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PWSA of Iowa Heads to Canada

I am looking forward to participating at my first International 
Prader-Willi Syndrome Organization Conference – “Building 
Global Awareness.” The events will take place in Toronto, Ontario 
from July20th-24th and will be hosted by the Foundation For 
Prader-Willi Research Canada. I am even more fortunate to have 
the opportunity to be a presenter at the Professional Provider 
and Caregivers Conference. My topic will focus on - Finding the 
“Rights” Balance. Over the past ten plus years, I have had the 
pleasure of working with individuals, parents and providers 
in the disability community. My presentation will focus on the 
importance of understanding how an individual’s rights must be 
protected and measured against risk. It is essential for providers 
and caregivers to develop an awareness of the process needed 
in order to implement a “rights” restriction for individuals living 
with Prader-Willi Syndrome. I am eager to bring back new 
information and resources to our state. I trust you are all doing 
well, please do not hesitate to reach out, we would love to 
feature and highlight your stories as well.

Bon Voyage!

-Edie Bogaczyk, Co-President, PWSA of Iowa
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Prader-Willi Syndrome (PWS) is a genetic birth defect, which occurs 1:15,000 Births. This genetic accident 
causes lifelong conditions affecting growth, metabolism, behavior and general well- being.  Those affected 
by the syndrome are very individual, having varying degrees of strength and challenges brought on by this 
disorder.

Prader-Willi Syndrome (PWS) is a genetic birth defect, which occurs 1:15,000 Births. This genetic accident 
causes lifelong conditions affecting growth, metabolism, behavior and general well- being.  Those affected 
by the syndrome are very individual, having varying degrees of strength and challenges brought on by this 
disorder.

Prader-Willi Syndrome (PWS) is, perhaps best understood as a multi-stage syndrome.  The initial stage is 
“failure to thrive” with sever muscle weakness (hypotonic) and delayed developmental milestones. Infants 
re often unable to nurse or suck because of weak, limp muscles and may require special feeding techniques. 
Motor milestones re also delayed because of muscle weakness.

The next stage is “thriving too well.” A compulsion to eat becomes more apparent in toddlerhood. Previously 
agreeable and compliant behaviors may also give way to stubbornness and temper tantrums. In many 
cases, the drive to forage and seek food increases at varying rates and degrees requiring lifelong supports in 
order to control caloric intake and prevent morbid obesity

While insatiable appetite and aberrant behaviors are the two most dominant characteristics of PWS, 
other issues are also part of the complex syndrome and require ongoing management and empathetic 
understanding. They may include: abnormal growth, incomplete sexual development, temperamental 
changes, cognitive limitations, abnormal caloric utilizations, reduced balance and coordination, speech 
and language difficulties, social isolation, dental problems, high pain threshold and irregularities in body 
temperature mechanisms.

What is Prader-Willi Syndrome?

Within each cell’s nucleus is genetic material organized into 23 chromosomes.  
An abnormality in the DNA of the 15th chromosome, shown above, causes  
Prader-Willi Syndrome.

Cell

Nucleus

DNA
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By Jonathan Krueger, orginally published in the Des 
Moines Register on February 18th, 2016.

The Feb. 5 girls basketball game between Southeast 
Polk and Ankeny included a very special exchange 
toward the end of the game.

It was Ankeny’s senior night and also Ankeny senior 
Ashley Baxter’s final home game as a high school 
student.

Usually spending time on the bench anticipating a 
chance to get on the court during the game, Baxter 
came into the game near the end for her final 
chance at playing time at home.

Baxter has a genetic defect called Prader-Willi 
syndrome that affects her cognitive skills and also 
gives her a constant sensation of being hungry. 
A low muscle tone connected with the disorder 
makes exercise also a struggle for her.

So any time that Baxter is on the court is special to 
her.

This season many schools have gone out of their 
way to help Baxter get a basket in the game, 
Southeast Polk was no different.

“I tell people all the time that I think the schools 
have been fantastic as far as helping Ashley out so 
she can score,” said Baxter’s father, Ted Baxter. “It 
gives you a warm feeling when you realize athletes 
are backing off and letting her get off a shot.”

Against the Rams it took a few extra attempts to get 
that basket for Baxter.

“They went the extra mile and really took care of 
her, they stopped the clock and the ball was going 

out of bounds and they gave it to Ashley,” Ted said. 
“One of the cutest things is I’m driving home with 
her and she said ‘Dad I think the ref cheated, but I 
shot it anyway’.”

Brook Baxter, Ashley’s mother, teaches at Ankeny 
High School, but she got her start with Southeast 
Polk.

“I student taught when the high school opened in 
2010 and I have a close connection in my heart to 
Southeast Polk,” Brook said. “Before I even started 
teaching in Ankeny I subbed a lot at Southeast Polk 
High School so I love the kids out there.”

Brook is also battling stage four breast cancer, but 
she doesn’t let that stop her at all.

“I think for me life goes on and so I deal with it so I 
go and get my chemo and then I just go on with life. 
It keeps my life normal,” Brook said.

The Southeast Polk girls team sent Brook a plant 
explaining how happy that they were able to be a 
part of Ashley’s senior year and wishing Brook the 
best while recovering from cancer.

“It was special being senior night because it was 
pretty neat to do that, but quite frankly every time 
she steps out on that court I am super proud of that 
girl and her mom is too,” Ted said. “If you were there 
on Friday and saw the Ankeny side cheering her on 
and the Southeast Polk side was doing the same 
thing in the stands.”

“The character of the kids these days is just so 
amazing with the athletics,” Brook said.

Ted said that because of Ashley’s passion for sports 

Ashley Baxter: Thriving as a Senior

Rams help a Hawk on senior night

Ashley con’d on next page
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it was nice to see the Rams be competitive but also compassionate.

“If you sat down and talked to my daughter for 10 minutes she would consider you her best friend and she 
just has that warmth about her. You can talk sports with her for hours and hours,” Ted said.

This past fall Ashley was voted by her senior 
peers at Ankeny High School a place on 
the homecoming court. Proud parents are 
Brook and Ted Baxter, long time Chapter 
supporters and Board Members.

Ashley Baxter Voted onto Homecoming Court!

Ashley con’d from previous page
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By Jake Askelon

I want to be a veterinary tech so I took two 
classes at Northeast Iowa Community College 
in Calmar. I am taking off this summer and will 
take two more classes this fall. I took College 
Experience class and a reading class, too. This 
fall I plan to take Public Speaking and a reading 
class. NICC has nice teachers and disability 
services to help me. I had a mentor that helped 
me with class assignments and homework. They 
have a library for students and a game room. 
In my classes I made goals. NICC helps college 
students get a job. I made new friends and rode 
in a carpool to school. I like to go to school and 
get my degree.

Jake Askelon: A College Education

Jake, walking to his classes

Jake with Anna Stamat, NICC’s 
Disability Services Coordinator 
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By Eric Davis

Hi my name is Eric Davis. I am 24 years old 
and I live with my parents. I work at Goodwill 
Industries in Dubuque Iowa. I have worked there 
for a year. I like working at Goodwill because 
I get to do a lot of different things every day I 
work. I sort, size and hang clothes. I put clothes 
on the store racks and straighten the racks out. I 
help unload cars that bring donations. I also sort 
through household items and put them on the 
shelves in the store. I went to a 6 week program 
through Goodwill and Walgreen Drug stores and 
Graduated in November of 2015.

This will help me get a community job in the 
future. I had to have some surgery so I have 
been off for ten weeks but I am excited to go 
back to work in July. I like working at Goodwill 
but I would like to get a job in the community in 
the future and move into an apartment.

Eric Davis: Working at Goodwill

Eric Davis, enjoying some time off from his job. 
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By Susan Hedstrom, FPWR Executive Director  

With the help of parents around the globe, 
FPWR has been able to move research forward 
tremendously over the past 10 years funding 
more than 100 PWS related research projects and 
investing over $7,000,000 into research that will, 
one day, eliminate the challenges of Prader-Willi 
syndrome.

In a world-wide effort, FPWR collaborated with 
FPWR-Canada, FPWR-UK, Prader-Willi France and 
PWSA-UK, earlier this year to fund ten outstanding 
projects totaling $870,000 in support. These 
projects address a variety of topics important 
in PWS, including mental health, behavior, diet, 
hypotonia, drug development and genetic therapy 
via maternal chromosome activation. A second 
round of grants applications are now under review. 
More information about our funded projects 
can be found at: www.fpwr.org/fpwr-funded-
projects/

FPWR continues to work actively with stakeholders 
(industry, the FDA, university researchers and 
patients) to move as many new therapies through 
clinical trials, and into the hands of patients, as 
possible. Where just 10 years ago there was little 
on the horizon, today there are multiple drugs 

and devices in clinical trials and we have much to 
be hopeful for. Community involvement has been 
crucial in our success to date and will be even more 
important in the years to come as more therapies 
move through the research and development 
pipeline. 

How can families of all ages be a part of the 
research movement and ensure that the future 
is brighter for our loved ones with PWS? Enroll in 
the Global Prader-Willi Syndrome Registry and 
complete the surveys!  pwsregistry.org

Patient Organizations from around the world 
including FPWR and PWSA-USA are encouraging 
all members of our community to participate in 
the PWS Registry so that we may get a complete 
picture of PWS from across all ages from birth 
through adulthood. We need your help to do this! 
Every person with PWS is unique, but the aggregate 
data will allow us to generate new insights and find 
treatments for PWS. You can get started now at 
pwsregistry.org. Thank you for your help!

Foundation for Prader-Willi Research - Update
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By Stacy Kramer  

Hello from NW Iowa! We hope this update finds 
everyone doing well and getting a great start to 
summer! We’ve survived another busy year and are 
ready to start summer “vacation!” 

It’s hard to believe that Anneke will be 10 years old 
in July. I remember the heartache and fear after the 
PWS diagnosis like it was yesterday but this journey 
has taught me more than I ever imagined. Thanks 
to amazing family and friends and living in a very 
supportive community, Anneke has thrived.  During 
this past year, she continued to excel in school 
(3rd grade). She has been in a multi-age classroom 
(2nd/3rd grades) so has been blessed to have an 
awesome teacher for 2 years in a row. 

Anneke has always been a social butterfly and was 
able to spread her wings this past year by starting 
dance. I am no “dance mom” by any stretch of the 
imagination as I can barely put one foot in front of 

the other in sync with music, but Anneke, as usual, 
proved to us that she can do whatever she puts 
her mind to. She was blessed with two amazing 
instructors who didn’t let her “disability” stop her 
from succeeding. According to Anneke, her favorite 
things from dance were meeting new friends ☺, 
learning to dance and getting to dance with her 
dad at the recital (they did a tribute to dads so Ryan 
got to be her partner). 

Her wings also spread with Special Olympics. 
Anneke competed in bowling in the fall, basketball 
skills in the winter and track in the spring. She 
finished first at districts in bowling and was 
heartbroken when the state competition was 
cancelled due to a nasty, November snowstorm. 
Basketball skills was a new sport for our athletes 
and they all did really well. Anneke didn’t qualify 
for state, but she came in second. As for track, well, 
Anneke competed in both the softball throw (to her 

Anneke Kramer at 10 Years Old!

Anneke con’d  on next page
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mom’s delight as I have always thought diamonds 
were a girl’s best friend!) and the 200 m race. She 
ended up qualifying for state in the 200 m and then 
won again at state!

Like I said, it’s hard to believe that it has been 10 
years of PWS already. In some ways, it seems like 
a lifetime, but in others, I can’t believe how fast 
time flies. My sisters and I (mostly my sisters!) have 
coordinated a softball tournament/fundraiser/
awareness event since the summer of 2007 and have 
raised over $100,000 for PWSA (USA) and PWSA 
(Iowa). With mixed emotions, this year will be the 
10th and final year of this benefit. Words cannot 
express our gratefulness to all who have participated 
in big or small ways over the years! 

Well, as you know, as a parent we could probably 
ramble on about many other things, but I’ll end here. 
Anneke is our “jewel” in life. While PWS will always be 
the monster it is, remember to never let anyone or 
anything dull your sparkle!  

#beawesome

Anneke con’d  from previous page
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This is the 10th and final year that the Kramer and Daale families are hosting the   
“Annual “Strike Out PWS” Softball Tournament in Honor of Anneke Kramer.  

PWSA of Iowa extends its heartfelt gratitude to every softball tournament organizer and volunteer, as well as 
to the Hawarden and extended communities for their generous support over the years.  Funds raised have 
assisted with research efforts, PWS-related publications, financial assistance to individuals and families so 

they could attend PWSA conferences, opportunities to sponsor social activities for individuals, families and 
caregivers; and technical assistance support to providers, employers and educators working with our loved 

ones.  Again…thank you from the bottom of our hearts!

Thank You
For Making 10 Years of the  

Anneke Kramer Softball Tournament a Huge Success!
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Edie Bogaczyk, Co-President, PWSA of Iowa 

We have noticed changes regarding the dynamics 
of Zachary’s social relationships over the past 
couple of years.  As he gets older, (he will soon 
be 16) the gap is widening in areas of common 
interests between him and his school friends.  
They are now driving, working part-time jobs and 
dating.  Zachary is very astute and aware his life 
may be leading down a somewhat modified path in 
comparison to his peers.  One day he asked “Mom, 
what about me, what do I do?”  He was not referring 
to life after high school, Zachary was referring to the 
here and now.

Zachary decided he needed to find his “community.”  
We focused on making a list of his interests; he 
loves to swim and he really loves school buses.  A 
collaborative effort with the school district resulted 
in Zachary having the opportunity to manage the 
high school boys swim team.  Since it was their first 
time having a team manager, he and the coaches 
developed his tasks along the way.  Clip board in 
hand, on deck Zachary made sure the swimmers 
knew their race times and lanes.  I heard his pre-
meet pep talks were entertaining; as well as his 
occasional pool-side dance moves!!  Not only did 
the team win their first state title this year, Zachary 
gained 44 brothers!! 

For several years, Zachary’s ultimate employment 
goal was to drive a school bus.  A couple of years 

Transition Periods Can Be Rough… 
But Can Also Lead To New And Exciting Opportunities

Transitions con’d next page
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ago a medical professional advised me it was time 
to be realistic with Zachary; to explain this was not 
a safe or viable option.  In all fairness he needed 
to be told.  I recall instantly feeling devastated, 
not because I did not agree with the doctor, but I 
had been putting off the inevitable not wanting 
to destroy his personal goals.  Fortunately the 
conversation went better than anticipated and 
Zachary was still determined to find an opportunity 
at the school district’s bus barn.  

Over the past four summers Zachary made it 
a priority to visit the bus barn.  He asked many 
questions and keenly observed how tasks were 
performed.  Not surprisingly Zachary developed 

friendships with the office staff and drivers.  Along 
the way his confidence and self-advocacy skills 
have grown to where he eventually scored his much 
desired volunteer job when he visits the office - 
hanging up the keys in order at the end of the day’s 
run.  At the present time, Zachary’s employment 
goal is to one day have a paid job at a school bus 
company, perhaps as support to the office staff.  
Despite never driving an actual bus, Zachary 
has learned realistic opportunities exist in the 
community that align with his interests.  Even if the 
gap is widening in certain aspects, Zachary is keenly 
aware and knows what he now wants to do!

Zachary with a well organized bus key board.

Transitions con’d from previous page
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The 10 Things NOT to Say to a Parent of a Child with 
Prader-Willi Syndrome

By Jessica Patay, from “Confetti and Confessions” at JessicaPatay.com

We (special needs parents) have all been annoyed, hurt, or angered by someone’s comments to us about 
our child. It’s usually someone well-meaning, and just absolutely unaware of Prader-Willi syndrome, or what 
it’s like to have a disabled child. We cannot expect others to understand or to know what to say or not to say. 
We must give them some grace. However, with that being said, I thought I would compile this list. Forgive 
my snarkiness.

1. Oh, you have such a quiet baby. You are so lucky. 
How I wished my child would have cried and screamed, 
but he could not.

2. Your kid is such a good eater! Yes, it’s his hobby. It’s 
all he thinks and talks about. Every day. All day long.

3. I love how many questions he asks. He must be 
really smart.  Yes and no. His IQ is actually low. And the 
questions are nonstop because he is a high-need-to-know 
kid and also is very anxious about life in general. It is cute 
to you, but its actually exhausting to our family.

And then:

4. Its ok, he can keep asking me questions. No, really 
we are teaching him NOT to talk to strangers, and not to 
ask more than two questions.

5. Oh, my kid likes to eat all day long, too. As if it’s 
the same thing. No, its not life-threatening for YOUR child 
to eat whatever and whenever. You don’t skip parties, 
restaurants and social gatherings because your kid is a 
snacker.  However, our life is completely altered.

6. You must be a special family if _____ was 
entrusted to you. At the same time that this seems like 
a compliment, it is not comforting. At all. I am definitely 
growing in my compassion and patience and parenting 
skills. I don’t feel special though. Even when I recognize 
how my heart and life have expanded as a result of having 
a disabled child.
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10 Things con’d from previous page

7. I don’t know HOW you do it. Because I have to. 
I don’t have a choice. I will not crawl into a hole. I will 
be a Mama Bear Advocate for my child and you would 
too, if you HAD to.

8. Maybe he will grow out of it. No, but that is a 
nice sentiment. He will not grow a chromosome 15 
someday.

9. I hope he/she will be ok. Well, he DOES have 
a life-long disability. So probably not. Its better to 
say, “Are you ok? Do you need a break? How can I be 
helpful to you?”

10. Oh, really? But he looks and seems so 
normal. Because he should have a 3rd eye or 
something? Yes, he is very beautiful and sweet. But 
trust me. It’s very complex, and NOT a normal genetic 
disorder at all. Our family life is not normal as I had 
hoped and dreamed.

Again, please friends, forgive my sarcasm and 
attitude. It does feel cathartic to vent it all out.

But–I don’t do this for the sake of vomiting my pain 
and ache onto you. Truly, I hope that you will be 
more aware of the power of your words. That they 
carry heavy weight. May you and I together have 
more sensitivity when it comes to talking with 
mothers and families with very unique, non-typical 
circumstances.

Everyone is fighting a battle of some sort in their 
life. Everyone.  So lets be kind. Very, very kind.
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Ted & Brook Baxter

John & Cynthia Christopher

Robert &  Wauneta Lehman

Go Fund Me (Anneke Kramer Slow Pitch 
Tournament)

Sanford Health

Anonymous Donation

Wickre Construction

Richard Dehner

Chet & Morgan Utesch

Adam & Amy Yoeger

BJ Waterman

Wayne & Ashley Overhylser

Lori Davis

Gregory & Mallory Schouten

Florence Martinson

Joyce Boyer (The Nail Boutique)

Alexandrea Lynott

Hawarden Ambulance Association

Nicholas & Tiffany Butler

Brian & Denise Monsma

Ryan & Stacy Kramer

Kathy Huitink

Ronald & Connie Koopmans

Bobbie Davis

Peter & Henrietta Daale

Truesdell Oil Inc.

Peoples Bank

Stephanie & Matthew Mundy

Thank You For Your Financial Contributions  
During 2015-2016! 
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Name:  ________________________________________
(required)

Mailing Address: (required)

 
___________________________________________________________________________________
Street                                                                                City                                         State                       Zip

Email:  ________________________________________
(required)

Phone Number:  ________________________________________
(required)

Tell us about yourself! 
(Does someone in your family have Prader-Willi Syndrome? How old are they? Would you like additional 
information? Etc.)
______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

______________________________________________________________________________________

Interested in Joining the  
Prader-Willi Syndrome Association of Iowa?

We’d love to have you!
Fill out this page and 1) mail it to:

Prader-Willi Syndrome Association of Iowa
15130 Holcomb Avenue 
Clive, Iowa 50325

OR 2) email it to: edieiowa@gmail.com

OR 3) sign up online at: PWSAIowa.org/contact

Questions? Email us or call us at 515-770-5297

Suggested membership annual dues: $20  
**Membership can still be accepted if this is not financially affordable.

Checks can be made payable to “PWSA of Iowa”.   
Send payment to: PWSA of Iowa, 15130 Holcomb Avenue, Clive, IA  50325
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PURPOSE: 
This fund will make grants available to individuals, 
families and service providers to promote the 
well-being of persons with Prader-Willi Syndrome 
who reside in the State of Iowa.  The interest 
generated from this Fund can be used for grants 
with the principal staying in an interest-generating 
investment.

ADMINISTRATION:  
The current Board of Directors of the Prader-Willi 
Syndrome Association of Iowa and a Krumm family 
member will have control over the dissemination 
of this Fund.  The grants and their eligibility 
requirements can be changed with a majority vote 
of this Administering Board.

GRANTS:
Application can be made on an annual basis for 
each of these grants.  A limit of $100 applies per 
individual, family or service provider to each grant.  
An individual, family or service provider can receive 
up to two grants per year.

HOME MODIFICATIONS:
Grants are available for home modifications that 
are not covered by other services, including but 
not limited to locks and installation of locks for the 
purpose of protecting a person with Prader-Willi 
Syndrome from access to food.  Receipts as proof 
of purchase of supplies and charges for installation 
will be considered.  This grant is available to 
individuals, but will be limited to two grants ($200) 
per house per year.

TRANSPORTATION:
To assist persons with Prader-Willi Syndrome in 
traveling in the community to and from work, taxi 
fees (punch cards) can be reimbursed with proof of 
purchase.

HEALTH CLUB MEMBERSHIP:
To promote the good health of persons with 
Prader-Willi Syndrome, reimbursement of 
membership to a health club can be reimbursed 
with proof of purchase.

CONFERENCE REGISTRATIONS:
Registration for conferences sponsored by the 
PWSA-USA and PWSA-Iowa can be reimbursed with 
proof of registration and attendance. 

TRAINING FOR SERVICES SPECIFIC TO PRADER-
WILLI SYNDROME: 
Opportunities for individual or group trainings 
specific to Prader-Willi Syndrome are eligible 
for funds.  Submission of full information to 
the Administering Board prior to the event is 
recommended.

GRANT FOR RESEARCH:
At the discretion of the Administering Board, an 
amount of up to $500 per year can be given to the 
PWSA-USA Research Fund. 
Krumm family members serving on this Fund: 
Wanda Askelson, Carlene Krumm, and Valerie.

The Krumm Family Fund 
for the Advancement of Persons with Prader-Willi Syndrome in Iowa
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PARTING WORDS 
from the Prader-Willi Syndrome Association of Iowa:

Share this newsletter! Find it online at PWSAIowa.org/summer2016 

Has Your Home or E-mail Address Changed?

If you change your home or e-mail address, please notify the PWSA of Iowa chapter office at  
edieiowa@gmail.com or 515-770-5297.  We want to stay connected, keep you on our newsletter 
mailing list and also inform you of all upcoming PWSA of Iowa events; including socials, fundraisers and 
mini-conferences.

There is freedom waiting for you,

On the breezes of the sky,

And you ask “What if I fall?”

Oh but my darling,

What if you fly?

- Erin Hanson, poet 
 (more at thepoeticunderground.com)


