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A MESSAGE FROM THE PRESIDENT H

Just a 1,5 year to go till the DBI
World conference in Canada.
But before that - in the spring of
next year, we are proud to an-
nounce that DBI will hold , for the
first time, International Africa
Conference. We are making good
progress on our strategic goals -
we established numerous interna-
tional collaborations - for exam-
ple with WFBD, ICEVI, IDDC, WHO.
These partnerships will help us to
make more impact, raise aware-
ness and help us to get deafblind-
ness recognised as a distinct dis-
ability. But there are other great
examples as well, we participat-
ed (our Technology Network) in
the second global consultation
for the WHO- UNICEF report on
Assistive Technology. And | ‘m sure
you noticed the activity of the
Communication Committee. They
created a flow of news, sharing
updates, ambassadors and lately

our first newsletter. All these ac-
tivities were initiated during a dif-
ficult time. Last year we entered
an educational crisis the world had
never seen before. The corona
pandemic put the whole world on
its back. The effect on education
and participation is enormous.
We all know what struggle the
deafblind community had to face.
Participation in the community ac-
tivities with “social distance”, like
in education, general care or daily
activities. Children with deafblind-
ness are statistically less likely to
be in school than children without
disabilities. That is why I'm looking
forward to the ICEVI / DBI /WFDB
meeting to explore and discuss
the creation of a global education
campaign for children and young
people with deafblindness. This is
what we do together at DBI, hope
to see you soon!
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International Day of The
Deafbhlind People, from
Home: Closer than Ever
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FEDERATION OF
ASSOCIATIONS
OF DEAFBLIND
PEOPLE

INTERNATIONAL@

FASOCIDE.ORG

The last year and a half have been
irremediably marked due the
COVID-19 pandemic, that has affect-
ed all the world. Nevertheless, the
collective of deafblind people has no-
ticed that the isolation they usually
used to suffer has severely become
more intensive with this situation.

In Spain, it was instituted the quar-
antine, that was later extended to
almost four months. Four months
during which the people should not
leave their homes, unless they have
to carry out essential activities and,
in doing this, they have to keep the
interpersonal distance of 1.5 metres
- 2 metres, wear a mask and avoid
touching their surroundings as far
as possible.

But what about the individuals who
are deafblind? How do they go out
without touching the surroundings
when it is their union with the world?
How do they communicate if, again,
they need the touch to do it? How
do those people, who need reading
lips of an interlocutor, communicate
when a piece of fabric/cloth covers
them? How can they respect the es-
tablished interpersonal safety dis-
tance if they can neither see nor
hear the others?

All these questions concerning how
the individuals who are deafblind,
the professional teams and the en-
tities which work with deafblindness
in Spain, have handled this period,
were discussed during the celebra-
tion on the International Day of the
Deafblind People 2021.

It's a celebration that, in Spain, is
traditionally organised by FASOCIDE,
FOAPS and APASCIDE on an annual
basis as an opportunity for an un-
known collective such as this one to
approach to bodies/authorities, me-
dia and the society in general.

Usually it is an on-site activity, which
is held with the participation of
three entities, many deafblind peo-
ple, authorities of the disability area
of the Ministry of Health and other
areas or bodies related to the col-
lective. An event that brings people
together, an event that, during the
worst moment of the pandemic, was
unfeasible. Therefore, it could not be
celebrated in 2020 and that is why
it was not on-site in 2021, but it was
considered necessary to do it. In
the adjusted way, to commemorate
and share precisely such adaptive
capacity that the collective and its
professionals have shown, and keep
demonstrating it at such difficult
times.

An online event, held under the
banner/motto Pandemic and
Deafblindness: We Keep Breaking
Down Barriers, was interpreted into
Spanish sign language, and every-
body could freely access it through
YouTube.

The speeches/interventions were
made by the presidents of three
organising entities: Francisco
Trigueros for FASOCIDE, Andrés
Ramos for FOAPS and Dolores
Romero for APASCIDE. As well as
by the Director of Disability Policies
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of the Spanish Ministry of Health, Consumption
and Social Welfare, Jesus Martin, and the Vice-
President of Social Services and Participation
of ONCE, Imelda Fernandez. All this was coor-
dinated by Rosana Rodrigo, a deafblind woman
representative of the Accessibility Committee
of FASOCIDE.

However, the main characters/protagonists of
this event, once again, were the deafblind in-
dividuals from different places of Spain. They
shared in first person their experiences during
the pandemic from very different situations
and personal conditions.

Cristina Gonzalez started, a deafblind young
woman from Andalusia, Dietetics and Nutrition
student, who explained how the pandem-
ic caught her in the middle of the course and
complicated her participation in the exams
very much, as they were made in online envi-
ronments and she did not have a deafblind in-
terpreter.

Then, Candelaria Luis, a deafblind activist wom-
an from Canarias, complained about how new
technologies, which allowed the society in gen-
eral to access to the communication, infor-
mation and even formation and work, were
not accessible to every kind of deafblindness.
Furthermore, she remarked that this was an
example of the existence of a group - of individ-
uals who are deafblind - that during this social
crisis hasn't been taken into account.

In addition, she complained about how inaccessi-
ble was the official information on the pandemic
evolution, either through media or the Spanish
Government, and that they were able to access
this information only thanks to the association
of the deafblind people of their zone.

Later, Sergio Garcia, a young man with an addi-
tional physical disability, shared his experience
as a student when he was left without a media-
tor due to the pandemic and thus saw a gap in
his training until he found a new deafblind inter-
preter. He appealed to the bodies, asking not to
ignore the collective, denouncing the fact that
neither the collective nor its professionals were
given priority when it came to establishing the
vaccination calendar for special groups. He also
claimed the need for support in order to have
more deafblind interpreters and communica-
tion mediators, saying as follows, “without them
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we are nothing, just buoys floating adrift in a
hushed and dark sea".

Raquel Alba, worker at ONCE's Technical Unit
for Deafblindness, explained how her work
changed with the start of pandemic and isola-
tion, incorporation of new tools for telework-
ing, which she considers to be positive as a new
learning and opportunity.

Finally, Dolores Franco and José Luis Garrido
made a joint intervention from APASCIDE's
Santa Angela de la Cruz Centre.

Dolores explained how she used to carry out
many activities with APASCIDE and ASOCIDE,
but with the start of pandemic she felt very
lonely, and the mediators provided her with
materials, books, they were asking how she felt.
Furthermore, at the end of the isolation peri-
od they visited her, all with the aim of keeping
working from home.

Joseé Luis specially noted that, as a member of
a day care centre, he can see his fellows of 24
hours-residence only when they pass each oth-
er in the corridor, being separated by preven-
tion plastics, so he misses being able to hug and
talk to them very much.

To close the event, the leaders of three organ-
ising entities shared the carried out good prac-
tices, and the president of FASOCIDE, Francisco
Trigueros, took the opportunity to thank and
highlight the involvement, dedication and adap-
tation of the professional deafblind interpreters
during the pandemic period, aimed to ensure
that the individuals who are deafblind were not
left unattended. They achieved this by doing in-
terpretation by video-calls, face-to-face inter-
preting (in essential cases) at home, at hospitals
and health care centres. They also carried out
tasks that were not part of their daily work, for
example: shopping, garbage removal, etc.

Different entities highlighted how many of their
workers ended up infected due to their great
involvement and how, with all of this, it was pos-
sible to avoid the outbreak to other workers or
deafblind people, containing the infection.

A part of this event's novelty - an availability
to join it online - made it possible to organise
the participation and follow the event for many
deafblind people and future professionals in the
sector from different parts of the country.
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An International Project about
Deafblindness in Development:
International Universities and
Non-Profit Organizations are
Carrying Out a Broad Study That
Will Develop Specific ICF Core
Sets for Deafblindness

RICARD LOPEZ

EUROPEAN
DEAFBLIND
NETWORK,
BARCELONA

RLOPEZ@EDBN.

ORG

Deafblind International is carrying out an interna-
tional study, led by the European Deafblind Network,
that wants to provide a standardized description
of functioning for the wide range of combinations
of hearing and vision loss causing deafblindness,
independently of the medical cause or level of
personal autonomy of a deafblind individual. This
would provide a scientific basis for the assessment
of functional status, goal setting, treatment plan-
ning and monitoring of the evolutions, as well as
measurement of the outcome. Besides this main
objective, the project also aims to contribute to
raise awareness on deafblindness inside the medi-
cal community worldwide.

The few data available esti-
mates that only in the EU there
could be as many as 3 million
deafblind people, according to
Deafblindindicators.eu, a proj-
ect developed by the European
Deafblind Network. Although this
condition is highly incapacitating,

deafblindness is one of the most
rarely diagnosed conditions in
medical practice. Normally, a per-
son who is potentially deaf and
blind, goes through a long pro-
cess of clinical evaluation com-
monly executed in two separate
processes: one for the vision loss,
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and one for the hearing loss, not having any
medical scale intended to put both inputs to-
gether. As a consequence, deafblind people
have to be certified following non-standard
indicators generating subjective or incom-
plete results with a huge impact on the fur-
ther intervention and assistive plan.
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2,67% ™ Usher syndrom
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N
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8 (CMV); 3,14%
Microcephaly; -
3,47%
CHARGE
syndrome;
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~_ i

Pastnatal
complications;
6,72%
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complications;
7,43%

Chart 1: Top ten etiologies meaning 65
percent of USA Deafblind Census O-21y.o.
Graphic is the author’s own creation based
on the data provided by the census. [1]

In this context, the development of an inter-
national standard following the International
Classification of Functioning, Disability and
Health (ICF), the framework of WHO aimed
to measure health and disability on the in-
dividual level and population, that this study
proposes, seems necessary and convenient.
The project considers 4 themes or working
groups:

References
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e Empirical Multicenter Study (EMS).
Identification of the most common prob-
lems experienced by the target group of
individuals by applying the ICF checklist.

e Systematic Literature Review (SLR).
Summarizing the international scientific
literature on the particular health condi-
tion, health condition group or healthcare
context.

* Qualitative Study (QS). Reflects the view
of persons living with deafblindness. The
acquired ones by themselves, the con-
genital by their parents.

e Expert's Survey (ES). An Internet-based
study addressed to gather opinions of
experts on aspects of functioning and
environmental factors that are relevant
for individuals who are deafblind. A Delphi
study may also be conducted.

The results from these groups will be evalu-
ated by an international consensus confer-
ence in parallel with the global Dbl confer-
ence. Also, the results of this conference will
be handed to the World Health Organization
for their worldwide incorporation to the
International Classification of Functioning,
Disability and Health. The project is already
in development by a team of 20 experts from
18 different countries representing 7 world
regions. The Systematic Literature Review
and the Qualitative Study will be carried out
simultaneously in 2021.

1. Killoran, J. (2007). The National Deaf-Blind Child Count: 1998 - 2005 in Review. National
Technical Assistance Consortium. Monmouth, OR.
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Peru Promotes Training
of Interpreter Guides

for Individuals who are
Deatbhlind

RICARDO
ZEVALLOS
AREVALO

DBL IBEROLATIN-

AMERICAN NETWORK,

DIRECTOR OF SENSE
INTERNATIONAL
PERU

CAMACHO.SERRA.
BOBETO@GMAIL.COM

Since its constitution in 2009, Sense International
Peru has promoted the recognition of deafblind-
ness as a unigue and specific disability.

On May 2, 2010, Law No. 29524 was
published, recognizing deafblind-
ness as a unique disability and es-
tablishing provisions for the care
of individuals who are deafblind.
The approval of the law was the
result of an advocacy effort led by
Sense International Peru, which
drew up a first draft that was en-
riched with contributions from
civil society organizations deal-
ing with deafblindness and which
was then presented to the Special
Commission on Disability of the
Congress of the Republic.

On June 16, 2011, Supreme Decree
No. 006-2011-MIMDES was pub-
lished, regulating Law No. 29524
and establishing, among oth-
er things, that public and pri-
vate entities for public use are
obliged to provide the interpreter
guide service for individuals who
are deafblind free of charge. To
achieve this, it was determined
that the Ministry of Education
should validate alternative com-
munication systems for individ-
uals who are deafblind and ap-
prove complementary standards
for the training of interpreter

guides. It also stated that the
National Council of Persons with
Disabilities  (CONADIS), should
create a register of interpreter
guides as a sub-register of the
National Register of Persons with
Disabilities.

As part of the advocacy work
for the proper implementation of
Law No. 29524 and its regulations
approved by Supreme Decree
No. 006-2011-MIMDES, Sense
International Peru held exchang-
es and meetings with the Director
of Special Primary Education at
the Ministry of Education and the
President of the National Council
of Persons with Disabilities
(CONADIS).

The Directorate of Special
Primary Education at the Ministry
of Education set up a working
group in charge of contributing
to and agreeing on the proposals
of alternative communication sys-
tems for individuals who are deaf-
blind. The working group was led
by Sense International Peru and
the results were delivered after 6
months of work and meetings.
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On August 28, 2012, Ministerial Resolution
No. 325-2012-ED was published, validating
the alternative communication systems for
individuals who are deafblind identified by
the working group set up under Ministerial
Resolution No. 0636-2011-ED. The following
alternative communication systems were
identified:

* Finger Spelling System: Visual and Tactile;
* Block Alphabet;

* Visual Sign Language;

* Tactile Sign Language;

e Adapted Oral Language or Amplified
Speech;

* Lip Reading; and
e Tadoma system.

The President of the National Council
of Persons with Disabilities (CONADIS)
approved Presidential Resolution No.
020-2017-CONADIS/PRE which sets out the
new Regulation of the National Register of
Persons with Disabilities and establishes,
in Chapter VII, the Register of Interpreter
Guides for Individuals who are Deafblind.

The requirements and profile for the train-
ing of interpreter guides for individuals who
are deafblind have been reviewed, analysed,
discussed and agreed upon in various meet-
ings, working groups and sector commis-
sions under the Ministry of Education since
2011. Sense International Peru participated
in all the working tables and commissions
and/or consulted with the Association of the
Deafblind of Peru (ASOCIP), the Association
of United Deafblind of Peru (ASCUP), the
Association of Friends of the Deafblind, Deaf
and Blind (AMISSORCI), the Association of
Interpreters and Sign Language Interpreters
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of Peru (ASISEP), and Special Primary
Education Centres (CEBEs) - principally
CEBE EFATA, CEBE La Inmaculada and CEBE
San Francisco de Asis.

On July 7, 2021, after 10 years of sus-
tained advocacy work with the Ministry of
Education, the Director of Special Primary
Education at the Ministry of Education in-
formed Sense International Peru about the
approval of the requirements, profile and
competencies for the training of interpreter
guides for individuals who are deafblind, and
their publication in the National Catalogue
of Training Opportunities provided by the
Directorate of Higher Technological, Artistic
and Technical-Productive Education at the
Ministry of Education.

This publication allows any institution and/
or higher education school to offer the
Interpreter Guide for Individuals who are
Deafblind Study Programme which, consist-
ing of 2250 hours and 120 academic cred-
its, results in the training level of Technical
Professional in Guide Interpretation for
Individuals who are Deafblind. A technical
Bachelor’'s degree is obtained that, accord-
ing to Law No. 30512 (Law of Institutes and
Schools of Higher Education and the Public
Career of their Teachers), can be recognised
as a higher academic degree.

From now on, new advocacy and collabora-
tive work processes will be aimed towards
establishing the accreditation system of
non-formal interpreter guides; also, for
higher education institutes and/or schools
to carry out situational analyses on the de-
mand for the service of interpreter guides
to generate new training processes. Despite
significant progress, the road is still long for
the consolidation of this advance in the re-
alization of the rights of individuals who are
deafblind.
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The World Made of
Silentness and Fog

10

VLADIMIR
KORKUNOV

THE DEAFBLIND
SUPPORT
FOUNDATION
CON-NECTION, PR
MANAGER, RUSSIA

V.KORKUNOV@SO-

EDINENIE.ORG

If you listen to silence attentively,
it will start listening to you with
the same attention.

An altered quotation by Nietzsche
perfectly fits this anthology,
which coupled the image of the
author and silence, the condition
(together with the darkness, echo
of abyss) within which the individ-
uals who are deafblind live.

I — Silence is a part of the inter-
national project In the Language
of Silence, called upon to pay at-
tention to the individuals who are
deafblind, conceptualize the topic
of deafblindness in literary texts,
and, finally, provide a platform for
the people having vision and hear-
ing loss, whose texts are pub-
lished on website/anthology pages
on equal terms with the authors
without sensory challenges.

The idea of the project came up on
the sideline of a writing competi-
tion for individuals who are deaf-
blind Co-creativity, which was held
in 2019 for the first time. One of the
nominations, Works on Individuals
who are Deafblind/Deafblindness,
was addressing outwards the
community and designed for all
interested people, instead of ad-
dressing inwards the community.
However, the received works were
fading among the texts of deaf-
blind people, who the competition
was focused on. It's nho coincidence
that the foreword of the collec-
tion Vigilant Heart, issued on the
back of it, contained the phrase
of the critic Olga Balla, “On some
level, we've got the statements of

representatives of another vision
facing us. And consequently, in-
evitably - of partly another (just
partly!) understanding of life™.

These statements brought us to
a new aim: to look behind the veil
of silence and darkness through
getting familiar with the world
perception of individuals who are
deafblind, and as a consequence, to
understand Another Person bet-
ter. And, finally, to show how we,
individuals without sensory chal-
lenges, understand individuals who
are deafblind and their being in a
form of the text (thus, in a form of
the statement, accessible to Them).

It all started from an idea - a de-
sire to (start) speaking about
deafblindness in a new style, in
terms of art. From realizing how
it is important to get through to
everyone: the individuals who are
deafblind are the same as we are.
They are among us, and the acci-
dent - loss of hearing and vision
- may occur to anyone.

That is how we came to the project
In the Language of Silence, concur-
rently keeping in mind the thought
of inclusion and (its important com-
ponent) global available space. But
how can we reach it, if the individ-
uals who are deafblind (and, in gen-
eral, all people with <un>limited abil-
ities) remain invisible to society?

In the project presentation | wrote,
‘Just a while ago the individuals
who are deafblind couldn't attend
theaters and museums, the pub-
lic transport was unavailable to
them, practically none of them

1 Balla O. (2019). The Main You Cannot See with Eyes. Vigilant Heart. M.: LitGOST, p. 6-7.

#66 | October 2021 | DBI REVIEW


mailto:v.korkunov%40so-edinenie.org?subject=
mailto:v.korkunov%40so-edinenie.org?subject=

had rehabilitation equipment. Frequently, the
maximum they could reckon on were glasses
or an acoustic aid. In the USSR, they used to
be considered uneducable people for a long
time". A paradox (is that really a paradox?):
now there are P.h.D.s and doctors of science?,
actors, artists, and writers among them.

The project was launched in February 2020 in
Yekaterinburg, in the museum Literary Life of
Urals of XX Century, it started with the pre-
sentation of the collection Vigilant Heart (it was
important to push off exactly with the texts of
deafblind people: Tatyana Kiryanova, a deaf-
blind individual, has also attended the event,
she was both reading and signing?), excursion
into the history of rehabilitation of people with
hearing and vision loss. And, finally, with read-
ing the texts of Sergei Ivkin, Anna Lukashenok,
Viacheslav Sementsul, and others - who the
literary collection of the project started from.
The event was organized by luliia Podlubnova,
who noticed documented (and that's import-
ant!) nature of many texts of deafblind people®
in the article “From Different Niches of Reality”,
and who later wrote a poem for the project;in
the hall there was also Aleksei Salnikov, who
gave a review to the anthology in blurb-e on
a cover (could the author of Petrov’'s Flu sup-
pose so at that time?!), “It's very good that
such a big number of distinguished authors
took part in such a needed book. <..> ..we can
hope that among the readers there won't be
just those who read with the eyes, but also
those, who feel the texts with their hands.
After all, modern technologies have enlarged
human abilities related to the access to a wide
variety of information...”

The technology, which made the online world
of texts available to the hands of individu-
als who are deafblind, concerns the Braille
displays. Reading with their help is similar
to reading relief pages of Braille books, but
a keyboard is performed in one line, and

1 https:/so-edinenie.org/proekt-na-yazike-tishini
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filled with six-spot components. The project
page with the first cumulated texts (Olga
Bragina from Kiev, Andrei Tavrov, and Valerii
Ledenyev from Moscow, and others joined
those from Yekaterinburg), an article on bi-
sensory loss and deafblindness in literature,
appeared online on the International Day of
the Deafblind People - on June 27, 2020. And
it was regularly updated (in average, once in
two weeks, 31times in total) until the summer
of 2021. Here is the link: https:/so-edinenie.
org/proekt-na-yazike-tishini

In quantitative terms, In the Language of
Silence, and consequently, the anthology | -
Silence represents 124 authors (poets, pro-
saists, essayists) and 12 translators; and as
some translators have written something
for the anthology themselves, its authorial
composition comprises 131 persons. They
represent 20 countries: Australia, Belarus,
Brazil, Great Britain, Germany, Denmark,
Israel, Spain, Kazakhstan, Canada, Latvia,
Moldova, Poland, Russia, Serbia, Slovakia,
USA, Ukraine, Sweden, and Japan. And they
live in 50 different towns and cities.

And they are all under the same cover.

Apart from Aleksei Salnikov's review, this cov-
er contains the words of Liudmila llitskaya,
who mentioned the project’'s importance,
“Since birth a person gets to the world, full
of sounds and colours. And most part of the
human race doesn't even think about what
the world of a person with vision and hear-
ing loss is like. Is that a downsized world?
Yes, it undoubtedly is. But this downsized
world is abundant in its own way: sometimes
the things, which those who don't have vi-
sion and hearing challenges scarcely catch,
unfold to the people with vision and hearing
loss. That's exactly the thing that the poems,
gathered in this collection, declare.”

The poems (but not only them: prose and
essay as well) are written especially for the

2 This means also the first swallow O.l. Skorokhodova (1911-1982), and recently passed away S.A. Sirotkin (1949-2021), and now
living AV. Suvorov (born in 1953). The younger generation is upcoming too - Nikolay Kuznetsov was enrolled in the postgradu-
ate training program of Saint Petersburg State University under the program of Jurisprudence in Saint Petersburg in August

2021

3 One mark on inapprehension: Tatyana Kiryanova has been a singer in a territorial office of the All Russia Association of the
Blind for a long time. When she started losing the hearing rapidly, she was asked to leave the stage, the association of the blind
merely could satisfy the needs of a person with vision and hearing loss. And then Tatyana sank into depression - all the way
to thinking of suicide. And she came back to life only after getting into the association of the deafblind.

4 Podlubnova Yu. (2021). From Different Niches of Reality. Acquired Light. M.: LitGOST, p. 6.
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book, or found in archives, as the one by
Vladimir Aristov on a deafblind sculptor,

Is sculpture the art of blind and deaf?
That's what | thought of
after watching the works of my friend.
The fabulous light mimics -
those subtle emotions in face
which form tiny waves and pass

after notably light touching
of fingers.

The story, which seems unbelievable (we
quoted the fragment of a large poem, writ-
ten in the 80-ies and now retraced), has real
embodiments. A totally deafblind sculptor
Aleksandr Silyanov (wasn't he the one who
became a prototype?) creates busts of an-
imals and people owing to the memory of
hands. Once he went to a horse-breeding
farm in order to explore a horse's head in
a tactile way, and then sculpted it. None of
the descriptions, neither handed from one
person to another, nor retrieved from the
Internet - could give required information.
Silyanov’s palms became his eyes.

That's not the only retraced text in the an-
thology, one more is To a Certain Degree
Palimpsest by Maria Galina, “Young trees has
already learnt how to speak / The ABC of
creak, rustle and bustle is clear to them <..>
Touching each other discreetly in an earthly
half darkness / Having trust in a palm, and a
face, and the shapes of a body / Relying on
the fingertips - night reliable vision.”

The world of nature and a human is welded
tightly - everything influences everything,
the life is an intercommunicated vessel, and
something that happens to a human (here:
deafblindness), may be found in nature as
well (see, for example, a poem by Marianna
Kianovskaya in translation of Natalya
Belchenko). A reverse process also exists: a
touch of cold and rain causes goose-pimples
(see the text by Daria Belkevich), which re-
mind Braille dots.

1 When I was 13 years old, | was even thinking of the suicide, but then something stopped me (see: https://

mama-rasskazala-pro-ego-tatuirovki-i-ya-v

social/2021/05/11/neocbychnaya-istoriyva-devushki-aleny-

The anthology contains a lot of important
texts, and it's impossible to tell about all of
them. Practically each of them hides a sto-
ry. Natalia Beskhlebnaia creates The ABC
for the Deafblind, based on the statements
of the individuals who are deafblind on what
surrounds them/happens in their lives,

A Flight

| love flying on an airplane. At first it
goes slowly, then faster and even faster,
then very fast, and then it takes off the
ground. That's the moment | love very-
very much. When the airplane takes off, it
stops whirring, the noise becomes more
quiet. Just a moment and I'm in the sky.

Leo Butnaru stands out the analogy: if the
blind Homer and the deaf Beethoven were
genius, then a person who is deafblind may
appear extremely genius. Anna Halberstadt
tells a story of Helen Keller and Anne Sullivan,
whose feelings turn out to be stronger than
a disease, “It seems that the gift of speech
and love / has dissipated darkness of deaf-
blindness.” Valeriya Grechina turns to the life
of the deafblind Alena Kapustyan, to that ep-
isode, when the girl though of the suicide'.
Sasha Moroz shifts the words of the deaf-
blind Irina Povolotskaya?, retrieved from the
movie Word on a Palm, into a poetic text,

Every person with vision loss has its
own type of blindness.

It can be black, when there is nothing at
all.

And it can be black, but with flashes, and
fireworks, pieces of light,

But that light is the false one.

And there is blindness with some imag-
es too

Yet they are the false ones as well.

The blindness means a human can't per-
ceive the world that's real.

Andrei Cherkasov has represented an ex-
periment of Ideogram, in course of which
he asked people having hearing and vision

w.mk.ru/

ubilas.ntml)

2 The anthology also contains the texts of Alen Kapustyan (essay) and Irina Povolotskaya (poems and essay).
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loss to perform a haiku by Marina Khagen
in a sign language, combining the signs of
each of them (they had light-emitting diodes,
fixed to their fingers) in one frame. In the
text Vowels on the Fingertips, Lida lusupova
builds on the movie The Land of Silentness
and Darkness, retelling the plot in a foreword,
which appeared to be even larger than the
poem itself, especially for the people having
hearing and vision loss...

The project was getting more and more
friends with each update. The poet and
translator Anna Orlitskaya has found two
deafblind authors from Brazil (Alex Garcia)
and Spain (Agusti Vila), and then wrote a
poem on deafblindness herself. The poet
Zuzana Kuglerova has engaged over 20
Slovak poets (!) - four of them got in the an-
thology: Janka Biskupi¢ova, Dana Kovacova,
Anton Pizurny, and Marek Sopko (all of them
in the translation of Sofya Alempievich, who
added the Serbian poet Maria Vranic as well).
An employee of the Con-nection fund, the
journalist Natalia Pervova, has found and
translated the text of the Swedish Torbjorn
Svensson, who is deafblind and who wrote
a blistering letter to the Usher’s syndrome
(Mister Usher), that took away his vision
and hearing. The translator and translatol-
ogist Lena Baybikova has found the verses
of the Japanese deafblind professor Satoshi
Fukushima, written in two languages for re-
porting at the international conference of
Helen Keller as far back as 2001...

Moreover, the fragments from memoirs of
Aleksandr Suvorov, a well-known deafblind
person, participant of Zagorsky Experiment’,
were published in the book for the first time,

Once, | got lost in a sylvan park, | lost the
right turning. | started to ask bypassers
for help. First | stopped one woman, who
was staring at a plate, where it was writ-
ten, that | am a deafblind individual and
the one can talk to me using a combining
alphabet - relief-dotted and visional. The
woman had calloused, broad hands with
short and poorly bending fingers. She
was spreading the blindness and deaf-
ness of soul, and also some sheep’'s and
cow’s dullness. She never understood
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neither the instructions given on an al-
phabet plate nor my oral request to show
the turning to the forest pond, repeated
multiple times. It all ended with her going
her own way and almost taking away the
alphabet plate as a souvenir. | noticed
two more very dark silhouettes, ap-
peared to be the same inapprehensive,
but the hands of these ones | didn't hold.

Then | stopped two people. | dealt with
one of them; the second man (or woman)
seemed to me a vertical blur (actually, |
could see people wearing black during
the daytime, but late in life | stopped
noticing people around me at all, unless
they were holding my hand). This man's
hands were very cozy, dry, warm, kind
of not soft, not rough, but creasy. The
man was definitely educated and cre-
ative: he puzzled out my alphabet plate
in less than a minute, started writing on
my palm, accompanied me to the needed
turning, and was clearly ready to help me
further, but | thanked him and told, that
| would figure it out myself. Moving away
from them by the path they showed
me, | felt them standing and following -
guarding me - with their eyes. The warm
feeling to this man and his fellow (who
apparently was a woman) is still vivid in
me, although many years have passed.
It's a pity, | scrupled to make a real ac-
quaintance with them, maybe we would
be friends now...

And also a totally deafblind VIadimir Elfimov
told about how he lost vision, falling into - as
he says - “blindish” period. llya Kaminsky (in
translation of Tatyana Retivova)and Yaroslav
Pichugin dug the readers in the world of deaf
people (by the way, the book Deaf Republic by
Kaminsky was acknowledged as the book of
the year according to Washington Post, The
Guardian, The Telegraph, New York Times
Book Review, etc.). Moreover.. (but we have
to stop at some point)...

The project texts were published not only on
the website, but in the Russian and Ukrainian
periodicals as well. In autumn 2020 the mag-
azine Paradigma published a series of ma-
terials, dedicated to deafblindness with the

1 The memoirs were issued in the end of 2021: Suvorov AV. (2021). Experiment as Long as Life. M.: LitGOST, 240 p.
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verses of Olga Bragina, Valery Ledenyev, Sofia
Kamill, Darina Gladun, Irina Povolotskaya, Lida
Yusupova, and also an essay by Anna Gruver
(in anthology it is represented in translation
of Kseniia Chikunova), etc.!

In autumn 2021, when the anthology was sent
to the printing office, two more selections
came around: the one in art digest Soloneba*
and another one in magazine Diskurs?.

| - Silence became the first anthology of
texts on deafblindness in the world (thanks
to its unique concept, in May 2021 it obtained
bronze of the Silver Mercury award). In the
foreword Aleksandr Markov, DLitt, noticed,

1 Special series: https:/

rdg.me/ru/project-deafblind.

ru/jak-m

om/i-am-silence/

3 https:/discours.io/expo/literature/poetry/deaf-blindness

“Reading this anthology isn't an easy task,
that is not a theme-based anthology in an
habitual sense of different approaches to
one subject. Rather the opposite, it is an
indication that the subject appeared to be
close to us..” And it comes laden with - | will
add - a social message, not only the literary
one. When we read The House, Where... by
Mariam Petrosyan, we see common children
in the book’s characters above all, not the
people with disabilities. We'd really appre-
ciate, if the attitude to individuals who are
deafblind were the same - on equal terms,
except perhaps it would exhibit more empa-
thy and patience.

4 Markov A. (2021). Deafblindness as the Culture of Existence Itself. | - Silence. Deafblindness in the Texts of Modern Authors:

Anthology. M.: UGAR, p. 14.
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The Relevance of the DASH-3
and Vineland-3 Assessment
Instruments for Children and
Adults who are Deafblind

This is the fifth article in a series about the assessment of
children and/or adults who are deafblind. We will discuss
two formal assessment instruments, the Developmental
Assessment for Individuals with Severe Disabilities, Third
Edition (DASH-3; Dykes & Mruzek, 2012) and the Vineland
Adaptive Behavior Scales, Third Edition (Vineland-3;
Sparrow, Cicchetti, & Saulnier, 2016). We will begin with
sharing the areas of learning assessed by these instru-
ments, providing more details on assessment of commu-
nication and language. Administration procedures will also
be discussed. It may be helpful to review the guidelines for
selecting formal assessment instruments, presented in
the fourth article in this series (Bruce, & Bianco, 2021). It is
important to recognize that no single formal assessment
instrument can give an accurate and complete picture of
the knowledge and skills of any learner who is deafblind.
Each instrument must be evaluated for items that are bi-
ased culturally, linguistically, visually, auditorily, and experi-
entially. Thus, it is critical to use more than one assessment
instrument and/or to pair them with structured informal
assessments, such as the van Dijk approach to assess-
ment, discussed in the third article in this series (see Bruce,
Nelson, & Francis, 2020).

Developmental Assessment for Individuals with Severe
Disabilities, Third Edition (DASH-3)

The DASH-3 (Dykes, & Mruzek,
2012) is a formal, criterion-ref-
erenced, developmental assess-
ment instrument intended for use
with individuals with severe and

multiple disabilities, with a devel-
opmental age of up to 8 years.
However, when assessing older
students or adults, teams should
not rely only on developmental
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tools. Other approaches, such as adaptive
behavior instruments, functional outcomes
approaches, and person-centered approach-
es will bring other perspectives about what
the learner knows and should be working to-
ward. The DASH-3 (Dykes, & Mruzek) assess-
ment package includes five scales measuring
development in different learning domains,
an examiner manual, a sheet to summarize
findings, a priority intervention worksheet
that can be used as an initial step for plan-
ning instruction, and a record sheet to doc-
ument student progress.

The DASH-3 (Dykes, & Mruzek, 2012) assesses
an individual in five areas: social-emotional,
language, sensory-motor, activities of daily
living, and basic academics. The social-emo-
tional scale features 180 items measuring
awareness of self and others, expression of

Communication

The DASH-3 (Dykes, & Mruzek, 2012) scale of
language measures both receptive and ex-
pressive communication and language skills,
including several aspects of communication
that are central to the deafblind experi-
ence. The assessment begins by measuring
non-verbal communication, whether itis ges-
turing or signaling one’s emotions. Following
directions, initiating request, and use of con-
text-appropriate phrases and grammatical-
ly correct utterances are more advanced

Procedures

The DASH-3 (Dykes, & Mruzek, 2012) allows
for flexible means to collect information on
student performance, which is essential for
accurate assessment of learners who are
deafblind. The assessment process may
include observed data (including day-to-
day observation data), interview data, and
reported data. There are five clearly de-
fined scoring levels for the DASH-3 (Dykes,
& Mruzek): task resistance, full assistance,
partial assistance, minimal assistance, and

feelings, responses to other’s emotions, and
social skills. The language section (discussed
below in more details) includes 180 items on
non-symbolic skills, expressive language, and
receptive language. The sensory motor area
addresses reflexes (15 items), gross motor
development (217 items), sensory (38 items),
and hand skills (99 items). The daily living
skills section addresses feeding (90 items),
dressing (51items), toileting (23 items), home
routines (32 items), and travel and safety (27
items). The basic academics section address-
es pre-academics (147 items), numerical rea-
soning (55 items), and reading (45 items). The
large number of items in the DASH-3 (Dykes
& Mruzek) is one of its relative strengths.
Instruments with more items capture small-
er increments of development and may be a
better guide as to what to teach next.

examples of communication measured by
the DASH-3 (Dykes, & Mruzek). Lastly, the
pitch, quality and fluency of one's spoken
voice are also taken into consideration. For
individuals who are deafblind, it is important
that all relevant forms/modes of communi-
cation are measured. The large number of
DASH-3 items measuring communication
across forms allows the team to capture a
holistic view of the learner's communication
strengths and needs.

independent performance. Thus, the DASH-
3 (Dykes, & Mruzek) captures partial per-
formance and performance with different
levels of prompting. Although this instru-
ment provides information on calculating
basal, ceiling, and developmental age scores,
teams will want to focus on what the child
has achieved and which of the partially per-
formed or not yet performed items will be
worthwhile for the child to learn.

Vineland Adaptive Behavior Scales, Third Edition (Vineland-3)

The Vineland Adaptive Behavior Scales,
Third Edition (Vineland-3; Sparrow, Cicchetti,

& Salunier, 2016) is a formal assessment in-
strument intended for use with individuals
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with a variety of disabilities, ages 0-90
years. As the name states, it measures
adaptive behaviors which are skills we use in
everyday activities. Adaptive skills are prac-
tical skills that tend to improve with age, so
adaptive instruments are often part of the
repertoire of assessment instruments used
with older students and adults. This instru-
ment includes different forms of input from
teachers or parents, as well as an interview
format. It has well defined norming groups,
although there is no special horming group
for individuals who are deafblind. Thus, care-
ful consideration of the items and thoughtful
interpretation of scores is warranted.

The Vineland-3 (Sparrow, Cicchetti, &
Salunier, 2016) assesses an individual in three
required domains of learning: communica-
tion, daily living skills, and social skills and
relationships. Two additional domains are

Communication

The Vineland-3 (Sparrow, Cicchetti, &
Salunier, 2016) addresses receptive com-
munication, expressive communication, and
written communication. Additionally, items
are labeled “A-J" to correspond to a cate-
gory of skills. Examples of these categories
include following directions (basic and com-
plex), comprehension of questions, and com-
prehension of nonverbal communication.

Procedures

Assessment procedures include the use of
forms provided for teachers and parents/
caregivers to complete, and the option of a
face-to-face interview. The forms are avail-
able in Spanish, and they are available online
as well. A conversational style of interview
is suggested, with directions provided about
how to measure items through a conversa-
tional approach. The interview option includes
more items than appear on either the teach-
er or parent forms separately. Scoring is
0-2, depending on the level of independence
in demonstrating each particular skill; lack of
knowledge; or no opportunity to perform the
skills. As mentioned earlier, one of the inter-
esting features of the Vineland-3 (Sparrow,
Cicchetti, & Salunier, 2016) interview format

ARTICLES H

optional to assess: motor skills and maladap-
tive behaviors. We don't include the number
of items within each domain because this dif-
fers in the teacher form, parent form, and
interview. The daily living skills domain has
items divided into three areas: personal, do-
mestic, and community. The personal sec-
tion includes items on dressing, eating and
personal hygiene. The domestic section ad-
dresses performance of typical household
tasks. The community items assess money
handling, telephone use, computer skills, and
job skills. The social skills and relationships
scale assesses interpersonal relationships,
play and leisure, and coping skills (such as
demonstrating responsibility). The first op-
tional section, on motor skKills, measures
both gross and fine motor skills. The second
optional section, on maladaptive behavior,
addresses both internalizing and externaliz-
ing behaviors.

The included items consider understand-
ing gestures, paying attention, naming ob-
jects, size of vocabulary, nature of sentence
structures expressed, and basic reading
and writing skKills, and other relevant skills in
communication, language, and literacy. Some
of these items are relevant for many learn-
ers who are deafblind.

is that each item is coded with a letter repre-
senting a particular category. Thus, one can
easily determine patterns of responses within
a particular category, such as all items related
to responding to others within the communi-
cation domain. However, one of the drawbacks
of this assessment instrument is that there is
a limited number of items (often 30-40) in each
domain. Thus, there is more distance in devel-
opment between one item and the next one,
making it more difficult to use it as a precise
guide for teaching. Still, since many adult agen-
cies use adaptive behavior instruments when
assessing adults, it is helpful to be familiar with
adaptive behavior instruments. Such instru-
ments may also provide the team with ideas
for teaching youth or adults of transition age.
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Conclusion

The purpose of assessment is to build a
clear picture of what the learner can cur-
rently do across environments, as a basis
for making decisions about future instruc-
tion. This will require the use of multiple
assessment approaches and assessment
instruments that offer the opportunity for
individuals across environments to give in-
put. Team members have the responsibili-
ty to be knowledgeable about the available
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Reference Objects:
Paths to Literacy

The term “reference objects” applies to objects that
have special meanings related to them. Reference
objects can be used systematically and symbolical-
ly to favor communication and understanding of
environmental situations (McLarty, 1997).

Reference objects can be whole
or partial and serve to represent
different categories of meaning.
They can be easily handled and
have an obvious perceptual rela-
tion with what they represent, in
other words, with their referents
(Trief, Bruce, & Cascella, 2010).

These objects serve to anticipate
certain situations and can be used
through an instructional sequence
that occurs in a relatively simple
and unstructured way: a spoon
can be used to represent eating.
To a certain extent, the simplicity
that constitutes the use of these
objects highlights two questions:
how can one thing represent an-
other? And how to offer condi-
tions for someone to understand
this meaning?

One of the most interesting as-
pects in the use of reference ob-
jects lies in the distance between
the word, the object and the thing
it represents. Distancing, in the
conception of Werner and Kaplan
(1988 apud Bruce, 2005), refers
to a complex and gradual process
that includes the separation of
oneself from the others (physical
and psychological) and the sepa-
ration of objects from their repre-
sentations. The key components
that structure the symbolic rep-
resentation are the following: the
sender of the message, the recip-
ient, the object to be represented
and its representation. This pro-
cess is essential for developing
communication and understand-
ing symbols.

Fig. 1. Instructional sequence for using reference objects.
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As children understand the meaning of sym-
bols, they are able to establish increasing
distance between themselves and their com-
munication partners, between themselves
and the object to be represented.

Figure 1 exemplifies the use of three refer-
ence objects within a routine through an in-
structional sequence: a spoon to represent
eating, a toothbrush to represent brushing
teeth, and a toy to represent playing.

Thinking about children with multiple disabil-
ities and vision loss, who may have blindness
or low vision associated with other disabili-
ties, it is important to provide conditions for
them to understand the functionality and
meaning of these objects in their daily lives.
Furthermore, this instructional sequence
must provide a child with the conditions al-
lowing to understand the beginning and the
end of activities in a concrete way. Removing
the object from inside the box indicates the
“beginning”. Carrying out the activity refers
to “doing” and storing the object in a basket
or bag represents “the end". According to
MacFarland (2000), instructional sequences
involve forms of instruction that facilitate
children's responses in their natural envi-
ronments and are based on: goals that are
functional for the children's needs; encour-
aging skill development; setting goals that
the child is expected to achieve; and assess-
ment of the child’s progress.

But how can one thing be used to represent
another one? In a certain sense, this ques-
tion may seem simple, but its answer de-
serves attention. The word “spoon” does not
contain food and does not make the person
eat when uttered. According to Park (1997),
one of the great aspects that involves the
use of reference objects lies in the distance
between the word, the object, and the ref-
erent. Children with multiple disabilities and
vision loss often struggle to gain an under-
standing of symbols and this is a prerequi-
site for language development. Without un-
derstanding the symbolism, the child feels
trapped in the present moment and cannot
communicate about objects and people that
are not part of their current context (Bruce,
2005). Talking about something or some-
one which or who is not present involves

understanding their existence from the
idea promoted by the word that represents
them. Werner and Kaplan (1964) comment
that distancing is a gradual process that in-
volves separation from oneself and the oth-
ers, separation from objects and separation
from objects and their representation.

As these children evolve in the use of sym-
bols, they establish a growing distance be-
tween themselves and their communica-
tion partners, between themselves and the
object to be represented and between the
object and its representation. This process
is essential to the development of commu-
nication. After all, when children understand
the meaning of the symbol they are able to
communicate about a referent - person or
object - that is not part of their current con-
text (Werner, & Kaplan, 1964).

When children acquire an understanding of
“me” and “other”, they are able to perceive
themselves as individuals separated from
the others and, consequently, are able to
establish distance. The process of realizing
that you are separate from the others is
called individuation. Jan van Dijk (1983) em-
phasizes that all representations must start
first in the child’'s body, first he or she must
understand that they are separate from
the others, and then other representations
must be initiated.

This entire process favors the acquisition of
receptive and expressive language, because
as children perceive the meaning of refer-
ence objects, they receive and understand
information through touch and can use these
objects to express their interests, needs
and feelings. Objects can be placed loosely
or nailed to cards. When nailed to cards they
become tangible symbols. According to Trief,
Bruce, and Cascella (2010), loose objects and
tangible symbols require little use of mem-
ory and representation capacity, which
makes them suitable to favor the receptive
and expressive communication of children
with multiple visual sensory disabilities who
communicate at a pre-symbolic level.

For this reason, loose objects and tangi-
ble symbols promote the literacy of these
children. Nelson and Bruce (2019) point out
that traditional or conventional literacy is

20
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usually defined as reading and writing, but
actually it is a developmental stage that be-
gins before traditional reading and writing.
It is a growing process that includes tactile
experiences, incidental learning of letters
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associated with words and concrete ele-
ments. Then, in figure 2, there is a sugges-
tion of concrete material that uses letters,
words written in ink and Braille, and con-
crete items.

Fig. 2. Letters, words, and concrete objects.

The use of these cards can be done through
a relatively simple instructional sequence.
The teacher offers the reference object to
be tactually explored by a child and tells the
name of this object. The teacher and the
child focus attention on this object in order
to perceive its attributes. Then the teacher
asks the child to repeat the name of the ob-
ject and waits for their response, which can
be a word, a sound, a gesture or a facial ex-
pression. After the child expresses their un-
derstanding of the meaning of the reference
object, the adult offers them the wooden and
Braille letter to be tactically explored and re-
lates it to the object. This activity involves

instruction tip and time delay, as the teach-
er must present the options to be explored,
give verbal instruction and a tactile model,
and wait for the child's response.

Other objects, other letters and other words
can be used to be explored by the children.
Park (1997) emphasizes the importance of
considering the size of objects, their place-
ment and their means of access so that the
children with multiple sensory challenges
can associate an entire object, a letter, and
a word. The feeling created by a real mace is
certainly more significant than the one cre-
ated by a miniature mace. Thumbnails are
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only useful if the child can use vision to make
the association between the thumbnail, the
letter and the word (Park, 1997).

Borrowing Nelson and Bruce’s (2019) consid-
erations, this article also reveals that litera-
cy is a very broad process, based on a rich
range of experiences that involves many
practical learning opportunities. All children

benefit from stimulating environments, rich
in meaningful literacy experiences, both at
home and at school. Thus, it is hoped that
these cards serve as suggestions for other
teachers and professionals to offer tactile
opportunities that favor the learning of con-
cepts and facilitate literacy for children with
multiple disabilities and vision loss.
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Perkins Quality
Indicators Research:
Leadership and
Innovation in

the Educational
Experience

In Latin America, Perkins School for the Blind is
measuring the impact of our training and coaching
in teacher behavior and child learning outcomes
in schools of Argentina, Brazil, and Mexico. A fun-
damental part of this research is the revision of
the Perkins Quality Indicators (PQI), an instrument
for evaluating and promoting improvements in the
quality and practice of education for children with
vision loss and multiple disabilities.

This article aims to share some initial findings of
this research, especially the role of innovation and
leadership in quality accessible education.

Program Evaluation of Perkins Programs in Latin America

Evaluation of education programs became possible thanks to a

in Latin America has improved in
the last 30 years owing to the
dissemination of results, a meth-
odological development, the in-
teraction with the research field,
and the participation in interna-
tional evaluations. According to
Martinic (2010), this advancement

greater awareness of the value
of the information that can be ob-
tained through program evalua-
tion. Quality data allows for a bet-
ter understanding of challenges
and achievements and therefore
improves educational processes
and results. This improvement
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has been particularly noteworthy in the
participation in standardized evaluations
(Ravela et al., 2008). In the case of special
education, however, evaluation is influenced
by the medical perspective of disability,
which centers the evaluations on the per-
son, not the context. Concepts of disabil-
ity, diagnoses, and typologies, often guide
educational interventions towards rehabil-
itation. Undoubtedly, the medical approach
has contributed significantly to the evalua-
tion processes; nevertheless, social chang-
es in educational settings and the evolution
of concepts related to disabilities and edu-
cation, make it necessary to review the idea
behind evaluation, its implementation, and
the use of results.

New approaches consider evaluation as an
ongoing process where participation is con-
tinuous, and dialogue among experts, teach-
ers and the education community is essen-
tial. In this sense, evaluation is presented
as a critical and learning activity. According
to Alvarez Méndez (2005), “you evaluate to
learn, you learn from and with the evalua-
tion.” This entails reflecting upon the ob-
jectives of the evaluation and translating
the results into knowledge that can help us
make decisions and change strategy when
necessary. From this perspective, Perkins
LA recognizes that evaluation is not an ac-
tivity that yields absolute certainty. Perkins
aims to develop a process that provides re-
flection to decide on changes, adjustments
and well thought out decisions in search of
good practice.

In 2010, Perkins developed the Perkins
Quality Indicators (PQl) to assess and ac-
celerate progress in improving the qual-
ity of education for children with multiple
disabilities. The PQl contain the following:
a tool designed to assess education pro-
grams for children with vision loss and mul-
tiple disabilities; a complement to Perkins
mentoring, training, and support; a metric
to document education program quality
improvement over time (Riggio et al., 2010).
Work continued and resulted in the second
revision of the PQIl in 2019, and today, in
this third revision, Perkins is refining a tool
that is sensitive to different educational
contexts, as proposed by Marchesi (2021),

aware of the inequality, poverty, diversity
and emerging movements that fight for in-
clusion and that give identity in the Latin
American context. For this, a process is ini-
tiated to incorporate local points of view,
combine quantitative and qualitative meth-
odologies to detect and deepen the under-
standing of the environment, and have a
general idea of the common aspects that
can be measured.

The goal is to improve the information need-
ed to help decision making and, thus, enhance
the innovation and leadership of schools,
measured by quality parameters valued by
Perkins, which are as follows:

® Practices that promote the students’
autonomy;

e Collaborative work;

e Communication considered as the work
philosophy and the methodological strat-

egy:
® Inclusive education.

As a second step, the revision identifies
different levels of achievement based on
two aspects, which are: 1) The scope of the
quality practices observed in the school,
2) Autonomy and initiative to assume new
practices and institutionalize them. These
levels are as follows:

® Focal: the practice is enacted by one per-
son or in some aspect;

* Expanding: the practice is enacted on a
discontinuous but recurring basis by sev-
eral people in different scenarios;

* Transversal: the practice is enacted in a
systematic and regular manner at differ-
ent school levels;

* Institutional policy: documented inno-
vative practices, involving all areas and
members of the school;

* Innovative culture: ongoing innovative ac-
tions in pursuit of educational excellence
impacting the others.

The intersection between the parame-
ters examined by Perkins and the levels of

24
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path, and the degree of response achieved by
the instrument in diverse contexts.

Leadership and Innovation as Quality Parameters to Measure Change

In Latin America, the refinement of PQI is
based on the practical application of the
PQIl to measure improvement of education
quality in 9 schools in Argentina, Brazil, and
Mexico. Early PQI data shows that two ele-
ments drive the transformation of school
teams into agents of change: leadership and
innovation.

Innovation is the incorporation of some-
thing new into an existing reality accord-
ing to Mohr (2003). The cultural identity of
an educational organization is modified and
strengthened or associated in this new con-
text. This transformation is seen through
changes in policy design, work dynamics,
and the implementation of clear communi-
cation strategies and inclusion principles.
Innovation doesn’'t mean that every pro-
gram follows the same path; rather they
improve within their own organizational
structures and realities. They reflect upon
their actions, considering diversity and
local social transformations. Leadership
is transformational for Amelinckx, &
Verhaeghe (2004); it is the practice that
combines considering the context and en-
suring certain conditions in order to reach
specific goals. It is a permanent change

factor (innovative culture) that incorpo-
rates participants’ different levels of en-
gagement developing the capacity to grow
impact and productivity.

We find that leadership and innovation are
essential qualities necessary to generate
systemic change and continuous growth at
school. These key attributes help ensure the
growth of schools beyond the Perkins part-
nership, as they are able to evaluate and
monitor their own processes and generate
change, without the need for external forces
to drive them. We continue to observe that
leadership and innovation grow jointly; one
influences the other. It usually starts with
one person or a small group of people inter-
ested in contributing toward the change at
school, and then these same individuals be-
gin to influence and train the others. Beyond
the knowledge and experience gained in
their field, they still believe there is much to
learn and there are important changes to be
incorporated. In the process, the systemati-
zation of new experiences makes the change
sustainable, able to impact the educational
practice in the classrooms, and at the level
of planning, to issue official documents and
influence other programs.

The Future of Program Evaluation in Latin America

Innovation and leadership have become for
us a quality parameter for model programs
and also fundamental principles for the elab-
oration and application of the evaluation
tool. The indicators must therefore provide
feedback on the various realities identified
and the different ways of expressing the
programs’ capacity for leadership and inno-
vation.

Perkins is consolidating a tool to evaluate pro-
grams that serve the population with multiple
disabilities or deafblindness through internal
validation, analyzing and testing of PQl. This
is an effort to contribute to the improvement
of educational practices in the region and to
develop programs in the world of continuous
transformation taking into account leader-
ship and innovation, which ultimately will re-
sult in better opportunities for the children.
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Descriptive Study of

2 Populations from 0 to
5 Years 0ld of the City of
Cordoba (Southern and
Northern Areas)

with Emphasis on the Implementation of
Intervention Strategies Associated with
the Current Situation of Early Childhood

Introduction

In Argentina, more than 10 thou-
sand babies out of 755 thousand
born ones die before reaching the
age of 5. Approximately 9 thou-
sand die before reaching the age
of 1year and, among them, around
6 thousand die during their first
month of life (Aulicino, C. et al,
2015).

After the first year of life, the
environmental context in which
the child develops and the basic
care he or she receives are the
most important aspects in re-
lation to mortality. Some of the
main causes of death for chil-
dren between 1 and 4 years old
are external: domestic accidents
and exposure to various kinds of
violence, followed by diseases of
the respiratory system and para-
sitic diseases. (Lopez, Konterlinik,
Duer, Urosevich, Fundacion Arcor,
2012).

The data on multidimensional
child poverty obtained from the
Multiple Indicator Cluster Survey
(MICS) 2011/12 shows that pover-
ty affects 30.1% of girls and boys
in Argentina (UNICEF, 2016). The
National Nutrition and Health
Survey (2007), carried out by the
Ministry of Health of the Nation,
revealed that 3.8% of Argentine
children between 6 months and 5
years old suffer from chronic mal-
nutrition (a process character-
ized by lack of calorie and protein
intake which results in depletion
of body energy reserves (ENNyS,
Ministry of Health, 2007 in UNICEF
Argentina). These health condi-
tions, derived from unfavorable
social contexts, don't only mark
the possibility of “living or not”,
but in case of absence of the ad-
equate and timely intervention
they also determine, at this stage,
future conditions.
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Theoretical Constructions

The concepts of childhood, family and educa-
tion have changed over time, crossed by the
evolution of culture and society. Currently,
the subject contextualization is demanded
from the perspective of the appearance of
problems of plurality of circumstances and
situations’ peculiarities as a factor under in-
vestigation.

It is for this reason that, when working with
children, it is essential to update knowledge
and new perspectives on childhood, as well
as on current conceptualizations of fami-
ly, school, and society.lt is necessary to im-
prove access to caregiving and educational
services as well as to promote the enhance-
ment of professionals’ skills oriented to the
early detection of significant and multiple
disabilities, vision loss and deafblindness in

Methodology

To achieve the proposed objective, emphasis
is placed on the description of what is ob-
served. The improvements, proposed on the
basis of the research, carry positive impact
on the integral development of childhood in
the community in which the children live.

According to the themes and objectives, which
the research shall work on, a qualitative and
quantitative study will be combined, and the
cross section analysis will be carried out.

As for the quantitative one, we will apply a
questionnaire of closed and open questions
(Educometer). It is intended to measure and
evaluate the educational opportunities of
girls and boys within the given territory.

The main indicator used for measuring the
level of community development is taking

newborn babies, ensure awareness of the
need and the benefit of early intervention,
which doesn't support only the child, but
also the family.

If the health and education services work to-
gether, as a team, they can provide quality
services that guarantee children’s rights.

In relation to the above, the main objective
of this research work is to characterize the
current state of early childhood develop-
ment from an integral point of view in two
areas (one in the north and another one in
the south) of the City of Cérdoba, Argentina,
in order to be able to design intervention
strategies that will cover the educational
and health needs of the studied population,
effectively and efficiently.

care of children. It is carried out through
four dimensions:

¢ Significant conditions of the socioeco-
nomic context;

* Significant conditions of the infrastruc-
ture and local social capital;

e The educational situation of the formal
sector, non-formal education;

* Other social and local policies, favouring
the children.

The focus population groups of this research
study are boys and girls from O to 5 years
old and their families, living in the southern
and northern areas of the city of Cdérdoba,
Argentina.
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Fig.1 Critical area of the City of Cordoba, Argentina. Geographical location: southern and
northern areas of the City of Cordoba, Argentina.

Expected Impact of the Project

The work of this research team aims to con-
tribute in showing the impact of the lack of
awareness of early childhood caregiving and
how it affects early childhood development,
based on the analysis of the data collected
and in contrast with new questions of the
research project, and how the said data de-
termines the development of public policies
according to the reality in early childhood.
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contribute to the social and educational de-
velopment of a particular group of popula-
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order to document this process of impact
on the quality of education.
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When families learn about their child’s deafblind diagnosis,
their biggest concern often surrounds the success of their
child's life. Parents always want the best for their child, but
many parents assume their child's future to be bleak when
they are told that he or she won't have vision or different
hearing levels. Thankfully, | have met many phenomenal deaf-
blind adults. | inform parents that there are deafblind adults
who are successful, independent, and truly exceptional. Drew
Hunthausen is one of these people. | met him at my former
job, and Drew became my friend instantly. After termination
of our joint sessions we continued to text, meet up for cof-
fee, and go for walks with my daughter tagging along. Drew
Is an extraordinary person who keeps his goals high, he is
passionate about his hobbies, and he is the type of friend we
all need. When we met for the first time, Drew was wearing a
triathlon shirt. When | asked about his shirt, Drew told me all
about his biggest passion, racing in triathlons. Drew has no
vision and wears hearing aids to assist with hearing others.
When Drew was 11 years old he had bacterial meningitis and
after being in coma for three months, he woke up without
vision and with lower hearing levels. Drew was a boy who
loved to play sports and go to school and church and truly
couldn't believe that it had happened to him. With the help of
his family, his church, and his community, Drew adapted to
this new way of being and became the amazing person he
is today. But don't take my word for it, let's read what Drew
says about it all.
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Kayla: Tell me the story of how you became
a member of the deafblind community.

Drew: | am 35 now but when | was 11 and a
half, | was diagnosed with bacterial meningi-
tis (BM) out of the blue. | was a very healthy
child. But | got a fever and fell into a coma.
I have been in a coma for 3 months. After
ten day of coma the doctor told my parents,
I most likely wouldn't have made it. My kid-
neys were failing and if | did survive, | would
be brain dead/a vegetable. Not too long after
| started coming around, my body started
figuring it out. At this time, there weren't a
lot of treatments for BM and it wasn't some-
thing they had done before. They did what-
ever they could to save my life. When | start-
ed to wake up, coming out of a coma was a
process. It took about a month. | was awake
and didn't understand my circumstances. |
was visualizing my bedroom but couldn’'t un-
derstand where | was. | was frustrated with
people because they were trying to tell me
what was going on. | was verbally violent
and cursing, which wasn't something | nor-
mally did. When | finally realized what had
happened, | was in a wheelchair with my dad.
He brought me around to touch things in my
hospital room and that's when reality set in.
When | touched the elevator button, reality
hit me. And it was hard. | was then home-
schooled during my 7th grade year. Being
back to campus was awesome but at the
same time tough, emotionally. Everything
was within reach, but | still couldn’'t do what
| wanted. Unless my friends sought me out,
I would be alone, | couldn't seek them out.
There was a lot of isolation. Isolation be-
came a theme for my whole life. Keeping
friends became more of an effort. But new
people can help you learn new things and it
gets better. It was a choice | had to make. |
brought all the hurt and anger on to myself.
Your body can bounce back. Mind and body.

Kayla: Who was the first person to encour-
age you to continue in sports? What was it
like?

Drew: It wasn't just one person. People
closest to me, my family, my dad. He was
my little league coach and he is a physical
therapist. He is also a big part of the en-
couragement to keep me going. That any-
thing is possible.

INTERVIEWS K

Kayla: What sports or activities did you play
before and after getting bacterial meningi-
tis?

Drew: Before, | was in little league, soccer,
golf, and roller hockey. I've tried kicking a
soccer ball, but it is not fun not knowing
where it goes. | also used to go to the driv-
ing range. But | transitioned into the new
sports: swimming, biking, triathlons, and
snow skiing.

It was interesting to see how much muscle
memory played a part in relearning sports.

Kayla: What was the transition like going
back into sports?

Drew: It was tough. | was homeschooledin 7th
grade and went back to school in 8th grade.
It was definitely a transition and it was defi-
nitely challenging. | was in the mainstream
classroom, the teacher had an FM system,
and | had a one-on-one aide. | was back on
my feet but | was still very weak. The body
is incredible. About 5-6 months or a year af-
ter, | started eating better. | had problems
with my stomach and | couldn't eat, once |
could | gained 45 pounds. | was huge! In 8th
grade | was keeping to the Atkins diet and
lost all this weight, and the diet made me ex-
ercising again. | got some muscles back. | dis-
covered swimming again. | went on a family
vacation to Palm Springs to see my grand-
parents, and my sister encouraged me to
swim in the pool. | kept swimming back and
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forth. | started cycling as well. No one can do
it alone, it takes a village, family, friends, and
some people you would never have known
otherwise. | then swam in the swim team in
high school and then in 2016 | got into triath-
lons for the Challenged Athletes Foundation.

Kayla: What is your biggest passion now?

Drew: My biggest passion is definitely getting
out there and being the best | can be and to
help others. | see myself as a motivational
and inspirational speaker. [A big passion] for
me is doing triathlons and doing sports, | do
it because | love it. | am doing this bike ride
in three weeks, where | am biking for three
days straight. | start in Santa Barbara and

end in San Diego. | met someone who has
been giving me rides to the San Diego prac-
tices and he is an amputee and he has been
so inspired by all of the other challenged
athletes, and now he inspires mel

Kayla: If you talked to someone with a re-
cent diagnosis of deafblindness, what would
you tell them?

Drew: | think the biggest advice is something
that sounds simple, not to give up. There is
so much that is possible. | remember when
| came home from the hospital, | was lying
in my bed feeling totally helpless, yelling at
God and asking what | was supposed to do
with my life then. And just looking back at all
the people and opportunities that God had
put in front of me, | can tell that anything is
possible. It's definitely challenging but keep
moving forward.

Kayla: And lastly, who inspires you?

Drew: | have had so many people who have
inspired me throughout the years in differ-
ent ways. For sure, my parents have been
huge inspirations in my life. My dad is a very
positive person who was always encourag-
ing me and picking me up emotionally and
physically, and in so many different ways. He
gave me the message not to give up and to
keep moving forward. When | came home
from the hospital, it was a huge blessing to
have my mom, who is an audiologist, and who
had that expertise at my fingertips, along
with the encouragement. These two people
are definitely my main inspiration.
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INTERVIEWS K

Alberto Camacho — a Visual
Artist, University Teacher
and His Life with Usher
Syndrome

This interview shows  XIMENA SERPA

some experiences  THE CHAIR OF

of the Colombian art [BEROLATN
AMERICA

teacher, named Alberto  erwork

Camacho, who is a Vi-  xvensserpre

sual artist and univer-  GMALLOM

sity teacher, living with

Usher syndrome. The

interview is carried out

by his colleague Luis

Carrillo, a university art

teacher.

Interviewer: Tell us when the dis-
order started.

Alberto: My hearing 