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Looking Ahead to October’s  

Family Conference 
October 23-25, 2015 

Olympia Resort & Conference 

Center 

Oconomowoc, Wisconsin 

 

Here are some of the things we have planned for 

our WDBTAP Families: 

 

★ Getting to Know You Discussion Group for 

parents of children who are deafblind 

★ Engaging Families Through the IEP Process; 

Sherry Gundlach & Sally Kellman presenters 

★ Personal Future’s Planning; Margaret 

Gilbride; Presenter 

★ Healthy Transitions:  Transitioning to Adult 

Healthcare Services for the deaf and DB Teen; 

Our own Jodi Anderson along with deafblind 

parent Jack Kemper will be presenting 

★ Much More 
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A Visit to Our Lending Library 
To request these or any materials please visit www.wdbtap.wi.gov/library 

The Discovery Tunnel is a 
fabulous multi-sensory 
experience! Slide your hand 
through the beaded curtain and 
experience auditory, visual and 
tactile stimulation. The white 
ball inside the tunnel lights up 
in many different soothing 
colors illuminating all the 

mirrors inside. At the same time you feel a slight 
vibration and hear one of six high quality 
mood-setting music pieces. The tunnel will provide 
hours of fun and relaxation. Also works with an 
external capability switch. 

How The Special Needs Brain Learns by 
David Sousa.  This bestseller helps you turn 

the latest developments 
in neuroscience into 
practical classroom 
activities. Emphasizing 
lifelong independent 
learning, increased 
retention, cognitive 
flexibility, and 
assistance for working 
with common learning 
challenges such as: 

ADHD and ADD, speech, reading, writing, 
and math disabilities, emotional and 
behavioral disorders and autism spectrum 
disorders. 

 
 

Through our grant, WDBTAP was able to help 4 families attend the 12th 
International CHARGE Syndrome Conference in Chicago July 30th through 
August 2, 2015.  

 
CHARGE syndrome is a recognizable (genetic) pattern of birth defects which 
occurs in about one in every 9-10,000 births worldwide. It is an extremely 
complex syndrome, involving extensive medical and physical difficulties that 
differ from child to child. The vast majority of the time, there is no history 
of CHARGE syndrome or any other similar conditions in the family.  

 
Babies with CHARGE syndrome​ ​are often born with ​l​ife-threatening birth 
defects,including complex heart defects and breathing problems. They spend 
many months in the hospital and undergo many surgeries and other 
treatments.  
Swallowing and breathing problems make life difficult even when they come 
home. Most have hearing loss, vision loss, and balance problems which delay 
their development and communication. All are likely to require medical and 
educational intervention for many years. 

 
Despite these seemingly insurmountable obstacles, children with CHARGE 
syndrome often far surpass their medical, physical, educational, and social 
expectations. 

 
On the next page Aimee Gruber, parent of Logan, shared with us her 
thoughts of the conference.  
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A Memorable Experience at the Annual CHARGE Syndrome Conference 

 
I just want to let you know what an  amazing time we had. Six years ago when we 
attended our first and only CHARGE  conference we knew we had found a second 
family. A group that we as parents and  Logan as a "charger" fit in. We came home 
from that conference full of information  and reenergized. We also couldn't wait to go to 
Orlando 2 years later; however, life and  money got in the way of that. And another 2 
years later we had the same  interferences with the Arizona conference. So, 
needless to say, we were ecstatic to be  able to attend the conference in Illinois this 
summer. Because it had been 6 years we  felt like we were starting over, so much had 
happened not only in the CHARGE  community (like new doctors coming onto the 
scene, new discoveries, and tons of new  (​"chargers") but now Logan is almost 8 and 
his sister is 9, and she was coming for  the first time. So this conference was very 
different for us and very important for us.  We had tons of questions but also lots of 
experience in being a CHARGE parent.  So Dave and I set out a month before the 
conference deciding what sessions we  thought were the most important to us and 
who would attend what, printing the presentations, and getting our questions in order.  

 
Little did we know that all of that work, while being important, wasn't going to be the most important part of the 
conference for our family. This conference was important and different from our previous one because of who Logan 
and Mary are. Not only did Dave and I learn many new insights into “Lo” and things to prepare for, but Logan was able 
to be a star for the weekend. He knew this was all about him and how we can help him be the best Logan he can be, 
whatever that is.  So not only was Logan our family star for the weekend, but he was a star to the "typical" kids in the 
kids camps. Sure they had older or younger siblings with CHARGE, but this "charger" was their age and could be their 
friend. For once in his life he was the sought out kid, the "cool kid" if you will.  Reflecting back on how wonderful this 
was still brings tears to my eyes as every mother just wants their kid to "fit in" and have an abundance of good friends. 
Even with these great things happening Logan still had another opportunity to shine.  I signed Logan up to participate 
in some studies that were being conducted at the conference, not only did I get some one­on­one time with some of the 
leading doctors in CHARGE (true superstars to us), but Logan and his awesome personality stole the show and the 
doctors fell in love with him.  

 
In fact they used a picture of him and talked about him 
during a presentation for no other reason than the fact they 
loved him.   
 

So enough about Logan and his “superstarness” (yes I made up a word) and 
enough about all that mom and dad learned. On to Mary who truly is an amazing 
sister, the best sister for Logan (I guess God does know what he is doing). For 
Mary the conference was a place to see into her brother's future and what things 
will be like when he is a teenager or an adult, and a chance to meet older kids 
with CHARGE and make friends with them and to make friends with kids who 
have siblings with CHARGE.  Again a place where our family truly "fit in."  Oh 
boy tears again! 

 
So, with all of that being said, I again just want to thank WDBTAP from the bottom of my heart. Without these funds this 
would not have happened for my family. It truly was important to us and it made us realize we can't wait six years to go 
again. We, as a whole family, need these connections with the professionals, parents, kids and most of all the 
"chargers," the whole CHARGE community. 
 
Thank you 
The Gruber Family 
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Phone Apps Aid Communication 

ZoomReader, for iPhone only: 
In combination with your iOS 
device's built-in camera, 
ZoomReader lets you magnify and 
read printed text by first taking a 
picture of an object like a book or 
menu, then converts the image into 

text using state-of-the-art Optical Character 
Recognition (OCR) technology. ZoomReader will then 
read the text back to you using a natural-sounding 
voice.  
 
ZoomReader isn’t just for books – it can be used to 
read small print on a receipt, box, menu, or pill bottle 
– wherever there’s small text you can’t read yourself. 
Whether you’re on the go or you’re using ZoomReader 
to help you read a newspaper in the comfort of your 
living room, this quick and powerful program does 
everything a dedicated video magnifier can do – from 
the convenience of your iOS device and at a much 
lower price. 

 
BrailleBack for Android: ​ ​An 
Accessibility Service that helps 
blind users make use  of braille 
devices. It works together with 
the TalkBack app to give a 
combined braille and speech 
experience. This app lets you 

connect a supported refreshable braille display to your 
device via Bluetooth. Screen content will be presented 
on the braille display and you can navigate and interact 
with your device using the keys on the display. It is 
possible to input text using the braille keyboard. 

Braille Tutor, for iPad only:  
Braille Tutor provides an 
interactive learning experience for 
a sighted or blind braille learner. It 
works on iPad using onscreen keys 
or home keys on a Bluetooth 

keyboard. It is self-voiced but also works with iOS 
accessibility. The app uses sounds and text-to-speech 
to support vision-impaired learners. Using a Bluetooth 
keyboard also gives the user a feel of the keys. Very 
good for consolidating braille skills learned, 
particularly at home/places where a learner might not 
have access to a Brailler. 
 

Marlee Signs, free version: 
Learn American Sign Language 
with Marlee Signs© from Marlee 
Matlin – Academy Award© winning 
Deaf Actress. Ever wanted to learn 
more about Sign Language? Marlee 
Signs© is for you.THE A-B-Cs OF 
A.S.L.  Marlee Signs© is the perfect 

app for learning to express yourself in American Sign 
Language. This app will teach you the fundamentals of 
ASL – from the signed alphabet and basic vocabulary 
through to common expressions in everyday life – 
using high-quality video demonstrations starring 
Marlee Matlin herself. 
 

If you are aware of other helpful 
apps, please share the link with us 
on our FaceBook page or by email at 
lynn.brekke@wesp-dhh.wi.gov 

 
PERIODS OF TRANSITION 
Transitioning from Birth to 3 to Special Education  
Reprinted from The Wisconsin Department of Instruction Policies and Procedures 
 
Both the Individuals with Disabilities Education Act (IDEA) and Wisconsin’s state statutes and rules 
require Birth to 3 Programs and local education agencies (LEAs) to establish procedures to ensure 
smooth and effective transition from early intervention programs to LEA preschool special education 
programs. To ensure that an individualized education program (IEP) has been developed and a free  
 

Continued on page 5 
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Continued from Page 4 
 
 
appropriate public education (FAPE) is made available by the child’s third birthday, Part C of IDEA 
establishes preschool transition procedures. These procedures are further defined in the Wisconsin  
Administrative Code, HFS 90.10(5)(f), that govern the Birth to 3 Programs.  ​A written plan must be 
developed for the steps to be taken to support the child and family through transitions, including the 
transition upon reaching the age of 3 to early childhood special education programs and other services 
that may be available. These steps shall include:  

A. Discussing a prospective transition, in advance, with the parents and giving them information 
about the new setting and other matters related to the child’s transition, including the role of the family.  

B. Implementing procedures to prepare the child for changes in service delivery, including 
helping with adjustments to and functioning in the new setting. 

C. With parental consent, forwarding of information about the child to the LEA or other service 
agency to assure continuity of services. 

D. Convening, with the approval of the family, a conference involving the family, the county 
administrative agency, and the LEA responsible for early childhood special education programs, at least 
90 days before the child reaches the age of 3 in order to:  

1. Prepare a written transition plan to reflect decisions made at the conference and the 
roles of sending and receiving agencies. 

2. Review the child’s program options for the period from the child’s third birthday 
through the remainder of the school year.  
 

***For more information on Transitions, please visit ​https://sped.dpi.wi.gov/sped_transition 

 

  
NCDB launches new website:  ​www.familieslead.org​.  The purpose of this website is to bring together a 

network of people and organizations to share ideas and resources related to leadership training for parents 

and other family members with disabilities.  The website includes the following sections:  

What is a Family Leader?: ​ Learn more about why family leaders are important and how you can take action 
to shape the services your child receives.  

Meet Family Leaders:  ​Meet family leaders from across the country and hear their stories about how they 
make a difference.  

The Power of Families: ​Family leaders do make a difference! Learn how to get started making a difference in 
the life of your child and community. 

Family Leadership Learning Materials:  ​Find learning materials that will help you develop the fundamental 
knowledge and skills needed to create change.  

Planning Family Leadership Training:  ​Discover tools to assist trainers and organizations to plan and deliver 
family leadership training. 
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   WDBTAP STAFF  

Marcy Dicker, Project Director  

Jolene Gruber, Grant Coordinator  

Heidi Hollenberger, Deafblind Consultant  

Jodi Anderson, Family Specialist  

Lynn Brekke, Office Associate  
 

The contents of this newsletter were developed under a grant from the US 

Department of Education, H326T130027. However, those contents do not 

necessarily represent the policy of the US Department of Education, and 

you should not assume endorsement by the Federal Government. 

Project Officer, Louise Tripoli-Louise.Tripoli@ed.gov  

What Types of Technical Assistance does 
WDBTAP provide?  
 

● Parent/Family trainings and assistance in connecting 
families with one another 

● Statewide and regional workshops for service 
providers and families  

● Observation, support and coaching in programming 
for children 

● Intensive deafblind training series for 
paraprofessionals who work one on one with 
children and youth who are deafblind 

● Assistance in identifying children and youth who are 
deafblind 

● Referral to relevant local, regional and national 
agencies  

● Lending library with materials, equipment and toys to 
benefit deafblind children/youth on the Registry� 

 
 
 
 
WISCONSIN DEAFBLIND TECHNICAL ASSISTANCE PROJECT 
124 2ND STREET, ROOM 35 
BARABOO, WI  53913 
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