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Dear Members,  
I apologize for the tardiness of this newsletter, as my family has suffered another loss and I needed 

to take time off to be with them.  We are working on grant applications so that hopefully someday soon we 
can hire an in-house Secretary to help out and fill in for me when I need to be absent so that we don’t get so 
behind when I’m gone.  Until then, please be patient with me as even working 10 hours a day on 
CHERUBS I still can never seem to get caught up.  Because this newsletter is late, the Valentine Tributes 
are also late and I deeply apologize to those you who purchased them. 

As usual, it’s been very busy here at CHERUBS.  The CDH Research Survey Results are finally in!  
Because they totaled up to be 24 pages long, we couldn’t possibly include it all in this newsletter, but we 
did include a small abstract.  If you would like the full report, please send in the request at the back of this 
newsletter or view the results on our web site.  Thanks to the wonderful people at Gloryroad, our internet 
provider, we now have our own domain name and a new web site address- www.cherubs-cdh.org. Our 
conference planning is in full-swing and thanks to 2 very generous sponsors and the great success of our 
Ebay auction fundraiser, we have exceeded our goal of raising $10,000 to cover the conference costs!  I 
hope you all caught the recent airing of the 20/20 episode featuring 2 of our members, Analisa Amen and 
Dr. Michael Harrison.  It was indeed very educational and inspirational and bought quite a bit of attention to 
not only Analisa’s miraculous story and CDH but to CHERUBS as well.  We applaud the wonderful job Dr. 
Harrison and Analisa’s mom, Kristen, did, not only for the show, but for Analisa. 

We hope you all like this colorful issue of The Silver Lining in celebration of 5 years of 
CHERUBS.  And to think just 5 short years ago we started off with just a type writer and 2 members.  Now 
we over 500 members around the world, conduct research, attend medical conferences, have 75 volunteers, 
and are planning our first annual international member conference!  You can see below how much we have 
grown.  Our success in helping families of children born with CDH would never be possible without each 
and every one of you, our wonderful members.   
 

Dawn M. Torrence, President and Founder 
 

79%

0%0%4%9% 4% 4%

Doctor/Hospital (43) Internet (397)
Member (18) Other Support Group (22)
Media (2) Unknown (1)
We Contacted Them (18)

 
 

Membership Increase 
(including medical professionals and grandparents, as of 2/15/00) 

 

1995 1996 1997 1998 1999 2000 Total 
37 40 28 127 251 53 536 

 
Through the wonderful technology of the Internet, more and more families are finding support through 

CHERUBS, either themselves or through the help of family, friends, or hospital workers.  As you can tell 
through the above graph, our membership exploded when we went on-line in mid 1997 and opened our web 
site in 1998.   

  It’s that time of year again!  Time for our voluntary annual parent membership 
dues.  We consider this a suggestion and not a fee.  If you can’t afford it, don’t 
worry about it- you will not be bumped off of our membership and you will still 
receive our newsletters and other services.  We don’t keep track of parents who do 
don’t pay dues and you won’t be billed.  However, if you can afford it, it is 
considered a donation and is tax-deductible and goes to help us help more 
families!  It’s also time again for professional members who joined after January 
1, 1998 to pay their $30.00 Professional Membership Fees.  We ask that our 
professional members please pay by April 30th so they can remain on our mailing 
list.   Also, we are sold out of cookbooks, no longer make t-shirts and sweatshirts,  
and are on back order for calendars (we’re mailing them out as soon as we get 
them in).  Thank you for making these fundraisers a success!! 

 
Name: _____________________________________________________ 

 

Address: ___________________________________________________ 
 

__________________________________________________________ 
 

 Amount Total 

Annual Parent Membership Donation $20.00 $ 

Annual Professional Membership Fee $30.00 $ 

Conference Fee ($25.00 is refunded) $50.00 $ 

24-page 1999 CDH Survey Report  #_____ $2.00 $ 

Additional Donation  $ 
 
In honor of: 
___________________________________ 

  

 
In memory of:  
___________________________________ 

  

 TOTAL $ 

   
 

CHERUBS’  2000 Internat iona l  Member ConferenceCHERUBS’  2000 Internat iona l  Member Conference   
May 28-May 31, 2000 in Orlando, Florida 

 
It’s not too late to sign up or to volunteer to help out.  If you are 

interested in attending or volunteering, please contact us for a Conference 
brochure. 

      

"Every visible thing in the world is put under the charge of an angel."- St. Augustine Page 2   “Life is the childhood of our immortality”- Johann Wolfgang von Goethe Page 31 
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• We include 23 twins in our membership, with 21 fraternal (with healthy twins) and 1 
set of identical (both with CDH), suggesting that CDH may be caused by a genetic 
defect rather than environmental exposure.   

• Our membership includes 12 children who have siblings with CDH (in 5 families- 1 
with a definite genetic link involving Fryn’s Sy ndrome). 

• 14 other members report family members with CDH (not including siblings). 
• 90.91%* of our moms took pre-natal vitamins during diaphragm development. 
• 100%* of our moms received prenatal care. 
• The average initial hospitalization is 78.97 days* 
 

*taken from our 10-page CDH Research Survey completed by 88 (21.57%) of parents who have 
received their surveys.  

 
Below are charts from the basic statistics.  For the full 24-page detailed report, please fill 

in the order form (we are charging $2.00 to cover postage) at the back of this issue of our 
newsletter or you can view and download the results for free from our web site.   

 
 Due Survivors  Non-Survivors  Total 
Male 6 185 97 288 
Female 4 136 69 209 
Unknown 4 0 0 4 
Total 14 321 166 501 

 

 Survivors (321) Non-Survivors (166) Due (14)  

 Male Female Male Female Male Female U/K Totals 
Left-sided 135 108 71 46 3 2 4 369 
Right-sided 34 19 14 11 0 0 0 78 
Bilateral 10 4 4 4 0 0 0 18 
Unknown  6 5 8 8 3 2 0 36 
Totals 185 136 97 69 6 4 4 501 

 
CHERUBS ’  New Con taCHERUBS ’  New Con tact  In format ion !c t  In format ion !   

 
Our New Web Site Address: 

http://www.cherubs-cdh.org 
 

E-Mail Addresses  
(also see the other addresses listed on our site): 

For Information:  info@cherubs-cdh.org 
To Contact Dawn:  dawntorrence@cherubs-cdh.org 

 
Our New Toll-Free Number: 

(ok, so it’s not 1 -800-CHERUBS, but after a year of begging with the people at Sprint, someone has taken our number) 

888-834-8158 

  New Arr i va l sNew Arr i va l s   
(*siblings of Cherubs)  

 
Matthew Benjamin Bailey 

Lauren Marie Bower 
Olivia Lynne Bray 

Kassidy Lynn Bumbaugh-Masser 
Callum Eric Butler* 

Callie Jane Casadecalvo 
Finn Soloman Cowan 

Nicholas Robert Doades 
Mason Christopher Edwards 

Mabel Rose Faure* 
Jack Martin Fischer 

Jacob Anthony Friske 
Emily Rebecca Hodson* 
Anna Gerise Janousek 
Abigail Elizabeth Joos 
Madeline Jane Kayser 

Matthew Benjamin Kjaersgaard 
Michaela Anne Kokinda 

Cassidy Joy Koller 
Abigail Grace Kushiner 
Sarah Christina Lewis 
Megan Rene Miller 
Cecilia Winn Propst 

Caleb Michael Rhodes 
Ryan Treasure Thompson 
MacKenzie Angela Wasik* 
Cameron Dianne Watson 
Logan Zachary Wilkins 
Fay Elizabeth Williams* 

T h i s  N e w s l e t t e r  I s  T h i s  N e w s l e t t e r  I s  
D e d i c a t e d  T o  t h e  D e d i c a t e d  T o  t h e  

M e m o r i e s  o f :M e m o r i e s  o f :  
Aileen Iris Adame 

Matthew Benjamin Bailey 
Lars Blumenroehr 

Samuel Miles Blumenroehr 
Lauren Marie Bower 
Kalley Madison Bray 

Kassidy Lynn Bumbaugh-Masser 
Callie Jane Casadecalvo 

Kayla Mae Michele Childress 
Tom Dennis Dawson 

Nicholas Robert Doades 
Sean Mitchell Eason 

Nicholas Alexander Kaulana Everett 
Jacob Anthony Friske 

Daniel Ray Hardin 
Madeline Jane Kayser 

Michaela Anne Kokinda 
Anna Gerise Janousek 
Abigail Elizabeth Joos 
Sarah Christina Lewis 

Christina Medina 
Megan Rene Miller 
Mallory Viola Mohr 

Anthony Michael Pompeo 
Cecilia Winn Propst 

Caleb Michael Rhodes 
Zane Luke Schuler 

Kaylyn Marie Stiner 
Cody Travis Streetman 

Sezel Jade Taysi 
Shae Ashley Webster 

 
CHERUBS is an international organization for families and care-givers of children and adults who are diagnosed with 
Congenital Diaphragmatic Hernias (CDH). We are a volunteer organization an Internal Revenue Service recognized Non-
Profit Association.   Donations are very welcomed and tax-deductible. Checks can be made out to CHERUBS. The opinions 
shared in this newsletter do not necessarily represent the opinions of all members or staff. The information in this newsletter is 
by no means to be substituted for proper medical advice. Remember, every child is different. You can't compare the progress 
of another CDH child to the progress of your own child. They are all little angels.......CHERUBS 

 

We Would Like To Thank The Following People For Their We Would Like To Thank The Following People For Their 
G r a c i o u s  H e l p :G r a c i o u s  H e l p :   

 

All of our wonderful 
volunteers  

Andrea Atwood  
Chudy International 
Michael Garrett  
Jody Farrell, RN, PNP  

Tara Hall  
Michael R. Harrison, MD 
Annette Lichtenstein  
Elaine Moats  
Kathy Shelton  

Rev. Howard Torrence 
Jeanette Torrence 
Judi Toth  
Anne Vaughan 
Barbara Wagner 
  



      
"People only see what they are prepared to see."- Ralph Waldo Emerson Page 30   "Knowing is not enough; we must apply. Willing is not enough; we must do."-  Johann W. Von Goethe Page 3  
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We Would Like To Welcome The Families Of The Following New We Would Like To Welcome The Families Of The Following New 

M e m b e r s :M e m b e r s :   
 
Aileen Iris Adame 
Larisa Marie Apodaca 
Kylee Jean Barber 
Rebecca Corinne Barr 
Caoimhe Aine Beare 
Lars Blumenroehr 
Samuel Miles Blumenroehr 
Lauren Marie Bower 
Olivia Lynne Bray 
Sheena Bricker 
Nathaniel Brown 
Kassidy Lynn Bumbaugh -Masser 
Dylan Albert Buren 
Callie Jane Casadecalvo  
Koleka Julia Casimir 
Kayla Mae Michele Childress 
Caleb Thomas Daniel 
Tom Dennis Dawson 
Nicholas Robert Doades 
Tamara Duchscherer 
Sean Mitchell Eason 
Mason Christopher Edwards 
Nicholas Alexander Kaulana 

Everett 

Garrett Lee Ewers 
Tyler Anthony Finley 
Jack Martin Fischer 
Zachary Stephen Fisher 
Baby Forman 
Baby Fraissinet  
Alise Katherine Friel 
Jacob Anthony Friske 
Bailey Zakariyya Griffith 
Allyson Gale Hagemann 
Baby Halbeisen 
Tyriq Lemar Hannah 
Daniel Ray Hardin 
Samantha Marie Hudson 
Anna Gerise Janousek 
Abigail Elizabeth Joos 
Madeline Jane Kayser 
Michaela Anne Kokinda 
Cassidy Joy Koller 
Sarah Christina Lewis 
Christina Medina 
Mallory Viola Mohr 
Stephen Jon Mollman 
Avery Michelle Morgan 

Hunter Cole Mozingo 
Anugrah Murali 
Christopher Murray 
Julianna Danielle Ore 
Savannah Grace Patterson 
Christopher James Peterson 
Ryan Michael Peterson 
Ivania Pivalica Freres 
Cecilia Winn Propst  
Caleb Michael Rhodes 
Logan Roberts 
Stephanie Maxine Schenk 
Zane Luke Schluer 
Christopher Cole Sequin 
Trent Montgomery Sincavage 
Kaylyn Marie Stiner 
Cody Travis Streetman 
Grace Lillian Taugher 
Ryan Treasure Thompson 
Cassie Vaughn 
Cameron Dianne Watson 
Shae Ashley Webster 
Logan Zachary Wilk ins 
Nathan Hunter Wilson 

 
We Would Like To Thank The Following People For Their Generous We Would Like To Thank The Following People For Their Generous 

D o n a t i o n s :D o n a t i o n s :   
Abbaurrea, Heidi- in honor of her daughter, Bethany Abbaurrea 
American Electric Power Service-in memory of Hope Gress 
Analisa Comforts-in honor of Analisa Amen 
Anderson, Derek & Natalie-in honor of their son, Seth Anderson 
Antonioli, Mark & Donna -in memory of Dorothy Mole 
Bailey, Joel & Lisa-in memory of Shane Torrence 
Bennethum, Jennifer-in honor of her daughter, Faith Bennethum 
The Bogner Family-in memory of Zachary Barbar 
Bracken, Cary & Teresa-in memory of their daughter, Madeline Bracken 
Brattich, Mary-in honor of her son, Gianpaolo Brattich 
Brattich, Mary-in memory of Shane Torrence 
Breen, Kathleen-in honor of her daughter, Caitlin Breen 
Bugeya, Joanne-in honor of her son, Jonathan Bugeya Miller 
Callahan, Ed & Anne-in memory of Bridget Jussaume from Nana & Papa 
Cody, Natalie-in honor of her son, Dylan Cody 
Cox, Diana-in honor of her son, Dallas Cox 
Dehler, Debbie 
Faraldi, Albert & Claudia-in memory of Anthony Maglione 
Faraldi, Albert & Claudia-in memory of Anthony Pompeo 
Faraldi, Claudia-in memory of Shane Torrence 
Lewis, Laura-in memory of her daughter, Sarah Christina Lewis 
Lichtenstein, Annette-in honor of her son, Ivan Lichtenstien 
Lufkin, James & Barbara -in memory of Dorothy Mole 
Marist College Athletic Department-in memory of Lauren Bower 
Marist College Red Fox Club-in memory of Lauren Bower 
Mayhew, Dale & Marilyn-in memory of Zachary Barbar 

 
 
 
 
 

Hailey Elizabeth Rogula 
 
 
 
 
 
 
 
 

Honor of Eric LoBosco, 
our little star! 

 

  CHERUBS 1999 Congenital Diaphragmatic Hernia Research CHERUBS 1999 Congenital Diaphragmatic Hernia Research 
Sur vey  Resu l t sSur vey  Resu l t s   

 
The researched information was taken from our parent worksheets (also known as 

membership forms) sent in by February 15, 2000. Again this year, we thought it would be 
easier to read and understand charts rather than long explanations of data. We have 
separated the results into 2 categories; Membership Survey Results (taken from Parent 
Membership Forms) and Congenital Diaphragmatic Hernia Research Survey Results (taken 
from the 10-page surveys sent out to parents of non-survivors and survivors over 1 year 
old).  The Membership Survey Results are based on 501 Parent Membership Forms 
completed by February 15, 2000, by parents of Survivors, Non-Survivors, and expectant 
parents. 

 
Some highlights from our report: 
 

• There is a jump in the death rate during the months of September, October, and 
January, most likely due to complications of viruses and contagious bacterial 
infections. 

• CDH is being diagnosed as early as 12 weeks in utero, with the highest number of 
in utero diagnoses being made between 16 and 20 weeks.  Babies diagnosed this 
early do have a lower survival rat, attributed to the large herniations that are seen 
so early on ultrasound. 

• 50.51% were diagnosed in utero. 
• 4.11% underwent in utero procedures (in utero CDH repair or Tracheal Ligation). 
• 5.54% received steroid treatments in utero to promote lung growth.  62.97% were 

Survivors. 
• 27.52% of our members (not including expectant cherubs) are premature- 

including 41.57% of Non-Survivors and 21.81% of Survivors. 
• 22.15% of our moms suffered Polyhydramnios (excess amniotic fluid)- a much 

lower incidence than previously reported. 
• 39.01% had multiple birth defects (not including expectant cherubs). 
• 75.36% suffered complications as a result of prolonged hospitalization. 
• 35.32% underwent ECMO treatment- a much lower rate than previously reported. 
• 19.92% received Nitric Oxide.  59.97% were Survivors. 
• Males tend to require ventilator support longer than females, with an average of 

28.87 days for males and 19.99 days for females (Survivors only). 
• Males also tend to require oxygen support longer than females, with an average of 

43.61 days for males and 30.57 days for females (Survivors only).     
• 69.24% more males than females become ventilator dependent (more than 180 

days) with 2.67% of all members becoming dependent.. 
• 29.12% more males than females become oxygen dependent  (more than 180 days) 

with 16.22% of all members becoming dependent. 
• 20.33% required more than 1 CDH repair 
• 34.07% of hernias are repaired with Gore-Tex (with 55.82% of parents not knowing 

what type of repair their child had). 
 



Mayhew, Dale & Marilyn-in memory of Zachary Barbar 
McDavitt, Thomas & Cynthia-in memory of their son, Shawn McDavitt  

      
"Friendship is precious, not only in the shade,  but in the sunshine of life."-  Thomas Jefferson Page 4   "There is only one happiness in life, to love and be loved." - George Sand Page 29  
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 The only problem starting now was that her lungs were producing pneumothoracies. She 
started with one chest tube to drain out the air and fluid, then 2, then 3, all the way up to 5. But, 
like a good girl they took them out gradually one by one. At the moment she has no chest tube, 
but she does have another pneumothorax in her left(which is her bad) lung. Hopefully (knock 
on wood) they wont have to put in another chest tube. Well, after they got her off the o2 and 
the nitric, extubation was talked about. The doctors extubated her on January 19th, almost a 
month of being on the vent. She pulled a lot in her breathing, and reintubation was almost 
immediately preformed. I still had never held her or heard her cry, because she was whisked 
away at birth faster that a blink of an eye. Upon extubation we heard her cough for the first 
time (it was so cute!) but she muttered, no cries because she was so swollen inside from the 
vent. They put her on BI-PAP, a form of C-PAP. (which I don’t understand because she wasn’t 
a  candidate she C-PAP because of the pneumo's). She is still on BI-PAP, but doing great. She 
started eating breastmilk (I've been pumping this whole time) and so far has only spit up once. 
She's still far away from breast or bottle feeds, so she gets it through a feeding tube. They're 
weaning her sedation gradually now, and she's doing great.  

Today I got to hold her for the 1st time, after 5 long weeks. It was great, even though she 
spit her food up (this was the one time) all over the blanket.  

We're still not "out of the woods" as the doc's say, but pretty close. Hopefully she should 
come home within the next few months. To all parents with CDH kids, we all need to 
remember we're among the strongest parents, and the best parents in the world. Not many 
illnesses rate among this. You never know what the path will lead to, but always stay strong, 
pray and love our children. These little buggers have fought a war, and most are only a few 
weeks old. To the parents whose CDH kids haven’t made it, I say the same. My heart is with 
you all.  

Olivia Lynne Bray is now 1 month and 3 days old. She weighed 7lbs11oz at birth and is 
now 8lbs 8oz. She gives a big smile to everyone, and she sends her love out to all the other 
CDH kids because they all have something in common that we must be thankful for: They're 
Miracles. 

 
Jennifer Bray (mom of Olivia Lynne Bray, 12/20/99, 307 Knickerbocker Ave., Rochester, NY 
14615)  
 
 
 
 

 
 
 

 
Happy Valentine’s Day 

Mathew Smith! 
Mommy loves you very 

much!! 

 
 
 
 

With Love for  
Adrienne Dumas 
Mama and Daddy 

 
 
 

 

  You're in our hearts  
  Jonathan, Love Mommy  

   and Daddy  

 
 

  McElfresh, Carolyn-in memory of Hope Gress  
Moats, Elaine-in honor of her daughter, Kristin Moats 
Mohr, Stephanie-in memory of Mallory Mohr 
Mortensen, A.H. & Elizabeth-in memory of Dorothy Mole 
Pentzer, Andrea-in honor of her son, Lance Pentzer 
Price, Cathy-in honor of her daughter, Sydney Price 
Flesch, Mike & Jeanne-in memory of Zachary Barbar 
Foley, Brian & Joanne -in memory of Bridget Hope Jussaume  
Glover, Albert & Barbara-in memory of Jonathan Nelles 
Grasso, Marilyn-in memory of Lauren Bower 
Hallenback, Richard & Deborah-in memory of Kala Marti 
Hartigan, Colette-in memory of Shane Torrence 
Hawkins, Doretha -in honor of her granddaughter, Allison Lane Pruitt 
Hill, Carol Jean-in memory of Zachary Barbar 
Houghton, Shyra-in honor of her son, Mattson Edward Houghton 
Howe, Cyril & Patricia-in memory of Jonathan Nelles 
Hughes, Harold & Anne-in memory of Zachary Barbar 
Kofler, Janet-in memory of Lauren Marie Bower 
Kollgaard, Richard & Joan-in memory of Lauren Bower 
Rademaker, Pete & Amy -in memory of their son, Jonathan Rademaker 
Rogula, Kate-in memory of her daughter, Hailey Rogula 
Rupe, Tonya -in honor of her daughter, Brooke Rupe 
Secor, Robert & Julie-in memory of Zachary Barbar 
Serra, Earon-in honor of her daughter, Maresa Serra 
Serra, Earon-n memory of Shane Torrence 
Spencer, Melanee-in memory of her daughter, Mackenzee Spencer 
Stephens, Ruth-in memory of Jonathan Nelles 
Strong, Kimberly-in honor of her daughter, Karina Strong 
SVS Consulting-in honor of Ryan VanderSchaaf 
Tachman, Mark & Beth Seyda-in honor of John & Alice Seyda 
Tachman, Mark & Beth Seyda-in honor of Dr. Harold Tachman 
Tachman, Mark & Beth Seyda-in honor of the Tachman Family 
Tachman, Mark & Beth Seyda-in honor of the Sutton-Roach Family 
Tachman, Mark & Beth Seyda-in honor of Barry Cleveland & Judy Close 
Tachman, Mark & Beth Seyda-in honor of the DeMasi Family 
Tachman, Mark & Beth Seyda-in honor of the Schubert-Spreen Family 
Tachman, Mark & Beth Seyda-in honor of the Bowman Family 
Tachman, Mark & Beth Seyda-in honor of the Fitzsimons Family 
Tachman, Mark & Beth Seyda-in honor of Lori Turner & Marta Tataje 
Tachman, Mark & Beth Seyda-in honor of the Farrington Family 
Tachman, Mark & Beth Seyda-in honor of the Hopwood Family 
Tachman, Mark & Beth Seyda-in honor of Toni Berke 
Tachman, Mark & Beth Seyda-in honor of Heather Main & John Moses 
Tachman, Mark & Beth Seyda-in honor of John Hudson 
Tachman, Mark & Beth Seyda-in honor of Mary Jean Seyda & Maggie McGlynn 
Tachman, Mark & Beth Seyda-in honor of Lindsey Linker & Vicki Wentz 
Tachman, Mark & Beth Seyda-in honor of Pete Dorrance & Dolly Hunter 
Tachman, Mark & Beth Seyda-in honor of Sara Tullock 
Tachman, Mark & Beth Seyda-in honor of the Bradford Family 
Thompson, Wendi-in memory of her son, Jake Thompson 
Toth, Judi-in memory of her son, Christopher Toth 
Toth, Judi-in memory of Shane Torrence 
Toth, Judi-in memory of Zachary Wasik 
Vallins, Paul & Lisa-in memory of Shane Torrence 
Vallins, Paul & Lisa-in memory of their daughter, Anastasia Vallins 
VanderSchaaf, Mary-in honor o f her nephew, Ryan VanderSchaaf 
Verdin, Myra-in memory of her son, Quinn Verdin 
Wiles, Richard & Marlene-in memory of their nephew, Zachary Barbar 
Willoughby, Russ & Joan-in memory of Zachary Barbar 
Wilson, Russell B.-in memory of Zachary Barbar 
Winkels, Sonia-in honor of her son, Juan Sampedro Winkels 
 

 
 

 
 
 

   Happy Valentine’s Day 
   Maresa and Marie 

   Love Mommy & Daddy 
 
 
 
 
 
 
 
 

 In Memory of Shane Torrence 
Happy Valentine’s Day 
Love the Serra Family 

 
 
 
 
 
 
 
 

  Happy Valentine’s Day 
  Maddi Hope Bracken 

  Love Daddy & Mommy 
 
 
 
 
 
 
 
 

 Happy Valentine’s Day 
 Jessica 

 Love, Sissy 
 
 
 
 
 
 
 
 

 Happy Valentine’s Day 
 Sydney 

 Love, Mommy & Daddy 

 
“When I hear somebody sigh that Life is hard, I am always tempted to ask, Compared to what?” - Sydney J. Harris Page 28   “God could not be everywhere and therefore he made mothers” - Jewish Proverb Page 5 
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CHERUBS State and International RepresentativesCHERUBS State and International Representatives   
 

Our members are encouraged to contact our Representatives.  For your Representative's e-mail address, please visit our 
web site. Our Representatives are helping members, encouraging new families to join, contacting local hospitals and 
medical professionals, and conducting such activities as get-togethers, newsletters, parent matching, web sites, on-line 
chats, and more.  We still need volunteers for states that are not listed, states that have "*" by them (we have temporary 
Representatives for those states), and the following countries; Chile, Ireland, Hong Kong, Spain, and New Guinea.  If 
your state does not have a representative (or even if they already do), please consider volunteering.  You do not have to 
be on-line to be a Representative.  If you are interested, please contact Dawn for more details. 
 

AREA REPRESENTATIVE PHONE# AREA REPRESENTATIVE PHONE# 

      
AL Earon Serra 334-824-1590     NH* Heidi Cadwell 603-878-2283 
AK Danny & Carol Crow  907-694-7951     NJ Sophia Tucker 973-328-1815 
AZ Debbie Mourtsen 520-526-7976  Lynne Rogers 973-316-0304 
AR* Barb Wagner 810-249-5279     NM Lisa Nagurski 505-268-3319 
CA Jill Coon 530-582-1261     ND* Elaine Moats 406-232-5038 
 Shirley DeMercurio 925-439-8382     OH Kathleen Dunn 614-841-9855 
CO Amanda Owen 970-246-3337  Tara Hall  614-777-4906 
CT Laura Webster 203-284-2199  Dawn Halley  614-279-8306 
FL Ray Donahue 407-636-5937     OR*  Heidi Forney 208-584-3708 
 Tammy Warr 850-235-9004     PA Tammy Sincavage 610-796-7324 
GA Dodie Dickerson 770-461-8874      SC Susan Grubb 864-877-1446 
 Annette Lichtenstein 404-325-2368  Vanessa Hutchinson 843-770-0109 
HI Stacy Dinay Everett 808-244-7444     SD* Elaine Moats 406-232-5038 
ID Heidi Forney 208-584-3708     TN Leigh Cheney 615-907-1301 
IL Cindy Goembel 810-249-5279     TX Tari Jacobs 972-491-0277 
IN Lea Donahue 219-289-5746     UT Tova Heaton 801-282-6077 
 Jenni Vise 317-759-8860     VA Cheryl Burton 540-868-2728 
IA* Kati McGill 517-423-9285     WA Heidi Forney 208-584-3708 
KS Dawn McVey 316-664-6055     WV Sharon Munson 304-947-7162 
KY* Leigh Cheney 615-907-1301     WI Karen Nuthals 608-845-3167 
LA Christi Andrus 318-856-2890     WY* Elaine Moats 406-232-5038 
 Sheila Ezernack 318-645-9361 Australia Danielle Kessner 07-3261 8623 
ME Teri Morse 207-538-4049 Canada Dawna Haines 905-852-4255 
MD Brenda Slavin 410-923-1032  Karen Jenkins 905-852-9410 
MA Heidi Cadwell 603-878-2283  Laurelle Lehmann 250-838-2250 
MI Barb Wagner 810-249-5279 England Kevin & Brenda Lane 01553 762884 
MN* Kati McGill 517-423-9285  Karen Longman 441628673642 
MS* Kati McGill 517-423-9285 Germany Renata Hoskins 08123/990229 
MO* 
MT 

Barb Wagner 
Elaine Moats 

810-249-5279 
406-232-5038 

New    
Zealand 

Lisa Harris 
Christine Taylor 

06409533 8314 
049020670 

NE* Kati McGill 517-423-9285 Norway Victoria Serkland 47-359-41284 
NV* Heidi Forney 208-584-3708 Scotland Karen Longman 441628673642 
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OnOn -- C a l l  V o l u n t e e r s  f o r  C a l l  V o l u n t e e r s  f o r  
S u r v i v o r sS u r v i v o r s   

 

On-Call Volunteer Phone Number  On-Call Volunteer Phone Number 
Cary & Teresa Bracken (317) 784-5271  Ann-Marie Peterson (509) 735-7208 
Laurelle Lehmann (250) 838-2250  Grace Ore (814) 833-6421 
Amy Rademaker (616) 844-4156  Peggy Rhodes (912) 467-2780 
Kate Rogula (313) 565-8722  Debbie Mourtsen  (520) 526-7976 
Jennifer Wasik (602) 962-8251  Elaine Moats (406) 232-5038 
Monica Young (308) 995-8903  Tara Hall (614) 777-4906 
   Heidi Forney (208) 584-3708 
   Jill Coon (530) 582-1261  

  The day before my due date, December 3rd, Jason and I found out that our baby had a 
Diaphragmatic Hernia. We of course were shocked. We had no idea as to of what it was, 
how it was caused ect...ect. I had gone for my ultrasound the day before to help my midwife 
determine when to start induction, since I was already term. The technician didn't show any 
signs of anything being wrong with the baby, actually she said that my baby girl looked 
fine. The next day, to my surprise was a message on my answering machine to go to Strong 
Memorial Hospital that day for another ultrasound with the perinatologist (thank God we 
live only 10 minutes away from the hospital- it's one of America’s best.) Still unaware 
anything was wrong, I went. AT the ultrasound Dr. Glance started explaining what was 
wrong with the baby. I was shocked, in tears, upset, confused and most of all sad. We then 
met the pediatric surgeon, Dr. Pegoli. After that they took us on a tour of the NICU and we 
met Olivia's future doctors Dr. Leroia and Dr. D'Angio. They told us right away about the 
ECMO machine and said in advance that her hernia looked pretty severe on ultrasound. 
Olivia would 99% have to go onto ECMO. Hopefully they will be able to wait to do surgery 
until a few days after her birth. We left terrified, and really had no clue what they said to us 
about 5 minutes after we left because of the shock. That's how it all began. 

    The next day I logged on and found CHERUBS. Thank God for that. That's how I 
educated myself about her condition. Thanks to everyone for writing in, it helped me more 
than I can ever say.  

    The next two weeks went by very slow. Crying and praying were a daily regimen 
(although praying always was.) MY mother got a prayer circle formed through her church. 
It seemed everyone was sending cards and prayers over our way. We're very thankful for 
that. On December 15th, at my next OB/GYN appointment (with the Strong special care 
unit doc's, my midwife was out of the picture because she wasn’t qualified or something...) 
we discussed why they didn’t see the hernia in the previous 4 ultrasounds I had: at 32 weeks 
for decreased fetal movement, for the same reason at 35 weeks, 37 weeks and 38 weeks. 
Never seen. They said maybe the hernia happened later in gestation then, in the last 2 weeks 
but the chances of that were pretty slim because of the severity. The doctor asked me to 
come back later that night for induction. I went in the 15th of December, and stayed in the 
hospital for 5 long days before our beautiful baby girl finally arrived. (I was really sick and 
pitocin wouldn’t work). So, to make a long story short she was born on Monday, December 
20th at 12:06am.  

    Then our roller coaster ride began. After she was born we waited in our room for the 
results. An hour after, they said that they were going to bring her to the OR to begin her 
surgery, so we should visit her in the NICU to see her maybe one last time. We got her 
baptized then as well. Her surgery was over 3 hours later and they said she was stable. Not 
on ECMO, only on a vent. The next few days she was stable, but by a thin line. She gave 
the nurses a run for they're money, to say the least. Well, after 2 days she switched to the 
Oscillator vent. I think it's called the jet. She stayed on that for 2 weeks, all the time being 
stable, but always at a risk for ECMO. Jason and I were very scared. We stayed at the 
hospital all the time. She had gotten too swollen she must have gained about 4 lbs because 
of all of her fluid intake.  After awhile, Olivia wouldn't agree with the Oscillator anymore 
so they put her back on the vent. Oh yeah, this whole time she had Nitric Oxide treatment. 
Her o2 was at 100% most of the time, because every time they weaned she disagreed.    
Well, after 2 weeks of this her body must of had a reality check. She let them wean, her 
blood gases were great. 
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Oct. 15th, they told me they were trying to change her G-tube to a bigger one because “It was taking 
too long to feed her”.  They couldn’t get the bigger one in so they put the same one back in.  She cried for 
hours.  I begged for them to give her something for the pain but they said she’d be fine.  Then Oct. 16th she 
was back on the vent.  We stayed with her all day because she was very ill.  The doctor said “ she may 
have pneumonia “ but wasn’t sure.  He did say she’d pull through ok.  That night Kayla had many seizures 
and her heart kept stopping so they gave her med’s and performed CPR many times to restart her heart.  
This happened all night.  At 3:00am we went home to rest a few hours so we could be with her.  At 5:45am 
Oct. 17th we had received a call “Come to the hospital because Kayla’s isn’t doing well”.  We went straight 
there and when we walked in the door they told us not to scrub in.  We were being taken to a private room.  
I saw the desk monitor and her heart had stopped.  They told us that her time of death was 6:00am.  We 
had arrived at 6:10am.  We were so devastated and so upset.  We held her cold precious body for hours and 
my husband had to take her from me to give to the nurses because I said that I wasn’t going to let go.  I 
honestly thought she would wake up.  Then much guilt filled me, and anger too.  “What did I do to hurt my 
baby?”  I still feel that way.  I felt as if my heart was ripped out of my chest.  We had a beautiful, large 
funeral for her.  Everyone had been so grateful; my mom, my stepfather, my siblings, our good friends and 
a few relatives.  My shock and disbelief is over but depression and guilt still fill my heart.  Our 2 year old 
son keeps us busy and the lord is here for me too.  I’ll never forget Kayla for her precious memories remain 
forever.  We have a box full of her pictures, clothing, and many other mementos.  We visit the cemetery 
every weekend.  I like to put toys and flowers on her stone.  I only got to hold her a few times and not for 
long.  I did get to change her diapers a few times too.  I do not regret having her, the only regrets I have are 
that I wish I could have spent more time with her, I wish she had stayed in Hollywood until time to come 
home and I wish I never went home to rest the morning she died.   My advice to anyone whose lost an 
infant is keep your head up, don’t lose faith, let God show you the way and don’t listen to anyone who tells 
you to forget about your baby and move on.  May God bless you.  Also treasure your sweet memories 
forever. 

 
Michele Childress (mom of Kayla Mae Michele Childress,  8/10/99-10/17/99, 123 Hughes Ave., 
Bakersfield, CA 93308, 661-393-6447) 
 
 

 
 
 

 
Taylor Saige Cooper 

We all love you Taylor forever.
Love, Daddy, Mommy, Tara, 

Rheannon, Ian, and  
Christian 

 
 
 
 

In Honor of the bravery of 
Allison Lane Pruitt 

 
 
 

 
We love and miss you Jake! Our 

love, Mom, Dad, Madison, 
Kerigan, and Payton 

 
 
 
 

 
Mommy’s Inspiration! 

Christopher Michael Toth
I Love You- Mommy 

 
 
 
 

Mommy Loves You  
Tyler Grubb 

 
 
 
 

Daddy Loves You  
Tyler Grubb 

 

  L e t t e r s  T o  CHERUBSL e t t e r s  T o  CHERUBS   
Dear Dawn, 

I found this last issue (Fall, 1999) to be very informative and would like to respond to some of 
the information presented.  In reading the article on Medical Research, I was very optimistic and 
hopeful that a simple blood test could determine a possible link to CDH and treatment could be given 
however there were two things that stuck out in my mind I hope will be passed on to Dr. Beer. 1) If their 
hypothesis is true, most women don't find out there pregnant for two weeks after conception and even 
when they suspect they are pregnant, OB/GYN's don't see a patient until they are 8 weeks pregnant.  
From what I learned, the diaphragm develops at 9 weeks, therefore, aspirin therapy maybe too late. 2) 
Again if the hypothesis is true (Thrombophilia) and I or my husband test positive, (I have twins) how 
can one baby be affected and not the other.  I have stated this to you before that I feel twin pregnancies, 
(one baby with CDH) should be researched more and I feel environmental factors would be ruled out as 
a cause for CDH.  By the way, my husband and I would like to participate in the study. 

One of the questions on the Update Form asked, do you feel that the medical staff 1) Keep you 
informed of Treatments? 2) Enough Diagnosis Information. 3) Good Doctor Explanation: My response 
to all three questions was no, however because I am a Medical Case Manager by profession and I have a 
Master's Degree in Health Services Administration I made them tell me everything and I questioned 
everything that was being told to us.  I educated myself by learning blood gas values, ventilator settings, 
medications, and on one occasion called a competing hospital because I suspected the doctor's at U of M 
weren't telling us the truth about a complication from one of her surgery's.  Sure enough she had a 
cylothorax and only admitted to it when I confronted every doctor that was taking care of her. On 
another occasion a doctors said my daughter needed her PDA ligated because she was shunting.  The 
night before a resident showed us the catherization picture to show what needed to be corrected and sign 
the release. The test was done on Wednesday and finally someone talked to us on Sunday, the day 
before the procedure and after repeated requests to talk to someone about the results.  No big thing we 
were told a 10-minute procedure at the bedside.  The following day, the Cardiothoracic surgeon comes 
to us and says she has a coartion of the aorta (narrowing) and will need it to be corrected.  You could do 
it today along with the PDA or you could wait.  If you wait eventually she will need it corrected because 
it causes hypertension and that could occur as early as 1 week.  We had to make a 10 minute decision to 
having cardiac bypass surgery that day.  We told the doctor you must have been talking about a different 
baby; all we need is the PDA closed.  The doctor then said whoever read the original film didn't read it 
correctly.  Needless to say, we decided to have it both done and that was the first time they let me hold 
her.  She was born on 6/19/98 and this was 8/3/98.  Come to find out later the only reason they let me 
hold her was because they didn't this she would survive the surgery.  There were so many similar 
situations like this one or medications errors that my point of this whole story is to tell parents with 
baby's with CDH to learn as much as you can about the machines, values, medications, double check 
everyone.  Don't let doctor's intimate! 

One other suggestion I have for any baby who is on ECMO or had ECMO is to demand a 
cardiac echo.  My daughter developed a blood clot in her right atrium, which was a complication of 
ECMO.  The clot was accidentally discovered when she had her heart catherization and was caught too 
late to treat.  I feel that anyone on ECMO should automatically have this done. 

Currently my daughter is doing great.  Her trach came out in October and only requires oxygen 
at night.  She walks and talks and is minimally delayed.  The biggest obstacle now is eating.  She is feed 
through a NG tube at the moment with some oral feeds.  I hope to attend the conference in May, 
especially to hear the lecture on feeding problems but I don’t want to wait that long to get information.  
Can I have the name and number of the speaker to get information now?  We have consulted with many 
O.T.'s and Speech Pathologists that say everything we are doing is what they would recommend but I 
want more information.  In fact I think it would be helpful to others if you feature an article each issue 
on common problems that occur with CDH babies 

Thank You for Cherubs and I hope to hear from you soon with the information about the 
presenter. I haven't wrote my story yet because I can't make a condensed version and I get so angry from 
my experience at the hospital but I hope to have some day soon. 
 

Brenda Pagano (mother of Amanda) 
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Good Day Cherubs, 
 

I am extremely happy that this web site exists.  My daughter Ashleigh was born at 5:51 PM on May 20, 
1986 with a diaphragmatic hernia.  She went through the surgery to repair the hernia and place the 
abdominal organs in the right areas but was not strong enough to survive.  I lost her on May 26, 1986.  
Throughout the years I searched for information on this condition and a place to contact parents of children 
who also suffer from it.  I became an avid "Angel" fan as a result of this loss.  Imagine my surprise to find 
a site dedicated to her conditions with the name of Cherubs.  It must be a message from God.   
When Ashleigh was born we were expecting a healthy child.  But, immediately after her birth, I knew 
something was wrong.  She did not cry.  Ever.  At 4 hours old she was taken to surgery.  Dr. Samson only 
gave us a 40% survival rate.  She came out of surgery 4 hours later and the roller coaster ride began.  She 
was pink and beautiful.  Over the next two days she seemed to thrive.  In fact at 48 hours they gave her an 
80% chance of survival.  Her brother and sister had not met her yet so plans were made to introduce them 
the next afternoon.  She was doing great.  they arrived at the hospital very curious about their sister.  They 
met her and held her hand.  Her big brother even said that "having another sister ain't so bad."  We left the 
NICU and went back to my room.  When they were ready to leave they wanted to see her through the 
glass.  So we went down the corridor so they could do just that.  But the shades were pulled.  Little did we 
know that the "honeymoon" was over. 
Over the next 2 1/2 days the roller coaster was careening out of control.  They wanted to get her to an 
ECMO machine but couldn't carry enough oxygen to get her from Albany NY to NYC or Boston.  The 
only thing we could do was pray.  I sang the song "My Special Angel" constantly.  I finally held her.  I 
wanted God to be kind.  And he was.  At 5:51 AM on Monday May 26, 1986, Memorial Day, Ashleigh 
passed away.  She didn't have to struggle anymore and the ventilator wasn't beating her little body up 
anymore. She was at peace. 
  Over the next few months I was obsessive.  I researched and read.  I even made an appointment with the 
Neonatologist that cared for her.  Dr. Doug Powell.  A wonderful man.  I met with Dr. Powell one 
afternoon and he gave me some very uplifting information.  Because of Ashleigh they had learned that the 
"Honeymoon Phase" doesn't normally last.  He also explained that approximately 3 weeks after my angel 
passed away, a leer jet was donated and put into service to transport these children to facilities where they 
can be given a chance at life through ECMO treatments.  At that time I began to heal.  It hasn't been easy.  
I still talk to my angel.  I still cry for my angel.  But, because of my angel they learned and progressed to 
the point where they are now.  Fetal surgery and healthy children.  What more could a person want. 
  Thank you for listening.  If I can do that for another parent please feel free to contact me.  Keep up the 
wonderful work.  God Bless. 
  

Vicki Jones 

My daughter was diagnosed with CDH back in August 1999 
immediately after she was born.  At that time I had never heard of 
such a thing and I was devastated and felt I wasn't getting the answers 
or consolation that I needed.  I just found out about this web site today 
and I would just like to say that I think what you have done here is 
wonderful!!  I wish that I had known about it sooner since I felt very 
alone in dealing with everything back then.  Had I known that there 
were many more children with the same defect out there I would have 
felt some relief.  I am happy to say that my daughter just turned 5 
months yesterday and is the happiest baby I have ever seen and such a 
wonderful gift.   I would love to be involved in your organization in 
some way.  I don't believe that the hospital we were at (Dartmouth 
Hitchcock Medical Center- New  Hampshire) was aware of your 
organization and I have heard of a few more children going there for 

CDH.  Please let me know if I could help.  Thanks again. 
 

Kristi Friel (mother of  Alise Katherine Friel, 51A Summer St., Dover, NH  03820) 

  Hello, I’d like to share the story of our precious cherub in heaven.  Where should I begin?  In 
September 1997 we had a healthy baby boy named Larry Jr.  When he was little over a year old we 
were ready to have another baby.  I conceived Kayla in Jan. 1999, her due date was set for October 9 

1999.  The pregnancy started out great with no complaints.  On May 14th  I had my 1st ultrasound.  
They had told me she was developing normally.  Then I began having problems with pains in my pelvic 
area and rib area.  I told my doctor and they gave me medication for a urinary tract infection.  My 2nd 
ultrasound was on June 18th.  I was told we were having a healthy baby girl.  We were so excited and 
began getting prepared for her arrival.  The pains I’d been having became more frequent and settled 
also in my back.  The doctors still believed everything was fine.  Then I began getting so big (my 
stomach)!  I went to see my doctor and said “Am I farther along than I thought?”  He then became 
concerned so he had an ultrasound ordered that day on Aug. 2nd.  It showed that Kayla was healthy and 
I had developed “Polyhydramnios”.   He said that was the main  causes of my discomfort.  He 
scheduled an appointment for me to see a specialist to remove some of the fluid for the next week. 
(Aug. 12)  I didn’t make it that far.  I began having uncomfortable cramps on Aug. 8th at around 
4:00pm.  I knew in my heart something was wrong.  At 7:30pm I called the hospital and they told me to 
come in but they were not too concerned.  We got my things together, kissed our son goodnight while 
his grandfather stayed (Larry’s dad).  When we arrived at the hospital at 8:30 they had me filling out so 
many papers.  Finally I went upstairs.  The nurses checked me and said,  “Your not going home”, I was 
dilated at 3 already.  I was so frightened.  They put med’s in my IV to stop labor but it would not work 
so they gave me steroids and gave me an epidural because my contractions got worse.  My labor was so 
long!  They gave me an ultrasound on the 9th to check on her condition.  “Still doing well, just wanting 
to see you early”, the doctors said.  Later that day they removed some of  my amniotic fluid in fear that 
she may get tangled in the umbilical cord if my water broke since I had a large amount.  The doctor 
came in the next day and poked 3 small holes in my amniotic bag to break my water.  At 4:22pm Aug. 
10th 1999 our beautiful baby was born.  That’s when we found out our lives would change forever.  
They rushed Kayla’s tiny body to NICU.  She only weighed 4lbs 5oz. And was 161/2 inches long.  I 
was told before she was born that this would happen because her lungs would be underdeveloped.  A 
neonatologist and my doctor came back in my room about 15 minutes later and that’s when I found out 
that Kayla had a diaphragmatic hernia (left).  They told me that she needed to be flown to Kaiser 
Sunset in Hollywood that night.  My mother was there to support us throughout the whole time and my 
sister also.  I went to NICU to see her.  I was determined to have the strength to stand and see her.  
There were so many wires, tubes, IV’s and a ventilator.  I was so devastated and in much shock.  They 
told me she was sedated and they didn’t want her to have much stimulation.  The helicopter came and 
took her to Hollywood Los Angeles.  They wouldn’t release me so my mom took our son and drove to 
L.A. to be with her and give consent to her treatments she would need until I could come.  She arrived 
at 6:05am in critical condition.  At about 8:10am I received a call asking for my consent to give Kayla 
Nitric Oxide.  They told me she was more ill than she was before arriving.  At about 12:00pm they 
finally released me.  My husband and I left L.A. we arrived at 4:00pm.  Some doctors and a genetics 
doctor took us in another room and told us Kayla may not survive, to be prepared for her to that day.  I 
wouldn’t give up my hope.  The Lord answered our prayers that  day!  She became stable.  On Aug. 
16th, she fought through her 1st surgery.  They repaired the hernia.  After they began feeding her 
formula for preemies she began spitting all of it back up.  They soon realized that she was suffering 
from reflux.  They performed her 2nd  surgery on Sept. 3rd .  It went well and with the G-tube in her 
stomach she began eating well.  If all this wasn’t enough Kayla’s geneticist came and told us that she 
had a chromosomal disorder called Pallister Killian Syndrome.  Her chances of survival had dropped 
even more.  On Oct. 13th we were home and received a call saying that Kayla may come home to a 
hospital here because she’d be able to come home within a couple of weeks because she was doing so 
well.  She was off of the vent now and using nose prongs for oxygen.  The doctor made arrangements 
with the only doctor here who knew how to care for her.  Kayla came to Bakersfield Oct. 14th, we were 
so happy and went to be with her.  Then her new doctor dropped a bombshell on us, “I’m going to 
leave tomorrow to work in India” she said.  A deep pit filled me where my stomach was supposed to 
be.  I felt in my heart that something may go wrong because her next doctor had no idea how to care for 
her and he was asking us if we knew.   
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My son Thomas Lee Sawyer was born on March 4, 1998, with CDH.  My husband and I were so excited 
that the time had finally gotten here.  I had an unusually easy pregnancy with no complications at all.  I had an 
ultrasound at 14 weeks to make sure how far along I was.  At that time there were signs of problems.  Since 
there was no sign of needing any other tests I didn't have another ultrasound.  I went into active labor at 10:00 
PM and he was delivered at 2:00 am at St. Mary's Hospital.  Very quick labor but a long road after that.  They 
immediately noticed that there were problems.  He wasn't breathing but very shallowly and they couldn't get him 
to cry out.  They took him immediately to the nursery and began working on him.  The hospital I delivered at 
does not have a neonatal unit and are not used to having babies born with major problems.  They were really 
quick and observant of his problems though.  They found the CDH and notified a local hospital, Park Place 
Hospital-NICU, that they would be transporting him at once.  Shortly the paramedics arrived and they began to 
bag him. The paramedics stopped in my room on the way out long enough for me to reach into his incubator and 
touch him.  I was hysterical.  My parents stayed with me while my sister road with my husband.  They stayed 
with him every step of the way.  I was left lying in my hospital bed with two Polaroid pictures of my baby.  I 
was so scared and so empty.   

The doctors called me at the hospital, as did my husband, to let me know that he would require surgery as 
soon as they could stabilize him enough.  It would probably be a day or two.  They also said that he would have 
to be brought to either Houston or Galveston because they were the only ones with an ECMO unit.  It would be 
a last resort but they had to prepare for the possibility.  I waited at the hospital to be discharged.  I was fortunate 
enough that my doctor allowed me to be released within eight hours of delivery and I was on my way to 
Galveston, John Sealy Hospital.  We thought we would have a day or two to wait before they would do surgery 
but when my parents and I arrived in Galveston they were preparing him to go to the OR.  He had his surgery at 
13 hours old.  They allowed me and my husband to wait in the doctor on call room so that I could try to rest.  
They gave me some medicine to take and I finally fell asleep.  When they came in it was to tell us he had made 
it through the surgery and now we would have to wait and see if he could fight to heal.  The first 24 hours would 
be the hardest and most critical.  We went to get a hotel room because they insisted I get some rest.  I waited all 
night to be able to go back to the hospital.  My father stayed there with Thomas that night and promised he'd call 
if anything at all happened.  We were up and at the hospital by 5:30.  Visitation would be at 6:00.  He stayed the 
same for five days.  Steadily improving and no complications.  On Monday they asked us to step outside 
because they were going to remove him from the ventilator.  We could come back as soon as they were through.  
When we returned he was under an oxygen hood.  Later that day they placed in on an oxygen tube.  It was then 
that they brought a chair and asked if I would like to hold my son.  I couldn't believe it.  I was so shocked.  My 
husband and I both cried.  After we spent some time with him, Daniel - my husband, went out and got my 
mother.  He just told her to come in but didn't tell her.  When she came around the corner I asked if she would 
like to hold her grandson.  She just began to cry.  After that things started going pretty fast.  It seems everyday 
we were closer and closer to going home.  We started getting to give him his baths and holding him more often.  
We started trying to breast feed on Wednesday.  If he could eat and gain some weight on his own without IV 
feeds then we could go home.  The doctors and  nurses all said that it was the fastest recovery from CDH that 
they had ever seen.   

We were ready to leave the hospital Friday.  That morning they took him in for his circumcision and then 
we could get him dressed in his homecoming outfit.  I have never been so excited or nervous in my life. He 
wasn't gaining weight like he should but we were having trouble with the breast feeding.  His doctor said to give 
him a chance at home were we would both be more comfortable and if he still wasn't gaining to see his 
pediatrician.  When we got home all was good except he was noticeably losing weight and was eating every 
hour.  They told me I needed to put him on formula and see what happened.  He gained a pound within 24 hours.  
I have never seen anything like it.  Since then we have had no problems and everything has been great so far.  
(With the exception of the everyday baby ear infections.)  Within six weeks he was released by all his doctors 
and surgeons with a clean bill of health.  We were very fortunate that our case wasn't as serious and severe as 
some of those that we have read about but we thank God every day for the miracle he gave us to be our son.  We 
are now trying for another child since Thomas is 18 months old.  I pray we don't have a recurrence of his birth 
but if we do I know we will have to just pray a lot and wait for the best.  I would just like to say that we could 
not have gotten through it all without the help, support, and prayers of both our families and friends.  We had a 
tremendous amount of visitors at the hospital and calls of prayer and assistance.  We stayed at the Ronald 
McDonald house in Galveston and they were a God send.  That place was a tremendous help, emotionally and 
financially.  I would recommend it to anyone. 

 
Michelle Sawyer (mom of Thomas Sawyer, 3/4/98) 

  Dear CHERUBS,  
 

Hi!  My name is Kristin, I’m 28 years old, and I live in Cleveland, Ohio.  I’m not really sure where 
to start with this letter.  I guess the reason for my writing would be good.  

I saw the story about CDH, and the fetal surgery for it on 20/20 last week.  That led me to look for 
the ABC web site for 20/20, which led me to your website. The topic of CDH has a great deal of 
meaning to me, because I am a survivor of CDH. 

Unfortunately for me and my parents, they didn’t have things like ultrasound when my mother was 
pregnant with me.  I was asymptomatic which, for people outside of the medical field, means I had no 
symptoms.  I was born and lived my life fine.  The only concern my parents had for the first couple of 
months of my life, was that I cried an awful lot.  They say the cries were almost like I was in constant 
pain.  Come to find out later on, I probably was.  Doctors sort of put off my parents concerns about 
something being wrong because I was their first child and the doctors thought that they were probably 
just nervous parents.  

 When I was two months old my parents were told by doctors that I had a small hole in my 
diaphragm. That’s the only thing they were told.  There was no mention made of the fact that I had 
organs out of place or that I only had the use of one lung.  I only really know about what my mom’s told 
me, but I guess they doctored with me for a long time after that for answers.  Even though I was 
underweight and my growth was a little slow, everything else was o.k. with me, so getting answers was 
difficult. 

It wasn’t until I was two years old, that they were told about the extent of my problem.  They 
found a wonderful surgeon at Rainbow Babies & Children’s Hospital in Cleveland, Ohio.  His name 
was Dr. Robert Izant.  On one of my initial visits to see him, he came into the office and asked my 
parents if he could borrow me for a little bit.  He had shown my x-ray films to fellow doctors and they 
couldn’t believe that there was someone my age, living fine, with no symptoms.  Most babies born with 
CDH, as you know, don’t usually live more than 24 hours if the problem isn’t identified.  So basically I 
was a miracle. Anyway, my parents did let him borrow me for a bit.  The doctor picked me up and 
proceeded to carry me to various doctors to show them that I did indeed exist. 

At two years and four months old, my CDH was repaired.  Lucky for me, the organs that had made 
their way up and onto my left lung didn’t cause any permanent damage to it.  It came back totally after 
my organs were put back into place.  I know that basically, because of the extra work my right lung had 
to do until the repair, that lung is slightly more worn for someone my age.  Also, even though my left 
lung wasn’t punctured or permanently damaged from not being used, I know that lung is also slightly 
more worn for someone my age. 

I was doctored for many years after my repair.  I was about 15 years old the last time I had to see 
the surgeon for a check up.  Over the years, I think some of the medical problems I have had may be 
from the problem I was born with.  I’ve had problems with gastroesophageal reflux, probably because of 
the fact that my esophagus was one of the effected organs with my CDH.  Also I would get upper 
respiratory infections pretty regularly as a child.  

Out of all the things that I’ve been, through the biggest miracle is about to happen for me.  I am 
preparing to give birth to my first child any day now.  I made sure that my obstetrician knew about my 
extensive medical history and she had me see an OB specialist a couple of times just to be sure 
everything was o.k. with my baby.  I even had a couple of extra ultrasounds so they could take a look 
around.  I think me getting married and starting a family of my own is even a bigger miracle for my 
parents.  My mom said that the story on 20/20 brought her to tears because all she could think about was 
how lucky I was to be here. 

Well that’s my story.  I thought maybe someone there at CHERUBS might be interested in hearing 
it, especially mothers that may be worried about the future of their child who may have had their CDH 
repaired.  You are welcome to contact me by email with any questions.   I’ll be glad to answer what I can 
and I’m sure I can get answers I don’t know about from my mother.  Of course everything happened a 
long time ago, so it’s harder for her to remember exact details.  
Thank you for your time. 

 
Kristin 
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S t o r i e s  o f  CHERUBSS t o r i e s  o f  CHERUBS   

 

When we were deciding on names for Megan, we were looking for 
names that had meaning for us.  Megan means great mighty one.  What 
a mighty little fighter she was.  She gave it everything she had.  And 
Rene means born again. 

Megan was conceived in March 1999.  In August we went in for the 
standard 20-week ultrasound which revealed the heart wrenching news 
that Megan had a birth defect called Congenital Diaphragmatic Hernia.  
Her stomach, intestines, and a portion of her liver were up in her chest.  
She would have to have surgery to correct the problem.  Doctors at that 
time gave her a 50/50 chance for survival.  Babies with CDH tend to 
have underdeveloped lungs, making it hard for them to breathe.  We had 
to struggle with the idea of giving her the 50% chance to live or to 

terminate the pregnancy.  At that time we put our faith in Gods hands and decided that 50% was 
better than no chance.  In November the doctors found a heart problem.  A small Aorta valve that 
may cause low blood flow thoughout her body.  This only complicated the fact that she had CDH. 

Megan was born on December 13th 1999.  We heard her cry just once before they started to put 
her on a ventilator, which would help her breathe on her own.  What a wonderful feeling it was to 
hear her cry.  Later that night we had Megan Baptized.  We take great comfort in knowing that she 
was placed into Gods hands early on. 

The next 2 days Megan’s condition was up and down which was to be expected.  On the 
morning of December 15th, the doctors decided to do the surgery to repair the CDH.  They would 
have to do this surgery before they could correct her heart problem.  Surgery went well and 
everything was back in it’s proper place.  After surgery Megan was not tolerating any of the 
ventilators very well so the doctors decided to do another type of surgery.  ECMO.  The surgery 
would give her body a chance to rest.  When they started the surgery they discovered that because 
of her small Aorta, the rest of her veins were also small.  Because of this the doctors were unable to 
place Megan on the ECMO machine.  The doctors explained Megan was being deprived of oxygen 
before and after she was born with the small veins.  This in all likelihood would have led to Brain 
damage.  When we heard this news we knew it was time to let God take her into his arms.  With all 
the problems that Megan had, it was too much for this precious little angel to take.  Megan left us 
on December 15th in the early afternoon. 

We now know that Megan is in a much better place.  She is comfortable, at peace, and pain 
free.  No parent wants to see their child struggle.  It truly is a blessing that Megan has found eternal 
life and is in a happy place.  Corinthians 13:4: Love is patient, Love is kind, Love doesn’t boast, 
Love is not proud, Love is not rude, Love always trust, Love always hopes and Love never fails. 
Rest in peace our little Angel.  All of us are on loan from god.  We are all Gods children. 

 

Dean & Libbie Miller (parents of Megan Rene Miller, 12/13/99-12/15/99, 6829 W 48th Ave, 
Wheat Ridge, CO 80033, 303-456-9862, mlmiller@uswest.net) 

 

 
 
 
 

    Amanda Slavin 

 
 
 
 

Nicholas Slavin 

 
 
 

 
  Happy Valentine’s Day, Shane! 
  Our hearts are with you always. 
    Love, Mommy and Daddy 

 

  My name is Amanda Rhodes and I am the mother of a very special 
Cherub, Caleb Michael.  It all started when my husband, Jackie, and I decided 
we were ready to have a child after three years of marriage.  We had had an 
unexpected pregnancy and miscarriage during our first year and decided we 
had waited long enough and were ready.  I got pregnant during May of 1999. I 
took a home test and it was positive on our 3 year wedding anniversary.  We 
were so excited but so nervous because of the last pregnancy so decided not to 
tell anyone until I went to the doctor and it was totally confirmed.   We only 
told our family and our closest friends.  I teach special education and didn't tell 
any of my colleagues until we returned to school in the fall.  My pregnancy 
started off so normal.  I coach and was traveling a lot for basketball camps and 

was so sick and so tired.  At 20 weeks we were to have a second ultrasound.  The first was to confirm the 
pregnancy and see the heartbeat.  My doctor said everything looked fine however our little boy had clorid 
plexus cyst in his brain.  He said not to worry they are common but he was going to send us on for a level 2 
ultrasound because they can be related to other problems.  At 21 weeks we went not knowing our world would 
be shattered.  I had research clorid plexus cyst and wasn't worried but as we started the ultrasound I knew we 
had problem.  The doctor informed us that our son had Dandy Walker Malformation. a blockage in the fourth 
ventricle of the brain causing the cerebral spinal fluid not to flow properly and could be helped with a shunt 
after birth.  He then showed us the hernia and the stomach and heart pushed up into his diaphragm.  We then 
did an amniocentesis to check for chromosomal defects.  After a week and a half of waiting, it came back 
normal.  Good, the stuff that couldn't be repaired was okay, let's get these others fixed.  Over the next three 
months, my amniotic fluid levels rose up into the mid 40s.  I went back every week for an ultrasound because 
Caleb started gaining fluid in his belly and he was at high risk for cardiac arrest.  I was still working at school, 
researching everyday, and praying that all would be okay.  We thought we were in good shaped because the 
hernia was on the opposite side of the liver and it had not grown any.  They warned me that I could go into pre 
term labor because of my fl uid levels. We decided to deliver and proceed with the hernia surgery in Winston-
Salem, NC which is 3 hours away from Bristol, TN because of the better technology and their familiarity with 
this situation.  Then one day at school it happened.  I went to the bathroom and began bleeding.  I called my 
doctor and he instructed me to go to the hospital.  He checked me and I had dilated 2cm and was having minor 
contractions. I was transported to a bigger hospital with my other doctor who had discovered the hernia.  By 
the time I got there I had dilated to 3 and needed to be transported to NC.  I was med-flighted to NC and there 
they stopped my labor.  I was put on complete bed rest for the next 2 weeks.  The next time I went into labor 
on December 1, 1999 and did not realize it until I was dilated to 6cm and they could not stop the labor.   Caleb 
Michael Rhodes was born at 3:11am on Dec. 2 at 32 weeks. He weighed 4 lbs 5 oz and was a strapping 18 1/2 
inches long.  He put up a good fight but his lungs had been compressed so much by the hernia, and his trachea 
was so bent from the hernia, that they could not ventilate or save our sweet precious son.  We were able to 
hold him, say hello and goodbye to him all in the same day.  He fought for 3 1/2 hours and died early 
Thursday 12/2/99 morning.  We never thought we'd come home without him.  We are still waiting for results 
of the autopsy because the doctors believe there was another syndrome associated with diaphragmatic hernias.  
God put Caleb into our life for such a short time but in that short time he changed and enriched all of the lives 
of the ones who fought the fight with him.  Thank you for letting us share our story of our son.   

 
Amanda and Jackie Rhodes (parents of Caleb Michael Rhodes, 12/2/99-12/2/99, 304 Deerfield Dr, Bristol, TN 
37620, 423-878-9312, jdralr6196@aol.com) 

 
 
 
 

 
 Happy Valentine’s Day  

Megan Hope! 
 Love, Mommy, Daddy, & 

Nicole 

 
 
 
 

Happy Valentine’s Day 
Caitlin Breen 

Love, Mommy & Daddy  

 
 
 

 
Tribute to 

Lance Thomas Pentzer 
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After 3 months of marriage, I got pregnant and being our 
first, we were head over heels.  I later on went to the clinic, 
but I didn’t remember the date of my last period so I made 
one up, thinking that I was 4 months pregnant.  They did all 
kinds of tests on me, but a week later, my Doctor called and 
said that my baby could have Downs Syndrome, so they 
sent me to the hospital for an ultrasound.  As soon as the 
Doctor saw my baby, she said I was only 13 weeks and that 
the results could be wrong, but after some 5 quiet minutes, 

she said she saw something “strange”.  She called another Doctor in and then they told me 
about CDH.  I have never heard of that before, but she didn’t give us much hope, only 40%, 
but we decided to go through with it, I was going to give life to my baby, not take it away.   

Throughout my whole pregnancy, they did all kinds of tests including amnio, monitoring 
and a lot of ultrasounds, but a lot of people were praying for Aileen, so we felt confident.  
Thanks to one of the Doctors I met the mother of a CDH boy, who helped me to understand 
things, and explaining how everything would happen, her name is Regina and thanks to her I 
knew what to expect. 

Aileen was born on August 18, 1999, after they induced labor on me, but only 4 hours later 
she had to be placed on ECMO.  She was just the most beautiful and perfect baby, you could 
never tell she was that sick on the inside.  The first time I saw her I cried because since she 
looked so healthy I thought everything was ok, and I was going to keep my baby forever. 

The hospital was 1 hour away from my house so my mom and I stayed at the Ronald 
McDonald House and my husband would come visit almost everyday.  Aileen was everything 
I had ever hoped for, my dream come true, I needed her with me, I’ve prayed so much for her.  
At 3 weeks of age, she went under surgery and survived.  4 days later she looked so much 
better, she was awake for like 3 hours, and I remember that Sunday, she was just staring at me, 
smiling, not taking her eyes off of me for one second, she made me so happy!  But the next 
day everything went down hill.  The doctor said she’d been bleeding for hours and didn’t 
know what was wrong.  I was just going crazy, and my mom said to put everything in God’s 
hands, and I did.  It’s so strange how your mothers instinct tells you when it’s time to let go, 
that Tuesday, when I woke up, I just KNEW she was leaving us, and when I got to the 
hospital, they told me everything humanly possible was done, so they wanted to disconnect 
her off ECMO.  It was the hardest decision we’ve had to make, but we couldn’t be selfish and 
let her suffer ant longer.  The next day all the family went to visit, we took lots of pictures and 
we took turns to hold her.  Aileen died in my moms arms while she was singing to her.  Her 
life was so short, but yet so meaningful, I lived the happiest days of my life with her and she’ll 
always be in our hearts.  I still don’t understand how God works, I just wish I can see her 
again in heaven to hold her in my arms, sing to her, tell her how much I love her.  I wanted to 
show her the ocean, the flowers, the birds…maybe we’ll play in heavens garden soon…I 
certainly can’t wait!!  Loosing Aileen has not only left me in terrible pain, with empty arms 
and an incredible need to see her, but has taken everything I had inside of me.  It felt so great 
to have her, to be her mom that all the pain I went through is worth it.  And not a day goes by 
without me thinking, wondering and missing her so much I want to thank God for giving me 
the most precious gift ever: Aileen.  My mom for being there 100% and giving me strength, 
my husband for giving me hope and comfort and Aileen, for just being herself and making me 
the happiest woman in the world. “Te vere en el cielo bebita Linda….” 

 

Iris Adame (mom of Aileen Iris Adame, 8/18/99-9/15/99, 1100 Burke #287, Pasadena, TX 
77506¸ irismr@hotmail.com) 

  I was told at 19 weeks, something was wrong on the 
ultrasound, therefore, I was sent to an off base hospital for a 
level 2 ultrasound where it was diagnosed as a CDH. 
Devastation set in......we were advised to terminate...... 
unwilling to do that, I decided to carry her to full term and 
take the chance.....I had heard of the in utero surgery, but 
the doctors would not tell me where to go or how to get it 
done, I should have looked more into it....I went into natural 
labor just a little over 38 weeks, it was a short labor.....I was 
prepped for a C-Sec. just in case she went into any distress, 
she did not, but she did turn breech, so C-Sec. was only 
option.....she took one breath with a cry than they had to 

ventilator her....for 17 days, she was up and down, then when she was doing her best they 
decided to repair the hernia....she sailed right thru it.  They tried to get her off the vent once she 
failed.  She extubated herself once, she failed, then at about 3 months old she again sailed right 
thru an extubation......she remained on  oxygen. Soon she needed another procedure, we were 
transported to  Children's Hosp...where she entered a Cath lab to close her PDA valve in her 
heart..they were trying to reduce her pulmonary hypertension......she sailed again right thru it, 
she did great, the procedure was a success.  At that point we returned to University Hosp, where 
they watched her progress.  Finally the end was coming in sight.  At 4 months we got the best 
news ever, she was able to come home soon.  That was Sept. 29th, she came home Oct 
8,1999......her first doctor visit was that following Tuesday, she was doing great, got her 4 
month shots and was doing fine.......the morning of Oct 16,  1999, she woke up fussy as usual at 
about 3 a.m.  My mother was here for a visit, so she took her first shift......I got up with her at 6 
am to relieve my Mom, my husband gave her her meds and we took her to the living room, she 
was still fussy, so we changed her nose cannula, and I just held her.......she  started calming 
down so I laid her down on the couch in front of me she looked up took her last breath than 
passed.....we tried CPR, the ambulance came and rushed her to the hospital....a hour later she 
was pronounced gone....... we are still trying to recover, my son who is 4 still is very confused 
and doing what he can to make mommy feel better.....she is buried in Colorado where we are 
from, and has a great view of the Rockies, she is at peace and that is the most important 
thing.......She is missed yet we will see her again soon.  That is her story.   
 
Kristen Stiner (mom of Kaylyn Marie Stiner, 5/29/99-10/16/99, 3344 Schilling Dr, Bellevue, 
NE 68123, 402-292-3860, stinermomof2@aol.com) 
 

Avery is ½ of a set of Boy/Girl twins born 11/2/97.  They were 
born at 28 weeks.  Her CDH was not yet detected.  I had gone in 3 
days prior for an ultrasound and they couldn't find her stomach.  I 
was supposed to go in the following week for another ultrasound 
(which is where they would have most likely found the CDH), but 
the twins had other plans.  I went into labor and they couldn't stop 
it.  No one knows why.  The only theory anyone can come up with 
was that Avery knew something was wrong and wanted out -self-
aborting.  Unfortunately, Connor was on the bottom and had to go 
first.  He was head down and she was delivered breech. 

After routine x-rays right after they were born, it was found 
that Connor had a mal-rotated intestine and Avery had, either, a 
Diaphragmatic Hernia or Diaphragmatic Eventration. 
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Avery was on a regular ventilator for a few days then she got a pneumothorax and was put on an 

oscillating ventilator for 3 ½ weeks.  During this time, through ultrasounds, they didn't see a hole in her 
diaphragm so they deduced that it was Eventration.  They had to use steroids to get her off of the vent. 

Meanwhile, Connor had his operation to fix his mal-rotation at a different hospital and did I mention 
that we had a 15-month-old boy at home through all of this?  Anyway, we kept asking when they were 
going to operate on Avery.  They kept putting it off.  First she had to gain enough weight, then they weren't 
sure if they were going to at all.  They thought the eventration may fix itself as she gets bigger.  In the 
meantime, she is struggling for every breath.  Finally, 2 1/2 months later, 1/2/98 they operated on her.  
That's when they found the hernia.  They put a g-tube in at the same time.  We only used it for about a 
month.  She would projectile vomit with every feed whether we used the tube or not so we didn't, since I 
was still trying to breastfeed - which she never did and after 8 months of trying I finally gave up. She did 
the projectile thing for over a year.  She had ROP that self resolved but she also had strabismus.  She had 
surgery to have that repaired in both eyes on 12/29/98 and never threw up again. 

She is developmentally behind.  May have CP but has not been diagnosed with it yet.  She is just 
starting to walk and talk.  She is very tiny. Only 19 lbs. but she has a mighty will and will always be my 
hero! 
 

Michelle Morgan (mom of Avery Michelle Morgan, 11/2/97¸ 7800 NW Rosewood Circle, Parkville, MO 
64152, 816-587-9126, TMatRiss@aol.com) 

 
Hunter was born a full-term baby. There were no indications that 

anything was wrong until he was born. He weighed only 5lbs, 2ounces---
this is not much considering that mom is a large-framed woman---6' 2 1/2". 
When he was born, he was malnourished and dehydrated. The doctor said 
that it looked like the placenta had "calcified" 3 weeks before. He couldn't 
cry, and this was the first indication that there was something wrong with 
Hunter's lungs. The family was permitted to visit him, for they thought that 
he would probably not survive the trip over to, LeBonheur, the children's 
hospital in Memphis, TN. 

Miraculously, he did survive, and in a few hours we received the 
word that Hunter was born with a diaphragmatic hernia. The diagnosis was 
a real shock; none of the family had ever heard of a diaphragmatic hernia 

before. Nitrous Oxide proved to be futile, so 12 hours after his birth, he was placed on ECMO. He 
remained on ECMO for 10 days. The doctors felt that his lungs could have benefited from a longer stay on 
ECMO, however Hunter developed a brain hemorrhage and had to be removed from ECMO. Three weeks 
after he was born he had his first (and hopefully only) surgery to repair the hernia (Gortex patch). During 
the surgery, the full extent of the hernia was revealed: a 70% hernia on the left side. At two and a half 
months, Hunter had the Nissen surgery to help prevent reflux, and he had a "g" tube inserted. When he was 
almost 4 months old he came home for the first time for 6 days. He was in respiratory distress and was 
admitted back to the hospital because of dehydration. Ever since, he has been in and out  (mostly in) with 
numerous infections, pneumonia, and hydrocephalus. January 8, 2000 he had a trach put in. We had hoped 
to avoid this, but it was decided that using a trach would be in his best interest. At eight months, Hunter 
now weighs 15 pounds. We can't believe how much he has grown! Initially we were told that Hunter could 
have his cleft lip and cleft palate repaired at 10 pounds. He has gained 10 pounds since birth, however, the 
surgery to repair his cleft lip and cleft palate is being delayed due to pulmonary hypertension, which is the 
major obstacle we are trying to overcome at this point in time. 

Whenever Hunter is experiencing discomfort (i.e. gagging, gas pains, or bowel movement) he goes 
into distress---breaks out in a sweat, and respiratory and heart rate rise. When this happens, he must be 
removed from the respirator and "bagged" at 100% Oxygen. We are wondering if any other "CHERUBS" 
have experienced this same sort of distress? We are interested in communicating with any and all 
CHERUBS and their families.  

 
Written by: Amy Wilson (mother), Cindy Ball (grandmother) and Cindy Ball (Aunt), family of Nathan 
Hunter Wilson, 6/15/99, Hwy 64W, Wynne, AR 72396, 870-238-3311 ballfamily@crosscountybank.com    

 

  Eric was born November 30, 1986.  He came 3 weeks early, which was very unusual for us.  My 
other son and daughter were very overdue. The moment Eric was born the chaos began.  He made a 
deep, gutteral sound instead of crying.  They whisked him off before I could see him. My husband left 
to be with my son and returned when I went into recovery.  He then tried to explain that Eric was in 
trouble and would be helicoptered to Children's Mercy within minutes for surgery.  I tried desperately 
to grasp everything that he and the pediatrician said, but I was in pain and not prepared for anything 
that was happening.  My pregnancy had gone well and we never suspected Eric was in danger. 

Eric and hubby left me and surgery was performed when Eric was one hour old.  The 
diaphragmatic hernia affected both lungs...to this day I don't know whether it was considered a left or 
right hernia.  We were told he had 0% chance of survival...the hernia was so big.  I didn't see Eric for 3 
days as I had to gain enough energy to travel by van to Eric's hospital. 

The first week of Eric's life was full of ups and downs.  Thirteen years ago, there were no ECMO 
machines in Kansas City.  On his 4th day they were going to send him to St. Louis because he was 
going to die without ECMO.  As I prepared to see him and say goodbye (I couldn't go) my husband 
called back to say that he was "too sick to move".  What did that mean?  He had a cerebral hemorrhage 
and they didn't want him to travel.  Every day, every hour we were told would be his last.  But on the 
5th day our pastor came to pray for him....and miraculously he began to improve!  He went from 100% 
respirator to O2.  He survived the hemorrhage, pneumonia and a staph infection.  Eric came home at 3 
weeks on oxygen and with a g-tube.  We still didn't think he was going to make it, but the hospital felt 
he'd be better at home. 

Well, 13 years later Eric is definitely a survivor.  It hasn't been easy, but it's been so worth it.  He 
started in a special developmental school at 18 months.  At 3 they said he was moderately retarded, had 
sensory integration dysfunction, oral motor apraxia, and would probably never walk or talk normally.  
By 6 the apraxia label was removed as he was then talking full sentences.  And now we are still looking 
for the proper "labels".  We've spent the last 3 months back at the Children's hospital going through 
intense testing and evaluation.  The psychologist now thinks he has Asperger's Syndrome, a high-
functioning form of autism.  But just this week we saw the geneticists and they are thinking he has a 
rare syndrome called Simpson-Golabi-Bemhel.  We should know more in a month after more testing.  

Eric is a very happy, well-adjusted young man who thinks he's just like everyone else.  We've 
never told him he's different, except we do encourage him when he admits something is really hard for 
him.  He's 5'5" but only weighs 90 pounds.  He eats like a horse but burns it quickly.  He struggles with 
sensory issues--vestibular, tactile, proprioceptive.  He has processing and motor planning delays, but 
can understand if you repeat twice.  Other than allergies, he's physically healthy now.  His strengths are 
math and reading but his weaknesses make up a longer list, unfortunately.  He repeated 2nd grade so he 
will be going into 7th grade next year.  He has always had a full-time aide in the classroom, but is very 
independent and does much of his work on his own. 

I feel that I am way past the experience of Eric's CDH, yet I remember it all like it was yesterday.  
I'd love to talk to anyone who's not as far in their  journey as we are.  We feel Eric is a real success 
story....he's a real  blessing to all who know him :) 
 
Gail Schmitt (mom of Eric Christopher Schmitt, 11/30/86, 17005 E. 49th Terr., Independence, MO 
64055, gkschmitt@aol.com) 
 

 
 
 

 
In honor of our wonderful 
son and brother, Logan! 

Love, Mom, Dad,  
and Shane  

 
 
 
 

In honor of my adorable  
grandson, Logan Wagner 

 
 
 

 
   Mathias, we love & miss 

  you!  Love, Mama, Daddy, 
and Mahalia 
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Your delivery was quite a unique situation, mama only came into the hospital to see if you were truly 

ready to be born. We prayed for our doctor to be with us, for the nursing staff and had no idea how 
miraculous each person was to your birth. Many things could have gone wrong, but didn't. 

I saw you very briefly before they wheeled you away to assess your situation. Daddy and I were so 
proud. A son. A brother that Mahalia had told everybody she was having.(for months now) 

Your first breaths were difficult ones and the doctors were all concerned. You were sent upstairs to 
have x-rays and tests and see what was truly wrong. Why you were struggling to breathe. Daddy and I 
wept and our doctor prayed with us and wept too. Nobody had any idea of the complications you would 
face. You were a strong little boy. I know, it was me you kicked for all those months. An active boy. You 
were a fighter and we were all so proud of you.  

You were wheeled into the nursery (we still didn't know your weight) and they began to work on you 
and stabilize you. Mahalia got to see and touch you. Daddy and Mahalia were there, Pastor Dave Penner, 
Auntie Kim & Uncle Lorne, Pastor Paul & Miss Evelyn. Much of the nursing staff and others were praying 
for us. Everybody was surprised because everything was totally unexpected.  

I finally got to see you and this time touch you. You were stabilized (paralyzed) and couldn't move, 
and I placed my finger in your tiny fist. You were so tiny and yet had tubes everywhere. You have no idea 
how much attention you had your first hour of life! Pretty special boy. 

You were born at 10:38 a.m. and by 3:00 p.m. a "team" from Vancouver came to assess, work on, 
and transfer you to either Vancouver or Edmonton. You were airlifted to Edmonton where you would be 
put on ECMO for 5 days, then on day 16 you had surgery to repair your CDH (congenital diaphragmatic 
hernia) by putting everything back where it should have been and repairing your diaphragm with a patch. 
The ECMO and repair would be 3 surgeries. You would slowly recover and slowly waken from the 
paralyzation. You opened your eyes for the first time on December 30th, only for about 10 minutes. The 
next day, New Years Eve, I was able to hold you for the first time. This was a long awaited moment. 

You had up days and down days. The next time I held you was not until January 6th. So, six days 
later. Holding slowly became nearly every day, the longest time approximately 3 hours. You loved to be 
cuddled, even though handling was not something you tolerated well. You had a bright personality, as 
much facial expressions as time and energy would allow. Oh you could pout and frown. Your eyebrows 
would tell so much. You often would raise them in curiosity. You grinned at something from your bed, I 
think a picture Mahalia made for you. You gave me a little smile from your bed and later when I held you 
and talked to you. At the moment I spoke of bringing you home you gave me a sweet smile. This was 
January 7th. 

Oh honey you truly were a blessing. Many hours spent at your bedside by all of us. You had more not 
so wonderful days. You remained on the ventilator and you and I were transported to Vancouver where 
you would be for a week and five days. Daddy held you for the first time on January 17th, you were 
already a month and 3 days old. Things worsened on January 21st and 22nd and once again you were 
paralyzed.  

You were dedicated to the Lord at approximately 10:00 on Wednesday January 27th and at 11:11 
went home to be with the Lord. Mama, Daddy and Mahalia all got to hold you before and after this time.  
As hard as this is to say good-bye, I believe the Lord blessed us with your short stay because we nearly lost 
you the day you were born and twice last week. You had a strong and shining personality. You were a 
beautiful baby. Absolutely perfect. The only flaws on the outside were your scars of what you had endured. 
We know you are at peace now and we feel truly blessed to have had a chance to know you. As much as 
we prayed for you and as fragile and precious as you were, God must have needed you in heaven more 
than we needed you here. As someone told us, what would heaven be without children. 

Mathias, you truly touched many peoples lives and you never knew it until now. Many many prayers 
went out  for you and our whole family. We Love you deeply and you will truly be missed but not 
forgotten. You are the son we will look forward to seeing in heaven. I never heard you cry, never heard 
your precious voice, but now you're singing with the angels in heaven.  I love you sweetheart!  There is so 
much I wasn’t able to share…. What I have written, I want to dedicate to our precious son’s short life.  
Loved & missed so much….. gone but never forgotten!!!  

 

Laurelle Lehmann (mom Mathias Jacob Lehmann, 12/14/98-1/27/99, RR #1 Site 7, Comp 37, 
Enderby, BC V0E IVO, Canada, tlm-mathias-lehmann@bc.sympatico.ca) 

  I was five months pregnant and had just had a routine 
ultrasound when we found out that our baby had a diaphragmatic 
hernia.  That next day our doctor sent us to a University of Utah 
Medical Center, which was 200 miles away.  There we were told 
what are baby actually had and what could be done.  The news was 
devastating to us.  We waited for four more months before our baby 
was going to arrive.  It was the longest four months of my life, but a 
lot of prayers and support by our family helped us prepare. 

We were scheduled for a C-section on Monday, March 25, 
1996.  We had to travel to Salt Lake City because they had 
specialists who could handle our baby.  As nature has it trying to 
plan the day and hour of a baby's arrival is not always perfect.  On 
Thursday, March 21 my water broke at 1:30 a.m. We went to the 
local hospital and they immediately called life flight to transport us 
the 200 miles to Salt Lake.  There at 10:25 a.m. our precious 
daughter Brooke was born.  She made no noise when she was lifted 

out of my stomach, and they immediately took her in another room where a team of specialists was 
waiting. 

Then at noon they transported her to Primary Children's Medical Center.  I'll never forget the 
first time I saw her.  It was so overwhelming that I could not handle it.  She had so many tubes and 
monitors hooked to her that you could hardly recognize that she was a baby.  When she was four days 
old, she had her surgery to repair the hole in her diaphragm.  After she had her surgery, she still 
struggled with her blood pressure, and still not able to breathe on her own.  When she was two weeks, 
they tried to take the ventilator off but only after two days she was diagnosed with pneumonia, and put 
back on a ventilator for another week. 

After she was finally off the ventilator, they started trying to feed her.  This was a problem that 
would keep her in the hospital for the next three weeks.  Brooke had a problem with her feedings she 
would have therapy to help her learn how to suck on the bottle.  She was also diagnosed with GER so 
getting the food to stay down was another problem.  They finally decided to put in an NG tube 
because she was losing weight.  After a week on the tube they decided that she had gained enough 
weight to go home.  So after six weeks in the hospital we finally took our little girl home. 

We had a home nurse come in daily to check her lungs, weight, and NG tube, and a therapist to 
help in case of any developmental delays.  This helped us tremendously with the care for Brooke.  
Today she still has GER but it is under control, and we still go to the doctor more often then most.  
Looking at Brooke today, you would not know what she went through just to be here.  She is a healthy 
happy three year old, almost four, who runs with the other kids maybe just a little slower, but the grin 
on her face is bigger.  She has taught us more about love in her four years than we have ever known. 

 
Tonya Rupe (mom of Brook Sue Rupe, 3/21/96, 3640 Hidden Haven, Idaho Falls, ID 83406, 208-552-
1889, rupededo@gateway.net) 
 
 

 
 

 
Happy Valentine’s Day 

Joshua Evan 
Love, Mommy and 

Daddy 

 
 
 
 

Happy Valentine’s Day Ty 
We miss you! 

Love, Mama and 
Daddy 

 
 
 

 
  Jonathan David Mark Bugeya Miller 

  The Inspiration in our lives. 
  The love of our life. 

  The little brother who is  
  very special. 
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I just want to start by saying Cherubs is wonderful!  Our son 
Tyler Anthony Finley was born May 9,1998 with a diaphragmatic 
hernia.  We were very upset to learn that our baby was sick.  Troy and 
I found out that Tyler had a hernia when I was 4 months pregnant 
through a routine sonogram.  My OB/Gyn sent us to a hospital in St. 
Louis Missouri to get monograms and an amniocentesis.  We live in 
Centralia Illinois approximately 77 miles from the hospital. 

The ultrasound tech and doctors confirmed Tyler did have a 
diaphragmatic hernia.  They gave me several options.  Carrying him 
to full term, possibly terminating the pregnancy or sending me to 
Colorado for an in utero surgery.  The only option for us was carrying 
him to full term.  If we lost our baby we would deal with that when it 
happened, if it happened.  I went for sonograms once a month.  Then 
it turned into once a week.  When I was 36 weeks pregnant an 

amniocentesis showed lung maturity.  The doctors, in St. Louis, where I would deliver, scheduled me to be 
induced on May 12,1998.  On May 9,1998 I went into labor myself.  Tyler was on his way.  We were 
nervous and excited all in one.  Tyler was born at 10: 16 p.m. He weighed 6lbs and 4oz.  The doctor who 
delivered Tyler didn't want him to cry, but he did.  We didn't even get to hold Tyler when he was born.  
The staff took him to another room to intubate him and prepared him for the transport to Cardinal Glennon 
Children's Hospital in St. Louis.  The nurses even wheeled my bed to the NICU so I could be with him 
while they were getting him ready.  The transport team even brought him into my room before they left. 

I went to CGCH after I was discharged from the hospital.  When I walked into the NICU and saw 
Tyler I sat in a chair and cried.  Troy had already been up to see him, but he couldn't explain how many 
tubes and monitors were hooked to Tyler, and he knew what to expect, I didn't.  He tried to prepare me, but 
I didn't think Tyler would look like he did.  He looked so helpless.  My baby did not even look sick, but he 
was.  Tyler underwent surgery to repair the hernia when he was 5 days old.  After that they had their ups 
and downs with him.  He'd do really well one day and bad the next.  He had to have one blood transfusion 
and his oxygen levels went up and down.  They tried to turn the oxygen level down but his blood gases 
would come back bad and they would have to turn it back up.  When Tyler was 2 weeks old we finally got 
to hold him.  It was so wonderful to hold our son. 

A few days after that we got to try to feed him but he couldn't get the concept of sucking, swallowing, 
and breathing at the same time.  Finally around July 98 he finally started to suck a bottle briefly.  He did 
well but not much stayed in his stomach, he had reflux very bad.  He'd drink 1 ounce and 7 would come up.  
Tyler had a Nissen Fundoplication and a G-tube inserted on July 17,1998. 

Then everything stood still.  I became frustrated with everyone, especially the doctors.  I was upset 
about everything.  I felt I wasn't being a mother and that Tyler wouldn't even know whom his mother was.  
I couldn't stay at the hospital with him because I had to work so every night we would make the hour and a 
half trip to see Tyler.  We'd only get to stay a little while because we had to get home because we both had 
to go to work the next morning.  Finally I told the doctor's exactly how I felt and 3 short weeks later Tyler 
came off the oxygen and on August 1,1998 he got to come home.  He came home on an apnea monitor and 
of course he had his feeding tube 

He was hospitalized in our hometown in September 1998 with pneumonia.  A week after he was 
discharged he was admitted again.  I thought to myself, here we go again.  But it was a short stay and he 
got to come home.  Tyler started taking a bottle when he was nine months old and we didn't have to use his 
feeding tube anymore but the docs would not take it out until he was a year old.  His feeding tube was 
removed two days after his first birthday.  Tyler is going to be twenty months old on the ninth and he eats 
like crazy.  He has a partial right lung and a fall left lung.  His weight is lower than most 20 month olds but 
we figure he has conquered so many obstacles in his life so far who cares if he weighs only 20 pounds and 
just recently started walking by himself.  He breaths heavier when he plays and things but that doesn't stop 
him from having fun and acting like a healthy baby with two lungs.  Tyler is our  miracle baby and we are 
so happy to have him in our lives.  

 

Angie Finley (mom of Tyler Anthony Finley, 5/9/98, 1929 Spillway Lane, Centralia, IL 62801, 
tylerf59@cs.com, 618-533-1189) 

  Our hospital was not equipped for all that Mathias would need, so a “t
Vancouver, B.C. to assess and continue to stabilize our son. Mathias had been intubated and I would 
finally get to see him approximately an hour after his birth. I was wheeled in to see my baby and I put 
my finger in his tiny hand. He was already paralyzed. By 8:30 that evening, the team had decided that 
indeed our son needed ECMO and he would be transported out of province, to Edmonton, Alberta to 
the RAH in the NICU. Tim, would fly out the next morning to be with Mathias and I would remain in 
Vernon for another 3 days. Our 4 ½ year old and I flew out Saturday morning to be with Tim and 
Mathias.  Mathias was removed from ECMO as our daughter and I arrived at the hospital. He had been 
on ECMO for five days. Seeing our son was wonderful, but very difficult to. I couldn’t pick him up, 
cuddle and nurse him. All the things I planned and dreamed or were not to be. Mathias was now 
swollen to approximately double his birth weight. We cherished our time spent with Mathias at his 
bedside. Talking to him, reading stories, singing, playing taped music and of course holding his sweet 
little hand.  It was difficult leaving our son with “total strangers” to care for him. This was/is so 
unnatural. I would pump everyday with hopes of someday nursing him, but until then, he would receive 
my milk. I was so thrilled the first time a nurse gave me things to DO for our son. Going through this 
whole experience causes you to feel so detached from your baby. Changing a diaper, cleaning his eyes, 
wiping his mouth and swabbing inside and sponge baths. All these little things that I was able to do. To 
allow me to be my baby’s mama as best I could. Oh those smells, those precious precious memories!! 
My first time to hold Mathias would be New Years Eve. What a beautiful t ime. We took many pictures. 
For this I am thankful. 

Mathias had trouble weaning off the Nitric Oxide, but was doing quite well. He was shunting across 
a large PDA. Mathias remained on the vent. We were told worse case scenario he would come home 
trached.   At one month and one day old, we were then transferred back to our province and were sent 
to B.C. Childrens. Mathias remained about the same. No better, and no worse, until January 21, 1999 
when he was once again paralyzed. This broke our hearts, as he had been doing so well. Once again 
Mathias was put on Nitric Oxide. This was a shock and was a devastating time. Because of 
(displacement) and little to no change in both lungs and displacement of Mathias’ heart had the Drs 
baffled. Many ECHOs had been done and the only other procedure they felt could be done was a 

even wanted there) we then understood the severity of this procedure. To Mathias the move to the other 
room (at his stage) could be fatal and it was very evident by everyone’s faces. Yet, he was on 
maximum support. At this point, I knew in heart for truly the first time that things were not to go much 
further. We prayed for wisdom, as making the choice to have the cardiac cath. Was no “choice”. I 
remember in these last few days, telling my baby it was okay to go home. We wanted him so 
desperately to stay, but said it was okay to go. By Wednesday morning (the day after his case 
conference), Mathias started to drop quickly. We had planned only the day before to dedicate our son to 
the Lord. We planned to do this not knowing what was to happen that day. 

On January 27th we received a call about 7:30 a.m. saying Mathias was not doing well. Once we 
were at the hospital, we sang Mathias the “Good Morning song” as we had everyday (and also in the 
womb). We spent time talking to him, holding hands and being a family as best we could. Our pastor’s 
father ( a retired pastor) dedicated Mathias about an hour before he went home. We held our little man 
and for the 1st time our daughter was able to hold her brother. At 11:11 a.m. on January 27, 1999 
Mathias went home. We held him and spent as much time together as we could. Mathias died in my 
arms. I now wish I’d have bathed him myself. We were able to do so much. I’m thankful for all the 
thing we did and all the memories we do have. We even had castings done of his hands and feet. 

When I was still in Vernon in the hospital, I started to write a letter to Mathias, but had to stop. I 
felt as though I was writing to a dying baby. Half of my letter I wrote in the hospital and I finished it 
when we came home and read it at his funeral. I would love to share it with you if I may…….My sweet 
sweet precious baby boy. You were a treasure from heaven.  You were prayed for from the start. Your 
sister prayed every night for a brother or a sister. She would tell the Lord every night, "Thank you Jesus 
for my mom to have a baby". She prayed with such conviction, that she was even getting desperate 
enough for her friends to be her brothers or sisters.  I prayed with my hands over my womb, for you to 
be there. You were truly a gift of God. We never knew there would be any struggles for you once you 
were born. Many things could have happened along the way, but didn't. The Lord is Good! 
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We were sent to children's hospital in Philadelphia for level 2 ultrasound, fetal echocardiogram and 

an MRI. After a day of testing we had a consultation with dr. Alan Flake, who most of you probably 
recognize as one of the forefathers of the studies of CDH. What an honor to be sent to one of the top 
hospitals in the U.S. and having the worlds best advise you on a decision. 

Shae was given a very grim prognosis and fetal surgery was not even offered as a solution. The 
doctors along with our genetics counselor gave us some choices.  After painting an awful picture of what 
life would be like for our daughter my husband and I knew without a doubt what choice we had to make. I 
will be eternally grateful to God for giving us the tools to make our decision, and for the strength to carry 
on despite our heartache. 

Back home we met with our doctors to make arrangements. We were going to have Shae at 25 weeks 
gestation. We knew the outcome and we were at peace knowing she was not going to suffer. We wanted 
our daughter in the worst way but not at her expense. She was not going to have the life that Cole was 
having. We could not put her though the trauma of being born with her severe form of CDH. 

Being induced was horrible and the birth is something ill never forget. It was the single scariest 
moment of my life. Then I saw her and immediately felt at peace with my life. I never doubted making the 
choice. She was truly an angel she touched our lives in a way that  no one could understand she was the 
most beautiful baby. 

We are constantly reminded of Shae's life. We have surrounded our home with pictures and 
reminders. We put in a garden in the memory of her sweet life. We know that one day we will all be 
together again. Shae is our baby girl and Cole’s baby sister and she was called home to do a job. Until we 
meet again my little princess.  
 
Kimberly A. Webster (mom of Shae Ashley Webster, 5/30/99, 304 Spicer Road, Hoosick Falls, NY 12090, 
518-686-0915, picers@aol.com) 

 
Our story began at Easter of 1998. We had been married 

nearly seven years when we found out we were expecting our 
second child. We prayed for a baby for a long time. Our 
daughter would be 4 ½ by the time this child was born. My 
pregnancy seemed to be going well. Except, I was very 
anxious. I had had complications with my 1st pregnancy, and 
because of the years in between, thought for the most part, that 
was why I was nervous. I would have my 1st and only 
ultrasound at 11 ½ weeks gestation. My pregnancy itself 
seemed to be uneventful. Much different than my 1st 
pregnancy. Little did we know what the months ahead would 
reveal.  My due date came and went with no signs of delivery. 
From the start I was set on my doctor being there for the 
delivery. Not wanting just ANY doctor! I was scheduled for an 
induction on the 16th of December 1998. I couldn’t stand the 
wait anymore, and by Sunday night (13th), I took castor oil, 

would you believe it never worked…. Well not right away. Through the night I was starting to labor. By 
5:00 a.m., I was sure that this was really happening. We arrived at the hospital by 8:00 a.m. I went from 
being assessed, to the possibility of briefly leaving and coming back to be assessed again and then never 
did leave because it was soon realized our baby was in fetal distress. My OBGYN asked me to sign the 
forms to have a “possible” emergency C-section. Next thing we knew, I was being prepped for just that. By 
10:38 a.m. our seemingly healthy baby, and our lives were forever changed. I was nervous and cried as I 
was being prepared to give birth to our baby. A C-section was not what I had in mind…. 

On Monday, December 14th at 10:38 a.m. Mathias Jacob Lehmann was born. The cord was around 
Mathias’ neck twice. This was what seemed to be our baby’s distress, but our worries were only about to 
begin. Instantly I knew something was wrong with our baby boy. I looked from Mathias to Tim and so on. 
Nobody was saying anything at this point no-one knew anything was wrong…. The pediatrician couldn’t 
find a heartbeat, because of displacement unknown to everyone at the time. 

  Hi, my name is Laura Lewis and I first wanted to say thank you 
for the CHERUBS webpage. It has been a great source of information 
and then a great source of comfort for me. I just wanted to be able to 
share our story of Sarah's life.  

In April 1999, my husband (Howie) and I found out that we 
were having our fourth baby. What a surprise!! I think I spent the 
first couple of hours in shock, I wasn't sure if we would ever have 
another child, our youngest was almost 5 and I was afraid of the age 
difference (what a foolish thing to be nervous about!!).  

We made our first doctor's appointment and got all of my 
blood work done, which came back great. I was so nervous.  Things 
just didn't feel right, I was sure something was wrong. At seven 

weeks, I started spotting, my OB took me in right away, did an ultrasound, and said everything looked 
fine. Other than that scare, I had a great pregnancy, wasn't sick even for a day (my other pregnancies, I 
had horrible morning sickness). We set up an appointment for my 18th  week ultrasound, my husband 
took the day off and we took the girls out of school so they could see their baby. I remember being 
nervous having the girls there, but I didn't know why I felt this way. The ultrasound technician was so 
friendly, chatting away with the girls, then she started scanning and got very quiet. My husband took 
the girls to the waiting room and I was taken into my doctor's office, where he told me that our baby 
had a diaphragmatic hernia. I had no idea what that was, I had never even heard of it before. He told me 
that it was bad, her liver was up and her heart was pushed all the way over to the right side. He wanted 
to send me into Boston for an amnio and another ultrasound. We went the next morning where they 
confirmed what my doctor had told us. The doctor in Boston had said that many people at this point 
would terminate the pregnancy. I couldn't understand what he was telling me. How could I ever just 
dismiss my daughter that easily?? There would be no way we would give up that easy!!  

I went home that night, looking for some sort of an answer and found the CHERUBS website and 
read that Philadelphia and SF did fetal surgery. So I started looking into both sites, not making any 
decisions yet, I was having another ultrasound in a week with the head ultrasound doctor. When we 
went back (thank God we saw this doctor), she knew that there was a surgeon who just came back to 
Boston after being in SF for 10 years. She set up an appointment for us that very day. We went over 
and met with Rusty Jennings, soon to be Sarah's surgeon. He told us that Sarah only had a 10% chance 
to survive this horrible disease. He explained the fetal surgery but told us even if she had it, it didn't 
guarantee that she would make it, but it brought her chances up to 70%. This was our chance that we 
were looking for!! There was no way I couldn't do it, I desperately wanted to bring my baby home!!!  

Howie (my husband) and I had to meet with the ethics committee in Children's because we were 
the first to have fetal surgery. It took a long week to get their okay but they agreed that it was the right 
thing to do. I was scheduled to have the surgery at 25 weeks. The surgery went exactly, if not easier, 
than they had planned. They had placed a clip on Sarah's trachea in hopes that her lungs would fill up 
with fluid and force them to grow. Now came the waiting part. They put me on all kinds of medicine to 
keep labor away, they were hoping I would hold out at least ten days. I was allowed to go to my mom's 
(she was closer to the hospital than I was) after the 10 days. I came back twice a week for an ultrasound 
and non stress test. On my 4th ultrasound (after 2 weeks of being home) they found that my membranes 
were starting to separate, it was actually floating around and Sarah was sucking on it (whatever 
happened to thumbs??). They also found I was polyhydramnious and I was having contractions, so I 
wasn't allowed to go home. I was devastated!! I knew how upset my girls were going to be and I was so 
afraid of going into labor, I was only 29 weeks! I was readmitted to the hospital on the Labor and 
Delivery floor, were I had daily ultrasounds and was monitored 24 hours a day. Things went very 
quietly for the next two weeks. The nurses there were wonderful, they arranged for my daughters to 
have a sleepover with me on the second week. It was wonderful to be in the same room, watching them 
sleep again! I missed them so much, I missed taking care of them and being their Mommy. As they 
were getting ready to go home, my water broke. They brought me down for an ultrasound right away 
and decided that I still had quite a bit of fluid and could wait till Tuesday to deliver Sarah. I was so 
afraid. It was 6 weeks since the fetal surgery, but Sarah was only going to be 31 weeks old. 
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Tuesday came and they got me ready for Sarah. They were going to deliver her by c-section, but at 

the same time they had to remove her tracheal clips, so we were both put to sleep. When I woke up they 
told me that Sarah Christina was born. She was 3 lbs. 15 ozs. and 19 inches long. They told me she was 
doing well.  They had intubated her and she was doing good. I couldn't see Sarah until "I could wiggle my 
toes". After a little while my ob came to see me, something was wrong, she was crying so I thought the 
worst. She told me that Sarah had to be put on ECMO, what a relief, I thought her news was going to be so 
much worse! I didn't realize how bad ECMO was. I was taken down to see Sarah and she was so 
beautiful!!! She had such small delicate features and looked just like her sisters. I was so happy that she 
was with us, she was such a fighter!  

They told us the next day they were going to operate on her hernia and asked if we wanted to have her 
baptized.  I felt as though they were trying to prepare us if she didn’t make it.  We did have her baptized and 
then they took her away.  The operation again went better than they had expected.  When we went to see her 
after the operation, we saw that they had her x-rays up.  They were the strangest things I had ever seen, her 
abdomen was completely empty, every thing was up in her chest cavity.  I don't think I realized how bad 
Sarah's hernia was until then. Everything went well for almost 2 weeks.  She even went through a circuit 
change without any problems.   On day her ninth day they told us that she had a blood clot in the cannula in 
her neck and it needed to be removed the next day.  Again they told us that she may not survive because it 
was so far into her.  We took the girls out of school and went 1st thing the next morning just to be there.  It 
came out without a problem.  We decided to take a break with the girls for awhile, try to get some time in 
with them, it had been a long 2 months, so we took them to the aquarium.  After we were there for 20 
minutes, the hospital called us and told us that Sarah needed to have surgery to close the ductus in her heart, 
she was having a problem with fetal circulation which was keeping her on the ECMO.  I never expected that 
to happen, I knew she was having a problem, but never realized how bad it was.  We rushed back to the 
hospital and thankfully they hadn't taken her down yet.  We all got to kiss her and beg God not to take her 
from us.   We went into the waiting room and within 1/2 an hour the surgeon was back up telling us how 
great she did.  Another triumph!!  They were so sure that was going to solve her problems.  They wanted to 
get her off ECMO because every time they had to do a circuit chance, it would take her at least 3 days to get 
her stats back to where they were.  On her 14th day on ECMO, they made the decision to take her off and 
put her on an oscillator.  She was so fluid overloaded and her kidneys were starting to shut down.  It was the 
best thing they could do for her at that point.  She came off just fine but couldn't get rid of all the fluid she 
had stored.  Every time they tried to put a needle into her for another IV, she would leak from that spot for 
days.  Her chest tubes were constantly leaking (she had a total of four chest tubes), but I kept saying that at 
least we were getting the fluid off somehow.   Her kidneys all but stopped working so on Monday, they 
decided to put her on a dialysis machine.  We were finally seeing results and she started looking like a little 
baby again.  Sarah was showing signs of having an infection, but they never could find it.  It was very 
frustrating!!  On Sarah’s 23rd day, Thursday, she kept making her crying face.  There was something the 
matter, but we didn’t know what.  They kept giving her morphine to help her with pain, but she kept making 
that face, like it wasn’t really helping.  We stayed again that night, so confused as to what was going on.  
The next morning, Dr. Jennings came in and told us that part of Sarah’s bowel had died and burst leaving all 
sorts of bacteria in her.  They immediately did surgery and thought they had flushed away most of the 
bacteria.  We were told that we shouldn’t go home that night, that the first 24 hours were the touchiest.  We 
stayed and those 24 hours were great.  Sarah had even stopped making her crying face.  On the 26th hour, he 
stats dropped, her o2 levels went all the way down to 65, and her blood gases were horrible.  It took them 2 
hours to bring her back to where she was.  I think that was when I realized that it was going to be her last 
day with us.  The next few hours were okay, I just sat there talking to her, kissing her and holding her hand.  
Then it happened again.  I asked God not to t ake her from us, I couldn’t loose her after all that she fought 
through.  I loved her so much!!  I knew after they had fought for an hour that they wouldn’t be able to bring 
her back up.  I told Sarah that it was okay, that I loved her so much and that God wanted her home.  I have 
never had to do anything as hard as that and pray that I never have to again.  They wanted to try the regular 
vent to see if she tolerated that any better.  I was then allowed to hold Sarah, I had never held her before.  
She felt so wonderful in my arms, I never wanted to put her down.  I held Sarah for a long time, I don’t 
know how long, then she left us.  I asked that they take her tubes out so I could finally kiss her on her lips.  
They were the softest lips I ever felt.   

  I held her for another hour before I could leave her.  I went to be with my family while they took 
the rest of her tubes out and wrapped her in a receiving blanket.  I came back and held her for a while 
longer.  She was so tiny. 

Sarah will be gone 5 weeks today and I can still feel her in my arms.  I wanted to write this for 
her, I want everybody to know about her, what a strong fighter she was.  So many times they had 
thought she would not make it through a particular problem and every time she would prove them 
wrong.  She was a wonderful baby and I miss her so incredibly.  I miss holding her little hands, 
brushing her hair, how she would follow us with her eyes and how she would wiggle her toes when we 
tickled them.  I miss being pregnant with her, how she would kick the ultrasound probe because she 
was so tired of being poked at.  I regret that I will never know what color her eyes would have been and 
what color hair she would have had.  It snowed for the first time yesterday and all I could think about 
was how Sarah would never be able to play in the snow with her sisters.  

I know the fetal surgery worked, Sarah’s left lung was larger than normal and her right lung was 
only slightly smaller.  I thank God that there is some hope for these little babies and pray they can learn 
more to save even more babies.  Thank you for taking time to read Sarah’s story. 

 
Laura Lewis (mom of Sarah Christina Lewis, 11/16/99-12/11/99, 14 Perley Ave, Rowley, MA 01969, 
978-948-5468, lewis@mediaone.net) 

 
 

 
 
 

 

In memory of  
Anastasia Michelle 

Vallins 

 
 
 
 

In memory of  
Shane Torrence 

 
 
 

 
In honor of  

Mattson Edward Houghton 
You are our hearts and souls and we 

love you very much!   
Mommy & Daddy  

 
I found out last January that I was expecting my second child in September 1999. This would 

be a sibling to our then 1 1/2 year old son, Cole. 
I was so excited and grateful to be given another blessing to nurture and love.  My husband and I 

were so excited as the weeks passed I happily went through all of the prenatal testing. I was very sick 
once again as I was with Cole but I knew what miracle was happening inside me. We had experienced a 
molar pregnancy before Cole and we knew how fragile life was this pregnancy progressed and survived 
a car accident on February 28th. I totaled my vehicle but thank God baby and I were okay. 

Early in may my husband, Cole and I went to a routing ultrasound at my ob office. The technician 
had the look on his face that was too familiar for me. My blood went cold because I sensed his concern. 
He called a doctor in for a second opinion as to what he was viewing the doctor explained that the 
baby's stomach looked very full and that was the shadow they were seeing. At a closer look he talked 
about CDH. It was downplayed so much that I was not worried. I left the office with an appointment 
for a level 2 ultrasound in a few days. My midwife was teary eyed when I left and hugged me and said 
she would pray for us. I actually thought everything was fine and correctable. I was a little upset about 
the possibility of not de livering at our local hospital but at one more equipped to handle the operation 
that would follow the birth. 

The level 2 ultrasound confirmed CDH and my world changed once again I had the feeling that 
all was not going to turn out okay like I had with the molar pregnancy.  I focused on my work and my 
family and prayed that this baby would battle the odds. The amnio showed no abnormalities and told us 
we had a daughter.  Her name is Shae Ashley. 

      
“Do not handicap your children by making their lives ea - Robert A. Heinlein Page 16    “Focus 90% of your time on solutions and only 10% of your time on problems”- Anthony J. D'Angelo Page 17 



 


