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From the President’s Pen
We had our 39th annual Family Conference at Camp John Marc and it was a huge success! Thanks so much to our
Conference Planning Committee, the Board Members, our Regional Coordinators, and all the professionals and volunteers
who helped. We had a full camp this year and several new families in attendance.
We began Saturday with Dr. Linda Mamer, our keynote speaker who educated us on how our children that are Deaf-Blind
can learn even while doing fun activities they can enjoy. She gave us examples of fun activities that helped children learn
different skills. She spoke on how the IPad is being used with some Deaf-Blind individuals that she is working with and
what a difference it has made for them.
David Wiley and Fran LeWare educated the parents on Behaviors. One of the biggest causes of behaviors with our
children/adults who are Deaf-Blind is communication.
At the General Membership Meeting the following Board Members were elected: Melanie Knapp, Vice-President,
Denise Sewell, Secretary, Gina Sotiropoulos, Paul Daley, Christine Givens and Robbie Caldwell, Members At Large.
Three awards are given at camp every year. The following people received the following awards:
The Everett Bryan Award was given to Rachel Simpson.
The Christian Knapp Great Motivator Award was given to Jaceson Welch.
The Olivia Cruz Award was given to the Daley Family.
Congratulations to everyone and thank each of you for all you do!
We have been very busy this year. We participated in the Blind Summit at the Capital in February. We have attended
quarterly Stakeholders Meeting with both DARS and DADS in which DBMAT has actively participated. I’ve also
participated in the quarterly Interagency Task Force on Deaf-Blindness and AVIT. DBMAT Board and members have
made many visits, calls and letters to the capital during this legislative session. We participated in getting some good
changes made in Senate Bill 7 before it was passed out of the Senate. We have also supported the AVIT bills that deal
with education for our Blind and Deaf-Blind children. Our latest issue has been waiver slots and the budget that we have
all made legislator visits and calls about. We hope it will make a difference in us getting more slots for our children.
~Paul Welch
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Awards presented at the DBMAT Family Conference 2012

Paul & Caroline
Daley

Rachel Simpson
received the
Everett Bryan Award
given to
Professionals
who go
Above & Beyond
In their work with
people with
deafblindness.

received the
Olivia Cruz Award
for their
dedication and
efforts on behalf
of persons with
Deaf Blindness.

Jaceson Welch
received the
Christian Knapp Award
for being a great motivator to
deafblind people.

GREAT NEWS!!! 100 new slots were approved for the DBMD Waiver.
Also, Senate Bill 7 was passed by the Senate and House with all of the changes that we had requested.
Thank you everyone for making all the calls and visits to your legislators!!
“I am so proud of all DBMATers who made their wishes known and made a TREMENDOUS difference to
deafblind Texans. Having these 100 slots filled in the Db-MD Waiver is monumental. Waiver population
will be increased from about 150 to 250. For the first time in history, children will actually receive DB waiver
services. Hopefully the new generation of parents and clients will insist on trained interveners so that their
maximum potential is achieved. You are all to be congratulated, admired, and put on a pedestal.” Steve Schoen

Waiting to Testify
On Senate Bill 7

DBMAT
Advocates
In
Austin!

Left to right: Laura Sotiropoulos, Jaceson Welch, Paul & Susie
Welch, Vivecca Hartman, Melanie Knapp, Gina Sotiropoulos
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Left to right:
Oretha Thomas,
Jillana Holt-Reuter,
Gina Sotiropoulos
Jarvis Thomas

The 2013 Texas Symposium on Deafblindness: Hands Matter! Austin, Feb 22-23
As always, there was lots of information for whatever phase of the Deafblind Journey you are a part of, as well
as, many opportunities to interact with other families and professionals. We only have room to give you just a
few of the Highlights of the Symposium in this Newsletter, but if you’d like to read more, the Handouts are still
available online at www.tsbvi.edu/workshops (just scroll down a little and you’ll see them.)

Guido Dettoni, a Multidisciplinary Artist from Barcelona Spain shared about the “HandsMatter” sensory
experience between interveners and deafblind students whose joint experiences with malleable matter inspired
the artist’s sculpture and creation of a tactile symbol for deafblindness.

His art depicts the encounter between hands and matter.
At the Symposium, Guido offered an interactive creative process where he took participants (a deafblind
individual and their intervener) through the experience of co-creating art. Once in a comfortable position, the
intervener is blindfolded and a piece of malleable matter, such as clay or wax, is placed within the pair of hands.
There are no instructions and no intention of creating anything specific. Stimuli, such as music or fragrance, are
introduced in order to engage the senses and the intellect and to provoke memories and emotions.
With no intention to create, there is only to discover and to share the experience of shaping the matter. Without
their vision to provide input and meaning, the intervener enters the experience as a different person. Rather than
a leader or teacher, they enter slowly, not by design, but by necessity, as co-learners.
The experience of shaping the same piece of matter with their 4 hands becomes a shared observation that
connects each participant with the self and with the other. A strong bond between the deafblind person and the
intervener is created through touch alone…an unexpected communication that flows beyond words and
concepts.
The participants described it as an experience that can’t be explained. Descriptions of the response of the
deafblind individuals were that they were surprisingly focused and interested and happy. Guido describes it as
“Joy!”
When he describes the interveners observations he says that this experience takes people beyond the limitations
of the body and beyond words into a special kind of communication between two souls. In that place, he says, is
where the interveners begin to wonder, “Just who has been helping who?”
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Favorite Quotations from Paul & Caroline Daley’s presentation “Daley Living”
“We want to build an identity in the community because these community relationships will broaden
Lauren’s world. It always starts at home. Mom and Dad are going to do this…get it going…and then we
will pass it on.”
On making an Activity Book about your child:

“You always hear, ‘If only these kids came with a manual.’ Well, Write the Manual!

“We’ve learned that we have to do
with Lauren, not for her.
Deafblindness requires a difference of
perspective. Differences need to be
understood.
Stop trying to make a fish climb the
tree. Find a way to dig a ditch and fill
it with water.”

What to do with the Curious Stranger Comment?

“You have to empower these moments! If someone asks a question, I’ll say, Oh Awesome!
You are going to learn about Deafblindness today. Lucky, Lucky You, for walking right up to me!”

Paul & Caroline Daley are available to speak at Deafblind and any other Special Needs events, as their strategies are useful for
anyone in these communities. Their presentations focus on encouraging families and professionals to seek potentially
untapped resources in their community to raise the quality of life for the entire family. They share the support systems they
have developed for their deafblind daughter Lauren, their family and their whole community to understand and confront the
challenges unique to deafblindness.

If you’d like to schedule The Daleys at your next function you can contact them at:
Paul: 713-826-5063

Caroline: 713-826-6153 carolinedaley@hotmail.com
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“The Landscape of Touch: From Gesture to Language”
Paul Hart, Head of Research and Practice, Sense, Scotland
Barbara Miles, Independent Consultant on Deafblindness
Bernadette van den Tillaart, Consultant, Ohio Center for Deafblindness Education
[From the written handout and verbal presentation at the Texas Syposium on Deafblindness 2013]

Let us focus on the fact that touch provides communication. Physical contact ‘can convey a vitality and immediacy at times
more powerful than language’ but touch also governs emotional well-being.
“Between the outside and the inside of the body is the skin with many, many receptors. When the cheeks flush, it’s not only
based on what the body encounters on the outside but also reflects what’s on the inside. Hand to hand contact can tell you
about what’s on the inside of a person. Communication requires the presence and availability of someone to give meaning to
the actions of the other. Body language lets the other know, “I see you. I hear you.” Bernadette van den Tillaart
“We can never get in the mind of another but we can come close when language and touching is shared. When we make
genuine and respectful contact, it brings us closer to ourselves. Respectful touch is a subtle quality the world needs more of.
It’s like the fine thread under the weave that can’t be seen but can be felt. I learned from deafblind people that it’s important
to see beneath the surface. Touch reminds us of our common humanity.” Barbara Miles
Interpersonal touch has a powerful role on people. There is a body of research that shows people are more likely to buy
things if touched by the salesperson, are more likely to return money left in telephone boxes if the other person had touched
them on the way out, give more favorable evaluations of libraries if the librarian touched them when returning their library
card, will volunteer answers more readily in classrooms if the teacher had earlier placed a hand on their shoulder and many
other positive outcomes. They also report that the ‘simple act of touching a patient by a nurse on the day before a surgical
operation can result in a decrease in the patient’s level of stress’. Such positive health care outcomes sit alongside extensive
research undertaken by Tiffany Field and other colleagues who have described amongst other things the role of massage
therapy in reducing pain in pregnant women touch therapy improving attentiveness and responsivity in autistic children and
the positive outcomes of infant massage therapy for premature babies, cocaine-exposed babies and babies of depressed
mothers.
Why should all these alleged positive benefits accrue from touching? Is it because emotions are easily carried in the tactile
modality? Researchers have demonstrated that touch can signal various emotions and be understood by the other: anger, fear,
disgust, love, gratitude, sympathy, happiness and sadness. It is true that vision and hearing can also carry these same
emotions but does touch carry more emotional significance? There are no clear cut answers as yet to why touch has such a
profound impact on humans but we can be clear that it does have such an impact and it seems particularly well suited to
carrying emotional messages.
Deafblindness is not a negative state of no hearing and no vision, but a positive state of touch as your primary source of
contact with the world.
What happens to the sense of touch for those born deafblind? Scientists outline what happens to modality-specific cortical
networks if a child is born deaf or blind and the network is not exposed to adequate stimulation before a critical age. The
originally dedicated cortical area is used by adjacent functioning modalities
Studies now determine that in adults born deaf, visual stimulation activates auditory cortex areas and similarly, in adults
born blind, auditory stimulation activates the visual cortex. Research findings suggest tactile function is superior in
congenitally deaf and blind subjects and congenitally blind subjects show ‘visual cortex activation during tactile
discrimination, even involving the primary visual cortex’ (Borchgrevink, 2002)
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All of this leads Jude Nicholas to ask a central question: ‘Could it be that in the absence of competition from both visual and
auditory inputs, the visual and auditory cortex become recruited for tactile and motion processing?’
Evidence is now being gathered from a variety of studies which begin to answer this question with a resounding yes. For
example, Nicholas and Koppen showed that an acquired deafblind person performed significantly better on a Tactile Form
Recognition test and Nicholas concludes that ‘a combined auditory and visual deprivation may alter the speed of response to
tactile stimuli’. It seems that increased tactual experience leads to superior performance.

“If part of the brain is not used for what it is supposed to be used for, another part of the brain will steal it and use it for its own
purpose. Someone with no vision and hearing is predisposed to making sense of tactile information…making tactile language
very potent.” Paul Hart

“The brain, the organ that is responsible for your conscious experience, is an eternal prisoner in the solitary confinement of the
skull…and must rely on information smuggled into it from the senses…the world is what your brain tells you it is, and the
limitations of your senses set the boundaries of your conscious experience.” Coren, Porac & Ward Sensation and perception
(1984, p2)
*(as quoted from David Brown’s article The Forgotten Sense found at
http://files.cadbs.org/200000352-4d7d34e76e/1_proprioception_dbrown.pdf

Save the Date!
Deafblind Week at Camp Summit is July 7th-12th.
Registration forms can be filled out online on their website. www.campsummittx.org

DBMAT Family Camp is October 11-13 at Camp John Marc.
Camp Applications will be mailed out soon. You can also find them on the DBMAT website.
www.dbmat-tx.org
Hope to see you there!
Christian Knapp Memorial Golf Tournament is Friday, November 1,
2013 at Quail Valley Golf Course in Missouri City, Tx. Near Houston.
We will need: golfers, volunteers to help that day & raffle items
Email Melanie Knapp (rmkrn1@aol.com) to let her know how you can help!

SPECIAL ANNOUNCEMENT!!!
We are delighted to announce that beginning in the Fall of 2013 the In Touch Newsletter
will be sent out by email to those who have access to the internet.
You can help this transition go smoothly by sending your Name, Mailing Address, and Email address to
Christine Givens, DBMAT Membership Coordinator in one of the following methods:
EMAIL: givens3@sbcglobal.net

MAIL: Christine Givens, DBMAT Membership Coordinator
22910 Briarhorn Dr., Spring, Texas 77389
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Where Did It Go?
By Wayne Thompson

Soon after our son Caleb became ill, I began hearing words like; future planning, transition, family
dynamics, waiver programs, special needs trust, guardianship, and many more. Caleb was only four or five
years old. I kept hearing these words and phrases at each conference and workshop we attended. I heard
speakers and workers expressing the urgency of becoming focused on these issues. I remember feeling as
though I had plenty of time for all of that when Caleb got a little older. Well, guess what? Caleb turned
eighteen years old this past September!! I had plenty of time. I just don’t know where it went!
I was able to get legal guardianship with the help of my gracious niece, who happens to be an attorney.
That was relatively simple. I am now being faced with the decision of how much longer to send Caleb to
school. After all, school does provide seven hours of respite, if nothing else.
I had no clue how it would affect our lives and Caleb’s when our family dynamics changed. I thought
about how helpful Caleb’s big sister, Dugan and younger brother, Kevin have always been. Now Dugan is no
longer living at home and I didn’t realize how much I depended on her, until she went away. Next year, Kevin
will graduate and be going away to college. Then it will just be Caleb, his mom and his dad at home. About
that same time, Caleb will be aging-out of many programs that are available to him and his family.
As many of you already know, when your CHILD becomes an adult, the programs out there just are not
as numerous as they were when he/she was younger. It also appears that Caleb’s parents are aging as well. His
care is becoming increasingly more difficult due to his age and size. Along with the fact of life that I am not
sure what programs are out there that will serve my medically fragile son and our family.
I heard a story in a workshop that I attended once. It was about planning a vacation to Paris but then
being diverted to Holland instead. I feel we are about to land in Holland! It will be a new place with numerous
new connections to make and many new challenges to face. This makes me realize that I should have been
advocating years ago to make the waiver program more suited to our loved one’s needs – as well as the needs of
their family.

Now, I am facing uncharted territory. Oh, but I had PLENTY of time to prepare for all of the

changes about to take place! WHERE did it go???
For those of us involved in advocacy for our loved ones and others, let us realize the URGENCY that
faces all of us as we try to make things better. WE need to strive to eradicate the interest lists that exist to
acquire services. What good are these programs if they are not available to all those that qualify and need them
for their lives to continue in a caring and respectful manner?
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I would also like to PLEAD with the families in DBMAT and other support groups to become fervent in
their efforts to continue to advocate for our vision and the goals for all our loved ones. It is IMPERATIVE that
we keep the work of DBMAT going strong and to get stronger. The only way to do this is for each of us to
become actively involved in helping to shape our loved one’s future.
Let’s not look back years from now and say, “Where did the time go?” NOW IS THE TIME to grow
and build a future for our loved ones and all those coming after us.
**Just a note to families who have young children with challenges; you have plenty of time to prepare
for the future, but yesterday was not too soon to start!!

“Best Buddies Prom was refreshing.

No one was worried about who was

wearing what or about who was "normal".

Prom was a celebration of acceptance and everyone present, loved it.
Me and my buddy, Chris, spent most of the night dancing. I didn't realize how much he
enjoyed it until I looked up and saw pure joy on his face. I had never seen him smile
like that.

It was truly amazing.”
Alejandra Morfin, Best Buddy of Chris Palasota

Best Buddies: Chris & Alejandra
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I seldom think of my limitations,
and they never make me sad.
Perhaps there is just a touch of yearning at times;
but it is vague, like a breeze among flowers.
flowers.— Helen Keller

Introduction
Communication is essential for staying healthy, holding a job, managing a household and participating in the
community. Modern technology has vastly expanded the way most people communicate through voice, data and video
services. But for people who have combined vision and hearing loss, special equipment may be necessary to make a
phone call, send an email or access the Internet.
ternet.
The National Deaf-Blind
Blind Equipment Distribution Program will ensure that low
low-income
income individuals who have combined
hearing and vision loss can access telephone, advanced communications and information services.
This program was mandated by the 21st Century Communications and Video Accessibility Act of 2010 and established
by the Federal Communications Commission (FCC).

Frequently Asked Questions
How does this equipment distribution program work?
This program provides communications technology free of charge to low
low-income
income people of all ages who have
combined vision and hearing loss. The FCC has set aside funding to support one program in each state, plus the District
of Columbia, Puerto Rico and thee U.S. Virgin Islands. These participating programs will distribute this communications
equipment to qualified individuals and provide equipment installation, training and support to help recipients make the
most of this technology.
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What kind of equipment will be distributed?
This program provides a wide range of hardware, software and applications to suit the varying communications
technology needs of people who have hearing and vision loss. Examples include products that are available to the
general public and may be accessible to people with hearing and vision loss or products that are adaptable through the
use of specialized equipment, such as screen enlargement software, screen readers or braille displays.

Is this program for me?
If you are a person who has combined vision and hearing loss, and you cannot afford communications technology that
enable you to use a telephone, send an email, access the Internet, or use other communications technology, you may be
eligible for this program.

How do I choose the best equipment to suit my needs?
A qualified program specialist can help you identify equipment that will meet your needs.

How do I learn how to use the equipment?
Program specialists are also available to train you to use the equipment.

To qualify for this program, you must:
Have combined vision and hearing loss to be considered “deaf-blind” as that term is defined by the Helen Keller
National Center Act. A practicing professional who has direct knowledge of your vision and hearing loss, such
as vision- or hearing-related professionals, educators, medical professionals or community-based service
providers, must verify that you are “deaf-blind.”
Have an income that does not exceed 400 percent of the Federal Poverty Guidelines (FPG). Applicants who are
enrolled in federal subsidy programs with income thresholds lower than 400 percent of the FPG are automatically
deemed income eligible for this program. Applicants who are not enrolled in a qualifying federal low-income program
must be deemed eligible by review of a recent income tax return or other means.

To learn more: Visit iCanConnect.org or call 1-800-825-4595.
For information on how to apply for iCanConnect in Texas or for application questions contact:
iCanConnect – HandsOn
6487 Whitby Road, San Antonio, Texas 78240
E-mail: icanconnect@handsonsa.org
Fax: 210 692-1524
Telephone inquiries: 210 614-1661
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Mark Your Calendar
Family Conference
October 11th -13th
at Camp John Marc
Meridian,Tx
Watch your Mailbox for the Registration Newsletter
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