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Meet a MAPS Family,

Q & A with SusarKiernan mom to Kevin

Kevin is 18 years old. He will turn 19 the end of June. He was born with anophthalmia of the right i
Rochester Hills, MI. He moved to Corpus Christi, TX when he was 4 years old.

1. Could you briefly list the procedures Kevin has had on his eye, and where he is in the prosthetiq
journey at this poirt

Kevin first met with an oculaplastic surgeon when he was born. The doctor referred to us to an
ocularist. Their recommendation was to use conformers and stretch the socket as much as possib
Kevinbés first surgery was about a year | ate
believe the 2 surgery was to implant a tissue expander. A devise was placed under the skin adjacs
the eye. A hole was drilled through the bone into the orbit for a sack to hold saline (later to be ex-
panded gradually). After the bandage was removed from this surgery a very large burn was evide
due to the drilling of the bone. Later it became evident that sack to hold saline had dried out and
coming out of the socket. The expander was removed. Kevin could really never keep a prosthesis
place.

We moved when Kevin was 4 years old. He did not use a conformer or prosthesis at this time. We
started back with an ocukpatastic surgeon in Houston around 1996. A fat graft (derma) was implantg
this to bulk up the orbit. A prosthesis was made in Houston. Mind you we live in Corpus Christi, a 4
hour trip. Several prosthesis were lost, once in the ocean. We could not maintain constant trips to
Houston for fittings and new prosthesis, along with the cost. When Kevin was younger insurance ¢
ered everything. There were no out of pocket expenses. A new prosthesis cost nothing. Now we
looking at $1000.00 for each prosthesis.

It became too stressful to continue the trips and the surgeries. Kevin wore an eye patch until 2008
felt it was time to try again. His dad had a student who had a very successful experience in Houstg
after her eye accident. The doctor felt confident he could help Kevin. He debulked the orbit and re
ferred Kevin to an ocularist for a prosthesis. The new prosthesis was made this past October. It hg
been fitted and refitted and Kevin has been able to wear it without problems. He had a second sur
in March to remove more bulk. Currently the doctor wants Kevin to return to the ocularist to have t
prosthesis refitted again.

2. You mention Kevin has many disabilities (which is a very common thing in A/M kids). Would yo
mind sharing a little about these?

The diagnosis was CHARGE Syndrome. He had VSD, high muscle tone, choanal atresia, and a b
lesioni hamartoma, anterior to the hypothalamus (originally diagnosed as a brain tumorj cascer

trocytoma, grade 2), precocious puberty, and low growth hormone. As he progressed in school he
diagnosed with ADHD, learning disabilities, and depression. These can best be described motor p
ning and executive function disorders. There are various other disabilities but these are easiest to
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3. Congratulations on Kevin graduating from HS! What are his plans and goals now? Is he
hoping to attend college? Did Kevin have any learning disabilities/struggles that he had to
overcome on his path through school?

Kevin has had numerous struggles throughout school. The biggest concern was reading. By
high school we implemented due process to force for an appropriate reading program. He is
reading great now. His verbal skills have always tested well. It has taken 5 years to graduate
from high school. He still struggles with math. He will enter community college in the fall.

4. What are Kevin's hobbies, what does he like to do in his free time, or please share anythin
about him that you would like to brag about. We love to share, show, and celebrate all the gre
things about our kids, in addition to the struggles we have had to deal with.

Kevin enjoys computers, technology, anime, different cultures, politics, and reading. He has
macra vision of the world. He walks the beach every day and meets people from all over. His
father is from Iran so Kevin keeps up with his family over there as much as possible. He has
great dreams and is very excited about college and his future.

5. And if there is anything else you would like to say or share as Kevin's mom, 18 years into t
journey, please include that also.

Kevin has overcome so much. | believe some of the first advice we received in the Michigan
schools set the standard. They saw a motivated baby at 8 months of age. The schools practic
total inclusion. All children were schooled with typical peers. Children were expected to grow
up and eventually live in society, disabled or not. Therefore, children should be educated in a
general education classroom setting, receiving special education supports and services. | wa
introduced to progressive and determined belief in children and never looked back. Kevin did
nét know there was anything different abo
to everything as angther child.

WWW.maparentsupport.
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Here are more songs to sing with your child:

All of these songs link t&ongs for Teachirdy

http://www.songsforteaching.com, a great site where you can listen to the song, read the lyrics, and purchase theyeDwand i6 keep up
to date with new children's musicians you can visit ourGbidren's Music Blo@ http://www.bostonchildrensmusic.com.

Hip-Hop Around the Clock
http://www.songsforteaching.com/jackhartmann/tellingtimeclock Indiarn to tell time.

Ten in the Bed
http://www.songsforteaching.com/jimrule/10teninthebed.hf&counting song. En-
courage your child to jump, roll, or "fall* (or bounce your baby on your knee) while
you sing.

Simon Says

http://www.songsforteaching.com/learningstation/tlsgfsimon.htm

Teach your child to follow directions.

I
I
I
I
I
I
Hands Up for Letter Sounds :
I
I
I
I
I
I

http://www.songsforteaching.com/jackhartmann/handsuplettersounds.htm
Teaches the letters and their sounds.

Let's Play!

Playing with instruments is an excellent way to improve your baby's fine motor skills. Don't ex-I
pect him to play anything melodic just yet, but do encourage him to feel, grasp, bang, or pluck at
any number of instruments.

Our son has been playing with a mini piano and an ukulele since he was about three months old.
He really loves his piano and has gotten very good at feeling out the individual keys. Our Phy*-
cal Therapist and Vision Specialist both use his piano as incentive when they are playing with
him and they attribute his finger dexterity to this play.

Instruments, like a piano, are also a great way to teaaebe and effectWhen your baby bangs

the keys, they make a sound. Eventually, he'll figure outiné making that sound himself I
This is a very important concept.

Also, make sure that when you are playing with an instrument that it doesn't just appear and dls-
appear into thin ai your blind baby can't see the object come and go. Play a few notes on the
piano as you bring the keyboard to your baby, then do the same as you take it away. This will
teach him that objects move through space, that things don't simply appear out of nowhere, and it

may also encourage him to reach out for the expected toy. I
(Continued on pags)
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Don't be Scared!

You can use Music to encourage an unmotivated child or calm a distressed child. For exam-
ple, if you're introducing your visually impaired child to a new environment, it may seem
frightening to her.

Try placing her in a comfortable corner with a stereo playing soothing music set between her I
and the rest of the room. Lower the volume gradually until she becomes accustomed to the

(Continued from pagé) \

new noises in the room. I
Let's Move About I
You can also use music to play games that will encourage your child to explore her environ-
ment. Here are a few ideas: I

Hide a musical toy or a stereo somewhere in the room and have your child find it.

Have your child find an object before the music stops.

Go about the house or neighborhood and record sounds. Take your tape of recorded I

sounds home and see if you can identify them.
Sing a song about objects in the room and have your child find the object. Describe thel
object in your song but don't name it. Think of it as a musical scavenger hunt!

Have Fun!

Music is a wonderful way to play with a blind baby or child because it encourages listening
and moving. Use music throughout your developmental plan, but remember the most impor-
tant thing...

Have Fun with Your Baby!

"Amber Bobnar lives in Watertown, Massachusetts and is mom to a handsorgetiwele boy, Ivan. lvan was

born with both Joubert's Syndrome and Leber's Congenital Amaurosis. Amber started www.WonderBaby.org in
2006 as a way to share and communicate with other parents of visually impaired children. She also just began a
music blog www.BostonChildrensMusic.com to share Ivan's love of music."

MAPS Mission Statement:

MAPS will provide...parent to parent support to others raising children with
microphthalmia and/or anophthalmia. By sharing a wide variety of information,
MAPS strives to empower parents and reduce the overwhelming feeling of
isolation that is all too common when a diagnosis of microphthalmia or

anophthalmia is confirmed

/
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Behaving properly is like playing a game: You need to learn the rules in order to fit in to society.
And there are so many rules! nl
As the parent of a visually impaired child, you could argue that other people should simply recognize
your child's limitations and make exceptions for him. However convenient this may be, though, y
would be forgetting the massive benefits he could accrue simply by knowing the rules and playing*the
game properly. I

Do your child a favor: Don't excuse her behavior; correct it!
We are all impressed when we meet children who arehedldved and welhannered. It's easier to I
like a child who conforms to what our social expectationd #iney seem less strange to us.
This is a good thingChildren are vulnerable on any number of fronts and if, by social shorthand, thgy
can make adults (or other children) feel comfortable quickly, if their behavior and mannerisms arefeas-
ily understood, this leads to quick acceptance which allows them to form strong, positive relationsi;ips
in new groups. This builds to a transferable skill which will serve them well throughout their life an
lead to more confident personalities and happier lives.
Of course, like most things in life, our blind and visually impaired children need the benefits that tlls
behavior brings but are significantly disadvantaged (compared to most sighted children) in their akility
to easily learn and effectively use good manners. They do not see the myriad of visual gestures ahd ex-
pressions which teach sighted kids about social competence, but blind and visually impaired childgen
haveat leastas much need to understand and utilise this behavior as other children (if not more).
Like all taught behaviors, good manners are first learned and practiced within the family where mig-
takes can be easily corrected. Here are a few tips to help you teach your child the fundamentals df good
manners:
Children learn most directly from our behavior: If you never thank your child then, seriously, whatl
are the chances that your child will learn speech patterns which naturally incorporate this small, Wt

\ (Continued on pagy
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Teach your child about the importance of facial expressiondt can be much more difficult for a l
blind or visually impaired child to stop feelings of distaste, dislike, disbelief, or boredom from shogé
ing plainly on his face, but as parents we are in a great position to help our kids to develop the "sdcial

significant, pleasantry?

facade" which sighted kids readily adopt. I
Almost all examples of good manners have a logical, functional radtor blind and visually im-
paired children, polite phrases, and of course a host of other parts of speech we perceive as bein!

good manners, can offer a shout to meanings and boakark conversations. When you are at a
door with someone else and you wave them ahead of you saying, "After you," you are saving youl—
self the confusion and banged head you both get trying to get through the same door at the same!time.
When you address someone by their name, "How are you, John," you get a much quicker responSe
than when you call, "Hey, you," and when you don't know the name, even, "Excuse me," works

faster. It can be really useful to explain the functions of polite behaviors to your child, because if itI
makes sense to do a particular thing, they are more likely to do it. I

Children love rules. A guideline is not a guideline in the hands of an enthusiastic child; iream-
trovertible law and they love pointing out when others break that law (a friend's kid brother even gl)
ing to the trouble of pointing out tligsbad manners by telling her "Be ashamed of yourself!") You
should be aware that, once the pattern is set, it may take an act of God to stop your child from col
recting the manners of your friends and neighbors! (Until, of course, he understands that "good mrn-
ners" prohibit him correcting someone else's manners!!)

Fill in the visual clues and cues your child is missingmagine this scenario: In a restaurant, your I
spouse holds his fork, and in a beseeching manner indicates with a look that he'd like to taste thegap-
petizing meal oryour plate. You nod your acquiescence, and he eats. That's common behavior. Yaur
child mimicking the same move however, will have missed thevedpal part and gone straight for

your plate; which seems rude andniinnered to everyone but you. It may initially appear like a I
good idea to lose the neerbal communications, but your child will live in a sighted world: better to
explain all that is happening so that he develops an understanding of all the social niceties than ylu
change your behavior to accommodate his visual acuitgnecelse will.

/
-’

(Continued on pag8)



PAGE 8
g = ] | | ] | | ] | | ] | | ] | | N

/ Good manners at mealtimes are essential and are most easily learned in childhobadoubt- \

’_____________________

N~

edly, being blind or visually impaired will not hamper our children from growing into great adults

but who wants to share mealtimes with a great adult who always finishes a meal wearing the fo@d?
Sighted children do not "magically” learn how to behave at mealtimes; they gradually learn whic
behaviors are acceptable by watching what is going on around them. When a parent tells them Rot to
chew with an open mouth, they can immediately see that everyone else closes their mouth to eat.
Blind or visually impaired children, on the other hand, need more verbal prompting and reminde
because they cannot see the behavior to model. It is essential to remember however, that the main
purpose of having a family meal is to enjoy the company of each other whilst you eat. Suggestidns
and observations, encouragement and cajoling, all have their place here: Criticism and aotier d(i

Some situations have developed very structured rules and conditions which have, over time,

become social imperativesThe good thing for children learning about the rules in these situationl 5
precisely that thegre so rigid; it can be like learning a dance. A great example of this, for me, is the
Catholic Mass: There is an emphasis on procedure and order which, once learned, has a rhythr§ and
discipline never forgotten. Often, Churches and Chapels have an area designated for children, the eld-
erly, and other people who may need assistance and this is an ideal place for a blind or visually jm-
paired child to learn the rudiments of the behavior expected of him whilst receiving the verbal

prompts he needs without disruption to the main congregation.

WILD ANIMALS
1N TRANSIF

Help your child understand that appropriate behavior is often situation dependantYour 8 year
old boy may be able to entertain his brothers (and probably every other male within earshot) by pass-
ing wind to the tune of "Mission Impossible,” but how impressed will other passengers be when Iue
does it on the bdsor (horror!) at church? You don't want the entire congregation thinking your
child is a wild animal! Contrary to popular belief, the secret of humour is often not in timing but ivI
knowing your audience!

[

Teach your child that some places have very strict social ruled good example of this is almost

any situation involving a toilet. Public toilets in particular, have rigid rules governing behavior an
manners which we, as sighted adults, rarely have cause to consider. Voices are kept muted, the queue
order is rarely decided on need, all undressing and subsequent redressing is completed within tle toi-
let cubicad none of these common ways of behaving within a public toilet areseldnatory and

your child will need time, practice, and good reason to become adept at this. In this type of situﬂfion,
it is very important that your child is able to follow the rules because people become very unconifort-

]
-’
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able precisely because some behaviors are so heavily proscribed. |

Don't excuse poor mannerd fix them! No matter how embarrassing or distressing you find it to |
broach a subjeétwho else will? You are the best teacher and ally your child will ever have so
don't ignore inappropriate behavior now in the hope that it will rectify itself; realistically, you kI‘IO\I
it won't.
So much is so often supposed or presumed on the basis of a person besppkesil polite, or
simply at ease that it would be silly not to help our children use this as a natural advantage. Blind
and visually impaired kids have more reason than most to understand and benefit from the display
of easygoing, accepting, and inclusive behavior. Their disability will ensure that they will make
more mistakes like tripping, falling, or bumping into others and where others can make immediale
sense of environments and situations by virtue of their eyesight, our children will always need a
little longer or a little more explanation. I
As Oscar Wilde said:

[

This is a credible observation about how even outright flaws can be overlooked if your behaviorls
acceptable! Do your child a favirdon't excuse their behavior; correct it! |l1
Giving blind or visually impaired children a strong foundation of good manners will also give the
the ability to deal with almost any situation with grace and good humour. Currently, my 4 year ?ri'j
daughter waits briefly after saying thank you and, if the desired response is not quickly forthcontng
she will fill it in, saying "It was your pleasure."” I
It's a delightful and endearifdigux pas

And (almost always) she is right!
http://www.wonderbaby.org/articles/manners.html

It is absurd to divide people into good and bad. People are either charming or tedious.

"Mary McDonach lives in Paisley, Scotland and is mum to a beautiful littleylearold girl, Lizzie. Lizzie was born
with Albinism and is visually impaired as a result. Mary contributes many useful parenting articles to
www.WonderBaby.com."

/
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Resources for Braille Books \

1 - Braille Institute - www.brailleinstitute.org/ |

The Braille Special Collectionseeks to increase Bralille literacy by offering blind chilliren
the opportunity to order a variety of books 4 times a year, free of charge, to create b speci
library of their own. This includes thddOTS FOR TOTSand Tae€Tales multisensoryl
storybooks :

2 - Seedlings- Braille Books for Children www.seedlings.org over 950 low cost chil- |

dren's books in Braille. They have the Anna Book Angel Prej@egister your child on!

the web site and receive two free Braille books. '

3 - National Braille Press- www.nbp.org- Children's Braille Book Cluld !
Receive free monthly noticesin print or Braille-- that describe the book of the month.
There is no obligation to buy; you order the titles you wish. .
Buy an annual subscriptiecafor $100-- and automatically receive a print/Braille booK
each month for one year. This saves you the hassle of ordering and it saves you m:oney.

5 - Bookshare.org- www.bookshare.org Bookshare.org is a wetased system supplying
accessible books in digital formats designed for people with disabilities. Booksharé.org dr
matically increases access to books for the community of visually impaired and otHerwise
print disabled individuals. This online community enables book scans to be shared! thereb
leveraging the collections of thousands of individuals who regularly scan books, eliminat-
ing significant duplication of effort. Bookshare.org takes advantage of a special exémption
in the U.S. copyright law that permits the reproduction of publications into specializ'ed for-

4 - | Can See Books The Braille Bookstore- www.braillebookstore.com

mats for the disableo ok shareE is free for alll J. s.
ties. Student memberships are currently funded by an award from the U.S. Departrilent of
Education Office of Special Education Programs (OSEP). /
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Please visit our site -
www.maparentsupport.com
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THE SIGHT S

CHRISTINE FALTZ

AThe Sight Sicknesso, by -sbuelitoghe booke Fal t
ABl i ndinre shsedr. newly released book, Chris
and to show the truth about blindness, which she says is that the lack of sight is not the
problem, but that it is the lack of access to information, and the fear, misconceptions ang
stereotypes which handicap blind peodlen wr i ti ng her book Ch
be strident and somewhat mi |l i tChrstine says she
del i berately incorporated into both the
Ophil os op hy ®neiofmerBharacterds naensssAllie Broulis, who is the Preside
of Blind Pride, is an anagram for Louis Braille, inventor of the braille céde. had s
fun with | anguage throughout the novel,
away! o

Author Christine Faltz Grassman has been blind since birth with bilateral microphthal-
mia. She attended Princeton University |,
went on to Hofstra School of Law. She is a licensed New York attorney and English Lan
guage Arts teacher. For the last five years she has been teaehakgsadents in the Al-
ternative High Schools and Programs District of the New York City Department of Educa
tion. Christine is also the mom of two children, Samantha and Braden, both who were a
born with congenital microphthalmia.

AThe Sight Sicknesso iAnazomcomlanivease.comBalnes o
and Noble, and Books on Boartl.is also available obookshare.orglt can also be

ordered through local bookstores.

For more information about the book,
http://thesightsickness.wordpress.com
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Our Kids in Action!

Featuring Ivey swimming; Grace running, jumping, and bowling; and Matteo playlradj &nd biking!

Attention: MAPS families!
We want pictures of your kids in action to put in o

Email us pictures at owner@.maparentsuppg
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