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ABSTRACT

Objective: to explore the deaf people’s perceptions about their well-being, published
on a weblog. Method: A free access spanish blog that’s been created and used by deaf
peopleis selected. Under qualitative methodology with a phenomenological approach,
through the non-participating and asynchronous observation, sign language speeches
are analyzed in 44 video messages uploaded by deaf bloggers. Results: in the speeches
analyzed, inclusion’s areas cited the most are self-determination, social inclusion and
emotional well-being, these latter two in a negative way: social exclusion and emotional
distress. Final considerations: The study participants state that the arrangements
adopted for their inclusion are not enough, with feelings of discomfort prevailing in all
areas and life stages. Solidarity initiatives, elimination of communication barriers and
true transforming agents of our society are needed.

Descriptors: Deaf People; Inclusion; Self-Determination; Virtual Environment; Qualitative
Research.

RESUMEN

Objetivo: explorar las percepciones de bienestar que las personas sordas vierten en un
blog de Internet. Método: Se selecciona un blog espaiiol de acceso libre creado y utilizado
por personas sordas. Bajo una metodologia cualitativa con disefio fenomenoldgico, y a
través de la observacion no participante y asincrénica, se analizan los discursos en lengua
de signos de 44 videomensajes publicados por blogueros sordos. Resultados: las areas
mas mencionadas sobre su inclusion en los discursos analizados son la autodeterminacion,
el bienestar emocional y la inclusién social, estas dos ultimas en sentido negativo:
malestar emocional y exclusién social. Consideraciones finales: Los participantes del
estudio manifiestan que los planes adoptados para su inclusion no son suficientes, y
tienen sentimientos de malestar en todas las areas y etapas vitales. Se hace necesario
eliminar las barreras de comunicacién y crear iniciativas solidarias con verdaderos agentes
transformadores de la sociedad en la que vivimos.

Descriptores: Personas Sordas; Exclusion Social; Autodeterminacion; Entorno Virtual;
Investigacién Cualitativa.

RESUMO

Objetivo: explorar as percepgdes dos surdos sobre seu bem-estar, publicados num
blog. Método: foi selecionado um blog em espanhol de acesso gratuito criado e
utilizado por pessoas surdas. Abordagem qualitativa assente na fenomenologia,
através da observacao assincrona e nao participante, os discursos realizados através
de lingua gestual sdo analisados em 44 videos que foram enviados por bloggers
surdos. Resultados: nos discursos analisados, as areas de inclusdo mais citadas sao
autodeterminacao, inclusdo social e bem-estar emocional, sendo estas duas ultimas
de forma negativa: exclusao social e sofrimento emocional. Consideragdes finais: Os
participantes do estudo afirmam que as altera¢des adotadas para a sua inclusdo néo
sao suficientes, com sentimentos de desconforto permanentes em todas as areas e
fases da vida. Iniciativas de solidariedade, eliminacdo de barreiras de comunicagéo e
agentes transformadores reais da sociedade sdo necessarios.

Descritores: Pessoas com Deficiéncia Auditiva; Inclusao; Autodeterminagao; Ciberespaco;
Pesquisa Qualitativa.
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INTRODUCTION

Well-being of Deaf People and the Deaf Identity: From
hearing loss to the deaf value

Historically, the treatment of people with hearing disabilities
from other members of society has been from a medical and physi-
ological point of view, based on the need to rehabilitate the hearing
and speech of deaf people, both from the Health and Educational
fields. However, the oralist perspective has not achieved the inclu-
sion and integral development of the deaf"?. Auditory disabilities
do not only involve hearing loss, but are multifaceted, affecting all
of the vital areas of the individual: there are studies which report
higher incidence of mental health problems in the deaf population,
and in some cases there are significantly lower scores than in the
hearing population with respect to both physical and psychological
aspects of quality of life. There is also evidence that highlights the
difficulties that deaf students have in the literacy process, given
that the development of a child’s neurolinguistic ability is not fos-
tered by his or her natural language (sign language), besides that
the educational system assesses the child through their second
language (oral-written language)®*. For decades Oliver Sacks has
posited in his work that “It is not just language, but thought, that
must be introduced. Otherwise the child will remain helplessly
trapped in a concrete and perceptual world”®. The presence of
communication barriers cause isolation, prevent the development
of a satisfactory existence, and can generate serious psychological
problems: depression, anxiety, insomnia, stress, paranoid ideas
and interpersonal sensitivity®”. Inclusive approaches in the field
of Education are essential, since, as explained by Echeita (2013),
educational exclusion usually precedes social exclusion®. This
exclusion is the reason why associations of the deaf have played
such an important role for people with hearing disabilities. These
associations are where deaf people can communicate, interact
and develop their identities, and become the ideal space and
environment for establishing a well-supported and cohesive Deaf
community, which struggles to make visible the barriers they face
in their daily lives®. Social and group identities are areas that
have been widely studied: as human beings are inter-connected
not only by chance but by their comparison to others, in search of
characteristics that unite them and also make them differents9,
The development of a deaf identity begins with self-awareness and
self-recognition, and is associated with high levels of self-esteem7.
Ladd and Woll describe the development of the deaf identity as a
process with two key phases that the deaf signer passes through:
thefirst involves the deconstruction of the person as an individual
with a hearing loss (it would be a deaf person, in lowercase); and
the second is the reconstruction of the individual as a signer Deaf
person (with capital letters)"®.

In recent years, deaf people associations are being abandoned
mainly by the younger generations, who are using social media
more and more, since this overcomes the time-space limitations
characteristic of communicating in sign language®®'*1%2%, Social
networks and blogs allow users to not only communicate through
written messages, but videos can also be uploaded, providing
Internet users with reading and writing problems the ideal means
to express themselves through signed videos. Also, the signers
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are able to get their messages to reach more people and in more
distant places®'>1%21,

Deaf people associations serve as spaces of solace and support
protected from the influence of the hearing and are, therefore,
not easily accessible to people outside the deaf community. By
contrast, the blogs and websites of deaf people are freely acces-
sible to any Internet user. This provides an opportunity to not
only know the benéefits of the use of new technologies, but to
have access to the deaf community in a less direct way. These
tools also allow people to have access to what is being talked
about such as the participants’ concerns, needs and thoughts.

OBJETIVE

To explore the perceptions and experiences published in a
blog by deaf people in sign language regarding their well-being
in society. To this end, freely available, spontaneous and relevant
multimedia documents published on the Internet are utilized®?.
This will allow us answering this question: how do deaf people
feel about their quality of life and how do they share their experi-
ences in the online environment? In addition, those transmitted
exclusively in sign language are collected, since sign language is
the preferred language of deaf people for communicating over
written text, and permits us to analyze more elaborate, natural,
extensive and rich discourses®22-25),

METHODS
Ethical aspects

Content published in virtual spaces does not require prior
informed consent on the part of users in order to include it in
the study, because the material is publicin nature. Hence, signed
videos are a particularly interesting resource for carrying out
these types of studies®®. Nevertheless, the bloggers’ identities
remain anonymous because a code is assigned to each participant
instead of using their real names.

Theory and methodology references

A case study is presented using a qualitative approach that
seeks to obtain valid knowledge through a precise and meticulous
description of the phenomenon in its context??”, The qualitative
method is characterized as being humanistic and naturalistic, and
attempts to interpret the subjective manifestations that individuals
make in their own environments, capturing the unique experiences
that arise during their interactions with the world around them@29),

Type of study

This is a phenomenological research, in which the aim are
the experiences shared by a group of people about a concrete
phenomenon, exploring all the information gathered until reach-
ing the essence of the experience. In particular, it is an empirical
phenomenological study, whose basis is to expose the personal
stories of the protagonists, leaving out of the study the point of
view that the researcher has towards this phenomenon@®.
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Methodological procedures

The Figure 1 shows the phases that have been followed in this
research process. A peripheral and asynchronous observation tech-
nique has been used: peripheral because the researcher maintains
a passive role in the data collection, with the aim to minimize any
possible interference concerning the participants; and asynchronous
because of the particular characteristics of the sign language blog.
This technique also allows us to collect videos that have previously
been uploaded in order to carry out a posteriori analysis®®2.

Transcription of speeches (data)
and creation of a database

Approach of the Selection of the X
problem and Field
definition of the _— context. a.nd study  m— research
phenomenon to study participants
Discover the
relationship between Creation of the
theexperiences gy categoriesand gy Analysisunits gy
of the participants themes found in identification
in relation to the the speeches
phenomenon
Analysis of the experiences Description of
in search of their the phenomenon
essential meaning, ofthe mmm  studiedand the
differences between those categories that have
experiences, endowing emerged from the
them with a structure speeches

within a concrete context

Figure 1 - Phenomenological study process®

Study scenario

The website www.signoblog.net was selected, after reviewing
those sites potentially eligible for this study. This website is a free
access community platform, which does not require registration in
order to view its content, although it is necessary to create a user
profile to publish videos and comments. It works by allowing blog-
gers to upload videos communicating in their sign language. Here
the participants discuss the topics that interest them and the rest
of users are able view these discussions and respond using either
a signed video or written format. The preferred format is a signed
video, because it discourses can be expressed in a more elaborate
and natural way. The administrator of the site was contacted and
informed us that the blog had been created in 2011 and that more
than 10,235 signed posts (video posts) and 5,316 signed comments
(response videos) had been uploaded since its creation. These
uploads have been categorized into 34 different topics.

Data source: Universe and participants

There are 130 individual profiles of men (55%), 87 individual
profiles of women (37%) and 19 group profiles (8%). A total of 236

Castillo Alzuguren A, Sdnchez-Gémez MC, Costa AP.

users spread across the Spanish geography, with the exception
of Navarra and La Rioja. The Autonomous Communities most
represented are Andalucia (41 profiles) and Cataluia (38 profiles).

The universe is composed of video posts, in this case“sign posts”,
uploaded to the selected blog. During 1 January 2016 to 30 April
2016 fifty-one video posts were obtained and reviewed based on
a thematic approach. Specifically the content is referring to any
aspect of the deaf community. This approach is recommended
when the volume of data is vast, since identifying patterns helps
to give meaning to a specific data set®.

Data gathering and organization

Collecting
data

After selecting fifty-one sign videos, it
was determined that the unit of analysis
was the word, that is, the minimum fraction
with meaning®. In order to guarantee the
methodological rigor, two types of inter-rater
evaluation tests were carried: the first test,
related to the interpretation of the signed
videos, was undertaken by an active Spanish

Review of the

speeches in sign language interpreter with more than
order to obtain a 15 years of experience and the administra-

global vision

tor of the website who is deaf. Although
both experts were contacted by email, we
didn’t receive any response, so we decided
to eliminate seven video posts whose correct
interpretation was doubtful, as some of the
videos used a very pure Catalan Sign Language
(LSC), which is different from Spanish Sign
Language (LSE); other videos were exclude
due to poor recording quality. In the second
type of inter-rater test, experts in the field of
Disability (teachers of the Master’s degree in
Disability Research and the Master’s degree
in Language and Communication Disorders of the University of
Salamanca) were asked to validate the categories extracted from
the discourse of the various sign posts. Based on the suggestions
made by the experts and with the use of the NVIVO10 computer
program, a conceptual map was constructed by integrating infor-
mation units, metacategories, categories and subcategories that
serve as the basis for the analysis of the content (see Figure 2).

Developing

a final report

Self-concept Laws knowedge

Autonomy Defense

Self —repr Disrespect | Rights

LSE preference Laws default

Cuts in the grants

interpersonal Positives Personal skills

relatioships

Negatives Education

Signo

Accesibility

Difficulty with spanish

Well-being

emplovement ‘ job
Psycological

Discomfort | domain

Social support

Social domain | Deaf Assistive devices access

Health domain

Sheil exiutitn Health assistance

Needs Speech therapy

Figure 2 - Conceptual map
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In addition, the nature of the attitudes identified
within the bloggers'discourses is differentiated and
included in the conceptual map®". This classification
system is widely used in numerous studies within
social and educational contexts®*34: according to
this theory, attitudes are structured in three com-
ponents: the affective component, the cognitive
component and the behavioral component. The first
one refers to feelings and moods towards something
and/or someone. The second component refers to
beliefs, opinions and knowledge about something
and/or someone. And the third component refers
to behaviors and behavioral tendencies regarding
something and or someone.

SELF-DETERMINATION

Data analysis

Two types of analysis will be carried out: a
semantic analysis by sweeping through the type
of language used and the possible relationships
between the words / signs, and a deeper content
analysis, investigating the meanings and the
communicative intention of these people, what they have lived
through and how they have experienced it.

RESULTS

With the semantic analysis it's found that the most repeated
words in the videos analyzed are represented in Figure 3. Two
blocks of words can be seen, the first block, containing the most
mentioned words related to people and the community, and the
second block refers to communication.

c SR Resultados de nube de palabra [x]
| — ] Palabra Longitud Conteo
c personas 8 173
e intérprete 10 126
=“ sordas 6 101
oyentes T 93
~E§ socios 6 8
_Inlnrr_na’(:lnll- comunidad S 66
as0ciacion em e ssociacién 1 )
: trahajo discapacidad 12 44
comunicacién 12 36
persphas |7~ |
= trabajo 7 31
snr as = informacién 1 2
comunidads televisién 10 %
comunicacion E teléfono 8 P
] barreras 8 2

=

Figure 3 - Representation of the most frequent words identified in the study

Figure 4 shows some results after analyzing the content of
the sign videos: the number of coded references for each main
dimension of the conceptual map. At first glance, we can already
appreciate that three areas dominate the discourses: social, psy-
chological and self-determination domains. It can also be seen that
the social domain has the highest number of related comments. If
the number of positive/well being and negative/discomfort com-
ments is compared, depending on the communicative intention
of the bloggers, the comments with negative/discomfort content
predominate over those with positive/well being content.

INTERPERSONAL RELATIONS

SOCIAL DOMAIN

PSYCHOLOGICAL DOMAIN
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EDUCATION

RIGHTS

EMPLOYMENT 14

HEALTH

100

0 50 100 150 200 250 300 350 400

M Discomfort content Well-being content

Figure 4 - Positive/well-being and negative/discomfort content for each domain of the study

“The deaf are good too, we have a great visual capacity; sign
language is a high quality and enormously rich language”.

Self-determination is one of the three domains that are mentioned
most in the video posts, and has been found to be related to insult
and suffering. The bloggers managed to develop a positive self-
concept regarding their deficiency, defining themselves as visual
beings. In order to defend their rights, deaf communities and working
together are considered important®?3; The Internet becomes a
tool for the organization and mobilization of groups!'*'2" in such
away that the government and other institutions raise awareness
of the communication barriers of deaf people:

We need to meet in order to talk about and discuss problems such
as the lack of access to universities, employment discrimination,
cuts in the grants received by associations for funding different
projects, ..., there is a need to sit down and talk publicly. Many
people do it behind closed doors, secretly, and this way things will
never improve (Excerpt taken from video 7 signed by blogger F).

Despite having legislative support, the rights of deaf people
are violated®®37; what they most demand is accessibility through
the figure of an interpreter, as well as the need to use LSE and the
need to make citizens and institutions more aware:

Honestly for me, the interpreter is hugely important in my daily
life for receiving information and for obtaining accessibility.
Because if | go anywhere alone, it is very difficult for me to
communicate, and | have to write, mime, make gestures, ..., a
relative could also go with me and act as an interpreter, but |
don't like this option, for me the figure of a professional sign
language interpreter is much better. Having an interpreter helps
me to communicate very fluidly and | can work autonomously
(Excerpt taken from video 51 signed by blogger S).

“Normally people think | speak well, that 1 only have a hearing
issue and that within society | can communicate, but it's not
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like that, I prefer not to speak in these types of situations, it's
hard for me to make myself understood, | have to try harder.
I need an interpreter, that’s the way it is”.

The social domain accounts for almost 50% of the content
analyzed. Deaf people do not speak of social inclusion, but of
social exclusion. They perceive discrimination and communication
barriers. Negative/discomfort emotions were expressed in 75.7%
of the cases, and the most frequent ones are feeling indignant,
being offended and disappointed®®. In the cases in which posi-
tive/well-being emotions are expressed, gratitude and curiosity
are the most commonly mentioned. Also, the social domain is
where the bloggers express more of their feelings in general.

Many references are made to the negative attitudes they per-
ceive in society. Undoubtedly, behavioral component of attitudes
is frequently mentioned, such as the fact that the requests for a
sign language interpreter are often denied or that adaptations
are usually of low quality, as in the case of subtitling®®. This is
understood as a negative attitude that discriminates against them.

Look, the 24-hour news channel has an interpreter because it's
importantand has alarge audience, let’s look at the other channels
.. TVE1 channel doesn't have one, neither does Antena 3, only
subtitles, and Cuatro channel has nothing, neither does Telecinco
or La Sexta channel. Pfff ... Spanish National Television has a sign
language interpreter because it's important, but they prefer to
put them on the 24-hour news channel, and the rest of channels,
Antena 3, Cuatro, Telecinco, they hide behind the fact that there
is already an interpreter on the 24-hour news channel. Therefore,
the hearing don't get used to; they zap through the channels and
when they see the 24-hour news channel with an interpreter they
quickly change it. The audience goes down because it's bothersome
towatch television with an interpreter, it’s like a distraction. The deaf
are discriminated against. Okay maybe notan interpreter on all the
channels, butit’s like hey, take alook at the size of the interpreter box,
please ... (Excerpt taken from video number 34 signed by blogger G).

The inaccurate beliefs that people have about Deaf people make
them feel very offended and generate discomfort, such as the
use of the termiilliterate and deaf-mute, terminology that is very
far away from the concept these people have about themselves:

‘Deaf'yes, but‘deaf-mute’is not the correct term; it's annoying
for deaf people. Traditionally it was thought that the deaf
person was unable to communicate with others. We can talk
and shout, WE HAVE A VOICE (Excerpt taken from video number
13 signed by blogger D).

“.. everything was in oral language, and | had a hard time
trying to understand the teacher, | suffered, and my eyes
hurt a lot. It was like a state of tension for me”.

They say they have suffered and felt disoriented throughout their
education, because people with hearing impairment were treated
in an exclusive way, being forced to speak and prohibited from
the use of sign language. As a result, their education suffered @33,

...after that they moved me to an integration school. In this
school, there were a lot of hearing people, the teacher teached
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us orally, and I didn't understand anything, because at that time
there were no interpreters, so | didn't get even a little bit, they
read the book out loud but | didn’t understand anything, uff
it was so hard, | missed everything, and the rest of the mates
suffered too. | repeated the grades once and another... (Excerpt
taken from video number 5 signed by blogger E).

DISCUSSION

The results of the present work are consistent with those reported
previously in the literature. For Deaf people, social exclusion due to the
lack of information isolation is of great concern. The communication
barriers they face cause animbalance that is both psychological and
emotional and which generates feelings of resentment, offense and
suffering in all stages of their lives“. The inaccessibility of information
is a violation of their rights, and they express this with great unrest
on the Internet. Through this weblog they offer mutual support,
reinforce ties and encourage each other to defend their rights in
an organized and united way®. The use of the Internet promotes
a more extensive and robust community formed by people who
identify with each other and struggle to be respected and included
in society, a phenomenon that is also found in this study®419-2135),

One of the areas mentioned is Education. We have collected
testimonies which state that under the oralist methodology,
which was predominant at that time, they were unable to de-
velop linguistic competences in the same way as their hearing
classmates; not until they learned and used sign language were
they able to develop literary skills®.

Complaints about the recognition of sign language and the
Deaf community are not new, nor are they limited to the field of
Education; although this field works as a thermometer to predict
the degree of inclusion that society is willing to offer: various stud-
ies reveal that Deaf people share a story, an education, a feeling
of likeness about having to face the same obstacles in their daily
lives, same goals. However, above all, they share sign language,
identifying themselves as a linguistic minority against the oral
communities of their territories. The main claim of this group can
be simple summarized in that LSE should be respected and that this
language should have a place in society. To this end, any program
implemented for the inclusion of people with hearing impairment
should protect the right of these people to fully communicate in
the language of their choice (Sign or Oral Language). This should
include deaf students, as well as proposals for a bilingual curricula
(signlanguage and Spanish), so that these children can successfully
become literate throughout all educational stages.

In Spain thereis a law (27/2007 of October 23) which recognizes
Spanish and Catalan sign languages and regulates the means of
support for oral communication of deaf people, hearing impaired
and deafblind people. However more than ten years later, the
regulation required to set this into action has not yet been drawn
up. There are also other laws, such as the Royal Decree 1/2013
of November 29, which approves the consolidated text of the
General Law on the rights of persons with disabilities and their
social inclusion in the area of non-discrimination and universal
accessibility. Despite this, there is still insufficient accessibility to
media communication, where the presence of the figure of the
interpreter remains limited and the subtitling can be inaccurate®®.
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Limitations of the study

It is not possible to confirm a correlation between the tes-
timonies and the perception of general well-being with their
lives, since these discourses of deaf people refer to particular
situations and particular experiences, mostly discomfort experi-
ences. Although the choice of the website and the design of this
research was donein such a way as to not alter the phenomenon
and to capture it as natural and real as possible, it's not possible
to analyze it deeply, which limited the scope of the conclusions.

Implications/advancements in knowledge

Using a qualitative approach within a weblog context, we im-
merse ourselves in a specific phenomenon based on the experi-
ences of Deaf people in an attempt to understand the social and
cultural processes they go through. Therefore, as future lines of
research, a deeper analysis of each vital domain of Deaf people
is necessary, using personal testimonies to determine if there is
arelationship between the individual level and the general level
of perceived well-being.

Contributions to the fields of nursing and health care

We have to work for inclusion of people with hearing impair-
ment, and work for improving assistance to this group. The health
has such a special meaning for them and so facing communica-
tion barriers in this area generates stress and anxiety. That is why
establishing an action protocol for Deaf people’s assistance would
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be very beneficial for both patients and health professionals. This
protocol should include actions for environment physical adap-
tations (such as electronic advisements, lighted signs, etc.) and
accredited sign language interpreters, so professional- patient
are in full communication, getting a high quality assistance, as
well as the professionals find easier treating with Deaf people.

FINAL CONSIDERATIONS

The objective of this study was to explore the perceptions and
experiences that Dead people share in a sign language blog about
their well-being in society. Using an open access blog allowed us
to get to know how does these people feel about their well-being
and how does they support each other, since they all pass through
very similar situations. These bloggers express that the measures
taken for their inclusion are not enough, declaring discomfort in
all vital domains. It is necessary that political, health, educational
and social institutions implement initiatives that promote solidar-
ity, eliminate communication barriers and to live up to their role
as truly transformers of the society in which we live. We hope that
the results of this study will enhance the awareness of issues that
impede the inclusion of people with disabilities.
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