60.1e8aHus nopa-
HCarom U 0c1a64510m Kak Mo100blX, MAK U NOXHCU-
Jblx At00etl.

Cosemckas en1acmb opuyuasbHo 3anpemu.aa 8pa-
Yam coomHocums 3a601e8aHus ¢ paduayuell, u 8
meyeHue nepgbuix 3-x 1em 8csi uHPopmayus 6bi1a
3acekpeyeHa. YepHobblabckas kamacmpoga npuge-
/10 K yujep6y, komopulli 6ydem umems nocsaedcmaeus
04151 HECKO/ILKUX NOKOJIeHUT, 8bl3b18ASI PA3AUYHblE
8udbl Mymayuu Ha 2eHemu4eckoM ypoeHe. bbi10 6bl
Henpagu/ibHO 3a6bimb 0 YepHobblle, MaK KAK OH
6ydem npodo/13xcams 0Ka3bleams He2amugHoe 81uU-
SIHUe Ha cocmosiHue 300p08bsl NOC.1e0yUUX NOKO-
seHull. A 83s1.1a uHmepewio y Anekcess HecmepeHko,
Ymo6bl NOHAMb 60/1bUe 06 UCTNOPUYECKUX NOC/aAe0-
cmeusix YepHobvulas a5 awdetl beaapycu.

Jadwiga: Can you please introduce yourself and your work?

Mr Nesternko: We are currently in BELRAD (the Independent Institute of
Radiation Safety) in Minsk, an NGO founded 25 years ago by my father.
Before Chernobyl he was one of the most distinguished nuclear physicists in the
Soviet Union, but the Chernobyl disaster changed his life totally.

At the beginning, he was trying to convince the leaders of the Belarusian
Republic and the Soviet Union that lots of protective measures should be
taken immediately, like iodine prophylaxis, and the resettlement of people.
But the government and the communist leaders ignored him and as a result
he lost his job and his position. Then, in the late 80s, when Chernobyl wasn'’t
a state secret anymore, and with the support of the great Belarusian people,
he created BELRAD.

The first task was to develop ways of measuring radiation that the people
would trust, because the government had been hiding things for so long.
BELRAD then created a network of 370 public laboratories right in the villag-
es and contaminated places and trained people how to take measurements
from food and how to protect themselves. After a few years, the number
of laboratories started decreasing because there was less funding and in
2003 the governmental support stopped completely. Now, we only have four-
teen laboratories, only in Belarus, and they are supported by international
anti-nuclear organizations.

In the first days, the most dangerous substance is the radioactive iodine, and
the dose is received mostly because of the high level of background radiation:
it’s in what you breathe and what you have physical contact with, even dust.
From fifteen years after the disaster, 80% of the harmful radiation comes
from the consumption of contaminated food: livestock, milk, foraged goods,
mushroom, berries, wild animals, and so on. To understand how much peo-
ple were being exposed we developed a special chair which you sit on and in
three minutes you know how much caesium you have in you body.

J: When it comes to contaminated zones, [ know that nobody lives there any-
more, but these territories can be used for farming. Is that correct?

Mr N: Yes, in regions where radiation is low enough you can make sure that
the crops don’t take up radioactive caesium by putting a layer of potassium
fertilizer on the soil. Most food production is under the strict control of the
government and we have some of the strictest standards in the world. So
that’s not the main problem. It’s people who live in the countryside feeling

Ansura: [loxaayicTa, pacckaXkuTe o ce6e U 0 cBoel pabore?

A. Hecrtepenko: Cefiuac Mbl Haxonumcs B «besnpag» (HesaBucumom UHCTH-
TyTe paZjMaljMOHHON 6e30nacHOCTH) B MUHCKe. ITO He3aBUCUMas YacTHas
opraHu3alus, KOTOPYI0 OCHOBaJ MoH oTern 25 sieT Ha3aj. /lo YepHOObLIsI OH
ObIJ1 OHUM U3 BhlJawIUxcsa GU3UKOB-saepiiukoB B CoBeTckoM Coro3e.
Ho YepHo6bl1bCKas KaTacTpoda NOJHOCTbIO U3MEHUJIA €T0 )KU3Hb.

BHayausie oH nbiTasics y6eJUTh pyKOBOACTBO bestopycckoii pecny6/1uKy
u CoBeTckoro Coto3a B He06X0MMOCTH HEME/IJIEHHOT 0 MPUHATHSA 60JIbIIO-
ro KOJMYeCTBa 3al{UTHBIX Mep, TAKKUX KaK IpoBeJileHUe HOoAHOU npoduiak-
TUKU U NlepeceieHUe JioJel. Ho npaBUTebCTBO U KOMMYHUCTHUYECKOE
PYKOBOJCTBO He CTaJIM €ro CJAyLaTh, a B UTOTe OH BOOOLIE JIUIIUJICA 3aHU-
MaeMoi Jjo/kHOCTH. [1o3xke, B caMmoM KoHIe 80-X, korjga YepHOObIIb yKe
nepecTaJsi 6bITh FOCYAAapCTBEHHOHN TallHOM, NpU NOAEepPXKKe 6EJ0PyCCKOro
Hapogza, oH ocHoBaJ «BEJIPA [I».

[lepBoodepeHas 3aa4a 3aKJi049aaach B TOM, YTOObI pa3paboTaTh CIOCOObI
U3MepeHMs paJHaliuy, KOTOPBIM JIIOJH MOTJIH Obl J0BEPATb — BeJb UHGOD-
MaLMI0 CKpbIBAJIM TaK J0Jro. bbljo co3gano 370 MeCTHBIX LleHTPOB paju-
allMOHHOT0 KOHTPOJIA B IePEBHAX U B paJMallMOHHOM 30He. «besipaa» 06y-
YHUJI JII0JIeH, KaK onpeJie/IaTh COJep>KaHue paJjualliy B IPOAYKTaxX IUTaHUA
U KaK 3alUTHUTb cebs. CNycTa HECKOJIBKO JIeT KOJIMYeCTBO JlabopaTopui
pPaZAManMOHHOI0 KOHTPOJISA CTAJI0 YMEHbIIATHCS U3-3a CHUXKEHUSI QUHAH-
cupoBaHus, a B 2003 rofy noAAep:kKa co CTOPOHBI FOCyJapCcTBa OblJIa M0JI-
HOCThIO NpeKkpauieHa. Tenepb y Hac 0cTa 0Ch IMLIb 14 1aGopaToOpUH, Npu-
4éM TOoJbKO B Beslapycu, U OHU MOAJEePXKUBAIOTCA MeXAYHAPOAHBIMU
aHTHUAJEPHBIMU OpraHU3aLUAMH.

B nepBble AHM nocJje BbIGpOCA pajMallii Hau60Jiee ONaCHbIM BellleCTBOM
SABJISIETCS PaZJMOAKTHUBHBIN Ho/l. B OCHOBHOM YyeJsloBeK NOJIy4aeT 03y U3-3a
BbICOKOT0 pOHOBOI0 YPOBHSA paJMalluU: 3TO TO, YeM Bbl JbIIIUTE U YETO BbI
KacaeTecb GU3MUYECKH, Jaxke MbLIK. [lo npoiecTBUM NATHAALATH JIeT OCJe
kaTacTpodbl 80% BpeJHON pajHalMy NOCTYNAeT B OPraHU3M yepes 3a-
rpsiI3HEHHbIE TPOAYKTHI HIUTAHUSA: MSCO (B TOM YHCJIE U JUKUX dUBOTHBIX),
MOJIOKO, TPUOBI, AT0Jbl U TakK JaJiee. YTO6GLI HOHATH, B KAKOU Mepe 01
N0/ BEPIJIMCh BO3/1eMCTBUIO U3/y4YEeHHUS], Mbl CKOHCTPYUPOBAJIU ClleljHaJlb-
HOe KpecJio, B KOTOPOe Bbl CA/JUTECh, U Yepe3 TP MUHYThI Bbl 3HAETE,
CKOJIBKO Lle3HUs y Bac B OpraHu3Me.

f: BoT ecJsiv B3Th BanHBHéHHbIe pa,qnaunel?l 30HBI, 51 3Hal0, YTO TaM 60JIb-
e HUKTO He >KMBET, HO 3THU 3€MJIM MO>XHO MCIOJIb30BaTh MO/ CeJbCKOe



shame in buying a food from a shop. People may say you're lazy. And this
started to be a problem five to ten years after the disaster.

Nowadays, the biggest problem is what people pick up in the forest. There
are signs before you enter a forest saying that collecting mushrooms is pro-
hibited, or allowed only when they have been tested. But people are people
and they don’t listen. Foraged food can contain high levels of radioactive
materials, even today. Food sold at markets all over the country can have
been foraged for in contaminated zones.

That is why we started taking radiation measurements of children. So far
we’'ve measured almost half a million children in Belarus. The chair can
compare bodily radiation with that of food. We can then find the source
and speak to the parents, then we contact the school administration and
the nearest hospital. Then we inform the local educational authorities and
those children who are first on the list to go to rehabilitation.

J: Can parents ‘pass on’ radiation to their children?

Mr N: During pregnancy, if a mother ingests radioactive material, some
parts of it can go to the foetus, but the most dangerous things are the genetic
effects. We now have ‘Chernobyl Children’, like you. They are in an active
period of having their own children. The prognosis is that those children
and their offspring may have health issues. And the biggest health issues
will be in the grandchildren of Chernobyl children. That’s the saddest part.

J: How can you predict things like that?

Mr N: Some of us are more radio-resistant and some are less. But the
research shows that even a small amount of radiation may provoke genetic
transformations and you never know how those transformations will mani-
fest themselves in later generations. And that’s the biggest problem.

J: Do you think that drinking Lugol’s1 solution was any help?

Mr N: Yes, for sure it helped to escape the problems with the thyroid,
but just that.

J: How would you explain the situation in Belarus with many children being
born with disabilities after 1986? Why were there so many?

1 Aniodine solution administered widely (but not in Belarus) to people liable to be affected
by direct radiation from the blast and its fallout. It protects against thyroid cancer and leukaemia.

X035MCTBO, IPaBUJbHO?

A.H: [la, B Tex peruoHax, rje ypoBeHb paJiualiii JOCTATOYHO HU30K, MOX-
HO NpeANPUHATH Mephbl paJiHallMOHHOMN 3alUThl ypOiKasi OT L[e3Us, eCJAU
BHECTH B IOYBY KaJIMiHbIE y106peHus1. BoJibliast 4acTh NPOU3BO/CTBA IPO-
JOBOJIbCTBHSI HAXOAUTCS MO/ CTPOTHUM KOHTPOJIEM IPABUTEJNBCTBA — ¥ HAC
OZIHU M3 CAMBIX CTPOTHX CTAaHJApTOB B Mupe. [I03TOMy 3TO He TJIaBHas po-
6s1eMa. [IpocTo JII0ASAM B lepeBHE CThIJHO NOKYIIATh /1y B MarasuHe. Beab
JIIOAW MOTYT CKa3aTh, YTO Thl JIEHUBBIH. DTO HAaYaJI0 CTAHOBUTbCSA MPoGJIe-
MOH JIET Yepe3 NAThb-AECATh I0CJIe aBAPUH.

Ha ceropgHsIHUY leHb cCaMy0 GOJIBIIYI0 ONACHOCTb NpeJCTaB/AsAeT TO, YTO
JIIOA Y cO6UpaloT B Jiecy. Ha BxoZe B Jiec pa3MellleHbl 3HaKH, 3alpelialiye
c6op rpu60B, UK XKe C60p pa3pellaeTcs TOJIbKO B Cy4ae NpoBeJeHUs pa-
JHUALMOHHOT0 KOHTpoJIs1. Ho JtoiM eCThb JII0AH, OHY He caylawT. laxe ce-
rOJiHSI Mbl BUAUM BbICOKHMI YPOBEHb 3arpsi3HEeHHUs pajuanueil 1apos jeca.
ITo Bcelt cTpaHe Ha PpIHKAX NMPOAAIOTCS MPOAYKTHI MUTAHUSA, KOTOPbIE, BO3-
MOXXHO, COGMpaJIi Ha 3arPsI3HEHHOH TEPPUTOPHH.

VIMeHHO M03TOMY MBI HaYaJIu U3MePSATh yPOBEHb pafilaliuu y AeTel. B Ha-
cTosee BpeMs Mbl o6caeoBaay mouTu 500 TeicAY feTel B Besnapycu.
C moMoIbI0 KpecJsia Mbl MOXKEM CPAaBHUTD yPOBEHb PaiMallUH B TEJIE U B eJie.
3aTeM MBI onpejiesisieM HCTOYHUK U TOBOPHUM C poJUTeNAMU. [I0TOM MBI
CBSI3bIBAaEMCS C a/IMUHUCTpAl|Mel WKOJIbI U ¢ 6KKaiel 601bHULEH. 3a-
TeM MbI COO0LaeM MECTHBIM OpraHaM o6pa30BaHus, U Ha peabUIUTALUI0
HUJYT Te JeTH, KOTOpble HAaXOASITCSI TEPBLIMU B CITHUCKE.

A: «IlepepgaéTcsa» v paguanus oT poguTesiel geTsam?

A.H: Eciiv Bo BpeMsl 6epeMeHHOCTH MaTb pe6éHKa NIPUHUMaeT BHYTPb pa-
JMO0aKTHUBHOE BellleCTBO, 4aCTh pajuallii MoXeT nepejaTbcd nioay. Ho
0Cc0o6y10 OaCHOCTb NPeJCTaB/AIT HU3MEHEeHNU A Ha TeHeTHYEeCKOM ypOBHe.
Y Hac Tenepb ecTh «/leTH YepHOOBIISA», KaK Thl. Uy HUX celiyac poxKAal0TCs
co6CcTBeHHbIE leTH. [IporH03 TaKoH, UTO y 3THUX JeTel U y UX AAeTel MOTyT
ObITb IP06JIEMBI CO 3J0POBbEM. A caMble 60JIbLIMeE TPO6JIEMBI CO 3,0POBbEM
OyAyT y BHYKOB JleTel YepHo6b1s. U 9TO nevyasibHee BCEro.

A: OTkyAa Takol NporHo3?
MbI Bce o-pa3HOMY pearupyeM Ha paJiualilIo: KTO-TO K Hel 6oJiee yCTOMN-

4UB, KTO-TO MeHee. Ho, corsiacHO uccyie[0BaHUSM, AaxKe MaJsiad A03a pagun-
AU MOXET CIPOBOLIMPOBATb UBMEHEHUA HAa TeHeTUYEeCKOM YpPpOBHE,

Unfortunately, the official response, not just in Belarus but also in the rest of
the world, is that only thyroid and lung cancer are caused by Chernobyl radia-
tion. There was a big report by the UN created on the 20" anniversary of the
disaster which said just that. It claimed that the poor state of economy and pa-
rental alcoholism caused childhood disability but people falsely ascribed those
problems to radiation exposure: ‘radiophobia’ they call it [he laughs]. In fact,
all the the vital organs in our bodies are affected by radiation. In some cases it
provokes heart disease, for example. Studies show that if radiation gets inside
you it doesn’t spread equally but caesium goes disproportionately to muscles.
The main muscle is our heart, and it also causes many craniological problems.

When it comes to abnormalities, nowadays it’s more or less under control.
It has been for over 20 years now. In the first years it was a big problem but
then they introduced two genetic tests while you are pregnant and then you
have an abortion. But the situation is changing all the time and you can’t get
statistics. You can only get the official statistics in Belarus if you're a medical
person or an official. So me and you can’t see them.

J: I have visited a number of different internats and I see children with dif-
ferent deformities. I cannot compare them with the children born in the late
80s but it seems like a big number. Are things getting better? Are the number
of disabilities caused by foetal or maternal exposure decreasing because of
decontamination and better education about food consumption? Or is there
a perception that they are decreasing because such people are institution-
alised. Or, perhaps, are they decreasing because of better prenatal testing
leading to mothers choosing abortions?

Mr N: I think it’s a little bit of everything.

J: From a scientist’s point of view, can you prove which children are born
unwell or disabled because of radiation?

Mr N: It is very difficult to prove because the majority of the children who live
in the internats are from, let’s say, unsocial parents: people who drink and
take drugs, and they have a lot of children and they don’t really care. Then,
for example, you have a family from Bragin, a small town in the south, close to
Chernobyl, and the child is sent to an internat all the way up in Minsk. Some-
times it is difficult to know where children are from and what the real reason
for their disability is.

Y HEM3BECTHO, KaK NPOSIBAT Ce6s 3TH U3MEeHEeHHs B OYAYLIMX NOKOJEHUSIX.
U aTo camas 6osibinas npo6Jiema.

f: Kak BbI lyMaeTe, IOMOIJIO JIK yOTpe6aeHre pacTBopa Jlroroasa'?

A. H: /la, KOHEYHO, paCTBOP MOMOT U306€eKaTh NP06JIEM CO IIUTOBUAKOMN, HO
Ha 3TOM BCE.

f: Kak 6561 BbI 06'bSICHUJIN CUTYaL M0, Korza B besapycu nocse 1986-ro roga
CTaJIo POXK/AATHCS MHOTO IeTed C OTKJOHEeHUsAMU. [loueMy UX cTaslo Tak
MHOT0?

A. H: K coxxaseHu1o, B opuIiuaJbHON BepCUH, IPUYEM He TOJbKO B besapy-
CH, HO U B IPYTUX CTPAHAX, FOBOPUTCS O TOM, YTO paguanus YepHoOblas
NPUBOAHUT TOJBKO K PaKy IIMTOBUAHOM xeJe3bl U JErkuX. [lo cayyatro 20-1
rogoBuMHbI aBapuy OOH ony6/iMKoBaJa 0KJa/J, B KOTOPOM FOBOPUJIOCH
KakK pa3 06 3ToM. A TaKk>Ke 0 TOM, YTO JleTCKasi UHBaJUJHOCTb BbI3BaHa I1JIO-
XHUM COCTOSIHMEM 3KOHOMHUKH U aJIKOT0JIM3MOM POAUTEeH U YTO JIOAHU
OIIMOGOYHO NPUNKCBIBAJIH 3THU NPO6GIeMbl BO31eHCTBUIO pafiualuu: eé Ha-
3bIBaJIM paguodpobuelt [cmeéTcs]. Ha camom zmese, pafguanus BO3JeHCTBYET
Ha BCe )KM3HEHHO BaXkHble OpraHbl Halllero opraH1u3Ma. B HeKOTOpHIX CJy-
Yasix OHa MOXeT CTaThb NIPUYMHOM 60JIe3HU ceplia, HanpuMmep. UccaepoBa-
HUS CBUJ€TEJbCTBYIOT O HEpPAaBHOMEPHOCTH HAKOIJIEHUsI paJiUaliiu B pas-
JIMYHBIX OPraHax: ypoBeHb HAKOMJEHUS 11e3Usd B MbIIILAaX GoJblIe.
OcHoBHas MbIIILA - 3TO Halle ceple. Paguanus Tak»Ke BbI3bIBaeT MHOXe-
CTBO NPOGJIEM C YEPETIOM.

Ecsiv roBOpUTb 06 OTKJIOHEHUSAX, CETO/IHS CUTYyalLUsl 60Jiee-MeHee 10/J] KOH-
TpoJsieM. Yke npoliujo 6osiee 20-TH JieT OCJie aBapuu. B nepBble rojbl 3TO
6bls1a 60s1bLIAs NPO6JIEMa, HO 3aTEM BO BpeMsi 6epeMeHHOCTH CTaJly eJlaTh
JiBa reHeTUYeCKUX TecTa. A IOTOM MOXHO AesaTb abopT. Ho cutyanus no-
CTOSTHHO MEHSeTCS, U CJIOXKHO NMOJYUYUTh CTaTUCTUKY. OPuLMaIbHYIO CTa-
THUCTHUKY B Beslapycu MOKHO NOJYYUTb TOJBKO, €CJIM Thl MeJUK UJIH NIPeJ-
CTaBUTEJb BJIACTU. A y TAaKUX JIOAeH, KaK Thl UJIH 5, K CTATUCTHUKE HET
JocTyna.

f:  no6bpIBaJIa BO MHOTHUX JOMax-UHTEpHATAX U BUZeJa AeTeH C pa3JIMyHbI-
MU OTKJIOHEHUSIMU. Sl He MOT'Y CPAaBHUTD UX C IeTbMH, POJUBLIMMUCS B KOH-
ne 80-x, HO MHe KaXeTCsl, YTO UX MHOTO. YAy4yLlaeTcs JU CUTyalus Ha

1 PacTBOp ofa, KOTOpbI YacTo HazHavatoT (Ho He B benapycw) noaam, noaseprmxcs
MPSAMOMY BO3LENCTBUIO PAAVOaKTUBHOIO M3My4eHst B Pesy/isTaTe B3pbiBa Wi BbiMageHust
pafmnoaKkTVBHbIX 0caakoB. OH 3aLLMLLAET OT paka LMTOBWAHOM Xenesbl 1 NeikemMum.



J: To address this idea of ‘unsocial’ parents, don’t you think that it might
be that parents from a higher social class might be more likely to have an
abortion because it would be more socially acceptable? And they might also
be more likely to choose to do so to avoid any connection with foetal alcohol
syndrome or drug use? I met a few amazing people who had different reasons
to house their children in internats.

No, I don’t think so. The problem is that children like that that need a tremen-
dous amount of care and they put a strain on their families: to keep the child
and to understand that those children will have a shorter life than them.
Sometimes it’s an economic fear: doctors, medication, and so on. People who
decide to keep a disabled child, one of the parents needs to stay at home.

J: The last question. When it come to the Chernobyl disaster, everybody knows
that the Soviets were trying to hide it. But it did come out after few days.
In Poland, I think it was two days later on the television and in the newspa-
pers. The first days after the disaster were crucial for administering iodine
to help. When was it officially told to the public in Belarus?

Mr N: Never! [laughter] Of course, there were rumours about it. [ remember
it was the 2nd or the 3rd of May and [ was 12 at the time. My dad gave me
iodine. Then they were talking about it on TV. It was Gorbachov speaking
himself, and he said there was a fire at the nuclear power plant in Chernobyl
but the situation was under control [he tails off].

CEeroHANIHUY leHb? YMeHbIlaeTCs JIU KOJIMYeCTBO OTKJIOHEHUH, BbI3BaH-
HbIX BO3/JleCTBHEM paZiMal|uy Ha NJIOJ UJIH HAa MaThb, U3-3a BbIBEJJ€HU pa-
JAUALMU U3 OpraHu3Ma 1 Jy4dieid MHGOPMUPOBAHHOCTbIO HaCceJeHUS O PO~
AyKTax nutaHus? Uiu Bcero b co3/jaéTCs BIeYaTJIeHUE O CHUKEHHUHU
cJly4aeB MHBAJIMAHOCTH U3-3a TOT0, UYTO TAKUX JIIOJ|e TOMEILAIT B CHelU-
aJu3UpoOBaHHbIe yupexgeHus? Uiu, BO3MOXHO, [UPPBI BCE-TaKW CHUXKA-
I0TCS U3-32 TOTO, YTO JJOPO/IOBOE 00CJIeJOBaHUE cCelyac Jyyllle, U MaTepH
BBIOHpAIOT abopT?

A. H: [ nymaro, 4TO Ty T BCero NOHEMHOTY.

f: C Touku 3peHUs HAYKH, Bbl MOXKeTe JJoKa3aThb, KAaKHe JeTH POAUJIUCH
Cc npo6JeMaMHU 3/10pOBbsI UJIM OTKJIOHEHUSMHU B pe3y/bTaTe BO3AEUCTBHUSA
paguanuu?

A. H: lokasaTb 3T0 04eHb TPYJHO, IOTOMY YTO GOJILIIUHCTBO JAeTeN B J10-
Max-UHTepHaATaxX U3, CKa)KeM Tak, He6J1aronoJJyyHbIX CeMel: UX poAUTeU
NbIOT U IPUHUMAIOT HAPKOTHUKH, OHU POXKAIOT MHOTO JleTeH, U UM 10 60.JIb-
oMy cuéTy Bcé paBHO. TeM 6oJiee, HAaIpUMep, MOXKET ObITh TaK, YTO CEMbS
n3 bparvHa - ropo/icKoro nocéJsika Ha tore besapycu, Hefjasieko oT YepHo-
OblJil, a pe6€HKA OTHPABJAIT B ZIeTAOM ak B MUHCK. HOr1a GbIBaeT CJ10XK-
HO YCTAHOBUTD, OTKYZA pe6EHOK M KAKOBa HACTOsAIasi IPUYMHA €ro OTKJIO-
HeHUS.

f: YTo KacaeTcs «He6GIAronoJy4HblX» CeMeH, pa3Be BaM He KaXeTcs, YTO
6oJiee 6J1aronoJyYHble POJUTEJIH, CKOpee BCero, BbIGEPYT a6OPT, IOTOMY
4TO 3TO B 60oJIblIel cTeneHu npueMieMo B o6uiecTBe? M 4To, ckopee Bcero,
OHU 6yAyT 60J1ee CKJIOHHBI CZleJ1aTh TaKOH BbI60OD, YTO6GHI PO MAThb He ro-
BOPUJIY, YTO OHA YNIOTPe6is/1a aJIKOT0JIb UJIM HADKOTUKH /10 UJIM BO BpeMs
6epeMeHHOCTH. {] moroBopu./ia c HeCKOJbKUMH yAUBUTEJbHBIMU JIOJAbMH,
KOTOpbIe OTAAJU CBOUX JleTel B MHTepHaT 0 pa3/IMYHbIM IPUYHHAM.

A. H: Her, 51 Tak He gymaro. [Ipo6ieMa 3akJIr04aeTCs B TOM, YTO TaKUE JETHU
Tpe6yIT OTPOMHOTO KOJIMYEeCTBAa BHUMAHHUSA U 3a060ThI, M 3TO JIOXKUTCS TH-
JKEJIBIM 6peMeHeM Ha CeMblo, 1 UMeI0 B BU/Y, €CJIM OCTABJATH TaKOro pe-
6EHKa, MOHUMAsl, YTO TaKHe JeTH NMPOXKUBYT MeHbIIe, YeM POJUTEIIHU.
WHorza aToT cTpax 06yc/0BIeH U QUHAHCOBOX CTOPOHOM: HY>KHO XOJUTh
0 BpayaM, NOKynaTh JIeKApCTBa U Tak AaJsee. Ecau pogurenu pemarT ca-
MOCTOSITeJIbHO BOCHUTBIBAaTh pe6EHKA-UHBAJIN/A, B TAKOM CJy4yae MaMe
WJIY Talle HY>KHO 0CTaBaThCA JjoMa.

A: locnepHuit Bonpoc. Korga Mbl roBopuM 0 YepHOOBIIBCKOM KaTacTpode,
BCe 3HAKT, 4To COBETCKOE PyKOBO/CTBO NMbITAJOCh YTAUTh 3Ty HHPOpMa-
puio. Ho cnycTs HeckoJibKO AHeN TallHoe cTaJo ABHBbIM. B [losiblie, HaBep-
HOe, IHs Yyepe3 iBa 06 3TOM paccKa3bIBaJiH 110 TeJ€BU30py U NHCAJHU B ra-
3eTax. B mepBble JHU nocJe KaTacTpodbl 66110 KpaliHe BaXXHO NPUHATDH
HoJ, 4TOGBI MPeAOTBPATUTDb NP06JIeMBI co 370poBbeM. Korga B Besapycu
661710 0QUIIMATBHO 06'BSIBJIEHO 0 KaTacTpode?

A. H: Hukorga! [cmeéTcsa] KoHeuHOo, npo aBapuio Xoauau cayxu. [loMmHro,
6bIJIO 2-€ UJHU 3-e Masi, MHe Torja 6b1s10 12 sieT. Mo¥ mama JajJ MHe HOJ,.
[ToToM OHM paccka3biBasiu 06 3TOM 1o TesieBU30py. Cam 'op6avyéB BHICTY-
naJi, 1 OH CKa3aJl, YTO Ha AaTOMHOW cTaHL MU B UepHOObIJIE CJYyYHIICS MOXKap,
HO CUTYyalus Oblja M0J KOHTPOJIEM.
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CJIOBA BJTATOJAPHOCTHU

¢ 6bl Xx0Tena BOCNONb30BaTbCA BO3MOXHOCTbLIO cka3aTb cnacubo BceM NOAAM,
doTorpadmm KoTopbix NpUBOAATCA B 3TOM KHUre. OTAenbHas 6narogapHocTsb MNawe
n CseTe: Bbl Bcerpa bynete 3aHMMaTh 0coboe MecTo B MOEM cepALie.

Cnacubo BepoHuke v BceM MaTepsaM, NPUHWMABLLIMM y4yacTue B CO34aHUMN 3TON
KHWTW, 3@ TO, YTO Bbl NOAENNANCH C HAMW CBOMMM CaMbIMU IUYHBIMW U COKPOBEHHbI-
MU yyBCTBaMW. PacckasbiBaTb 0 TPaBMUPYOLLUX NMepexXunBaHNsX BCErfa HempocTo,
1 Bbl 0Ka3asin MHe YeCTb, MOAEINBLINCL CBOUMU UCTOPUSIMU CO MHOW.

HOnus , Mmos goporas nogpyra us benapycu, He Tolbko NoMorana MHe ¢ NepeBo-
A0M B benopycckux MHTepHaTax, HO W oka3ajacCb MPeKPacHOW CNyTHULEN B MOUX
OflMHOKMX noe3pakax Tyaa. Maiikn ToMacoH npefocTaBuA LieHHY 06paTHylo CBA3b
1 MOMOT MHE MPUBECTU CBOW MbICSIN 1 TEKCT B NopsfoK. CaitMoH YonLu - npekpacHblit
YesioBeK, KOTOPbI BO MHOTWUX OTHOLLIEHUSIX BAOXHOBWUI MEHS U MOAAEepPXKa Moto BEpY
B TO, YTO U3MEHEHUSI B UHTEPHATaX BO3MOXHbI.

Cnacubo CeeTnaHe AnekcMeBMY 38 BOZMOXHOCTb UCMONb30BaTb OTPLIBKU U3 €&
KHUTW «YepHobbinbckas monnTBa» n Kuty lecceHy 3a ero nepeBoj 3Toro npousse-
NEeHWUSA Ha aHTTUACKUN.

B 3aBeplueHue xouy ckasaTb, YTO 3Ta KHUra He yBugena 6l Ha cBeT be3 nogaepx-
KW CO CTOPOHbI BCEX TEX NIIOAEN, KTO NOMOran MHe Ha kpayadaHaunHre. Cnacubo Bam!

A Takxe bnarogapHa Moeit Mame EBe, Moeln cecTpe HOcTUHE U MoeMy NapTHEpY
Matpuky. bes Bac HM4ero bbl He nonyyunnock. Bawe Tepnexune v nogaepxka besamep-
HO MOMOrAN MHe BO BpeMsi B3NETOB M MajeHUii Ha 3TOM MpoeKTe, OKasaBlueMcs
0YeHb TPyAHbIM. 1 Bcera byay AOPOXUTL TEM, Y4TO Bbl MPUCYTCTBYETE B MOEI XKU3HW.
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