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The mission of the Prader Willi Syndrome Association of Wisconsin, Inc. is to 
Support, Educate and Advocate for persons with Prader-Willi Syndrome, their 

families and professionals in meeting the challenges of this disability. 
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Email:  
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Website: 

www.pwsaofwi.org 
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Twitter: 
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Www.instagram.com/PWSAofWI 
 

PWSA of WI, Inc. is a  

chapter of PWSA (USA) 

Website: www.pwsausa.org 

Are you interested in being involved in PWSA of  WI’s 

mission? Consider running for a board member position! 

Board members are a key part of  determining the 

direction of  our organization as we try to best serve the 

PWS community here in Wisconsin.  

If  you have interest in running for a board position or 

have questions about what it would entail, contact our 

program director Josh.  

920-733-3077 

progdir@pwsaofwi.org 

Letter from the Office 

Joshua Escher 

Program Director 

Hello from PWSA of WI HQ. I hope this newsletter finds everyone happy and 

healthy. If the weather is a bit hot as you start to read this, check out page 2! I 

sit here typing this out as I am finishing up the newsletter. This one really gave 

me a chance to reflect on this year’s PWSA (USA) National Convention. Much 

of the information in the pages here come directly from my notes taken during the different 

presentations. I definitely learned a ton again this year as I always do. I really look forward to the 

next one though. The National Convention has always been an amazing opportunity to meet new 

families and hear their stories. I didn’t get the chance to do that sitting in my office looking at my 

computer. Hopefully the fact that it was virtual and free allowed some of you who might not 

otherwise have the ability to attend.  

The last couple months were very busy. The end of the school year brought numerous IEPs that 

needed support. May brought us Prader-Willi Awareness month(2022 our On the Move Walkathon 

will be back!) and the daily challenges that went with it. Here we are in June/almost July and our golf 

benefit stuff has been sent out! I am working on a GI educational opportunity for medical providers 

so keep an eye out as I will need everyone’s support in getting the word out on that. Summer is 

going to move fast so enjoy it and hopfully we will see you soon! 
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We will be holding our 21st annual golf  

benefit Sunday September 26th at The 

Oaks in Cottage Grove, WI. Join us for a 

golf  scramble and luncheon with raffles 

and prizes to raise money for PWSA of  

WI. All registration/sponsorship/

donation information can be found here: 

https://pwsaofwi.org/event-4346526  

Create a Sensory Diet 
*All children with Prader-Willi Syndrome have sensory processing disorders to some level.* 

Sypmtoms/Things you will see 

 Acute awareness of background noises (can’t pay attention) 

 Fascination with things in their environment 

 Coordination problems 

 High or low activity level 

 Difficulty with transitions 

Vestibular (relates to the inner ear and sense of balance) 

 provides information about movement, gravity, and changing of head position  

 helps us stabilize our eyes when we are moving, tells us if things are moving  

 balance problems often have to do with vestibular issues  

Strategies: rocking, bouncing, slow spinning, walking/running, rough housing, force balance challenges 

 

Proprioception (the feedback between sensory receptors in your body and your nervous system) 

 Provides feedback/awareness of body position  

 Boosts serotonin levels 

Strategies: carry heavy objects, pushing/pulling items, crawling through tunnels, hanging from monkey bars, Jumping, weight training 

 

Tactile (touch/feeling) 

 Important to use a firm touch (individuals with PWS can get a creepy crawliy feeling from light touch) 

 Skin is always at high alert (clothing tags, socks, etc can cause irritation) 

 Use of brushing can provide great relief 

 

Oral Motor (eating is the most sensory intensive activity that we have) 

Strategies: blow bubbles/whistles, cold or frozen grapes/bananas/popsicles, chewy or crunchy food, sour/tart things, sucking 

         

https://l.facebook.com/l.php?u=https%3A%2F%2Fpwsaofwi.org%2Fevent-4346526%3Ffbclid%3DIwAR1TfUApiNsu1V02dkyNc5845FTq5LTIv6E5vvEhbTwNW6H_Opoa8yBkAbw&h=AT1PAzKQ6zDLkAn5Q_rfHA0bwYnZwpHCWZLAk76S9TxijlqqOkXbmTN5HRv7_G3WmehQIb_9t6pllLnZ6aGZ-udPGBEDvXZ-7ZTb2hoFVv9naI
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We want to thank everyone that participated in our May Awareness campaign. 

We had people from all over the country that walked with us and did our 

challenges throughout the month. We cannot wait until 2022 so we get to walk 

with all of you in person again.  

Through the hard work of our fundraisers and generous donors we raised 

almost $9,000 for PWSA of WI. 

We would like to extend an extra special thank you to our two biggest 

fundraisers. The A-team/Christman family raised the largest amount in online 

donations and our buddy Alex Perez and his mom Carrie Bixby raised the 

largest amount in offline donations! 
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PWSA of WI, Inc.’s Event Calendar 

21st Annual Golf  

Benefit 

 Sunday September 

26th, 2021 

The Oaks, Cottage 

Grove, WI 

Snowflake Ball January 2022 TBD 
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