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Letters from Scholarship Recipients 

5p- Society 2018 Annual Conference 

“Conference of  Champions” 
The 5p- Society is in the planning stages of the 2018 annual conference.  The con-

ference committee, consisting of the Derek & Marie Corrado-Stevens, the mother-

daughter duo of Johnna & Raeann Sleith, Patti Fowler, the Grasso clan and John & 

Christina Yauch (with help from Holly Gattone) have already made some concrete 

plans for the conference, including the Friday family event on the Gateway Clipper 

for lunch and a riverboat tour on the beautiful Three Rivers.   

 
The conference will be held on July 26-29 at the Pittsburgh Marriott City Center, 
112 Washington Place, Pittsburgh, PA 15219.  Room rate will be $142.00 per night 
(plus tax and service charge). 

 
Make your hotel reservations by calling (412) 471-4000 or online at the following link:  Marriott City Center 5p- Society 
Online Booking Link  If you make your reservations online, on the REVIEW RESERVATIONS DETAIL PAGE please 
check the “Make Request” button on the right hand side to choose your room type (king or double) and any other ameni-
ties you may need (roll-a-way or crib), or you anticipated check in time.  Please note that the hotel will do its best to accom-
modate your requests.  
More information will be coming soon.  Please also keep checking on our website for additional information at https://
fivepminus.org/event/2018-5p-society-conference/?event_date=2018-07-26. 
Registration will begin in March.  If you need any additional information, please contact Laura at director@fivepminus.org. 

http://www.marriott.com/meeting-event-hotels/group-corporate-travel/groupCorp.mi?resLinkData=Five%20P%20Minus%20Society%20Annual%20Conference%5Epitdt%60FIVFIVA%60142.00%60USD%60false%604%607/25/18%607/29/18%607/1/18&app=resvlink&stop_mobi=yes
http://www.marriott.com/meeting-event-hotels/group-corporate-travel/groupCorp.mi?resLinkData=Five%20P%20Minus%20Society%20Annual%20Conference%5Epitdt%60FIVFIVA%60142.00%60USD%60false%604%607/25/18%607/29/18%607/1/18&app=resvlink&stop_mobi=yes
https://fivepminus.org/event/2018-5p-society-conference/?event_date=2018-07-26
https://fivepminus.org/event/2018-5p-society-conference/?event_date=2018-07-26
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Milwaukee Conference 2017—the FESTIVAL of  the YEAR 



Sensory Processing 

Being the parent of a child with Cri du Chat Syndrome (CdCS) brings many unique challenges!  As both an occupational 
therapist for 32 years, and the mother of Hannah, a 23 year old with CdCS, I have experienced sensory processing difficulties 
at their finest!  Being a professional and living with a daughter with this has opened my eyes even more to the challenges we 
face with the complications of poor sensory processing.  So, what do we do?  There are many books, blogs and other infor-
mation sources out there and one could write volumes on this subject. In an effort to simplify the information, I will address 
the basics in this article. 

 

What is sensory processing? It is a neurological process where our brain takes in sensory information from our bodies and 
the environment then organizes or processes this information to make sense out of it.  This sounds simple enough yet is ex-
tremely complex. 

 

Most are aware of the five senses – sight, hearing, smell, taste and touch.  However, there are two more that are not as well 
known – proprioception and vestibular. Proprioception is sensory information that we receive from our muscles, joints and 
ligaments about our body’s position in space.  Vestibular is related to sensory information that we receive from our middle 
ear that is related to movement and balance. 

 

When our sensory systems are not working properly, it causes our brains to misinterpret the sensory information that we 
receive from our body and the environment.  This is then often manifested in unique behaviors which are the result of poor 
sensory modulation. 

 

Let’s look at 2 categories of sensory modulation difficulties which can affect children or adults: being over responsive and 
being under responsive.  Keep in mind that understanding sensory processing becomes even more confusing as the same 
person can experience symptoms of over responsiveness and under responsiveness at the same time. 

 

People with over responsivity to sensory stimuli show signs such as: 

 

 

 avoidance of grooming, including having hair, 
teeth or face cleaned 

 limited clothing choices 

 resistance to getting dirty 

 overreactions to loud noises 

 excess attention to sounds 

 covering of their ears 

 aversion to noisy events 

 intolerance of bright lights 

 covering of their eyes 

 visual distraction 

 super sensitivity to smell 

 gagging  or vomiting at certain smells 

 oral defensiveness 

 narrow food range due to avoidance of eating cer-
tain textures 

 dislike of food on lips 

 fear of movement which can result in leaning on 
adults 

 avoidance of  running or climbing even though 
they have the motor ability 
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Those with under responsivity to sensory stimuli may: 

 be unaware of temperature 

 not notice when they are dirty  

 head bang  

 have a high pain tolerance  

 not orient to sound 

 have poor voice modulation  

 wants the TV loud 

 lack visual interest  

 stare  

 hesitates on escalators 

 have trouble with coloring and writing 

 loves strong smells  

 may smell people or objects 

 crave oral input and put everything in their mouths 

 seeks certain textures  

 be a messy eater 

 seek movement 

 know no fear 

 not appear to get dizzy 

 like to be upside down 

Looking at these, I can identify my daughter, Hannah.  At several stages of her life she has experienced sensory processing 
difficulties and still has quite a few.  Hannah was difficult to get and keep asleep as a baby and toddler.  She required more 
swaddling and rocking than most children. To this day, Hannah is not as aware of hot temperature as she is of cold, and I 
have had to adapt by keeping my water heater less hot to avoid burns. She keeps the TV or her tablet on very loud and has 
adapted with this by going to her room if she wants it loud. She still doesn’t like brushing teeth or washing her face, yet, con-
stant work and consistent routines in this area have helped. Hannah will still gag at certain smells. She has gravitational inse-
curity (fear of her feet coming off the ground) and has a very difficult time crossing over from one color or texture of floor-
ing to the next, requiring lots of coaxing to get her to cross the floor. As she has grown, her ability to tolerate changes in au-
ditory and visual stimuli has greatly improved.  When she was young, in order to go to the grocery store or movies, she 
would have a piece of cloth that I draped over her stroller and we would enter the store this way.  She eventually was able to 
peek under the cloth and then remove the cloth as her sensory system adapted to the environment. 

 

So what else can we do to assist our children with their difficulties in sensory processing?  

 

Proprioceptive activities (deep pressure/heavy work) almost always assist in organizing the senses.  The following are some 
activities that are proprioceptive in nature:  

 

❖ deep pressure hugs  

❖ “sandwich games” 

❖ wheelbarrow walks 

❖ play on all fours 

❖ pushing/pulling a heavy cart or suitcase 

❖ playing in w 

❖ et sand  

❖ playing with playdoh or Thera putty 

❖ chewing hard/crunchy foods,  

❖ for older children, vacuuming, sweeping, mopping, or raking 

 

 Continued on page 8 
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Vestibular activities can also help, and can include: 

 smooth, linear movements such as swinging  

 playing on playground equipment 

 jumping on a trampoline 

 

What are some strategies to help over responders? 

➢ allow them to wear familiar clothing 

➢ create low sensation get away spots 

➢ allow use of sunglasses or hearing protectors (or in Hannah’s case, a piece of cloth) 

➢ decrease visual distractions 

➢ establish routines 

➢ for smooth transitions use visual schedules and talk about changes and expectations 

➢ use a weighted blanket at bedtime 

➢ use a weighted lap pad or weighted stuffed animal 

➢ use footie pajamas with spandex 

 

What strategies can help under responders? 

 allow use of fidget tools 

 allow the child to stand rather than sit for tasks 

 have contrasting colors on activity sheets 

 provide activities that are high in sensory input such as finger painting, playing in shaving cream, eating varied food tastes 
and textures, or chewing gum 

 

Yes, life with sensory processing difficulties can be challenging and confusing! To experience success, meet your child where they 

are – meaning start making changes slowly and consistently to their environment and be consistent in a routine to assist them in 

processing the sensory experiences in their life. Ask your occupational therapist to establish a sensory diet for you to follow with 

your child.  Embrace the uniqueness of their abilities and never stop looking for adaptations to meet their challenges! 

 

Sandra (Sandy) Cooley is an occupational therapist who is a self employed 

contractor,  working for Therapeutic Rehab Services,  serving  Lee County 

Schools in Alabama.  She has been practicing for 32 years, with the last 15 in 

the local school systems.  Sandy was widowed 18 years ago and has been in a 

long term relationship with her boyfriend, Jerry Lang, for 7 years. They live in 

Smiths Station, Alabama with his son Joel (age 25 with Downs Syndrome) and 

her daughter, Hannah (age 23 who has CdCS).  In addition to Joel, Jerry has 

two grown daughters and 2 beautiful granddaughters, who are actively in-

volved in their lives. Needless to say, life is never dull at her place! 
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When purchasing items on Amazon, make sure you go to AmazonSmile at https://smile.amazon.com/ 
and choose to support 5p- Society (Lakewood).  The 5p- Society gets a small % of what you purchase.  
Every little bit counts and we are grateful to you for your participation.   

When SEARCHING the internet, don’t forget to use GOODSEARCH – sign up and put in 5p- 

Society as your Cause.  The 5p- Society gets a penny for every search.  www.goodsearch.com 

Continued on page 10 

https://smile.amazon.com/
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How would you like your child to receive a personal-

ized letter from Santa for a small donation to the 5p- 

Society?  The 5p- Society is helping out Santa again this 

year.  All we ask is for a small donation and some infor-

mation that we can personalize the letter with and send 

to your child.  Campaign dates November 15 to De-

cember 15.  The link to participate is https://5psociety. 

regfox.com/5p-society-letter-from-santa-campaign.  

Thank you for your continued support. 

Bi-annual 5p- logo t-shirt sale.  Starts October 15 and 
will run until November 1st.  T-shirts, sweatshirts, jack-
ets, and knit hats with the 5p- logo on it will be availa-
ble.  Please go to www.cmsportinggoods.net and click 
on the “spiritwear” tab.  Look for the 5p- Society to see 
the items with the 5p- logo on it.  We will repeat the 
fundraiser in the spring. 

Continued from page 7 

5p– T-shirts 

http://www.wades5kfor5p.com
https://5psociety.regfox.com/5p-society-letter-from-santa-campaign
https://5psociety.regfox.com/5p-society-letter-from-santa-campaign
http://www.cmsportinggoods.net


 

 

 

 

5p– Gear Items 

There are several places that you can get your 5p– Gear.  Many items can be found at 
www.cafepress.come/5pshop 
 
There are also several items at the 5p– Society Square Market store.  You can shop at  
https://squareup.com/store/5p-society 
 
Items available: 
❖ Hats—$20.00 each 
❖ Waterbottles—$10.00 
❖ Decals—$10.00 
❖ Magnets—$8.00 
❖ Coffee Tumblers—$10.00 
❖ Wristbands—$5.00 
❖ Keychains—$5.00 
❖ Calendars—Early Bird $15.00,  

After December 1st $20.00 

LEARN   SHARE  CONNECT 

YouTube Videos to watch 
 
5p– Society “I Can” video 
https://www.youtube.com/watch?v=2AEvN0-6M6I 
2015 Virtual 5k for 5p– video Recap 
https://www.youtube.com/watch?
v=EWX6NHj0nwY&feature=youtu.be 
Adam & Tyler Buckner on KASA morning news! 5/30/2014 
http://kasa.com/2014/05/29/cru-du-chat/ 
Cri du Chat Awareness US 
https://www.youtube.com/watch?v=GbWDG3JXFL4 
Video to increase awareness of Cri du Chat in the US and across 
the globe.  By Larry McSeed 
Cri du Chat Awareness Video—Australia Support Group 
https://www.youtube.com/watch?v=V6wk4bFVz2g  Australia 
Support Group awareness video for  2012 Awareness Week. 
International Cri du Chat Syndrome Awareness– Meet Nellie 
https://www.youtube.com/watch?v=zw2joxiYjR4 
Emma’s “Steps of Faith” 
https://www.youtube.com/watch?
v=giW_iP5ibr8&feature=youtube_gdata_player 
Documentary by Maria Ripoli 
http://www.cromosomacinco.com/ 
Meet James Chalmers 
https://www.facebook.com/james.chalmers.3994/
videos/10207221038346912/ 

Blogs to follow 

• http://livingwithcriduchat.blogspot.com/http:// 
elastamom.com 

• All Things Beautiful by Kathy McClelland 

• http://livingwithcriduchatmosaicism.blogspot.co.nz/ 

• http://mikeandbrittanyerickson.blogspot.com 

• http://thissideofordinary.blogspot.com 

• http://beautifulunexpectedjourney.blogspot.com 

• 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 

• www.prayforellee.org 

• http://notquiteearthmother.wordpress.com 

• http://tricia-themama.blogspot.com 

• www.angelarichey.blogspot.com/ 

• http://lessonsfrommydaughter.me 

• http://martianmommy.blogspot.com 

• http://www.specialneedsdadchronicles.space 

• www.mydanceintherain.org  

Books to read  

A Book to my son Nathan:  http://www.mixbook.com/photo-books/interests/blank-canvas-8309369?

vk=ymWDidOAWC 

Raised by my Child by Sally D. Yantis-Grube, 2011—Mom to Heidi, 18-year-old with Cri du Chat Syndrome. 

Her Name is Montel, by Casey Evans, 2005—Dad to Montel, 20-year-old with Cri du Chat Syndrome. 
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PO Box 268  

Lakewood, CA  90714-0268 

Toll:(888)970-0777 

Phone:(562)804-4506 

Fax: (562)920-5240  

Email: director@fivepminus.org 

 

RETURN MAIL REQUESTED 

We’re on the Web 

www.fivepminus.org 

 

Tweet with Us 

@5pminus 

 

Find us on FaceBook at http://

www.facebook.com/CriDuChatSociety 

 

Yahoo Group Page: 5pminus 

http://health.groups.yahoo.com/

group/5pminus/join/http://

health.groups.yahoo.com/

group/5pminus/join/ 

Meet C5 
The Mascot of the International  

Cri du Chat Awareness Week 

May 5-12, 2018 

Have you seen it? 

 

Thanks to Adam Greenberg and his team  
the “I Can” video production is complete. 
You can see it at   https://www.youtube. 
com/watch?v=2AEvN0-6M6I 

2018 Faces of Grace 

Cri du Chat Syndrome Calendar 
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