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also those who have been part of 
this community for a long time 
but don’t have the latest warning, 
treatment, or research informa-
tion. Our task here is to increase 
the light, to add to understanding 
that will continue growing over a 
lifetime. At the national PWSA 
(USA) offices our staff works with folks in both these 
categories every single day, providing a listening ear, and 
helping families connect with a wide array of resources and 
other supports.

The second audience to reach out to are those outside 
our community. This can include members of our ex-
tended family, our neighborhood and town, government 
officials, and our nation and world. Many have never heard 
of PWS. They don’t have an inkling about what it is. The 
bulbs we hope to light for them are more general. For 
example, if we can make 
the words “Prader-Willi 
syndrome” no longer 
strange, but words that 
they now connect with a 
person, or a picture, or a 
conversation; if when they 
hear that name, they re-
member that persons with 
this syndrome experience 
an insatiable hunger, then 
we have begun to turn on the light.

So how many awareness light bulbs does it take to 
change our world? The answer isn’t as easy as comparing 
energy consumption between traditional bulbs and “ice-
cream-cone bulbs.” However, I think we all would agree 
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Light Bulbs and 
Changing the World
By David Crump, Development Coordinator

“How Many Light Bulbs Does it Take to Change 
the World?” I read an article recently by this title, about 
compact, energy efficient fluorescent bulbs – the ones that 
look like a soft custard ice cream cone. The theme was how 
increasing use of these bulbs will dramatically decrease 
the use of electric energy and the associated production of 
greenhouse gases around our planet.

This got me thinking about light bulbs in another 
way – in connection with Prader-Willi syndrome awareness. 
You’ve seen the cartoon images – a brightly lit light bulb 

suddenly popping into view above 
a character’s head. It signals a new 
idea, or the sudden understanding 
or recognition of something that 
was previously vague or unknown. 
“Suddenly the light came on.” Or, 
“Finally, it dawned on me.” Or, 
“Aha!”

Of course, these images and 
phrases also describe what we 
want the outcome of awareness 
to be. For example, when you set 
out to “increase awareness” about 
PWS, isn’t it your hope that folks 

will experience that proverbial light bulb appearing above 
their heads? Once they’ve seen, heard or experienced some-
thing about our family’s story or about the challenges faced 
and victories achieved by our family member with PWS, 
isn’t it our hope that the words from their lips will be: “Now 
I understand. It’s like a light has come on!” 

 So I wonder: How many awareness light bulbs does 
it take to change our world, the world of our PWS com-
munity? 

When we talk about awareness, we should be thinking 
of at least two different audiences. First, there is awareness 
work to be done within our community. There are parents 
and family of a child newly diagnosed with PWS. There are 

continued on page 2

Alex Agarwal, age 11

With the vision of helping 
us, together, increase our 
effectiveness and impact, 
this year PWSA (USA) 

is launching Prader-Willi 
Syndrome On The Move, 

a first annual national 
awareness campaign.
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Medical and Research View 

Knee Problems 
with PWS – 
bilateral patellar 
subluxation
Q: My daughter, 18, has knee 
problems (bilateral patellar 
subluxation). We have tried 
Physical Therapy (PT) in the 
past. It has seemed to have 
worsened.  She is not on growth 
hormone anymore.  Would 
growth hormone (GH) help with 
this?  What treatments have other 
children with PWS had success 
with?

A: 
Harold J. P. van Bosse, M.D., 
Shriners Hospital for Children, 
Philadelphia; PWSA (USA) Clinical 
Advisory Board member 

The patellar subluxation is usu-
ally due to quadriceps (knee extension 
muscles, on the front of the thigh) 
imbalance.  The initial treatment is 
Physical Therapy (PT) -- quads setting 
and vastus medialis obliquus (VMO) 
strengthening.  Next line of treatment 
is PT.  Third line of treatment is…PT.  
Only if all else fails do you go to surgical 
realignment, anywhere from a simple 
lateral retinacular release (loosening the 
tight tissues on the outer side of the 
kneecap) and medial retinacular reefing 
(tightening up the tissues on the inner 
side of the kneecap), to big muscle redi-
rections and transfers.  I don’t think GH 
would have any impact on this particu-
lar problem.  I now pass this question to 
Janice, a physical therapist and parent of 
a child who has PWS. 
Janice Agarwal, Physical Thera-
pist, Indiana; PWSA (USA) Board 
member 

I agree with Dr. van Bosse.  It’s 
interesting that while I was a therapist 

in New York the very first child I treated 
with PWS had this very same issue. 
Start with Physical Therapy to strength-
en the VMO and also to strengthen the 
hip abductors and flexors for balance 
and pelvic stabilization. Remember that 
good footwear helps overcome ankle 
pronation (the foot turning in) which 
can cause problems with the knee. Brac-
ing, taping, and orthotics can provide 
symptomatic relief and could therefore 
be very beneficial. Please talk with your 
PT about options.

From a PT’s point of view, many 
children with PWS have abnormal 
femoral neck angles (the femur is the 
thigh bone) due to poor development 
of the pelvis and legs at early ages when 
bones are forming. Thigh muscles need 
to overcome this abnormal angle, plac-
ing stress or pressure on their attach-
ments on the inside or outside of the 
knees.  On the inside (or medial aspect) 
of the knee, this pressure causes “knock 
knees.” When I see pictures of our older 
kids, this is one trait that often stands 
out. One joint down, the ankles try to 
compensate by turning in, causing ex-
cessive pronation of the foot.  Increased 
weight will exacerbate this problem and 
adds to pain. Because of all this, most of 
our older children are at risk for patellar 
subluxation.

What can we do? We stress 
strengthening, weight control, and 
orthotics for our younger kids. We focus 
on PT, PT, PT (VMO and hip abduc-
tors/flexor strengthening), weight loss, 
and knee bracing for our older kids.

Harold: In regard to the patient 
in question: I would start with an-
other round of PT, plus NSAIDs (non 
steroidal anti-inflammatory drugs) on 
a scheduled basis.  I tell patients that if 
they take Motrin/Advil/Aleve only on 
an as-needed basis, it acts only as a pain 
killer.  If they take it on a scheduled 
basis, then it can reach a therapeutic 
level in the blood and decrease the 
inflammation, which can help decrease 

continued on page 3

that the more awareness bulbs we can 
light up for PWS, the better! Our vi-
sion is for ever-increasing knowledge 
and understanding within our own 
community, within the larger commu-
nity, and in the entire world. 

While certainly part of what we 
are doing all year long, the month of 
May is a special time when we in the 
PWS community focus on spreading 
awareness. With the vision of helping 
us, together, increase our effectiveness 
and impact, this year PWSA (USA) 
is launching Prader-Willi Syndrome 
On The Move, a first annual national 
awareness campaign. Chapters and 
other groups around the country are 
signing up. The goal is to grow aware-
ness and to raise funds for local initia-
tives as well as for the national Associa-
tion. To help with this effort, PWSA 
(USA) has created a campaign graphic 
and theme, including the Prader-Willi 
move character. We are also offering 
event guides, fundraising websites, and 
campaign-branded t-shirts and water 
bottles. To learn more, go to www.
pwsausa.org and follow the links for the 
National Awareness and Fundraising 
Campaign.

Here’s the challenge: Commit! 
Set a goal! Whether on your own, as a 
family, or with a larger group, plan how 
you are going to help increase aware-
ness concerning Prader-Willi syndrome 
this May. Together, let’s see how many 
awareness bulbs we can light up. As a 
result, our world will be changed! 

P.S. Let us know what you will do 
to help light awareness bulbs this year. 
Send a note about your plans to: 
development@pwsausa.org. ■

on the Move, continued from page 1

Never doubt that a small group 
of thoughtful, committed 

citizens can change the world.  
Indeed, it is the only thing 

that ever has. 
  Margaret Mead
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Medical and Research View 

the pain.  My favorite: Motrin (Advil, 
Ibuprofen) 200mg three times per day 
after meals for kids under 100 pounds; 
400mg (2 pills) three times per day for 
kids over 100 pounds and adults. If they 
can’t take it at lunch because they are in 
school, then with an after-school snack 
or night-time snack. Naturally, this 
has to be worked out with the child’s 
PWS eating schedule.  I do this for two 
weeks, then have the parents titer down 
the medications as needed for ongoing 
symptoms.  

It can take several days, up to a 
week or so, before the blood levels stay 
high enough to drive down the inflam-
mation.  If the medication does nothing 
by two weeks, it is probably not helpful, 
so discontinue it.  If there’s a moderate 
response, then continue it a bit longer, 
3/day, or try 2/day.  If the problem is all 
better, then go to an as-needed basis.

The biggest concerns are gastro-
intestinal (GI) upset and decreased 
blood coagulability, fairly unusual in 
kids.  Parents should be on the lookout 
for unexplained bruising or bleeding of 
gums after tooth brushing.  GI discom-
fort is unlikely in our PWS patients, so 
they should look for blood in the stool, 
or tar-like stools (melena), suggestive of 
GI bleeding.

Once the pain is back in control, 
the most important thing is for the 
patient to continue doing their exercises.  
So often I find that patients have excel-
lent results with PT, but get pain back 
in 6 months to a year.  When I ask them 
if they have continued to do their knee 
exercises, nearly all have abandoned 
them!

Janice: The other issue is that 
children with PWS are really good at 
compensating by using other muscles 
and joints to get around a problem. 
Once pain is gone, however, it’s hard 
for our kids to stop using these other 
muscles and to go back to using their 

muscles the “right” way. Unless they 
receive pretty intense retraining focused 
on their walking or gait pattern, they 
will keep on compensating and will not 
relearn how to move correctly. Strength-
ening may show rapid improvement in 
the knee, but if strengthening has not 
focused on the pelvis and trunk muscles, 
the pain just moves to other joints. 

It’s really important that we work 
on the muscles and joints above and be-
low the joint targeted for therapy.  This 
reduces overuse of the joint being treat-
ed and retrains the joints and muscles to 
stop compensating for the painful joint 
and begin to work correctly. Finally, if 
there is pain in the right knee, I would 
also look at the left hip, knee, and ankle 
to see if the increased stress placed on 
that side of the body has affected those 
joints and muscles, too. ■

New York group publishes

Sleep in Infants 
with Prader-Willi 
syndrome
By Mary Cataletto M.D.1, Gila 
Hertz, Ph.D. 2, Moris Angulo, M.D.1

Prader-Willi Center, Winthrop Uni-
versity Hospital, Mineola, N.Y. 
Huntington Medical Group, Sleep 
Disorder Center, Huntington, N.Y. 

Sleep has been an important 
focus of study as we learn more about 
Prader–Willi syndrome. Cataletto, 
Hertz and Angulo examined the sleep 
characteristics of 20 infants with PWS 
between ages 2 and 36 months in 
their study, recently published in The 
Romanian Journal of Rare Diseases. 
They examined overnight sleep studies 
in infants with PWS before the onset 
of obesity and without concomitant 
medications. 

Sleep disordered breathing, 
defined as AHI > 1, was identified in 
80% of the infants studied. Within 
that group, 55% had obstructive sleep 

apnea syndrome as defined by obstruc-
tive index (OI) >1. Fifty seven percent 
of all sleep disordered breathing events 
were central apneas, and 43% were 
obstructive apneas and hypopneas. 

Additionally, sleep in a subgroup 
of infants with PWS was compared 
to that of infants without PWS but 
with similar degrees of sleep disor-
dered breathing. Rapid eye movement 
(REM) latency, on the average, was 
significantly shorter than normal in 
infants with PWS. 

These authors speculate that short-
ened REM latency may be a precur-
sor of the REM abnormalities seen in 
older children and adults with PWS. ■

PWS Growth 
Hormone 
Precautions
Update – 2/11 
Jennifer Miller, M.D., M.S.
Endocrinologist --PWSA (USA) 
Clinical Advisory Board 
Merlin G. Butler, M.D., Ph.D.
PWSA (USA) Scientific Advisory 
Board Chairperson  
Daniel J. Driscoll, M.D., Ph.D. 
PWSA (USA) Clinical Advisory 
Board Chairperson

We advocate a sleep study before 
the start of growth hormone (GH) 
on infants, children and adults with 
Prader-Willi syndrome, and then a fol-
low up study 6-8 weeks later.  If there 
is worsening of obstructive sleep apnea 
(OSA) on GH, temporarily stopping 
the GH is recommended until the 
cause is understood.  Frequently the 
OSA can be corrected by removing the 
adenoids and tonsils or lowering the 
dose of GH (in the face of an abnor-
mally high IGF-1).  We also recom-
mend taking precautions during bouts 
of upper respiratory infections.   

continued on page 4

Knee Problems, continued from page 2
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There are reports and discussion 
in the medical literature about adrenal 
hypofunction in PWS. Single measures 
of cortisol levels will not be helpful, 
and adrenal challenge tests may be war-
ranted. Please consult an endocrinolo-
gist for their input and advice before 
starting growth hormone treatment.  

Infants with PWS, may have gas-
troesophageal reflux disease (GERD) 
which causes obstructive hypopneas/
apneas, so if an evaluation is positive 
for GERD, an anti-reflux medication 
may be prudent before starting GH. 

Studies have shown that in most 
individuals with sleep-disordered 
breathing due to PWS, GH can actu-
ally improve (or at least doesn’t worsen) 
the apnea (Haqq et al, 2004; Miller et 
al, 2006; Festen et al, 2006).  With-
holding GH from those with sleep 
apnea may be detrimental on several 
levels; thus monitoring the child with 
PWS closely when starting GH to 
make sure that they do not worsen is 
the recommended approach.   

 The FDA has a statement warning 
that there could be an increased risk 
of death associated with GH due to a 
recent study in France indicating that 
there may be a slightly increased risk 
of death in certain individuals treated 
with GH. PWS is not one of the 
groups mentioned as being at increased 
risk - they specifically mention idio-
pathic short stature and isolated GH 
deficiency. ■

Medical 
Home Portal
Have you visited this site?  
Chuck Norlin, MD, Director, 
Medical Home Portal (www.
medicalhomeportal.org) wrote that 
“the Prader-Willi Diagnosis Module 
on the Medical Home Portal...is one of 
our most ‘popular’ modules, receiving 

more visits than most others, and 
the PWSA (USA) site is the most 
frequent referring site to the Portal.”  
This management overview of PWS 
can be found on the PWSA (USA) 
web site under the “medical” section.  
Dr. Merlin Butler, chairperson of our 
PWSA (USA) Scientific Advisory 
Board, reviewed and edited this website 
written for families and primary care 
physicians. ■ 

Your Help is 
Needed in 
Advancing PWS 
Research
By Janalee Heinemann, PWSA 
(USA), Director of Research & 
Medical Affairs
What is a Rare Disease?
■ A condition affecting fewer than 

200,000 Americans, or a disease 
with greater prevalence but no 
reasonable expectation that the 
costs of developing the drug can be 
recovered by the sale of the drug in 
the U.S.

■ There are over 6,000 rare diseases – 
Prader-Willi syndrome being one of 
them 

■ 25 million people in the U.S. are 
affected by a rare disease

Why is the Rare Diseases Clinical 
Research Network (RDCRN) 
important? 

■ It encourages collaborations for 
scientific and clinical studies

■ Facilitates uniform collection of data 
and biological samples for sharing

■ Makes meaningful large-scale studies 
possible

■ Brings patients with similar 
concerns together

■ Provides needed research for 95 rare 
diseases 

■ Includes 161 institutions world wide
■ Includes 19 different research 

consortia (groups) and a coalition of 
88 patient advocacy groups (CPAG) 

The Prader-Willi, Rett and 
Angelman syndromes consortium, is 
only one of five renewed from the ten 
consortia that were part of the first 
five/six year grant. 
How can I get involved to further 
PWS research?

The purpose of this study is to 
evaluate the clinical features, treat-
ments and genetic causes of PWS and 
to determine how these conditions 
affect a person throughout a lifetime. 
Extensive workups and consultations 
are provided by PWS experts. 

For more information, and to 
sign up to be part of this PWS natural 
history study go to www.pwsausa.org/
research/clinicaltrials.htm or to the 
PWSA (USA) web home page which 
will link you to the site. 

At the present time there are four 
RDCRN sites that are actively studying 
the natural history of PWS and others 
with Early-onset Morbid Obesity. They 
are the University of Florida, Kansas 
University Medical Center, University 
of California at Irvine and Vanderbilt 
University. Two RDCRN sites that cur-
rently need more participants are:

Kansas University Medical Center 
(ARPWS), Kansas City, Kansas
Principal Investigator: Merlin Butler, M.D.
Contact Person:  Merlin Butler, M.D. 
Office: 913-588-1873 
E-mail: mbutler4@kumc.edu

University of California at Irvine 
(ARPWS), Orange, California
Principal Investigator: Virginia Kimonis, M.D. 
Contact Person: Virginia Kimonis, M.D.  
Office:  714-456-2942
E-mail:  vkimonis@uci.edu

Keep in mind that Angel Flights 
may be available for participants. For 
more information go to www.pwsausa.
org/research .

Be the change you wish to see in the 
world! Gandhi ■

GH, continued from page 3
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The Collaborative 
Imperative

The challenges facing people and 
families living with PWS are greater 
than ever. What does this mean for 
PWSA (USA)? It means that collabo-
ration is a critical mission imperative 
because it enables us to maximize our 
work on behalf of those we serve. 

So, as you read this issue of the 
Gathered View I invite you to pay spe-
cial attention to two wonderful signs 
of PWSA (USA) responding to this 
collaborative imperative: 

On page 11 you will read about 
the first joint research fundraising proj-
ect supported by PWSA (USA) and 
the Foundation for Prader-Willi Re-
search (FPWR) called the One Small 
Step walk. The article is written by 
my colleague, Keegan Johnson, who is 
the new Executive Director of FPWR. 
One hundred percent of the proceeds 
from this walk will go towards funding 
agreed upon PWS research projects de-
veloped at the PWS Research Strategy 
Workshop two years ago. 

On the front page, you will read 
an article inviting you to participate 
in the first PWSA National Awareness 
Campaign called, “Prader-Willi Syn-
drome On The Move.” This campaign 
is designed to raise PWS awareness and 
provide support for local initiatives and 
PWSA (USA)’s programs and services. 
But it is also designed to foster a new 
spirit of collaboration between PWSA 
(USA) and chapters, local communi-
ties, and families as we create together 
new ways to tell the stories of the PWS 

community around the United States.
For those of you who’ve been 

around PWSA (USA) for a while, you 
know that collaboration is not new to 
PWSA (USA). For years, we’ve worked 
collaboratively with families and pro-
fessionals across the country and even 

the world. But we can’t rest on what 
is already established. We need to seek 
out new partners to share this journey 
of providing support and services to 
people with PWS and their families. 
For some of us, for sure, it will mean 
rethinking some old ways and trying 
some new things which isn’t always 
easy or comfortable. But I firmly 
believe that by working together we 
can accomplish more for the people we 
serve. And that, after all, is our greatest 
mission imperative of all! ■

Evan Farrar

Executive Director View

Participate in... 
a new spirit of 
collaboration...

as we create 
together new ways 
to tell the stories 

of the PWS 
community

g

Evan Farrar

PWS BEST 
PRACTICES 

GUIDELINES
Created by the 

IPWSO Caregiver 
Conferences
Over Two Years 
in the Making

Presentations, Abstracts 
and Guidelines representing 

standards of care in over 
80 nations.

CD and the book 
are $55 each 

To purchase call 
800-926-4797

Over 200 pages, this 
breakthrough guide is 
for all caregivers, parents, 
teachers and health care 
providers
Features Guidelines and 
Models developed for use 
across all environments 
where people are caring 
for individuals with PWS. 

Includes:
■ Adult living environments
■ Communicating with PWS 
individuals
■ Aspects of behavior and behav-
ior management
■ Fitness, sports and motivation
■ Communication between care-
givers and families
■ Training for teachers
■ Nutrition
■ Crisis management
■ Environmental structure of 
work and living
■ Psychological aspects
■ Interpersonal relationships
■ Self-determination
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Fundraising
By Jodi O'Sullivan

David Crump talks about awareness 
light bulbs then challenges everyone to 
set a goal to increase awareness about 
PWS. He recognizes that it’s not so easy 
to know how may light bulbs it will take 
to get our message out there and defines 
the light bulb as the moment someone 
has a sudden understanding of some-
thing previously unknown or vague to 
them. 

Now ask yourself: At what level do 
you recognize that it is you who can turn 
on the light switch for the awareness 
light bulb? How brilliantly lit do you 
want the world to be about PWS? 

Not taking on the challenge dims 
our light so we encourage everyone to 
find a way to keep it fully bright. PWSA 
(USA)’s first annual national awareness 
and fundraising campaign, Prader-Willi 
Syndrome On The Move, is an excel-
lent choice. Planning an event that raises 
funds also raises awareness. It’s effective 
and keeps PWS progress “on the move.” 
No matter what kind of event, how big 
or small, or when it occurs, ultimately 
there’s a chance for light bulb moments, 
each one bringing us closer to our goals. 
You supply the power that could illumi-
nate many light bulbs. Will you turn on 
the light switch or ignore your power? 
Many thanks go to those below and a 
great many others who create awareness 
light bulbs for PWS. 

Grandfather Bill Fleming planned 
his 5th Annual Superbowl Party 
last February in New York and raised 
$4,390 for hyperphagia research.

In honor of the third birthday in 
June of Lexie Reeves, who has PWS, 
her big brother and big sister raised 
$250. Their mother, Sherry Reeves, 
from Virginia, wrote, “They are very 
proud of her.” 

Michele Shingleton, mom to 
Carter Shingleton, age 9 with PWS, 
increased her power this year along with 
Carter’s babysitter, Shawna Bush, to 
plan their 4th Annual PWS Walk-A-
Thon in Connecticut in June in Carter’s 
honor. They raised $4,500 (gross). 

Also in June in Connecticut, Larry 
Grundy and the Town of Groton 
held their 2nd Tour De’Noank to raise 
$5,600.

In June four sisters hosted the 4th 
Annual “Strike Out PWS” Soft-
ball Tournament in honor Anneka 
Kramer, 4 with PWS. Her mom Stacy 
Kramer, and aunts Shannon Daale, 
Stephanie Daale, and Jenna Huitnik 
raised $12,726 (gross) for PWSA (USA) 
and the Iowa chapter.

Birthday candles were the kind of 
light lit for Rebekkah Allred who has 
PWS and turned 31 in July. The occa-
sion raised $90.

Father Scott Beauchamp, relative 
Dan Beauchamp, and other TORC 
Sportsman Super Stock Truck competi-
tor race car drivers in Bark River, Michi-
gan in August hit the track in their 
off-road championship series with a 
PWS awareness message on their vehicle 
hoods. The Bark River Lions Club 
joined in support and, together with 
fans, they raised $550 and PWS aware-
ness in honor of Luke Beauchamp, age 
4 with PWS.

 Brittany Callahan wrote of her 
niece Lexie Reeves, “Lexie is doing 
wonderful and a very bubbly and 
bright little girl,” when she sent in 
a donation of $385 for research 
from her employer Generous 
George’s in Herndon, Virginia. 
The restaurant donated 10% of 
sales from one day in September 

and the servers donated a portion of 
their tips.

Grandmother Dorothy Morse’s 
friend Margaret Hoese was moved 
enough to host a Mahjongg Tourna-
ment in October in Texas which raised 
$1,020. Wrote Dorothy, “(Margaret) has 
never met my daughter, Charlotte Pe-
terson, mother of Roxy, 8 with PWS. 
What a great and generous friend.”

One-year-old Emerson Lynn 
Parker, who has PWS, will one day 
be aware of how much her family is 
already doing in her honor. In October, 
aunt and uncle Cynthia Wilson Loeb 
and Justin Loeb donated 10% of daily 
proceeds from their Oliva Italian Eatery 
restaurant in Texas to celebrate Emer-
son’s first birthday and “to spread aware-
ness.” In December, the North Texas 
National Kitchen and Bath Associa-
tion (NKBA) held a benefit and raised 
$4,000. Wrote Emerson’s mom, Kelli 
Parker, who is president of the Texas 
North Plains Chapter, “Our chapter 
made PWSA (USA) the beneficiary for 
our 2010 holiday party and auction. 
We received wonderful donations and 
support to raise money and awareness 
for PWS from many local and national 
suppliers along with the Texas Rangers 
and Clint Hurdle.” ■

“The progress of the world will call for the best 
that all of us have to give.”
	           ~ Mary McLeon Bethune

Below: A check presented to PWSA (USA) from 
National Kitchen and Bath Association in Texas. 
Left to right: Kelli Parker, Denise Dick, Gene 
Cherrnay, Sean Boutwell.
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Production, printing, and mailing of this newsletterwas underwritten by 
a generous grant from Eastside High School in Greenville, South Carolina.

Currently 4 years 11 months, Rose was diagnosed with 
PWS at 72 days.  She had a pretty rough start with feeding 
tubes, then physical therapy, occupational therapy, dietician, 
and many more doctors’ appointments.  In fact, Rose had so 
many appointments that I quit my job to be a stay-at-home 
mom so that she could make all her appointments.  

When she was 2, we were told that she no longer 
needed all of those appointments because she was doing 
so well.  One of her doctors even called her the “prodigy 
child”.  I don’t understand it.  I hear all these stories of PWS 
families, and I don’t understand how Rose can be doing so 
well when others seem to be struggling with EVERY step.  
She is having a few transitional problems at pre-school, but 
otherwise she has been doing GREAT.

However, Rose has started to put on a little more weight 
and is on the high side of the weight vs. height scale.  She 
is in the 95% and she should be at or below 50%.  I keep 
checking her weight vs. her height, and she isn’t gaining a 
lot--she’s just gaining faster than she is growing.  She’s in the 
10% for height.  The last couple of times we went to the 
doctor she gained two pounds (in about 3 to 6 months) but 
she only grew one inch. We have scheduled more appoint-
ments to see if Growth Hormone is something that we 
should look into or what our options are.

Rose is such a loving and caring person.  She says “Hi” 
to everyone.  She gives out hugs like most people do hand-
shakes.  If someone is crying within 20 feet of Rose, she is 
right there seeing what is wrong and giving hugs to make 
them feel better.  Rose is also so smart she’s already learning 
how to write her name. However, she doesn’t always want 

to be smart and independent. 
She wants people to help 
whenever she sees fit (i.e., get-
ting dressed, getting her shoes 
on, and sometimes writing her 
name), but other times she is 
very independent. 

She can also drive me 
crazy with her questions: Are 
we there yet? Will we be there 
soon? What’s Grandma doing? What’s my Uncle doing? 
Where are my friends? I love my friends! Every time we get 
in the car she wants to play 50 questions and expects me 
to know all the answers. It can be overwhelming at times, 
especially when I’m in a hurry. I’ve also noticed something 
else about Rose; if there is a song on that she recognizes, she 
wants to hear it over, and over, and over, and over again. 

We now have another addition to our family, James, 
age 9 months, and Rose has been such a helper with him.  
Her doctors suggested having Rose help by getting diapers/
wipes to keep her active in the house, and she has been such 
a terrific little girl.  We do have a few behavioral problems, 
typical of most four-year-olds, but she is such a happy little 
girl.  Rose is still currently in speech therapy because she was 
slow to start talking and now needs help with her pronun-
ciation of words. I can’t wait to see what other little surprises 
Rose has to offer. ■    

~Alysa Miller 
  Eyota, Minnesota

Rose in Bloom
By Alysa Miller

If you are a Federal Employee, 
you can help!

 

PWSA (USA) CFC ID Number is 10088
PWSA (USA) qualified for membership and is part of 

the Combined Federal Campaign (CFC). If you work for the 
federal government and its agencies, you can make a donation 
via the CFC to PWSA (USA)! Funds derived from the CFC 

offer essential support for programs and research supported by 
PWSA (USA) and, with the help of those who can participate, 
will continue to do so. The CFC holds activities during their 
campaign in different local areas around the nation. You can 
participate by selecting PWSA (USA) to receive donations, 
and spreading awareness of PWSA (USA) so others can learn 
about PWS and make donations, too! The PWSA (USA) 
CFC identification number is 10088. Thank you to all those 
who support PWSA (USA) this way! Your contributions are 
greatly appreciated and help ensure our loved ones with PWS 
have the best futures possible! Questions? Please call PWSA 
(USA) at (800) 926-4797 and ask for Debi Applebee. ■

Rose
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1. How do you best balance 
understanding of consequences 
for behavior that is unacceptable?

The brain of a person with PWS 
functions in a way that impairs the 
ability others might have to understand 
and respond to negative consequences. 
A positive behavioral approach that 
targets and encourages and rewards 
desired behaviors is far more effective 
– and healthier – in the long run. If a 
consequence is to be applied, if it is to 
have any impact, then it should be ap-
plied as close to the incident as possible 
and in very clear and concrete terms. 
However, even done this way it is 
unlikely to change future behavior so a 
positive behavioral support plan should 
always be the foundation of managing 
behavior of a person with PWS.
2. Any suggestions to minimize 
the perseverations?

Perseveration is an example of 
when a person with PWS gets stuck 
or begins using repetition in response 
to anxiety. The best technique involves 
putting limits on the perseveration, 
especially after you are confident the 
person knows the information. For 
example, tell the person with PWS 
you will answer their question three 
times--but after that you will move on 
to something else. Another method is 
to distract the perseverating person so 
that you can move them off the topic. 
Finally, ignoring is another method 
that can be employed, although not 
always successfully. The worst response 
is to try to reason or talk the person 
out of the perseveration. This tends to 
only reinforce the behavior. 
3. If you sense a tantrum/
negative behavior brewing, is it 

best to get the PWS person away 
from their current situation and 
let them take a walk?

Yes! This is a great example of 
prevention. Knowing when a person 
with PWS is becoming stressed is really 
important so that preventive tech-
niques (such as changing activity or 
location) can be employed. Predicting 
situations that cause anxiety is the best 
strategy for managing tantrums and 
meltdowns.
4. Do individuals with PWS say 
they are sorry for their behavior? 
Do they really know what that 
means and what they are sorry 
for?

Yes, people with PWS say they are 
sorry. And some mean it. Others do 
it because they are told. Actually, a lot 
like humanity as a whole! We discour-
age people from trying to figure out 
whether a person with PWS knows 
what it means when they say they are 
sorry. Saying sorry is a part of how 
people relate in a socially acceptable 
way so we want to encourage people 
with PWS to follow this custom. How-
ever, it is clear that people with PWS 
can feel very sorry and upset when 
they hurt someone else so don’t assume 
saying sorry doesn’t mean anything. If 
a person with PWS says they are sorry, 
accept it and move on. Don’t cause 
another power struggle to begin by 
refusing to accept an apology.
5. Are your behavior strategies 
and management skills 
appropriate for all with PWS?

There is a great deal of diversity 
among people with PWS. But over the 
many years PWSA has been working 
with and for people with PWS, posi-

tive behavioral strategies have shown 
the best results. We freely admit there 
are exceptions to every rule, but it is 
rarely damaging to go with a positive 
behavioral approach whereas a nega-
tive consequence approach can be very 
damaging.
6. How do you handle taking 
the child with PWS out of their 
comfort zone? Such as on 
vacation or a time they do not 
have their usual schedule?

As much as possible, try to recreate 
in the new setting as much of the old 
structure and predictability as possible. 
Work with the child to help them 
understand that their routine is going 
to be different while on vacation, but 
provide reassurance - through good 
advance planning, verbal, and visual re-
assurance - that issues of food security 
and basic comfort will be addressed. 
The reality is that the needs of a child 
with PWS can be met anywhere as 
long as they are planned for and the 
child is confident in that plan. 
7. How do you handle a 
meltdown in a store?

The best way is to avoid it in the 
first place! So use meltdowns as an 
opportunity to process afterwards what 
happened to learn about possible trig-
gers that can be avoided or managed 
differently. When a meltdown does 
happen, try some techniques such as 
giving the child space to work through 
the issue if possible, remove the audi-
ence, use a calm and steady voice, don’t 
over talk or try to reason the child 
out of the tantrum, and in worst case 
scenarios remove or restrain the child if 
a threat to self or others exists.

The November 2009 Webinar entitled

“The Truth about Consequences” 
discussed the ineffectiveness of punishment for persons with Prader-Willi syndrome

and suggested other management techniques for difficult behaviors.
The following are responses to some of the follow-up questions. 

All the questions and answers can be found in Members Only on the PWSA (USA) web site.
Prepared by Mary K. Ziccardi and Evan Farrar

continued on page 9
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8. What is the best way to stop 
physically aggressive anger at 
school?

Physical aggression is one of the 
scariest behavioral outbursts. Yet it 
should not be handled any differently 
than other behavioral problems. The 
basic questions such as what is triggering 
the anger must be asked so that stressors 
can be eliminated or managed. Offering 
alternative ways to express frustration is 
important as well (a notebook, draw-
ing board, etc.). PWS is a disability that 
hinders a person’s ability to self-regulate 
emotion including anger. So helping 
a child with PWS to express emotions 
appropriately is an important part of 
heading off anger. If the physical out-
bursts are injuring others, then it would 
be appropriate to have the child evalu-
ated for any underlying psychiatric issues 
that might be increasing the intensity of 
physical aggression.
9. Assuming that lying by indivi-
duals with PWS is also behavior 
that shouldn’t be punished, what 
is the appropriate response to 
obvious and not so obvious lies?

While lying is troubling, it is 
also just another behavior which is 
best managed by a positive incentive 
strategy. Reminding your child of how 
important it is to tell the truth is a 
helpful strategy because it is important 
to help a child with PWS understand 
what acceptable social customs are and 
how you expect your child to behave. 
The motivations for lying (as with all 
people) are many, including shame over 
getting into trouble, wanting to hide 
food consumption, and trying to fit in 
with peers. It doesn’t necessarily have 
any relationship to the deficit in ability 
to process events and actions. Instead, 
it is one of those common features all 
people struggle with. The best response 
is to help your child understand why it 
is not appropriate and help them to be 
truthful. ■ 

Educational Opportunities in 2011
Including the PWSA (USA) 
National Conference
By Julie Doherty, Secretary, PWSA (USA)

As most of you know, our Webinar series was initiated in 2009 as a way to 
serve our members by providing education in a cost-effective manner. We pre-
sented several topics of interest which were well attended by parents, grandpar-
ents, care providers, and educators. However, because we are gearing up for our 
national conference in Orlando, Florida, November 11-13, 2011, we are not 
scheduling any webinars for 2011 because the conference represents our primary 
educational opportunity for parents, families, and professionals this year. 

Currently, the conference committee is selecting topics and speakers that will 
provide our members with much-needed information on Prader-Willi syndrome 
– everything from a basic introduction to PWS to ways to handle stress in our 
lives, behavioral and nutritional topics and much more. There will be a YIP/YAP 
program entitled “Survivor: Orlando” based on the Survivor TV series. Many 
exciting activities are being planned for participants. A new addition this year will 
be a separate Sibling Program for those seven and older, where they will have fun 
activities of their own, share their thoughts and feelings about being the sibling 
of a special-needs child, and learn from and interact with other siblings just like 
them. Registration will open in late summer/early fall. Details will be sent via the 
weekly E-Bulletins, posts on our homepage, and in the Gathered View - so stay 
tuned.

Can’t wait till November for cutting edge PWS information? Then we invite 
you to take advantage of another unique educational opportunity for our mem-
bers. The International Prader-Willi Syndrome Organization’s 2010 conference 
was held in Taiwan in May. The conference was professionally recorded and is in 
a set of five DVDs available for only $40 for members, $50 for nonmembers. A 
sampling of the speakers and topics included on the DVDs: 

Dr. Dan Driscoll, USA: A Clinical Overview of PWS, including the role of 
genetic testing 

Dr. Anthony Holland, United Kingdom: The Role of Research – Is There a 
Cure? 

Dr. Maite Tauber, France: Endocrine Dysfunction in PWS 
Dr. Anthony Holland, United Kingdom and Dr. Janice Forster, USA: 
   Psychotropic Medications 
What a wonderful resource – all the information from a conference, and an 

international one at that, for such a low price. No flight and no passport required! 
To order, please call 800-926-4797 or e-mail cbeles@pwsausa.org with your 
request. ■

New PWSA (USA) e-Bulletin
Beginning early in 2011, PWSA launched its new, weekly e-Bulletin, 

with announcements and other time-sensitive information of interest to all 
of us in the PWS Community. To sign up, go to www.pwsausa.org/ 

The Truth, continued from page 8
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A Thank You for the 
Medical Alert

Betty Perry, from Pennsylvania, 
called to say “thank you” for having 
the Medical Alert and other medical 
articles. She took copies of them to 
the ER when Victoria, age 35, was 
having severe stomach problems. She 
had a twisted bowel and they had to 
do surgery. She says that the doctors 
were grateful to get the information, 
and one said, “Thank you for teaching 
me and my staff about PWS.” Victoria 
was the first patient they ever had with 
PWS. ■

Another Thanks for 
Medical Information

 I meant to reply to your timely 
and invaluable e-mail response to our 
request for the latest medical alert 
much earlier, but during and after our 
son Paul’s surgery for rectal cancer on 
July 15, 2010, we had a busy time and 
our hands and hearts full with arrange-
ments, adjustments, visits and appre-
hensions for Paul’s future, etc.

Paul [age 46] returned from the 
hospital to his supervised home on Au-
gust 3, 2010. His attitude and coping 
skills so far are superb and beyond our 
expectations. The head nurse compli-
mented Paul for his cooperation and 
attitude. She said she would miss his 
early morning singing before breakfast. 
By the way, he thought the last two 
weeks of his hospital stay were like a 
first class hotel. The hospital was very 
mindful of his uncontrollable appetite 
and made sure he got only what he 
needed. 

We are truly blessed with a won-
derful son teaching us many lessons in 
patience and confidence in our Lord.

We still are extremely grateful for 
the e-mail information [which was] well 
used by hospital care professionals. ■ 

~Hanna and Henk Dennewold 
  and Paul   
 Calgary, Alberta, Canada

The Way It Used to Be
My daughter is 40, and it seems 

so distant from her childhood and the 
constant pressure of going to her IEP 
sessions and having to argue for every 
little bit of additional help. There was 
no such thing as a teacher’s assistant; 
as a matter of fact, the teacher’s aide 
changed constantly, and I can remem-
ber one that couldn’t speak English. 
Her job was to keep Christine from 
running out of the classroom and 
from finding and eating any food she 
could lay her hands on. There was no 
food control. Doughnuts and muf-
fins were routinely passed out. It was 
almost viewed as an activity. My cute 
little blonde daughter who was 4’ tall 
weighed more than 150 lbs.

Thank God things have changed. ■ 
~Harry Persanis   
  New York

Parent 2 Parent
Life does go on after PWS enters our lives, 
although things may be different. We encourage 
you to send your story for The Gathered View, 
as Alma has, to encourage others who may be 
feeling overwhelmed and despairing.

Life Goes On 
Alma Schneider posted this to her 
0-5 e-mail group—and to all of us.

Hi everyone. After some soul 
searching, I have decided to share 
something with all of you, something 
of which I am very proud. There was 
an article in the December 2010 is-
sue of  Family Circle magazine about 
me and the non-profit organization I 
started, Parents Who Rock, six months 
after my now six-year-old was born with 
PWS.  

What was not stated in the ar-
ticle was that I was so devastated and 
depressed after my son’s diagnosis that 
a friend suggested I get back to my 

creative “core” to help heal. Taking her 
advice, I decided to get back into sing-
ing and performing. What started as 
an exercise in recovery ended up being 
the beginning of a very successful and 
fulfilling non-profit made up of parent 
musicians who perform concerts for 
local charities.

[A quote from the article] I will never 
forget how I felt when I returned home 
after our first fundraising performance.  
I was alone in my bed with a huge grin 
on my face (my husband was driving the 
babysitter home). I was pumping milk 
with my breast pump (which I did for a 
year), for a child who could not suck and 
would receive it through a feeding tube in 
his stomach. A child, with what seemed to 
be to me, one of the most horrible syn-
dromes I could imagine, but I still had a 
grin on my face.

I was able to experience true hap-
piness because I chose to live my life and 
focus on things that I loved--music and 
helping others.

In addition, I have not let PWS 
keep me from pursuing a career in...
food!  I am, and always have been, a 
huge foodie, and I decided to create a 
blog and business (takebackthekitchen.
com), helping people overcome their 
practical and psychological obstacles to 
cooking. I began this journey two years 
ago, not because of Lincoln, but despite 
his diagnosis. I was a foodie and a clini-
cal therapist before he was born and 
wanted to keep that part of my life full 
and interesting.  

One of my greatest fears when I 
received Lincoln’s diagnosis was that 
my life and my family’s life were over. It 
would have been extremely helpful for 
me in the early days, weeks, months, 
and years, to have read something about 
how life goes on with the families of 
kids with PWS.

Thank you for reading my story 
and please share yours, or create a story 
for yourself, so that you can write about 
it. ■

~Alma Schneider
  Montclair, New Jersey  

From The Home Front
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“Happy Birthday, your son has 
Prader-Willi syndrome”. I heard those 
words on my 30th birthday, 3 weeks 
after our first son Dante was born. I 
remember my wife, Tanya, starting to 
cry. I asked “What does that mean?” to 
which the doctor replied, “His speech 
will be delayed, his growth will be 
delayed, he will have low muscle tone, 
he will never have children and he will 
always be hungry!” I could barely think 
as I blinked back the tears and asked, 
“What about his cognitive abilities?” 
The geneticist replied, “Those will be 
delayed as well.” My life would never be 
the same.

Tanya and I wanted to help Dante, 
but I had no idea what to do. We had 
no fundraising, non-profit, scientific or 
medical experience. Tanya is a teacher 
and I had just co-founded a company 
to eliminate online fraud. I still remem-
ber the day, when I came home and Tanya said, “I booked 
a park, we’re running a walkathon”. Life was about to get 
interesting. 

We looked at Dante’s tiny feet and thought, if nothing 
else, we can take “One SMALL Step” and that’s how we 
named the walk. We still had no idea how to make life better 
for Dante, until we met Theresa Strong. Theresa is a mom of 
4 children, including a young man with PWS and a girl with 
Down Syndrome. In addition, Dr. Strong is a geneticist and 
cancer researcher at the University of Birmingham in Ala-
bama. In her spare time, Theresa leads the research program at 
the Foundation for Prader-Willi Research.

From Theresa, I learned research is a way of finding 
solutions to challenges. When we think of research we typi-
cally think of laboratories, test tubes and complicated genetic 
codes. These are a part of research, but are just the tip of the 
iceberg. I learned research can be finding simple solutions to 
common behavioural challenges. I learned research can be 
identifying different learning styles or finding the early indica-
tors of mental illness. The path became clear to me. We could 
list all of the PWS challenges and then use research to find 
solutions. We needed a plan.

Funded by the Foundation for Prader-Willi Research 

and the PWSA (USA), Theresa 
organized a workshop with 65 of 
the top researchers. The research-
ers created the PWS Research 
Plan. The plan describes the 
initial research projects we need 
to complete to eliminate the 
challenges of PWS. Now, we can 
focus on funding the research.

Throughout the year, we will 
be hosting One SMALL Step 
walkathons across the USA and 
the world. All proceeds will fund 
the PWS Research Plan, jointly 
developed by PWSA (USA) and 
FPWR. You can host your own 
event, attend a location near you 
or walk around your favourite 
park. I would like to ask you to 
take One SMALL Step by reg-
istering at http://onesmallstep.
fpwr.ca. Last year, 10 parents 
led 10 locations and raised over 
$200,000. Imagine what we 
could do if every parent reading 
this newsletter registered.

Dante is now 6 years old, 
running, swimming and learning to read, add and subtract. 
He loves to dance, swim and play with his brother, Denzel. 
Denzel is one of the most charming, compassionate and intel-
ligent 5 year olds I have ever met. Dante and Denzel share 
Tanya’s love for life and we couldn’t be prouder. 

I have seen the PWS community take huge strides in 
coming together and working towards eliminating the chal-
lenges of PWS. Unfortunately, everything is moving too 
slowly. We WILL be able to cross off the challenges of PWS, 
but when?

After meeting hundreds of families, raising almost 
$1,000,000 and reading the PWS Research Plan, I decided, 
I’m ALL IN! Therefore, I started working as the Executive 
Director of the Foundation for Prader-Willi Research. 

The one desire all parents share is “To eliminate the 
challenges of Prader-Willi syndrome” … but we cannot do 
it alone. We cannot eliminate the challenges in Tennessee 
or in New York. FPWR cannot do it alone and neither can 
PWSA(USA). The only way, is for the “People” of the PWS 
community to eliminate the challenges of PWS. 

I look forward to meeting you and stand committed to 
eliminating the challenges of Prader-Willi syndrome. ■

“I’m ALL In”
By Keegan Johnson, Executive Director
Foundation for Prader-Willi Research

Proud father Keegan with Tanya, Dante and Denzel
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Just four months after attending the 
International Prader-Willi Syndrome 
Organisation conference in Taiwan in May, 
Dr. Loisel Bello sent pictures of the very 
first PWS meeting in Cuba and a letter to 
Giorgio Fornasier, Executive Director of 
IPWSO (who translated).

“At last I kept my engagement and 
promise to help our patients in Cuba: to 
give just a small piece of what Marlen [his 
wife] and I learned to each of these families, 
together with much love and understand-
ing. Thanks to this small first meeting we 
could evaluate and know what they all need 
and this is just the beginning. We are very 
happy and satisfied we could start this dif-
ficult road which has not 10,000 plans in it, 
but just the path our children with PWS in 
Cuba have to follow and walk along. 

“Many thanks to everybody as all of you were present at our historical meet-
ing. In a way or another you changed our life completely.” ■

    Marlen and Loisel 
PWSA recently received the following e-mail from Dr. Loisel with pictures of his 
daughter Gabriela: “In 2009 we recived your DVD, Food,behavior and beyond, it was 
the most important present to us and Gabriela,because the life of my daughter begon to 
change , in this moment Gabriela do not use GH yet.The big change just was with diet 
and exsercise, thanks to Your DVD, IPWSO informations and Taiwan conference, maybe 
when Gabriela begin to use GH will be better.”  

Anil Kumar, Moderator for 
India PWS Association, posts 
from New Delhi to the India 
YAHOO! group, showing how 
far India has come in just two 
years.

 I am glad to put on record 
that the support and encourage-
ment from our respected doctors 
are overwhelming. We are grateful 
that within a short period of 
time 51 doctors are supporting 
our noble cause. This has given 
us strength to reach out to more 
diagnosed and suspected PWS 
families. Last week 8 PWS fami-
lies have been identified. We wish 
them very best and extend our full 
support to them. [A] Few families 
with the help from their Doctor 
also availed free diagnosis facility 
from Bird Lab in Italy…On 
behalf of all PWS families, we 
are really thankful to all support-
ing doctors. We are in the process 
of making a package containing 
literature and CD…We will be 
sending the package to all doctors 
and family members by post/
courier. It has got a lot of infor-
mation for PWS awareness…Our 
slogan is “Awareness is Enlighten-
ment”. ■ 

“The Scanner”, a United King-
dom film on PWS showing how the 
latest medical technology influences 
the lives of people with PWS,  won 
a national documentary award at the 
Sheffield Doc/Fest. The film features 
Kate McAllister and Dr. Al Garfield 
of the University of Cambridge, who 
discuss current research and explain the 
irregular satiety response in PWS. 

Al, who works on brain control of 
obesity, said, “The sensations of hunger 
and fullness are the two sides of our ap-
petites, but whilst we often consider them 
to be feelings of the body, it is actually the 
brain that coordinates and controls our 
relationship with food. Working on PWS 
has highlighted how obesity as a condi-
tion is often stigmatised. Kate and I hope 

this film and our next larger project will 
go some way to changing public percep-
tion and understanding of such condi-
tions.” 

Kate, who works in Tony Hol-
land’s group at Cambridge, comment-
ed, “Through working with PWS, I am 
really aware of the stigmas surrounding 
obesity and wanted to do something to 
alleviate this. I have been really sur-
prised at what a great reception we have 
had--parts of our film have even been 
shown on television in the Philippines! 
PWS families from as far as Austra-
lia  have been in touch to say they were 
really heartened to know that there are 
researchers out there who are focused on 
understanding more about conditions of 
appetite.” ■ 

International View

Loisel's daughter Gabriella showing how 
she is now after Loisel and his wife Mar-
len learned a lot about PWS after IPWSO 
in Taiwan.
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My 15-year-old son 
with PWS was asked 

what he would like to do 
this year for April school vaca-

tion. He responded that he “would 
like to go to Rome, Italy.” I said, 
“Rome? Why do you want to go to 
Rome?” He responded, “To meet 
God.” I said, “I don’t understand. 
God is in Rome?” His answer, “Yes, 
Mom, today in school we learned 
about all the Roman gods!”

  ~Andrea Glass
   Foxboro, Massachusetts 
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TAE KWON DO 
for Ramon 
By Kelly Gibbs, Spring, Texas

My grandson, Ramon Madrid, age 6, has been an 
inspiration to our family. Ramon was born prematurely; 
for weeks we did not understand why he had an issue with 
nursing. His twin sister was fine except for being premature. 
Luckily we live just north of Houston, Texas, and its won-
derful Medical Center. 

After much testing, we were saddened to hear that he 
had Prader-Willi. My daughter worked through the gastric 
tube feedings like a champ, and we all learned how to take 
care of him. Eventually, Ramon was able to graduate from 
the g-tube to regular bottles. 

Yes, he has always been physically a little behind, but he 
is catching up by leaps and bounds. We were fortunate to 
learn about Human Growth Hormone and its benefits with 
kids with PWS, and his mother began it early. He is actually 
passing up his twin sister!

Ramon is now in first grade in the school where his 
mother teaches. He is in regular classes and pulled out 
for the classes where he needs some extra attention. He is 
a smart little cookie and just has problems with a speech 
impediment and sometimes attention issues. 

At his doctor’s suggestion, his 
mom tried him out in soccer and 
gymnastics; that wasn’t his cup of tea. 
Ramon’s inability to concentrate made 
it too hard to get his cooperation. 
Brandy, his mother, then tried him in 
a trial class of martial arts and was told 
that it wasn’t working out. 

About a year and a half ago, my 
daughter enrolled Ramon in a Tae 
Kwon Do class. After looking around, 
she found Olympia Tae Kwon Do and 
Master Bruce. It was most fortunate 
that Master Bruce had worked with 
other kids with challenges, and so he 
was more than willing to give Ramon 
a go. Now I am not here to say that it has all been sunshine 
and peaches, but he has progressed very well with the prin-
ciples imparted by the instructors at the studio. Ramon is 
so crazy about his degree belts that Master Bruce found that 
a very good way to entice good behavior. There have only 
been a couple of times that he has had his belt taken away 
for bad behavior and then he had to work to get it back. 

It has been amazing how much better Ramon’s respect-
fulness and attitude has become. He has learned at class that 
you must respect your parents at home as well as your in-
structors. When he enters the studio, he bows and declares, 

“Hello, Master Bruce”. This is expected 
of all the kids. Also when he enters the 
actual workout room, he must remove 
his shoes and socks, open the door, and 
ask “May I enter, Coach Lance.” 

In just a year, Ramon has gone from 
white to yellow to orange belts. He has 
had such great support, not just from 
the instructors but the kids also. Where 
it takes some of them just two kicks to 
break the board with their feet during 
a test, it could take him a dozen. When 
it looks like he is tiring, the whole class 
starts cheering him on. He really looks 
forward to his two evenings a week at 
the studio and being with his instruc-
tors. Ramon is also very careful with his 

uniform and belts. He goes home, takes them off and hangs 
it all up, and folds his belt like it was made of gold. His self-
confidence has greatly increased.

I think Ramon and all of us in the family would highly 
recommend Tae Kwon Do to any kid with PWS who is 
looking for a sport. ■

It has been 
amazing how 
much better 

Ramon’s
respectfulness 
and attitude 
has become. 

Ramon
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Counselors Corner

Good news! A new member has been added 
to the crisis intervention counseling team. After 
a competitive search to find a full-time Crisis 
Counselor, Jeremy Johnson has accepted the po-
sition. We thought this would be a great oppor-
tunity to introduce Jeremy to the PWSA (USA) 
community.

Prior to joining PWSA, Jeremy worked as a 
special education teacher for twelve years. During that 
time, he taught students with a variety of significant 
disabilities, including students with PWS. He enjoyed 
teaching, especially community inclusion activities for 
his students. However, in the last few years, he began 
to see his future more as an advocate or a counselor 
for the families of the students he taught than as a 
teacher. 

Jeremy explained, “The greatest joy I had as a 
teacher was connecting with the families of my stu-
dents and letting them know I was there for them and 
understood the challenges they face.” Jeremy was born 
with severe scoliosis that required surgery as an infant; 
that reduced the progression, but the scoliosis has 
remained a challenge to overcome all his life. There-
fore, he understands what many families face with 
disabilities. He adds, “The greatest moments I had as 
a teacher was being invited over to share a dinner at 
my student’s house.” 

He decided he wanted to find a job where he 

could help and advocate for families with disabilities. 
For a few months before joining PWSA, he lived in an 
L’Arche community, a faith-based community where 
adults with and without disabilities share life together 
in a family or home environment. He wanted to learn 
and experience how different services are provided to 
adults with disabilities. 

When a PWSA Crisis Counselor position 
opened, Jeremy applied because he thought this was 
a great opportunity to use his school and residential 
care experience as well as his ability to connect with 
families of people with disabilities. He also under-
stands the challenges the parents face with a child 
with PWS in the school system because, as a teacher, 
he had to advocate for his students with PWS to 
make sure his students had the best quality of educa-
tion available.

Jeremy hopes that his school background as well 
as his compassion for people with disabilities will be 
a great asset to help the families he serves as a new 
Crisis Counselor. Very excited to be a part of the sup-
port services available at PWSA, he brings to our team 
a compassionate voice who wants to 
give the best quality of crisis inter-
vention counseling that our families 
need and deserve. 

See you next time in the Coun-
selors Corner!

PWSA of Ohio is planning the annual Family 
and Friends Festival for Saturday, April 9, 2011, in 
Columbus, Ohio. This is a day of swimming, crafts, 
carnival games, bingo, a pine car derby, network-
ing and information sharing. Included is lunch 
and loads of prizes for those with PWS and their 

siblings. Contact pwsaohio@aol.com or check the 
web site: www.pwsaohio.org for more information 
and registration.

New York’s annual conference will be held 
April 28-29, 2011 in Albany, NewYork. Please see 
registration information at www.prader-willi.org 

Chapter View 

Jeremy Johnson
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The following names are those who donated to the 2011 Angel Fund up until January 31, 2011 
either In Honor of (IHO) someone very special to them or 

In Memory of (IMO) a person whose memory is deeply treasured.

Angel IHO
Alex Agarwal

Milka Mandich
Aaron Alsnauer

Judy and Dan Alsnauer
Ian Alton

Chester and Theresa Labus
Derek Anderson

Lori Anderson
Kandra Anderson

Bruce or Susan Dehn
Stephanie Appel

Heinrich and Anna-Maria 
Froehlich

Stephanie and Nicole Appel
Charles and Ellen Alpaugh
June Varcoe

Ethan Arbuckle
Lorraine and Robert Arbuckle

Frank Arnold
Gateway Coding Inc

Asher Atkins
Cathleen and Paul Griffith

Isabella Bacanegra
Jose Venegas DDS, PA

Rebecca Baird
Brian Baird
Jean and Ronald Jakubowicz
Lois and Jeffrey Pallotta

Stephanie Lynn Baker
Richard and Darlene Smith

Braden Bale and Family
Patricia Webb

Linda Lee Barnett
Robert and Deanna Barnett

Jacob Ford Barron
Margaret Warren

Nicholas Baskin
David and Maureen Pagnucco

Gavin Baugher
Earl and Connie Baugher

Hannah Behnken
Bob and Jane Easton
Gary and Sharon Seedorf

Peter Behringer
Michael and Christine 
Bachmann
Linda and Ralph Behringer

Karen Bennett
William Bennett

Nathan Bennett
Judith Bennett
Deborah Carpenter

Noel Bensaid
Douglas and Wanda Terrell

Matthew Berl
Phil DuBois

Brendan Bernstein
Neil Kurtz and Geralyn Lyman
Sheila and Gerald Levin

Jack Bevacqua
Nicole Albert
Robbin Gilbert
Lynn-Ellen and John Lacey

Kate Bianco
John and Carolyn Rodman

Page Bintz
John and Marilyn Bintz

Kelly Bitzer
Robert and Fern Bitzer

Samuel Bladel
Joanne Bladel
Sophie Bolander
Richard and Jackie Bolander

Nolan Carl Bonk
Keith and Donna Johnson

Meghan Boucher
Allan and Kathleen Boucher

Kean Bracht
Mary and Holger Bracht

Brenda Brenneman
Quinta Bontrager

Erika Breneisen
Jere and Isa Breneisen

Savannah Brice
Marsha Gamelin

Genevive Bruns
Beth and Ron Bruns

Fisher Bryden
Dianne and Jeff Bryden

Logan Buchanan
Kate Loper

Julianna Burgin's 4th Birthday
Lori and Brian Burgin

Joshua Burke
Marsha Samuel

Isabella Burnham
Joanne DeYoung

Katie Burst-Lazarus
James Lazarus

Nicholas Busfield
Lenore Trimmel

Emily Bush
Charles and Margaret Bush

Ariel Campbell
David and Michelle Campbell

Lea Capraro
David and Cathy Braner
Deborah and Michael Capraro
Joseph and Bernadett Coletta
John and Ann Elward
Maryellen and Leo Magrini

William Capraro
Vivian Chavez
Florence Larsen

Rachel Casey
Patrick and Filippa Casey

Ryan Casey
Julie and Dan Casey

Jason Castle
Bill and Judy Castle

Hope Chang
John and Teri Knowles

Jennifer Collom
Sally and Chet Collom

Jace Coltrane
James Van Becelaere
James and Wava VanBecelaere

John Ross Comes
John and Susan Comes

Kathleen Conry
Mary and Ken Conry

Madison Copeland
Franca and Larry Copeland

Christine Cornnell
Allan and Dorothy Cornnell

Emily Costa
Erika Good
Elizabeth Prochazka

Elana Couch
Anita Whitaker

Brayden Crosson
A-1 Pumping

Bryan Culbertson
Eileen Posch

Emily Curran
Jacque Reid

Brandon Dahan
Marcia Dahan

Ray and Sherry Davis
Neal and Angela Spradlin

Ben Dawley

Anne Packard
Tanner Dean

Virginia Moore and Melanie 
Brown

Harper Dean
Sandra Jarrett

Joseph DeLillo
Annette Baudo
Natalie Saathoff

Brooke Detiege
Tom and Darlene Benoit
Jeanette Schoen

Brooke and her Friends
Anina and David Pfeiffer

Jessika Dickinson
John and Mary Ann Bellanti
Michael McManus
Matt and Becky Reardon

Danielle DiCola
Paul and Patricia DiCola

Kurtis Dinardin-Schinasi
Thierry Dinardin and Karin 
Schinasi

Kaitlyn Disney
Marie Hartung
Michelle Phillips

Riley Donovan
Downtown Chiropractic
Tim Holman and Meridith 
Sewell
Lois Zeman

Tony Dorn
Leslie and Laurence Hall

Jacob Douglas
James and Judith Austin
Gloria Fisher

Joslyn Ecker's Birthday
Darrow and Renate Nelson

Ada Edmonds
Calla Jean and Joe Wright

Anwen Elder
Robert and Nancy Elder

Ani Elder
Sara Hooley

Nichole Englund
Lee and Rose Englund

Luke Eurillo
Barbara Hannevig
Dan Sokoloski and Joane 
Stoneberg

Stephen Fabio
David and Judith Fabio
Mike and Debbie Fabio

Erin Favret
David Austin
Dolores McCullough
Pauline McIlrath
Frank and Christy Roylance

Adam Fegley
Jim and Joni Gorman

Ms. Fender
Anonymous

Ashley Fender
Katherine Radaz

Tristan Ferdig
Mark and Penni Coatney
Patrick Donnell
Frank and Karen Washburn

Jacob Fiske
Gustin and Winnie Buonaiuto
Ross and Jane Dudley
Carolyn Garcia
Beth and John Garrison
Dominique Wade
Doug Wells
Janice and Jim Wollam

Ryan Fochs
Harlan and Melba Hamlin

Peter Funai
Philip and Kathleen Beichert

My Sister Gail
Jill Notte

Kyle Gallagher
Robert and Claire Brown

Sydney Gardner
Christy and Josh Gardner

Larry Garnder
Steve and Barbara Asbury

Corbin Garrett
Tom and Joan Garrett

John Garrick
Bob and Katie Saumweber

Heather Gibson
Frederick Browne

Gavin Gill
Rosemary and Joseph Carr
Donna and Edward Doyle
Elaine and Robert Loewen
Anne O'Connor
Edward and Brenda O'Connor
Harry Uhlman

Sara Gilmore
Dan Gilmore

Sienna Grace Godfrey
Lois Bascom
Ramona and Chuck Shawver

Hope Graesser
Guyla Husman
Rodney and Garnet Petersen

My Granddaughter
Kathleen Swepston

Cameron Graziano
Lisa and TJ Graziano
Chuck and Melinda Morrow

Brandon Greco
Susan Sup

Zachary Greenberg
Wendy Kochevar
Louise Greenswag
Donna Siegel

Alexandra Grussing
Ann and Paul Grussing
Chester and Roberta Lonnquist
John and Karen Meslow
Greg and Louisa Ritter

Kirsten Guinn
Ken and Carol Michels

Sharon Haddad
Sandra and Glenn Kuhne

John Hadsall
Angela Francavilla

Brody Haggard
Maureen Moons
Zakerski & Company

Andrea Haller
Erich and Pauline Haller

Marie Hall
DBA Jubilation Antiques

Leo Hanson
Delbert and Florence Banners

Michael Lewis Harnden
Mary and James McCready

Jacob Harris
Al and Jewel Baker

Clay Harrison
Robert and Cecilia Harrison

Matthew Harrigan
Harry and Ruth Parker

Tristan Hatcher
Floyd and Jo Hatcher

Claudia Haverfield
Valerie Beihl

Robert and Lorene Cales
Karen Coffield
Charles Nolte
Linda Reinhardt
Jim and Margie Siburt
Lisa Turner
Donna and Harry Whipkey

JR Headley
Mark and Kim Cummings
Kirk and Janet Smith
Cynthia Watson

Jay Headley
Nicole and Jason Fox

Kerry Headley
Volena Howe

Sean Healy
Roger Healy

David Hearn
Douglas Lee and Lynn 
Halverson
Arnold Hearn
Greg and Maura Holowchak
Mark Schubin and Karen 
McLaughlin

Abby Heathman
Marcia and David McClure
Jim Owen
Lorraine Sestanovich
Pete and Lynn Tomera

Morgan Heffner
Michelle and Bill Smith

Janalee and Al Heinemann
Dan Glazier and Nancy Snow

Matt Heinemann
Delores Heinemann

Richard Henderson
Marjorie Henderson

Sara Henry
Ozmer Henry Jr., MD

Justin Hibbard
Norman and Joyce Smith

Corey Hirshon
Ronald and Ethel Hirshon

McKenzie Holley
Rebecca Nicholson

Allison Holthoff
Kristin Ianni

Collin Hughes
Angela and Mark Hughes
James Miller

Clint Hurdle
Drew Jacobs

Madison Hurdle
Alan D Bossart LLC
Thomas and Debra Lloyd

Meaghan Hussey
Mary Clarke
Catherine and Patrick Hussey

Faith Veronica Jenkins
Joan and Kurt Engel
Susan Pon

Julien Jernigan
Maurice and Irene Jernigan
Myrna Toungette

Mia Maria Joffroy
Joffroy Group

Nicholas Joncas
Russell and Jane DeFauw

Payton Jones
Carol and Jerry Williams

Lillian Marie Jordan
Susan Bumpous

Jim Kane
Daniel Ryan

continued on page 16
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Kate Kane
Irl and Patricia Duling
Sister Mary Helen Kane
Harold Marshall

Haley Kavrell
Catherine Masi

Brenner Keating
Sandra Keating

Drew Kelly
John and Jo-Ann Kelly

Julia Kenney
David and Tammy Kenney
Laurie Kitchin

Grace Kercheville
Charles and Nancy Hartwigsen

Lauren Khourie
Pat Bacon-Brandt

Matthew Killan
Lynne LaMar

Thomas Kirchhoff
William and Diana Kirchhoff

Jake Klauber
William and Cynthia O'Haire
Elisabeth Voce

Clay Knippenberg
Gladys Faherty

Marco Kolcheff
Dan and Patsy Radakovich

Natalie Anne Kosmak
George and Lynn Kosmak

Jennifer Kraft
Bonnie Kraft

Anneke Kramer
Stacy and Ryan Kramer

Lia Kreacic
Florence and Tony Kreacic
Linda O'Hara

Billy Krempel
Marcie Krempel

Addison Kubes
MaryAnn and John Lunseth

Jack Kuna
Gerald and Helen Punches

Beth LaBella
John and Pat LaBella

Ricky Lacy
Maureen McCoy

Barbara Lehman
Rowena Arnold

Hannah Leigh
Roy and Claudia Baggerly

Michele and Steve Leightman
Carl and Arlene Taraschi

Amber Leis
Rita and John Birnhak

Brock Lemmons
Peter and Darlene Giannini
Scott and Deon Lemmons
Shawn and Amy Lemmons

Kevin Leonard
Rose Friedeborn
Tricia Letcher
Edwina Letcher

Autumn Letzo
Carolyn Letzo
Cheryl and Gerald Lubcke
Vincent and Joetta Simonetti

Josilyn Levine and Family
Marvin and Yvonne Jassie

Josilyn Faith Levine
Ronnie and Ira Levine
Bob and Eileen Monetti

Rachel Levy
Diane and Lawrence Hoefer

Jett Lewis
Deborah Fall

Jack Lindsey
Dennis and Jennifer Lindsey
Jack Lindsey and Family
Paul and Adina Breckenridge

Braden Lock
Charley Benson
Robert and Ruth Clemons

Vienna Locraft
Jim and Kathy Pawlowski

Rebecca Loewen
Sunset Farms

Anna Loker
Mickey Greene

Cole Lombardi
Olga and Richard Newberry

Broc Robert London
Howard and Marty London

Halle Loney
John and Carol Loney
Frank and Karrie Prebeck
Harold Sandvik

Natalia Lopez
Andrea Hidalgo

Jackson Lowe
Jean Lowe

Dawn Lucia
Donna Lucia

Isabel Lutz
Andrew and Laurie Braun

Evan Macks
Lisa and Steven Wodtke

Frank Magda Jr.
Keith and Josephine Humenik

Allison Mahan
Helen Jean Coombs
Mary Culver

Sam Malott
Daniel and Linda Jannette

Rebecca Marcella
Greg and Karen Bestic

Clay Marek
Alice Marek

Eli Markle
Jeanne Markle

Juraj Cop Matic
Davor Matic and Ivka Cop

Andy Maurer
Stewart and Bronnie Maurer

Mikey McAndrew
William and Tina Rosso

Gregory McCarthy
Mark McCarthy

Ellen McDonald
Helen Boehm
Ronald and Sue McNeil

Ethan McElheney
Robert and Linda Gribble

Hunter Valant McGuire
James and Katharine McGuire

Julia McLane
Jean and Rod McLane

Ally McLean
Marty and Fran McLean

Ginny McMahon’s 6th Birthday
Daniel and Sara Jane Pate

Virginia Anne McMahon
Joe and Joanna McMahon

Jennifer McSwan
Betty McBroome

Jamie Mewhirter
James and Kim Mewhirter

Michael Meyers
Neil and Cindy Haseley

Joshua Mills
Shirley Mills

Julie Mitchell
Shirley Eskew

Mom
Larry and Darlene Preston

Crosby Mook
Hope and Nelson Leonard

Julia Morrison
Jo Steele

Faith Morse
Robert and Gail Morse
Bob and Brenda Sattelberger

Katelyn Barcellos Mueller
Carole Kearney

Luke Mukoda
Robert and Darlene Mukoda

Tim and Bobbi Mukoda
Darryl and Daphne Sumrall

Jean Nealis 102nd Birthday
Johanna Balkie

Mika Nelson
Yeanna Woo

Callasandra May O'Connor
Angela Grillo
Martha Hansen
Ann Walsh

Kelly O'Gara
Chris and Christy O'Gara

Lily O'Leary
Rene and Irene Mailloux

Meghan and Katelyn O'Neil
Jack and June Bonney
Maureen and Chip O'Neil

Aiden Wayne Painter
David Terry

Michael Pajon
Mayra Rubio

Maria Papaioannou
Susan and George Papaioannou

Gregory Robert Parker
Bob and Margaret Parker

Emerson Parker
Sandra Sylvies

Grant Parsons
Bruce Parsons

Katherine Pate
James and Dolly Brien
Jerri Pate

Mary Patterson-Ledonne
Mike and Margaret Patterson- 
    Ledonne

Jake Pawulak
Anna Jones
Art and Beth Kane

Patricia Pelszynski
Clinton and Mary Speiser

Roxanne Peterson
Gloria and Orrin Anderson
Harold and Ethel Miller
Michael and Charlotte Peterson

Brooke Pfeiffer
Patricia Pfeiffer

Lauren Pfeiffer
Randolph and Rebecca Morgan

McKena Phernetton
Mary Holmstead

Pint of Peanuts Preschool 
Program

Laura and David Ferreira
Sydney Planton

Carla Bailey
Rolf and Patricia Sartorius

Jochanan Plotke
Jerry and Margaret Plotke

Alexandra Pope
Martha McDonald

Abby Porter
Michelle and Robert   
   Brittenham

Lorrie Prettyman
Kenneth and Ruth Prettyman

PWSA Staff
Debi Applebee

PWSA Staff, Officers, and Board  
   Members

Tim and Carol Hearn
Kiley Quinn

Elizabeth Elkovich
Heather and Carl Muckenhirn
Jim and Andrea Oppy
Sabra and Jeffrey Quinn
Lisa Schumacher

Austin Reed
Richard and Ann Conway

Shelley Reiss
Adele Weinberg

Ashlyn Ricardo
Elizabeth and Wayne Morse
Walter and Marianna Moseley

Connelly Roach
Larry and Dee Goar

Sonny Roberto
Tom and Nina Roberto

Taelor Roenigk
Carol and Richard Salomone

Jordan Roulette
Jennifer Roulette

Seth Rutherford
Ron and Helga Schwarz

Andrea Saacks
Dennis and Sharon Saacks

Joe Schaaf
Richard and LaPreil Walton

Lily Clare Schactman
Ellyn and David Jeager

Michael Schaupeter
John and Jennifer Stowe

Michael Schaupeter's 1st 
Birthday

Regina and William Walker  
   M.D.

Aubrey Scheer
Colleen and Ken Lamb
Samuel Sperry

Brian Schertz
Keith Spriggs

John Scott Schneider
Mary Schneider

Laura Schutz
Martin Zak

Lindsey Schultes
Chris Brophy
Margaret and John Brophy
Francis Kuczynski
Justin and Eugene Nowak
Agnes Schultes
Lisa and Don Schultes
Edward and Carol Shrubsall
John and Krista Stapleton

Abbey Seelig
Don and Betty Vincent

Gillian Segall
Robert and Lynn Markus

Zach Selden
Pamm Collins

Josh and Megan Self
Margaret Kenner

Hudson and Lily Self
Daniel and Kristine Ross

Daniel Shapiro
Robert and Mary Sue Pierce

Isla Shaw
Virginia and Ray Podmenik

Carter Shingleton
Mary Shingleton
RT Electric LLC

Kenneth Shoemaker
David and Jane Shoemaker

Brenna Siegfriedt
Mark and Maria Siegfriedt
Christine and Paul Tenney

Mikhel Nicolas Sinclair
Marianna and John Emanuele

Adam Sklar
Mort and Joy Perchick
Staci and Mitchell Sklar

Eliot Slifcak
Joseph and Mary Ellen Matts

Zoey Slightom
Dave and Diane Lentz

Brayden Smith
Kim and Lonnie Meredith
Bobby and Norva Smith

Madison Smith
Carolyn Cheeseman
Matthew and Susan Davis
David and Susan Leitten

Edwin Sojka, Jr.
Grace Bonk
Eleanor Stepanik

Jacob Soncarty
Donald and Glenda Grimm

Gerald and Janice Mitchell
Molly Speiser

Patricia Pelszynski
William and Sharon Pelszynski

Kayleigh Steck
Denise and Bill Fleming

Lexi Stephens
Betty Bitting

Stepping Out Inc. Staff
Marc and Shira Shapiro

Tyler Stoeck
Robert and Anny Stoeck

Daschel Szapacs
Thomas and Kathy Catagnus
Mark and Theresa Ofenloch
Arlene and Lauri Robbins

Linda and Ed Szapacs
Sandra Karlson
Henry and Karen Naisby

Mark Szapacs
Henry and Karen Naisby

Matt, Cindy, Daschel & Holden 
   Szapacs

Henry and Karen Naisby
Aedan Tenbrunsel

Phyllis and Ted Bysiewicz
Amy and Matt Tenbrunsel

The Campus Restart 
  Coordinator

Victoria Grimaldi
Leif Tobias

Phyllis and Robert Abrahamsen
Grace Todd

Ron and Darylene Anderson
Claudia and Ray Todd

Leslie Torbert
Bill and Marilyn Baggett
Homestead Air Conditioning  
   & Heating
Dan King
Torbert Produce Inc

Tommy Torbert's Birthday
Julie and Jeff Doherty

Sierra Truax
Janet Truax

Jessica Travis
Tri-Mont Engineering 
Company
Robert and Carolyn Hoffman

Erin Tugon
Robert and Cynthia Moser

Ridley Underwood
David and Amy Harbarger

Maxx Van Loben Sels
Betsy and Jeff Van Loben Sels
James and Joan Van Loben Sels

Vanderbilt Univ. PWS Research 
Team

Vanderbilt University
Angela Vucci

Leo and Margaret Martinic
Maria Vucci

Robert Butcher and Cynthia 
   Clarke
Virginia and Kevin Doyle
Worrell Construction Co. Inc.

Jaeden Wagers
Patricia Schoonover

Avery Waldrop
Shana and Dave Fitch
Patricia Marino

Jacob Walker
Jim and Joan Rusin

Katy Walker
Cecile Richards
Donald and Janice Straley

Cameron Wallace
Mary and Joseph Bascone
Mike Egan
Margaret and Norman Robson

continued on page 17
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Major Benefactors ($500 and more)

Contributions Thank you for Contributions in December 2010 and January 2011. 
We try to be accurate in recognizing contributions, and apologize for any 
errors or omissions. If you notice an error, please tell us.

Brenna Walsh
Edmond and Eileen O'Brien
Mary and Gerard Walsh

Andrew Ward
Bernie and Millie O'Connor

Taylor Warren
Jess and Marjorie Blount
Stacey Conyers-Johnson
James and Bronda Curtis
David and Sandra Johnson

Brian Weakly
Mark and Andrea Tilford

Madylin Wells
Bill and Joan Wade

Erik Westenfield
Karl and Denise Westenfield

Connor Westwood
Mark and Faye Westwood

Griffon Westburg
Gale and Esther Westburg

Grant Whiting
Carol Goodno

Landon White
David and Ann McLean

Naomi Willinsky
Marc and Elyse Russman

Ashley Willis
Michael and Muriel Tate

Rania Williams
Nahla Harik-Williams and 
Christian Williams

Ava Winitzer
Paul and Mary Constantino
Bill and Mary Rouine
Richard and Louise Wedge
Gail Zaharoolis

Nathan Winslow
Ralph and Biddy Winslow

Trevor Wolfer
Ron and Rowene Wolfer

Peter Wood
NPO Fundraising

Sheridan York
John and Joan Stoner

Alden Young
Kevin and Kathleen Downs
Maureen McDonough
Janet and Greg Torreso

Matthew Young
Stephen and Peggy Young

Oliver Young
John and Susan La Chance
Raymond and Anita Marchant

Sean Youngkin
Duane and Caroline Coyk-
endall
Dwight and Dawn Youngkin
Susan Lantz and John Youngkin

Jacob Ziliox
Helen and William Mullins

Maria Zucci
Worrell Construction Co Inc

Angel IMO
Gail Allan

William and Jeane Allan
Dr. Donald Armento

Michael Driscoll
Kam Arneson

Mary Ingalls
Kenneth Ayotte

Ronald and Eileen Ayotte
Stephen Dam

Sandefur Schmidt
Renee Davis

Jim and Toni Davis
Christopher Democh

Mary Lagana
Dominica DiMarhno

Janet Scully
Jean Tobia

Colleen Doherty
Dave and Sue Carrillo
Bill and Connie Devitt
David and Sharon Doherty

John Dugger
Patsy DeVeau

Richard Eager
Byron and Sharon Eager

Pam Eisen
Andy and Estee Summers

Jeremy Girard
Harriet Girard

Jill Goodman
Marion Goodman
Nancy and Robert Passolt

Sidney Greenswag
Louise Greenswag RN, PhD

Mary Halter
John Halter
Nancy Slye

Jay Headley
Mark and Kim Cummings
Greg Harmeyer
Tim and Carol Hearn
Bobby and Anna Sue Ray
Kelly Scott
Maureen and Bob Syring

Earl and Eloise Hill
Judy Crespi

John Juranich
Maria and Kevin Dunn

Lois Kane
Kathryn Kane Balthrop
Robert and Rebecca Baummer
Irl and Patricia Duling

Phillip Ray Keen
Sue Keen

Joyce Klyn
Les Klyn

Gregory Kremer
Michael and Patricia Kremer

Mr. Lee
Stephen and Catherine   
   Berardinelli

Dorothy Lehman
Eloise Logan

Ed and Mark List
Linda Tull

Mark List
Sandra List

Luther Lynn
Celinda Di Bernardo
Tim and Carol Hearn
Joyce Miller

Samuel MacNutt
Edith MacNutt

Clyde Mays
Hope Mays

Patricia McCall
Bette Cox
Bill and Jean McCall

John McElheney
Robert and Linda Gribble

Randy and Teevor McQueen
Lisa Turner

David Mears
Frank and Cecilia DiMarzio

David John Mears
Ray Mears

Thomas Minton
Lori and Andrew Hayden

David Scott Mitchell
Lota and Dave Mitchell

Charles Nack
Jacque Reid

Amy Nanzig
Therese Wolf

James Nelson
Daniel and Patricia Willette

Susan Pelham
Clinton and Mary Speiser

Sandra Perchick
Michael and Cheryl Frieden-
berg

Stuart Pike
Margaret Bruynell

Kathleen Ranberg
Charles Ranberg

Gary Rica
Delores Rica

Lindsey Rich
Cathy Ameling

William Richardson
Barbara Thomas

Tina Riggs
Judy Werner

Taelor Roenigk
Jean Roenigk

Adam Romagnoli
Janalee and Al Heinemann

Norma Rupe
Edward and Marilyn Bartz
Bill Rupe

Patricia Ann Russo
Carl Russo

Allan Segall
Teri Lipsitz

June Smith
Roy and Marjorie Smith

Jana Spain
Kelly Berry

Marcella Tepper
Alan and Maxine Geller

Emily Margaret Thornhill
Philip and Elizabeth Thornhill

Claire Hanrahan Tracy
Claire and Matthew Hanrahan

Geraldine and Ervin Turner
Lisa Turner

Patricia Van Valkenburg
John Van Valkenburg

Barbara Walker
Frances Goldman

Jack and Lucille Wehner
Al and Linda Kennett

Carroll Willie Williams
Ed and Kay Griffith

Catherine Ann Winslow
John and Carol Rapp

Marjorie Zimmerman
John and Joyce Allyn
Robert and Janice Christ
Jo Ann Hoppe
Jenell Rud
John and Leslie Williams

Juli Anshutz
Anthony Abbott, Attorney at Law
Steve and Barbara Asbury
Margaret and James Avent
Norman and Cynthia Barkeley TTEE
Tina and Stanley Baron
Paul and Robin Barrett
Mary Barrick
Daryl and Monique Bethea
Andrew and Laurie Braun
Jere and Isa Breneisen
Chris Brophy
David and Michelle Campbell
Susan Furste and Fred Carpenter
David and Mary Beth Cass
Suzanne Cassidy, MD
Chevron Humankind Matching  

Gift Program
Mitchell and Francine Cohen
Russell and Jane DeFauw
David Dempsey

Michael Driscoll
Ross and Jane Dudley
Irl and Patricia Duling
Bill and Nancy Dvorak
Energy Strategies LLC
Jim and Joan Gardner
Martin and Gladys Gillette
Y Marc and Shoko Gotoh
Carol Hanna
Robert and Cecilia Harrison
Tim and Carol Hearn
Janalee and Al Heinemann
Jay Coggeshall and Susan Henoch
John and Mary Sue Heybach
Bob and Mary Hill
Angela and Mark Hughes
Clint and Karla Hurdle
Clint and Louise Hurdle
Linda Husar
Johnson & Johnson Employee  

Giving Program

Sister Mary Helen Kane
David and Linda Kaugher
Sue Keen
Kennedy Space Center Federal  

Credit Union
Elizabeth Kenney
Dan King
Jim and Rita Koerber
Lawrence and Erika Koneck
Bonnie Kraft
George and Lee Ann Kuntz
Cindy Lang
Stephen and Michele Leightman
Kelley Love
Jean Lowe
Ying Lu
Richard and Patricia Lutz
Jill Lynch
Mitch and Sondra May
Kim and Lonnie Meredith
Sara and Jean-Pierre Montillier

George and Nancy Mullen
Jill Notte
O'Keefe Family Foundation
Otis Logging Inc.
Pappagallo Family Foundation
Daniel and Sara Jane Pate
Joe and Joyce Peden
Kyle and Anita Perrault
Anina and David Pfeiffer
PWSA of Michigan
PWSA of New Jersey
PWSA of Wisconsin, Inc.
Charles Ranberg
Darrel and Margaret Reuer
John and Carolyn Rodman
Timothy Russell
Sandefur Schmidt
Gary and Sharon Seedorf
Curt and Marion Shacklett
Emily or Sara Shipley
William Stege

Alice and Peter Tenbeau
The Little Farm
The Sam and Carol McAdow   

Family Foundation
Sid and Lisa Thornton
TiER 1 Pittsburgh
Torbert Produce Inc
Town of Groton
James Trentacosta
Tri-Mont Engineering Company
Henry and Janet Underwood
Unite the United
James Van Becelaere Company Inc
Vanderbilt University
Kristi Wallman
Patricia Webb
Bruce and Bebe Whyte
Steve and Lois Willett
Douglas and Carrie Yakola
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Contributions, continued

Prader-Willi syndrome (PWS) is a birth defect identified in 1956 by Swiss doctors A. Prader, H. Willi, and A. Labhart. There are no known reasons for the 
genetic accident that causes this lifelong condition, which affects appetite, growth, metabolism, cognitive functioning and behavior. Prader-Willi Syndrome 
Association (USA) was organized in 1975 to provide a resource for education and 
information about PWS and support for families and caregivers. PWSA (USA) is 
supported solely by memberships and tax-deductible contributions. To make a 
donation, go to www.pwsausa.org/donate

In Memory of

In Honor of (Honoree in bold)

Deborah Barkeley
	 Norman	and	Cynthia	Barkeley	TTEE
Russell Barton
	 Agnes	and	Thomas	Hughes
Mark J. Bubier
	 David	and	Hildy	Bubier
Barbara Burdine
	 Stephen	and	Michele	Leightman
Vivian Ditta
	 Elaine	and	John	Arbelaez
	 Melvin	and	Judy	Gessner
	 Ron	and	Kathy	Liles
	 Mark	and	Shari	Provenzano,	M.D.
	 Pamela	Raper
Jeremy Girard
	 Stephen	Girard
Ernestine Green
	 Donna	and	Donald	Lawton
Jay Headley
	 Ashland	Inc.
	 Central	Ohio	Primary	Care	Physicians		
	 			Inc.
	 Larry	Adams
	 Anonymous
	 Susan	Brooks
	 Robert	Cahill
	 Leigh	and	Peter	Eckle
	 Greensview	Elementary
	 James	and	Rosemary	Carney
	 Gary	and	Lou	Cattell
	 James	Cecil

	 Julia	Cummings
	 Nancy	DeMuch
	 Julie	and	Jeff	Doherty
	 Frank	and	Jill	Hess
	 TiER	1	Pittsburgh
	 Boyd	Guttery
	 Carol	Hagemeier
	 Gerald	Hamburg
	 Michaela	Harris
	 Margaret	and	James	Headley
	 Janalee	and	Al	Heinemann
	 Greg	and	Carole	Jackson
	 John	and	Donagene	Jewett
	 Daniel	and	Susan	Juergens
	 Jeff	Kauffman
	 James	Kruppa
	 James	and	Deborah	Livingston
	 Gary	and	Doris	Lyon
	 William	and	Patricia	Martin
	 Carl	and	Betty	Matlock
	 Matthew	Mauzy
	 Teri	and	Terence	McCarthy
	 Jessica	McKinley
	 Damian	Piccolo	and	Anna	Oskorus
	 John	and	Julia	Popio
	 Marcia	and	Lennie	Rhoades
	 Jill	and	Tim	Richey
	 Joseph	Rubadue
	 John	and	Judith	Scalley
	 Martha	Schwarz
	 Robert	Serney

	 David	Shaver
	 Tom	and	Judy	Skinner
	 Todd	Slawson
	 Janice	Smith
	 Donna	Smith
	 Kathleen	Snapp
	 Torbert	Produce	Inc.
	 Randall	and	Judy	Wollert
	 MaryK	Ziccardi
Jay Headley and 
   in Honor of JR Headley
	 North	High	School	Lunch	Bunch		
	 			Ladies
	 Daniel	and	Frances	Headley
	 Debbi	Hughes
	 Sam	and	Melissa	McAdow	Family		
	 			Foundation
	 Bob	and	Daylene	Wood
Charles and Muriel Heybach
	 Laurene	Heybach
Christopher Huff
	 Unite	the	United
Mary Jurczyk
	 Edwin	and	Theodora	Sojka
Lois Kane
	 Elmer	and	Lena	Boyle
	 Rick	and	Mary	Ellen	Huether
April J Kennedy
	 Jeffry	and	Patsy	Kennedy
Jack Kippenberg
	 Walt	and	Marge	Foran

Luther E Lynn
	 Dynalectric	Company
	 Palmer	Trinity	Private	School	Inc.
	 Marcella	Carney
	 Judy	Doherty
	 Eric	and	Lori	Filloon
	 Janalee	and	Al	Heinemann
	 JoAnn	Hodges
	 Sherri	Johnson
	 Charlene	and	David	Johnson
	 Kay	Johnson
	 Joan	McGowan
	 Joseph	and	Kathryn	Mizereck
	 Lawrence	and	Rosalie	Pendleton
	 Torbert	Produce	Inc.
	 Vicky	and	Mark	Willick
Judson Mack
	 Gretta	and	Michael	Adams
	 Pattie	Kelley-Huff	and	Scott	Huff
	 Gale	and	Judy	Jenkins	
	 Jean	and	Michael	Zaharias
Anna Maier
	 Kathy	and	Donald	Cavaliere
Maria Marroquin
	 Jose	and	Margaret	Asturias
	 Jack	and	Debbie	Hemb
	 Luis	and	Lynne	Yudice
Carole Monroe
	 Consolidated	Label	Co
	 Western	Suffolk	BOCES	Special		
	 			Education	&	CTE

	 Western	Suffolk	BOCES	Sunshine		
	 			Fund
Felicia Nieuwendorp
	 James	Shea
Robert Poulin
	 Walt	and	Marge	Foran
Jeaneene Proszek
	 Agnes	and	Thomas	Hughes
Barbara Radinsky
	 Chris	and	Anne	Brown
Farboud Rahimian
	 Chris	Rahimian
Carla Rohowetz
	 Agnes	and	Thomas	Hughes
Erika Sheridan
	 Wilma	Stubbs
Charles Trentacosta
	 James	Trentacosta
John Wilkinson
	 Walt	and	Marge	Foran
“Will” Williams
	 Theresa	LaForest
Joseph Wojcicki
	 Kathy	and	Donald	Cavaliere
Aaron Woodard and in Honor of 
 Ricky Lacy
			James	and	Sandra	Muir
			Pamela	Muir

Dawn Allard
	 Colleen	Moraghan
Kate Baker
	 Dorothy	Gilpatrick
Sprite and Connie Barbee
	 Betty	Allen
The Barnes Family
	 Mike	and	Sally	Trusler
Davi Barnett
	 Saeed	Pirooz
Oliver Alden Barrett
	 Prudence	and	Tom	Nelson
Samantha Barrick
	 Mary	Barrick
Hannah Behnken
	 Sarah	Bianucci
Jack Martin Bevacqua
	 PWSA	of	New	Jersey
Jennifer Bolander
	 James	and	Dora	Bolander
Nolan Bonk
	 Jennie	Pedersen
Fisher Bryden
	 Kay	Smith
William Capraro
	 Florence	Larsen
Lea Capraro
	 Bill	and	Nancy	Dvorak
	 Collins	&	DuPont	Interior	Design
Parker Cheney
	 Gabrielle	Wohlman
Christian Coats
	 Jim	Martin
Sam Coggeshall
	 Jay	Coggeshall	and	Susan	Henoch
Alison Cohen
	 Mitchell	and	Francine	Cohen
Lesly Collins
	 Katie	Brown
Stefanie Combs
	 Rosa	Combs
Lewis and Susan Cooper
	 Betty	Allen
Madeline Crenshaw
	 Lorella	Cobb
Brooke Detiege
	 Germaine	Deno

Aidan Dunn
	 Joan	Fleming	Grace
Tristan Ferdig
	 Patrick	Donnell
Faith Elizabeth Finley
	 Elizabeth	and	Paul	Finley
Joseph Finnerty
	 Heather	Dickens
	 Stephen	Inbusch
	 Chris	Malek
Jacob Fiske
	 Keith	and	Katie	Boeck
	 Walt	and	Marge	Foran
Brennen Fletcher
	 Mary	Jo	Breslin
Gavin Gill
	 Ryan	and	Evan	Jaco
Alexandria Gotoh
	 Reverend	Dawn	Gotoh
	 Y	Marc	and	Shoko	Gotoh
Morgan Gray’s Birthday
	 Lillian	Jahn
Zachary Greenberg
	 O’Keefe	Family	Foundation
Louise Greenswag’s Birthday
	 Norma	Brecher
Allison Hanna
	 Carol	Hanna
Robert Clay Harrison
	 Cindy	Harrison
Owen Hartman
	 Helen	Jenks
Owen Hassler
	 Stephenie	and	Brian	Hassler
J.R. Headley
	 Margaret	and	James	Headley
	 Erin	Mann
Roger and Kate Healy
	 Eugene	and	Meghan	Healy
David Hearn
	 Bill	and	Marolyn	Halverson
	 John	and	Diana	Weir
Oscar Hill
	 Kuntz	Insurance	Group
Madison Reilly Hurdle
	 The	Shaggy	Dog	LLC
	 Joe	and	Sue	Iversen

	 Lori	and	Darrin	Kerbs
Jase Kessler
	 Laura	Kidd
Emma Kimmel
	 David	and	Nancy	Kimmel
Jaycie Kinn
	 Jennifer	and	Joseph	Kinn
Caroline and Vicki Knopf
	 Marianne	and	Joseph	Mione
Jack Kuna
	 Tim	Mukanos
Trevor Michael Lang
	 Cindy	Lang
Jackson Latimer
	 Lois	Carson
Michael Alan Lauderdale
	 Tom	and	Jill	Fries
Birthdays of Janis and Ben 
  Leightman
	 Nancy	Belotto
Brock Lemmons
	 Aleta	and	Edward	Jewett
Jack Lindsey
	 Otis	Logging	Inc.
Dan Loker
	 Alan	and	Julie	Antinucci
James Ma
	 HP	Company	Foundation
	 Albert	and	Tuong-Trang	Chang
Ramon Madrid, Jr.
	 Kelly	and	Patrick	Gibbs
Gregory McCarthy
	 John	and	Florence	McCarthy
Quinn McCauley
	 Dan	and	Marie	Vaughan
Matthew McClellan
	 Robert	and	Robin	Hasenstab
McKool Smith Staff Members
	 Jill	Lynch
Matthew McLellan
	 Michael	and	Laurie	Bowers
	 Diane	Fusco
	 Dennis	McLaughlin
	 Richard	and	Patti	Ortiz
	 Marcia	Scott
Matthew McLellan
	 Guy	and	Cori	Zagara

Ginny McMahon
	 Jennifer	Taylor
Ginny McMahon’s 6th Birthday
	 Daniel	and	Sara	Jane	Pate
Ali Milan
	 Teri	Larson
Lota Mitchell
	 Ron	and	Ila	Oakes
Robert and Cathy Mook
	 Jean	Mook
Wallace and Beverly Mook
	 Jean	Mook
Gary and Kathy Moorman
	 Aileen	Fisher	and	Don	Moorman
Faith Morse
	 Jean	and	Joe	Gunning
	 Robert	and	Gail	Morse
Julia Morrison and Cabot 
  School Staff
	 Cathleen	and	Scott	Morrison
Luke Mukoda
	 Mark	and	Donna	Miriani
Kira Nadler’s Birthday
	 Sharon	Schactman
Larry and Lynda Newsome
	 Betty	Allen
Gavin Pahikotter
	 Jim	Krom
	 Janelle	Miller
	 John	Rud
John “Jake” Pawulak
	 David	Dempsey
Lillian Peden
	 Joe	and	Joyce	Peden
Jacob Perrault
	 Normandy
Kiley Quinn
	 Heather	and	Carl	Muckenhirn
	 Betty	and	J	D	Turcotte
Jacob Dean Rivard
	 Judy	Dobbs
	 Mitch	and	Sondra	May
Judith Rivard
	 Judy	Dobbs
Lily Schactman	
	 Brett	Kay
	 Miriam	Nadler

	 Amy	Spalding	and	Roni	Rogers
	 Sharon	Schactman
	 Adrienne	Genett-Schrader
	 Mitchell	Shron
	 Honey	and	Steven	Strauss
Josh Schactman’s Fast for Lily
	 Bob	and	Cindy	Cohen
	 Virgil	Stucker
Josh and Lily Schactman
	 Sharon	Schactman
Carter Shingleton’s Birthday
	 Aetna	Foundation
Adalee Sims
	 Jill	Adlin
	 James	and	Debbie	Kerby
	 Thomas	Sims
Adam Sklar’s Bar Mitzvah
	 Marcia	and	Bob	Hyman
	 Amy	Perchick
Makenzie Smith
	 Rick	Wagner	and	Jane	Smith
Dash Szapacs and Sabina Kanga
	 Michelle	Dennehy
Daschel Szapacs
	 Keith	Lemchak
	 Kelley	Ludwig
Hollee Temple
	 Katie	Temple
Katie Temple
	 Laura	Hall
Troy Toby
	 Kentuckiana	Yacht	Sales
Tommy Torbert’s Birthday
	 Nancy	Lynn
Avery Waldrop
	 Will	Murray
Mary Walsh
	 Mark	Ernest
Griffon Westburg
	 Roger	and	Jean	Parent
Alyssa Wilkes
	 Linda	Rubenstein
Paul and Amy Wissmann
	 Elwood	and	Mary	Jane	Wissmann
Aaron Woodard, Jr.
	 Glenn	Goetzinger
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Deadlines to submit items 
to The Gathered View are: 

Dec. 1; Feb. 1; Apr. 1; 
June 1; Aug. 1; Oct. 1

Staff & Other Key Contacts
Evan Farrar, Executive Director
Janalee Heinemann, Research/Medical Affairs
Cindy Beles, Triage Advocate
Kate Beaver, Alterman Crisis Counselor
Jeremy Johnson, Crisis Counselor
David Wyatt, Crisis Counselor Emeritus
David Crump, Development Coordinator 
Jodi O’Sullivan, Development/Communications
Debi Applebee, Office Manager
Lin Sherman, Accounting & Systems Assistant
Barbara McManus, Family Support
Dorothy Sass, Administrative Assistant
Gus Schrowang, Communications Specialist
Vicki Knopf, Parent Mentoring II
Kerry Headley, Conference Coordinator
Jim Kane, Research Advocacy

Members Only: See our Web site, www.pwsausa.org, 
for downloadable publications, current news, current 
research and more. Limited to members only.
User Name: pwsamember
Password: support4u!
Note: If you have difficulty logging in, please contact 
info@pwsausa.org.

E-mail Support Groups:
We sponsor nine groups to share information.
Go to: www.pwsausa.org/egroups

The Gathered View (ISSN 1077-9965)
Editor, Lota Mitchell
GV Designer, Sara Dwyer

Published bimonthly by PWSA (USA) as a membership 
benefit. Annual U.S. membership: $50 (individual, family, or 
agency/professional). Annual membership outside the U.S.: 
$60 (individual, family, or agency/professional). We never 
deny parents membership for any reason.

Medical information published in The Gathered View is 
not a substitute for individual care by a licensed medical 
professional.

8588 Potter Park Drive, Suite 500
Sarasota, Florida 34238
800-926-4797 ~ 941-312-0400
Fax 941-312-0142
info@pwsausa.org
www.pwsausa.org

Our Mission: PWSA (USA) is an organization of families and professionals working together to promote and fund 
research, provide education, and offer support to enhance the quality of life of those affected by Prader-Willi syndrome.

U S A

Officers & Directors
Co-Chair - John Heybach, Ph.D., Chicago, IL 
Co-Chair - Ken Smith, Pittsburgh, PA 
Secretary - Julie Doherty, Tallahassee, FL 
Treasurer - Bert Martinez, Bradenton, FL  
Janice Agarwal, Zionsville, IN 
Michael Alterman, Atlanta, GA 
Jamie Bassel, D.C., New York, NY 
Gregory Cherpes, M.D., Pittsburgh, PA
Dan Driscoll, M.D., Ph.D., Gainesville, FL

Kerry Headley, Upper Arlington, OH
Carol Hearn, Plymouth, MN 
James Koerber, Corydon, IN 
Stephen Leightman, Cherry Hill, NJ
Jackie Mallow, Oconomowoc, WI
Lisa Thornton, Salt Lake City, UT
Michelle Torbert, Homestead, FL
Mary K. Ziccardi, Cleveland, OH
  

Scientific Advisory Board
Chair - Merlin G. Butler, M.D., Ph.D., Kansas University Medical Center, Kansas City, KS
Chair Emeritus - Vanja Holm, M.D., University of Washington, Seattle, WA
Suzanne B. Cassidy, M.D., University of California, San Francisco, CA
Anastasia Dimitropoulos, Ph.D., Case Western Reserve University, Cleveland, OH
Joe Donnelly, Ed.D., University of Kansas, Lawrence, KS
Elisabeth M. Dykens, Ph.D., Vanderbilt University, Nashville, TN
David Ledbetter, Ph.D., Emory University School of Medicine, Atlanta, GA
Sue Myers, M.D., St. Louis University, St. Louis, MO
Robert Nicholls, D. Phil., Children’s Hospital of Pittsburgh, Pittsburgh, PA
Ann Scheimann, M.D., M.B.A., Johns Hopkins School of Medicine, Baltimore, MD
David Stevenson, M.D., University of Utah, Salt Lake City, UT 
Rachel Wevrick, Ph.D., University of Alberta, Edmonton, Alberta, CN
Barbara Y. Whitman, Ph.D., St. Louis University, St. Louis, MO

Clinical Advisory Board
Chair - Daniel J. Driscoll, M.D., Ph.D., University of Florida Health Science Center, Gainesville, FL
David M. Agarwal, M.D., Indiana University School of Medicine, Indianapolis, IN 
Moris Angulo, M.D., Winthrop University Hospital, Mineola, NY
Ivy Boyle, M.D., Bellefaire JCB, Cleveland, OH
Gregory Cherpes, M.D., The Children’s Institute, Pittsburgh, PA 
Marilyn Dumont-Driscoll, M.D., Ph.D., University of Florida Health Science Center, Gainesville, FL
Janice Forster, M.D., Pittsburgh Partnership, Pittsburgh, PA
Linda Gourash, M.D., Pittsburgh Partnership, Pittsburgh, PA
Bryan Hainline, M.D., Ph.D., Riley Children’s Hospital, Indiana University School of Medicine, IN
Jim Loker, M.D., Bronson Methodist Children’s Hospital, Kalamazoo, MI
Jennifer Miller, M.D., M.S., University of Florida, Gainesville, FL
Todd Porter, M.D., M.S.P.H., Children’s Medical Center, Denver, CO
Douglas Rose, M.D., Cincinnati Children’s Hospital Medical Center, Cincinnati, OH
Norma Terrazas, R.D., L.D., Texas Children’s Hospital, Houston, TX
Harold J.P. van Bosse, M.D., Shriners Hospital for Children, Philadelphia, PA
Barbara Y. Whitman, Ph.D., St. Louis University, St. Louis, MO
Liaison Members
Suzanne B. Cassidy, M.D., Scientific Advisory Board
Janalee Heinemann, M.S.W., Director of Research & Medical Affairs, PWSA (USA)
Ken Smith, Board of Directors, PWSA (USA)

Professional Providers Advisory Board
Chair - Jackie Mallow, Prader-Willi Homes of 
   Oconomowoc, WI
Patrice Carroll, Advocates, Inc., Framingham, MA
Jeff Covington, Catholic Charities Services, Albany, NY
Steve Drago, ARC of Alachua County, Gainesville, FL

Jeremy Johnson, PWSA (USA), Sarasota, FL 
B. J. Goff, Goff Associates Disability Consultants, 
   Springfield, MA 
David Wyatt, PWSA (USA), Sarasota, FL
Mary K. Ziccardi, REM Ohio, Inc., Valley View, OH

Adults with PWS Advisory Board
Shawn Cooper, Georgia  Kate Kane, Maryland  Margaret Miller, Pennsylvania
Brooke Fuller, Michigan Lauren Lange, Georgia Abbott Philson, Maine
Conor Heybach, Illinois Andy Maurer, South Carolina
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e-Bulletin...
Reminder – stay informed and stay 

current with PWSA (USA)’s free weekly 
eBulletin. 

Sign up today at www.pwsausa.org!  
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MANASOTA, FL

8588 Potter Park Drive, Suite 500
Sarasota, FL 34238

SAVE THE DATE!
PWSA (USA) 

Conference 2011
Buena Vista Palace Hotel

Orlando, Florida
November 11-13, 2011

Scientific and Providers Conferences
November 11, 2011

Mark your calendar and plan ahead!

“It has been amazing how much 
better Ramon’s respectfulness and 

attitude has become.  He has learned at 
class that you must respect your parents 

at home as well as your instructors.”    

Read “Tae Kwon Do for Ramon”, page 13.

Did You Know?
Most rare diseases still have 
no treatment. Of the 6,800 
listed on the NIH website, 
only about 200 have FDA-
approved treatments one 
being growth hormone for 
PWS .

The word "rare" is misleading. Nearly 25 
million Americans have rare diseases.   

?
PWS Best Practices Guidelines 

Now available. See 
page 7 for more details!


