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“She was a beautiful, rosy
pink. I remember seeing her
for split seconds, her doctors
telling me she was pooping,

Aren’t we aware of CDH every day? Don’t we try to do something every day to
educate others? Why just one day? Why do we ask for one day or maybe a month?
Why do we have to send these letters and sample proclamations every year? Well,
then the state assumes after one perhaps you have made others aware? By
requesting one each year you educate the general public more.
Were you aware of CDH before your child was diagnosed? Wouldn’t it have been a
little less daunting if you had at least heard of this before your child was diagnosed?
Don’t you believe that there should be more education of this birth defect to children
and young adults before they plan on having their own children? This is one reason
why we request a day year after year. We do this consistently.
Another reason is that with awareness of any condition and how it has such a
profound effect upon families and our economy, perhaps more funding will be given
to research this Birth Defect. Perhaps more people will realize how important it is to
further the research on congenital diaphragmatic hernia because for too long the
statistics for survival have maintained the same level.
A day – recognized by your city, town or state – which issues this grand document
Please see Why CDH Awareness Day on page 2

Beautiful Blair
By Holly
I was somewhere between 41 and 42 weeks pregnant when we found out that our
daughter, Blair, had a congenital diaphragmatic hernia. I was overdue and one doctor
in our practice wanted to induce labor. Red flags went up in my mind, I had shivers all
over thinking about it; this did not sit well with me. I asked for an ultrasound and a
non-stress test. The doctor said no.

that these were all good
signs. They let me see her
before they wheeled her
out; I remember touching
her hand and thinking it
shouldn’t be like this. .”

I called another doctor in the practice. He pulled my chart, told me odds were I would
fail induction and end up having a c-section. He agreed and said let’s do the
ultrasound and non-stress test.
I went in on Friday, January 12, for the ultrasound followed by a non-stress test. My
last ultrasound had been at 17 weeks. The woman performing the ultrasound was
having a tough time finding Blair’s hands. Blair was squeezed in there so tight; poor
thing barely had any room to move. Well, she finally found the hands, told me I had
very little amniotic fluid left, and then she found something else – CDH. She stopped
for a moment and stared hard at her screen, I knew something was wrong. I could tell
by the look on her face.
Please see Beautiful Blair on page 3
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Kaden – Story of A CDH Warrior
By A Couple of Kaden Fans
The first thing that struck me about Jamie, Kaden’s Mommy is how insightful and
mature she is and what really is astounding is when you find out how young she
is. Perhaps she like many of us is an old, wise soul within a youthful appearance.

Mom's Kiss

Her baby boy also proved to us all to be such a surprise. From the beginning,
each test from the nuchal translucency scan to an amio, they were finding
something in addition to CDH. As he grew, the other issues seemed to disappear
but the CDH remained. Many of the doctors were not hopeful but Jamie held tight
to faith and hope. There were moments when she questioned the doctors and
hospitals as well as she could. She was told that they were no longer doing “fetal
surgery” except in Europe. This is partly true and many of us thought this also,
but UCSF is indeed doing the tracual occlusion surgery on some candidates that
qualify. Jamie found this out too late but she still forged on, keeping her faith and
knowing that miracles happen.
Kaden is a miracle. He was born on August 18, 2008 and he weighed in at 6
pounds 10.5 ounces and 19 inches long. Full of fight, he went through ECMO,
surgery and valiantly fought for 29 days. He chose wings over feet on September
18, 2008 after defying odds that doctors said he never would. Jamie knew that he
would though, and hoped that he would continue to defy all odds.

Life is not
measured by
the number
of breaths
we take, but
by the
moments
that take our
breath away!

As his first birthday approaches, we rejoice that he blessed this world for the time
he did. We thank his amazing family for sharing such a special Warrior with us.
We will never forget how hard Kaden fought, nor will we forget how much he was
and still is loved. He was far too special for this earth, but he will always remain
in Mommy's heart.
Why CDH Awareness Day from page 1
but also gets your foot in the door when you call your local paper, radio station or
television station. Think of it as a well written recommendation to tell your story,
or a resume. Turning your town, city or state Turquoise for one day celebrates
those who have endured this birth defect by honoring the memories of those who
lost their battles and giving us a day to reflect upon the families who have
survived. It also helps us to support these families and educate more about this
birth defect. Each day five families are still being told their unborn or newly born
child has CDH in the United States alone. Of those families, most have never
known what this birth defect was until they were diagnosed. We need to change
this.
Awareness also leads to others knowing of the frustration of the families, doctors
and others who care for us and it brings funding for research. March 31, 2009 is
an example of how this is working. On this day, donations from three families
through Breath of Hope went to benefit research at Saint Louis Children’s Hospital.
Over $16,000 has been sent to Saint Louis Children’s – this is a start. Bit of
perspective here, Target donated $25,000 to the Breast Cancer Research
Foundation. Considering the economy and the fact Breath of Hope is a small start
up nonprofit, this is pretty impressive.
Also note that the press conference was picked up by the Associated Press. This
was the first time we know of that CDH was ever picked up by the AP.
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We waited to see a doctor. We knew very little about CDH, our doctors told us it was not common but fixable. We had no
idea what we were dealing with. Jon and I went to the hospital for labor and delivery. Fortunately, our very good friend, Dr.
Kevin Lobdell, runs the Cardiovascular Critical Care unit at Carolina’s Medical Center. We called him immediately; we knew
he could point us in the right direction and give us the facts.
It seemed like we waited forever to see my doctor, to talk to a doctor from the neo-natal intensive care unit. Dr. Chiu visited
our room and told us some background on CDH and the things that would need to happen. She was a straight shooter and
exactly what we needed. By 2:00 that afternoon, we had decided I would have an emergency c-section. We had no idea
the severity of Blair’s CDH. This seemed like the best option for her.
Blair entered the world at 3:37 that day. She was a beautiful, rosy pink. I remember seeing her for split seconds, her
doctors telling me she was pooping, that these were all good signs. They let me see her before they wheeled her out; I
remember touching her hand and thinking it shouldn’t be like this.
Dr. Chiu visited my room that evening after they had gotten Blair stable or as stable as she was going to be. I’ll never forget
Jon asking questions and our doctor giving us responses to questions I’d never want to think about asking. Things did not
look great; we were told it was coin flip. Blair was sick and this was not going to be an easy ride.
It wasn’t until the very next morning that Jon could wheel me down to the NICU to see her. Blair was on a high frequency
ventilator, sedated and paralyzed. Her nurse explained to me that she was feisty and had already tried to pull her breathing
tubes out on several occasions. They were doing hourly blood gases trying to get a handle on her pulmonary hypertension
and get our baby girl stable enough to make it to surgery. Over the course of the next 6 days, it was a constant roller
coaster; we would have good blood gases followed by ones that were horrible. It seemed like every hour would tell a
different story and we never knew what to brace for.
Getting Blair to surgery was the goal, keeping her stable long enough to get her there. It just wasn’t happening, her
pulmonary hypertension seemed like it had a mind of its’ own much like Blair. She would try breathing over the vent, the
littlest noise around her would send her into a tailspin, if the paralytics started to wear off, we would see her starting to act
up. Her nurses had curtains around her bed with signs saying be quiet; she was wearing ear muffs that they put on babies
for air transport, anything to drown out the noise. Jon and I spent our days whispering at her bedside hoping no one would
drop something or speak to loudly. Blair was so very sensitive.
Jon and I spent countless hours in the NICU, reading research supplied by Dr. Hickey and Dr. Chiu, asking questions, holding
onto every detail, every report we heard from Blair’s doctors. On day seven, our doctors thought we needed to try a
different approach. They had suggested ECMO, but Jon had read the research and felt like Blair was sick but not sick
enough for ECMO. We made the decision to try a gentler conventional form of ventilation with our team of doctors.
(Continued to page 8)

Blair Today picture taken by Dr. Kevin Lobdell
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Donors to Breath of Hope – With Extreme Gratitude
Donations in Memory of Cadan Christopher Frericks
Addie M. Arment
David and Julie Arment
Joseph and Diane Ary
Amber M. Ayers
Richard and Kristine Barry
Donald or Shirley Blair
Jane E. Boll
Eric and Tonya Boyer
Dennis and Nancy Campbell
Daniel and Patricia Cook
Stacy C. Davis
Tim and Alison Dickhut
Kent and Vicky Egbert
Kevin and Lynn Fischer
Ryan and Meegan Fischer
Dan and Vera Frericks
Glen and Linda Hultz
Robert M. Hultz
C. William Humke
Ronnie or Traci Johnson

Lori Kenady
Mark and Madeline LeGrand
Daniel and Janice Lucey
Mark and Marlene Lummis
Keli S. McClean
Barbara and Glen McGartland
Richard and Linda Meyer
Roger and Margie Mohrman
Jeanine Frericks Moss
Michael and Tammy Muehl
Donald and Lilly Mulch
Gary and Tara Neisen
Steve and Cindy Peters
Tom and Bobbi Porter
David and Jean Rees
Sam Rinella
David and Colleen Schlipman
Terry and Mary Shaw
Steven K. Sinnock
Shannon and Mike Peters

Fred Steinway
Jennifer and Nathan Stroot Fischer
Tony and Gail Terril
Michael and Kayelynn Tournear
Gary and Neysa Turpin
John or Beverly Ufkes
Ronald J. Vecchie
Gregory J. Venvertloh
Elizabeth and Brian Propst
Buford and Beverly Jo Ward
Todd A. Waterkotte
Michael and Judith Young
Tower of Pizza
Padavic and Fleer Certified Public
Accountants
Jerry's Barbar/Style Shop
Eagle Trace Condominiums
Association
Gilbert and Wanda Brodie

Donations in Memory of Ryann Hope Smith
Jacqui Kohl
Luke Lin
Elizabeth and Brian Propst
Lori Philips
Urbana Police Department
Jean M. Edwards
Peggy and Walter George
Douglas and Debbie Sears
Five Star Sales
Joe Knudsen
Alan Dudley
Dennis and Sylvia Andersh
Eric and Paula Auth
Todd Barrowman
John D. Birch
Louis Bubbert
Victor and Bonnie Buraglio
Susan E. Cler
Robert and Christine Clifford
Sandy Cockerham
Jeff Edwards
R. Sue Glass
Mark and Brenda Hawthorne
Nikki J. Henderson
Michael and Barbara Hurner

Wendy Jerd
Jill and Dane Larson
Don and Connie Lewis
Greg and Betty Lewis
Lindsey Long
Chris and Cathy Matheny
Dale and Connie McElroy
Amy and Joseph O'Neill
Gary and Sherry Porter
Jeffrey and Michelle Primmer
Corey and Keri Richardson
Jay and Melinda Richardson
Martha W. Seeber
Andrea Slauthter
David and Jaime Smith
Michael and Sharon Stahler
Gursia Tatman
Sharon K. Vitck
Mike Weber
Shelly Wheeler
Michele and Wade Wilcox
Jacqui Wingstorm
Supervalue, Inc
Supervalue, Inc
Mike Zywien

Karen and Michael Wells
Judi E. Smith
Bonnie and David Cruikshank
Laura Franks
Stacy J. Henson
Tom and Kathleen Hettinger
Tonya Smith
Suzanne Looges
Grace Bacsin
Jennifer Wetzel
Ryann George
Penny Gomez
Christine Abraham
Gavin Martin
Dianne Stanley
Lisa Watkins
Debbie Hagood
Kim Kovacs
Sheryl Miller
Lisa Yossem
Helen Flynn
Karen Goden
Edward and Mary Richardson
Jeff and Erin Knudsen

Mikel, Cecilia and Ian Peterson in loving memory of Evan John Peterson
The donations on this page were forwarded to Saint Louis Children’s Hospital & Washington University School of Medicine for
Medical Research which will benefit Congenital Diaphragmatic Hernia and possibly other conditions.
We would also like to thank the following people for their assistance, help and volunteering:
Tiffany Frericks
Jaime Smith
Jean Ashner
Kristin Klockenga
Marsha McInnis
Holly Centurino

Elizabeth Nelson
Jennifer Luning
Rick Bryant
Saint Louis Children’s Hospital
Children’s Hospital of Phillidephia

Leanne Carmona
Heather Morgan
Stephanie Note
Argiro Morgan
Senator David Vitter

University of Virginia Children’s Medical
Center
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Donors to Breath of Hope – With Extreme Gratitude
Joseph A. Vandura, Jr. In Celebration of Blair Centrino
Frances and Joseph Siracusa In Celebration of Blair Centrino
Mark Bankstahl In Memory of Colten Walker Vogel
Tracy Healy In Memory of Colten Walker Vogel
James Jockish In Loving Memory of Colton Walker Vogel
Sarah Kendrick In Memory of Colten Walker Vogel
Christopher and Amanda VogelIn Memory of Colten Walker Vogel
Brian & Elizabeth Propst in Memory of Ryann, Cadan & Evan for Saint Louis Children’s
PRA International for Congenital Diaphragmatic Hernia Awareness Day
Shauna Finley In Celebration of Emerson Oliveria
Reggan Smith In Memory of her little sister, Ryann
University of Connecticut Health Center Ultrasound Staff In Memory of Joseph Walsh
Manali Patel In Memory of Joseph Carter DeJohn
Richard R. Chovau In Memory of Joseph Walsh
Erin Ashby In Honor of Josephine Fox
Jaime Morrow In Memory of Kadan James Morrow & All those affected by CDH
Ann K. Young In Memory of Linda Sue Krochman
Stephanie Suddard In Memory of Maxton David Standifer
Walgreens - Green Hills In Memory of Maxton David Standifer
James and Norma Treigle In Memory of Mia Thiessen
Steven Gibson In Memory of Naudya Jo Gottschalk
Connie Steere In Honor of Porter Note
Al and Rose Dias In Honor of Porter Note
Geraldine Rodney In Honor of Porter Note
Gordon and Shirley Crockett In Honor of Riley Broun
Heidi Maldonado In Honor of Riley Broun, who fought her way in this world
and hasn't stopped fighting yet!
Katherine C. Tuchstone In Memory of Virginia Addison Accord
Joan DeLong In Memory of Cecilia Winn Propst
Kansas District Court Shawnee County Courthouse Dress Down Days for March
Matthew and Jenny Thiessen In Memory of Mia Thiessen
Spring Ford Area School District Jeans Day Donation
Elizabeth & Brian Propst In Memory of Ava Rose Daher
Elizabeth & Brian Propst In Memory of Maxton David Sandifer
Elizabeth & Brian Propst In Memory of Albert Ross Knapp
Joanne Kales in Celebration of John Michael

Saint Louis
Children’s Hospital
Press Conference
on March 31, 2009.
Breath of Hope
helped Davie and
Jaime Smith, Cecilia
and Mikel Peterson
and Tiffany and
Rome Frericks who
raised funds in
Memory of their
precious children to
be directed to
Medical Research at
Saint Louis
Children’s Hospital.

Ryann’s Parents, Evan’s Parents and Cadan’s Parents
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“Laughter
through
tears is my
favorite
emotion.”
Steel
Magnolias
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A special Thank
You to Jaime &
David Smith,
Tiffany & Rome
Frericks, Cecilia
and Mikel
Peterson, Jill E.
Ginder, Jean
Ashner, Angie
Levy, the
amazing staff at
Saint Louis
Children’s, the
media who
covered this
event and wrote
wonderful
accounts of the
day and to Kim
Wiess of Kim
Wiess
Photography who
took these
amazing photos.
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Beautiful Blair from page 3
As the weekend passed, Blair seemed to be becoming more and
more stable. Her oxygen settings were finally being lowered to
perimeters that our surgeon was looking for. Two weeks after
she was born, Blair had her repair surgery. They did her repair
surgery right on the NICU floor. Dr. Bambini, the pediatric
surgeon, was concerned that the operating room would be too
cold for her and that she would not handle the movement from
the NICU to the operating floor.
Waiting for her surgery to be completed seemed like an eternity
but in reality it was just under two hours. Dr. Bambini came out
after the surgery and he told us the hole in her diaphragm was
smaller than they anticipated and she did not require a patch.
Blair’s left lung was larger than we expected as well – all of these
things were little miracles that we could not have asked for. The
next forty-eight hours would be critical and we were bracing
ourselves.
On Sunday, Blair’s nurse suggested bringing in some pajamas for
Blair to wear. I thought she was crazy, but I did as I was asked.
I’ll never forget arriving on Monday morning and her nurse telling
me that they may let us hold her today. I remember walking over
to Blair’s isolate and seeing a huge change, I could actually see
her upper lip, it wasn’t masked by tape and they were thinking of

switching her over to a nasal cannula. Jon and I got to hold our
sweet girl seventeen days after she entered this world and it was
amazing. We never knew if we would even get to this point.
After we held her for a while, we grabbed some lunch and
walked back into the NICU to see our baby girl with clothing on.
From then on, she was clothed, we were starting to be able to
change diapers and give her little sponge baths – little things like
that seemed huge. I never thought changing a diaper would
mean so much to me.
Blair spent another four weeks in the hospital. She contracted a
bacterial infection few weeks after her surgery and had a hard
time learning to eat. It was a long frustrating four weeks after
the leaps and bounds she had made. Eating seemed like such a
natural thing so it was difficult to grasp the time it took for her to
learn to eat.
We were thrilled when we were finally able to bring our sweet
girl home forty-seven days after she was born. We recently
celebrated Blair’s second birthday. She is an extremely happy
girl who is becoming quite the talker. Jon and I feel so fortunate
that she is here and a part of our lives. The world truly is a
better place with Blair in it.

National Congenital Diaphragmatic Hernia Awareness Day – March 31, 2010
Breath of Hope Incorporated’s Board of Directors reviewed and edited a Resolution to be presented to a Congressperson to
Sponsor. One of our amazing Moms, Heather, Will’s Mommy, sent it to Will’s grandmother, Argiro Morgan. Mrs. Morgan then
sent the Draft to Senator David Vitter who agreed to help us in this effort and sponsor it. On June 24, 2009, Res. 204 had
been entered unto the Congressional Record to have March 31, 2010 as National Congenital Diaphragmatic Hernia Awareness
Day. It is currently in the Congressional Judicial Committee and we hope that it will be introduced to the Senate soon. What
can you do to help? Contact your Congressperson and let them know that Res. 204 should be accepted. We don’t want this to
die in the Committee – we need this at a National Level! If you need a sample letter and the electronic copy of this, please
email us at cdhawareness@breathofhopeinc.com There is also an email drive on http://Change.org http://www.change.org/actions/view/national_congenital_diaphragmatic_hernia_awareness_day_-_march_31_2010 - you can
sign the “Petition” and it automatically will send an email to your representatives!

Breath of Hope, Inc.
PO Box 6627
Charlottesville, VA 22906
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