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ThanK you all for making our first newsletter such a success! All of the letters and stories sent were so touching, I Know
they will each be an inspiration to all other parents. CHERURS has just filed for non-profit status so soon all donations
will be tax-deductible! Please continue to share your newsletters with other parents and doctors. I need to ask all of you

to please fill out the new Parent Worksheet. Thanks again! Dawn

CHERURS Would Like To Thank ‘The Following People
For Their Help:
Lesli Taylor, MD - Asst. Professor of Pediatric Surgery,
University of North Carolina
lley Baker Browning, MD - Pediatric Pulmonary, Duke Unliversity
Prern Puri, MBBS, MS - Director of Research, Children's
Research Cenire, Dublin, Ireland
John A. Harrls, MD, MPH - Chief, California Birth
Defects Monitoring Program
Jacob C. Langer, MD - Pediatric Surgery,
Washington University of St. Louis
Betty Mekdecl - Executive Director, Assoclation of
Birth Defect Children, Inc.
Liz Stierman, MS - Editor, Perspectives in Genetic Counseling
Tim Safley, CRT - Ambulatory Services of America
Rachel L. King, RN - Duke University P1.C.U.
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Wendy Menday - Contact a Family, Great Britain
Ann Worthington - In Touch Trust, Great Britain
Mr. Jeremy D. Torrence
Julie Gordan - MUMS
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Ms. Susan Pate
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CHERUBS is an international
organization for families and
caregivers of children who are
diagnosed with Congenitall
Diaphragmatic Hemias (CDH).
CHERUBS provides information,
support, and parent-to-parent
match-ups. There Is no cost to
parents for services provided by
CHERUBS. We are a volunteer or-
ganization. CHERUBS was
founded in February 1995.
Donations and very welcomed
and 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

in place of proper medical
advice. Remember, every child
is different. You can't compare
the progress of another CDH
child to the progress of your
child. They are all little angels . .
e« 2 s a2 SSHERLBS,

ANATOMY OF THE DIAPHRAGM

* From the American Medical Association Home Medical Encyclopedia; 1989;
rmedical editor - Charles B. Clayman, M.D.; Random House; NY, NY

GOALS FOR THE

* Providing information to
parents immediately fol-
lowing their child's diagnosis.

* To advocate for prenatal
diagnoslis and research on
the causes of CDH

* To recruit more members

Trust your instincts, they are your, guides through fife.
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This newsletter ic dedicated to th, MEMoTies of:

Harold Jennings Mitchels I
April 5, 1995 - April 17, 1995

Amber Joyce Moore
August 14, 1994 - September 8, 1904

Gregory Joseph Jennings
March 4, 1993 - March; 14, 1994

th Defect Children, Inc,
827 Irma Street * Orlando, FL 32803
or call: (407) 248-7035

The pictures of CHERUBS used In this newsletter are rademq
The Gifted Line, John Grossman, Inc. All Rights Reserved,

YOUVE COME A lONG WAY, BABYI

Anna Ting
April 6, 1992

(left-sided CDH, Congestive Heart
Failure, Hydrocephalus, 2 Shunts,

G-tube, 2 Nissens, Pulmonary

Hypertension, 13 chest tubes,

and 6 surgeries)

ANNA IS DEFINITELY A CHERUB|
Joan Tijan

"Rt 2, Box 986 * Crandon, WI 54520

rked and the property of

FOR DOCTORS AND PARENTS OF CHILDREN RECENTLY DIAGNOSED WITH CDH
CHERUBS will soon publish a pPamphlet especially for parents of children who are recently

diagnosed with CDH; at birth or in-utero, |t will be valuable to medical professiopals fo h(_—}lp
them explain to the parents their child's diagnosis. It will include medical Terms, information
on dedling with emotions, breastfeeding, financial help, grief, and words of wisdom from our

veteran parents. For information calil: (919) 528-1544,

The friends we make on this  journey, will be our dearest, Page Sj
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April 18, 1995
Dear Ms. Torrence:

1 Thank you for the CHERUBS newsletter. | was
greatty fouched by your cornmitment, energy,
and courage.
| direct the Californla Birth Defects Monfioting
Prograrm (CBDMP). Our program does research
1o fry to find causes of birth defects. To da this
. research we collect and analyze data in Caofifornia
I about children with birth defects, including CDH.
No one unfortunately knows the causas of CDH
so there is not much that | can fell'you at this time.
As a pediatrician scientist | wish there was more
. known to help peopie llke you.
| I'm redlly glad that there are people like you
| advocating to help chiidren with birth defects.
| If you would like fo talk, please do not hesitate
to call me.

Sincerely,

‘ John A. Harls, MD, MPH, Chlef
California Birth Defects
Monitoring Branch

Yetters To @@iﬁgﬁgﬁg—@ﬁ

May 30, 1995

Dear Ms, Torrence:

| recently received information about your new
organization through my job at the Cadlifornia Birth
Defects Monftoring Program. | thought your news-
letter was guite Impressive - very well done.

| am also editor of the guarterly newsletter for the
National Society of Genetic Counselors. I'd like to
inctude information about your organizatfion in the
research section of our next issue-genetic counselors
often meet families who have just leamed their child
has CDH, either prenatally or in the newborn period,
and | think they would be prolific source of refernrals
fo CHERUBS.

| look forward to hearing from you soon.

Sincerely,
p .
Liz Stierman, MS

Editor, Perspectives in
Genetic Counseling

April &, 1995

Dear Ms. Torrence:

Thank you for your iefter. | redlly like the name
i ofyour organization. | would be happy fo print an
' item about CHERUBS on the Parents' Page in our
next newsletter so families of childien with CDH
will be able to contact you.

Our mailing list exceeds 12,000 so you may
hear from qulte a few famiiies.

We would appreclate It if you would let your
| group know about our Natfional Birfh Defect
Registry. We would like to have as many cases
as possible of different kinds of birth defects in
| our database.

| Sincerely,

| "

| W&
Betty Mekdeci

Executive Director

Assoclation

| of Birth Defect Children, Inc.

b

Aprl 12, 1995
Dear Ms. Torrence:

| recelved your letter of February 27 conceming the activities of
your oiganization, CHERUBS, and your request that we refer patients
with CDH to your organization.

The Dhsion of Birth Defects & Developmentai Disabliities Is a part
of the Centers for Disease Contiol & Prevention. Our mission is o pre-
vent birth defects & devslopmental disabliies. Our activities Involve
monltorng the rates of about 150 bith defects, Including CDH, and
conducting applied research to find the causes of birth defects. We
conduct similar programs for developmental disabillifies such as
mental refardation, carebral palsy, hearng and vislon deficlts, Most
of this ressarch is conducted by search of medical records, rarsly
Involving contact with the patient or thelr family.

| congratulate you for founding CHERUBS o provide support fo the
families of children with CDH. i know how vaiuable this type of support |
is fo families as they struggle to understand the nature of this birth
defect and how to help their child leam to live with it. Organizations
such a5 yours can be a remendous help fo these families. | wish
Vou success as your organization and your children grow.

Sincerely yours

P (7

Godfrey P Oakiey, Jr., MD

Director

Division of Birth Defects &
Developmental Disablitfies,
National Center for
Environmental Health

—

} CHERUBS are baby angj%.m gj(j‘oa’.
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e. | didnt feg] very well informed of Hannah's condition c?nrgjorsﬁgsaff:)?
My education came from other moms. Every parent of q critically ll newbom needs fo know where they can
turn foT tak to others who have been there . , someone who [s not part of the medical team but just another
parent, Sincerely,
Jackie Homn
4212 Green Park Rg, * St. Louls,

MO 63125 -

get a Gtube. | have been told that he wi
dependent for several years ini 3 willi ity
is now 5 months old and is 1

Sincerely,
Misty D. Weller

15207 National Pike, Apt * Hagerstown, MD 21 740

establishing this support organization. There Is nothing out there to specifically support CDH parents - so thanks!
My son, Dallas, was diagnosed in-utero with his hemia because | was suffering with polyhydramnios. It tumed out
to be such a blessing because we had a *heads up" and the doctors were prepared also. Dallas had an ECMO
of 10 days and then had his Surgery. He had to be on a ventilator for about 5-6 weeks. The doctors fried several
fimes to take him off but he couldnt maintain his oxygenation well enough. When he finally came off, he had
nasal cannulas for about 7-8 more months. On his first birthday, the oxygen was finally taken out of our home,
What a present! He is presently doing really well. He is walking, climbing, running, and behaving like q 22 month
old. He has a few developmental delays but more In his fine motor skills. He's beginning to talk also but not as
Soon as my other 3 kids. His first year was pretty rough because every lifle cold landed him In the hospltal. With
3 other slblings it was a sure bet we were going fo get sickl We praise God for dil the miracles we have seen In
Dallas' life and in the surounding circumstances. Dawn, thank YOU once again, for starting this organization. We

Diane Cox
4032 Hemlock St. SW * Tacoma, WA 98439

Lﬁ[ﬁimd’isaso[hce in grief and in joy, a merry companion. Page 5:[
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Stories of CHERUR S

I had an "ideal* pregnancy, complete with routine ultrasounds, all assuring me | had a hedlthy child on the
way. How they could fall fo see that Sarah's Intestines were up In her left lung cavily where her lung should have
been Is beyond me. The world came crashing down when | went Info premature labor 3 weeks eary and the
fetal heart monlfor recorded that each time | had a contraction, her heart rate would cut In half. The doctors
Immediately sumnised that she wasn't getting enough oxygen and began prepping me for g C-section. | was
so scared. told them they couldn't do one because | hadnt read that chapter in the book vetl Ridiculous,
huh? Of course we proceeded with the C-secfion. When Sarah was bom | remember waltting to hear her cry
that would let me know she had amved. That sound never came. Within seconds she was suround by
speclalists and whisked away. | kept asking, "Is she dead?. The doctor had managed to say, 'it's a gif*. Asl
was being stitched up, | was told that 'you have a very sick baby®, The recovery room can be a place of
despalr when leff alone with no Information and only you own imagination running wild. Two hours Iater, barely
hanging on to my sanity, my husband came In, weeping uncontroliably, and told me that she had @
Diaphragmatic Hemia and they were golng to fly her to the Universly of Tennessee Medica Center. 1 had never
even seen herl About then, the doctor came and explained what the condition was and that | could see her briefly before the Life Star team
took her. 1 will never, ever forget his next words to me. He sald, *Karen, take a good look, you will probably never see her alive agaln®. Could it
fruly be that the child we had prayed for would come Into our lives only to be taken so quickly? She was so tiny and | know all the fubes and
equipment she was hooked fo weighed more that her, but to me she looked like an angel. | stroked her cheek and a moment later they tock
her. My ams ached to hold her and | felt so empty. Just then, a member of the Life Star team came back and handed me a Polaroid
picture of her. He said, "I know you can't hold her, but you can hold onto this'. That Is still my favorite plcture. So much happened in the fol-
lowing days that there Is no way | can recount it all unless | wite a book. But quickly let me say that afthough it was uncertain whether Sarah
would live at first she it made through surgery and was weaned off the ventilator In ¢ days, which Is miraculous. During those days | wanted to
help her all | could. There wasn't much | could do, but giving her my breast milk was something | was committed fo. | knew that she wouid
nead the nufrients from it. So | pumped and pumped. Was It easy? Never. | would hold her picture (fubes and dll), and cry and pray, and
pump. The hospital froze it until she was able fo have It. It made me feel like | was *making up® o her for "allowing* her life to begin this way.
Although the doctors assured me that there was nothing | did fo cause this, | feft an overwhelming sense of gullt. For new parents out there:
please realize that those feelings are normal and unfounded. The good news Is that they passed, and were replacad by many other feelings
that come and go atf random, even now, affer 5 years. As | witte this, my daughter Sarah, Is doing her best to clean out my cupboards,
rearange the bookshelves, and drag out every toy she owns. And what do | say to that? *Good gir, Sarah”, If tickies me pink to see her
dble to do things that we never dreamed she would live to do. (Sarah was bom with left-sided CDH, Tisormny 14-Partlal, Agenesis of Corpus
Collusurn, and enlarged Kidneys on 8/13/90). Karen Hamson * 86 Gefellers Dr. * Greenevilie, TN 37743

Sarah Ham'son' :
August, 13, 1990

It was 10:02 pm on December 12, 1990 when Hannah made her grand enfrance Into this word, just seconds
after the doctor amved. After 2 sons, | was blessed with a daughter. My sister, Lu, was on a conference call fo our
mom and older sister, bragging about her new nlece and how she practicall single-handedly delivered the baby.
Lu stood In as proxy for my husband who had recently suffered a serdous knee injury that left him Incapacttated, |
couldn't wait until things settied down so | could Infrocuce Hannah to her father via the telephone. But some things
weren't meant to be. Hannah was in respiratory distress and she was whisked away for evaluation. Lu and | waited
In slence. A short distance down the hall, In another birthing room, we heard an exclted cry from a father who had
Just witnessed the birth of his son. His jJubllant cry plerced my heart as | watted on word about my own daughter.
The wait seemed forever but it was actually only 30 minutes before the pediatrician entered my room. | held my
breath expecting the worst when the doctor took my hand In hers and spoke. "You have a very,, very sick llitie
gii. The x-fays show that Hannah has a diaphragmatic hemia. This means she has a hole In her diaphragm
which allowed the Intestines to move up into the chest cavity, hindering the growth of her left lung and caused Hannah E. Hom
displacement of her heart. We placed her on a ventilator and a hellcopter was called fo fransport her to St. December 12, 1990

Louls Children's Hospital for Immediate surgery”. In less than an hour the hellcopter was gone, camying my litie

gie fo the hospiial. In the quiet of my room, | called my husband and told him about his beauiful but very eitical daughter as | gazed at the
Polaroid given to me by the helicopter team. The dawn greeted me with a phone call from Hannah's surgeon. He said, "She came through like g
champ. Her condition Is stable but very criical. Welll just have to walt ands see what happens In the next 48 hours®. | thanked him and he toid
me that Hannah Is a bequtiful baby. That moming, | made my first of many trips to the Children's Hospittal. Hannah was an extension of wires and
fubes. Her heart monttor begged for attention while her vent forced alr into her lungs. Just seeing her like this left me emotionally exhausted. It
was here that | Infroduced my husband 1o his daughter. It was very difficult to go home that night and lsave my baby but | had to extablish some
degres of nomaicy before my husbands's scheduled knee surgery the next moming. At 1:00 am, less than 24 hours affer Hannah's surgery, her
doctor called to tell me that Hannah needed another surgery In order to sustain her life, ECMO would replace the work of her heart and lungs,
allowing her own organs fo fest. The side effects could Include deatness, blindess, brain hemonhage, even death. But this was our only hope.
Family and frlends babysat my sons, chauffeured me fo the hospltals, brought food, cleaned my house, and stayed with me through the endless
nights. The new week brought good news. Hannah was successfully weaned off ECMO and my husband was released from the hospital. Hannah
depended less and less on the vent and on December 231d, she was completely weaned off and breathing on her own. After a month in the
hospital, Hannah came home. That was over four years ago and Hannah Is doing great. She walked before her first bithday and at 18 months,
passed her neurological exam with flyng colors. By three she was rollerblading and af four she rides her two-wheeler without fraining wheels. She
has a passion for books and loves to read. She has a thirst for leaming and enjoys doing her letfers and simple math with our computer. This
January she started ballet and tap lessons. Some people think Hannah Is quite amazing, | mysslf think she Is quite normal. | atiribute her quick
lsaming fo the fact that she ires o keep up with her older brothers. | thank God for sharng the miracle of Hannah with us. 1l never forget the
support, the prayers of Job (Job 42:10  The Lord restored his . . . happiness. In fact, the Lord gave him twice as much as before).

Jackke Hom * 4212 GreenPark Road * St Louis, MO 63125

Expect a Miracle Page 6
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The Surgical Evaluation and Management
of Diaphragmatic Hernia
by Lesti A. Taylor, M.

The diaphragm Is a broad muscle that creates
resplration of the lungs by confracting and relaxing. The
diaphragm forms at 8 weeks of gestation. This oceurs by
merging of two membranes to Close off the open area
between the chest and the abdomen. If it does not
close completely, a defect, called a diaphragmagic . s
hemia, Is created. The term *hemia" refers both to the : Cobn Pila<l Dover

hole in the diaphragm muscle and the profrusion of he *
abdominal organs into the chest.

‘Abd ominal
* Viscera Herniated
Into Left Pleural

chance of bowel or ofher organs enterng the chest,
The biggest problem caused by this hemiation of the bowel is that the lung on the affected side and even the lung on the
eficlency becomes apparent at birth when the

€pends on how big the hole In the diaphragm Is, how much of abdominal
polint In fime In gestation the hemlation occured. These factors determine the

Diaphragmatic Defect

Mg

l: Bear ye one another’s burdens. Galatians 6:2 K7V Page 7J
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Even if you have already filled out the last form, please fill out this new fomn also. New members must complete and retum this
fomn to be put on our mailing list. Mail fo: CHERUBS, 3671 Bruce Gamer Road, Frankiinton, NC 27528, If you have any quesfions
of want to talk, call me at (919) 528-1544.

Parent Worksheet

Your name: Tifle:

Your child's name: e Male Female
Your relationship to this child:

Child's Birth Date: Date of Death (if appl.)

Address:

Phone Number: : Number of Siblings:

Is there any family history of CDH? If yes, who?

How did you leam about CHERUBS?

Pregnancy History (Did you, the mother, have any of the following:)
AFP Test Prenatal diagnosis of CDH

Ultrasound Polyhydramnios

Amniocentesis Any Abnomnal Findings

Age of mother at delivery Age of father

(You are not obligated to answer any questions that you are not comfortable with.)

Birth History

Birth Weight Was your child early?

Side of Hemia Type of Hemia

Age child was diagnosed
How do you feel about the birth experience?
Was your child delivered vaginally or by C-section?

MEDICAL HISTORY
At what hospital(s) was your child freated?

How much lung capacity does your child have?
What was the length of your child's hospital stay?
Does your child have any other birth defects?
Was your child ever on ECMO? How many diaphragm repairs has your child had?
Did your child have any complications?
For how long did your child receive ventilator assistance?
For how long did your child need oxygen?
Has your child had difficutty eating by mouth?
At what stage Is your child, developmentally?

Do you give CHERUBS permission to publish your name, your child's name, your address, phone number, your child's
case history, and/or picture?
Signed Date

Have you registered your child with the Association of Birth Defect Children, Inc.? Do you give CHERUBS
permission to release information and/or your name to research organizations?
Signed

Do you give CHERUBS permission fo give out your name, address, and/or phone number to other parents in order to
make a parent-to-parent match-up?
Signed Date

Do you feel that the hospital staff that cared for your child kept you informed and involved in declisions regarding
your child's care? Would you recommend your child's doctor to other parents? Do you feel that you
were given enough information about CDH? Did your child's doctor explain this information in femns that you
could understand? Do you have any advice for new parents of children bom with CDH?

r A country road is not a road until many people walk the same path. Page 8 }




