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NEWSLETTER

Abnormal Brain Development in Newborns with CHD

In the New England Journal of Medicine, an article was recently published regarding
abnormal brain development in newborns with a congenital heart defect. Research-
ers studied 41 newborns with a congenital heart defect—29 who had TGA and 12
who had single ventricle physiology—with the use of a MRI and other tests before
cardiac surgery. They were compared with 16 infants without a CHD, who were
matched for gestational age and the study found that 13 of the infants with a CHD
(32%), had white matter injuries, compared with none of 16 without a CHD. The
conclusion of their study was “Term newborns with congenital heart disease have
widespread brain abnormalities before they undergo cardiac surgery. The imaging
findings in such newborns are similar to those in premature newborns and may re-
flect abnormal brain development in utero.” One implication of this study may be
that delays seen in some of our heart kids may not solely be the result of surgery.

This study was published in the New England Journal of Medicine—Volume
357:1928-1938 on November 8, 2007. To read more about this study, go to the
STORIES page of our website. We've linked it under the heading of “Medical
News”.

We share news and other informational type of articles to members through our
NEWS email group. If you aren’t subscribed and wish to be on these mailings, email
us at INFO@littlehearts.org.

Inside this issue:

Sharing HOPE Nationwide

Our website gets over 5,000 hits a day with the stories be- Donations 2-5
ing one of the favorites. Together we’re making a differ-
ence! If you want to help and share the hope with others,
email or mail in your heart child’s story and photo so we can
add it to the STORIES page of our website—
www littlehearts.org. We’re sharing in this newsletter just

a few of the member’s stories that were sent to us last year.

Benjamin’s story 6
Aubrey’s story 6

Raychel’s story 7

Kyle doesn’t need
a story—this
photo says it all! Sebastian’s story 7
He was born 1990 Brianna’s story 8
with HLHS.

Kimberly ’s story 8
Here he is after
getting his driver’s Kara Catherine 8

Duclos Foundation

license in 2007!
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Tammy Anderson
John Arcari

B

Martina C. Barnes

Lauren Benetos

Rachel & Ben Berger
Jacqueline & Ross Bergrin
Kara Booth

Meg Brandt

C

Thomas Cassavaugh
Wendy Castillo
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G
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Vanessa Wilbourn

Z
Suezan Zahn
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IN LOVING MEMORY

ISABELLA ROSE BARBA’S
4TH BIRTHDAY

Mary Barba

Luella & Dominic Barba

OWEN BENEDICT
Noelle C. Baresich

NICHOLAS BENETOS

Lauren Benetos

BENJAMIN MATAN
BORNSTEIN

Lisa Perlman

LARRY BOROFSKY
Stacy & Bruce Horowitz

ANNE BOYLE
Stacy & Bruce Horowitz

COREY MICHAEL BULLARD
Yuba City Police Officers Association

RUTH DANIS

Marion Shanker

SEYMOUR DUBIN
Stacy & Bruce Horowitz

JULIA MAY FOLCHI
George & Marybeth Folchi

JOAN MARIE GAMBON
Bernadette Boudreau
Richard & Amy Camenga
CustomINK.com

Nancy L. Doane

William & Christa Gambon
Fawn Hatfield

Virginia C. Maguire
Michael J. McClosky

Diane Miller

Kevin & Joanne Minnaert
Patricia & Walter Vasile

MARGARET GIORGIO
Mary Ann Panico

DONALD GLINES
Mildred Heim

FRED GOODMAN
Stacy & Bruce Horowitz

RICHARD GORECKI
Mildred A. Heim

SAMANTHA HARTLEY
Jackie T. Dove

JOAN KREIN
Stacy & Bruce Horowitz

MARGARET MCQUEEN

Paul DeSimone

ANJELITA GRACE
MELENDEZ
Arrendondo Family
Elizabeth S. Backe

John Johnston
Kimberly Melendez

ADAM NAHMIAS
Ajay & Shala Wagh

GRACE HARPER
NEMINSKI
Judy Ellis
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BENJAMIN ANDREW
PARKER

Cheryl FFalcone

Cathy Ryan

Wedgewood 6th Grade Center

ANNETTE PICHARDO
Gibbs College Student Senate

ETTA RICH
Debbie & Mitchel Prince

BETTY SADLOSKI
Aerospace Alloys, Inc.
Lauria P. Blais

Teresa Buss

James & Rhonda Klar
Heather Kursman

John Madden

Michael & Donna McKenty
Deb, Dick & Stacy Nicola
Pratt & Whitney TMC
Mark Sadloski

PEARL SAPERSTEIN
Stacy & Bruce Horowitz

AARON JOSEPH SULT
Joni & Joey Sult

KEELIN GRACE
TOOMEY

Susan Aldrich
Francesco Ambruoso
Jennifer Kaufmann
Abigail Norris

Darryl & Deana Senn
Your Friends at MetLife

HANK VIGODA
The Weiner Family

ROBERT JAMES
WESTON

Mary Cirangle

MK Devore

Sandra Digiacomo

Irene Giordano

Paul & Jewell Gruwell
John & Barbara Herman
Passaic County Sherift’s Dept
Richard, Linda, Lisa & Kim
Robertello

Bob & Mary Jane Strock
Priscilla Weston

IN HONOR OF

HUNTER MICHAEL
AUBUCHONT
Tera & Jason Aubuchont

CHLOIE & HAILEY
BAIRD’S sRD & 4TH
BIRTHDAY

Holly Mangus Kollars

JACOB BALDY
Georgine Wulft

SUE BOLEN’S 40TH
BIRTHDAY

Jodi L. Falbaum
Julie Gerstein
Jacqueline Glassman
Libov Rosen Holtz
Vivian Levy

Hope Lilian

Stacey Pritchett
Howard Sendrovitz
David Sinclair
Ultraseed Capital

EMORY BURTON’S
SUCCESSFUL HEART
SURGERY

Debbie Burton

DELANEY CANTY
Canty Dance Center Parents
Association

CHD AWARENESS DAY
Tera & Jason Aubuchont
Linda Congdon-Marr

Robbin Czerny & Bittersweet
Home School co-op

Mark Dolan

Isauro Fernandez’ Master
Yoga Class

Kayleigh Lomnicky

Tara McFadden

Lisa Perlman

Some Like it Hot Yoga, Inc.
South Livingston Elementary
School

Wedgewood 6th Grade Class
Wychoff Board of Education

DAVID CHOI
Sharon & Bill Stark
Lori & Erik Silverthorne

SEBASTIAN COOK
East Rochester PTA
Perot Systems Governments Svcs

CAMERON CROSSETT
Stiles on behalf of the Lortz Balduf
Family reunion

PAPA JACK DEMIRDJIAN’S
80TH BIRTHDAY
The Weiner Family

MOLLY DICKMAN’S BAR

MITZVAH
Debbie Prince

JAMES DORAN
Sharon O’Brien

QUINN DUVA
Gail & Paul Gauvin

EVA MARIE GAMBON
Bernadette Boudreau
Richard & Amy Camenga
CustomINK.com

Nancy Doane

William & Christa Gambon
Fawn Hatfield

Linda Holt

Virginia C. Maguire

John M. McClosky

Diane Miller

Kevin & Joanne Minnaert
Mt. Washington Charitable Founda-
tion

St. Mary’s School

Patricia & Walter Vasile
Eileen M. Weisslinger

ISABELLA’S GREAT
GRANDMOTHER’S 90TH
BIRTHDAY

Frank Para

JARROD GERSTEIN’S 9TH
BIRTHDAY

Sue Bolen

ALEXANDRA HAGY
Charles & Barbara Mainenti

Page 3
KELLY HAUGHEY
Mary Chaudoir
Peggy Kilgallon
Nanuet Fire Dept Ladies Auxiliary
ADAM HOFFMAN

Salem Country Club

NORMA HEFLIN’S 75TH
BIRTHDAY

Fran Smoley

ELLIOT IRVING’S BIRTH
Noah & Tammy Nesin

ADRA IVANCICH’S sRD
BIRTHDAY

Valerie Guerin

PETER JACKSON
Michelle Ann Cinicola
Arthur C. Krpata
Nancy Lynn

Renee 1. Nye

DR. JOHN KEANEY
Class of 2007 at UMASS

EWAN KENNEDY’S sSRD
BIRTHDAY
Ruth & Daniel Kennedy

ANTHONY LA BARBERA
Gloria & Pat Sforza

ZACHARY LEHECKA
Janet Lehecka

DEAN LINN’S BAR
MITZVAH
Debbie & Mitchel Prince

BRIDGET T. MAIRS
Cindy Mairs

ANN MCNEILA
Mary Lynch

GRACE MELENDEZ
Kimberly & Tony Melendez

DEVEN MULHOLLAND’S
7TH BIRTHDAY
Shelly Mulholland
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MILIANA MULLR’S 1ST
BIRTHDAY
Aron Haber

PEARL MUNRICK’S

BAR MITZVAH
Debbie & Mitchel Prince

EDEN MUNTERICH

James & Melissa Munterich

KYLE MUSSLEMAN
Jeftrey George

DAVID NAVON’S BAR
MITZVAH
Stacy & Bruce Horowitz

KAILYN OATES 1ST
BIRTHDAY
Lynn Holly Oates

ROSE SOLLA PALMER
Aetna Foundation Volunteer
Program

JOEY PANICO
Mary Ann Panico

JACOB PARDEE
Allstar Marketing Group LLC

JOSH PEARLSTEIN’S

BAR MITZVAH
Debbie & Mitchel Prince

LEIGH PECHILLO’S
BIRTHDAY
Deborah Reynolds

PICNIC 2007

Patty & Taryn Allen
Braggables

Teresa & Tom Caron
Adrienne Commins

Cari & Chris Darminio
Karen & David Delvalle
Jennifer & David DiVincenzo
Shari & Dave Feder
Alison Harris

Barbara & Robert Hauser
Kristen Hebert

Felice Heller, MD

Charlene & Richard Mainville
Cindy & Kevin Mairs

Kristin & Paul Mattias
Barbara McFadden

Julie McLaughlin

Margaret & Sean McLaughlin
Stephen & Anne Miceli
Francine Platt

Joey & Cathy Panico

Beth A. Presson

Andrea DeSimone Rafferty
Lynda & Tom Reilly

Telli & Dan Roche

Ken & Kim Shadek

Kevin & Julie Schlapfer
Kathleen Small

Joanne & Michael St. Pierre

SAM PRINCE

Joshua Pearlstein

SAM PRINCE’S 4TH
BIRTHDAY

Beth G. Elkis

Stacy & Bruce Horowitz

JACK RABNER’S BAR
MITZVAH
Debbie Prince

JENNIFER REILLY
Mary T. Carucci

GABE RICHHEIMER’S
5TH BIRTHDAY
Betsy Kimmel

JAMES RILEY
Norma Durant

EMMANUELLE RITCHIE’S
4th BIRTHDAY
Staritch Foundation, Inc.

HARRISON ROOT

JihanneSahyoun

LILY JANE ROWBOTHAM
1ST BIRTHDAY

Roxanne & Mark Aron
Thomas & Dawn Batman
Beatrice Farber

Dana Gerstenacker

Michael & Mary Heaton
Virginia Kraus

Terry & Jeff Muldawer
Lori & Eric Patrusky
Corilyn & Craige Rowbotham
Lonni & Steve Rothberg
Norma Shulman

Beth Shuster

Betsy Sternthal

Adene & Andrew Sternthal
Jacquelyn & Jessie Velez

TIMOTHY RYBECKY
A Brief Affair

Belle Cose Corp.

Fabiana Casella

Deux Femmes, LL.C
Dynamic Balance, LLC
Fox Lair, Inc.

Stacy Lesser

Debra Rybecky

Maxine Wilson

DANIEL SHADEK
Marian Craig Leers
Charitable Trust

STARK LUNCHEON
Amy Castleberry

Pia Choi

Susan Chin

Dale & Sharona Hoffman
Darcy & Douglas Honker
Joyce Duncan

Nancy Lee

Mabel Lee

Donna & Scott Maher
Thomas Schrader

Sharon L. Stark

John & Diana Young

ALLIYAH & AMIRA STEELE
Rita Pardee

STENGEL & SLOCUM
Gwen S. Pond

EDDIE SWABSKI
Mike Camen

Heather & Justin Hancort
Lia Sophia Party
Mooreland Hill School
Chris Petterson
Stephanie Swabski

ZOE SYMON’S BAPTISM
Cureton & the Quiggs

NATAN TANNENBAUM’S
BAR MITZVAH
Debbie Prince

VALENTINE’S DAY

Warnaco, Inc.

JAMIE VENTURA

Julia Viano

NICHOLAS VENTURI

Sandra Venturi

BRADY WEGLOWSKI
Marc & Kelly Weglowski

ABBY JEAN WEINER
Malden Post 69 American Legion
Edward Skinner

TARA WELBY

James Adams

MATTHEW WEST’S 37TH
BIRTHDAY

Susan H. Jo

Susan Lee

ADDISON YOUNGBERG

North Canaan Elementary School

Happy
10th

Birthday
Little
Hearts!

Thank you to all
of our
supporters in
making this
possible!
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FUNDRAISERS

AETNA DRESS DOWN
FUNDRAISER

Rose Palmer

Aetna Employees

CHARITY CONCERT
HOSTED BY HIGH
SCHOOL FRESHMEN
STUDENTS

Panos & Sylvia Adamopoulos
Priscilla Alexander

Angela Thomas Allen

John & Carolyn Benitez
David & Senie Bloys
Joanne Caracciolo

Homor D’'Meca

Polly Draper

Janice Ellsworth

Wendy Ettinger

Patricia Falci-Grassi

Tova Fink

Jacqueline & Jeffrey Friedman
Laurie Friedman
Francesca M. Gany
Cassandra Goodman
Kathleen Green

Bruce & Shelagh Herzog
Dennis Kiernan

Wendy Maitland

Aldith Ogilvie

Howard & Jill Olonoff

Eric & Noelle Pettersen
Spencer Pettersen
Meredith & Anthony Shepherd
Xander Shepherd

Palar & Liadain Smith
Bruce Spohler

Gail & Wilbert Torres

COLUMBIA HOG 4TH
ANNUAL BENEFIT
“DAENA’S RUN 07”
Gita Amin

Linda Bohannan

Beth E. Brule

Brian & Donna Cawley
Columbia HOG chapter
Juanita & Anthony DeMarchi
Lisa Franklin

Brian Godere

Jennifer Goulet

Christine A. Hanko

Helping Hands Quilt Proceeds
Thomas Kobylenski

Kathleen Langevin

M.F. Barrea Plumbing

Susan Martel

James & Lori Martin

Donald & Susan Munroe
Nicholas Bus Service, Inc.
Sandra & Frederick Parmenter
Denise & David Parmenter
Frederick Parmenter, Jr.

PBR Investments

Charlene Pepin

John & Simonne Perry

Judith Pollack

Senator Edith G. Prague
Kelly Puttin

Peter Rich

Donald Rindfleisch

James Shifrin

Joan Sikorski

Dixie Silvestri

T & J Auto Body, Inc.

The Barn Yard Enterprises, Inc.
Heidi Toce

Stephen & Robert Valentino
Howard & Constance West
Jolene Wilcox

Beverly Willette

Joe Yarchak

Julia A. Zawacki

Columbia HOG members from Daena’s Run

HANCOCK STREET PUB
CRAWL

Pamela M. Antoniazzi

Michele Arsenault

Bad Abbots

John Balzano

Susan Barrett

Gregory Belcher

Susan Belmarsh

Nancy Bourdo

Braintree After School Enrich-
ment Program

Kelly A. Cahill

Chris Noel Company
Kathryn Cianella

Joan Collings
Committee to Elect Brian
McNamee

Thomas & Molly Connolly
Carolyn Cosmabriggs
Susan Cronin

Cassia DiMuzio

Julie Disciacca

Patricia Donovan

Elbill, Inc.

Deborah Falco

Arthur Foley

Fraternal Order of Police Lodge
No. 8

Gail Freitas

Laura Garcia

Erin & Sean Glennon
Kevin Glennon

Carol Gormley

Granite Rail Tavern, Inc.
Erin R. Gretzinger
Stephen Head

Christine Howard

Jaca Architects, Inc.
Joyce Jones

Diane Kaufman
Maryellen Logan
Debora Lovell

Tammy Lynch

Maura MacKinnon
Edward MacKinnon
Lesley Maher

Angela Mak

Malachy’s Saloon
Management Visual, Inc.
Edward P. Marella
Nancy Matteson

David Paccia

Philip & Melissa Pacino
Philip & Ann Pacino
Lisa Pacino-Leone

Lois Peppe

Elmer Perez

Kristen Presutti

Eileen Rakes

Barbara J. Rakes

James Rapoza

Mary Roy

Mitchell Rudnick

Brian Schindler

Nancy Shaw

Janis Siegel

Heather Sitte

Victor Stewart
Lawrence & Cynthia Strong
Pauline Sullivan
Kathleen Synnott
Loreen M. Thompson
Joseph Toscano
Touchstone

Tullys Café Inc.
Twin Lads, Inc.
Richard Van Ausdall

JEANS DAY

Anne Ragucci

LOOSE CHANGE FUND-
RAISERS AT SCHOOLS
Bittersweet Home School co-op
South Livingston Elementary
School

Wedgewood Sixth Grade class

VALENTINE’S FUND-
RAISER AT CIGNA
Melissa & James Munterich
Cigna employees

FOUNDATIONS/GRANTS
Aetna Matching Gift Foundation
Aetna Giving Campaign
Ameriprise Financial Employee
Gift Matching Program

Big Y Employee Payroll Deduc-
tion Program

BP Fabric of America Fund
Concordia Foundation

JP Morgan Chase Foundation
Marian Craig Leers Charitable
Fund

Morgan Stanley Matching Gift
Program

Morris Family Foundation
United Way of NYC

United Way of the Capital Area
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Benjamin’s story (AVSD, Down Syndrome) by his parents, Laurie & Ernie—Connecticut

On May 13, 2005, our son Benjamin was born at Hartford Hospital. He was quickly diagnosed with Down Syndrome
along with Atrioventricular Septal Defect (AVSD). He was quickly rushed off to the NICU where he remained for a
week before he was sent home to be monitored closely by a visiting nurse and countless doctor visits.

After numerous hospital stays which almost immediately followed, he had open heart surgery at CCMC at the age of
15 weeks on August 29, 2005 to repair the defect. He stayed in the Pediatric ICU for one week following surgery and
was then sent home. While this was an extremely agonizing time for us, we were grateful that there was a surgery
available to repair this defect. In the months that followed, we noticed a huge difference in his appetite and he started
to gain weight consistently. We felt relieved that the surgery was behind us and we finally felt like things had taken a
turn for the better.

Unfortunately, on December 12, 2005 we found ourselves back in the hospital with Benjamin, this time bemg diag-
nosed with Infantile Spasms (a type of seizure). After another week long hospital stay, we were
discharged. For the next seven weeks we had a visiting nurse coming to the house to administer
injections of medications into his thighs to control the seizures. This was an absolute nightmare
time for us, as it came out of nowhere and we were not at all prepared for it. Our poor baby had
already been through so much. Luckily, the treatment and the prayers worked and the seizures ¢
have resolved. His neurologist says that his recovery was nothing short of miraculous.

Despite all of the medical hurdles that he has had to overcome, and all of the medical issues and
challenges that are still ahead of us, we thank God everyday for the gift of our Benjamin. He has
brought such incredible joy into our lives and it is hard to remember a time when he was not with
us. Throughout our entire ordeal, people have repeatedly said to us that "God gives special kids to =
special parents". I used to think that they were just trying to make us feel better, but now I really
think that it is true. For all of us with children with heart and other problems maybe God chose us to be their parents
because he knew we had big hearts full of love to give to our extra special children.

Aubrey’s story (H LHS) by her mother, Angelina—Pennsylvania

Princess Aubrey was born on January 16, 2004 with Hypoplastic Left Heart Syndrome (HLHS). We found out when I
was five months pregnant at a routine sonogram that something wasn't right. Specialists at West Penn and Allegheny
Hospitals in Pittsburgh confirmed HLHS. We were devastated but knew she deserved her chance.

We researched HLHS when we got home and knew ahead of time what kind of help would be offered to our Prin-
cess. When we went to Allegheny Hospital, the Pediatric Cardiologists started to give us our options but we already
knew that there was only one answer. The life inside of me that had a strong heartbeat and radiated will and stength
and kicked with gusto would be strong enough to make it through her surgeries. We knew she could do it.

At three days old, she had her Norwood, during the process of putting her on the heart/lung
bypass for the second time during that surgery due a large leak in her aorta, Aubrey had an
embolic stroke. The stroke led to seizures and she has had Chylous Effusions with each open
heart surgery. Aubrey completed her third surgery on August 11, 2006.

Today, she is a bouncing, thriving Princess going on 4 years old. Despite the front left side of
her brain being non-functioning, she shows no lasting affects from the stroke or seizures. She
is a miracle and the strongest woman that I will ever know!
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Raychel’s story (VSD, PDA, DCRV) by her mother, Arica—Michigan

Shortly after Raychel was born, I was told she had two heart defects, VSD and PDA. Fortunately, the PDA closed up
on its own, but the VSD never did and caused a condition called Double Chambered Right Ventricle (DCRV) where the
muscle in the right ventricle of her heart started to thicken. Raychel's cardiologist told me she would need surgery if
the muscle became too thickened.

The dreaded day came on September 12, 2007. I brought Raychel to Helen DeVos Children's Hospital and Congenital
Heart Center in Grand Rapids, MI the morning of 9/10 for a cardiac catheterization that showed the muscle so thick-
ened, it was nearly completely blocking off the right ventricle in her heart and causing it to pump at an alarming pres-
sure of 86. She was in danger of a heart attack.

Her surgery on September 12th took approximately 5 hours and it was the longest 5 hours of my
life. At about 1pm, my baby girl was brought upstairs from surgery to the PICU to recover. She
was hooked up to at least 10 machines, a multitude of tubes, and had a 6-inch-long incision down
her chest. She was gagging on the anesthesia and gasping to breathe on her own. She opened her i
eyes occasionally and looked at me while gripping my hand and crying in pain. I felt so helpless
to do anything for her. I cried, seeing her in that condition. Two days later, Raychel was re-
leased from the hospital. She was still weak, of course, and on medication, but is recovering
well. Her sternum is wrapped in wire and clips to help it grow back together.

This past October, my little gir] had a minor setback when she passed out twice while playing

with me and her sister. She was taken to the hospital and kept overnight, hooked up to a heart
monitor. The next morning the doctor performed an ECHO on her and it was found that a blood vessel leading to her
heart had become dislocated as a result of her open heart surgery and was no longer in its proper location. Her doctor
assured me it was nothing to be concerned about but definitely to watch. She was sent home later that day, wearing a

portable heart monitor.

Sebastian’s story (Pulmonary Atresia w/lIVS) by his mother, Marcy - New Hampshire

My pregnancy with Sebastian was such a wonderful experience. I was the happiest pregnant woman I knew! Sebas-
tian was born via c-section (due to being in a breech position) at 39 weeks. He was beautiful. He scored 9/9 on his
Apgar tests and had the lungs of a champion when he joined the world. He was born very early in the morning and it
was evening before the truth of his defect was discovered. His nurse came in and took him for a hearing test. Until
then we had all been resting in a dimly lit room, Sebastian in his bassinet. The nurse immediately came back in to tell
us he was a little blue but not to worry, that this was typical of c-section babies who don't always get all the fluid out of
their lungs. But we soon discovered it was not that.

The pediatrician on call came in and told me they were fairly certain that Sebastian had a
heart defect but they didn't know anymore and were awaiting doctors from Boston Chil-
dren's Hospital to come get him. It was definitely a horrible blow to what had been, just
moments before, a new happy family. Once in Boston, he was diagnosed with Pulmonary
Atresia with Intact Ventricular Septum. His first surgery occurred on September 11,
2001. And while the whole world was obsessed with what was occurring in our country,
my whole world was enduring his first open heart surgery and showed us that strength
isn't about size!

He completed all the steps in his 3-step Fontan surgery and is doing beautifully. He amazes me everyday with his
sweetness and his humor and of course his strength. It wasn't an easy road seeing such a fighter in such a tiny

body. It's hard to see the things they must go through and the road to recovery they must face but I always told my-
self, "If he can go through it, I can do whatever he needs to help him to survive." And, for this, he is my hero.
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Brianna’s StOI'Y (TAPVR) by her mother, Jeannine - Connecticut

On Friday, October 13, 2006 I realized I hadn't felt my baby move for several hours. I went to lunch with my mother, husband,
and brother and was getting really nervous. I thought a big meal would get the baby moving, but still nothing. I called my doctor
and she told me to meet her at the hospital. Within minutes of arriving, a team of doctors assembled and performed a c-

section. The baby's heart rate was erratic. I could tell something was wrong, but I remember thinking, "well, they're getting her/
him out so they'll fix whatever it is."

Nothing could have prepared my husband or me for the next several days and weeks. Brianna was born at 5:05 PM that Fri-

day. She weighed 6lbs 9.5 ounces. I saw her so briefly before they whisked her off to be intubated and worked on. She was gray in
color but I thought all newborns looked like that. She was just so cute crying! I couldn't stop thinking of her while I recovered
from the surgery wishing I could hold her and look into her eyes. The next time I saw her she was intubated. That night she was
transported to Yale New Haven Hospital. Saying goodbye to her was excruciating! I felt as if someone was ripping my heart out
of my chest.

At first, they thought it was her lungs so she was on ECMO for two days. At three days old, she was diagnosed with TAPVR and
operated on that night. The surgery took 8-9 hours. It was even more complicated than the doctors
predicted. She was brought up to the PICU and we remained there with her every day for 56 days! 1
didn't hold my baby girl until she was 24 days old and she was covered with chest tubes, IVs, central
line, etc. It was a living nightmare. She finally came home at exactly two months old but unfortunately
ended up on a helicopter with me by her side back to the hospital on New Years Eve day. The effusion
in her chest re-accumulated. I always say she wanted an exciting first New Years! She was intubated
at exactly 2007, just after I was told by one of the nurses to call our priest or minister. We were there
for another two weeks before Brianna was well enough to come home.

All of this time, her Dad and I never doubted her strength and will to live! She always looked so alert. I
nicknamed her "Tiger" in the hospital and she more than lived up to this name. She's the strongest little
baby I've ever known! She teaches me what love is every day. I just don't know what I'd do without
her. She is my life. I still pray for her health every single day. I will never take it for granted. We are forever grateful to the bril-
liant nurses and doctors who cared for our miracle baby. Also, we couldn't have survived this ordeal without the love and support
of our family and friends.

Kimberly’s story (DILV) —Georgia

Kimberly has recently shared her story in an inspirational book titled, "In a Heartbeat." She was born
in 1960 and has had three open heart surgeries as a child - two BT Shunts and a bidirectional
Glenn. A copy of her book can be purchased online at www.KimsHeartbeat.com

Financial assistance to ‘“heart’”’ families based in NH

For members living in New Hampshire looking for financial assistance, please contact the Kara Catherine Duclos
Foundation at 603-520-7033 or visit them online at www.friendsotkara.org. We've added this resource to our Listing
of Resources on the CHD FACTS page of www littlehearts.org.

Little Hearts 2008 Calendar ﬁ ! ﬁ

o
d

Our 2008 photo calendar is now available. This year, we have 114 photos of children born
with a heart defect. Order online on our PRODUCTS page or mail in your order to LITTLE ' -- :
HEARTS, INC. P.O. Box 171, Cromwell, CT 06416. Cost per calendar is $22.00 which in- Y/ :
cludes postage & handling. o e



