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Ruth Sokolof Christmas Party

On Sunday, December 12, 2010, 145 children K-12th grade who are blind or visually impaired arrived at the Tilt area of
Westroads Mall with shopping lists. Two hundred forty volunteers waited with smiles as they were paired with a visually
impaired child to take him or her shopping. This year’s Nebraska Foundation for Visually Impaired Children’s party was
larger than ever! Special thanks goes to the Sokolof family, Hyatt Hotel Reservation Center, JCPenney Co. Inc., Westroads
Mall management and Kirsten’s Gourmet Cookies. The festivities of wrapping presents, meeting Santa, eating pizza and
laughing with friends made the whole day a memorable one!

Dot Detectives, a workshop introducing braille, will be offered to parents and families at the Lied Learning and
Technology Center in Omaha for four consecutive Saturdays. From 1:00 to 4:00 PM on March 19, 26, and April 2 and 9,
participants will be entertained and enlightened as talented teachers of the visually impaired make braille understandable
and demonstrate practical uses. For more specifics, look for a flyer in the mail or contact Teresa Gregg at (402) 218-7022.

Tech Tidbit: Talking Labels

It can be frustrating for people who are blind or visually impaired to read and organize items such as CDs, canned goods,
colors of clothing, recipe cards and personal notes. Although creating braille or tactile labels should always be considered,
there are alternative tools for labeling that can be found at Maxi Aids, Independent Living Aids, LS&S and other vendors.

1The PenFriend Voice Labeling System
1ViolLa Voiced Label Reader
6 KHUORFN -XQLRU 7DONLQJ /DEHO ,GHQWLAHU 9R[FRP ,,,

Each of these three products comes with self-adhesive labels with a recording device that can be swiped over the label
to hear a voice recording of the item. Each product has a different recording length, number and variety of labels. These
products are light-weight, small and compact.

¥Talking Labels: This product is known for labeling medications with a 20 second voice recording of the medication
and dosage.

tAudible and Talking Marking System: This product is a complete kit for several types of labeling needs.
It is great for teachers, parents and rehabilitation counselors.
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More than 90% of children and adults with Bardet-Biedl syndrome (BBS) have retinal degeneration as part of a set of problems. BBS
is a “syndrome” which means several symptoms are running together. Individuals with BBS may be overweight, have extra fingers or
toes, have learning difficulties and kidney disease. A number of other medical issues can be seen in BBS. According to one study, the
average age of diagnosis is 9 years. Approximately 1 in 100,000 individuals have BBS.

5@ s of Bardet-Biedl Syndrome (BBS)
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Weight gain generally occurs within the first year of life and remains a constant issue. Healthcare includes monitoring weight and the
development of high blood pressure, high cholesterol and diabetes. Kidney disease can become a major concern and a referral to a
kidney specialist may be necessary. Individuals may need to see an endocrinologist (hormone specialist). Conductive hearing loss
from frequent ear infections is a problem in childhood and should be followed.

Individuals are monitored for their vision loss which includes problems with night blindness, acuity and peripheral vision. Rod-cone
dystrophy occurs; however, atypical retinitis pigmentosa is sometimes used to describe the vision because central (macular) vision loss
also occurs relatively early. Approximately two-thirds of individuals will be legally blind by age 20.

BBS is considered to be an autosomal recessive condition, meaning it takes one gene from each parent to cause BBS and both boys
and girls can have the condition. There are twelve genes known to cause BBS. Some commercial laboratories can find roughly 70%
of the gene changes. The inability of cilia in the retinal cells to transport certain proteins is thought to be the cause of cell death leading
to retinal disease in BBS.

Reported in the medical literature by at least four physicians, the condition also goes by the name Laurence-Moon-Bardet-Bied! as
seen in the names of support groups specific for this condition. For further details, see the links below or contact Kristal Platt, Certified
Genetic Counselor, at 402-498-6365 or kristal.platt@boystown.org.

Laurence-Moon-Bardet-Biedl Family Network Foundation Fighting Blindness
PO Box 9103 11435 Cronhill Drive

Surprise, AZ 85374 Owings Mills, MD 21117-2220
Phone: 623-523-1484 Phone: 800-683-5555 (toll-free)
410-568-0150 800-683-5551 (toll-free TDD);
Email: Imbbs@live.com Email: info@fightblindness.org
mimorris.com/Imbbs www.blindness.org

Fifth Annual Beeping Easter Egg Hunt

On Saturday, April 16, 2011 at 2 p.m., girls and boys, brothers and sisters will be listening and looking for
beeping Easter eggs. There will be eggs in bright pastels of purple and pink donated by the Nebraska Qwest
Pioneers. This year there will also be some eggs in primary colors donated by the Omaha Police Department.
Volunteers from Nebraska Qwest Pioneers, the Omaha Police Department and the adaptive sports program at
the University of Nebraska at Omaha are excited to make this year’s hunt fun and memorable.

This year promises to be the warmest hunt with the latest spring time date yet. Weather permitting, the hunt
will be held outdoors in the Garden of the Bible, just outside of the Hall of History on the Boys Town Home
Campus in Omaha. Rain or shine, plan to join the Easter bunny for photos and refreshments. Call Kristal
Platt at (402) 498-6365 or email kristal.platt@boystown.org to register.




MARK YOUR CALENDAR!!

February 9 4:00-5:30 p.m.: NCBVI Omaha Junior TABS - braille games: (402) 595-2041

February 12 10:00 a.m.-2:00 p.m.: NCBVI Omaha Teens TABS - cooking & craft activity, lunch provided: (402) 595-2041

February 23 NCECBVI Braille Challenge™: (800) 826-4355

March 2 NCECBVI Scottsbluff - Early Childhood Vision Workshop: “More than Building Blocks and Mobiles”:
(800) 826-4355

March 3-5 NCBVI WinnerFest - Ages 14+: (877) 809-2419

March 9 4:00-5:30 p.m.: NCBVI Omaha Junior TABS - Talking, Typing,Teacher & Jaws: Lessons &
Nursery Rhymes: (402) 595-2041

March 19 & 26  1:00-4:00 p.m.: BTNRH & NFVIC - Dot Detectives: Teresa Gregg (402) 218-7022

March 22 6:15-8:30 p.m.: PRISM - Parents: The Language Partners — Presenter: Mary Pat Moeller, Ph.D. -
Ollie Webb Center: (402) 346-5220, Kristal Platt: (402) 498-6365

March 24 & 25 NCECBVI Spring Fling Conference for TVIs - Recreation/leisure for students who are deaf-blind &
multiple disabilities: (800) 826-4355

March 30 & 31 NCECBVI Low Vision Clinic: www.ncecbvi.org for forms or (800) 826-4355

April2&9 1:00-4:00 p.m.: BTNRH & NFVIC; Dot Detectives: Teresa Gregg (402) 218-7022

April 12 6:15-8:30 p.m.: PRISM Behavioral Health and Developmental Disabilities - Presenter: Mark Smith -
Ollie Webb Center (402)346-5220: Kristal Platt (402) 498-6365

April 13 4:00-5:30 p.m.: NCBVI Omaha Junior TABS - Craft: May Day baskets: (402) 595-2041

April 16 10:00 a.m.-2:00 p.m.: NCBVI Omaha Teens TABS Group Teaching - Cooking, cleaning & grooming skills,
lunch provided: (402) 595-2041

April 16 2:00 p.m.: BTNRH Beeping Easter Egg Hunt - Boys Town Home Campus: Kristal Platt (402) 498-6365

April 21 6:30-8:30 p.m.: PRISM Community Resource Fair - Lied Community Center, Bellevue: Ollie Webb Center
(402) 346-5220

May 11 4:00-5:30 p.m.: NCBVI Omaha Junior TABS - Cooking pizza pitas on Foreman: (402) 595-2041

June 3-5 NCECBVI Keys to Success Family Weekend - Application available in March at ncecbvi.org,
Deadline April 21: (800) 826-4355

June 7 10:00 a.m.-2:00 p.m.: NCBVI Omaha Junior & Teen TABS Group Teaching - Cane travel at the zoo.
Bring money or sack lunch: (402) 595-2041

June 13-17 NCECBVI Sizzlin Summer Camp - Application available in March at ncecbvi.org, Deadline April 21:
(800) 826-4355

June 20-July 29 NCBVI WAGES: (877) 809-2419

July 17-21 NCBVI Project Independence - Ages 7-13: (877) 809-2419
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Nebraska Regional Braille Challenge™

In February, 2010, Nebraska Center for the Education of Children Who Are Blind

or Visually Impaired (NCECBVI) hosted its 4th Annual Nebraska Regional Braille
Challenge™. Twenty-eight blind and visually impaired students from Nebraska, Kansas
and North Dakota met in Nebraska City to test their braille skills in the academic
competition. This unique competition is a national program of the Braille Institute of
America, Inc., and serves to encourage blind children to improve their braille skills.

The event at NCECBVI has grown from 10 students competing the first year, 19 the
second year, to 28 the last two years.

A special evening of activities and fun is always planned for all students and families who stay overnight before the event. Bowling,
games, karaoke, socializing and snacks are enjoyed throughout the evening. The dorms are filled to capacity; however, lights are out
early so everyone will be ready for the next day.

The morning registration and opening ceremony sets the stage. Wearing matching Braille Challenge™ t-shirts, the students gather in
the auditorium with their parents and teachers of the visually impaired (TVIs). The proctors and ambassadors stand ready to escort
the students to the testing rooms while the parents have a chance to socialize, catch up on emails, or sightsee in historic Nebraska
City. The students are entertained during a break. After the testing sessions, students play games and collect numerous prizes.
Thank-you letters are written by the students to the many businesses, civic organizations and individuals who sponsor the Regional
Challenge. Volunteer TVIs transcribe the letters before they are sent to the sponsors.

As the day progresses, the braille transcribers work diligently proofing for errors on the individual entries to have the final scores
ready for the award ceremony. Back in the auditorium the anticipation returns to the students’ faces. Did their hard work pay off?
Top award medallions along with cash prizes are given to 1st, 2nd and 3rd place recipients. Ribbons are presented to the remaining
participants. All the students receive a certificate of participation. Photos are taken of the contestants with their awards.

Following the award ceremony, there is one more reason to continue the
anticipation. If a student places in the top 60 in the nation, he or she is invited to
participate in the national event in Los Angeles in June. NCECBVI assists with
the travel costs for the student and his or her family. Winners are notified within
a month or two following the regional event. Nebraska has proudly sponsored
students in this national achievement.
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The 2011 Nebraska Regional Braille Challenge™ will be held at NCECBVI on
February 23, 2011. To make this day possible many organizations and individuals
contribute t-shirts, prizes and awards for the event. NCECBVI thanks those who
contribute money, time and service to such an awesome opportunity for students.

O’Hana Kids’ News

O’Hana Kids’ News is a publication full of activities, events, information and training opportunities for Amazing Kids with Special Needs
and their families! Find listings for the entire southeast Nebraska region including both the Lincoln and Omaha Metro areas. Just send
an email to ohanakidsnews@yahoo.com to receive the newsletter directly, or call Heather Ackman at (402) 227-5304.

Check out “O’Hana Kids’ News” on Facebook. Now serving over 1,200+ Nebraska families!!
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Audio Description at Homestead National Monument

Visitors who are blind or visually impaired can now experience the exhibits at Homestead National
Monument of America in a more meaningful way. The indoor and outdoor exhibits at the Homestead
Heritage Center plus the Palmer-Epard Cabin now include an audio description tour designed to
deliver a verbal transcript of the exhibit text and a description of the exhibit’s photographs and
objects.

To access the audio description visitors wear a handheld personal audio guide with headphones. As a visitor wearing a personal audio
guide nears an exhibit the audio description is triggered. Homestead National Monument of America is the second national park in the
U.S. to install this kind of system and the first in Nebraska. Homestead National Monument of America is a unit of the National Park
Service located four miles west of Beatrice, Nebraska. Admission is free of charge.

Keep up with the latest information by following Twitter (HomesteadNM) and Facebook (Homestead National Monument of America).
For information on the Monument’s programs or activities, please call (402) 223-3514 or visit www.nps.gov/home.

New Face in the State

Nebraska has a new face, Tessa Wright, Ph.D. Dr. Wright has assumed the responsibility of coordinating the Program in Visual
Impairments at the University of Nebraska-Lincoln (UNL), a program that prepares teachers to work with students who are blind and
visually impaired. Before coming to UNL, Dr. Wright, who completed her doctorate at Vanderbilt University, worked as both a teacher
of students with visual impairments and an orientation and mobility specialist. Dr. Wright is passionate about braille literacy, as well as
orientation and mobility. She is thrilled to be in Nebraska and is eager to get to know professionals, families and students throughout
the state and region. If you are interested in talking with Dr. Wright or finding out more about UNL's Program in Visual Impairments, do
not hesitate to contact her by email twright5@unl.edu or phone (402) 472-6636. Scholarships are available for qualified students.

Getting the Word Out for Children Birth to Five

For families with children who are newly-diagnosed with vision problems, there is nothing like being
able to connect with other families in a similar situation. Families frequently do not realize they are
eligible for services well before the child turns age 5. Through several networking opportunities
sponsored by Boys Town National Research Hospital (BTNRH) and Nebraska Foundation for
Visually Impaired Children (NFVIC), parents can be involved in networking opportunities as soon
as their child is diagnosed with a visual impairment. The services and networking programs
coordinated by BTNRH and NFVIC were the topics that Kristal Platt and Teresa Gregg discussed
over the past few months at Educational Service Unit 3, the therapy department at Children’s
Memorial Hospital and for Omaha Public Schools Service Coordinators.

There are programs such as PRISM sponsored by Ollie Webb Center with a special interest group for parents of visually impaired
children coordinated by Kristal and Teresa. Teaching Resource Educational Exchange held quarterly on Saturday mornings is another
good opportunity for families to learn, socialize and network. Visit www.nebraskafoundation.org for more information. Both Kristal and
Teresa have visual impairments and understand the challenges relating to problem solving and finding useful resources. Expand your
knowledge base through networking opportunities to create a tower of building blocks. Call Kristal Platt at (402) 498-6365 or Teresa
Gregg at (402) 218-7022 for more information.
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Proviing Buiding Blocks for the Future

5

Nebraska Foundation for Visually Impaired Children

The mission of the NFVIC is to enhance the lifestyle and education of children who are
blind or visually impaired by providing funds and advocating for the following:

+ Assistive technology, adaptive devices, and related services for the children’s daily use;
* Cultural experiences for the children and their families;

+ Training opportunities for educators and parents; and

+ Mentoring/support programs for the children, their families, and their educators.

+ www.nebraskafoundation.org

i

Nebraska Foundation for Visually Impaired Children

The Lied Learning and Technology Center for Childhood Deafness and Vision Disorders
serves children with hearing loss, visual impairments and other communication disorders
with educational and rehabilitative services at Boys Town National Research Hospital.

National Research
Hospital

i Lied Learning and Technology Center

The Mission of the Center is:

+ To improve the lives of children with hearing loss, visual impairment and other
communication disorders through early identification, education, state-of-the-art
rehabilitation, rigorous research, and family support.

+ To serve as a nationally and internationally recognized center of excellence for

clinical services, applied research and information dissemination.
* http://www.boystownhospital.org



