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Welcome to 2019! During this past holiday season, I start-
ed thinking about how the various holidays all revolve
around light. Look at the kinara, the menorah, and the ad-
vent wreath ... they all center around the lighting of can-
dles. If you look around during the holiday season you see
lights everywhere. People decorate their houses with

lights. They light candles for those who have passed on, to
represent their presence during the season. As I stopped and
thought about all of the light around me, I started thinking
about all of you and our amazing adults/kids.

As a parent to a child with special needs, there can be dark/
hard days. Days that are just harder than other days. On
these days I am so thankful for people who understand what
I am going through. In one of my previous articles I spoke

about the BC (Before Conference) times, and find it hard to

Make Plans Now—Conference Info

Date: July 18-21, 2019
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Portland, Oregon
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5P- SOCIETY ANNUAL
CONFERENCE

Location: DoubleTree by
Hilton Hotel Portland
1000 NE Multnomah
Portland, Oregon

Please visit our dedicated website page at https://fivepminus.org/

event/2019-5p-society-annual-conference-portland-oregon/?
event date=2019-07-18 for information on reserving a room at

the DoubleT'ree.

Registration: Will be launched on March 1s. Member registra-

tion link: https://5psociety.regfox.com/2019-5p-annual-

conference———member—registration.

Please note registration fee is separate from hotel reservation, trav-
el and incidentals. There are member and non-member fees. If
you’re not sure of your status, contact Laura at direc-

tor@fivepminus.org to find out if you are a member or not.

Scholarships: We will offer five scholarships. The scholarship will
pay for hotel room for three nights and registration fee for 4 indi-
viduals in the same family. Link for scholarship application:
hetps://goo.gl/forms/OOFibnNPDyUcKSz23.

Issue 1

fathom not being able to reach out to families the way we
are able to now. I feel so fortunate to have a group where I
can go to either shine a light for others during their dark/
hard days or to find some light during my dark/hard days.

During this time I also reflected upon how darkness doesn’t
always represent difficult times, but it can also represent a
lack of knowledge. I started thinking that when we provide
information about Cri du Chat Syndrome, we are enlight-
ening that person in several different ways. The more we
educate and interact with others, the more light we spread
into the darkness. For families, like our family, raising
awareness is a daily thing, but we really turn the light on
during our international awareness week. It is our chance to
come together and raise awareness around the globe.

So, in closing I would like to thank those who have shone a
light for me when I have needed it, and hopefully at some
point I have been able to reciprocate. In 2019, let’s do our
best to shine our light into the darkness and lift others up
when they need support and let’s do what we can to raise
awareness of Cri du Chat Syndrome to those far and wide.
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Special Needs Trust Basics: What You Need To Know

Learn why it’s important for you to have a special needs trust for your child with a disability, and how
you can start funding it immediately.

Rachel Stanford’s son Miles is 10, and has a developmental disability caused by a rare genet-
ic syndrome called Cri du Chat. Miles was also diagnosed with ASD.

Rachel describes Miles as being impulsive, with no sense of danger, non-verbal and sensory
issues and, likely, will need lifelong care.

“Right after Miles was diagnosed, my husband and I knew we had to do something to pro-
vide for his future,” says Stanford.

Rachel knew that she and her husband, Matthew, couldn’t leave money directly to Miles
without jeopardizing access to government benefits. So they hired an attorney to prepare a
“special needs trust” in which money could be set aside for Miles” care without risking the

loss of benefits he’d otherwise be entitled to. Rachel, Matt, Miles (10) and

Charlotte (6) Stanford.

What is a special needs trust?

A trust is an arrangement where one person (the grantor) gives assets, such as cash, investments or real estate, to a trustee.
The trustee manages the assets on behalf of someone else, who is called the beneficiary. The assets set aside in the trust by the
grantor are not directly owned by the beneficiary, but instead the beneficiary benefits from the assets in the trust pursuant to
the terms of a written trust agreement.

A special needs trust is a particular type of trust designed for a person with a disability who is likely eligible for government
benefits, such as Supplemental Security Income (SSI), Medicaid or subsidized housing. A person with a disability may not

qualify for these benefits if they own assets in their own name.
Because the beneficiary has no control over the assets, they are ignored when determining eligibility for government benefits.

The trust agreement for a special needs trust must be carefully worded in order to preserve eligibility for government pro-
grams. For example, the trust must state, among other things, that it is intended to provide “supplemental and extra care”
beyond that which the government provides, and that it is not intended as a basic support trust.

This means that the trustee cannot just give cash to the beneficiary, but instead, purchases items on behalf of the beneficiary
that provide for their supplemental care. According to FindLaw, this can include:

Paying for medical and dental care, equipment, education, treatment, rehabilitation, eye glasses, transportation
(including vehicle purchase), or insurance (including payment of premiums of insurance on the life of the benefi-
ciary), essential dietary needs, spending money, electronic and computer equipment, vacations, athletic contests,
movies, trips, money with which to purchase gifts, payments for a companion, and other items to enhance self-
esteem.

Do I need a lawyer to set up a special needs trust?

There is no requirement to hire a lawyer to create a special needs trust. There are books and online resources that can guide
you through the process.

Continued on page 3



https://estate.findlaw.com/trusts/types-of-trusts.html

Special Needs Trust Basics: What You Need To Know Continued from page 2

However, the creation of a special needs trust may also involve updating (or creating) a will, and thinking through some difhi-
cult questions about alternate trustees and how to provide for siblings. Often, people find the process to be a bit more com-
plicated than they are comfortable taking on themselves and end up hiring a lawyer.

This was the case for Rachel Stanford, who is an attorney herself.

“I don’t practice trust and estate law, but I knew enough that we had to do something to provide for [Miles’] future,” says
Stanford. “A coworker advised me about how to do this and recommended a lawyer who could help us get it done. There are
a lot of things I will try on my own, but this is so specialized, I just didn’t want to mess it up.”

[Incidentally, I am also a lawyer and, like Rachel, not a trust and estate attorney. I did start to do the research to draft a special
needs trust on my own, but found it to be confusing. My wife and I also hired an attorney to draft a special needs trust and update
our estate plan.]

If you hire a lawyer, don’t be afraid to shop around. The process of drafting a special needs trust may be too difficult for you
to do on your own, but the reality is, the work is form-based and generally requires minimal custom drafting.

The value in hiring a lawyer is for them to ask you the “right” questions, so you create a plan that works best for your particu-
lar family situation. But, for a skilled attorney, this shouldn’t take a lot of time and, once done, a paralegal can make quick

work of the drafting.
Look for a lawyer who will work for a fixed fee, as opposed to one who works on an hourly basis.

Expect to pay between $500 to $1,500 just for the special needs trust. If the trust is prepared as part of an overall estate plan
(with a will and family trust) expect to pay between $1,500 to $3,500. Unless you have a very complex estate situation (lots
of assets, blended families or multiple business interests), if you get prices that are more than $3,500, keep looking.

Ideas for funding a special needs trust

Setting up a special needs trust is the easy part...funding a special needs trust can be a
whole other challenge. In the same way many families struggle with saving for retire-
ment, they can struggle with setting funds aside for a trust.

The key to success is starting early.

Families with younger children often purchase life insurance products to fund a spe-
cial needs trust if they should die. Term or “second to die” life insurance policies are
inexpensive to purchase when you are young and healthy, and can be a good way to
make sure your children are cared for (financially), in the event you die unexpectedly.

Term policies end after a fixed period of time, so get a policy with the longest term D;’ﬂif;’, Phil and Jason (27) Lansford.
you can afford.

Parents also save money over their lifetime, same as they would for a retirement account, which is then either deposited with
the trust, or transferred to the trust after they die by operation of their will.

Trust assets don’t have to be limited to cash or securities. Some families purchase real estate or transfer interests in a family
business that can pay long term rent or dividends.

Continued on page 7




International Cri du Chat Syndrome Awareness Week 2019 is May 1 — 10, 2019
This year’s Virtual 5k for 5p- theme:

Walk Around the World for 5p-

We'd like to see C5 taking a walk around the globe spreading awareness of Cri du Chat
Syndrome. Hosting an event? Please make sure to share the information with us on one

of our pages on Facebook (www.facebook.com/CriDuChatSociety or

www.facebook.com/Virtual5kfor5pminus). We will make sure to encourage others to

participate with you and will boost posts.

What is a Virtual 5k?

It is just like any other 5k (or 3.1 miles), except there is no official race location (and no early start times)! The virtual part of
this means no traveling or fighting crowds. It also means you get to choose where, with whom, and even how you want to go

that 3.1 miles! (Walk, run, bike ride, bowl, jump — anything you want to do).

The Virtual 5k for 5p- can be done at any time and on any day during Awareness Week. It can even be done in increments
throughout the course of the week! Do you walk to school in the morning, around town during the day, or around the office?

Great! Keep track of your distance until you hit the 3.1 miles.

This event is open to individuals of all ages and abilities. Once you register, cither as an individual or as part of a team, you are set!

Team Captains will be in charge of hosting their local events, if they choose to gather as a group. Registration opens February 1, 2019.

Individuals with 5p- can participate for free. Apply for a coupon code to use during the registration process at https://goo.gl/
forms/tB0g0VsY]'TXZoeqv2. The coupon code will be good for registration/t-shirt/medal for both participants in the USA

and Internationally.

Registration can be located here: https://Spsociety.redpodium.com/2019-virtual-5k-for-5pminus.

Cost to participate:

Registration: $5.00 USD

Registration/t-shirt/medal (USA participant): $20.00 USD
Registration/t-shirt-medal/striped socks (USA participant): $30.00 USD
Registration/t-shirt/medal (International participant): $35.00 USD
Registration/t-shirt/medal/striped socks (International participant): $45.00 USD

Since this is not a sanctioned event, there is no penalty if you are unable to complete any or all of the 5k. However, during
Awareness Week, we will be asking participants to post pictures of you on your 5k route. This is completely optional - but
since our goal is to bring awareness to 5p- Syndrome, we want to do just that! And by using the special #5pminus5k hashtag

on your photos, we will be able to keep up with the fun!
Be a Fundraising Ambassador for the 5p- Society!
During the registration process, you may also elect the Fundraising option and become a Fundraising Ambassador!

The fundraising page is something you can send to your friends and family not participating in the race so they may have a way

to pledge donations in support of you, your participation, and to help spread awareness about Cri du Chat Syndrome.

This is not required to participate, but is a great way for your virtual cheering section to show you some love and help the 5p-
Society at the same time!


http://www.facebook.com/CriDuChatSociety
http://www.facebook.com/Virtual5kfor5pminus
https://goo.gl/forms/tB0g0VsYJTXZoeqv2
https://goo.gl/forms/tB0g0VsYJTXZoeqv2
https://5psociety.redpodium.com/2019-virtual-5k-for-5pminus

G5’
Carousel of Fassibile Dreams
2019 Regional Family Get-Togethiens

This is the second year the 5p— Society has sponsored 5 regional family gatherings. In 2018 the
gatherings took place in Alberta, Canada; St. Louis, Missouri; Phoenix, Arizona; Panama City,
Florida; and Boston ,Massachusetts. Thank you to our wonderful 2018 hosts—Clara Thomsen,
Jason and Michelle Myatt, Sam Brown, Rob and Cathy Vaden and Danny Watt and Ruthie
Lieberman. We are excited to announce the 2019 location and hosts: More details to follow by
mail and on Facebook.

Las Vegas, Nevada—Hosted by Chuck and Kathryn Gladden
Houston, Texas, May 4, 2019 — 10:00-2:00—Hosted by Jason and Heather Meza
Des Moines, lowa, May 4, 2019—Hosted by Laramie and Michelle Sanbulte
Toronto, Canada—Hosted by Chris and Ana Wheaton
Charlotte, North Carolina—Hosted by Russ and Amanda Bennette

If you are interested in hosting a future gathering, please contact Jolene Towers for more information.
gnjtowers@aol.com or message Jolene on Facebook.

LEARN SHARE CON N EE C T

YouTube Videos to watch Blogs to follow

5p=Society “1 Can” video e  http://livingwithcriduchat.blogspot.com/http://elastamom.com
httpf: / WWW.VOutubc.cogl watch?v=2AFEvNO-6M61 . Jathymedelland.com by Kathy McClelland
2015 Virtual 5k for 5p— video Recap .. . . ..

https:/ / www. youtubzt com/watchpl ®  hetp://livingwithcriduchatmosaicism.blogspot.co.nz/
v=BEWX6NHjOnwY &feature=youtu.be ®  hrttp://mikeandbrittanyerickson.blogspot.com

Adam & Tyler Buckner on KASA morning news! 5/30/2014 e  heep://thissideofordinary.blogspot.com
htt_p://kas&com/ZOl4/05/29/C1’u-du-Chat/ e  hup://beautifulunexpectedjourney.blogspot.com

Cri du Chat Awareness US o hitn// desloveh /bl

https:/ /www.youtube.com/watch?v=GbWDG3]XFL4 ww

Video to increase awareness of Cri du Chat in the US and across the o htep://clairematilda.wordpress.com

globe. By Larry McSeed ®  hup://crazyincognito.blogspot.com

}(;trtl ‘1L1/(/jhat Awarten]:ss \’Hd/e()*t‘;;m_ril;g Sﬁfﬁ;\rft S“’Xp walin S . ®  hup://myriversride.wordpress.com

International Cri du Chat Syndrome Awareness— Meet Nellie ¢ hetp://brennanandcalebsmom.blogspot.com

https:/ /www.youtube.com/watch?v=zw2joxiYjR4 ®  heep://praiseyouinthestorm.com

Emma’s “Steps of Faith” ®  www.prayforellee.org

ht_tp.s\:x/// m.}ggftube.co_m/ Watgh? q L ®  huep://notquiteearthmother.wordpress.com

E:ilum_elm; ,rb . ;Ia;ilzeR—iyzlllitu c-gdata_puayer ®  heep://tricia-themama.blogspot.com

http:/ /www.cromosomacinco.com/ o  www.angelarichey.blogspot.com/

Meet James Chalmers ) ®  http://lessonsfrommydaughter.me

e bk s 94 ! Mmooy gyt
®  http://www.specialneedsdadchronicles.space
e  hup://lifesunexpectedblessings.wordpress.com
®  www.specialneedsdadchronicles.com.

Books to read

A Book to my son Nathan: hitp://[www.mixbook.com/photo-books/interests/blank-canvas-83093692vk=ymWDidOAWC.
Raised by my Child by Sally D. Yantis-Grube, 2011—Mom to Heidji, 18-year-old with Cri du Chat Syndrome.
ﬂcﬂ[zm_as_mzd by Casey Evans, 2005—Dad to Montel, 20—year—old with Cri du Chat Syndrome.

Chat syndrome heeps: / /www.amazon.com/Beauty-Br :
ie=UTF88&qid=1509381275&sr=8-18&keywords= bctutv+1n+brokcn+dr01m9

Confessions of a Special Needs Dad by Mark Wallace Maguire, a book of hope, healing, and honesty that dads are not alone.
5
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https://www.youtube.com/watch?v=giW_iP5ibr8&feature=youtube_gdata_player
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http://mikeandbrittanyerickson.blogspot.com
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http://www.cdcslovehope.com/blogspot.com
http://clairematilda.wordpress.com
http://crazyincognito.blogspot.com
http://myriversride.wordpress.com
http://allaboutvayla.blogspot.com
http://brennanandcalebsmom.blogspot.com
http://praiseyouinthestorm.com
http://www.prayforellee.org
http://notquiteearthmother.wordpress.com
http://tricia-themama.blogspot.com
http://www.angelarichey.blogspot.com/
http://lessonsfrommydaughter.me
http://martianmommy.blogspot.com
http://www.specialneedsdadchronicles.space/
http://lifesunexpectedblessings.wordpress.com
http://www.specialneedsdadchronicles.com

2018 Donors

The 5p- Society would like to thank you all for your continued support. We would like to publicly announce the names of the

donors by level of Sponsorship. We would not be in existence without your help. Thank you from the bottom of our hearts!

Platinum Sponsors
Donations over $2,000

The Bourne Family
Downtown Aracade, LLC
Fairfax County Public Schools
The Grasso Family

JPB Foundation

Life to the Max

The Nagel Family

Ryan Sablatura

The Sleith Family

The Stevens-Corrado Family
Michael & Linda Stephens
Texas Epsilon Phi

Vantage LED

Wade's 5k for 5p

Bronze Sponsors

Donations $100 - $499

Diane Abfal

Mike & Derita Adams
The Arango Family
Tracie Baker

Nancy Barber

Larry Barnes

Jim & Norene Bauman
Donors using Benevity
Annette Bennette
Meghan Beno

Victoria Bornet

Robin Bowdish

Nancy Boyette

Scott & Lucy Brady
Samuel & Tami Brentano
Nancy Buchanan

C&M Sporting Goods, Inc.
Dennis & Shari Campbell
Nancy Campbell

Fara Captain

John Carlson

Carrdan Corporation
Donna Chambers

John Charoonbara
Douglas & Michelle Couture
The Danna Family
Robert & Mary Dennis
Stephanie Dennis

Chris Derose

Stephen & Nicole Diggs
Teresa Eberly

Diane Ekhoff

Gold SPOHSOIS The Ansell Family
Donations $1000 - $1999 Susan & Timothy Blakely
The Boulanger Family
Albert & Jennifer Fogle Christina & Brandon Brown
The Furnari Family Jason & Gina Burke
Robert Glimcher Family Foundation Chicken Express
Karen Hoover Vanessa Gray
Dale Huffman Gloria Griffin
Susan Losen The Juliar Family
The Rinaldi Family Tl.le Kar.cz Family
The Ruano Family & Friends Klawamf Cl.llb of Ingersoll
United Way of Ohio Brf:nt chau?l N .
Jay & Nancy Zises Michael & Virginia McBride
g Y The Murphy Family
i James & Rosemary O’Neill
Silver Sponsors bt Pl

Donations $500 - $999

Ripple Coworking, Inc.

The Rumanes Family

Eileen Abbruzzese Tim & Dawn Turner and Family
Alyssa Appel The Yauch Family
Arbella Insurance Foundation, Inc.
Kristin Essenberg Randall & Cathy Kerr Rick & Ronnie Rothwell
Beverly Fairfax The Klinger Family Dawn & Jerry Sadler
Julie Watt Fagir Elizabeth Kneisley Theresa Sankey
Harry & Deborah Feigel Anne Leyh Aliza Sarian
Formex, Inc Karen List Robert Schuetz

Foundation for the Carolinas
Roberta Frew

Michele Godges

John & Bonnie Goess
Donna Grasso

Greek Ladies Philoptochos
Richard Grogan

Tamara Guckert

Nancy Harris

Suzanne Herschenhorn
Benjamin Hetzer

Damien & Franca Hillseth
Jessica Hitchcock

The Holdsworth Family
Jill Holsen

Honolua Farms LLC

The Hood Family

Dan & Jessica Hoover
Darrcie & Kevin Inman
Melissa Jacobs

Gloria Jacobson

Gloria Johnson

Kevin Johnson

Ellen Jones

Juggling in Heels

Joann Juliano

Kathy Keough

Raymond & Christine Lowe
James & Jacquelyn Loyd
Susan Mardo

Michael & Virginia McBride
Darren McCardle

The Meiser Family

Mukesh Misra

Susan Moore

Moose Roofing

Nagel Machine Company, Inc.

Chris Neumann

Janet Niederman
Jennifer No

Toni Noleroth

The Owens Family
Lindsey Passante

Philip Peterson

Lorraine Petito

Phyllis Pullman

Bruce & Cynthina Rambacher
Elaine Ratliff

Russ & Wanda Rattunde
Ida-Lee Reaveley

The Riebe Family

Sherri Roach

William Roberts

Philip & Judy Rogers

Michael & Darlene Scollon
Oscar Serna

Michael & Gina Song

St. Matthew's Elementary
David & Rebecca Stephens
Danny Stevens

Dwight & Cynthia Stockdale
Patricia Strong

Matthew & Ashley Summers
Tony & Pat Svolos

Art & Marsha Swiller
Terracycle US, LLC

The T. Rowe Price Program
Sara Thorne

Mike & Marlene Tocher
Toledo Clinic, Inc.

Frank & Rita Torre

Ming Tsou and Chun-yi Chen
United Heartland

John & Elia Vasilopoulos
Johanna & Joe Veres
Charles Warden

Daniel Watt & Ruthie Lieberman

Deborah Wesch
Millie Wiegand
Brian & Jeanne Wilterink



Special Needs Trust Basics: What You Need To Know Continued from page 3

California mom, Denise Lansford is co-trustee with her husband, Phil, of a special needs trust for their son Jason, an adult
child with Cri du Chat. “Jason’s grandfather had his own company and left shares in the family business in a special needs
trust for him,” says Denise.

Dividends from the company are paid to the trust, which Denise uses to buy things for Jason’s care that government assis-
tance doesn’t cover, like taking Jason and a companion on a vacation.

Commercial property manager Solomon Greene manages a commercial building with multiple retail rental spaces in Deland,
Florida. The building is owned by a special needs trust that was set up by a couple to provide for their daughter, who has a
developmental disability. The daughter is now in her 60’s and the parents long deceased, but the trust receives lucrative rent
checks monthly.

The parents purchased the building decades ago. Over many years tenants’ rent paid off the mortgage, and the building,
which is now debt free, generates a substantial income with very little expense. “It was a smart investment,” says Mr. Greene.

Conclusion

Sometimes the hardest part of creating a special needs trust is overcoming the inertia of getting started. As with all estate
planning, the process of dealing with your immortality is morbid, and a subject many of us would simply like to avoid.

But unless you are independently wealthy, the best way to make sure your child is provided for in the future is to start early
and use the benefit of time to build assets or income streams.

If it’s something that’s been on your mind, get started today!
About the Author

Stephen Furnari is a Florida attorney and the founder of Guardianship Project
(www.guardianproject.us), which provides free resources for parents seeking guardianship for a
child with an intellectual or developmental disability. Stephen lives in Flagler Beach, Florida with
his wife Kristi (who serves on the Board of the 5P- Society) and three daughters, including 10 year
old Katie who is affected by the disorder.

5p— Families Have Talent...
So Show Us What You’ve Got!!!

We know you’re out there because you write wonderful books

Board of Directors Position Opening

At this time we have one opening on
and great blogs, you even produce script for videos!! You can’t

the Board of Directors. You’d have the hide anymore, we need your help to make the newsletter enjoya-
ble reading. We are going to highlight dance for kids/adults with
oppor tunity to WOI‘k With a great group of special needs in the next issue. If you have something you can
share about how dance has influenced your son or daughter
dedicated volunteers! If you are interested in please submit it to Shari. In coming issues our thoughts were to
focus on other activities that bring our kids such joy: Art Therapy,
joining, please contact Jolene Towers at: B Hinpotherapy, Drama, Animal Therapy etc.

Please submit articles and ideas to Shari Campbell at:

gnj towers@aol.com. djcshe@mchsi.com.
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How to Get Your Governor to

Declare May 5 as Cri du Chat Awareness Day

Before we know it, May will be here and that means CRI DU CHAT SYNDROME AWARENESS DAY!

For those of you who live in the United States, here is how to request a proclamation from your Governor requesting that he or she de-

clares May 5 as Cri du Chat Awareness Day.

¢ First, just because a Governor declared May 5 as Cri du Chat Awareness Day in 2018— you still will have to ask in 2019 and all future

years!

¢ Start Early — the best thing to do is make your request before March 1 as most states say it takes up to six weeks to determine whether or
not the request will be granted and to issue the Proclamation.

¢ Do a Google search “Governor OF STATE?” (for your state). This will take you to the Governor’s website.

¢ On the Governor’s website, home page, search for “Request a Proclamation” — usually there will be an online form to request the

proclamation.

¢ You are the “requestor” — the requesting organization is “The 5p-Society”.

¢ Sample language is below — ALL STATES WILL ASK YOU TO PROVIDE LANGUAGE.

¢ Some states do not have online forms — so when you search for “Request a Proclamation” you will be directed to an office — call there
and ask how to send an email request for a proclamation.

¢ Keep a copy of the request and write down the date you submitted it. This will be helpful when you call or email to follow up the re-
quest. I suggest that you do this about 2 weeks after you submit the request. Be prepared to call back several times!

¢ You may have to call a general phone number from the web page and ask to speak with the person who handles requests for

proclamations.

¢ And remember, Governors get hundreds of requests every month for them to declare given days ,so if the request is turned down, do

not take it personally!

¢If you run into issues feel free to email me at Jaggerwatt@hotmail.com.

(SAMPLE PROCLAMATION COPY)

Whereas, the 5p- Society of North America, along with support organizations from around the world are proud to announce that May 1
— May 10, 2019 will be designated as International Cri du Chat Syndrome Awareness Week.

Whereas, May 5 has been designated internationally as Cri du Char Syndrome Day.

Whereas, Individuals with Cri du Chat deserve to be recognized for what they can do versus what they cannot do and our hope is that we

STATE of WISCONSIN

OFFICE of the GOVERNOR

CRI-DU-CHAT AWARENESS WEEK

can raise awareness, of Cri du Chat Syndrome, by spreading our message to each and every person we
meet.

Whereas, each year in the United States alone, approximately 50 to 60 children are born with 5p- Syn-
drome (five p minus), also known as Caz Cry Syndrome or Cri du Chat Syndrome. Some common
characteristics of Cri du Chat Syndrome at birth are a high pitched cry, low birth weight, poor muscle
tone, microcephaly, and potential medical complications. “5p-” is a term used by geneticists to de-
scribe a portion of chromosome number five that is missing in these individuals.

Whereas, one of the goals of Cri du Chat Awareness Week is to end the outdated misinformation giv-
en to families when their child is diagnosed with Cri du Chat.

Whereas, children born with this rare genetic defect will most likely require ongoing support from a
team of parents, therapists, and medical and educational professionals to help the child achieve his or
her maximum potential.

Whereas, there are many families with family members with Cri du Chat living in Iowa (your state)
with the syndrome that are members of the 5p— Society and over 1,000 families in the Country.

Resolved, I Governor (FILL IN YOUR GOVERNOR’s NAME) declare May 5, 2019 as Cri du Chat
Awareness Day in (FILL IN YOUR STATE.)
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Awareness Week Campaign

“The Faces of 5p-"

You are invited to join us in the 2019 Awareness Week Campaign, “The Faces of 5p-” by submitting a picture of your child or
adult with 5p- Syndrome (jpeg format) along with a short bio. We are hoping to receive pictures and bios from families all
over the WORLD.

If you'd like to participate, please submit your picture (full face is preferred), bio information and release form by April 25,
2019 to director@fivepminus.org.

We will begin to showcase the pictures on our Social Media pages. The goal is to get enough pictures to put together

an awareness campaign video slide show to use to promote and create awareness of the syndrome.

We can’t wait to see all the pictures!!

Please submit the information below and submit with your picture:
My name is:

My birthday (or age) is:

I live in (City, State/Province, Country):

Some of my favorite things are:

Some of my successes are:
Some of my challenges are:

Photo Release:

I/we acknowledge that I may be photographed or recorded. I hereby release to the 5p- Society all proprietary rights and copy-
rights in all such photographs, digital images, voices, recordings, actions, films and likenesses (including negatives, positives
and prints) which shall be and remain the property of the 5p- Society. I understand that this material may be used in various
publications, public affairs releases, recruitment material, and broadcasts or for other related endeavors. This material may also
appear on the 5p- Society’s website and other public social media sites.

I expressly release the 5p- Society, its directors, officers, employees, agents and volunteers, from any and all claims, including
copyright and privacy, arising out of any reproduction, broadcast, distribution, publication, or promotion of this event.

(Parent signature) (Date)

THE FACES OF 5P-
#, my names is Kabherine

[ 3]-years-old
/ lye inLakewood, California
/ tove my nizce Loreles, my dolls, and animals
[ wn successpul all reading, doing puzzles and
Disney Trivia
My challenge és kesting my room clean

Presented by 5p- Society May 2019




FIVE P MINUS SOCIETY
PO Box 268
TLakewood, CA 90714-0268
Toll: (888)970-0777
Phone: (562)804-4506
Fax: (562)920-5240
Email: ditector@fivepminus.otg

RETURN MAIL REQUESTED
RETURN SERVICE REQUESTED

s \cct C5 m—
The Mascot of the International
Crti du Chat Awareness Week
May 1-10, 2019

WE’RE ON THE WEB
WWW.FIVEPMINUS.ORG

TWEET WITH Us
@5PMINUS

FIND Us ON FACEBOOK AT HTTP://
WWW.FACEBOOK.COM/ CRIDUCHATSOCIETY

Ways to Help the 5p- Society

When SEARCHING the internet, don’t forget to use GOODSEARCH (OOdSearch
— sign up and put in 5p- Society as your Cause. The 5p- Society gets a
penny for every search. www.goodsearch.com.

a When purchasing items on Amazon, make sure you go to AmazonSmile at https://
. e o
= smile.amazon.com/ and choose to support 5p- Society (Lakewood). The 5p- Soci

amazons il ©ty gets a small % of what you purchase. Every little bit counts and we are grateful
to you for your participation.

Shop for your 5p— items below at
https://fivepminus.org/shop/

Shop on CafePress  Shop on SquareUp Shop on InkSoft
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