5P— NEWS

SOCIETY NATIONAL SUPPORT GROUP

DU CHAT SYNDROME

FOR FAMILIES WITH CRI

5P-

HAPPY BIRTHDAY TO YOW! BY JEN WONG

Happy Birthday to you, Happy Birthday to you, Happy Birthday Cri du Chat Syndrome, Happy
Birthday to you. 2013 is the 50" Anniversary of Jerome Lejeune first describing CdCS.

One fact some of you might not know about CdCS is it’s one of the most common syndromes
caused by a chromosomal deletion. “Most common chromosomal deletion” is not the phrase any
of us think of when we think of CdCS. If it weren’t for our conferences many of us would go our
family member’s whole life without meeting another person with CdCS. We have come a long
way in 50 years, but we have an even longer way to go in spreading awareness and encouraging
research, especially in the medical community. In general, we could all probably write similar
stories on our journey with Cri du Chat Syndrome. Most of our stories contain information given
to us such as “Children with CdCS die before their 1* birthday”. I think that is the main statement
that everyone can recount the exact moment when they heard it. Ihad “googled” CdCS the
evening after receiving Emma’s diagnosis, alone, because my husband was deployed and due back
the next day. Iremember sitting in our basement in Alaska and thinking “Emma is 4 months old
that only gives me 8 more months with her.” After reading the rest of the very grim information,
my coping mechanism went into overdrive and told me “It’s okay if she dies in a year, it will be too
hard taking care of her for more than that. I can handle 8 more months.” After I joined the 5p-
Society and was given the correct information regarding the syndrome, I felt horrible and guilty for
thinking that I was okay with my child dying at a year. What mother thinks like that?! Luckily,
during one of my many late night parent sessions at a conference, this topic came up. [ was so
embarrassed to admit I had such horrible thoughts for my daughter. A few parents mentioned they
had similar thoughts. After a heart felt discussion, we all came to realize, these thoughts did not
come from our heart, but from a self-preservation area in our brain, because the information we
received was just too painful to handle. I was so grateful for the mom, who was brave enough that
night to take our discussion to such a raw and vulnerable place. Even greater, no one judged.
Everyone, even if they didn’t have these thoughts, understood. The guilt I had for those thoughts
was erased that night. Irealized how we all cope in different ways and some of these ways may not
be easily understood, even by ourselves.
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One of the reasons, I joined the 5P- Board of Directors is to help prevent other families from having to go through this pain. Getting
the initial CdCS diagnosis is difficult enough without being given outdated incorrect information. My goal to honor the 50" Anniver-
sary is to educate 50 people about CdCS this year. Whether it’s a pediatrician, a therapist, or the person staring at my daughter, I'm
going to get the word out about CdCS. Even ifit’s a simple “My daughter has CdCS” or providing 5P- Society pamphlets to NICUs
and doctors’ offices. Task that everyone please join me in educating the world on CdCS and how wonderful our family members are.

LEARN SHARE CONNECT

Blogs to follow: YouTube Videos to Watch
% http: / /m}’ danceintherain.org 5p— Society 2012 Conference Pictures
) ) https://www.youtube.com/watch?v=D16fsTN9I7g
* www.sophicourgift. wordpress.com Pictures from the 2012 Conference
* http://livingwithcriduchat.blogspot.com/
* http://elastamom.com Cri du Chat Awareness US
" https://www.youtube.com/watch?v=GbWDG3]XFL4

http:/ /livingwitheriduchatmosaicism.blogspot.co.nz/ Video to increase awareness of Cri du Chat in the US and across the globe. By Larry McSeed

* http://mikeandbrittanyerickson.blogspot.com
* http:/ / thissideofordinary.blogspot.com Cri du Chat Awareness Video——Australia Support Group
. . https:/ /www.youtube.com/watch?v=V6wk4bFVz2g
* .
http./ /beautlfulunexpected] ourney.blogspot.com Australia Support Group awareness video for 2012 Awareness Week.
* http://www.cdeslovehope.com/blogspot.com
* http: // clairematﬂda,wordpress,com Cody promotes the 2012 Denver Conference
* http: / /crazyincognito.blogspot.com https://www.youtube.com/watch?v=A47tRTi8YPw
* http: ’/ myriversride.wordpress.Com International Cri du Chat Syndrome Awareness— Meet Nellie
* http://allaboutvayla.blogspot.com https://www.youtube.com/watch?v=zw2joxiYjR4
* http://brennanandcalebsmom.blogspot.com
. . Isaac at Inspire

* http://praiseyouinthestorm.com ~54aC 2L ANSPITE

p:7/p Y https:/ /www.youtube.com/watch?v=kafOs4dOrYE
* www.prayforellee.org
* http://notquiteearthmother. wordpress.com Taelor’s Big Justin Bieber Surprise
* http://tricia-themama.blogspot.com https://www.youtube.com/watch?v=6vQeNtmzuW 8

Happy Baby Ellee
https://www.youtube.com/watch?v=al PEK7pIWgE

anine Can Read
https://www.youtube.com/watch?v=Fb-EnS3Xvy8

Have a video to share? Send the link to 5p— Society office at director(@fivepminus.org



5P- SOCIETY

IDENTIFICATION DOG TAGS

National Family Support Group for Individuals with Cri du Chat Syndrome

Tear-off Order Form

Dog Tag Information

Method of Payment

Butterfly Monster Logo Y N Necklace
Birthstone Y N Month Key Chain
Name(s) on Front (optional):
Credit Card ' FIVE P MINUS SOCIETY "
D redit tar D PayPal Information on Back: Line 1:
[ check www.fivepminus.org/donate htm Line 2:
Line 3: PO Box 268
Lakewood, CA 90714-0268

Line 4:

Name

T ER Butterfly Monster Logo Y N Necklace Phone: (888)970-0777
Birthstone Y N Month Key Chain (562) 804-4506
N E ional Fax: (562) 920-5240

ame(s) on Front (optional): E-mail: director@fivepminus.org

Information on Back: Line 1:
Line 2:
Line 3:

Phone
Line 4:

Credit Card # Exp. date

For more than 2 please put information on separate piece of paper.

Signature

Total ordered x $15.00 each, plus $2.00 shipping (up to 3
tags, add .50 for each additional tag ordered)

My name is Linda Reed and I have a daughter who has 5p-. I have come up with a bracelet design that I am call-
ing 5 p minus Awareness bracelet. I just posted it on my Etsy website, I have spoken with Jolene about it a cou-
ple of times and now I finally made the bracelet a reality. I am going to donate $5.00 from each sale of the brace-
let to the Five P Minus Society. Jolene wanted me to contact you in hopes that you could put it in the upcoming
newsletter. Please feel free to contact me if you have any questions or concerns. Thanks!

The website is www.simplyyoursbylin.etsy.com, the bracelets are listed under the Cri Du Chat section in my

shop. There are a few for $18.00 and a few for $20.00.




DIFFERENT . . . BY LAUREN BROUSSARD

Dear Ava,

You have felt my tears, falling on your face. Someone else might
think they are tears of sadness because of what you can't do. | know
DIFFERENT. | know those tears pour from my heart out of gratitude
for you, because of what you can do: you can love everyone in the
purest form possible. unconditionally. You can be judged, but will
never judge in return. | know DIFFERENT. Because | let you know in
- my hugs and kisses that you are perfect just the way you are. You

_ “have seen me hang my head down in shame when we go places.
Someone else might think | am ashamed of having a child like you. | know DIFFERENT. | know that | am
ashamed of the grown-ups who ignore you, yet talk happily to all the other children. The grown-ups who won't
look me in the eye, but state at you when they think | can't see. | know DIFFERENT because there have been
many, many more times | have raised my head up high because you are mine! You have heard me whispeting
desperate prayers at night. Someone else may think | am asking God to make you a typical kid. | know DIFFER-
ENT. | know that | am thanking him that you got to be here with me, for another day exactly how you are. | know
DIFFERENT because | have asked for you never to leave me. You have heard me cheer for you every single day of
your life so far, | have told you, you don't need to be typical to be amazing, you just need to be here. | know | have
a big job taking care of you. | know that more than anything | want to hear you
say my hame & | worry that I'm not good enough, and that | will fail you. But |
know and | know you know DIFFERENT!! |
know that even on my worst days, | will
always be good enough for you and you
will always love me more than | know. |

love you Ava Girl ;)

- Mama

“No one is ever quite ready; everyone is always caught off guard. Parenthood chooses you. And you open
your eyes, look at what you've got, say "Oh, my gosh," and recognize that of all the balls there ever were,
this is the one you should not drop. It's not a question of choice.”

— Marisa de los Santos, Love Walked In




Ok, I have a major announcement to make. In recognition of the 50" anniversary of the discovery of Cri Du Chat Syndrome, by Dr.
Jerome Lejeune, we are preparing an educational video that will focus, not on what our kids can’t do, but on what our kids can do.

Recently I posed the question, to our Facebook group, about their diagnosis experiences. What I found interesting about the respons-
es were that a good majority of them were the same. The responses usually said this, “My doctor/geneticist told me that my child
would never ...”. Then the response followed up with,”but he/she can do those things.” Some of the major points that I read were
that our children will never walk, never talk/communicate, never live past the age of 1, they should be institutionalized, never learn,

essentially never touch anyone’s life.

So, here is the exciting part ... we are going to create this video based on videos submitted by you. We want to have videos that in-
clude children/adults, that may be very severely affected by they syndrome, to those who are not as affected by it. We want videos
showing your kids saying, signing, or using a communication board/device to say, ”I Can!” We want to see your kids at work, school,
or play. Send us videos of people surrounding your child and saying how much your child has touched their life. We will not be able
to use all of the videos submitted, but we plan to use as many as we can.

Now to take this project one step further, we are compiling these videos from 5p-/Cri Du Chat Support Organizations across the
globe. This is going to be a major focus for this year’s International Awareness Week. We hope to get this video to go viral and to get
this video in the hands of our health care professionals, to help them better understand what our kids can do, but to also be able to
show other families what their child may be able to do. We also hope to get this video in the hands of the media. It would be great if
it could go in one of their Public Service slots.  ***VIDEOS MUST BE RECEIVED BY MARCH 31 TO BE CONSIDERED***

Now, to answer the qucstions:
How do I submit a video?

To submit a video, you will need to use https://dropbox.yousendit.com/Awareness2013. If you have any questions, please send an

email to videos@criduchat.org.
Do I have to fill out a release to use my video?

Yes, you will need to fill out a release. You can request a release form at videos@criduchat.org. A release form will need to be on

file prior to the release of the main Awareness Video.
What type of videos do you want us to submit?

We really don’t want to limit the videos that are submitted. We want to make sure that every level of severity is included in this vid-
co. Also, your video may spawn another topic that we want to cover in this video. So, submit your videos showing us what your

child can do.
Can I submit multiple videos?

Yes, feel free to submit multiple videos. We will not be able to use all of the videos that are submitted, but we plan to use as many as

possible.
Is there a certain way I should shoot the video, if I use my phone?

The best way to shoot video, if shooting from your phone is to shoot horizontally. It helps to fill up the entire frame when it is con-
verted. Ifit is shot vertically, it will show black boxes on the side and the video will look small.

If you have other questions, please feel free to post them in our FaceBook group:

https: //www.facebook.com/#! /groups/385907554759706/

I can’t wait to start looking at some of your videos. With your help, this project will put accurate information in the hands of our

medical professionals, newly diagnosed parents, and people around the globe.




Platinum Level Sponsors
$2000.00 and more

Brad & Christy Hammond

Elkan & Susan Isaacs Abramowitz
Give with Liberty

Jason & Michelle Myatt

Kent & Betty Nicholls

Marcia Riklis Fund

Mariella Mile

Joe & Alana Thomas

Matt & Tiffany Townsend
Microsoft

PMA (printing donations)

The New York Community Trust
Underground Fitness

Gold Level Sponsors
$1000.00—$1999.99

Allstate Giving Campaign

AmySue Reilly

Barbara Jo Gray

CC’s Café

Charles & Suzette Middleton

Checking for Charity

Chevron Humankind Matching
Program

Community Shares

Dale & Joann Huffman

David & Amy Ratliff

Jay Zises

Keith Sanger

Kimon & Christine Rumanes

Lee Scott Diamond

Matt & Rachel Stanford

Mike & Kristina Brewer

Pam & Bonnie Ward

Paul & Alison Bakken

Pfizer Foundation

Philip & Denise Lansford

Quantab Financial, LLC

Richard & Katherine Lindholm

Silver Level Sponsors
$500.00—3$999.99

Americas Charities
Arlene Slavin

Barbara Dalzell

Bart & Christine Harms
Brian & Danielle Karcz
Cedric & Jennifer Wong
Cheryl Burns

David & Myrna Towers
Dr. Bobbi & Barry Coller

Eileen Abbruzzese

Eric Anderson

Gary & Joann Inman

Geoffrey & Jolene Towers

Gloria Griffin

Greek Ladies Philoptochos

Ming-Hsiang Tsou & Chun-yi Chen

IBM Employee Services

James & Frances Bodle

John Deere Classic

Johnna & Raeann Sleith

Joseph & Anna Tiralongo

Jules & Lynn Kroll

Kathryn Knapp

Masoud Foudeh

Rick & Ronnie Rothwell

The Janus Foundation

The Tim Turner family for the
Karen Burnett Turner Family
Assistance Scholarship

Vincent & Elizabeth Picciuto

Bronze Level Sponsors

$100—8499.99

ABA Therapy of Houston, Inc.
Abbott Laboratories

Alice Bui

Alice Kennedy

Amber Edwards-Scott

Amy Goldberger

Andrea Mikeska

Andrew Abramowitz

Anne Gaglianese

Anthony Neiser

Arete Associates

Argonne Marine Park Post 107
Armando Villarreal

Arnold Abramowitz

Arthur & Nancy Hyde

Arthur & Patricia Strong
Aspasia Marangoudakis
Barbara Williams

Ben Ritter & Charissa Schroeder
Bernice Wollman

Betty Brewer

Bill & Janet Weber

Bip Daniels

Bob Slaughter

BP Fabric of America

Bradley & Marlene Tocher
Bruce & Cynthia Rambacher
C Lerche

Carolyn Kundiger

Catherine Manuel

Catherine Seel

Celeta Carr

Charles & Anne Dykes
Charlie Marangoudakis
Charitable Fund

Cheryl Kerrick

Christina Baker

Christine Lammers
Christopher & Elissa Morris
Clifton & Roberta Lotspeich
Craig & Elaine Scheirman
Daniel & Haley Calisher
Daniel Kundiger

Daniel Watt & Ruthie Liberman
David & Claire Doelger
David Goddard

David & Jill Holsen
David Losen

David & Kerry Luse
David McAvaddy

David & Amy Ratliff
David Samtman

Deborah Perch

Dennis & Shari Campbell
Diane Raquet

Ed Fehlis

Ed & Robyn Kurck

Ed & Judy Lane

Ed & Maribeth Walsh
Edward Byrne

Elizabeth Berdini

Emily Castillow

Erin Eaker

FC & DD Leonard

First Christian Church
Foresters of America
Frank & Rita Torre
Frank Ullman

Gail Getman

George & Cally Kokolaki
George Balanos

George Passias

Georgia Manoles

Golden Girls

Good Search

Graham Foster

Gregory Stengel
Guadalupe Acatitlan
Harry & Deborah Feigel
Heather Bui

Henry & Carolyn Ansell
Henry & Diane Asher
Hisham Elerian

James & Delores Lewis
James & Nancy Gormley
James & Sharon Hammonds
James Jiang & Carol Li
James & Sylvia Nicholson

James & Michelle Valenti
Jane Islay

Janice Asher

Jason & Michelle Williams
Jean Lindberg

Jean Picciuto

Jeff & Dena Doughterty
Jeff Koshkin

Jennie Tanaka

Jennifer Brown

Jenny Geiser

Jerry & Dawn Sadler
Jianjung Jiang

Jillian Temkin

Jim & Norene Bauman
Joan & Frederick Slayden
Joann Economopoulos
John & Bonnie Goess

John & Joan Deimeke
John Redus

John Volandes

John Wallace

John Williams

Judith Mogul

Julia Anello

Karen Stengal

Kathy Siemianowski
Kenneth & Jaclyn Charney
Kenneth Hughes

Kevin & Katherine Brummett
Kevin & Darrcie Inman
Kevin & Katherine Klinger
Kimberly Hegwood

Kurt Macdonald

Larry Griffin

Laura Sams

Lavon Yacht Club
Lawrence & Camilla Meiser
Lillian Chomiszak

Linda Fehlis

Linda Harris

Linda Maxwell

Loc Bui

Lucy Manzella

Manuel Gomez

Mark & Mary Abbott
Mark & Kay Campbell
Mark Delhougne

Mark & Sandy Sullivan
Marsha Swiller

Mary Adikimenakis

Matt Davis

Matthew & Heather Grasso
Matthew & Christine Weigle
Michael Dalton

Michael & Taimie Hoffman
Michael Slater




Michelle Fine

Mike Adams

Mike & Marlene Tocher
Moody School

Nancy Boyette

Nancy Campbell

Neal Losen

New York Life Insurance Co.
Nicholas & Debra Blesener
Nina Rivkind & Steve Shatz
Oscar & Karen Seibel
Oscar Serna

Paul & Dana Aluise

Paul & Katherine Rooney
Paul & Kymberlee Byrd

Rhonda Becker

Richard Simmons

Richard Weinberg

Rick Hahn

Robert & Anne Eyman
Robert & Jane Willock
Robert Johnston

Robert Vanzant

Russell & Wanda Rattunde
Ryanne Fullerton

Ryanne Phillips

Sally Kane

Samir & Nadia Keric Family Fund
Samuel & Tami Brentano
Seth Rubinson

Peter & Norma Aluise

Peter Brown
Peter Carruthers

Peter Christman & Susan Bailey
Philip & Judy Rogers

Shannon McSweeney
Sherri Brudner

Stacey Freeland
Stephen & Nicole Diggs
Steven Reich

Susan Zises

Suzy Sonenberg

Tara Newiger

Terry & Becky Chandler
Theresa Cute

Thomas & Jacqueline Palmisano
Thu-Thuy & Hoang Ta
Timothy & Margaret Palzkill
Travis Varner

United Health Group
Walter Harris

Wendell Gift

#*A]] efforts have been made to include all individuals that
have made a contribution of $100 or more during the 2012
calendar year. Please accept our apologies if we are in error
and your name is not listed. If you are in need of a receipt
for taxes (one should have already been sent), please con-
tact the 5p— Society office at director@ﬁvepminus.org.
Conference Registration fees are not included in this list.

2012 was the year of growth for the 5p— Society. We would like to welcome all our new families from around the globe .

.. Last names and location are listed below: (this list almost doubles a typical year — and there are families who are re-

ferrals, but whose information is not complete) Please keep in mind this is 2012 info (we’ve had several adds so far for

Eastchester, New York
Layton, Utah

Kemerovo, Kuzbass, Russian Federation
Atlantic City, New Jersey
Woodward, Oklahoma
Doha, Doha, Qatar
Windsor, California
Hilliard, Ohio

Thornton, Colorado
Minneapolis, Minnesota
Pikeville, North Carolina
Nampa, Idaho

Tooele, Utah

Baytown, Texas
Independence, Louisiana
Salem, Indiana

Abington, Pennsylvania
Clifton, New Jersey
Sublimity, Oregon

Our FaceBook group page began in March 2012 and by the end of

the year had over 600 members, many new to the 5p— Society

and many from countries around the world!!

2013.

Beckham Morrison, Colorado Moore
Bennette New Orleans, Louisianna Neil
Bentley Goderich, Ontario, Canada Nikitina
Brentano Sublimity, Oregon Peters
Broussard Youngsville, Louisiana Rankin
Buckner Albuquerque, New Mexico Rimachi
Castillow Semmes, Alabama Rocha
Castro-Castillo  Bogota, Colombia Ryan
Coles Springtown, Texas Scollon
Dalzell Abington, Pennsylvania Soderberg
De La Garza Laredo, Texas Strozier
Diss Lake Mary, Florida Taylor
El Trabulsi Baytown, Texas Turner
Garcia Louisville, Alabama Walton
Garcia San Jose, California Washington
Gillespie Brookfield, Missouri Whitlow
Grasso Haverton, Pennsylvania Wiecek
Green Fairview, llinois Wizner
Isberner St. Francis, Wisconsin Woodley
Jones Monticello, Illinois

Karosas Lithuania

Klemp Aurora, Colorado

Lozano Northridge, California

Manteiga Fall River, Massachusetts




PO Box 268
Lakewood, CA 90714-0268
Toll:(888)970-0777
Phone:(562)804-4506
Fax: (562)920-5240

Email: director@fivepminus.org

RETURN SERVICE REQUESTED

We're on the Web
www.fivepminus.org
|

Find us on FaceBook at http://
www.facebook.com/
groups/385907554759706,

Yahoo Group Page: 5pminus
http://health.groups.yahoo.com,

group/5pminus/join/

Interested in having a gathering in your
area? Contact the 5p— Society for
information and how to get in touch
with families from your state or prov-

ince.
Coming up:

Ohio—6/21-6/23 Columbus, Ohio
FMI: Tammy Boring
tboring@advocate4buyers.com

Arizona/ California-4/20 Chandler,
Arizona http://www.facebook.com/
events/150287855129537/

FMI: Sam Brown
sandsrfer(@q.com

FIVE P MINUS SOCIETY "

GET YOUR GEAR ON!!

Car Magnets are available. $8 US each

Limited # of hats available $20 US each (black with
white, white with black or tan with blue)

Bracelet ($2 US) and
Keychains ($4 US)

Cri of the Cat DVD by Helen McGrath $15 US
(order the above by contacting
director@fivepminus.org)

You can also order 5p— /Cri du Chat logo’d gear at
www.cafepress.com/5pshop

New Holiday Items are available, including items

that can be personalized.

WINE TASTING EVENT

BENEFITING THE 5P MINUS SOCIETY,
a non-profit organization dedicated to
supporting families of children with
Cri du Chat Syndrome

SUNDAY, APRIL 14
2:00 — 5:00 PM

ARCHWAY GALLERY
2305 Dunlavy
Houston, TX 77006
(713) 522-2409

Minimum tax deductible donation to the 5p
Minus Society: $35/person

All proceeds from the event go to the
5p Minus Society for the 2014 Conference

EMI & RSVP: rachel.stanford@gmail.com

If interested in wine sponsorship or donating a
silent auction item for the event, please con-
tact rachel.stanford@gmail.com




