career, he called the Ronald McDonald House and told a family that drove in from out of town
that their surgery would have to be canceled to accommodate Caitlyn. He said he didn't
even know if she'd make it till morning.

Caitlyn’s surgery was very rough as she suffered a lot of complications. It was very touch and
go for days. That Sunday, as | sat in the ICU waiting room with my husband, a woman greeted
us warmly with a big hug. She saw my lost look and asked if | remembered her. She recounted
the experience in the cardiology waiting room several months earlier, and | slowly recalled the
experience. She said her daughter, Karlye, had just had open heart surgery

that day that had been rescheduled from the previous week due to an emergency. She said, “A
baby was dying and needed the surgery right away." My husband and | said shocked--Dr.
Siewers at 7:30am Thursday? She said, "How did you know?" We said "It was our baby." She
nearly fainted.

The woman described what had happened Wednesday night after getting the call from the
surgeon. She told us how Karlye was so upset about having to drive back home several hours
away only to come back and get worried all over again but her mother said, "You're 9 yrs old
and have lived with this heart condition just fine your whole life and you can wait until Sunday.
This baby can't wait until Sunday, she'll die if she doesn't have the surgery tomorrow."

The girl said "Then if | wait until Sunday so she can have my surgery slot tomorrow then would |
be helping to save this baby’s life?" Her mom said yes. The girl asked if the baby would still be
at the hospital on Sunday and her mom assured her most probably. The girl asked if she could
go shopping for a get well present for the baby and her mom agreed.

The woman showed us the stuffed bear Karlye picked out for Caitlyn. | asked them for their
address to send a thank you note to the girl. A year later, | sent them a Christmas card with a
picture of Caitlyn and a note thanking them for their kindness and telling them how much it
moved me. | wrote that though they probably don’t remember me, I'll never forget how deeply
they touched me. They replied with a letter detailing how much their daughter talks of Caitlyn as
the highlight of her life. How she says she “helped save Caitlyn’s life”.

It's been five years since our two brief encounters in the hospital. This past year marked the first
time that the girl, now 14 wrote me herself. Karlye wrote that Caitlyn was an angel, a true angel
and a miracle child. | asked Caitlyn if she knew what that meant because so many people say
that about her all the time. After some thought she said, "I think it means to know me is to love
me."
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Caitlyn, age 5-1/2 helping mom make birthday cake
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HUMOR

Casey Fisher, mom, Founder of the list serve, and a major advocate for CHARGE
California

Humor has been our family’s saving grace. Aari uses it too. When people ask him what
happened to his ear his standard reply is that “Daddy forgot it at the hospital.” When he had his
first choanal atresia repair, the doctor used a bright red-orange tube for the stent. After six
months of getting asked the what the devil happened, | started replying to the obnoxious ones
that his doctor got stuck in an old Laugh-In episode (boy am | telling my age on that one).

At a meeting with the school one day, | said that Ari was a FLK. The school psychologist began
writing furiously, saying she was gonna have to look that one up as she hadn't heard of a
syndrome or medical condition called FLK. Air’'s teacher and | got to laughing so hard it took a
while to explain to her that FLK meant Funny Looking Kid.

Once when we were out somewhere, Aari was reading a book. Being so little, about the size of
a 4-year-old (he was about 7 at the time), some lady asked him if he would like her to read it to

him. He looked up and told her "Thanks, but I'm quite able to decipher written language." The

look on her face was priceless.

JULIA, age 18 TRANSITIONS

Marie Patterson, mom
Australia

We have Julia, now 18 and what an experience it is raising a teenager who we think cannot do
lots of things, and it brings us to reality about their ABILITIES not their disabilities. Julia is doing
three day a week work experience, and next term she will be going to work experience at
McDonald’s, clearing tables, wiping up, etc. This is just one of the milestone we enjoy. With all
the down sides of a child with CHARGE, it is nice to get some light stuff. Our problem looming
is what happens aft school. There are very limited opportunities for Julia working in an
environment without support staff. Finding a uniform to fit her is also a problem (she is only as
tall as an eight-year-old). Another problem in Australia is the Proof of Age Card does not
necessarily admit her to a club where her size says NO GO. We are working on the
discrimination process and believe me | will find an answer. Because of the mileage barrier for
clubs in New South Wales, we have to prove she lives outside the area but without a driver’s
license or residence proof, it is difficult.
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MY FAMILY IS A WONDERFUL INFLUENCE IN MY LIFE
Andy Prouty, age 19

When | was born, my parents learned that | was deaf and had vision loss. They wanted me to
be successful in my life. My family also treated me equally to my siblings. | have the same
responsibilities and education needs.

The most important thing my parents learned was communication. Since | am deaf, they need
to learn to sign so they went to programs that teach sign language. My siblings learned how to
sign by copying my parents. Also my closest relatives have learned to sign to communicate
with me.

Besides communicating with me, my parents give me best services possible. | get many
services from State Service for the Blind such as monocular to see faraway objects, magnifiers
to see fine prints, and orientation and mobility training. My elementary, Junior, high schools,
and Vector, a program in Hennpin Technology College, for people with special needs, also give
me good services such as 1:1 interpreters teachers who are well aware about deaf-blind culture.
Finally, | went to a deaf church, Bread of Life. This church has high technology that allows me
to see the pastor far away with a video camera and a monitor, and everyone signs!

My parents also want me to have many fun opportunities in the community. They let me fly to
New York City alone to visit a friend. | also traveled to North Carolina and Ohio to go to
American Association Deaf-blind. | attended group activities such as Teen Group, Children
Linking Families, and Summer Transition Program. Also | took karate classes when | was
young. Now | am taking pottery classes every Saturday afternoon. All these experiences help
teach me independent living skills and social skills. Those activities are useful for my future.

| have many support services and activities in my life because my family wants to help me
become an independent adult in the future.
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LET ME TELL YOU A LITTLE ABOUT MYSELF
Andy Prouty, age 19

| was born in Oregon in 1981. While | was growing up, my family moved to many different
states including Oregon, Washington, Utah, Maryland and Minnesota to find the best services.
Our final stop was in Minnesota 13 years ago.

| am deaf and legally blind. | cannot see with my left eye but can see with my right eye. | can
see general shapes, sizes, colors far away but hard time seeing details such as small features
of an object. | wear glasses to help me see things more clearly. | only take my glasses off
when reading and using the computer.

We live in the suburbs of Minneapolis-St. Paul, Minnesota. My parents both come from large
families so | have lots of cousins who live all over the United States. When we get together at
my grandparent’s cottage in the summer we have so much fun. They try to sign with me but we
also write notes back and forth.

| have many interests and hobbies. My outside activities include jumping on the trampoline,
swimming, water skiing and kneeboarding. My indoor activities and hobbies are pottery,
reading books, playing video games, watching movies, drawing and playing games on the
computer.

When | was little | enjoyed reading teenager mutant turtles and the Berenstein Bear books and |
had EVERY ONE of them. Then | liked to read Disney Books. Every time | went to a new
Disney movie, we bought the book about the movie so | could understand the story better.
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| also love comics, especially Garfield. | think | have 10 of those books on my shelf. | liked
short books until | began reading Harry Potter stories. I've read all 4 books and can'’t wait for
the next one to be printed. While | wait, | read “Girls to the Rescue” Books. | think those books
are great.

| took pottery classes in high school and when | graduated, the school gave me an old potters
wheel that | use in my basement. | have taken a pottery class in Minneapolis with an interpreter
and it was fun.

Interveners
Andy Prouty, age 19

| have had many interveners though my life. My two first interveners were my parents! | have
had interveners in school and in the community. All of my interveners were wonderful influence
on me because they taught me many things | need to know. After my parents, | had other
interveners. When | was a little boy, age 2, my parents hired two teenager girls who helped me
learn. Wendy was in high school and Kim was in college. They both knew a little sign
language.

When | was 2 years old | started school. My parents made sure my teachers and interpreters
understood how to work with me because | couldn’t see as well as my deaf friends. They
always made sure the DeafBlind Technical Assistance Project came and gave an inservice to
the staff before each school year.
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| have interveners in the community too. First, it was in our home and then in our neighborhood.
As | got older, we started going to stores, museums, fairs and other fun places. My interveners
not only taught me and gave me access to my community, but we also had fun! We often go to
the community to do various activities such as Mini Golf or Valleyfair. As we had fun, | learned
how to buy clothing, foods, and many different kind of life skills | need to know.

One intervenor | had was a real neat guy. He was about 25 years old, deaf, and a professional
social worker. Keven was my favorite intervenor. He was also a role model, and a good friend.

In the future, as | become more and more part of the adult world, | might not need an intervener.
But | can have good friends that can give me good advice, and support me. | already have two
very good adult friends that help me now.

Maybe some day | will become an intervenor for some young person who needs my help.
Maybe | can be a role model for someone. People have helped me all my life; | want to help
them when | can.

Well, this is kind of a short speech, but | hope | will have a chance to visit with you all weekend.
I look forward to trying to answer any questions you have. | love family weekends in Minnesota
and Wisconsin. This is my first North Carolina family weekend. | hope | can make it more
interesting and informative for you!
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HOW MY SON HAS INFLUENCED MY LIFE
Sally Prouty

Before | get started, | want to say, the past 19 years have been incredible. The journey has
been incredible, | have learned so much about myself, advocacy (both medical and
educational), and “the system”, | would do it all over again. It hasn’t been easy, but nothing
really good ever is easy. Please feel free to read the article my husband and | wrote about our
journey. You may have read the analogy of going to Holland in the past, but we matched it to
our experience and how it proved true for us. (I did spend two weeks in the Netherlands last
year and it REALLY IS a wonderful place!)

Here is a synopsis of our family’s experiences and how we coped.

When our son Andrew was born 19 years ago, we felt like we were the only people on earth
(except Helen Keller’'s family) who was having the experience of a child who was DeafBlind. If |
saw then the audience in front of me today, | would have felt much differently about those early
years. | have learned over the years that there are many devoted, caring, and knowledgeable
people like you, but finding them is like a needle in a haystack. Let me tell you about my
family’s journey.

| was living what | thought was the American dream with my husband Mike, (who by the way is
my Rock of Gibraltar), and son Billy. | was a stay-at-home-mom and Mike had a job working for
the United States Forest Service that allowed us to live where people vacationed. We literally
lived at the end of the road at the base of Mt. Adams in Washington State. Bill was a happy 2-
year-old who we knew would have a perfect, carefree life.

In September of 1981 our second child, Andrew, was born. Within two days, Andrew was
diagnosed with CHARGE syndrome. What a shock! First we were told he was profoundly deaf;
then we were told he was blind. We had never met a Deaf person or a blind person. What
were we going to do? We cried, we hoped for a cure and we cried lots more, but fortunately for
Andrew we did our best to face reality and realized within those first months that we were
wasting precious time feeling sorry for ourselves and our lost dreams for Andrew. We had to
pull ourselves up and provide a meaningful life for him.

Once the major medical issues were taken care of we knew we needed to focus on his
communication and future independence. We wanted to know that when we were old, we could
feel satisfaction in knowing we had provided Andrew every opportunity to be as independent an
adult as possible. Our goal has always been to develop a tax-paying citizen.

Fortunately for Andrew we were hooked up with “the system” by the time he was 2 months old.
Don’t get me wrong. | wasn’t enthusiastic about it, | was scared — this wasn’t what we
expected. W didn’t know where to start; we had never done this before. | occasionally remind
professionals | work with that they purposefully got into the profession, parents DIDN”T!
Andrew says he is like a pop-quiz to me.

Within this system, we were fortunate to meet great people early on and have positive
experiences. Getting connected to resources early was very important to us and crucial for
Andrew’s future.

The twice a week, 200 mile round trip drive to Portland’s Infant Hearing Resource Center was
wearing on us. We knew we needed to move closer to services but to where? Strangers
loaned us a motor home, we researched programs for DeafBlind kids across the country and set
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off to find “Nirvana” - you know, a classroom of little DeafBlind kids. Guess what? No such
thing!

As a family, we knew we needed to find the right balance of three priorities:
1) medical and educational services for Andrew

2) a lifestyle and living environment we could enjoy and

3) Mike’s career. We kept these priorities in our mind continually.

First, we transferred to Southern Oregon where we were blessed with the talents of a DeafBlind
specialist. We discovered the Mclnnes’ Canadian model of Intervention was the answer for
Andrew. His eyes and ears did not permit him to access his world so we approached our Lady
Lioness club to help fund an Intervenor for the summer. They did and through that experience
became convinced that the only way Andrew could access his environment was by 1:1 learning.
The school provided a 1:1 Intervenor in the classroom as well.

By the time Andrew was 3 years old we heard about an Intervenor program in Utah so we
packed up and transferred there. Again, we had experiences and met people who impacted our
lives. Andrew and my husband Mike successfully lobbied the state legislature to fund a
DeafBlind specialist. Three years later a job opportunity opened in Washington DC. After
researching our other priorities of education and medical as well as lifestyle for the family, we
decided to move on.

| should interject that | would NEVER recommend this nomadic life to any family. It worked for
us but we also gave up a lot. We left wonderful professionals who also became our friends with
every move. Fortunately, our oldest son, Bill, was young enough to think each move was an
adventure. | often wonder what life may have been like if we had stayed in our small town of
Trout Lake.

One year was all we lasted until our move to St. Paul Minnesota 13 years ago where, | am
happy to say; we still live and have actually grown roots. We were happy to be back in the
Midwest where we were born and raised and to provide extended family for our children and
ourselves. Before buying a house, we researched school districts, looking for the one that
would best suit Andrew’s needs and provide the services required. Remember the three
priorities we had as a family? Good education and medical supports for our children (Andrew)
Lifestyle we enjoyed and Career. We finally found the right combination in Minnesota.

Andrew has always attended programs for Deaf students with adaptations including an
Intervenor, large print, Orientation and Mobility training, technology such as a closed circuit TV
and adaptive physical education to name a few. Convincing his school he needed an Intervenor
was a struggle. They worried about dependency, but we finally persuaded them his vision
required it. The term Intervener was always questioned, so we played the game and said
Interpreter/Intervener...... that way, we figured they knew he needed something extra.

We have always tried to be involved in Deaf Culture. We go to a Deaf Church, | went through

an Interpreter Training Program, used only Deaf or children of Deaf People to baby-sit, and
helped start the Children’s Discovery Project at DeafBlind Services Minnesota.
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I'd like to share some lessons we have learned in our journey:

Parents, please develop a communication system with your child as soon as possible. Don’t
waste precious time!

Parents, maintain high expectations for your children and let professions know you do.
They may buy in.

Encourage decision making with your kids on day 1 and continue this practice all their life, it
will make encourage independence.

Parents know their child better than anyone. Trust your instincts. You know what’s best.
You will be with your child longer than anyone. Professionals will come and go but you are
permanent and you must make decisions that will impact your child’s life. Don’t give up.

Parents, remember Dorothy in the Wizard of Oz? Remember how she searched relentlessly
for the Wizard to help her find her way back to Kansas? She was awestruck by his power.
We did that for a while with Andrew. We went from doctor to doctor and teacher to teacher
looking for magical solutions for his education and medical needs. We were looking for the
answer. But guess what, like Dorothy, we had the answer all along ---trust yourselves.

Professionals, please be willing to admit when you don’t know the answer. Like all parents,

I can'’t tell you how many professionals (doctors, teachers, therapists and others) we have
trained over the years. | appreciate and respect hearing, “Gosh, | don’t know, but | will try to
find out.” Don’t feel you need to be a Mary Poppins drifting in with your umbrella to give a
spoonful of sugar and make everything OK. It is not fair to you and it is not fair to families.

It is really refreshing for a family to hear, “I don’t know, but I'll work with you and we will learn
together!” That REALLY builds good teamwork.

Parents, develop the skill to be “Respectfully Demanding” when you have a need. A
demand without respect puts people on the defensive.

Parents, encourage active participation among people who work with your child. They will
be much more enthusiastic meeting you for a breakfast meeting than a school meeting.
They appreciate and remember an occasional thank you note or acknowledgment that you
appreciate them. It's easier for them to say “yes” next time you have a request.

Sometimes this doesn’t work, sometimes people don’t “get it.” Twice we have taken our
needs to the state legislature asking them to appropriate money for DeafBlind and both
times we received it. Andrew testified at both, once when he was 4 years old and again a
few years ago.

Andrew has always been full of curiosity so that he is in to EVERYTHING! When he was
younger we were exhausted just trying to keep up with him.. It was also exhausting, but exciting
to teach him about his world.

I’'m delighted to say Andrew has far exceeded our early expectations. Fortunately he had
enough vision to allow him to be a visual learner and attend Deaf Education programs where he
has done well. People who see him think nothing is wrong with his vision until they really look. |
would encourage you to use the term deaf-blind when it can get improved services for your
children, and be careful in other situations; it is really scary for people. Learn to “work” the
system and develop your skills to become “respectfully demanding’.
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PATTY IS A MIRACLE! SHE IS A GIFT!
Bonnie Hagerty

“When Patty was born we were told she would never walk, talk or be independent in any way”

Patty (age 16) is developmentally delayed both medically and physically. She is about two
years behind. Sometimes more, sometimes less. When Patty was born we were told-as
everyone knows-she would never walk, talk or be independent in any way. They were wrong. |
found right from the beginning that although doctors should listen to us, they often didn't. She
was born full term. As soon as she entered the world | felt that | should do something, there
was something wrong. | actually felt that she was born too early, or wasn't done developing yet
but the doctors said it was just my emotions. They should have listened. | found the colobomas
the next day. The doctors did the other tests, but apparently she came out fine and they sent us
home. 1 still felt that something wasn't quite right. The next day at home after | fed her, my milk
had just come in, and | gave her a bath. She just lay there, turned blue and went limp. My
mother did CPR. The ambulance came, but on the way to the hospital she did it again, then
again and again in the hospital. She ended up in Newborn ICU. It was a long night. They
didn't think she was going to make it at first.

“I realized Patty would live and if | held her close to my heart she would do her best to "be
whatever she could be."

After a while they told us to go home and get rest because we would need it. My world had
turned upside down and | was walking without being inside my body. My mother took my
husband and me home. On the way out of the hospital there was this statue of a mother
holding a child. When | saw that statue a feeling came over me and | realized Patty would live
and if | held her close to my heart she would do her best to "be whatever she could be." | still
see and use that statue as comfort when she is in that hospital.

There were all these doctors coming and going who did not have anything at all positive to say.
In my heart | knew they were wrong but had no way to show them. Patty didn't even hold her
head up until immediately after her first choanal surgery around 9 months. All she would do is
lay there. | do not really know if what | did that was right. | just went with what | felt she
needed. | remember that as an infant, Patty needed to be wrapped tightly in her blanket, and
held closely. Soft touches and caresses would make her distant and quiet. | held her often. |
would also move her little arms and legs for her- again not softly but surely.

“The first and absolute best thing that we did for her was to have early intervention right from the
start”

‘professionals spent most of their time working on her little body instead of what was going on
within her little mind”

“I knew there was a mind and a will in there that had to be let out.”

Patty was such a sick little baby that professionals spent most of their time working on her little
body instead of what was going on within her little mind. The first and absolute best thing that
we did for her was to have early intervention right from the start. Our hospital identified her from
the PICU and they came to the house once a week from the time she was sent home. When
she was 10 months old | was already looking at the future for her. It was incredibly hard but we
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sent her to a school for the disabled. Putting her on the bus broke my heart. | would spend
much of the day in terror without her. But | saw the little gains she made here and there. She
even learned to walk around age 2. | could see how determined this child was. Just when you
would feel like giving up on her doing something, she would surprise you and accomplish the
task. It just took her longer. But she was still like a porcelain doll. She seemed as though she
would break sometimes. She had numerous illnesses and surgeries, but she also had this
drive, this determined look in her eyes. | knew there was a mind and a will in there that had to
be let out.

“This was the first time that professionals listened to me”

This first school was great for what she needed at the time. But there were children there with
many different disabilities. | noticed she would model other behaviors and actions. | did not like
some to the behaviors she was exhibiting. But at this school she learned how to grasp things
and walk. She was not talking and they taught her some signs. That was good at first. She was
able to communicate her wants and needs but somehow | felt that wasn't enough. Patty made
guttural sounds only. As a matter of fact her voice box wasn't fully developed when she was
born and it took a long time for her to make audible sounds. By the time she was 2 we knew
she was hearing impaired. It seemed at the time she was making these guttural sounds as a
way of trying to be verbal. The next BEST thing we did was to send her to a school for the
hearing impaired. It was tough but she learned how to talk. It was an oral school that was
intensive. This was the first time that professionals listened to me and worked with me and
showed me how to help my daughter. That was SO important. They actually had extremely
high standards for her. This was a first too. They pushed her to her highest level and yet they
mixed that with love and compassion. They also made sure she was happy with herself. It
seemed they found a joy to celebrate every day. Finally, Patty learned how to communicate! |
feel that the educators in this school gave her life, to be part of the world we were in. They
opened the door for her. She was still having her health problems but she was learning. They
did not put limitations on her expectations. Without them | do not know where she would be
now.

“We were all a part of Patty!”

| could not give my daughters much. Especially because with all the medical bills, we were now
poor. But | could help give them an education. That is what | have continued to focus on. This
school also provided all the other special needs, speech, hearing, PT, OT. We were all a part
of Patty! There was one teacher and one aid to about 5 kids half of the day, and they other half
there were "normal" children who these "hearing impaired" kids could model. This school was
about an hour away from home.

“From the beginning we have had to fight to keep "professionals” from limiting her”

Our home district continued to "show us" how they could provide the same services for her. We
brought her back to home district in kindergarten. (My father and grandfather had died that year
and | was weak in fighting) They wanted to put her in the contained Special Ed classes but
since at the other school she spent time in the Regular Ed classes there (it was a great
program!), they did the same here. That's when the battles began. We have had to fight to keep
her in Regular Ed. | feel it was their decision to bring her to our home district because it was
cheaper for the town. | also believe they thought she would fail in Regular Ed. They probably
felt they would show us they were right and we were wrong. They still to this day do not
understand Patty. There were many wonderful educators who worked with Patty though. But
from the beginning we have had to fight to keep "professionals" from limiting her.

© CHARGE Syndrome Foundation, Inc. 1999, 2001, 2001 Stories p 28 of 32 SectionI - D



“Patty exhibited illnesses by behavior.”

Then the behavior aspect came in. We were often told about her negative behaviors. It was
often that | had to tell them when her misbehavior increased she was getting ill. By now her
kidney problems were diagnosed. When Patty’s behavior was worse, | would take her to the
doctor and she would have ear infections, bladder infections, phenomena, always something.
Patty exhibited illnesses by behavior. | didn't allow misbehavior; | just tried to understand it.
There were patterns.

“They learned consistency was important for her”

There were also times | would have to go in and tell them how to do things. At one point she
was getting in trouble. | found out that one specialist would let her do something which another
would reprimand her for. They learned consistency was important for her. So was modeling!!!!
Patty continued to make gains but continued to be about two years behind. Again, it was a
battle to keep her in Regular Ed but we did. | also discontinued intellectual testing because | felt
there was no way they could accurately measure her on this. | still believe so. Again, this puts
limitations on her. She has great gaps, especially in math. But she continues to thrive. And
there continues to be modifications made which can overcome these gaps. Patty has continued
in Regular Ed.

At one point | thought she had stopped growing intellectually. It was the same year she grew
about 5 to 6 inches. | think her brain needed to rest while her body grew. Anyway, the special
services she was receiving lessened. PT and OT were stopped, actually mostly on consult
because they felt they had taken her as far as she could go. Preschool and early schools were
good because they were children-based. By adolescence school is more curriculum-based.
That gets harder. Still the fight was and continues to keep her in Regular Ed and to modify
things to meet her needs.

“Patty went from being social with everyone in elementary school to having very few friends.”

The greatest lack in her life has been her social needs. Adolescence is hard for anyone. Add
having multiple disabilities and it gets harder. Patty went from being social with everyone in
elementary school to having very few friends. Actually at one point she had no friends at all. It
has been my large family that has kept her busy and feeling a part of society. She has been
lonely, for years. Patty has problems with correct social behavior. She doesn't get the little
nuances of language. She perseveres though. Middle school was extremely hard for her. And
one must remember that there are few children in Regular Ed with as many needs and
differences as she has. We now had to fight for almost everything; both medically and
educationally. | went from being the concerned mom to being the, | guess you could call it
“irritable" mom who thinks she knows more than they do. Well, | DO. There were all these
specialist who "thought" they knew what they were doing with my daughter and what her needs
were. Who was |, just her mom?

We have had no community involvement unless we put her into something ourselves. By this |
mean she was in our town’s sports program as a child and people included her because she
was so cute. For example, we put her in basketball, the kids were great, and they would run and
not run into her. She was tough. In softball they would just pitch and pitch to her until she hit
the ball. The sports got to the point where it was beyond her abilities and became competitive
and dangerous (around grade 2) so we had her involved in Special Olympics. She even did the
torch run but then she wasn't "appropriate" for that either. | have put her in community theatre
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once, again she was so cute, but now that she is older she auditions for it but she does not
make it, yet her sister does. We tried the youth group in our church but because of the number
of students in one room -teenagers- all talking at once she ends up alone and frustrated. There
is nothing in our town that involves her outside of school so we have now given her guitar
lessons. Children need to be involved in something, so we do it ourselves and always have.
Otherwise, Patty is lonely or bored.

“They took one look at her and said CHARGE.” “There were little Pattys everywhere”

Then, Patty lost all hearing in one ear. | was desperate to find our why because | feared her
loosing her hearing all together. Months later we ended up in a geneticist office. They took one
look at her and said CHARGE (Patty was 14 at the time!). That was the best thing that could
ever have happened. Because of that diagnosis everything came together and started to make
sense. We attended the CHARGE conference. Our daughter was no longer a misfit.
Previously she didn't fit Regular Ed nor did she fit in Special Ed. No one was like her. Until
then. There were a hundred babies and children there just like her. It was overpowering. There
were little Pattys everywhere. Even the way these babies held their heads, rolled on the floor,
were like Patty. It was spooky.

There were also a hundred parents just like us. | would look in the eyes of the parents of these
babies and see the fear, longing and the hurt we had. | wanted to tell them it was all right. It
gets better and they get older. But sometimes, that hasn't been true for everyone. | do not know
why Patty has come so far. She has all the CHARGE characteristics and a few more. They call
her mild but | honestly feel that is only because she has overcome so much and appears mild.
They didn't see the sick little baby who | had to feed every two hours, took 45 minutes to feed
and everything would come out her nose. This child has almost died on us many times yet
here she is. She is our miracle. She continues to be. She also continues to be one tough
cookie and is why | have so many gray hairs. | have had to be strong with her but | have also
always just followed her lead.

“These delays do not mean unable, just delay”

With the CHARGE diagnosis there is finally an understanding about her delays. These delays
do not mean unable, just delay. | do not think anyone should ever put limitations or labels on
physical or mental expectations for our children with CHARGE. No one really knows what is
inside them. You must let them reach their highest potential, whatever that is. | feel there are
often higher possibilities than are ever said. With this CHARGE diagnosis we have been helped
by professionals and other parents. We also try to help others. | get tons of information just
from the parents alone. We also looked further at some medical aspects. She had her heart
PDA surgery at age 13. | can't even think about how close she came. She had strep in her
blood system twice. Had chicken pox in her blood system. We also got medical help that is
more coordinated now instead of having one physical look at one thing while another looks at
something else. We understand more now. We can embrace more in life. She continues to
grow and seems to be closing some gaps. Others will always be there.

“We now have medical professionals and professionals outside of our school district that
understand CHARGE and all its impacts”

There have been doctors and educators who still try to limit our daughters potential. Itis a

battle that we don't feel we should have to fight but we must. We now have medical
professionals and professionals outside of our school district that understands CHARGE and all
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its impacts. That is important and will help all the younger children. Patty’s transition into life
and adulthood is a battle for us. We have found that transitions are incredibly difficult for Patty.
Some have been horrendous. The worse was when she has transitioned from one school to
another with only one person having any experience with her, and her equipment (her FM unit)
was malfunctioning too. You can go to meeting after meeting but when there are 10 specialists,
then add other staff, meetings really don't do as much good as they are supposed to. They only
hear the problems; not what Patty has really been about. After staff lacking experience with her,
she has lacked experience of them. It was incredibly hard when she was younger to have
different expectations from different people. This included her daily schedule. She also had a
hard time transitioning with different schools. It takes her a while to get into the swing of things,
when younger | would even dare to say almost half a year. Setting up for these transitions have
been minimal after around 4th grade. It would have been wonderful if she could have attended
the school she was transitioning to 9or even the next grade) while classes were going on,
experiencing it. And this should be done more than once. It would have been good to have her
and her educators meet, and more than once.

“This transition will be the hardest.”

| have to say the transition into adulthood is where we are at and is what terrifies me the most.
Again, finally we have brought in specialists to teach those who work with her about CHARGE
and Patty's unique qualities. They have even started a Futures Personal Plan. Then they
leave, then what-nothing. One of the problems is | have different expectations of and for than
some specialists" in our district. | almost feel like they think | do not understand my child. They
don't understand her. The transition planning should happen well before age 14, but we did not
do that. We are now battling this. If nothing changes Patty will have a terrible time transitioning
to adulthood. She needs to "experience" more. She needs more experience socially,
vocationally. She needs technology to be independent. She needs someone to help her work
to her goals, yet not limit them. She needs to be able to reach for the stars. She needs
compassion and understanding, which is something she almost always gives but seldom
receives. This transition will be the hardest.

We fight limitations and want her to be able to be the best she can be. We finally have people
who understand this. She cannot go further without them. They will probably be with her for the
rest of her entire future. But the main point is that she has a future. |, and now finally there are
others, will do our best to let that future be healthy, happy and fulfilling for her. We have great
dreams for her. Itis not an easy task but one that is well worth every moment. Patty is a
miracle. She is a gift.
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