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LITTLE LEAPERS WITH BIG HEARTS

The fi rst annual Leaps of  Love pledge event had chil-
dren from Massachusetts to Washington to Florida 
jumping for a good case.

The Valentine’s Day-inspired program—suitable for 
children in preschool through grade two—raised 
$7,000 for the Foundation. It featured a story booklet 
about Emma, a little girl with CdLS, as well as materi-
als for children to make heart-shaped cards (many of  
which were sent to Emma). 

Participants collected pledges for each leap they did 
during one minute. The school that raised the most 
money received a $250 gift card to Barnes and Noble. 
All children raising more than $100 received a Leaps 
of  Love t-shirt. 

The winning school was Sweetwater Primary School 
in Sweetwater, TN. The students—inspired by Kath-
ryn, a local toddler with CdLS whose aunt teaches 
at the school—raised more than $3,800 for the 
Foundation. 

The Foundation extends a big high-fi ve to all the 
children who leapt for Emma and others with CdLS 
in this inaugural program. If  you would like your 
local day care or elementary school involved in next 
year’s event, contact us now. Most schools plan their 
charitable programs for the year in the fall. Email 
outreach@CdLSusa.org or call 800-753-2357 for an 
informational sheet you can share with the director 
or principal. 

Leaps of  Love participants:

ABC Learning Tree 
Center, CT

Anthony Pietrafesa, FL 

George F. Kelly School, MA

Little Lambs Day Care, SD

Maya Carter, WA

St. James School, CT

Surreybrook Preschool, CT

Sweetwater Primary 
School, TN

Lexington Baptist Temple Day 
Care, KY

Anthony leaps out 
of love for his little 
sister Emma.

Children at 
Sweetwater Primary School leapt in 
honor of Kathryn.

Little Lambs Day 
Care students 
make special 
hearts.

Maya & Danika

George F. Kelly School
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MAILBAG
-Pete-
Dear CdLS Foundation,

Pete spends half  his day in 
special education classes 
for reading, writing and 
math. The rest of  the day 
he is integrated [with the 
other students]. He loves 
school. Pete has gone out 
for the seventh grade bas-
ketball team. When it comes to sports, there is no one that 
can tell him he can’t do it! Pete has a group of  friends that 
he loves to spend his time with. They go ice skating, ride 
motorcycles, play basketball, and just hang out together. 
He is just one of  the guys when they are together. We 
have learned that, given a chance, Pete will teach us all a 
lesson in determination. What a kid!

We like to go camping in the summer and Pete loves that. 
We go kayaking, swimming and hiking. Pete is constantly 
on the move. He has to be doing something – always. 
What a gift he is to us!

Jill and Dan, Pete’s parents, Spokane, WA

-Connor-
Dear Reaching Out,

Connor is now 15 
years old and has 
just graduated from 
middle school. Mid-
dle school was one 
of  the most difficult 
times in Connor’s 
life so far. Medically we have had a pretty good stretch. 
However, his anxiety has increased and the social isolation 
has been greater as the gap becomes more prominent 
between him and his peers. An activity he enjoys a great 
deal is acting. While in middle school he was cast in two 
plays. During the summer months he always has been 
enrolled in a class that produces a play. So all totaled he 
has performed in: Aladdin Jr., Annie Jr., Cinderella, Dear 
Edwina Jr., Snow White, Mulan and How to Eat like a Child. 
He enjoys these experiences very much. He has developed 
the art of  imaginative play because so much of  his time is 
spent alone. The one outlet that we have found is acting 
and this has been a positive experience for our son. Dur-
ing these times he feels a part of  a group of  friends and 
his whole demeanor changes and he is a happier child. 
If  only he could stay in make believe all the time. He is 
planning on taking Acting I class first semester freshmen 
year of  high school, so stay tuned for his next debut.

Jane, Connor’s mom, Mequon, WI

-Molly- 
Dear CdLS Foundation,

Molly turns 21 this spring.  
She still lives at home with 
us.  We have two caregiv-
ers that take her into the 
community daily for ac-
tivities. Molly visits a first 
grade classroom, shops, 
visits elderly friends, par-
ticipates in a day program 
once a week, goes to the library, and is generally quite 
the busybody around town. She is greeted warmly by 
people who have known her all her life. Molly attended 
public school and made many connections there. This is 
working really well right now.  

Her major issues lately have been dental problems, 
constipation, and behavior.  One thing we have learned 
as Molly gets older is that it is never too late to start 
introducing new learning opportunities.  We decided to 
try “PECS” (Picture Exchange Communication System) 

again, which was unsuccessful in her younger years.  She 
has caught on quickly!  She knows 2 vocabulary cards 
now, one for her favorite toy, and one for drink. We plan 
to expand her “vocabulary” soon.  She is really excited 
about her new ability to ask for things clearly for the first 
time.  We are really thrilled for her and hopeful that she 
can expand on this.  

We are also going back and trying some sensory integra-
tion techniques that really didn’t seem to help before.  
With a new occupational therapist, with much more 
expertise, we hope to reduce some of  her negative be-
haviors. She continues to bring delight, frustration and 
joy into our now “semi-empty nest.” Older sis Erin is a 
nurse in Boston, and big little brother Seth is a freshman 
in college pursuing a career in computer engineering. 

Warmly, 

Kathy and Peter, Molly’s parents, Cape Neddick, Maine
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Board of Directors Welcomes 
Eileen Ahearn
Eileen Ahearn, M.D., Ph.D., 
of  Madison, WI, has joined 
the Foundation’s Board of  
Directors. 

Dr. Ahearn—whose son Dan-
iel, 20, has CdLS—has been 
involved with the Foundation 
for many years and previously 
served on the Board from 1997 
to 2003. Additionally, she ran 
the Chicago Marathon twice as 
part of  Team CdLS and has served on the Foundation’s 
Clinical Advisory Board. 

Dr. Ahearn is the Medical Director of  Mental Health at 
the Madison V.A. Hospital and an associate professor at 
the University of  Wisconsin. 

Brent Lowrie Anderson
April 9, 1984 – March 14, 2009

Son of  Susan and Larry Anderson
107 Cannon Dr.

Hendersonville, NC 28792
susanand@cytechcis.net

		  Kevin Sullivan
		 March 19, 1978 – January 6, 2009
	Son of  Sheila Thornton 	 and	 Pat and Donald Sullivan
	 1069 Hundley Road		  1132 Circle Drive
	 Rives, TN 38253		  Union City, TN 32861	

Angela Gilpin
August 28, 1966 – May 3, 2007

Daughter of   
Rachel and Gary Gilpin

428 E. Parrish Street
Covington, VA 24426

Shianne Newton
September 10, 2007 – November 11, 2008

Daughter of  Mindy and Shad Newton
P.O. Box 271

Blue Ridge, GA 30513

Committee Corner
Ordinary People Accomplishing Extraordinary Things

This issue celebrates 
the Family Services 
Committee. 

The Family Services 
Committee, chaired 
by Julie Gonella, (pic-
tured), oversees CdLS 
Foundation programs 
that serve individu-
als affected by CdLS 
throughout their lives. 
These programs in-
clude Ask the Doctor, 
Connect with a Family, the Multi-disciplinary Clinic for 
Adolescents and Adults, our Online Family Album, and 
Grandparents’ Regional Coordinator Programs. 

Committee members are charged with guiding the 
Foundation in developing, implementing and evaluating 
information, resources and support services. They also 
propose new projects to improve service delivery to 
Foundation families.

 If  you’d like to share your skills and interest on one of  
the many new CdLS Foundation committees, email  
director@CdLSusa.org or call 800-753-2357.

Our Deepest Sympathy

Keeping Accounts with Kelly Brown
Kelly Brown has been the CdLS 
Foundation’s bookkeeper since 
May 2008. She received her ac-
counting degree from Central 
Connecticut State University and 
previously worked in non-profit 
and CPA offices. Kelly works 
part-time at the organization in order to take care of  
her three boys, all under the age of  eight.

“As a working mother, it gives me great satisfaction 
to utilize my degree in an environment dedicated to 
serving children and families,” Kelly says. 
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Gifts that Count 
in Celebration

Jack Barnes’ Birthday
Valerie & David Barnes
Mary Waldo

Colin Bell & Family
Sally & Chuck Simpson

Carl Bentson
Karen A. Koeppe

Maggie Britton’s  
48th Birthday
Vi & Orville Britton

Julie Champion’s  
Birthday
Wyn Connor

Matthew Chevrette’s 
Birthday
Mary Ellen Driscoll
Suzanne & Albert Shaw

Patricia Chevrette’s  
Retirement
Nicholas & Benjamin 		
	 Chevrette
Suzanne & Albert Shaw

Lilly Choong’s Birthday
Marjorie & Mark George

Darrell Cookman
Julie & Roy Gonella

Rebecca Davis’  
12th Birthday
Cheryl & Ran Davis

Annette Fabrisello’s  
80th Birthday
Ellen & Anthony Scibelli

Benjamin Fisher’s  
21st Birthday
Judy & Joel Fisher

Logan Fowler
Mary Cavalieri
Kate & Steve McCurdy

Michael Friedman’s 
Birthday
Alec & Mikayla Needlman

Bo Geraghty
John R. Fitzpatrick
Susan Goro

Caleb Guidry
Dorothy Guidry

Sophia Haggard’s  
4th Birthday
Nicole & Phillip Tiongson

Raymond Halverson
Jean Halverson

Jenny Hammond
Marg, Ken, Jeremy & Matt 	
	 Hammond

Katherine Harvey
David O’Connor

Mary Hodina
Georgia Ann Hodina

Lucas Hoen
Maxine & Townsend Hoen
Hien Nguyen & Weber Hoen

Caitlin Igoe’s 5th Birthday
Joanne Corliss
Nina & Jeff Kellogg

Jeffrey Ivins
Rachel & Philip Moeller

Adam Jackson
Sharon & Raymond Jackson

Myrna Kaplan’s Birthday
Judy & Joel Robbins

Samantha Kirshner’s 
Birthday
Tina Leeds

The Kliewer Family
Dr. Ira Dunkel

Shane Kunkle Jr.
Melanie Blaser

Tyler Macy’s 1st Birthday
Heidi & Noah Macy

Sally May
Janette & Bill Peracchio

Aiden Scott Meyer
Mary Lou & James Bransfield

Brandon Middleton
Phillis & Joseph Daly

Nicole Miller’s  
16th Birthday

Sharon Flynn
Joanne & Lawrence Gerstle
Susan & Chip Terhune

Ella Grace Musial
Eric Bell & Family
Jennifer Blodgett
Sue Cassady

Lucas Onderdonk
Michael Onderdonk

Laurie Parker’s Birthday
Melody & Douglas Snitch

Andrew Patitucci
Bernadette & Kevin  
	 Gentilcore
Teresa & Paul Kuharsky

Betty Peracchio’s  
Birthday
Rina & John Bigotto

J.T. Picazio’s Birthday
Ellen & Victor Smith, III

Jack Pollard
Rosemary Whelan

Maya Pomfret
Betty Ann & Theodore Czech

Anthony Ramirez
Martha & Dick Gerety

Riley Rissland’s  
5th Birthday
Anne & Wesley Johnson

Matthew Rodgers
Donna & Todd Rodgers

K.J. Rowe
Susan & Mike Hinchcliffe

Joyce & George Schaab’s 
60th Wedding Anniversary
Lynnette, Dean, Devin & 
	 Brad Miller

Jim Schellinger
Mikella & Stephen Lowe

Josie Schreder’s  
10th Birthday
Pat & Jim Kuta

Sarah Siegel
Priscilla & Larry Losselyong

Jessica Smith
Lisa & Roscoe Marter

Jonathan Swanson
Judith & Ross Soltess

Teixeira Family
Andrew Roth

Claudia Tiongson’s  
7th Birthday
Stacey & Paul Turvey

Olivia Tiongson’s 3rd 
Birthday
Stacey & Paul Turvey

Candice Wagener
Dr. Craig Wagener

Molly Wagner’s Birthday
Elizabeth Wagner

Ethan Walter’s “Absolute 
Wonderfulness”
Penelope Keating 

Caleb Wherry’s  
4th Birthday
Kathy & Andy Wood
Maren & Donald Wood

Barbara & Norm  
Winnerman’s Birthdays
Anne Cahn

Gifts that Count 
In Memorial

Brent Anderson
Board & Staff of the CdLS 	
	 Foundation
Yvette & Jeff Haney
Ruby & Jack Thompson

Harold C. Arff
Susan Pupovac

Aunt Bea
Myrna & Alan Kaplan

Joseph Bernard
Charles Bernard
Sally & Patrick Bernard
Paul Campion
Ritz Cheung
Katherine & Raymond Clemo
Sehr Dean
Pam & Glenn Diedrich
Ducks Unlimited
Sally & Anthony Giordano

Marjorie & William Gossell
Mr. & Mrs. Richard W. Hutson
Anita Juneja
Donna & Ray Kerr
Marlene Lazachek
Leona & Donald Lucas
Elda & Robert Madsen
Laura, Steve & Sara Manville
Larry, Joe, Eileen, Carol, Brad 	
	 & Lance More
H & LS Ng
Nafis Noori
Mary & Edward Pec
Ronald Pence
Lynn & Ray Pensinger
Mr. & Mrs. C.A. Piccolo
Ruth & Byron Prias
Laura Roy
Anne & Barry Ruffell
Robin Rutkowski
Kimberly & Derek Rylicki
Jill & Scott Snyder
Janice Sweeney
Trisha Tremi
Linda Trinh
MarySue Welch

Bella Bleicher
Teachers of Adath Israel

Lillian Boisvert
Lynn & Rich Audette
Rina & John Bigotto
Dorothy & George Blythe
Ann & Glenn Bradley
Holly & Robert Brown
Karin & Vyrjil Buus
Children’s Cheer Fund
Liana & Michael Fresher
Danta & Lloyd Gagnon
Julie & Roy Gonella
Donna & James Gwozdz
Cindy & Randy Hall
Betty Ann & Paul Hanak
Linda & Leon Heckler, Jr.
Pricilla & Michael Heimer
Geraldine Kelly
Barbara & Regis Koontz
Mr. & Mrs. John Mahr
Marie & Pat Malloy
Mary & Joseph Martinelli
Sally & John May
Sue McKain
Willodean Nicholas
Betty Peracchio
Anna Blaha & Susan Reinhart
Deborah Richards
Rina & Arthur Rolfo
Mr. & Mrs. Allen Scheuy Jr.
Deirdre & Joe Summa
Susan & Keith Weikel
Betty & Paul Wellons
Claudine & Laurence Wellons
Patricia & John Wellons

Jason Brockstein
Heidi & Bruce Brockstein

Erin Bucafura
Angela & Wayne Wrolstad 

Toby Cooper
Aya & Tom Bleicher-Nugent

Nikolas Dallas
Jennie & Chris McNulty

Mary Deal
Karen & Larry Prada

Armando Emanuele
Nancy & C.L. Baty

Mae Faneca
Sue Cassady

Linda & Charles Fishel’s 
Mom
Ellen & Robert Fishel

Kathleen Fleisch
Carol & John Cataline

Dee Ann Frazier
Dottie & Gregg Laumann

Louis Friedman
Aya Bleicher-Nugent & 
Thomas Nugent

Theresa Gath
Mr.& Mrs. Walter Bayliss
Jane & Donald Berard
Doris & Paula Chalifoux
Theresa & William Clark
Janet & Richard Cluff
Mary & William Connolly
Catie & Jeff Coutu
Shirley & Paul Cyr
Connie Delmore
George Gath Insurance 
Agency, Inc.
Margaret & Richard Gath
Marjorie Gath
Marlene Gath
Jennifer & Edmond Gauthier
Katie & John Kuczek
Donna Leahey
Lockheed Martin Missiles & 	
	 Fire Control
Jacqueline M. McCarthy
Mary Jane McCarthy
Joann O’Brien
Helen & Francis Picanso
Red Hat Divas
Reyes Family
Charlene & Steven Shattuck
Renee & William Soucy
Judy & Bob Spengler
George Teague
Gail & Stanley Trzcienski
Janet & William Vezina
Zaim Family
Erica & Stephen Zaim
Mr. & Mrs. Robert Zaim

Angela Gilpin
Board & Staff of the CdLS 	
	 Foundation

Lila Glantz
Kay Brown
Angie Pappas

Michael Gonella
Robert Rapoza 

Donations 12-30-2008 through 3-19-2009
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Raymond Carl Grueneich
John Doane
Julie & Roy Gonella
Carol Smith

Dorothy Haag
Diane Ackerman
Mary Jane & John Burin

Sandra & Dale Eckert
Kathleen B. Hanlon
Diane Horvath
Susan Kalasunas
Christine & Daryl Smith

Ken Hammond Sr.
Marg, Ken, Jeremy & Matt 	
	 Hammond

Mary Harrington
Dianne Ace
Elizabeth Carr
Judy & Ed Hall
Jennifer & Raymond Lubiani
Mitzi Maglely

Shari Ellis Hawkins
Richard Deresz
Betty Hogan
ManTech & Friends AF ISR 	
	 Agency
Sarah & Romey Pelletier
Sally Profota-Scarborough
Cindy Rebold
Margaret Fleming Solari

Robert Hoglund
Barbara & John Lawrence
Kathleen Tallman
Margaret & Harry Unglaub

Liddy Horsey
Susan Davis & Sean Zentner
Mary & Robert Geis, Jr.
John Manning
Jilll & Andrew Stefanovich

Matthew Huss
Jeff Byars

Stephanie Igoe
Joanne Corliss

Maureen & Earl  
Derusha, Jr.
Katherine & Robert Glaessner
Maureen  & Morgan Kennedy
Joan & James Penders
Kathleen Pondelli
Lucia Pondelli
Linda & Walt Serwatka

Sam Itsou
Janette & Bill Peracchio

Emily Johnson
Murray Johnson

Mary Lou Klein
Ruby Bigelbach

Vinnie LaLama
Martha & Dick Gerety

Isabel Eva Calof Lander
Anne Calof & Arthur Lander

Aimee Langlois
Frances D. Burke

Connie Lopez
Judith DiFilippo
Manheim Chicago

Jean Mazurek & Line 8 drivers
Connie & Steve Ryan
Phyllis Simmons
Rita Walsh

Mary Merrill
Evelyn & Frank George
Anne & John Gonella
Denise & Robert Gonella

Hermann Metscher
Patricia & John Rhodes

Bob Milbrath
Kay Brown
Angie Pappas

Shianne Newton
Board & Staff of the CdLS 	
	 Foundation

Ann Nickolas
Kay Brown
Angie Pappas

Myron Nidetz
Diane & Michael Friedman

Jeffrey Parker
Carol & Charles Parker

Ryan Payne
Myra & Timothy Payne

Antonio Peracchio
Rina & John Bigotto

Sara Peracchio
Janette & Bill Peracchio
Amelia Varca

Lindsey Rekoski
AEGON Transamerica  
	 Foundation

Justin Rinn
Fran & Wayne Edwards

Arthur Rubin
Aya Bleicher-Nugent & 
Thomas Nugent

Nicholas Schurke
Katrina & Chris Hagfors
Linda Moore
Marcia & Jeffrey Thompson

Mr. Shore
Aya Bleicher-Nugent & 
Thomas Nugent

Arthur Smith
Kay Brown
Angie Pappas

David Snyder
Carol & John Cataline

Hilary Anne Stokes
Joanne Bollin
Katarina Maria Stratton
Briana & Andy Stratton 

Kevin Sullivan
Board & Staff of the CdLS 	
	 Foundatioon

Kourtenay Tharp
Ellen & Nelson Tharp

Allison Tryba
Irma Block
Veronica & Ernest Tryba

Margaret Twito
Kay Brown
Angie Pappas

Jindi Van Buren
Fairview Board of Education

Ralph Edward “Speed” 
Walters
Jane Bleedorn
Teresa & Terry Braswell
Linda Larsen Culver
Elizabeth & Bernard Egan
Embarq Management  
	 Corporation
Kathi & Mike Flynn
Mr. & Mrs. Nap Fonseca
Cheryl & Robert Fromong
Roberta & Gene Gay
Lavon Gryska
Audrey & Melvin Mohn
Nancy Wood Newsome
Julia & Robert Page
Rosie Piotrowski
Lois Sledge
Barbara & Jim Walters
Lee Anne & Scott Walters
Judy Wienzierl
Alma T. Wood

Doc Weir
Angela & Wayne Wrolstad

Alison Wells
Barbara & Norm Winnerman

Julia Rose Wickness
Rachel & David Wickness

Name				     E-mail

Street	 City	                         State 

Enclosed is my tax-deductible gift of: o other $_______   o $750  o $500  o $100  o $50  o $35

05/09

To give on line: www.CdLSusa.org
To give stock or plan an estate gift, contact director@CdLSusa.org or 800-223-8355

	Use my gift to help children with CdLS
	Please send me information about the  

Lighthouse Giving Society.
	I have included the CdLS Foundation in my 

will or trust.

Charge my gift to:		VISA		MC	 	AMEX
Card #:	

Expiration:	 CCV# (3-4 digit code):

Print name on card:

Signature:

Postal Code

Cornelia de Lange Syndrome Foundation -302 West Main Street, #100, Avon, Connecticut, USA 06001

Wishlist

Print and mail one issue of  Reaching Out.......... $4,500
Postage for one issue of  Reaching Out............... $2,000
Purchase half-page ad in Reaching Out.................. $800
Coil or comb binding machine............................. $300

Digital camera (minimum 10 mega pixels).......... $200
Replace laser printer ink cartridge........................ $150
Pro-bono experts in grant writing, graphic design, 
photography...................................................... Priceless
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Circle of Caring: 
Do Something Today, To Make A 

Difference Tomorrow 
The CdLS Foundation’s Circle of  

Caring honors individuals who make 
bequests and other planned gifts to the 

organization. A planned gift not only 
demonstrates commitment to the mission 

of  the Foundation, it also helps ensure the 
long-term strength of  the organization. 
Long after they are given, these gifts posi-
tively impact the lives of  people with CdLS 
and those who care for them.

We invite you to become a charter member 
of  our Circle of  Caring. Circle of  Car-
ing members are recognized in Founda-

tion publications (with permission), 
invited to attend Foundation events, 

and offered complimentary, confi-
dential estate planning services.

If  you would like to designate a planned gift or have 
yet to inform us of  your planned gift, please call 

800-753-2357 or email Liana Fresher,  
director@CdLSusa.org.  

CIRCLE of CARING
CdLS Foundation


