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9:30~16:30 Usher
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8 H13 A

10:00~11:30

1 Adglobal focus on access

8 H14 H

8:30~10:00



2 The interplay between communication and emotion [/ 3% 7 — & L THEK]

8 H15 H

8:30~10:00

3 Inclusive, innovative technology: a strategy, tactic and operational perspective of technology
and deafblindness

@=L by ar—E
KAEIRFRHIC T —~BO DRSNS THT L TTbil, 2IE RSS2 B HIITERTE

776
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11:45~12:30

1A: Enhancing accessibility to education through curriculum adaptation for students with
deafblindness

1B: Art therapy with individuals who are deafblind

1C: Accessibility for people with deafblindness when getting medical services

1D: Appropriate age-related services for seniors with dual sensory loss

% 1E: Quilting family stories

13:30~14:15

2A: Educational practices that facilitate learning for children with Md & Db

2B: Positive touch access: increasing access for young learners who are deafblind

2C: Touching the sound

2D: Bringing accessibility solutions to our homes and communities for today and tomorrow

% 2E: Lead: Learn. Empower. Achieve. Develop. Enhancing skills through leadership
development

2F: Act possibilities of supportive physical contexts

14:30~15:15

3A: When other sensory functions are affected in people with deafblindness

3B: Training as a key to access successful inclusive practices

3C: Life strategies and facilitating factors when having deafblindness due to Usher Syndrome
Type 2a

3D: ...Is there anybody out there?

% 3E: Communication and accessibility impacted of our children’s current life and their future
3F: Why so few words?

3G: Nicaragua: attainable and meaningful accessibility

16:00~16:45

4A: The Deafblind Team Model: a collaborative partnership to act and meet complex student
needs

4B: Mentoring deafblind employees

4C: Bertolt Brecht and deafblind theatre

4D: How can we increase accessibility through special educational investigations?



4E: Persons with deafblindness living with Charles Bonnet Syndrome

4F: Canadian Helen Keller: a model for accessible services

* 4G: Deafblind Centre of Excellence in Australia: supporting service excellence

8H 14 8

10:30~11:15

% 5A: Tell it! Supporting bodily-tactile communication, language and self-determination

5B: Theory-of-mind in individuals with acquired deafblindness is affected by social relations

5C: 'Adapted' sign communication

5D: What happened to the fastest finger speller in the world?

5E: Researching tactile signed conversations

11:30~12:15

6A: How we all learn: the brain, the body & communication

% 6B: Multi-party communication to support and develop tactile conversations about emotions
and sexuality

6C: Using videoanalysis to enhance communication between parents and children with
deafblindness

6D: Evaluation of the system of least prompts to teach symbol use to children who are deafblind
6E: Implementation of a PhD study into daily practice: a SWOT analysis

6F: Building communication between deafblind students through adapted physical activity/apa
6G: Feel the circus! How circus and theater can help with meaningful communication
13:30~14:15

7A: Understanding cognition through communication: introducing the tactile working memory
scale

7B: Go outside, communicate and learn!

7C: Giving access to a cultural language

% 7D: Dying with dignity

7E: Promoting accessibility through psychological assessment

7F: How to act with arousal in mind

7G: Diagnosis of adults with Usher Syndrome

14:30~15:15

8A: Enhancing learning and cognitive potentials in people with deafblindness

8B: Social-haptic communication in Australia

% 8C: Using extracurricular activities to enhance communication and social skills for inclusive
education

8D: Suggestions based on the work of David Katz for a 'touch-based pedagogy'

8E: The Swedish National Resource Center for Deafblindness research overview

8H 15 H

10:30~11:15

9A: Dual sensory loss and assistive technology use in the Canadian Longitudinal Study On Aging
9B: Video feedback intervention: how do you do it?

9C: Applying for intervenor services: a web based approach



9D: Technology as complementary communication tool

9E: Creating and tracking student growth through the development of local capacity around the
child

9F: My life story about overcoming communication challenges as a deafblind person

% 9G: Educational inclusion university case study of a student with deafblindness

11:30~12:15

10A: Communication assistance devices for persons with deafblindness using iPhones: close to
the goal?

% 10B: Eye gaze technology: more than meets the eye!

10C: Converting vibrotactile information in daily practice of people with deafblindness

10D: Communication device for deafblind persons

10E: Hapticomm: deafblind haptic communicator

13:30~14:15

11A: Meditation and haptics

11B: How technology and communication styles have improved my life

11C: Codesign of a national deafblind information hub with and for people with deafblindness
11D: Effectiveness of a new modality of face-to-face and distance communication in
deafblindness

11E: Web accessibility best practices for people with deafblindness

% 11F: Creating inclusive accessible community groups

@ = DfDERT 1 7T L

8H13 H

9:00~9:30 Official conference opening

17:30~18:30 Dbl Network Meetings(Network of the Americas, Adaptive Physical Activities,
Research Network)

8H 14 08

17:30 ~18:30 Dbl Network Meetings(Usher Network, Communication Network, CHARGE
Network, Youth Network[DblYN])

8H 15 H

18:30~11:00 Conference Dinner

8 H16 H

8:45~9:30 Family Forum

10:00~11:00 WFDB(World Federation of Deafblind) Global Report on Deafblindness
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< About myself: >

My name is Atsushi Mori. I'm Deafblind since I was born.

Currently, I am studying at graduate school of Tsukuba University of Technology. My major field of study is
Information and Communication Accessibility. My research focuses on enhancing information and communication
access for the Deafblind by utilizing ICT.

<Reference 1: VR of Japanese language lesson at school>
The exercise of 'breathing with shoulders' introduced at my presentation is available on
the following link. This is the lesson I attended when I was 11 years old.

** Additional explanation
'Breathing with shoulders', mentioned in the VR, is to breath by making the shoulders up and down when choking.
In the VR scene, students were trying to understand what "breading with shoulders," and actually running with the
teacher to experience how hard it is to breath smoothly. Then they make the shoulders up and down to inhale, and

now they learned the expression "breathing with shoulders."
Url : https://www.youtube.com/watch?v=i 5W1JJTSEE .ﬁ
(You may also refer to deafblind (NHK) on YOUTUBE.) EI'}"'E:%.
o il

< Reference 2: About my graduation thesis (Writen in 2011) >
Theme: Difficulty of Understanding Fantasy for congenital deafblind children and the process of achieving from
the view point of the supporters.

I. Foreword

Generally speaking, hearing and sighted children start enjoying interaction with adults and listening to stories of
picture books from around the age of one. Through the process, they become able to understand the story (fairy tale,
etc.) that includes the elements of fantasy from around the age of three and develop their imagination. Although
there are individual differences, children around the age of six, they will naturally become understanding that there
is a border between reality and fantasy.

On the other hand, deaf/blind children find it difficult to perceive the ideas that are no realistic and they would ask
"Why Simmy, a fish, can talk?" or "Why Doraemon's pocket always brings him to everywhere?" and so on,
throughout their childhood.

The same was true with my childhood. My understanding of the world that I could feel and explain with words
expanded as I grew older, having come through difficulties. At the same time, I gradually acquired communication
centered on Tactile sign language and braille.

On the other hand, my understanding of the fantasy world, which I can not feel nor explain with words, did not
expand. So at around the age of 10, it has become an issue shared by education site and family. However, I have
finally achieved fantasy comprehension, which is an unrealistic concept, as I became understanding "dream," and
then I came to enjoy reading books.

In writing my graduation thesis, I have clarified how I had overcome difficulties and finally achieved fantasy
comprehension.

I1. Research Overview
D Object of Research

* A boy who was born in 1991(to be referred to as Child A)

* As for his vision, the medical check at 3-4 month of age pointed out his visual problems.

Now he can see people and things in front of him and can identify colors.

* Hearing impairment was diagnosed when he was 2 years and 3 months old. Now he uses a hearing aid.
Although he can hear loud voice and sounds, he can not discriminate whose voice or what kind of sounds they are.

* Communication means: He studied sign language from the age of three and braille from the age of six, first
grade of elementary school. Now he can communicate using sign language and braille.

@ Themes of this Research

Theme 1: How difficult was it for Child A to achiieve fantasy comprehension?

Theme 2: How Child A did get over the difficulties, what kind of support and assistance is accumulated, and it
leads to the fantasy comprehension?

@ Approaches of Research

I traced developmental process of Child A and his history of education to the details using the process traicing
method.

In order to extract data based on the facts obtained through faithful and objective analysis,

(1) interview records, (2) journals between the teachers and the parents, (3) practice report by the teachers and


https://www.youtube.com/watch?v=i_5W1JJTSEE

supporters, and (4) personal letters and diary, etc.
Then, Child A was able to read the above data and describe his own experience, memories and emotion by
collating with the data.

I11. Result of Analysis
(D Theme 1: Difficulties of fantasy comprehension
In order to clarify what is the difficulty of fantasy comprehension, I derived Child A's
essential difficulty from the record of his pre-language period (2 years 10 months), and made it the basis of tracing
the process of his development.
The record was taken from a class room situation on one day; Child A was sitting in the center of the room
where all the desks and chairs are taken away. He just stayed there and could not move at all even as time passed.
This fact is considered to be summarized as four essential difficulties: (1) difficulty in
perceiving the given direction, (2) difficulty in moving, (3) difficulty in expressing and conveying emotions,
and (4) lack of information from the past experiences. As a result,
it was revealed that deafblind children have highly unique impairements, and that this
difficulty will influence the secondary areas such as fantasy comprehension.

@ Theme 2: Process of leading him to fantasy comprehension
In order to overcome the difficulties mentioned above, the Child A's teachers and supporters are trying various
practices as the followings, and now he is now achieving fantasy comprehension in the following process:

1. Approach at the Center for the children with Hard of hearing
(from 2 years and 8 months to 6 years and 7 months)
i) At the beginning (when he entered the center at 2years and 8 months of age)
The communication method at that time was Crane method, that depends on mother's help centered around
Child A's intention. Therefore, expertise was required for guidance and support, and education applying some
unique measures was pursued from early stage.
ii) Stage of acquiring initial verbal communication (6 years and 7 months, at graduation)
He showed development in asking others for their names and about their actions.
However, the sign and fingerspelling ability remained on the level of 218 vocabulary for understanding and
157 for expressing. All these vocabulary and concepts were linked to his experience in his daily life, such as
shopping with his mother, etc.

2. Approach at the school for the Hearing Impairment (6 to 10 years old)
(D Beginning stage (2 years and 8 months old)
The teacher gave priority on understanding the actual situation of Child A, so she tried various attempts;
preparing the material that he can touch and understand what it is (such as clay), chance of communicaiton with his
classmates, and applying some means for understanding the numbers and quantities, etc.

@ Acquisition of writing ability (7 years and 8 months old)
The teacher worked on the acquisition of Child A's language ability (reading and writing), while combining
fingerspelling and braille letters. He became familiar with the Perkins Braill since early 7 years just as playing
games, so by 7 years and 8 months he was able to write on the typewrite at least his first name by himself.

(@ Advancement to 'question’ period (around 8-9 years of age)
Thanks to review of the journal between the teachers, explanation of environment, such as posters and
pictures on the wall, close contact with classmates, Child A comes to understand that there are various information
around him which he didn't know, and gradually become asking questions from interest and curiosity.

3. Move to the school for the Visual Impairment (10 years old and on)
(D Problem in how to cope with understanding fantasy (10 years old, before attending the school for the Visubally
Impairment).
Problem remains for him to cope with events he has not experienced or sense of reality. For example, it was
difficult for him to understand the story which appears in the textbook the first graders (age 7).

@ Arise of wonders and doubts (around age of 9-10, just before and after school change)
As his experience accumulated, and reinforced language education at the school for the blind, he has shown
interest and questions about intangible or invisible things such as god and ghost, and about the movie 'Harry Potter'
that his supporter has told him.

@ Understanding of "Dream" (around 11 years old)
One day he told his mother about the dream he saw while sleeping, he learned the word "dream" and the



concept at the same time.

@ Challenge to reading (connection to understanding fantasy)
Child A's supporter made use of his understanding of 'dream' and its content, and gave xplanation to question
and wonders that Child A has accumulated that helped him acquire distinction between what is 'real and unreal', and
began to enjoy reading.

4. Consideration and result (summary)
(D There is an essential difficulty that Child A reaches fantasy comprehension as in (D
of 3.
@ The factors that influenced in the process of his acquiring fantasy comprehension are as follows.

1) Human resources: He had many teachers and supporters and positive family members who put emphasis on
the relationship with new people.

2) Consideration on time factor: The systematic support was brought out from the beginning taking time and
with repetition.

3) Securing learning opportunities: Many opportunities have been offered for experience of touching, learning,
etc., and these opportunities have been secured for support at home and after school.

4) Interests and curiosity: Consistent effort was made to connect with acquisition of words and formation of
concepts, without missing the moment when he showed interest and curiosity.

5) Secured information provided: Using acquired vocabulary he has acquired, appropriate explanation and
information was provided about his surroundings.

6) Appropriate answers and assistance: Answering his questions as much as possiblen, and at that time
appropriate guidance was offered to what was missing in his understanding.

7) Common goal and information shared: Collaboration with teachers, supporters and parents was made, and
common goal and information was shared. In addition, there were researcher and educator who had kept constant
contact with Child A since his early childhood who were able to give approprite advice to teachers, parents and
supporters at each level of development.

(® The conditions leading to the fantasy comprehension are as follows, and they interact
with each other.
1) Accumulation of experience: Incorporate as many opportunities as possible to experience, touch, confirm, etc.,
and emphasize emotional experiences as well.
2) Accusation of words: Intentionally provide the opportunities to get in touch and communicating with the
Japanese language, as well as teaching new words and expression, etc.
3) Formation of concept: Make use of Child A's experiences and acquired vocabulary to
explain abstract concepts in relation to reality.

@ The following virtuous circle occurs when the above factors and conditions are met. Enhanced interest—
Arising doubt and wonder to connect to "Question", "Confirmation", "Study" —Further question to arise question,
confirmation and study — Extension of interest and curiosity. This circle helped Child A to achieve fantasy
comprehension.

(® Achievements and next subject hrough analysis of the process that led Child A to the fantasy comprehension, it
was found that he had obtained the following results.
1) Improvement and change in reading
2) Development of imagination
3) Improvement in learning and communication abilities by making use of ICT technology.
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Concurrent Session 1 — Tuesday 13 Auqust, 11.45pm-12.30pm

Concurrent Session 1A. Enhancing Accessibility To Education Through
Curriculum Adaptation For Students With Deafblindness

Sachin Rizal1 1 Sense International India, Gujarat, India

Children with deafblindness are impacted with combination of two major sensory impairments, vision and hearing,
which otherwise contributes to 95% of our learning. The impairments creates barriers to school-based learning and
have a profound effect on their knowledge of the world and their development of communication and social skills. An
adapted curriculum, accessible, appropriate modification, structured classroom and minimized context-related issues
can help children with deafblindness to thrive in the school environment and gain lifelong skills.

Concurrent Session 1B. Art Therapy With Individuals Who Are Deafblind
Emily Walters' ! Able Australia, VIC, Australia

Art therapy presents the opportunity for individuals to engage in the inherently therapeutic process of art making, and
to explore symbolic expression and meaning within a therapeutic relationship. This workshop will aim to explore the
therapeutic art-making experience of people who are Deafblind, specifically the opportunities for people who are
Deafblind to communicate through their art within an accessible service.

Concurrent Session 1C. Accessibility For People With Deafblindness When
Getting Medical Services

Nobuyuki Takahashi‘I 1 Japan Federation of the Deafblind, Ehime, Japan

People with deafblindness have many difficulties when getting medical services. What kind of difficulties do they
have? It is important to clarify those difficulties and request improvements to medical institutions. We conducted a
survey on accessibility of medical services to people with deafblindness. The survey contains questions on difficulties
at following situations — to find suitable hospitals, reception, consultation, examination, treatment and hospitalization.
This presentation will cover the results of this survey.

Concurrent Session 1D. Appropriate Age-related Services For Seniors With Dual
Sensory Loss

Marta Zaharia1 Alexa Hawlev1

1 Canadian Helen Keller Centre, Ontario, Canada

This workshop discusses the importance of providing appropriate access and awareness to services for seniors with
Age-Related Dual Sensory Loss (ARDSL), within the context of intervenor services at Canadian Helen Keller Centre
(CHKC). Seniors with ARDSL are a rapidly growing, underrepresented population within the field of deafblindness in
Canada. Due to insufficient resources and misdiagnosis, our goal is to develop and provide suitable intervenor
services and training for service providers. These include outlining the differences in intervening with a senior
compared to intervening with an adult who is deafblind. Through communicating these differences in service, we are
hopeful that we can achieve our goal of access and awareness within the sector.

Concurrent Session 1E. Quilting Family Stories

Yvette Gallegos1

2 and Namita Jacob3

1 , Mexico, 2 , Argentina, 3 , India

Graciela Ferioli

This presentation is based on the stories of families from different regions of the world. Participants will hear the
challenges the families face and how they met their needs in collaboration with professional and other parents. At the
end of the workshop the participants will be invited to share their own experiences on how they meet similar families
needs.By sharing experiences, we will be able to see the diversity in working with families around the world. This work
will create a beautiful quilt that will help to improve the collaboration between families and professionals which will
impact the lives of the deaf blind person.



Concurrent Session 2 — Tuesday 13 August, 1.30pm-2.15pm

Concurrent Session 2A. Educational Practices That Facilitate Learning For
Children With Md & Db

Maria Elena Nassif1

1

Graciela Ferioli' and Mariana Galli1

1

, Argentina

The paper is based on a research project about understanding the characteristics of different practices that favor the
acquisition of meaningful learning in children with disabilities from 6 to 12 years, minimizing the risks of exclusion, in
several settings in Latin America and the Spanish- speaking Caribbean.

Concurrent Session 2B. Positive Touch Access: Increasing Access For Young
Learners Who Are Deafblind

11

Susanne Morrow ' ' New York Deaf-Blind Collaborative, NY, United States

Over the past 5-10 years there has been a major shift in the way touch techniques are labeled and used in the USA,
specifically with DeafBlind adults. The system of haptics, an influence from Scandinavia, has made great impact
among some institutions and DeafBlind community members in North America. Pro-Tactile, a USA DeafBlind adult
community movement, has taken great lead and influence in the community at large and higher education institutions,
while a third term, Touch Signals, has also been referenced as a means of touch communication. These similar yet
differing approaches have all had positive influences; however, they have also caused confusion and conflict
throughout the adult DeafBlind and interpreting communities. Research in the field of DeafBlind education has
indicated for decades the critical aspect of touch in early cognitive and communication development. The presenter
proposes a shift in approaching these often tension-laden ideas and suggests an overarching approach, “Positive
Touch Access” and will address the need for parent education.

Concurrent Session 2C. Touching The Sound

Amy Di Nino1 1 ADD Music Wellness, ON, Canada

The field of music therapy has made significant contributions towards helping people with communication challenges.
For individuals who are deafblind, passive and active music therapy interventions including
singing/vocalizing/verbalizing, playing instruments, body percussion, movement and the use of various technology
provide motivation and stimulation to promote communication. This leads to the attainment and development of verbal
and non- verbal communication and language (verbal and sign) skills, as well as functional social skills. Music therapy
is accessible to each and every individual who is deafblind. Whether aided or unaided, the music therapy environment
provides a safe and meaningful place for total communication (receptive, expressive, interpersonal and interpretive) to
blossom.

Concurrent Session 2D. Bringing Accessibility Solutions To Our Homes And
Communities For Today And Tomorrow

Lorraine Simpson1 Angela Brown1

1

DeafBlind Ontario Services, Ontario, Canada

DeafBlind Ontario Services' Accessibility Guidelines for Sensory Loss was developed in response to the changing
needs of the individuals who access our services. The guide provides solutions to creating spaces that are functional,
user friendly, and inclusive for individuals with sensory loss and mobility challenges. There are additional elements to
consider as the individuals age. Accessibility design emphasizes the importance for optimum illumination, maximizing
the available space to move freely (wheelchair or walker), the use of colour, texture as well as specialized and adapted
products. Included in our presentation will be a short video from a DeafBlind Ontario Services' location, showcasing
DIY (do-it-yourself) projects and products that can enhance the environment and its functionality. We will also include
an interactive case study for participants to complete using the Accessibility Guidelines for Sensory Loss in
combination with the Aging in Place guidelines that we have developed.

Concurrent Session 2E. Lead: Learn. Empower. Achieve. Develop. Enhancing
Skills Through Leadership Development

Alyssa Young1 1 DeafBlind Ontario Services, Ontario, Canada

Research states that Generation X and Y are mobile in their employment and their career objectives must match the
values of their place of employment in order to feel connected. As a retention strategy, DeafBlind Ontario Services
created a program with a goal to invest in employee’s skill development and to build their career with the organization.
This presentation will take you through our journey in implementing a Leadership Development Program and the
successes of our 2017 pilot program. We will focus on the internal communication strategy to promote the program



and create employee “buy in”. We will share how employees participated throughout the development.

Concurrent Session 2F. Act Possibilities Of Supportive Physical Contexts

1

Mirko Baur 1 Swiss Foundation for People with Congenital Deafblindness, Zurich, Switzerland

Well-being and lifelong learning opportunities for people with congenital deafblindness require the appropriate
contexts. The workshop will focus on ACT possibilities of the physical context using the example of the new
construction and reconstruction of Tanne, the Swiss competence centre for people with congenital deafblindness.

Concurrent Session 3 - Tuesday 13 Augqust, 2.30pm-3.15pm

Concurrent Session 3A. When Other Sensory Functions Are Affected In People
With Deafblindness

Inger Marie Storaas1

Jude Nicholas1 and Elin Hauqland1

1 Statped, Norway

PHARC (Peripheral neuropathy, Hearing loss, Ataxia, Retinal pigmentation, Cataract) is a newly discovered complex
genetic neurological syndrome with a worldwide distribution (approx. fifty individuals worldwide). PHARC disease is
defined as a condition of acquired deafblindness, although, many of these patients with PHARC may have motor
impairments and tactile deficits, due to ataxia and peripheral neuropathy. However, there is a huge individual variation
in the development and debut of these symptoms. The aim of this workshop is to present the study done on a group of
PHARC patients using this questionnaire and to illustrate (a) how to understand the consequences of the loss of vision,
hearing and tactile functions in an integrated manner and (b) how to use this knowledge to support and guide patients
with PHARC disease for a better accessibility in their daily life.

Concurrent Session 3B. Training As A Key To Access Successful Inclusive
Practices.

Maria Aparecida Cormedi1

Graciela Ferioli2 and Marianna GaIIi2
1

, Brazil, 2 , Argentina

In the present workshop, a model of good practices of collaborative team will be shared in primary and middle
educational level in centers of LA that attend students with disabilities, including those with multiple disabilities and
deafblindness. The participants of this training instance were family members, professionals and supervisors.
Examples of curricular alignment made by the participants as a final product of the training will be socialized. The
selection of these practices by authors is because we consider curricular alignment as the key to access the
prescribed curriculum. To enrich the data obtained, participants will be invited to share the challenges they have
encountered when implementing the curricular alignment as well as those alternatives that have been successful.

Concurrent Session 3C. Life Strategies And Facilitating Factors When Having
Deafblindness Due To Usher Syndrome Type 2a

Mattias Ehn1

3,45

Claes Méllerz, Moa Wahlqyvist and Agneta Anderzén-Carlsson 6

1 audiological research centre, A— rebro Unniversity hospital, Sweden, 2 Audiological research centre Orebro,

4

Sweden, 3 Swedish National Resource center for deafblindness, Sweden, ™ Audiological Research center Orebro

University hospital, Orebro, Sweden, 5 Swedish Institute for Disability Research, Orebro University, Orebro, Sweden,
6 Audiological research centre, Orebro, Sweden

Persons with deafblindness, including Usher syndrome type 2A (USH2A), are shown to have poor physical and
psychological health, with low quality of life and are often described in terms of vulnerability. This presentation will
focus on research that was conducted into this area. The aim of the study was to explore strategies and facilitating
factors in life, from the perspective of persons with USH 2a

Concurrent Session 3D...is There Anybody Out There?

Sonja van de Molenqraft1

Hugues AIIonneau1 and Guillaume Ferron‘I




1 Cresam, France

This presentation showcases a 60-year-old woman. At the age of 40 she became deaf, and at the age of 58 she
became blind. It was impossible for her environment to communicate with her. She became very isolated. She lived
with her husband in the outback, no children, no family. She only left her home to go to the hospital for dialysis. At one
point the hospital decides to contact Cresam — a national resource centre of deafblindness in France. For this woman
it was important to find a service in her environment to provide the support she needed. Come and find out what we
developed at a distance for her environment to be able to communicate with her.

Concurrent Session 3E. Communication And Accessibility Impacted of Our
Children’s Current Life And Their Future

Tuti Hendrawati Rodiudin1 Dede Suprivanto2

1 Sayap Ibu Foundation, Banten, Indonesia, 2 Ministry of Education, West Java, Indonesia

Sayap Ibu Foundation was established in October 2005. It currently provides services to more than 480 MDVI children.
Of them, 36 of the children were abandoned and they reside at the orphanage. More than 400 children come from
underprivileged families different intervention. Early 2013 we collaborated with Perkins International to develop a
model for services in both good care and education. This project has been transforming our institution from “care to
education” providers and has significant impact to children, families, staff and organization.

Concurrent Session 3F. Why So Few Words?

Sandy Joint1 1 Bencluster, QLD, Australia

The following workshop examines challenges in accessing effective communication options, for children who are
deafblind in early childhood and school environments. The complexities of this Deafblind Spectrum have always
require significant specialist services related to staffing, resources, teaching methodologies and use of unique
communication options including, but not limited to:

® Technology to enhance hearing,

® Speech Therapy

® manual or tactile signs,

® on time access to large print and/or tactile diagrams, 3D objects and Braille,

® communication access for both core and extended core curriculums.

New trends in service provision have resulted in students being relegated to inclusive environments. Where once a
deafblind child may have had an individual teach allocated to them that could sign and braille, now, even the most
profoundly deafblind child can be found in a class of four or more. Most with generic service providers that have little
knowledge of Deafblindness. This workshop will look at a variety of student scenarios within the Deafblind Spectrum,
how the use of communication options above can improve educational outcomes, and how they can be implemented
in an inclusive setting.

Concurrent Session 3G. Nicaragua: Attainable And Meaningful Accessibility

Tracey Veldhuis’

Melanie Gauthier2

1 2

DeafBlind Ontario Services, Canada, © Canadian Helen Keller Center, Ontario, Canada

Accessibility looks very different in different parts of the world- this presentation will focus on some of the challenges
faced on a regular basis by people who are deafblind in Nicaragua. The presentation will speak about the partnership
and the efforts that have taken place between Asociacion de Sordociegos (Nicaragua), DeafBlind Ontario Services
(Canada) and Canadian Helen Keller Centre (Canada) in providing attainable and meaningful accessibility. We will
look at the challenges presented to people who are deafblind in Nicaragua, and the methods and techniques they
have developed to adapt to their environment. We will also look at some of the implications faced by people who are
deafblind in Nicaragua, including assisting with developing and implementing safer techniques for daily tasks such as
cooking.

Concurrent Session 4 — Tuesday 13 Auqust, 4.00pm-4.45pm

Concurrent Session 4A. The Deafblind Team Model: A Collaborative Partnership
To Act And Meet Complex Student Needs

Michelle Schmidt1 Rachel Kavanaqh1




1 School District No. 36, Surrey, British Columbia, Canada

This presentation will examine the The Deafblind Team model. The Deafblind Team model is unique in that it involves
the use of an interdisciplinary approach to provide comprehensive, all-inclusive, and cohesive educational programs
for students. The Deafblind Team model is a response to ACT, in light of the many challenges faced in any school
setting. Accessibility, Communication, and Technology are infused into everything the team values, reinforces, and
aspires to. Indeed, because of this approach, students benefit to a greater degree in each of the aforementioned areas,
than they would without the support of a collaborative team. This model is important and of benefit to the field,
because the students have a case manager and integrated team that plans and coordinates the full range of services
required to develop and implement complex educational programs, and facilitate smooth transitions. This approach
can and should be considered in all contexts as a potential solution to providing the greatest quality of life and
education for individuals with deafblindness.

Concurrent Session 4B. Mentoring Deafblind Employees
Christopher Woodfill1 1 Helen Keller National Center, NY, United States

Peer to peer instruction/training is encouraged in many different fields including the DeafBlind rehabilitation field.
However, there is a serious to total lack of peer to peer instruction/training within the DeafBlind rehabilitation field. This
presentation examines a program to provide qualified DeafBlind individuals who want to work in DeafBlind
rehabilitation field in the United States. The program is called Professional Learning and Leadership Institute. The
statistical basis of the program will be shared evidencing high employment outcome rates for the DeafBlind
participants in the program. Location and description of peer to peer opportunities arising from the program will also be
given.

Concurrent Session 4C. Bertolt Brecht And Deafblind Theatre

Simon AIIison1 1 Sense / Deafblind International Youth Netowork, Cornwall, United Kingdom

As a founding figure in theatre practice German Bertolt Brecht's techniques are a constant influence on theatre
production styles. This presentation will showcase Brecht principles as part of deafblind theatre productions. These
include the use of narration to 'break the fourth wall' and enable deafblind actors to follow the narration as part of stage
directions. In using signed narration techniques, both the audience and actors remain fully engaged in the story being
told on stage. Where narration is used there is flexibility in performance which gives consideration to the individual
needs of the actors. Brecht's uses of montage also enable segments of the production to be delivered in stages. Thus
a deafblind person will not feel daunted by a full length production focusing on a specific montage.

Concurrent Session 4D. How Can We Increase Accessibility Through Special
Educational Investigations?

Annica Bostré')m1 1 Specialpedagogiska skolmyndigheten, Other, Sweden

The National Agency for Special Needs Education and Schools in Sweden has developed a process for carrying out
special investigations focusing on environmental factors. The aim was to develop the state support to school to enable
children and students with congenital and acquired deafblindness to learn and develop on the basis of their
prerequisites. The purpose of this workshop is to

- Present the steps in the process and point out positive results when focusing on the environment

-Emphasize the importance of the recommendations included in the final report aimed at changes in the learning
environment.

-Give concrete examples of recommendations aimed at changing the organization and learning Environment
-Present a number of evaluations.

The workshop will elaborate in discussion with the participants how they work to make the environment available
based on children and pupils' prerequisites.

Concurrent Session 4E. Persons With Deafblindness Living With Charles
Bonnet Syndrome

11

Line Hovland Eikholt National Resource Centre for the Deafblind, Norway

Introduction: Charles Bonnet Syndrome (CBS) are visual hallucinations experienced by 10 to 60% of all persons with
reduced vision. We know little about how CBS influences social interaction and activities of daily living among people
with deafblindness. What we do know, is that there is little knowledge of and awareness regarding CBS among
healthcare professionals. This study investigates how CBS is experienced and understood by people with
deafblindness, and how CBS influences social interaction and ADL. Working from a Phenomenological hermeneutical
perspective, a qualitative research methodology called Focus Group Interview is used which involves two meetings in
a group with 6 participants with deafblindness and CBS. At the meetings, the participants will share experiences about
living with CBS. After the meetings, the interviews are transcribed and analyzed.



Concurrent Session 4F. Canadian Helen Keller: A Model For Accessible Services

Melanie Gau’[hier1 Renee Toninqer‘I

1 Canadian Helen Keller Centre, Ontario, Canada

Accessibility, Communication and Technology are core foundations of Canadian Helen Keller Centre (CHKC). The
training centre, and intervenor services, provide opportunities to maximize independence, with a vision of a society
where all individuals who are deafblind live free from limitations. This workshop will outline how intervenors and
training at CHKC improve a person’s access to the community, and allows them to participate in activities of their
choice in order to maintain their independence, and improve their quality of life.

Concurrent Session 4G. Deafblind Centre Of Excellence In Australia -
Supporting Service Excellence

Anderson Carla1 Kate MacRae1

1 able australia, VIC, Australia

Able Australia, a peak organisation for services and support to people who are deafblind, has been providing services
to people with deafblindness for over 50 years in Victoria, South Australia and Queensland. Through investigating and
visiting best practice deafblind service models around the world and conducting a service appraisal and review, Able
Australia recently formalised the establishment of a Centre of Excellence. The Centre of Excellence mission is about
improving clients’ lives and understanding of their desired personal goals and aspirations. The conference workshop
will include sharing our service model changes and experiences including grappling with a new national funding model
(National Disability Insurance Scheme); showing how we have included deafblind people and staff members with
effectively managing this; highlighting the role of the National Consortium for Deafblind services providers to work
towards better service co-ordination and standards; and sharing feedback from the trial client training programs.

Concurrent Session 5 — Wednesday 14 Auqust, 10.30am-11.15pm

Concurrent Session 5A. Tell It! Supporting Bodily-tactile Communication,
Language And Self-determination

11

Saskia Damen ' University of Groningen, Groningen, Netherlands

Tell it! is an intervention that aims to support communication partners of individuals with congenital deafblindness in
fostering bodily-tactile communication, language and self- determination. In this study the effectiveness of the
intervention is tested as well as the amount of self-efficacy the communication partners experience in the
communication with the individual with deafblindness before, during and after the intervention. In addition, the effects
of online coaching are compared with regular coaching.

Concurrent Session 5B. Title: Theory-of-mind In Individuals With Acquired
Deafblindness Is Affected By Social Relations

Hans-Erik Frc'jlander1 1 1. National Agency for Special Needs Education and Schools in Sweden, Sweden

This presentation deals with the outcomes of acquired deafblindness. It emphasises development of Theory-of-mind
(ToM), connoting an ability to understand fellow humans. Adults with Usher syndrome type 2 (USH2) and Alstrom
syndrome (AS) were included. Both syndromes cause dual sensory loss of various degree, constituting a challenge in
social interaction. In AS additional health problems are prevalent, enabling an analysis of the impact of health on ToM
development.

Concurrent Session 5C. 'Adapted’ Sign Communication

Holly Floyd1 1 Canadian Deafblind Association, Ontario, Canada

When it comes to Communication, the Intervenors role is to provide effective communication and assist individuals
who are deafblind in developing language acquisition. At Canadian Deafblind Association Ontario Chapter, we support
many individuals with congenital deafblindness who use modified forms of either American Sign Language or Signing
Exact English sign systems. This workshop explores how we created an introductory training curriculum to enable our
staff to communicate effectively with those who are congenitally deafblind, and using manual methods of
communication; increasing their quality of life; and creating awareness for our staff on adapted sign communication.

Concurrent Session 5D. What Happened To The Fastest Finger Speller In The
World?

Annmaree Watharow1 1

University of Technology, Sydney, NSW, Australia

Billie Sinclair was a deafblind Australian man who lived a life of perpetual motion: fast finger spelling, travelling to more
than a dozen countries and a crafter of beautiful baskets. Billie would be 100 this year. This conference provides an



opportunity to revisit the multi- award winning documentary about Billie, ‘The Journey’. Dr Annmaree Watharow has
researched the life of Billie Sinclair and will discuss how society and communication failed Billie at the end of his life.
The communication failures he experienced in hospital both saddened and distressed him ‘I felt like a bird in a cage,
never knowing where | was or what was happening to me’ he said.

Concurrent Session 5E. Researching Tactile Signed Conversations

Meredith Bartlett!

Louisa WiIIouqhbv1, Shimako Iwasaki1 and Howard Manns1
1

Monash University, VIC, Australia

Deafblind Auslan signers do not have access to the visual elements of sign language communication as is usual in
Deaf communities. How Deafblind signers take a visual language and use it to communicate in a tactile or ‘touch’
mode is the broad question in our research. This happens whether they are first or second language learners of
Auslan, and learned the language pre or post loss of sight. This paper will report on the research undertaken at
Monash University in Victoria focussing on how a visual language becomes a ‘touch’ language, and how people with a
dual sensory loss use other strategies and senses to communicate with each other, ask and answer questions, share
humour, use turn-taking features, and take note of environmental information through the sense of touch. As part of
our presentation, we note what other researchers around the globe are finding about tactile sign languages and
compare that with what is happening in Australia.

Concurrent Session 6 — Wednesday 14 August, 11.30am-12.15pm

Concurrent Session 6A. How We All Learn: The Brain, The Body &
Communication

Mark Camgano1 1 Delaware Statewide Programs D/HH/DB, DE, United States

How We All Learn: The Brain, the Body & Communication challenges participants to look at cognition,
communication, and learning through a new lens. Beginning with an overview of the aspects of typical learning
processes, we will delve into how sensory systems can impact our access to communication, concept development,
and basic sociological and psychological developmental aspects of self. How We All Learn provides an approach and
pragmatic tools to understand how complex learners (including those with sensory impairments) access their world.
Participants will be able to identify and/or modify best practices in a way that makes experiences accessible,
meaningful, and functional for the students’ unique and individualized ways of learning/communicating. Content will be
presented through interactive formats of questions and answers, simulations, video examples and independent
practice.

Concurrent Session 6B. Multi-party Communication To Support And Develop
Tactile Conversations About Emotions And Sexuality

Jessica JéCIrvd1 Sofi Malmqren2

1 The National Agency for Special Needs Education and Schools, SPSM, Halland, Sweden

According to the United Nations Convention on the Rights of the Child, all children have equal value and they are
entitled to express their opinions and be listened to. Multi-party communication can be an instrument for children with
congenital deafblindness to be given the opportunity to access these rights. The purpose of this workshop is to share
our experiences of using multi-party communication to support and develop tactile conversations about emotions and
sexuality.

Together with the workshop participants we want to highlight and discuss this topic based on a few questions.
* What experiences do you have on how to confirm and communicate about emotions?
* What experiences do you have about communicate about sexuality?
* Do you have experiences in using multi-party communication?
Concurrent Session 6C. Using Videoanalysis To Enhance Communication

Between Parents And Children With Deafblindness

Arancha Arregui Gémez1

11

Francisca Gonzalez Garabaya1, Maria Teresa Martin Sastre1 and Antonia Torres Torres ONCE, Madrid, Spain

Parents frequently lack of an intervention model that facilitates the full development of their child as a person with
deafblindness. The aim of this presentation is to facilitate that children and their families progress together in the
development of communication strategies, and promote an information exchange between educators and family units.



Concurrent Session 6D. Evaluation Of The System Of Least Prompts To Teach
Symbol Use To Children Who Are Deafblind

1

Chevonne Sutter ' MaryAnn Demchak1

1 University of Nevada, Reno, NV, United States

This session will present the results of a study evaluating the effectiveness of the system of least prompts in teaching
symbols for communicative purposes to children who have dual sensory impairments. The effectiveness of the
response prompting procedure to teach three distinct symbols will be evaluated using a multiple baseline design
across three behaviors, and replicated across participants.

Concurrent Session 6E. Implementation Of A Phd Study Into Daily Practice; A
Swot Analysis

Kirsten Wolthuis1 1 University of Groningen, Netherlands

How can communication development of people with congenital deafblindness (CDB) be monitored in order to set
appropriate goals and improve communication? This has been the main question of my PhD research that | conducted
over the last years. In order to answer this question, | described the Layered Communication Model (LCM), based on
the theory of intersubjectivity of Braten and Trevarthen (2007). In this model, communication is explained in three
layers of development with characteristic behaviors belonging to each layer, such as affective involvement at the
primary layer, joint attention at the secondary layer and symbolic communication at the tertiary layer.

Concurrent Session 6F. Building Communication Between Deafblind Students
Through Adapted Physical Activity / Apa.

Mads Kopperholdt1 Anders Martin Rundh1

1 Center for deafblindness and hearingloss, Denmark

How do you inspire students with deafblindness to become involved in sports, make new friends across various levels
of functioning abilities and to develop communication skills while at the same time creating an innovative, accessible
and exciting teaching environment? At the Center for Deafblindness and Hearingloss (CDH), we do this through
Adapted Physical Activity (APA) within our physical education classes. By using different teaching methods, our goals
in APA are to improve both communication and social competencies between students while increasing knowledge of
their own bodies and to improve their own musculature.

Concurrent Session 6G. Feel The Circus! - How Circus And Theater Can Help
With Meaningful Communication

11

Cindy Niekerk Bartimeus, Netherlands

Persons with congenital deafblindness have little opportunities to experience new exiting events and ways to express
their feelings and creativity. Therefore our question was: how could we let that grow more? To express emotions, to be
able to express oneself, to build relationships? To communicate, discover, practice, fantasise, experience in a playful,
creative and musical manner? We found the answer in circus, an inherently diverse community with rich possibilities
for creativity and inclusion. Making circus would offer new experiences in a joyful manner. It would bring personal
growth and solidarity for all participants.

Concurrent Session 7 — Wednesday 14 Auqust, 1.30pm-2.15pm

Concurrent Session 7A. Understanding Cognition Through Communication:
Introducing The Tactile Working Memory Scale

Trees van Nunen1 Jude Nicholas2
1

Royal Dutch Kentalis, Netherlands, 2 Statped Vest / Haukeland University Hospital, Norway

People with deafblindness are strongly dependent on the tactile sense to establish interpersonal relationships and to
experience the world. Based on the assumption that the person with congenital deafblindness may be better equipped
at perceiving the world from a bodily-tactile perspective, we must be willing to move towards a better understanding of
cognition during social interactions through the bodily-tactile modality. The main aim of this workshop is to highlight a
new integrated theoretical framework and insight to support cognitive processes and enhance learning in people with
deafblindness. Besides, to provide professionals with an assessment tool to facilitate identification and promote
effective interventions of working memory in the bodily-tactile modality, especially for people with congenital
deafblindness.



Concurrent Session 7B. Go Outside, Communicate And Learn!

Lieke van Buuren1

Miriam Princée1 and Marijke Bolwerk1 1 Royal Dutch Kentalis, Netherlands

Since a few years, outdoor activities are an integral part of the curriculum at Kentalis Rafaél, a school for students with
deafblindness in the Netherlands.Inspired by Joe Gibson we have found a way to create meaningful outdoor activities
in our near school environment on a weekly basis. We recently documented the theoretical underpinnings of this way
of working; this theoretical framework will be the basis of this workshop. This workshop will inspire and give
participants ideas on how to get started with outdoor activities. Through examples and assignments it will be made
clear that outdoor activities don’t need to be complicated or difficult to organize and can have great results! This
workshop is an inspiring topic for the field of congenital deafblindness.

Concurrent Session 7C. Giving Access To A Cultural Language

Caroline Lindstr('jm1 1 Mo Gard, Sweden

In the recent years the focus within the field of congenital deafblindness (cdb) has developed from early interaction to
a rapt focus on language development. The question of how to support the language acquisition for persons with cdb
is unfolding different views and strategies. The focus of this workshop is therefore on language in a bodily/tactile
modality based on practical examples. The content of this workshop rests on a case study presented in a master
thesis called “Contributing to a bodily/tactile language by transforming cultural customs.” The case study is exploring
practices within culture and from that presenting strategies for language development in a bodily/tactile modality. The
workshop aims to present different findings from the case study and to offer the participants opportunities to reflect on
how they give persons with cdb access to cultural language. Discussions will be based on how we interact with our
bodies and how partners can transform visual sign language to a bodily/tactile modality.

Concurrent Session 7D. Dying With Dignity
Made Martha MiJIIer1 1 SNAB Swiss National Association of and for the Blind, ZH, Switzerland

People with deafblindness have a right to live in dignity and to die in dignity. What are the topics to be discussed in this
context? How can this right be implemented? What do people with deafblindness need in this last phase of their lives
and what do they wish for? What can experts offer? When dealing with this topic many questions arise — questions of a
psychosocial, ethical or technical nature. This presentation is an exploration of all these ideas.

Concurrent Session 7E. Promoting Accessibility Through Psychological
Assessment

Maria Creutz1 Vuokko Einarsson2

1

2

Nordic Welfare Center, Sweden, © National Agency for special Needs, Eduction and Schools, Sweden

A review of purpose and implementation of psychological assessment for children with deafblindness. The
presentation will address why psychological assessment is essential for the health and development of children
because it enhances the awareness and understanding of the child’s challenges, resources and other factors that
influence the child. The presentation will argue that a psychological assessment is a prerequisite for promoting
learning, health and development in children with deafblindness. By using the child’s own functional level and profile
as a base line, you can evaluate specific developmental aspects and the effects of interventions. Further the concept
“dynamic diagnostics” will be introduced and its applicability tried out through workshop discussions

Concurrent Session 7F. How To Act With Arousal In Mind

Lone Rgmer Jensen1

Tanja Mgller Christiansen1

1 Centre for Deafblindness and Hearingloss, Denmark

The workshop focuses on sharing our experiences from working with arousal and sensory integration with people with
congenital deafblindness, in order to create more susceptibility to interaction and communication. In the workshop,
we will introduce arousal, and how it can be influenced by sensory stimulation in individual activities that is possible to
execute in a daily practice. We will illustrate how low-technology tools as a flashlight, massage or even walking aids
have proved useful and effective to influence arousal levels and have created a higher level of wellbeing, readiness
and possibilities for developing communication and other skills.

Concurrent Session 7G. Diagnosis Of Adults With Usher Syndrome

11

Emma Boswell Sense UK, United Kingdom



Sense Usher Service offers people with Usher, their families and professionals
with information, advice, assessment and Training. Over the past 20 years Sense
Usher Service has met many thousands of people with Usher from all around the
UK.

Diagnosis has always an important factor in the work of the team and in 2018 research was undertaken on this very
topic. This workshop stems from research undertaken by the Usher Service and will focus on all the above questions.
How the data contributed to the development of a new toolkit designed to support Usher people and also the
professionals who come into their lives at what can be a very challenging time. Here will be a retrospective look at how
diagnoses have been given in the last 50 years. Work with families, grief, worries, challenges, breakdowns and
common pitfalls. There will be interactive materials and a chance for a group discussion about other countries’
approaches to diagnosis. This area aims to foster greater international working and focus on assistive technology and
human communications.

Concurrent Session 8 — Wednesday 14 Auqust, 2.30pm-3.15pm

Concurrent Session 8A. Enhancing Learning And Cognitive Potentials In People
With Deafblindness

Annika Maria Johannessen1 Monique S Verberq2

1

Statped, Norway, 2 Royal Duch Kentalis, Netherlands

When you are missing reliable access to visual and auditory information, the bodily-tactile sense is essential for
gaining access to information and experience the world around you. Not only for obtaining information about the world
around, but also for integrating information, giving meaning and learning from new bodily-tactile experiences. In this
workshop we will share our clinical and practical experiences on the benefits of using the TWMS for understanding
and fostering bodily-tactile working memory in people with congenital deafblindness. We would be using video
sequences to illustrate and discuss (1) how we applied parts of the TWMS, (2) how we looked at the interaction
process through the “cognitive glasses” and (3) how this cognitive approach has offered opportunities to meet the
learning potentials.

Concurrent Session 8B. Social-haptic Communication In Australia

11 Able Australia, VIC, Australia

The use of Social-Haptic Communication in Australia so far include subjects such as O&M instruction, Social quick
messaging, in home use, Public Speaking, Navigating IT devices, Art, Music and Theatre. Social-Haptic
Communication is a way of communicating social quick messages to enhance the experience of the Deafblind person
through touch. Environmental maps and computer screens can be drawn onto the back of a deafblind person,
affirmations and negations can be delivered through touch, musical directions and notations, dynamics, phrasing can
be relayed to musicians while playing, lessening the interruptions. Presenters can be given audience reactions and
information about the environment without interrupting the speaker. Information can be relayed in a quick and precise
way and importantly, physical stressors on the interpreter can also be alleviated.

Dennis Adrian Witcombe

Concurrent Session 8C. Using Extracurricular Activities To Enhance
Communication And Social Skills For Inclusive Education

Anuradha Mungi' ! Perkins India, India

Communication skills are an important part of our life. Every interaction is an opportunity to create or facilitate social
skills learning. Communication and socialization could also be taught effectively through extracurricular activities. This
paper talks about how Extracurricular activities planned through home based intervention in rural areas of India are an
effective medium to develop, sustain and enhance communication and social skills.

Concurrent Session 8D. Suggestions Based On The Work Of David Katz For A
‘Touch-based Pedagogy’

Kirsten Costain1 1 national unit for combined visual and auditory loss and deafblindness, Statped southeast, Akershus,
Norway

Touch plays a central role in cdb in the initiation and maintenance of the motivation to develop communication with,
and engagement in, the external world (also with regard to technology); it is the key means through which this
engagement is achieved. This paper explores ideas inspired by the pioneering work of David Katz for a 'touch
pedagogy' in support of people with cdb. Katz' book is a classic within the field of tactile perception and focuses on the
higher-order properties of touch that have been less emphasized in Research on touch perception.



Concurrent Session 8E. The Swedish National Resource Center For
Deafblindness Research Overview

Moa Wahlgvist1 1 Swedish National Resource center for deafblindness, Audiological Research center, Orebro
University hospital, Sweden

In 2013 an initiative to create a platform for knowledge transfer between researchers, professionals and people with
deafblindness and their families was taken at the Swedish National Resource center for deafblindness in collaboration
with the Audiological Research center at the Orebro University hospital in Sweden. This resulted in a Research
Overview of scientific articles within the field of deafblindness that is available at the http:/research.nkcdb.se/. The
presentation will display how the Research Overview can be used and how you search it. The presentation will also
address questions concerning accessibility of research to facilitate knowledge transfer within the field of deafblindness.

Concurrent Session 9 — Thursday 15 August, 10.30am-11.15am

Concurrent Session 9A. Dual Sensory Loss And Assistive Technology Use In
The Canadian Longitudinal Study On Aging

Walter Wittich!

Anni Hamélainen, M. Kathy Pichora-Fuller, Natalie Phillips® and Paul Mick®

1 University of Montreal, Quebec, Canada, 2 University of Toronto at Mississauga, Ontario, Canada, 3 Concordia

4

University, Quebec, Canada, * University of British Columbia, British Columbia, Canada

As the population ages, declines in hearing and vision are among the most prevalent age- related impairments, having
profound effects on independent functioning, and quality of life. We examined the prevalence of dual sensory
impairment (DSI) and its associations with cognitive and social variables and the use of assistive technology,
measured in the first wave of the Canadian Longitudinal Study of Aging (CLSA).

Concurrent Session 9B. Video Feedback Intervention: How Do You Do It?

Saskia Damen‘I 2

Marga Martensz, Prain Meredith3, Kathelijn Dondersz, Sheridan Forster4 and Tess Stewart Moore5

1 University of Groningen, Netherlands, 2 Kentalis, Netherlands, 3 Able Australia, VIC, Australia, 4 La Trobe

University, VIC, Australia, 5 Women's Health West, VIC, Australia

The aim of this workshop is for participants AND the presenters to learn about two different approaches to video
feedback interventions to enhance interactions and communication with people with congenital deafblindness. The
first Communication Coaching on deafblindness (CCDB) is used in The Netherlands, and the second Video Interaction
Guidance (VIG) is used in Australia. Workshop participants will have an opportunity to analyse a video clip with the
method used for each different intervention. Participants will also have an opportunity to observe videos of
practitioners using the approach in real situations.

Concurrent Session 9C. Applying For Intervenor Services - A Web Based
Approach

Cathy ProII1 Jennifer Robbins2

1 Canadian Deafblind Association Ontario, Ontario, Canada, 2 Canadian Helen Keller Centre, Ontario, Canada

The Deafblind Nework of Ontario in collaboration with our Provincial Ministry has developed a web based application
for Intervenor Services in Ontario. The principles of the system focus on accessibility and equitable access to services.
The purpose of this presentation is to provide an overview and demonstration of the web based application and the
stages of the process. This interactive presentation will highlight the accessibility features that have been embedded in
the process, the criteria used to determine the eligibility for services and the manner in which applicants move through
the system and how the system communicates their status at each step.

Concurrent Session 9D. Technology As Complementary Communication Tool

Laila Soukka1 Catrin Anderss.on2
1

SPSM - The National Agency for Special Needs Education and Schools, sweden, Sweden, 2

SPSM - The National Agency for Special Needs Education and Schools, Sweden

In agreement with the UN Convention on the Rights of Persons with Disabilities, we want to contribute with our
knowledge about how technology can increase accessibility for people with disabilities. We are a team that conducts



internal and external development work in order to make technology available for students with congenital (acquired)
deaf blindness. In our presentation, we want to show how technology can support children and students with
congenital deaf blindness in developing their learning and communication skills. With our presentation, we also want
to contribute to DBI's strategic goals to develop competence, share specialized knowledge and establish contacts with
other participants.

Concurrent Session 9E. Creating And Tracking Student Growth Through The
Development Of Local Capacity Around The Child

Mark CamQano1 1 Delaware Statewide Programs D/HH/DB, DE, United States

Has your caseload increased with students who have multiple challenges and more complex needs? How do
itinerant/outreach service providers support school staff in a way that creates the capacity in staff to be able to
implement strategies with fidelity and what data do you collect to be able to report it? As more students are identified
with a sensory impairments (vision, hearing, combination thereof) that are combined with additional disabilities, the
need for specialists who know how to create and provide individualized services and are able to identify/modify best
practices that fit the student are imperative. This session will present how the Delaware Deaf-Blind Program
implements the three levels of technical assistance (Universal, Targeted, Intense) that the United States Office of
Special Education Programs deems as best practices (research based) towards the development of local capacity and
their data collection and reporting process.

Concurrent Session 9F. My Life Story About Overcoming Communication
Challenges Concurrent Session 9G. As A Deafblind Person

Carleeta Manser1

T NSW, Australia

My presentation is a personal story of being Deafblind and having no communication access and the impact this had
on my life. | was born deaf and when | was a young woman, growing up in the country, | mixed with hearing groups,
with limited access to interpreters. | played hockey with a hearing team and | travelled overseas on a cruise and to the
USA three times. | worked in a variety of jobs until my vision loss forced me to retire. | then volunteered as Treasurer of
a Rotary Club and Secretary for a Deaf social club, but there were no interpreters available to assist me in these roles.
Life was very bad and it was very difficult coping with the knowledge of my vision loss, learning braille and how to use
a computer changed everything. Being able to access the internet and use email and Facebook gave me back my
communication. My iPhone this allows me to contact people when travelling and the apps on my iPhone improve my
access to the world around me.

Concurrent Session 9G. Educational Inclusion University Case Study Of A
Student With Deafblindness

Miriam Gallegos1 1 Universidad PolitA©cnica Salesiana, Ecuador

The present paper introduces the results of the educational inclusion experience of students with disabilities at the
campus of the Salesiana Polytechnic University in Quito-Ecuador, in particular, the process of a student who is
deaf-blind and is currently in the fourth semester of psychology. This study was made by the inclusive education
research group (GEI). The main achievements of this experience are the collaborative work focused on the cultural
change of the entire university community.

Concurrent Session 10 — Thursday 15 August, 11.30pm-12.15pm

Concurrent Session 10A. Communication Assistance Devices For Persons With
Deafblindness Using Iphones: Close To The Goal?

Sylvie CantindI

Walter de Abreu Cybis1 and Walter Wittich2

1 2

Institut Nazareth et Louis-Braille du CISSS de la Montérégie-Centre, Québec, Canada,
University of Montreal, Québec, Canada

In an attempt to better meet the need for communication assistance among people with deafblindness, the Institut
Nazareth et Louis-Braille (Quebec, Canada) tested two communication assistance devices (CADs) with a 61-year-old
woman who presented a total degree of dual sensory impairment (deaf from birth and blind since the age of 40). Both
CADs were based on an iPhone and a braille display notetaker connected by Bluetooth. The tests were performed
during four outings at a restaurant.

The presentation will expose the components and operation of both CADs as well as recommendations on how to
render this technology more compatible with the communication function with persons living with deafblindness.



Concurrent Session 10B. Eye Gaze Technology: More Than Meets The Eye!

Wendy Buckle)(1 1 Perkins School for the Blind, MA, United States

Eye gaze technology can be used by children with deafblindness and complex needs to access communication
systems. The training software designed to complement these systems canalso be used to gain an insight into the
individual's visual skills. Let’'s dig deeper and look at how eye gaze technology can change what we know about our
students’ vision and how we can use the information to design effective educational interventions. The presenter will
share information gained from using eye gaze assessment and training tools for early vision and cognition with
children in the Deafblind Program at Perkins.

Concurrent Session 10C. Converting Vibrotactile Information In Daily Practice
Of People With Deafblindness

11

Eric van Heuvelen Bartimeus, Netherlands

The smart doorbell, developed by Bartiméus, is a good example of a technical solution for practical problems of
persons with deafblindness. It registers a person at the door by using a fingerprint scanner and informs the owner (a
person with deafblindness) if this person is familiar or unfamiliar, by sending a vibrotactile pattern to their
smartwatch.The current project expands the number of home devices connected to the smartwatch. Our aim is to
explore the perception of vibrotactile patterns (tactons) in people with deafblindness and applying this exploration of
tactons that are comprehensible and applicable to people with deafblindness in their everyday home environment.
This all shall lead to further development of new tools to increases the feeling of safety, independence and self-
reliance. We will present the result of the test setup in which the prototypes are processed to be tested by people with
deafblindness. User experiences, ideas and possible implementations will be the driving force for further development.

Concurrent Session 10D. Communication Device For Deafblind Persons

Taciana Ramos Luz1

Rudolf Huebner1, Lara Gontijo de Castro Souza2 and Felipe Romano Lopes1

1 Federal University of Minas Gerais (UFMG), Minas Gerais, Brazil, 2 Brazilian Association of the Deafblind
(ABRASC) and National Federation of Education and Integration of the Deaf (FENEIS), Minas Gerais, Brazil

The Communication Device for deafblind persons aims to promote their inclusion in the world of information in an
interlocution mediated by technology. The proposal is to promote their autonomous communication in a world in which
interpersonal contact has been replaced by interfaces such as computers, smartphones and tablets. The device has
10 keys for manual activation and allows the reception of vibratory signals. Characters, letters, numbers, punctuation
marks, accents, and other symbols are triggered by combinations of fingers. In a universe of 1024 possibilities, such
combinations were determined after studies of mathematical optimization in consonance with biomechanical and
ergonomic analyses of the fingers. This equipment has been developed by a multidisciplinary team comprised of
students and professionals in the areas of health, engineering and design of Federal University of Minas Gerais, Brazil.
Tests were performed with 16 deafblind persons to validate and improve the product.

Concurrent Session 11 — Thursday 15 August, 11.30pm-2.15pm

Concurrent Session 11A. Meditation And Haptics

Melissa Evans1 1 Senses Australia, WA, Australia

Exposure and trial of new activities are important in ensuring that individuals who are deafblind are able to make
informed decisions regarding community-based programmes they may like to engage in. This workshop session will
look at how to develop a successful trial day using the Meditation Workshop as an example, engaging with both
acquired and congenital deafblind participants. Discussion on the consultation with the Meditation trainer,
representatives from the deafblind community and Senses staff will be included.

Concurrent Session 11B. How Technology And Communication Styles Have
Improved My Life

Clair Josling", WA, Australia

My presentation focuses on how technology has improved my life dramatically and a little bit about communication
styles. It is suitable for people who are both congenital deaf-blindness and deaf-blind people. It is to inspire those who
would like to be independent in their own home to start using technology that make your life easy, in addition, may also
keep you safe. | will share all the devices that | have received through the NDIS; the technology that has changed my
life for the better. Ostensibly, little bit about communication modes that my group from Senses called the Sea Star
Signers.



Concurrent Session 11C. Codesign Of A National Deafblind Information Hub
With And For People With Deafblindness

Karen WickhamdI Meredith Praine2

1

Senses Australia, WA, Australia, 2 Senses Australia, VIC, Australia

Historically most services for people with deafblindness are developed and implemented by service providers,
sometimes in consultation with people with deafblindness, but rarely, if ever using principles of codesign. This
workshop will first present an example of how a National Deafblind Information Hub has been codesigned with people
with deafblindness in Australia. The information hub has incorporated live and recorded video conferencing and
conversion of documents in English to a variety of accessible formats. It highlights the importance of accessibility of
both the codesign process and the service being codesign. How these processes align with the United Nations
Convention on the Rights of People with Disability and the Deafblind International Strategic plan will be explored.

Concurrent Session 11D. Effectiveness Of A New Modality Of Face-to-face And
Distance Communication In Deafblindness

Claude Vincent1WaIter Wittich2, Bertrand Achou3, Francois Berqerons, Normand Boucher4, Mathieu Hotton5, Sylvie
Cantin6 and Walter vais6

1

2

UniversitA© Laval, Quebec, Canada, < Universite de Montreal, Quebec, Canada, 3 Universite Laval, Quebec,

Canada, 4 Center of interdisciplinary resarch in rehab and social integration, Quebec, Canada, 5 Centre intégré

universitaire de santé et de services sociaux de la Capitale-Nationale, Quebec, Canada, 6 Institut Nazareth et
Louis-Braille CISSS de la Montérégie-Centre, Quebec, Canada

There is great need for a technological solution for clients who are profoundly deaf from birth and communicate in Sign
Language when they lose their sight as they get older. Indeed, these individuals are no longer able to use their usual
technology aids that are mainly based on visual communication. Faced with this problem, they often find themselves
socially isolated, even from their family members. It is therefore essential to combine clinical efforts with those of the
research sector in order to generate solutions that can reduce barriers to social participation. This project measures
effectiveness, impact on social participation and cost of a communication technology alternative proposed to two
newly-deafblind clients.

Concurrent Session 11E. Web Accessibility Best Practices For People With
Deafblindness

Andrew Arch1 Sarah Pulis2

1 Intopia, VIC, Australia, 2 Intopia, NSW, Australia

The World Wide Web Consortium (W3C) develops the Web Content Accessibility Guidelines (WCAG) as an
international standard to improve the accessibility of web information and services to people with disability. The 2018
release of WCAG 2.1 led to improvements for people with low vision and with cognitive and learning disabilities, as
well addressing requirements for mobile accessibility. The next major release of web accessibility guidelines is taking
a research driven, user centred approach. While the Guidelines are essential for accessibility, they are often not
sufficient and additional best practices are commonly recommended. This presentation will address best practice
requirements for better web accessibility for people with deafblindness.

Concurrent Session 11F. Creating Inclusive Accessible Community Groups

David Hamilton1

1 Canadian DeafBlind Association, Ontario, Canada

In our high-tech age, face to face relationships have become increasingly difficult and this can be especially
challenging for people with deafblindness. It is important to find inclusive, accessible communities where everyone
can be appreciated and accepted. This workshop will review some of the ways that isolation can occur and how to
create an inclusive atmosphere that fosters authentic relationships between people with deafblindness and their
community. | will encourage discussion on the barriers to social inclusion, including how technology can work for
and/or against isolation, how intervenors could unintentionally contribute to isolation and how to work against
subconscious bias that contributes to the isolation faced by people with deafblindness.
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Accessibility for People with Deafblindness
When Getting Medical Services

Nobuyuki Takahashi Ph.D. (Tarzan), Japan

President of the Japan Federation of the
Dteafblind

If you have any questions, please email me.
Dr.dbTarzan@gmail.com

3.4. Degree of Visual and Hearing Impairments

Degree Number of People
Deaf - Blind 13
Hard Hearing - Blind 7
Deaf - Fartially Sighted 10
Hard Hearing - Partially Sighted 15
N/ 1
Total a7

1. Introduction

Deafblind people have many difficulties when getting medical services.
What kinds of difficulties do they face?

We should :
* Clarify those difficulties.

* Request improvements to medical institutions.

3.5. Number of Possible Communication Methods
(Multiple Answers)

Methods Send Receive
Speech in Voice 19 16
Print on Palm 4 6
Sign Language 20 21
Tactile Sign Language 1 1
Finger Spelling 3 3
Finger Braille 2 "
sign 6 4
Mouth Shape 1 2

2. Methods
Questionnaire Survey on Accessibility to Medical Services
Subjects : Answering Methods :

= Deafblind People
* Parents with Deafblind Children

* E-mail or Website

Period of Survey :

* From January 15, 2018 to
March 31, 2018

Question :
"Please write down your difficulties in
each situation”
1. Looking for a Suitable Hospital

3.6. Difficulties in Each Situation

We got a total of 165 descriptive answers.
We will introduce some of them.

3.6.1. Looking for Suitable Hospital

"There is no information to choose a suitable hospital."

"Can the staff at this hospital understand deafblindness?"

"I would like to choose a hospital that allows sign language. But there are none!"

3.1. Number of Responses
= 47 responses including 165 descriptive answers

3.2. Gender Distribution

SEX Number of Paople
Male 23
Female 24

Total LY

2 R i

3 c:;zhl:::‘-on "Where is the specialized hospital for deafblind children?” (Parents' opinion)

4. Examination “We need various information. Not only medical care but also education and welfare.”
5. Treatment (Parents' opinion) etc.

6. Hospitalization

3. Results 3.6.2. Reception

"It was difficult for me to communicate with receptionists.”
"Staff should speak louder, slowly and clearly.”
"Please write it on my palm."

"staff should not speak to my interpreter-guides but to me.

"Let me know my turn has come by tapping my body." etc.

3.3. Age Distribution

Agelyrs.) Number of People
0-9 1
10-19 4
20-29 4
30-39 2
a0-49 3
50-59 4
60-69 14
70-79 9
80-89 3
%0- 0
Total 47

3.6.3. Consultation

“Please give us enough time for consultation because we need a lot of time
to communicate,”

"Please explain more clearly.”

"Please understand how to deal with the deafblind."

"We need a doctor specializing in deafblindness, not ophthalmologic or
otolaryngology.”

"Not speak to your computer screen, but to me."

"Please obtain Informed consent.”

"Please understand the psychological aspects of parents with deafblind
children." {Parents' opinion) etc.




3.6.4. Examination

"Please explain the examination process until the child understands it
well." (Parents' opinion)

"Please explain the examination more clearly.”

"Please speak louder, slowly and clearly.”

"During the MRI, | have to remove the hearing aid. | cannot hear any
instructions such as a breathing and positioning."

"Interpreter-guides should be able to accompany the deafblind to the
examination.™

"Don’t tie deafblind child to the bed during the examination." (Parents'
opinion) ete.

Please obtain “Informed consent" from deafblind

people

Deafblind people are usually unlikely to be asked for informed consent
because of difficulty of communication.

However, it's a basic human right!
Informed consent should be obtained from
all patients including deafblind people.:

3.6.5. Treatment

"Let me know the timing to do it not only by voice but also by tapping
my body."

"Please don't tie the child to the bed. Instead, parents can hold
him/her." (Parents’ opinion)

"Please give me more explanation before doing it."

"We need interpreter-guides to communicate with staff during the
surgery.” etc.

Please relieve the anxiety of deafblind person in
examination and treatment.

Medical staff should :

* Give deafblind person enough infermation.

* Instruct deafblind person to understand it well.
* Not tie deafblind children to the bed.

3.6.6. Hospitalization

"I felt strong anxiety during hospitalization because | couldn’t get any
information.”

"I'wish that nurses could use sign language."
"Let me know it with body touch.”

"Help me more! How to buy beverages with a vending machine? Tell
me the meal menu. | sometimes feel quite inconvenience.”

"Please prepare interpreter-guides at the hospital’s respensibility.” etc.

4.2. Please prepare interpreter-guides during

hospitalization.

Following make deafblind person feel anxious during hespitalization :
* They cannot get information at all.
* They cannot communicate with anyone.

* They cannot move safely anywhere.

Interpreter-guides can solve those problems.
We hope Interpreter-guides be prepared at the
responsibility of medical services.

4. Consideration & Conclusion

4.1, Requests for Medical Staff

Please understand deafblindness.
Medical staff should know :
= Existence of deafblind people
* Needs of deafblind people
= Roles of interpreter-guides

4.3. Necessity of Nationwide Medical System for
Deafblind Peaple

The following roles are expected to:

* Provide information and options to deafblind people and parents.

* Provide information to local hospitals.

* Develop new treatment methods for diseases that cause deafblindness.

* Collaborate with medical, educational and welfare institutions.

All deafblind people in the country should be able to
receive appropriate medical services.

Please improve communication skills.

« Speak louder, slowly and clearly.
* Do not speakto interpreter-guides but speak directly to the deafblind person.
* Writeit on the palm of deafblind person If it's a short sentence

* Tap the deafblind person's body when talking to them.

Note

The following communication methods should be provided by interpreter-guides, not by medical staff.
Because these are professional skills.

= Sign language
« Finger braille
* Writing on palm with long sentences etc.

4.4. Necessity of Suitable Medical Service for Each
Deafblind Person

+ Deafblind people are different from one another,

*+ Each of them have unique needs.

Please give suitable medical service for each
deafblind person according to the condition.
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