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Congenital Diaphragmatic Hernia Awareness Day
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March 31, 2008 was the first Congenital Diaphragmatic Hernia AwarenessTM Day and many
painted their cities, towns and areas turquoise. Nurses in NICUs were wearing ribbons and
wristbands, many thought that finally this birth defect is getting the recognition it needs. I
know that was a thought that ran through my head leading up to the date.
Each person who contacted Breath of Hope for ribbons, wristbands or to know how they
could help thrilled me. We gave away 5,000 ribbons at no charge. Less than 9 months
prior the idea was presented to me by Stacy and we researched it and I was like a kid at
Christmas. I wanted so much to shout it to the world, let everyone know about Awareness
Day and our plans but we had to get everything in order. An organized effort makes an
impact. An organized campaign is noticed. An organized campaign shows professionalism
to others out there. Our campaign was a success!
The governors of 31 state honored families with a Proclamation:

Alabama, Alaska,

Arkansas, Connecticut, Colorado, Georgia, Illinois, Indiana, Iowa, Kansas, Kentucky,
Louisiana, Maine, Maryland, Massachusetts, Michigan, Minnesota, Mississippi, Missouri,
Please see Awareness Day on page 2

Being Claire’s Granny
By Kathy

“Mom, it’s a girl, but they
say something may be
wrong with her.”

Our phone calls became so precious, having a daughter living in another town. One call was
to tell me I was going to be a grandmother for the first time. Then another call was to tell
me she felt the baby move. Every doctor’s visit, every change—we discussed them all by
phone. I knew she and her husband were looking forward to that nineteen-week
ultrasound, as was I, because then we would know if the baby was a boy or a girl. We
would know whether to run out and go crazy shopping for pink or blue. We would know a
definite name for this little one.
Then another phone call... “Mom, it’s a girl, but they say something may be wrong with
her.” After my heart stopped, I began with the questions. “What did they say exactly?
Maybe they are wrong. So they said it could just be the way she was laying? I bet that’s it.
Babies are so squished in there, sometimes it’s hard to tell where the stomach is, where the
heart is. I’m sure everything will be ok.”
My daughter had a doctor’s appointment at a “high risk clinic” for a more advanced
ultrasound. No phone call was going to be enough this time. I had to be there. Her stepdad took time off from work and we headed that way.
Please see Being Claire’s Granny on
page 3
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Donny’s Light – His Mom
By Theresa
My firstborn son, an angel in disguise. Born on March 30th, 2006 at 11:32pm. My ears did
not hear the sound of newborn cries, my arms did not get to feel the comfort of a bundle of
joy. His fight began the second he was out of me and continued on for six days.
After he was born, they held him up for two quick seconds for me to see him and then off

“I think I touched his foot
a million times that day
to watch that tiny toe
wiggle.”

to the NICU he went. I didn't get to see him again for 10 hours. When I was finally
wheeled up to "meet" my precious boy, my heart was filled with love. That little boy laying
there so helpless, yet so strong, came out of ME! I was humbled.
I touched his head, so full with dark hair. I caressed his foot, so tiny and smooth. I held
his hand, wishing I could hold so much more! It was at that time we had to decide if we
were to continue fighting for our son's life or let him go. I surely wasn't ready to quit, so
off he went, flying in a helicopter to his next home to be hooked to the ECMO machine.
I still think of him every time I see a helicopter. I believe they are his signs to me, saying
Hi! to Mommy. Daddy followed in his car but I had to stay. I didn't get to see him again
for 24 hours.
I called many times though to check on him. It was awful. Every time I called I was told
he was holding his own and stable. When I did finally get to see my son again, it was a
shock for the first few seconds, but as many of you can relate, I saw past all the tubes and
wires and saw my son. So beautiful and such a fighter. There isn't a mom that was more
proud!
I held his hand, minute after minute, hour after hour. I left only to allow others to meet
him and to pump. Other than that, I was by his side.

I had to be coerced to leave at

night and cried my eyes out each time. I woke up every few hours and called to check on
him. I wasn't far away, I was just the next building over. The next morning, we were
together again.

Please see Donny’s Light on page 3

Awareness Campaign from page 1

Nebraska, Nevada, New Hampshire, Oklahoma, Ohio, Pennsylvania, Rhode Island, South
Carolina, Texas, Tennessee, Utah and Wisconsin.
Donald Zeraihi 3/30/2006-4/5/2006
Truly is a sweet darling boy.

There were also over a dozen cities,

towns and counties that proclaimed March 31 as Awareness Day and the Country of Mexico.
2009 we will get all 50 and we hope the United States!
Our members and their families did an outstanding job writing their letters and following up
with this campaign. This was truly an awesome start and each year it will get bigger and
better! Thank you all – the families affected by congenital diaphragmatic hernia and those
that work with these families daily truly have been given hope from a simple idea of writing
a letter and putting a forty-one cent stamp on the envelope.
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Being Claire’s Granny from page 1
Sitting in the waiting room, I talked to her, tried to reassure her. I wanted to make things all
better.
“When I was pregnant with you, I had toxemia. They told me you were not getting enough
blood or enough oxygen. The day they decided to take you a month early, they told me not
to expect a good outcome, that you might have serious problems, that they would have to
transfer you to the neonatal intensive care unit at a neighboring hospital right after birth. I
was so scared. And now, here I sit, telling you about it, while you sit here, and you’re FINE.
And this baby is going to be FINE. One day you’ll be telling her how scared you were about
her, and how she turned out FINE.”
In my heart, I just had to believe no matter what news we got with the second ultrasound,
everything would be fine because that’s the only way we could survive this.
So we sat in the dark room, holding our breath, while the technician did the second
ultrasound. She finished in silence. Then the doctor came in, and she also ran the Doppler
over and around my daughter’s tummy. Her only comment was, “I need to do some
calculations.” We held our breath. I could hear the clock on the wall ticking and my heart
keeping time with it. My daughter was lying on her back staring at the ceiling, her husband
staring at her, my husband staring at me, me staring at my daughter. No one breathing.
“Your baby is definitely a girl, and she has Congenital Diaphragmatic Hernia.”

Claire at 9 months

I immediately went into my protective mama mode. Yes, we have a problem, but we will
deal with it. It will all be fine.
The next months were spent gathering information. Our computers were on twenty-four
hours a day. We sent emails with links, with articles. We sought out anyone who could tell
us anything hopeful. We found Breath of Hope and Elizabeth. Suddenly, we felt hopeful. We
found out that so much of the internet information is old and outdated. We listened to the
other mothers describing their own experiences. By the time our little Claire was nearing her
arrival date, we knew everything there was to know about CDH, about lung function, and
ECMO, and we were ready to fight it.
She was born a month early, and amid prayers of thousands of voices on her behalf from
people and churches we had never even heard of. Everyone told someone, who told
someone, and they were all praying.
I stood next to my daughter and her husband in the delivery room. I watched Claire’s little
dark-haired head as she entered the world. And then…. she cried!! Screamed!! Yelled!! The
doctors standing by were all shocked. My husband heard her yelling all the way down the
hall. She began to turn pink on her own.
I knew what she was saying, “Mama, Daddy, Granny, Grandpa, I’m going to be
FINEEEEEEE!”
She was fine. Is fine. She’s now nine months old, growing, playing, crawling. And someday
her mother will tell her how scared we all were, but how she overcame the odds. She came
from a family of fighters.
Being a grandmother of a CDH baby is a unique situation. You want to protect your
daughter, protect your grandchild, give hope, make it all better. You want to fix it. But you
can’t. So you pray. You keep your chin up and try to keep everyone else’s up. If you worry,
you don’t let anyone know. You keep a positive outlook. You reassure. That’s what
grandmas do. That’s what I tried to do. And God and our little Claire did the rest.

“Make the most of the
best and the least of the
worst.” – Robert Louis
Stevenson
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Donny’s Light from page 2

Day five was his best day ever! He was moving both feet,
moving his fingers, and he even opened his one eye a couple

By day three, our pride and excitement grew. He was being weaned
off some of the paralyzing meds and he moved his big toe! I thought
I was going to screech with excitement. How awesome to see him
move, even if it was only a toe! I think I touched his foot a million
times that day to watch that tiny toe wiggle.
The next day, day four, he was moving his entire foot! And gripping
my finger with his hand! Like I said, holding hands was what we did;
I couldn't let go.

When I felt those tiny fingers holding on to

me....there are no words to describe it!

times and peeked at Mommy! It was an awesome day! His
puffiness was going down some, but always he would be my
little marshmallow! His movement was great to see. He was
urinating. His blood gasses were looking good. The doctor
even talked about weaning him from the ECMO machine by
Friday. Things were looking great!
The next day, day six, started off exciting! The meds were
lowered some more and my little boy, ever the fighter, moved
his feet, toes, legs, hands, fingers, arms, shoulders.

He

opened his eye to see Mommy because he heard my voice and

Awareness Day Photos
By Elizabeth

Throughout the Newsletter we will display the many photos that
we received documenting the first ever Congenital Diaphragmatic
Hernia Awareness Day and how others celebrated and wore
Turquoise for a Cause!

then decided to try to move his head. Well, those of us who
know ECMO, know this is a no-no! I stood behind Daddy as he
held our baby's head still. He wanted me to be quiet because
every time I talked, Donny moved! Talk about feeling on top
of the world! Sadly, the nurse had to call the Dr. who then
ordered that the meds be brought back up. They couldn't have
him moving like that. So my baby boy, full of life, went back to
a motionless little fighter. I was a bit sad but knew it was for
the best. It was a tiny set back. Nothing huge. He'd be

Melissa and Family with Nimkee’s Turquoise Balloons

moving again soon, once he was off that machine.
Two hours later we were given the news that none of us want
to hear but many of us do. He had to be taken off of ECMO
immediately. He developed a bleed in his brain, a severe one.
A few hours later, we made the decision to hold our baby. He
was going to fly to heaven from our arms.
We held him, cradled him, sang to him, told him we loved
him. It didn't take long. We bathed him afterwards and put
baby lotion on his soft, warm skin. We put a new diaper on his
little tiny bottom. I kissed him over and over. We cried. Our
lives were forever void of this special baby. We held him some
more after the nurse dressed him. She took pictures too. All
our family and close friends got to say goodbye.
It was so hard; I will never forget. Mostly I will never forget
the great life he lived. Those six days are forever etched in my
heart.
I know he is with me but still I cry because I miss what should
have been. I know he understands, for he is love. My precious
baby boy watches me from heaven, sending me his love,
kisses, and hugs every day.
He will always be my firstborn son; I am so proud of him.
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Donations can be mailed to: Breath of Hope, Inc., PO Box 6627, Charlottesville, VA 22906
You can also visit our website at www.breathofhopeinc.com and click on the Donate Button which is through Paypal. If
you prefer not using Paypal for Online donations, you can also go to www.firstgiving.com there you will find Breath of
Hope, Inc in Charlottesville, VA and utilize on-line giving through another non-profit organization. All donations are
greatly appreciated and acknowledged. If you are donating in honor/celebration or in memory of someone we send them
an acknowledgement also. Please send all donations in US Dollars, our banking conversion rate is expensive.
Other ways to help raise funds for Breath of Hope:
Verizon – has started a new program and is teaming up with Public Charities. If you purchase qualifying Verizon
products, Breath of Hope can earn up to $65 with one purchase. Current or new Verizon customers can participate.
Simply call the special Verizon Velocity Number and provide our special Tracking Code: 1-888-695-5299 and give
Tracking Code 12336. This is available for those located in Virginia, Maryland and DC areas at the moment but could
spread out in the future to other areas.
Goodsearch – Do you Goodsearch? By going to www.goodsearch.org you can find your charity and every time you
search through them – the charity will receive about $1 per search. If you also shop on-line, there are many participating
businesses that if you go through Goodsearch to shop a percentage will be added to that organizations total which is
given in December of each year. These searches and small percents from sales add up!
If you want to plan a fundraiser which would benefit Breath of Hope, please contact us at
cdhawareness@breathofhopeinc.com and we would be happy to help support you in any way we can.
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