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Dear Memnbers,

Since ous spring newsletier, we have added a few new menbers, inchding medical professionals. 1 usge all of you o take u copy of one of onr newsletters and i
) - ! bers, : 2 : your Patent Reference Guide
with you to yous child's doctor's appomntments {especially surgiral and genetic appointments). By imtrodocing your chikf's doctors to CHERUBS, you may help these doctors to refer other

families who also need supportiitl

Many of you sent donations, postage stamps, and office supplies. Trank youlll! Gioo Welicorme the drog compan

! : . : ! ; J ! 3 y!!ﬂ?pmdmmm,dmmdlcomutermdnmymm
MdomnmwgnlpﬁmdnmtnpthzAmPcd‘ﬂtngmp'cﬂCommbn, mwummmtmmmmmmwm for conference! There will be an articlke in
the fall newstetter dbout our trip. Keep your fingers crossed that we will recruit more pediatric sugeons! We stil need domations, so please keep your eyes open for office egnipreent and

supplies especially

How many of you watch the television show "Chicago Hope™ How ruany of you saw the episode this past fall dbout the baby diagnosed in utero with CDH? Afler the "doctors” on the
show told the parents that thc:tvmnpchanceihﬁh:baby‘ssmvmhmks'mmemsmg:rympedome&tuyopwdmftmpwt. 1 wont tell you how it ends, but 1 will say heaven
help those real parents nfpmmmym,;dCDHwiwmm watching this episode! The producers and wiiters could have educated their viewers a little more on CDH. I urge all of you to
kecpyomcy:sopcnformmxmofths:pmd:.andpkascwxﬁcmwd!hynmopkﬂcns. lmmmmgtemn@kﬂesfmmommmmwcm. Maybe we can get them do

amother story on CDH.

Only 10% of owr CDH Reseasch Surveys kave been seturmed. Sothﬂhmafeaﬁwﬁmimks,bmi!wonldbeymofmwmmﬁndm@befmemmmnstaso% getum. So

pkm,allofycuwtnwunidﬁhetopmtkip:teinth'msmdy,wemdﬂwsemys!

Pmmptmschﬂm.pictm.u\dupMesmming. We love to hear how our cherubs and their families gre doing! Ihnpeynunnmufcwmdtmtmxofm inthe US
Happy 4th of July and ket's please semember our berezved farities this Mother's Day and Father's Day. G

Sincerely, Dawn

CHERUBS would tike to thank the
following people for their help and support:

American Association of Pediatric Surgeons

Butner-Creedmoor News (Creedmoor, North C zrokin®)

Jacob C. Langer, MD, FRACS©®)

Mzs. Marilyn Thomas- Alpha World Travel Raleigh, North Carolina
Prem Pun, MS, MBBS

Mrs. Brenda Slavin

CHERUBS Would Like To Thank
The Following People for
Their Genercus Contributions:

Vincent Adolph, MD-Ochsner Clinic, New Orleans, Louisiana

Mrs. Wendy Barkley, m honor of her son, Jack Bakley

Mrs. Dizna Cox, in honor of her son, Dallas Cox

Glaxo Wellcome, Research Toangle Park, NC

Herbs 4U, herbal therapy store, Creedmoor, NC.

Michael Hamison, MD-University of C alifornia, San Francisco

Lod Howell, MS - The Children's Hospital of Philadelphia

Chryl Hundertmark, n honor of her granddaughter, Laura Beth Snyder

Mr. Jeff Jenkins

Mrs. Alice Johnston, in honor of her great-nephew, Jeremy Shane Tomence

Mss Conmnie Lee, in honor of her son, Tony Lee

Mr. 2nd Mrs, Wilkam McKellaz, Jr, RPH.

Jenminge and Mary Mitchell in memory of their gon, Harold Jennings Mitchell I
Quality Drugs, Inc,, Butner, NC

Ruth Keith Reality, Creedmoor, HC.

Sporisman's Hut, sporting goods store, Creedmoor, NC

Lesh A. Taylor, MD- Univessity of Nosth Carolina at Chapel Hill, Chapel Hill, NC
| University of North Carotina, Chapel Hill Holiday Card Project Fund

Frances VanderSchaaf, in honor of her son, Ryan VanderSchasf

CHERUBS WISH LIST

+ A copy mechine, cepsble of cdual-sided copying on 117x17" peper

+ A fax/modem for our computer systen

¢+ A computer scermer

+ A CD-RON drive

+ A 3.5" disk drive

+ A telephone enswering machine

¢ Computer peper (9 and =& helf inch x 117}

+ Envelopes

+ 19 and 32 cent postage stemps

¢+ Cherub postcards

+ Colored index cerds

+ An office phone

+ §137x17" colored peper

* Files

¢ Computer Software; xS Bindows 'S5, NS Encarte 196, Dasktop
Publishing, Clip art {especially cherubs end engels)

NEET GAIR BOARD NENEERS

President and Founder
Paren!. Franklinton. Nerlh Carolina
Vice-President
Assistant Professor of Surgery and Pediatrics
University of Rorlh Carolina At Chapel Hil
Board ember
Pedialric Inlensive Care Unil
Duke Universily Nedical Center, Durham. Norlh Carolia
Jeremy D. Torrence— Board Nember
Parenl. Franklinlon. Norlh Carolina
Vincenl R. Adolph, KD~ Medical Advisor
Depariment of Pedialrie Surgery
Ochsner Clinie. New Orleans. Louisiana
Nedical Advisor
Professor of Surgery and PedRines
University of California, San Francisco
Direclor. Pelal Treatment Cenler
kewa Kalz, ND- Nedical Advisor
Division of Pedialric Surgery
Alfred 1. du Ponl hstitule. Philadelphia. Pennsylvania
Jacob C. Langer. ¥D, FRCS(C)- Nedical Advisor
Associale Professor of Surgery and Pediatrics
Yashinglon Universily in St Louis. Nissouri
Prem Puri. XS, FACS- Nedical Advisor
Congullan! Pacdialric Surgeon
Children's Research Cenlre
Our Lady's Hospilal for Sick Chikdren
Crumiin. Dublin. lreland
Jay Nark ¥ilson, ND- Nedical Advisor
Assilan! Professor of Surgery. Harvard Nedieal Schoal
Associale in Surgery, Direclor, ELM.0. Program
Boston's Chikiren's Hospital. Nassachusells
Bell Zimmerman. RN N§- Nedical Advisor
Climical Murse Specialist. Serlion of Pedialrie Surgery
Yyler Chikiren's Hospilal. University of Chicago, linois

Dawn . Torrenee-

Lesti A. Taylor, ND-

Rache] L. King. RN-

Nichae) R. Harrison. WD

CHERUBY is an International organization for families and care-givers of children and
adutts who are diagnosed with Congenital Diaphragmatic Hemias (CDH). CHERDB]
provides information, support, and parentto-parent matches. There is no cost 10
parents for services provides by We are a volunteer organization founded
in February of 1895 and an Internal Revenue Service recognized Non-Profit
Association. Donations are very welcomed and are fax-deductibie. Checks can be
made out to (RERUBS. The opinions shared in this newsletter do not necessarily
represent the views and opinions of all members or stafl. The information in this
newsletier is by no means 1o be substituted for proper medical advice.
Remember, every child Is different. You can not compare the progress of another

CDH c¢hild to the progress of your own chiid. They are all litie
ANQEIS....rrrrrrorr e CHERUBS.

Toer wvoe o b ko bagely 0 G Uy oo o8 i oo b o o
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Summer 1996

Letters to CHERUBS

March 27, 1996
Dear Dawn:

Thank you for your inquiry about Pen-Parents of Canada. We
are a network of grieving moms, dads. and grandparents who have
experienced pregnancy loss or the death of a child Our goals are
to provide support to those parents who may not have access to
support group meetingg, or those who feel uncomfortable sharing
in a group setting, or for those who desire additional support
through correspondence. Many have discovered that writing ig a
powerful release of feelings. Shering these thoughts with
someone who has also experienced something similar can be very
healing. Please find enclosed a standard packet of information
which includes our newsletter, a form letter, brochures, a
bibliography of books that I recommend and a release form, I
would be happy to exchange newsletters with you and have added
your name to our list. I will add CHERURS to our database of
regources. We do have families that have had experience with
congenital disphragmatic hernias--unfortunately they are all
bereaved parents. Most would be quite interested in information
about recurrence end any studies on the such like, I will feature
CHERUBES in our Regource List in the summer newsletter,

If there is enything further that I cen assist you with please do
not hesitate to contact me.

Sincerely,
Patty Lou Bryant, Director
Pen-Parents of Canada

March §, 1096
Dear Ms. Torrence:

I would be delighted to be an adwisor to your organization. 1 have read
your newsletters with interest and certanly admire your work. Our Fetal
Treatment Team here at UCSF has been struggling with this problem for
some time, so we would be happy to share our experience with your
members,

I am sorry that I won't have tme to write a new article about
disphragmatic hernia, but | will ask Jody Farrell our nurse coordinator, to
send along some recent articles which I think you will find of interest. You
certainly have my permission to reproduce whatever part you think would be
of mterest to your members.

DEAR MEMBERS, DID YOU KNOW THAT APPROXIMATELY
11,000 BABIES ARE BORN IN THE U.S. EVERY DAY? IF
RESEARCHES ARE CORRECT AND | IN EVERY 2500 BABIES ARE
DIAGNOSED WITH CDH, THEN 3 TO 4 BABIES ARE BORN WITH
CDH EVERY DAY! THAT MEANS APPROXIMATELY 1600

BABIES ARE BORN WITH CDH EVERY YEAR NOT
INCLUDING MISCARRIAGES AND ELECTED ABORTIONSI I

With my best regards.
Sincerely,
Michael R Harrison, MD
Professor of Surgery and Pediatrics
Drrector, Fetal Treatment Center
University of California, San Francisco
March 25, 1996
Dear Dawn:

Thanks for your note and the most recent copy of the newsletter, I
would be delighted to become @ medical advisor for CHERUBS. Just let me
know what [ would need to do. i

I look forward to seeng you st APSA [ am very pleased that this has
worked out. | hope that other groups representing the patients that we deal
with will take your lead and mvoive themselves at our meetings m the future.

Keep up the good work and I look forward to seeing you in San Diege.

Sincerely,
Jacob C. Langer, MD, FRCS(C)
Division of Pediatric Surgery
Washmgton Umversity in St Louis

Carly Anne Cribben
born June &3, 1851
Kent. Great Brilain

Jessica Tunnel
born April 17, 1884
Columbus. Ohio

Ryen Michael YanderSclmaf
born April 2. 185
Vista. California

muiof’wdmmumm”yipd‘ 3wolwwdmmdwﬁdhimm&hm&m ......
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CHERUBS

Summer 1996

LETIERD JROM MEMBERS

Dear Dawn, March 26, 1836

- | was given your eddress from NPPSIS cfo Kethlssn Judd in Blue Ridgs, Georgia. | have besn ssarching for @ parsnt group to
ioin. | would love to have copies of your past newslettars. | would be glad 1o send money to offset the costs just lst me know
how much you need for the copies.

My son.Kafson was born August 1, 1895 with CDH at South Bend, Indiana and was driven 4 hours south to Riley Children's
Hospital Ind|anapohs, Indiana for ECMO treetment and complications. | would like a parent-to-parent match-up. Karson is now 8
mnpths old, is off oxygen, had poor vision, developmental delays, low muscle town, poor head control, unable to roll or sit up, had a
bram_ bleed- right occipital lobe at 24 hours old, brain atrophy. closed head fontanels (soft spots are hard and fused together), new
th.la developed, and undsscended testes. Our son is a true joy, his smiles are infectious, his is always happy. Hs is our long
awaited angel after 2 previous losses prior to Karson. The answer to our prayer for a miracle.

We have seen progress in the past 2 months with Karson. Seems all his therapy has helped. There is no local support group
here and the success rate for ECMO is this part of the US isn't very good overall.

Karson Hocker | would like to join your CHERUBS group. The name is perfect. All these children are special CHERUBS. I'm interested in
born August 1, 1895 current research matenal too.

Katherine Hocker

. A 2808 Portage Ave , South Bend, Indiana 46628
(lefi-sided CDH, monosomal chromosomal disorder yet unnamed, brain atrophy, sight impaired, low muscle tone, ECMO, many more complications)

March 22, 1838
Dear Dawn,

Gail Wiison (ECMO Moms and Dads international) calied and gave me your address. She told me about your newslettsr.

Zachariah was born with lefl-sided diaphragmatic hernia in September 1982, To meke a long story short - Zachariah is on a ventilator with oxygen. He has a
G-tubs and VP Shunt. He's besn in the hospital 25 timss and has had surgery on many different pars of his body. God has promissd me - “This sickness is
rot unto death but for the gloty of God that the Son of God may be glorified by it". John 11:4.

We have 2 other children- Vansssa, § years and Elijah, 8 years. God has used all of this to change our fives, dramatically, and we are truly grateful.

‘My nusband, Rhy, is in the Coast Guard. Zachariah was bom in Detroit, Ml. We just moved here in April 85, It was pretty hectic moving & child on a
ventiiator from Michigan to California, but God's grace was more than sufficisnt! The Elks Club hers just purchased a wheslicharr Iift for our van- isnt God swest?
Zach's chait with ventilator, battery, and oxygen tanks weigh 100 ibs! We had been pushing it by hand, up a woodan ramp into our van.

Anyway. do you have any other “vent moms" you can hook me up with? Everything is going great. Zacharizh is such & happy boy Il can s
encouragement to any other parents, it wouid be my pieasue.

[N

Jeri Payne
2110 B Santa Rosa Circle, Alamada, CA 84501
{leR-sided COH, vent and oxygen dependent, ECMO)

February 2, 1556
Dear Dawn,

We have received 3 of the CHERUBS newsletters so far since our son was bom in April, 1995. What a help. They
are very informative and | appreciate the fact that you havs taken the initiative 10 do this. It helps so many of us.

Jack has done very well these first nine months. Just one cold with some asthma type symptoms and 4 days of
albuterol cleared it up. The most significant that has happened is a small bowsl obstruction requiring surgery. The
operation showsd that it was scar tissue that had grown from the hemnia repair. There was just a small amount around
the bows! with most of it up around the organs. | guass when it's around the organs it's harmiess. He had a very
smooth recovery.

Anyways, Im wondering if other parents have had this happen? | think whether or not scar lissus Qgrows
like this is very individual. lt's pretty scary to think that just 7 months after his first surgery it had grown that much.
The surgeon told us it could very well happen again. The thought of repeated surgeries really scates me.

My other question is bowels! | always fee! silly asking about this but part of it Is being & first time mom. One of
the ECMO nurses at the hospital told me that CDH kids always have a probiem with one end of the Gl tract. Most

. have reflux. | think | remember reading where one of the parents had written about a bows! problem.
Jack Barkley So- | know you are a busy person but if you have the time, can you drop me a ling regarding these 2 things. Just a
born Aprii 25, 1886 short note whather positive or negative would bs appraciated.

Hope all is well,
Wendy Barkley
116 NE 48th Street, Lawton, OK 73507
(diagnosed in utero with left-sided CDH, bowel adhesion, ECMOj

April 30, 1996
Dear Dawn:

Thank you very much for sending me your information. | really appreciate it. ARerS and a half years of coping with a child with CDH, it's nice to finally heer
of an organization that | can lsarn from. | am anxious 10 get the newslstters as they coms out. | think this is a wondsrful organiz ation you hgve sl up. | would
like to get involved in anyway that | can. so if you need help with anything feel free 1o contact me. Again, thank you for sending me the information and your
past newsletters. | have really enjoyed reading the information.

Connig L. Les .(mother of Tony Lee)
P.0O. Box 426, Dakota City, NE 68731
(right-sided CDH, hydrocephalus, dextrocardia, dual collection Isft kidney, ECMO, developmentally delayed)

Wohoud by, miacks, boge ~ whol. in U can by guired? Jo lin o U of sholived wisorcs might lo sorm s of G of pue bos.... Page 4|
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April 15, 19986

Dear Dawn,

Thank you so much for sending me some copiss of your wonderful newslstters! | am sorry thet it has taken me so long to respond, but we ars truly
interested in your organization. | received your newsletters and the next day our sor: Cele was diagnosed with bilateral profound hearing loss. We have been
really busy fitting hearing sids, leaming sign languags, and reading, reading, reading! | have read and reread the stories and research you published and it all
sounds o familiat. It suraly 12 & Comion 10 Know that thara ara othar famillias succesefully dasling with the affacis of CDH...wa can laarn s0 much from them!
Our story sounds strangely familiar to many of the ones | read, but | will shars it with you.

In December 1894, wa found out that we ware axpscting twins the following June. | had a previous miscarmiage so this news was a wonderful blessing! We
live in @ small West Texas community and the news and excitement soon spread. Our friends end family were surprised and almost as excited as ws weral |
had a fairly uneventful pregnancy with the exception of taking matemity lsave from my slementary tsaching job to rest more at the request of my obststrician.
We had several sonograms and all seemed to be progressing right on schedule...we also found out that we would probably be expacting fratemal twin boys! We
busily prepared the nursery and bought “two" of just about everything! On May 14, after our baby shower, my water broke at home and we immediately called
the doctor who suggested we come on to the hospital. Once we amived, the doctor confirmed the fact and admitted me to the hospital where | was restncted to
absolute bed rest! They began administering medication to postpone the sarly delivary and we continued to have two more sonograms which showsd the babies
doing fine. On the moming of Mey 18, nature overruled modem medicine and | deliversd the boys 6 weeks early. Brett was delivered first and weighed 3 Ibs. 14
0z. and about five minutes later, Cols arrived weighing 4 Ibs. | knew immediatsly that somathing was wrong... Brett was crying and screaming and Cole was not
making any sound. They guickly whisked the boys away to the NICU unit with an initial diagnosis that Cole had probably just swallowed some amniotic fluid...|
wish it had bean that simple. Within the next hour, we had a confirmed diagnosis of a severs lefi-sided CDH. We had nevar haard of CDH and cenainly never
dreamed it would affect one of our children. The doctors informed us that Cole would ngsd emergency surgery in order to survive. The only pediatric surgeon
was in another hospital less that a mile away so the doctors and nurses prepared to transpont him. The transport team stopped by my room on the way out so
thet | could see Cols. | couldn' gst a very good look through the walls of the transport incubator and | wasn' allowsd to touch him, but | could see that he was
beautifull My husband went with Cole and | encouraged our family and friands to go to the other hospital as support during the surgery. | made numerous trips
to the NICU to see Brstt during what seemed like countless hours as we awaited news on Cole. My heart felt as if it were ripped in pieces...| felt such
happiness and relief that Brett was doing well and such sadness and fear that Cole wasnt. The surgical team gave Cole an 2% chance of survival and with the
help of God, he beat the odds! Immediately after surgery, Cole was placed on ECMO and we knew that the next few hours end days would be crucial. {Cole is
the smallest baby our team had ever placad on ECMO, which mads the outcomea even more unpredictable.) The next moming, | was aliowad a temporary pass
from the hospitel to go to the neighboring hospital to see Cole. 1 will never forget the overwhelming feeling of seeing that tiny body being overpowersd with so
many tubes and such big equipment. | remember the low rumble ..almost vibration.... of the ECMO machine. The room was fillad with doctors and nurses
monitoring Cole's progress and the opsration of the equipment. After five days on ECMO the cannulas were removed and Cole was placed on a high-frequency
ventilator under minimal stimulation conditions. He prograssed slowly but steadily from that point and after two months in the NICU unit, Cole mads his first trip
homel!

Now, almost two years later, Cole is doing good. He is developmsntaily behind, but we have sesn siow and steady progress in that area. He did not sit
unattended until 12 months, and began crawiing at 16 months. Hs is now pulling up to stand and walking around fumiturs. Actually he is walking just about
anywheta as long as there is something to hang on to! He has been adritted to the hospital with & couple of cases of pneurnonia and an occasional bout of
bronchitis. He had a Nissen and a Pyloroplasy done at the age of 10 months to-repair & severe gastro-esophegeal reflux. Cole has a g-tube that was placed
during the refiux repair and | regratiully report that he still has it. Cole is NOT & good eater...actually he hardly sats by mouth at all Many doctors attribute this
to “cral defensiveness® and conceds that he will eat when is ready, but that is not quite fast enough for mal W battis svery day to gst him to sut by mouth and
we have even scheduled an appoiniment with & speech therapist for extra heip. Cole is under weight and | think that has a lot to do with his slow developmental
progress...he doesnt have the strength to be too active. Cole also has a profound hearing impairment that has been attributed to either the ECMO or some of
the antibiotics he had to take when he acquired a critical staph infection (Gentomyacin in particular). We ars very thankful that Cole did not have any blesds
while on ECMO although a subsequent MRl revealed a small amount of damage probably due to trauma at birth and specifically diagnosed as very mild spastic
diplegia. The location of the damage may have an afiact on lower body motor skills, although our therapist assures us that Cole will walk, run, jump, and play.

Well, it centainly has been a long road, but not one without many rewards! Cols is a wonderfully happy toddler that brings sunshine into our life everydayl
Brett and Cols interact and usually play nicely together... | think their special brotherly bond will be sspecially bsnsficial to Cole as he begins to imitate the
things that Brett does. Brett may be one of his best teachers and therapists! My advice to ths new parents of @ CDH child is to (1) ask questions sven when
they may appear to be stupid, {2) write things down in a journal (3) use your judgmsnt becauss you know your child better than anyone else, and (4) Love your
child unconditionally!

: Sincerely,

Sherie end Ben Edwards
RR 1 Box 55, ODonnell, TX 78351
(lsft-sided CDH, mild spastic diaplegia, hearing impairsd, G-tube, developmsntal dslay, reflux, twin)

Dear Dawn,

P My granddsughter Laura Beth Snydar was bom Oct. B, 1833 at tha Univerzity of Fiorida (Shands) with & right sidad CDH. &
- wes patched when she was four deys old. She spent her first twenty-two days of life on a respirator. Leurs Beth had hear
complications probably brought on by the strong drugs given to her. Bscause of the doctor's faar of har refluxing and damaging her
ungs (her right one is small} she was not allowsd to suck or feed, but was fed intravenously then by NG-tube. This coupled with
he various illnessas she succumbed to at Shands; cardiac arrest, staph, R.S.V., yeast in her central lins, abcess in her tight leg
requiring more surgery, Laura didnt come home until Feb. 7, 1994, She has orel aversion end fesds only through & button. Her
tomach is quite small and twisted which necessitates her being fed 24 hours a day.

We live in a rural area. About @ year before Laura was born another CDH female was bom. Shs was left-sided with only one
lung. This was less than half & mile from us. She has since movad away. | did some research and found out about Nitrofin, a
herbicide used for wead control. it caused mainly right-sided CDH in rats. Bshind us are acres of blusberries but | have never found
out what kind of chemicals they use. My daughter had a previous pragnancy which she and her husband elected to abort bscause
" the fetus was a severe hydrocephalic with kidney problems. We didn' know of Laura's condition until bith. Laura's psrents both
Laura Beth Snyder suffered head trauma whean they ware young and are slightly mentally handicapped. | would appraciate any information and help. |
born October 8, 1883 would also be glad to answer any questions.

Chryl Hundertmark
50 NE 120th Ave., Silver Springs, FL 34488
{leR-sided CDH, organoaxial twist, G-button, RSV, infections)

Mﬂ. sovew, and pruonal ymﬂ; would bs misasd....... ) ' Page 51
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Aprit 11, 1986

Dear Dawn:

the techniclan, after telling us we hag another boy, quickty left the room to getthe doctor. | began to panic. ) thought *Oh no, not again®
| already knew something was terribly wrong. The doctor came in and looked at the ultrasound, and then cailed us into her gmce.

Brad Miier (on the leff) amniocentesis 1o be sure there were nig thromosomal, abnormalities. We dig the amnio that d

. b ay. Waiting for thiose results was the
weith his brother , Devin longest 3 weeks of my Iife, but the results were normal. We saw a surgeon at a hospital 50 miles away, and he gave us the entire
born Septamber 21, 1882 scoop on CDH. At that time they said the baby's chances of survival were about 80%. We felt they were pretty good 00ds, and we were

functioning, kind of like being on suto-pilot. We told very few people, only immedgiate family. | just couidnt deal with having to tell people that there was.somemln wion
again. The doctors could not explain why we had two pregnancies with two such rare, devastating disorders. They said it was like bet‘r’lg struck by lightening - twicg. .
My due date was October 10, bu!.l_ was scneduled to delhfey by C-Section on September 22, if an amniocentesis on the 21st showed that the lungs had matured
encugh. But my little fighter wasn? wailing; | went info labor earty in the morning on September 21. We rushed to the hospital, where | immediately had a C-section. | was
given general anesthesla, because my iabor had progressed so far there was no fime for an epidural. | dont remember much of anything afier that, because | was pretty
out of t | do remember the doctor coming in after about 2 hours and saying that the baby was stable and going into surgery. We asked that he be baptized, and we
waited for news. When the surgeon returned after surgery, he told us he had made it so far. We then asked about his chances of suivival. At that point the surgeon told
us only about 20%. | remember, in that fog of anesthesia, thinking we came all this way and | was going 10 go home without a baby. 1 had not even seen him. We heid

hemia. These recurning hernias, aiong with some other minor physical tharatleristics, prompted the surgeon to suggest we take him for a genetics evaluation to look for
& connective tissue discrder. The geneticist felt that he may possibly have a very mild form of & connective tissue disorder and suggested an echocardiogram to rule out
mitri! valve prolapse and regular eye exams to watch for any eve problems. His echo showed a mild heant murmur, everything else was nomal. Chest X-rays show his
left lung has grown 1o normal size. Funciion has not been tested, as the doctors feel at this point there is no need. He has not had any problems with asthma or
bronchliis, as the doctors suggested he might.

So, after a hairy beginning, Brad appears to be very normal, active, heaithy 3 and a half year old. | am sure the beginning of my story is much liike the others. The
ending of that part of the story was nothing shont of & miracle. We dig not realize that CDH could have such profound medica! Implications as | read in the lefiers from
parents. We were led ta believe that ifthe chiid sureived, they had few, if any, complications. Maybe that was just Brad's prognosis. as Ciearny it is nol the case for most
chiidren with CDH.  hope Brad is an Inspiration 1c parents who are going througn this. We are blessed that he 15 one of the few 1o survive and have few, If no,
complications. | can empathize with families whase COH children have complications; as | mentioned eatlier, our first barn, Devin, has Cormelia de Lange Syndrome. He
IS severely retarded, has upper limb deformities, an unrepaired cleft palate, vision and hearing dificulties, and had a fundoplication for severe reflux. He now has a
gastrostomy button which we use for supplemental feeding. He is mobile but does not yet walk and has no speech, nor is he expectedto . He is totally dependent on us
for his care. We adore both our children and take nothing fot granted. Each dayis a biessing. | have sald In the past that | feel | have the best of both worlds: one child
who teaches my life's lessons and pushes me to find mysell, and another who lets us feel"normal once In a while! | have enclosed some photos.

Forgive me for rambling so. As | mentioned, it has been a long time since | even allowed myself to think about that time in our life. | commend you for the work you
are doing, and if | could do anything | can to help you continue 1o reach families who are going through a similar experience. | know how time-consuming a special nheeds
child can be; | admire you for your strength and dedication. Keep up the good work.

Sincarely,
Lynnatte Miller
324 & Cologne Avenue, Cologne, NJ 068213-0877
(left-alded COH, poesible connective tesus disorder, bilateral ingruinal heiniae, hearn MUImn

February 13, 1996
Dear Mrs. Torrence,
| wanted 1o say thanks for sending me your newsletter. | only wish someone could have helped when Daniel was bomn. But now 3
and a half years later | can honestly say that | feel comfortabie talking to other CDH parents and I've had a ot of questions | couldnt
answer so maybe your newsletter will help lessen the stress of the unknown for new CDH parents!
| was told 5 and a half montns into my pregnancy that my chiid's heart was missing one chamber. Well at 7 months and many
doctors later and a lot of high-tech ultrasounds (Doppler) we knew that | had 8 CDH baby and | met with a neonatologist and he told me
hat the mortality rate for CDH bables was 96% and in his own works *I'm sorry Ms. Collett, but most CDH babies never live to see the
light outside the delivery room. | think | cried enough to fill the ocean from that pointon. | developed toxemia poisoning at 7 and a half
months and was hospitalized at 8 months; strict bed rest up once daily 30 minutes in a wheelchair until deliveryl | had three amnios 1o
check for lung maturity- No lung maturity. Fetal distress set in and well delivery day came quickly by a c-section on Sept. 3, 1992, Wow,
Ive never seen so many people fit into one small room! At 6:59 a.m., Daniel was borm and my husband was told to leave the raom and
everyone was running around. My doctor came over whiie | was being stitched up and sald "Jeannie, Daniel isnt doing well. He Is
now intubated and not doing well, he was taken away being bagged faster than | could imagine anyone pumping®. | only saw the top
ofhis head. Four and a half hours later Daniel was brought to my recovery room to say goodbye. | was able fo touch his finy fingers
and tell him how much | loved him and to be strong. Then he was taken 26 miles away by Angel Il Transport to Egleston Children's
Hospital | was calied 2 hrs. later only to be told his condition was going down hill and he for sure had a right-sided CDH. The doctor
e then explained that the last resort was ECMO but he wasni sure Daniel could qualify for it bul he explained it to me and
Daniei Collett fold me the risks involved and how experimental this was. | gave my permission for any and all intervention nessacery to save born
September 3, 1982 his life. 1was called 5 hours later and told ECMO was started and his condition went way down hill. Up and down for six and half deys.
After 4 days | inally was able to see and count my baby's fingers and toes. | cried and cried, he didnt even 100K like @ baby. He looked
like something from a sci-fl movie. | was so scared, | was toid not 10 talk or stimulate him; jet him rest up for the operation. His eyes finally opensd at 9 days of age.
September 17th, at 14 days old: time for surgery. Wow, he came up after surgery 9 and a half hours later on lower vent seftings than before the surgeryl More ups and
downs, infection set In. Talk about a scary feeling. There was a lot of talk about what to do with him- his refiux kicked in and everything was upside down! By the grace of
God he pulled through - | was able to hold him for the first time at 23 days old. Ifinally felt like a mother. At age 2 months, 21 days, Danlel was taken off the vent and put
©on oxygen via nasal cannula which he was to come home on. He staried belng fed 1cc per hour and switched formula 5 times before we hooked up with Pregestimil. We
came home on Dec. 3rd, with 3 ipm of oxygen, a NG-tube, pulse ox, apnea monitor, and 13 types of meds and aerosols every 3 hours. A I(tg!o%:&% o\ﬁ:e:]eégggmi
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6 hours and admitted to Scottish Rite with RSV. Back on the vent for 2 months. Home 14 hrs, admitted for roto-virus. Home 3 weeks, admitted back with respiratory

ulstres; (in for § weeks). Back and forth for 15 months. Lots of doctors appointment; ENT, GI, Pedlatrics, Pulmaonary, Surgery, Speech, PT, OT, ect. Frequent ER visits,
admiss:un.l'gve were off NG feedings which was a true biessing from refiux at age 2 yrs 1 mo.. We were off the apnea monitor at 2 yrs 3 mos. Off the oxygen at 2 yrs 10
moa, We aili heve e puise-ox and use it now and then whan he gels worked up!

Now age 3 years & monins, we havent been hospitaiized in aimost 2 years. Thank you, Lord. Daniei is heaithy and happy. His is down fo 2 meds per day, no
physical therapy, speech, efc.. He uses the pulse ox through the night. He runs, talks, counts, etc.. A normal 3 and a half year oid. No one really knows what the future
holds. The doctars predicted surgery before age 2 again for the gortex patch repalr. it hasnt happened yel. Thank God. | leamed a long time ago that it takes a special
person to be given a CDH child. Please no matter how tough it is and how fragile your child Is and how much equipment they are on take them out. Your child needs it for
development and social skills. | took Daniel grocery shopping and was stopped at least twice. We became friends with clerks there who watched his progress and love
him. Treatthem as normal as possible. My big problem with Daniel now is discipline. How do you discipline a child who had such a tough start? They can press your
buttons just like a normal child. And remember, take time out for yourself and your marriage. Believe me, | aimost lost mine. To expectant parents; listen, listen, listen,
and learn. The more you listen and ieam, the more you know and can help your child. Also speak your peace. Stop your doctor, ask questions, you are your child's best
advocate. Speak for them. Here's wishing all of you a iot of love and luckillill Hug those bables everyday and continue to prayl!

Fongly,
Jeannie L Collett
218 Walthall Rd #B-7, Marietta, Georgia 30060
(in-utero diagnosed right-sided CDH, ECMO, BPD, RAD, reflux, ear tubes, eyeglasses)
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Dear Members,

meauacananmuorowmmmmmmmcnﬂ.mmwummorwmmmnmmm for het to sead dbont the children who
Nm sum:mnwm-mmrpmm:mhmmmm She needed more support then we contd give her. She was night, it i= oot f2ir to our menbers who Ive
mzm:mxcmmnmmtmmmmmmmcmmnmsm-m:obzmmmmmmmzmmhmmmmacmwmwmm. To
Bonest, we fust dosr't have that sany mesdbers who have 1oet thels chikiten. Most of these parents just want 10 put this behind them. No one canblame them for theis feelings about this. 1
mmbnmmmlﬂwbslnclﬂld.mtj\mCDHpamls.bmothe:pmmtsofchmmthbiﬂhm. I have the utmost respect for them, I can't pretend 10 kaow how
ity (bel. 'nnm:ndmbnslywcmtongdsothermnwofwkychiuxenismtmmwm:mmmmmx 1t i only natural and nommat for atl of vs 1o fee] this
.lmmubwyvufee;womths. IMMBMShvh.mofmmhamm:hMmbCDH.towﬁnaeuhm!bxommnen.espec'anyfmm
mﬂnmw 1 irevite all of our merdbers who have lost children to contribute to this article. Jmmuwxwmmmdmmwmmwmmaumm
this cofnmmn,. Mywwuymmmmym&nmw.xwwmmmmmmwmmmmmwmmmwcumasmymn

by Brenda Slavin

_ ***Dawn thought it would be a great idea (I couldn't agree more) for the newsletters to include a section on grief for the families that are
grieving and the families of the survivors to better understand ourselves as we begin to understand others .

As ] am writing this my che_st. is tight and my stomach is aching. Today I am grieving, But today is different that any other day. For today I am
not grieving for my two children who have died. Today I grieve for my {riend Mary. her husband. and their two beautiful children they have
lost. As I physically am aching my heart is breaking twice for them. It's the sadness I know they feel. "Mourning parents" have a bond that only
we can share. It's not an enwious bond. Itis an bond of parents who have only footpnnts in their hearts for memories of their children. Losing a
baby leaves you asking the question "Why did God take my baby?" Idon't think we will get an answer in this lifetime. Maybe when we are
reunited with our babies Jesus will show us the wonderful things they accomplished in heaven. Or maybe they were a guardian angel for
someone who desperately needed them in their life. These babies did not die and g0 into a woild of darkness. They went into light. The
beautful, loving light of heaven, But knowing that doesn't take away our tears. our pain. or owr suffering. I can remember picking up the
newsletier after my daughter died and reading about all the "litdle miracles” who have survived. I'll admit I have felt jealous reading how well
they are doing. It's hard not to ask "How come they made it and my baby didn't? What makes them the chosen ones?" Deep inside we are
happy for them and for their parents. We know how lucky those children and their parents are. We know how grateful and appreciative the
parents are for having them. We know how they feel. 1am a mother of a daughter Amanda who lived for 11 months and 25 days and a mother
of a son who lived 2 hours and 45 minutes, Iremember with each surgery Amanda she fought and struggled. I would thank God for each day I
had with her. Ithanked Him I was not "one of those mothers who weren't so lucky" I always had felt sorry for those parents. 1 would try to
envision their pain but could not. I always wondered what I would even say if I ever met one. Then one day l did. My sister had a stillbomn
baby that had a heart condition. For the first ime in my life, I did not know what to say to her. She refused to answer the phone or return calls,
She tock two months off work and sat in a rocking chair rocking and crying all day. 1 still kept trying to call. Irefused to believe she didn't want
to talk about Arik. When finally 1 talked to her we really didn't talk. We cried together. Inever told her "I know how youfeel". Because I
knew 1 didn't. Ionly told her I would be there for her night or day if she needed me. And now I am a parent who has lost two children. Now-1
do know how she feels. Ionly wish everyone knew that it's not important what you say but that you are there for them and you will not give up
on them. I've also had people try too hard to "say the right thing". Basically their words were worse than silence. I was told "You'll have
enother one”, "Please don't have any more children because it's too painful for me to go through again®, and "You're better off they died now so
now they don't have to suffer". The last thing a grieving parent needs is to be told what to do or what to feel. They do not need to question if
“by putting my child through intervention methods did I make them suffer more than they had 107" Amanda had eight surgeries. Isuongly feel if
she didn't want to be with me for 11 months she would've given up a long time ago. When [ was pregnant last summer with Nichalas 1 found
out about his diaphragmatic hernia al 16 weeks, My biggest prayer to God was please let me be able to say hello and goodbye. I had several
people stop speaking to me or acknowledging my pregnancy. They wanted me to abort him to save pain. First of all I feel abortion is a personal
decision. Itis not our place to judge sach other, Secondly I believe people who abort do grieve, The time spent with a child in-utero o1 how
long a child lives past birth does not make the pain less. We all feel empty. Some of us feel we have nothing left to live for. | want to share a
personal part of my life in hopes that if anyone is going through this they can learn from my experience., Three months after Amanda died one I
just "snapped”. I couldn't go through another fake smile or laugh because others couldn't handle it when I cried. | missed her so much and
wanted to be with her more then anything in this world. So I “thought” I found the answer. Itold my husband I was taking a nap. After taking
50 pills of 2 mixture of three medications 1{ell asleep. (Or so I thought. I actually passed out). 1 thought I was on my way to heaven to be with
Amande. My husband was an investigator at the Ume and elways paid attention to detail. He had suspicions I would do this, He came in to
wake me up for dinner after a few hours. (Later he told me my breathing was very faint). He persisted until I woke up. 1 ate one bite of food
and got very sick. 1 wentbackto bed hoping it would be over soon. Iwoke up the next moming, Not surprised or disappointed. It was almost
as if ] had dreamt the whole thing. To this day ] not know what really happened to me. But I do know something did. I no longer desired to be
in a hurry to die and be with Amanda. Three days later I confessed to my husband. Of course he said he already knew and was waiting for me
to tell him. I asked him if he would go to therapy with me. Iknew I couldn't go through this pain without professional help. We went for eight
months. I encourage anyone with these thougts to seek professional help. There is no shame in not being able to handle all of this pain alone. I
think it is the worse pain any one person could ever go through. I have learned my children couldn't be in a better place or more loved. To
them our lifetime here on earth is a blink of an eye. Iknow they will be waiting for us whether we die tomorrow o1 if we die at 100 years old.
In the meantime we need to be there for each other loving and supporting each other every step of the way. Our children are with us whether
they ere in your arms or up in heaven. They love us unconditionally. The one thing we all have in common is our children are in our hearts
impressing their little footpritns. May God Bless every one of us.

This newletter is dedicated to the memory of William Thomas Mitchell {(May 4, 18886), who is now playing amoung the clouds with his big b_rother Harold anninns
Mitchell Il (April S, 1985 - April 17, 1895). Though he did not have CDH like Jennings, he is neverthelesc u cherub. Let's all remember their parents, Jennings
and Mary and all of our other bereaved parsnts. This and every newslstier is dedicated to all of them.
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