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Living With Unilateral Anopthalmia: A Teen’s Perspective

My name is Brittany Amber Crouch, and I am currently living in Port St. John, FL. I was born with primary Anophthalmia, meaning that I have only one eye. At 17 years old, I have many hobbies. I love all sports, mostly football. I play it all the time, along with Rugby (a new favorite). I like to be outdoors, always going places. I'm the bubbly, social butterfly among my friends. I was titled the Iron Viper at school for being the strongest girl from grades 9-12. I am also doing well in school. I'm a junior at Space Coast High School. And for the past two years, I've been in a dual enrollment program at Brevard Community College. The goal is to earn my AA degree on the day that I get my high school diploma. I want to work with sports medicine when I get older, possibly a physical therapist in the NFL?

I first discovered the ican website when writing a paper in psychology last year. I could write about any topic in the realm of psychology, so I asked my mom about my condition. We searched online, where I first learned of the medical term for it, and of it's scarcity around the world. I wrote about bullies, and other setbacks. Kids were always making fun of me in elementary school, and they still do. "The One-Eyed Pirate" was a popular comment. Stares and questions have always existed. I have learned to handle it better as time goes on. I have never seen anyone like me, so it was hard to understand if for myself. I keep my bangs over my prosthesis; just to avoid all of that. Confidence has been a problem but I've learned to be proud of my physical appearance.

Trips to my ocularist, Dr. Tanaka, have always been fun; especially considering that I've known him my whole life. He made my first prosthesis when I was only 14 days old. We had to drive a few hours for check-ups, but I always saw it as a fun road trip for me, my mother, and my brother. My normal eye is blue, and so I've often wondered if I should have my next prosthesis be green, just for fun.

When I was in the fifth grade, I had my first surgery to improve the appearance of my eye. My eyelid used to make my eye seem completely shut. But now, it is much more open. I wonder if I should continue these surgeries. I have been told of a series of operations that I would probably have to take, including a few on my skull. I'm scared, however. That last surgery was painful. Not only that, I wonder if I should change myself. Being different is cool to me, despite the way people react. Even grown adults have handled this rudely.

I thank God for my positive attitude. When I was younger, I would cry many nights as a result. But today, I'm learning that people are curious. They may not approach me properly, but how can they understand? I am known among everyone as the bright and goofy one. They come to me for a laugh, as I've brought many smiles.
 




 






















2011 ican membership dues

The fee is $25.00 per family. This is very important as it covers expenses for newsletters, mailings, the 1-800 number and the website, including our new e-blast program. Please help us continue to provide support to you and other families by paying your dues. If you cannot afford the dues, simply contact us and we will make every effort to provide you with member privileges. The funds may also be used to help in conference planning. Thank you for your payment!

Checks can be made payable to ican and mailed to: 

ican

c/o Albert Einstein Medical Center

5501 Old York Rd

Genetics, Levy 2 West

                                              Philadelphia, PA 19141

      (   ) Family membership $25.00

(   ) Professional Membership $50.00

Name:______________________________________

Address:____________________________________

___________________________________________

Phone Number:______________________________


SAVE THE DATE
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ican’s  7th   international conference

July 15-17

                               in

Boston, Massachusetts 

Bringing  Families and Individuals with

anophthalmia and microphthalmia together

Conference Hotel:

Radisson Hotel Boston

200 Stuart Street
Boston, MA 02116
(617) 482-1800
Topics to include: Treatment updates, genetics update, panel discussion including individuals with A/M and parents, question and answer forums to answer questions from parents.  There will also be a licensed psychologist facilitate group sessions for the kids (both those with A/M and their siblings) 

A free multidisciplinary clinic will once again be offered, including specialists from around the world.

Look for Registration packets in the spring. For more information or to make suggestions or volunteer to help please contact: 

Jodi Dennis           




Tanya Bardakjian

    740-361-5672




     215-456-8726

  jodidennis@anophthalmia.org 



            bardakjiant@einstein.edu
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Questions





Please e-mail us at � HYPERLINK "mailto:ican@anophthalmia.org" ��ican@anophthalmia.org� with any questions. If you have specific questions regarding your child please e-mail the questions to us and we will try to have it answered by the appropriate specialist as well as by another parent!





Executive Board


President- Jodi Dennis-Ohio 


Vice-President- Nelly Gamino-Illinois


Secretary- Kelly Derezza-Kentucky


Treasurer- Becky Pennington-California


Head of Fundraising- Margaret Cote-Massachusetts





Members at Large


Jody Hawkins-Minnesota


Sara Ault-Michigan


 Kelley Hoffman-Georgia


  Spanish contact-Nelly Gamino-Illinois


Conformer contributor-Jason Hawkins-Minnesota


Hotline-Jodi Dennis-Ohio


Please get involved. We welcome any ideas, suggestions or assistance. You can contact us at any time. To contact a Board member e-mail them at � HYPERLINK "mailto:ican@anophthalmia.org" ��ican@anophthalmia.org� and put their name in the subject.
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MESSAGE FROM THE PRESIDENT





 





Hello ican Family and Friends!





As I write this I can’t believe summer is over, once again.  Time flies when you are having fun!  Wyatt loves the summer.  He would stay in the pool all day if we would let him.  A few of you know that Wyatt is my youngest son.  Wyatt is almost 11 years old and has SOX2 Anophthalmia Syndrome.  If it weren’t for Wyatt, my family would not have had the wonderful opportunity to meet so many other beautiful families like my own.  Our journey with Wyatt has taken us to so many places (physically, mentally, and emotionally), more places than I would have ever dreamed about.  


Wyatt’s older brother, Blake, is very active in 4-H.  This is a program where the kids choose a livestock animal, provide daily care for it, and then take it to the county fair.  The first year Wyatt would walk half way down to the barn and then stop.  He didn’t like “fresh country air” and would not budge any farther.  The second year of Blake raising piglets, Wyatt decided to be a little more brave.  He would walk all the way to the barn.  Progress, yeah!!  But he would stop at the doorway and would not go into the barn!  Finally three years later, Wyatt will go into the barn and even pet the animals.  Long story short-our kids may need some extra time-but eventually they get it.


I would like to tell you about  one of the calls that came in from the 1-800 line.  A gentleman called in saying that he heard about a baby born with Anophthalmia and he wanted to help.  A total stranger offering to help???!!!  To raise awareness he is trying to put together an ican bowling day in his hometown.  This man has been an inspiration to me.  I am trying to multiply his kindness.  This Fall I will be setting up a table at our local mall with Wyatt’s photo and information about ican.  I will also sell $5 coupon booklets for our local Elder Beerman store.  They are a Bon Ton company that holds a fundraising event two times a year.  Five dollars does not seem like a lot, but it really multiplies, and not only that, but people can learn about our wonderful kids!  To find out more about the Bon Ton/Elder Beerman Community Day Event just go to � HYPERLINK "http://www.communitydayevent.com/" �http://www.communitydayevent.com/�.


In this newsletter you will see the date for the next ican Conference.  I hope several families can attend.  It will be great to see how all of the children have grown!  If you have any thoughts, comments, suggestions for this conference, feel free to let us know.





Regards,





Jodi


jodidennis@anophthalmia.org








Parent-to-Parent


If you want to connect with another family near you or anywhere please contact us and we will connect you via phone numbers or e-mail.  This can be an invaluable resource. Do not hesitate to contact us. 1-800-580-ican or post it on the message board-just remember to check back.





e-mail buddies


We have several individuals from age 10- young adult who are looking for e-mail buddies with whom to share their experiences and feelings of having anophthalmia/microphthalmia in one or both eyes. If you or your child are interested please e-mail � HYPERLINK "mailto:ican@anophthalmia.org" ��ican@anophthalmia.org� with gender, age and eye condition so we can put you in touch with each other!!! This is a great opportunity to find support and friendship.












































Fundraising               � HYPERLINK "http://www.goodsearch.com/default.aspx" �� INCLUDEPICTURE "http://www.goodsearch.com/_gfx/masthead.gif" \* MERGEFORMATINET ����


Now accepting PayPal on the website, encourage your friends and family to support ican. All donations are tax deductible.


************************************************************************************


Please continue to use Goodsearch.com as ican does receive a small donation from each search.  Remember to pass this onto everyone in your address book and encourage others to use Goodsearch.com.  It can really add up for ican.


********************************************************************************************


For our online shoppers don’t forget the website � HYPERLINK "http://www.iGive.com" ��www.iGive.com�


Shop all your favorite online stores through this website. Select ican as your charity and we automatically get a percentage!


********************************************************************************************


Make sure you also check out the website � HYPERLINK "http://www.braille-a-wear.com" ��www.braille-a-wear.com� you can find very cute tee shirts, bibs, sweatshirts, hats, canvas totes each has tactile Braille and print sayings. They were a hit at my son’s school.   Be sure when you order you tell them you are from ican.  We will receive a portion from your purchase.


********************************************************************************************


If you have any thoughts or suggestions on fundraisers or you are looking to head a local fundraiser, you can contact Margaret Cote at � HYPERLINK "mailto:margaretcote@anophthalmia.org" ��margaretcote@anophthalmia.org�. 
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Albert Einstein Medical Center Announces:
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Driving While Blind? Maybe, with new high-tech car


Associated Press/AP Online
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Amount Raised  $115.53


Keep Searching
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 Is it autism? This can be a difficult question to answer in children with visual impairments (VI). Based on results from the AEMC A/M Clinical Registry there appears to be an increased incidence of an autism diagnosis in individuals with A/M. There is clear evidence in the literature and anecdotally that individuals with VI have mannerisms that can include self-stimulatory behaviors, which may be confused with autistic behaviors. Developmental evaluation can be particularly difficult to interpret as children with visual impairments (VI) can have specific delays due to the VI alone. Evaluations by qualified professionals can differentiate these findings and ensure that the child with A/M has the appropriate educational environment.  In other words we do not want to over-diagnose autism but we also do not want to “miss” it. Both diagnosis and management suffer when the diagnosis is made and additional services to help the child achieve his/her potential are not sought after.


We have created a multidisciplinary anophthalmia/microphthalmia clinic, which will provide a systematic approach to the evaluation and management of  individuals with suspected autism. We will provide clinical genetics evaluation, genetic counseling, detailed developmental assessment by a developmental pediatrician and child psychologist as well as speech therapist, coordination of care and consultation with a teacher of the visually impaired. 


If you are interested in having your child evaluated at this clinic please contact:





Tanya M. Bardakjian


5501 Old York Road


Levy 2 West


Philadelphia, PA 19141


Phone: 215-456-8726


Email: � HYPERLINK "mailto:bardakjiant@einstein.edu" ��bardakjiant@einstein.edu�








Limited funds are available to assist with travel. Low cost or free housing may also be available.


__________________________________________________________________________


Has your child been diagnosed with SOX2 Syndrome?





Help us learn more about SOX2 so we can provide better care and information.





SOX2 syndrome is a relatively newly described syndrome. We have very little detailed or long-term information about what this disorder means for an individual who is diagnosed. We are starting a specific research project to collect detailed information on individuals of all ages with this syndrome in order to provide more specific guidance to families, doctors, therapists and educators. If your child has been diagnosed with SOX2 syndrome and you are willing to share medical records and clinical information please contact Tanya Bardakjian using the information above.
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A news article recently published by Ken Thomas questioned, “Could a blind person drive a car?” Researchers are working to make that far-fetched idea a reality in today’s world. For blind people all over the world, driving a car has been considered impossible since the beginning of time. However, researchers are hoping this project can transform mobility. By next year, The National Federation of the Blind paired with Virginia Tech intend to display a prototype vehicle equipped with technology that assists a blind person drive a car autonomously. 








	The new technology that is going to be used is called, non-visual interfaces, which uses sensors to allow a blind person to maneuver a car based on information given to him about his surroundings (whether another car or object is nearby, in front of him or in a neighboring lane.) 








	Dr. Marc Maurer, the president of the National Federation of the Blind has a positive attitude about this project. “We’re moving away from the theory that blindness ends the capacity of human beings to make contributions to society,” stated Maurer. 





	


Virginia Tech’s team answered to the challenge of helping to build a car for the blind to drive. Virginia Tech started of by creating a dune buggy that used sensor lasers and cameras to be the eyes of this vehicle. A vibrating vest was used to guide the driver to speed up, slow down, or to make any turns. One of the other interfaces is called DriveGrip. It uses gloves with vibrating motors on areas that cover the knuckles; the vibrations send signals to the driver where and when to turn. Another interface, named AirPix, is a tablet about half the size of a sheet of paper with multiple air holes, similar to those found on an air hockey game. Air coming out of this device tells the driver of his/her surroundings, basically making a map of the objects surrounding the car.








	A blind individual, who will be chosen at random, will drive this vehicle on a course near the all-famous Daytona racetrack in Daytona Beach, Florida. They will attempt to imitate a normal driving occurrence. This will be demonstrated in January with a modified Ford Escape sport utility car. 








	The director of Virginia Tech’s school Robotics and Mechanisms Laboratory says, “This is not going to be a product until it is proven 100 percent safe.” Executive director of the NFB’s Jernigan Institute stated, “The idea that a 3-year-old takes care of me stems from what they think about blindness. That will change when people see we can do something that they thought was impossible.”














A/M Research Update


Adele Schneider, MD and Tanya Bardakjian, MS are excited to announce that we have received grants totaling $160,000 for the A/M Research project.  Albert B. Millett Memorial Fund, a Mellon Mid-Atlantic Charitable Trust ($50,000)


Rae S. Uber Trust, a Mellon Mid-Atlantic Charitable Trust. We also received $60,000 from the Pfeiffer foundation. 


These funds will allow us to continue to collect and analyze clinical data on individuals with A/M.  This will hopefully provide more guidance and information to parents of children with A/M.  In addition, we will continue to collect blood samples for gene screening. Our plan is to ensure that all ocularists, oculoplastic surgeons, pediatric ophthalmologists and genetics professionals are aware of ican and the A/M research project. 


We will be creating a new handbook (booklet) for parents.  This will be shared with the above professionals to hand out to new families.  In this way, we hope that all families are aware of the support available to them through ican and the availability of research, should they be interested.


We are very excited that we can continue the research . We will keep you all informed through the Conformer of any progress made.

















 

















Dear ican families,  


 


I would like to take this time to introduce and remind everyone of a very important link on our website.  The Braille Superstore.  Now is a good time to visit it, especially with 


back to school shopping and upcoming holidays.  When you visit www.anophthalmia.org, click on the resource tab and you will see  future aids/Braille super store banner.  When you click on the banner you will automatically be brought to their site.  You can shop for Braille books, cards, toys, gadgets of all kinds.  If you have a child, niece, nephew, grandchild or friend,  Pass this on to your friends and family. Many times I've been asked by friends and family about what to get my son for Christmas or birthday etc...I can now direct them to the site. It will cost you nothing to do.  It will benefit ican with each purchase.  The only catch is, in order for ican to get the 15% for each purchase is, that you must go through the anophthalmia website.  Remember to pass this on to family and friends so they can shop too.


The 2011 conference is in the planning stages and we need to get aggressive about fundraising for ican so all families can attend and get the support an friendships that develop from this conference.  Shopping is something we all do.  Lets multi task and help ican at the same time and get some unique gifts for our loved ones who are blind or visually impaired.


 


Margaret 
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