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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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Happy New Year!! 
 2015 was an extremely busy year for PWSA-WI, Inc. We held our 4th Annual 
Snowflake Ball, 5th Annual On The Move walk-a-thon, 15th Annual Golf Benefit and 1st 
Annual Strike Out PWS bowling event. In addition, our program director and I attended the 
33rd Annual Prader-Willi Syndrome Association (USA) National Conference in Orlando, 
Florida.  
 For those of you who have never had the opportunity of attending a conference, it is 
a time when parents, providers, chapter leaders, educators and experts can share new 
information about PWS and learn from each other. During my first two days of conference, I 
had the pleasure of meeting with representatives from PWSA (USA), the Prader-Willi 
Syndrome Association of Australia Inc. and chapter leaders from around the United States. 
Many of the chapter leaders in attendance had been involved with their state chapter for 
several years and others were just beginning their journey as a chapter leader. Throughout the 
first day, we discussed topics such as research, bereavement, the studies of death, law 
enforcement, legislation, and advocacy. In addition, we learned about the new transition 
resource released this past fall by PWSA (USA). The topics we covered were very interesting 
and I believe the information our program director and I brought back will be beneficial to the 
members of PWSA-WI, Inc. 
 Throughout the second day, we discussed topics such as chapter operations, local and 
national fundraising, the new PWSA (USA) website, and the rejuvenated parent mentor 
program. We were all given the opportunity to share our experiences as chapter leaders and, as 
a group, we brainstormed new ideas to help the members in each of our chapters. In addition, 
chapter leaders shared ideas about exisiting events that were successful in their chapters so 
other chapter leaders didn’t need to “recreate the wheel”. For example, many chapter leaders 
were interested in learning more about the Snowflake Ball so our program director and I were 
able to share the information so they could hold a similar event in their chapters. At the end of 
the meeting, I left with the feeling that we were all working together toward one common 
goal, which was to continue to postively impact the PWS community as a whole throughout 
the country.  
 Our program director and I also had the opportunity to meet with several Wisconsin 
families during the welcome reception. Although we had met a few of the families prior to the 
conference, we were able to meet others we did not know previously and we were able to get 
to know everyone better. I was so happy we, as an organization, were able to help send a few 
families to the conference and I want to thank everyone who donated to PWSA-WI, Inc. 
throughout the year as you are the reason we were able to help these families attend the 
conference!! 
 As the new year begins I want to take a moment to tell you all how thankful I am to 
be part of our incredible PWS family. Together we have spread awareness about this rare 
syndrome, raised much needed funds for research and support, and continued to improve the 
lives of individuals of PWS and their families. Together the sky is the limit and I look forward 
to seeing what we can all accomplish in 2016!!  

A Letter From Our President 
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Prader-Willi Syndrome Association of WI Is proud to welcome Dr. Ann Scheimann, MD, 

MBA.  

 

Dr. Scheimann will be in Milwaukee at Children’s Hospital to give her presentation “Best 

Practices In GI Issues in Persons with Prader-Willi Syndrome” to local physicians and we have 

set up an opportunity for parents and caregivers to receive some of the same information as well 

as ask her questions. We will be providing free child care to hopefully accommodate anyone 

interested in attending.  

      Save the Date! 

    Friday April 29th  

    10-11:30 am 

    Cost for parents will be $10 and $15 for providers. (Scholarships are 

    available) 

    Registration will be mailed out soon and also will be available on  

    our website. 
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2015 was an incredibly eventful year for me here at PWSA of  WI. It 

marked my first experiences with our Snowflake Ball and the On the 

Move Walkathon. I celebrated my first anniversary as Program 

Director with the organization and have enjoyed every minute of  it. I 

have seen a little bit of  everything this year from visiting schools to 

help the staff  better understand how to serve a student to making 

contact with hospitals to disseminate information so their doctors 

and nurses are able to perform their duties with respect to individuals with Prader-Willi. Our 

events allowed me to see so many of  the smiling faces that are really what this organization is all 

about. The On the Move Walkathon alone brought out 351 people all to spread the word about 

what Prader-Willi Syndrome is and who we are.  

One of  the greatest experiences I had this year occurred in November when I had the 

opportunity to attend the PWSA USA national conference in Florida. I truly got to be inspired 

by individuals affected by this disease from all across the globe. As someone who has no 

historical connection to PWS prior to employment with PWSA of  WI I often feel like I am on 

the outside looking in when it comes to understanding all the challenges that the disease can 

present. Being at this conference I was able to participate in numerous presentations and 

discussions where I got to hear many different points of  view from folks with many different 

experiences and ideas having to do with PWS.  

Of  all the amazing things I experienced in Florida, the most genuinely uplifting was having the 

chance to meet some of  the great families we have right here in Wisconsin. Hearing what they 

go through on a daily basis and seeing the determination to provide an amazing life for their 

children really drove home to me that I am doing exactly what I should be with my career. 

I am looking forward to everything 2016 holds. I hope that each of  our events is even bigger 

than it was last year. Our numbers for the Snowflake ball are already well over where they were 

last year and I am currently still getting rsvp’s! Please always remember that when something 

challenging comes up, I am here. Heck, if  something awesome happens, call me then too! I love 

hearing about everyone’s successes because ultimately those are the things that keep us going.  

Please be aware that I will be moving this spring so that means the office will as well. The 

organization has purchased a PO Box so that the address will remain consistent from here on 

out. That address is PO Box 324 Menasha, WI 54952. Happy 2016! 
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I would like to thank PWSA-Wisconsin for the generous scholarship so Cade and I could attend the PWSA-

USA Conference.  This experience was the most amazing experience I have had at a conference.  I have 

attended numerous conference for work, but never as a parent before. Attending as a parent was a whirlwind 

of an experience.  I had so many emotions running through me.  Traveling with a 10 month old baby by 

myself, was a bit stressful.  

Even though I was stressed I was beyond excited to get down to Florida!  We made it to the conference with 

the help of a lovely family I had met through the Facebook group PWSA Birth to 3. I was so excited to be 

meeting families, whom I have talked with for several months, yet have never seen in person, and  I was 

nervous doing this by myself.   

Despite being with Cade by myself and having to pump every 4-6 hours I did not miss much of the 

conference.  There were so many great speakers for all different age groups. I was amazed at the amount of information I left with.  Most of the 

sessions I went to pertained to the 0-3 year age range but no matter the session I attended I walked away feeling happy and amazed at the 

information I took in.   

 

The number of parents I met amazed me!  I have so many words that I could use to describe them but the one that wraps it up in one word is 

family.  The lovely mom's I met have become my best friends.  We talk over Facebook every day.  We are each others’ supports.  I am so thankful 

for each of them. 

Last, but not least the professionals!  I cannot say how proud I am to have these professionals fighting in Cade's corner.  They treated us like 

family.  They are the most friendly and down to earth professionals I have ever worked with, let alone seen.  One of those professionals Dr. 

Jennifer Miller, who just happens to be Cade's Endocrinologist, was able to see his progress and how well he is doing.  I have never seen so much 

love from a doctor.  Listening to her talk about the high hopes she has for all her children with PWS, is so heartwarming. to know that her and 

others in the field are working hard on research to find a cure, and at the very least make our children's life manageable and positive! 

If I have the opportunity to attend another conference in the future I will.  It is the most loved I have felt for Cade and I, as well as, the amount 

of information I have received will be extremely beneficial to Cade and others I have been able to share it with.  I can not say enough about this 

amazing experience, please go if you ever have the opportunity! 

Katie-Mom of Cade 
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Xpressions by Peggy 
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Without the support of  people like you PWSA of  WI couldn’t exist to provide services and 

support to the PWS community here in Wisconsin. Our Caring is Sharing fundraising drive 

has just begun and you can donate today. It is easy, just send a check made out to PWSA of  

WI, Inc to Po Box 324 Menasha, WI 54952 or you can head to our website where you can 

make an online donation at this address: pwsaofwi.org/cis  
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PWSA of WI, Inc.’s Event Calendar 

January 30th, 2016 PWSA of WI, Inc. 

Winter Ball 

Turner Hall,  

Watertown 

April 29th, 2016 Dr. Ann Scheimann GI 

presentation 

Children’s Hospital, 

Milwaukee 

May 7th, 2016 On the Move  

Walkathon 

 Roosevelt Park, Ocono-

mowoc 

August 20th, 2016 16th Annual Golf Benefit Windwood of Water-

town 

September 17th, 2016 2nd Annual Strike Out 

PWS Bowling Event 

Bowlaero,  

Wauwatosa 
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