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I'm No Expert

By Lisa Peters

[ am not an expert at anything.

I am not a fine-tuned athlete with golden trophies
lined on a shelf in my living room. Music and art are like
foreign languages to me. I am not a banker, a lawyer or
a CEO. I have trouble just balancing my checkbook. So
when my son Nicholas was born with Prader-Willi syn-
drome, I found myself completely unprepared for the job.

Physicians from Children’s Hospital handed me my
tiny infant amidst a flurry of complex medical terms.
Words like hyperphagia, hypotonia and cryptorchidism
were thrown at me like icy snowballs hurled from some
anonymous attacker. Geneticists and endocrinologists
surrounded my bedside like nervous advisors briefing the
President on the latest global crisis. Critical medical deci-
sions were now presented to me for immediate answer.
Did I want my son to have a tube placed in his nose or
stomach? Do I want to consider giving my child growth
hormone injections? Here is your list of upcoming doctor
appointments.

My role in life was now clearly defined, and my son’s
precious life depended on it.

My easygoing life was officially over. Treading water
was no longer an option. A clear life’s purpose with dev-
astating consequences had been thrust upon me. It was
almost as if since I had not bothered to define who I was,
God, sensing my indecision, decided to do it for me. And
while I wasn’t wearing red spandex tights and leaping tall
buildings in a single bound, I suddenly realized that like it
or not I had become a superhero.

Suddenly, I could relate to the hardships of the likes
of Clark Kent, Peter Parker and Bruce Wayne. These
colorful cartoon caricatures now held the key to my suc-
cess as a parent of a child with special needs. Like them,
my identity as a superhero was cleverly concealed under
the disguise of a mild-mannered, stay-at-home mom. As a
fledgling caped crusader my new responsibilities of fight-
ing and advocating for my son felt uncomfortable, awk-
ward, even overwhelming. I was reluctant to utilize these
powerful abilities and fine-tune them into the superhero
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skills needed for defeating the most fear:
although the future of the world did no

Nicholas at one month who transformed his mom
into a superhero..

did.

some of foes. And

t rest in my hands, the
quality of life for my
child most certainly

My superpowers
are even more im-
pressive than slinging
a few spiderwebs or
running faster than

a train.

I can thread a
feeding tube faster
than a speeding bullet.

I understand

acronyms like IEP, AFO’s, GH, UPD, CoQ10, ABA, IGF-1,

BP-3, FISH and MEM.
I can recall all 11 names and phone
specialists we see at Children’s Hospital.

numbers of all 11

I am able to comprehend complex medical terms in a

single doctor’s visit.
g

I am able to negotiate the harrowing halls of the parking

garage at Children’s Hospital in Boston.

Wielding my magic PWS Medical Alert booklet, I have
singlehandedly educated countless ER doctors, dentists, anes-
thesiologists, primary care physicians and nurse practitioners
on all the medical complexities of PWS.

I can calculate the number of calories in a lunchtime
meal faster than you can say “pass the butter please”.

I can divert a full-blown temper tantrum just by singing a

song or asking a question.

I wear an invisible force field perfectly designed to repel
thoughtless comments and ignorant remarks, like “I think

continued on page 10
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Medical and Research View

The following is a summary of a presentation made by Ann Scheimann, M.D., M.B.A., who is an expert on PWS and
national consultant on PWS gastro (GI) issues. It is reprinted by permission from the PWCF News.

A Comprehensive Overview Of Gl Issues
in Prader-Willi Syndrome

By Ann Scheimann, M.D., M.B.A., Johns Hopkins School of Medicine, Baltimore, MD

The prevalence of Gl issues in per-
sons with PWS of all ages is quite high.
In addition to early feeding difficulties,
reflux and aspiration symptoms are fre-
quent problems in infancy. Problems
with digestion affect approximately
35% of adults; constipation and diar-
rhea problems occur in 20-35%. Gas-
troesophageal reflux disease, GERD, is
common.

Dr. Scheimann outlined sugges-
tions to treat GERD in infants: use
thickened feedings, avoid overfeed-
ing, use more prone positioning, and
eliminate all exposure to tobacco
smoke. For older children and adults
she recommended: avoid lying down
after eating a meal, elevate the head of
the bed, lose weight, avoid all tobacco,
and avoid foods and medications that
may cause reflux. Fundoplication is a
surgical option when lifestyle changes
and medications arent enough.

Oral problems are common,
including small mouths causing teeth
crowding and enamel erosion. Salivary
flow is generally far less than normal
[dry mouth products such as Biotene
can be helpful]. Factors predisposing
someone to choking, a serious and not
uncommon occurrence in persons with

PWS, include hyperphagia (high drive
for food), thick saliva, weak pharyngeal
muscles, and reflux. Dr. Scheimann
advised all care providers to learn the
Heimlich maneuver, treat reflux and
gastritis symptoms, encourage chewing
during meals, and, of course, supervise
persons with PWS at all times.

Risk factors for developing gall-
stones, also not uncommon, include
obesity, low fiber/high fat diet, and
diabetes mellitus. 70-80% of normal
adults in one study had no biliary
symptoms when their gallstones were
detected- the majority of healthy adults
did not require treatment for gallstones
unless symptoms arose such as right-
sided abdominal pain or pain after
meals.

Constipation and encopresis
(involuntary fecal soiling) are common
problems. Factors that add to consti-
pating conditions include develop-
mental factors (cognition, genetics,
fluid intake, etc.) and altered anatomy
(low muscle tone, malrotation, etc.).
Rectal ulcers can occur when there is
chronic constipation. General guide-
lines to treat constipation in infancy
include the careful use of glycerin
suppositories or softening agents such

as Karo syrup and the increase of fiber
intake when solids are introduced. She
cautioned against using enemas, sup-
positories and finger dilations unless
recommended by the physician. For
the school-age child and adult, her
suggestions included a fiber-rich diet
plus water and the continuous use of
medications, such as Miralax, with
appropriate amounts of fluid on a daily
basis rather than intermittent dosing.

Gastric motility (the rate at which
the stomach empties) and an impaired
vomit reflex (controlled by the central
nervous system) contribute to seri-
ous stomach expansion and stomach
rupture problems that can cause death.
Warning signs and immediate hospital-
ization or ER evaluation for potential
gastric rupture or gastric necrosis in-
cluded a binge eating episode followed
by abdominal discomfort, recent his-
tory of gastritis or ulcer.

While a variety of bariatric surgery
techniques have been attempted in per-
sons with PWS, the long-term results
have been very poor. Research contin-
ues to explore viable treatment options,
but bariatric surgery is not currently
one of them.

New Clue for Understanding the Hunger of Prader-Willi Syndrome:
Research Volunteers are Needed for Further Studies

In the July 2010 issue of 7he
Journal of Clinical Endocrinology &
Metabolism, Dr. Joan C. Han, a pedi-
atric endocrinologist at the National
Institutes of Health (NIH), and her
colleagues reported the results of a
small pilot study of 13 patients with
PWS. They observed that patients
with PWS appear to have lower

blood concentrations of brain-derived
neurotrophic factor (BDNF). BDNF
is a protein that is believed to play an
important role in controlling appetite
and may provide some answers to
understanding the insatiable hunger of
PWS and other conditions associated
with hyperphagia.

Dr. Han and her colleagues re-

cently received a grant from the PWSA
(USA) to conduct further studies on
BDNE and they are seeking patients
with PWS (ages 0-18 years old) for this
research. Participation involves provid-
ing medical information and a blood
sample. For more information, please
contact Dr. Han at (301) 435-7820 or
hanjo@mail.nih.gov.
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Medical and Research View

Shining a Light
Around the World

By Janalee Heinemann, MSW
Director of Research & Medical Affairs, PWSA (USA)
Vice President, IPWSO

American Diabetes 70* Scientific Conference:
Thanks to funding from the Gerald J. and Dorothy R. Fried-
man, New York Foundation, PWSA (USA) had for the first
time an awareness booth at this meeting in Orlando. At-
tending were 17,000 endocrinologists. Although it was an
American conference, a significant number of attendees
who stopped by our booth for information were from India
(Type 2 diabetes significantly increased since they have
taken on more of a western diet), China, Brazil, and Indo-
nesia. Over 300 attendees requested information on PWS.

Prague, Czech Republic ESPE Conference: I worked
with our international Executive Director of IPWSO, Giorgio
Fornasier, on a collaborative awareness booth for the confer-
ence. IPWSO was able to obtain the funding from Pfizer
International, and we have the educational materials. Over
3,000 endocrinologists were at this conference from 91
countries. It is amazing to see how knowledge of PWS is
spreading. Some of the physicians who came by our booth
were from South Korea, Bangladesh, Ukraine, Estonia, Iran,
Saudi Arabia, Egypt, Palestine, Morocco, Tunisia, Algeria,
Liberia, Malaysia, Kenya, and Singapore. It is a real “high’
when someone stops by and is so eager to get our educational
materials—and wonderful to know how much that simple
act can help so many people. The country most represented in
stopping for PWS educational materials was China, which is
amazing since it was only four years ago that through IP-
WSO we helped put on the first conference on PWS in their
country. It is also a sign of their economic growth that so
many from China attended this meeting. There were many
from European countries and a surprising number from South
American countries, but very few from the USA. That is un-
usual for this conference and may be a sign of the budget cuts
in the USA with most universities and hospitals

Czech Republic Parents PWS meeting: Because Giorgio
and I were there for the Prague ESPE conference, the Czech
Republic PWS group organized a two-day meeting for their
families. The parent delegate for Slovakia, Maria Benedekova,
and her family spent all night on the train to get there. It was
wonderful meeting the families and children. They had a good
physician translator, and the parents had many questions.

The younger children are all very slim and on growth hor-
mone, in sharp contrast to most of the older children/adults

]
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Education

IPWSO Connecting
PWS @Around the World

Janalee Heinemann and Giorgio Fornasier

who did not have that option. I did three presentations and
Giorgio did two. The professional delegate, Pavel Bir¢dk, said
afterwards that he was very pleased because the parents were
leaving with a good feeling where sometimes if they have a
doctor speak, they leave very “down”.

Yerevan, Armenia: [ went on alone to Armenia to help
Prof. Albert Matevosyan coordinate the historic first confer-
ence on PWS in their nation. This took place in the frame-
work of the First International South Caucasian Conference
on Rare Disease and Orphan Drugs, dedicated to the 90th
anniversary of Yerevan State Medical University. I want to
give special thanks to all of those involved in the PWS seg-
ment for financially supporting their own expenses. Besides
me presenting from the USA were Dr. Barb Whitman from
St. Louis University in Missouri and Dr. Mary Cataletto
from Winthrop University Hospital in New York. Joan (our
IPWSO delegate for PWSA) and Jim Gardner also attended
and helped coordinate the conference, The PWS section of
the conference was dedicated to the memory of our dear past
IPWSO president and PWSA (USA) delegate, Pam Eisen.

It is a wonderful feeling to light one candle — knowing
that the candle you lit will light ten others — and that ten
others will light 100... and though you may never see the cul-
mination of the glow, the awareness you spread shines around
the world.
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Organization News

Since becoming Executive Director of
PWSA (USA), I've had an opportunity to
visit chapter meetings in Oklahoma and
Florida. Both were vivid reminders of how
much important and essential work is hap-
pening in our partner chapters and affiliates
across the country. I look forward in the
months and years ahead — in chapter meet-
ings and other settings - to visiting other
members of the PWS community to learn

Evan Farrar

what successes and challenges in local and
state communities can inform our work on
the national level because nothing is more

Executive Director View

orative relationship across the PWS com-
munity. The stronger we are in our ability
to work together, the stronger we will be in
providing support and hope to people and
families living with PWS.

In September, shortly after being named
Executive Director, I attended the PWSA
(USA) Board of Directors meeting in Wash-
ington, D.C. As a way of introducing myself
to readers of the Gathered View, I would like
to share some of my remarks to the Board
so you have a better sense of my approach to

serving as PWSA (USA)’s Executive Director

important than having a strong and collab-

Dear Board Members:

[ want to ralk with you for a few
minutes this morning about my approach
to the job of Executive Director and my
vision for whats ahead. I want to begin
with my vision. I envision a PWSA
(USA) in the future that builds on the
great strengths of our past and present. [
envision an organization that is mission
Jfocused and mission driven. And yes,

1 envision a PWSA (USA) with more
[financial resources, more programs, more
research, more family, medical and crisis
support, and more advocacy to support
people living with PWS across the coun-
try — and even the world.

1 want your involvement, ideas and
support. 1 want everyone around this
table — every person on the Board — to
know what we are doing and why. And
L want us all to feel invested in how we
are living out our mission. Because I need
you engaged. And I need us unified and
working rogether.

Some of you don’t know me very well
yet. But those of you whove had a chance
to work with me closely know that I love
collaboration, communication, and being
part of a team. None of those character-
istics are going to change now that I am

Executive Director. We have too much
work to do not to share it.

And while I want us to move as
swiftly as we can to reach our goals, I also
want to ask for your patience as well. We
have a new team in place. And we need
some time to get to know each other and
establish our priorities so that we can
help you as a Board with our best ideas,
recommendations, and strategies in the
years ahead.

But my first and most important
goal is already being accomplished as 1
keenly look for those areas in our organi-
zation that need my attention as Execu-
tive Director. So far, these are the areas
Tve identified:

Fundraising. Wz need an Execu-
tive Director who isn’t going to delegate
fundraising but is going to be an active,
interested, and dedicated participant in
the process

Awareness. We need an Execu-
tive Director who is visible and active in
spreading PWS and PWSA awareness.

Chapter Relations. 7he Executive
Director has a critical role in maintaining
and strengthening chapter relations, and
that is a very important priority for me.

Advocacy. The Executive Direc-

and some of my initial priorities.

tor must be the point person for advocacy
ar PWSA. Whether it is resisting deep
Medicaid cuts that impact our families
or resuming the push for adding PWS to
Social Securitys qualified list of impair-
ments — we can't afford to have an Execu-
tive Director sitting on the sideline while
these important issues are being debated
across the country.

Communication. Whether we are
talking about how to use social media,
generating press releases, how we use The
Gathered View, establishing new forms
of communication, responding to press
inquiries — we need a comprehensive
communication strategy that allows us to
work effectively and cobesively in com-
municating our message not just to our
membership but beyond as well.

Strategic review of our pro-
grams. All of our programs are strong.
But all have more potential. As Executive
Director [ want to facilitate a conver-
sation with key staff, board members,
stakeholders, and consumers to evaluate
what we are doing and ro propose new
directions as well as establishing clear
objectives and benchmarks so that we can
clearly measure how we are doing on a
year to year basis.

continued on next page
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Organization News

Executive Director, continued from page 4

You may have other priorities to
add to this list and, if so, I want to hear
them. But here is the good news. I dont
feel overwhelmed. I look around and I
see a room full of partners in this work.
No challenge I've discussed — or that we
will discuss today or tomorrow — is too
great for us if we meet it together.

One of the most gratifying responses
to my decision to become Executive
Director came from the many parents
and families I got to know through
the PWSA (USA) Cirisis Intervention
Program who wrote e-mails or Facebook
messages to thank me for taking on the
job of Executive Director. I think they
were happy about this news because they
know that their story goes with me into
this new job. Their experience in some
way will profoundly inform how I act
and listen in this job.

And, in the same way when they
called in crisis they hoped I would come
through for them, they are hoping the
same now. In other words, they are
counting on me. They are counting on
us. It really is an awesome and humbling
responsibility. And it is because of those
we serve that failure for us is not an op-
tion. So let’s get to work. It is a new day
for PWSA (USA).

And I thank you for the privilege of

serving as Executive Director.

Evan Farrar

Did you
Know?

Four new grants were
approved by PWSA

(USA) in 2010 that
' specifically target
the hyperphagia
(uncontrollable drive to eat)
which is the most life-limiting
aspect of the syndrome.

Joint Strategy Session:

The Boards and Senior Staffs
of PWSA (USA) and FPWR
Meet to Benefit PWS

The Foundation for Prader-Willi Research and the Prader-Willi
Syndrome Association (USA) held a joint meeting of both boards and
senior staffs on September 11, 2010, in Bethesda, Maryland. The
meeting was chaired by Alice Viroslav of FPWR and John Heybach
of PWSA (USA). The purpose of this all-day strategy meeting was
threefold: to get to know each other personally; to jointly identify and
prioritize current and future challenges facing individuals with PWS,
their families and caregivers; and to determine some specific next
steps where the two organizations can work together to begin to meet
these challenges.

Based on feedback from the participants, the day was a great
success. During the large group and breakout sessions and over lunch
both groups got to know each other personally, some for the first time
and others to expand their working relationships and friendships.

During the general group sessions a large number of key current
and future challenges were identified that the PWS community in
general needs to address in order to continue to improve the quality
of the lives of individuals with PWS, their families and caregivers.
Key questions such as “How do we translate medical challenges into
research programs?”, “How do we turn research findings into practi-
cal treatments?”, “How can we work together to further our advocacy
efforts in all areas at the national, state and local levels?”, “How do we
share information more efficiently?”, “How can we fundraise more
effectively?”, and many others were identified and discussed by the
group.

A number of smaller working groups, composed of members of
both organizations, were formed with the task of addressing some
specific next steps such as (1) planning joint fundraising efforts, (2)
creating a joint strategic plan for research priorities based on the
results of the PWS Research Strategy Workshop held at the National
Institutes of Health in November 2009, (3) begin working toward
creating a joint database of medical information and a bio-repository
for PWS research, and (4) begin to coordinate and prioritize advocacy
activities.

A FPWR/PWSA (USA) Steering Committee was formed to help
guide this joint cooperative process as it evolves. The members of this
steering committee are Alice Viroslav, M.D., John Heybach, Ph.D.,
Theresa Strong, Ph.D., Mary Kay Ziccardi, Ken Smith and Lauren
Roth, Ph.D.
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Fundraising

A4 Creating Value
L In her book, 7he Soul of Money,

Lynne Twist suggests that money is like
water. When it is blocked or held too
long, it tends to grow stagnant, even
toxic. But when we allow it to flow, it can
purify, cleanse, create growth, and nour-
ish. By creating channels for it to flow
through our lives, guided by our noblest
commitments, money can become a current, a conduit for
expressing our closest held intentions and deepest values.

One way to direct this flow is by designating the per-
sons and causes we want our estate to benefit. PWSA (USA)
was the recipient of this kind of decision recently, from a
grandfather who specified our association as a beneficiary in
his will. Life insurance policies are another tool that can be
used to designate a gift to an organization whose work we
want to be a part of.

For more information on ways you can help support
the work of PWSA (USA), please contact David Crump at
941-312-0400 or dcrump@pwsausa.org.

David Crump, Devel-
opment Coordinator

The 7th Annual Golf Fore Prader-Willi Syndrome
Association Charity Tournament in honor of Madison
Hurdle, organized by Karla and Clint Hurdle, was a tremen-
dous success again this year. Taking place early in July, the
event raised over $115,000 in support for PWSA (USA) and
the PWSA of Colorado Group Home.

The 6 Annual Clyde’s Run was held July 17 in Moun-
tain Park, Georgia. This 5k run and 1 mile walk commemo-
rate the life of Clyde May, one of the town’s favorite sons who
died in 2004 of complications from PWS. This year’s event
raised over $3,000 for PWSA (USA) in addition to support-
ing the work of the Georgia Association for Prader-Willi
Syndrome, Inc.

The 2" Annual PWS Bowling Fundraiser, hosted by
Fran Baehr in East Islip, New York, took place the end of Au-
gust and raised just over $2,000. “It takes a lot of work,” Fran
commented, “but it is all worth it, to help our kids.” Besides
bowling, attendees were able to participate in a Chinese Auc-
tion and enjoy food and live music.

On September 18, the Benoit Bash was held in honor
of Brooke Detiege. According to her mom, Nicki,
“Brooke is a girl that does not let anything stop her! Diag-
nosed with PWS a week after birth, she is now in the third

grade and is involved in Girl Scouts, horseback riding, and
swimming — among other activities. She is very friendly and
loving, and leaves a lasting impression on each person she
meets!” Bash attendees competed in a bean bag tournament,
participated in a 50-50 drawing, and were entertained by the
music of four different live bands. The event raised $1,250 in
Brooke’s honor!

The 2" Annual Prader Palooza Concert in Missouri
brought together, among others,
eight young adults with PWS
with their support staff for a fun
September afternoon in the sun.
Eighteen musicians represent-
ing five different music groups
provided entertainment, and
the event raised nearly $2,000.
Thank you to Brigid Amoroso,
her brother Tim, and others
who helped organize and make

this event a success.

Brigid and daughter, Angie

The 2" Annual Putt for PWS was held on September
19 in Arlington, VA to support Charlie Deleage, Matthew
Berl, Noél Bensaid, Ginny McMahon, Jackson Elder, and
Riden Howard, all of whom have PWS. Through the work
of an active planning team, support from several sponsors, a
raffle, the Putt Tournament, and many generous donations,
the event shot past its goal of $7,000 to raise over $11,000.
“We always end up with more than we thought,” says Domi-
nique Deleage, event organizer and Charlie’s father. “People
around us are SO generous and SO caring!”

Make sure we are on your Radar Screen!

National Awareness and
Fundraising Event in May
2011PWSA (USA) will be rolling
out a campaign to take place in May
2011. The event is being designed
to benefit local chapters and groups
as well as to support work at the na-
tional level. Look for more details in
coming weeks. For more information contact David Crump
at 941-312-0400 or at dcrump@pwsausa.org

Production, printing, and mailing of this newsletter was

underwritten by a generous grant from Eastside High
School in Greenville, South Carolina.
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In the Trenches
Vol. 1

by Jessica Patay

Twenty-nine questions in 10
minutes. It was a typical ride home
from an afternoon activity. The car
seems to have this effect on children
I've been told, but especially on Ryan,
my 6-year-old with PWS. He is my
“high-need-to-know-kid” and is always
shooting off questions. A sampling of
Ryan’s questions on this particular ride
home:

* Are the clouds out?

* Do the clouds go away when the
sun comes out?

* Do the clouds make it cold?

* Are the clouds in the morning?

* Will it be sunny on Monday?

* Why does the sun come out?

Lately Ryan has been obsessed
with the weather. I have had to say
to him over and over that “We don't
discuss the weather anymore,” or “I
am not in charge of the weather.” I
have realized that no matter how many
times I answer these questions, they
do not go away and his anxiety is not
appeased.

Ryan is a prolific question-asker. It
is a strength. Curiosity is a good thing.
(I keep telling myself that.) His ques-
tions, most often though, are fueled
by his anxiety and inability to process
the world’s information around him.
He often sees the world in still photo-
graphs instead of an ongoing video. His
challenges processing information are
exacerbated by his impaired short-term
memory. Because, of course, he’s asked
these questions yesterday, a week ago,

a month ago, or even just two minutes
ago.

As a mother, I am a teacher to
my three children, a teacher of new
sounds, words, ideas, concepts, beliefs,
values and morals. I enjoy this part of
parenting. As a mother, I am called to

nurture my children, a role I relish.
As a mother, | am called to soothe my
children’s fears, to settle an anxious
thought with answers, with comfort,
with love and tenderness. However,
how do I do this when I have a child
who is always asking questions, over
and over and over, a bottomless well
of them? My child, and probably your
children, are always asking questions
until our patience tank is screaming
EMPTY in angry red!

Sometimes we keep answering
questions. Sometimes we empathize
and clarify what it is at the heart of it.
Sometimes we answer a few and then
disengage. Sometimes we lose our calm
resolve and say a little too loudly, “No
more questions!” We hope that these
tactics work. And sometimes they do.
For a few hours or a few minutes.

What helps me in moments like
these, when I want to pull out my
fingernails one by one after Ryan has
asked Question #873 that day, is to
take a deep breath and say to myself,
“It’s not his fault. He is not TRYING
to drive me crazy. He can't help it. He
can’t! Ryan loves me. I love Ryan, and
I love all his parts that dont work quite
right.” I take another deep breath.

An “aba” moment
came to me today. |
have questions too.
Lots of them, and all
of the time, just like
Ryan. Except mine
are inside my head
and heart.

And as a parent of a child with
PWS, you do, too. The questions are
there, dangling over us, sometimes
like twinkling lights or a rain cloud,
depending on the day or season of our
special journeys.

My big ones go like this:

Ryan and Jessica

* Will Ryan ever learn to read and
write (legibly)?

* When will the food-seeking and
stealing behavior begin? Or will it not
be as prominent an issue for him?

e What will he be like when he is a
teenager? An adule?

¢ How will others treat him when
he is older?

* Will Ryan have any true friends
in life?

* Will I lose him prematurely?

* Why was Ryan given to our fam-
ily? (I ask WHY again...)

I have my own anxiety and angst
in living with PWS, as I am sure every
parent or caregiver does. Just like Ryan,
I have a million questions. However,

1 have a choice. 1 can stay stuck in my
questions and be paralyzed by fear. Or
I can tell myself, “I'm all done with
these questions today.” I can take a
deep breath, pray, meditate, smile and
remind myself that Ryan was given to
me. He’s a gift. He is full of goodness
and unparalleled gratitude and affec-
tion. He is full of priceless treasures
and life lessons for me and for our
family. And most likely, he will always
be full of questions.

Jessica Patay and Ryan live in Palos Verdes, Cali-
Jornia. She plans to write more “volumes” of “In
the Trenches’.
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Fundraising

%

PWSA (USA)’s 9t
Annual Valentine’s
Day Campaign
begins January 1.

‘ PWSA (USA) has designed a letter
for the campaign for you to send out to
your family and friends; it will include
a picture of your child.

Here are a couple quotes from the
letter: “Our four grants in 2010 specifi-
cally target the hyperphagia (uncon-
trollable drive to eat) which is the most
life-limiting aspect of the syndrome.
Now, we need your urgent help in
raising another $50,000 to fund a very
exciting research project that has just
been presented to our research com-
mittee. This project has real potential
for providing therapeutic relief from
the hunger... With your help, we will
alleviate the hunger and other symp-
toms in our children’s lifetime (or
-- continue to fight for a cure until our
last breath).”

This is an easy and effective way
that you can raise funds for research.
For more details, go to www.pwsausa.
org/valentine/ or contact Dorothy

M. Sass at (941) 487-6728 or dsass@

pwsausa.org

Combined Federal Campaign

PWSA (USA)
participates in the
Combined Federal
Campaign, and YOU

can help!

Designation Code 10088

It is that time of year again when
the Combined Federal Campaign
(CFCQ) is in full swing! This is an
annual fundraising effort that gives
federal employees the opportunity
to donate to their favorite nonprofit
organizations.

All of us in the PWS community
are passionate about enhancing the
quality of life of our children and our
families. Participating and/or encour-
aging our family and friends to partici-
pate in the Combined Federal Cam-
paign is just one more way to support
the research, education, advocacy and
support provided through PWSA
(USA). If you are a federal employee
or have family members or friends
who are federal employees, please ask
them to consider a donation to PWSA
(USA). Our CFC designation code is
10088.

Thank you!

PWSA (USA)
Conference
2011

A contract has been signed
with the hotel for our upcom-
ing conference to be held
November 11-13, 2011, in Or-
lando, Florida! The Buena Vista
Palace Hotel is located on Walt
Disney World property across
the street from the Downtown
Disney Marketplace. The hotel
sits on 27 beautifully land-
scaped acres just 20 minutes
from the Orlando International
Airport. For a photo tour of
the hotel, please visit: www.
buenavistapalace.com.

The Scientific and Provid-
ers Conferences will be held on
November 11, followed by two
days of stimulating speakers
and informative sessions for our
families that includes exciting,
fun-filled YIP and YAP Programs.
Save the date and mark your
calendars now!

Details for making reserva-
tions under the PWSA (USA)
conference group rate will be
provided soon. Please make your
reservations at (800) 926-4797
and ask for Debi Applebee.

o! :
YAHOpWS is Connected!
As of September 1, PWSA (USA) had the following in Yahoo! e-mail Groups:

0-5 e 806
6-12 et 504
TEENS ..o 204
L8-UP e 60
CLE ot 219
Grandparents.......c.ceeeveveverreeenenee 55
Providers ....c.coceeuereueununnnineneenee 120
Spanish c.c.cccceeiiinninrne 7

Siblings c..cececveveuevererereieiriines 107
With PWS .o 39
Other lists include Military, Autism,
etc.

Without duplication of e-mail
addresses we are supporting 1,481
through Yahoo! Groups.

8 November-December 2010
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Cindy, the Voice with a Smile

By Denise Servais

You may not recognize the name,
but if you have ever called PWSA,
there is a good chance you may have
talked to Cindy Beles. Cindy is the
Triage Advocate for PWSA, spending
most of her time as the main person
answering phone calls that come into
the organization--phone calls that
come from people all over the world.

After taking the initial phone call
and getting some basic information,
Cindy transfers the call to the most
appropriate person, such as a crisis
counselor.

If it is a call from a family with a

new diagnosis, Cindy will spend time
talking with them, listening to their

Sibling View

concerns, answering questions and
determining what needs they may
have. She then puts their name into a
database and sends out the Package of
Hope.

In addition to the Package of
Hope, she sends out information to
grandparents. She also sends out
DVDs and medical packets to pediatri-
cians, who are especially grateful for
the information. She signs up newly
diagnosed families with one year of free
membership to the organization. In
addition, she does all of the ordering
for any requests for PWSA products.

Cindy has been with PWSA for
six years. She says what she likes best

about her job

is working with
families. “I'm
a mom of five
sons. One is
handicapped. 1
have compassion and understand the
concerns of our parents... I was drawn
to a place where I could help people
and make a difference. I have a lot of
job gratification.”

When she is not taking phone
calls, Cindy enjoys spending time
with her family in Sarasota, where she
resides. She has two grandchildren and
enjoys swimming and going to the
beach.

Thank you, Cindy, for your good

work!

My name is Shariq Iqbal [from Pitts-
burgh, Pennsylvanial, and I am the
17-year-old brother of Mishal Iqbal,
who has PWS. I thought it would be
beneficial for the community to read an
article from the perspective of a younger
sibling so I wrote this essay.

Growing up as the
Younger Sibling
of a PWS Child

When I was a child, I looked up
to my sister like all younger brothers
would. It barely even occurred to me
that there was something different

about her. We played games, shared
toys, and did everything else that
young siblings would do together. For
all I knew, she was completely nor-
mal. There was no specific moment
that I found out she has PWS. It was
more of a gradual process. As I grew
older, I began to notice the things that
were different about her. She had an
abnormal amount of tantrums, she was
small for her age, and she had a near
constant preoccupation with food,

but I still loved her. When my parents
told me she had PWS, it did not take
me by surprise, and my opinion of her
never changed. She was and always will
be my loving sister.

Since my sister matured at a much
slower rate than normal, she and I were
able to bond as young children. Even
though she is four years older than me,
we communicated at the same level.

It was wonderful to have a sister that
enjoyed spending time with me and
was essentially the same age as me.

As I became older, my older sister
slowly became my little sister. While
she remains an avid fan of “The Disney

Channel,” I have outgrown such forms
of entertainment. Whenever my
parents go out, they tell me to watch
“the kids” (A.K.A. my sister and my
little brother), and I make sure that she
does not overeat or steal food while my
parents are away. I watch over her just
as an older brother would, despite her
being older than me.

PWS changes the lives of parents,
but I have not known any other life.
This syndrome has been a part of my
life since the day I was born, and I
have learned many things from it. My
sister has inspired me with her amaz-
ing self-control and resilience. Despite
all of the factors working against her,
she has managed to maintain a healthy
weight her entire life. She has gone
through scoliosis, dislocating patellae,
and daily growth hormone injections
with few complaints.

She recently had surgery for one
of her dislocating patellae and experi-
enced multiple complications. She had
the initial surgery, surgery to clean an
infection, then IV antibiotics to kill the
rest of the infection, surgery to repair

continued on page 11
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From the Home Front

Rob Lutz, Philadephia, Pennsylvania,
former board member and father of Isabel,
age 10, reports:

I want to let you know abour rwo PWS
things weve stumbled across:

The first is a keyless lock that is activated
by fingerprints. For anyone with a locked pantry or the like it
could be a valuable tool that is error proof- See the site below.

http://www.gokeyless.com/category.php?id=149&mai
n=3&parent=149&¢gclid=CNykqcHQigM CFdID5QodIxr
efA

The second is an “adult” tricycle. Isabel doesn’t seem to have
the balance to do a two-wheel bike, and training wheels are
both “childish” and not able to support her well enough. So, we
got the bike below and she is enjoying it since it is clearly an
“adult” bike but makes her feel stable.

heep://www.amazon.com/Westport-42078-
Adult-Folding-Tricycle/dp/B000Z89]FO/
ref=sr 1 12ie=UTF8&s=sporting-

goods&qid=1280196913&sr=8-1

Tracey Lombardi, Ocean, New Jersey, says

[1] use these for Cole, almost 4, and they are fantastic...
keeps him so cool, he has hard time in heat.
www.chilltowels.com

Skye Walker recommends: www.waldenfarms.com

They make gluten-free and calorie-free products that are
incredibly tasty. I was skeptical at first, but I have lost 40
pounds after being sick from hormone therapies which made me
gain weight. And Trevor, 8, is losing, too. I thought other PWS
Jfamilies might be interested in their products.

From England

My daughter Taylor is 16, and we have just completed
the London 10K run for PWS UK. Taylor is a great example
of what can be achieved with positive conditioning towards
food, nutrition and fitness. She has walked 25 miles on
three occasions for her school, [done] three 5K fun runs and

is a regular participant in fitness classes at our health and

fitness centre ... Just wanted to share this story with you ...
we have a great story to tell, and young families should be
encouraged to use the "predictability " of this condition to

their advantage.
~Frank Phillips

A Big Thank You to PWSA (USA)!
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I'm No Expert, continued from page 1

I have PWS”, “It could be worse” or
“Just a snack won’t hurt”.

I have a monthly schedule of ap-
pointments that rivals the Secretary of
State.

I spend more time speaking to
teachers, therapists, physicians and
psychiatrists than I do speaking with
my own family members.

I can design an IEP that reads like
an owner’s manual.

I can activate my superhero laptop,

and like the bat phone to the commis-
sioner’s office, I can instantly connect
with fellow superheroes from around
the world who share the same evil
archenemy as me.

Like the lone superhero misunder-
stood by the world, I, too, feel a sense
of loneliness that comes from living
a life few can understand. 1, too, feel
unappreciated for the mentally and
physically exhausting role I play in
saving a life.

When my son Nicholas was first
diagnosed with PWS, I wondered how
the world would change his life. What
I never realized was just how much his
diagnosis would change mine. And
while I don’t have shiny blue-black hair
and ride in the Batmobile, I have come
to realize that like my superhero com-
rades, perhaps by embracing my new
persona and using it to spread aware-
ness and hope, the world will become a
better place for our children.

10 November-December 2010
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Chapter View

By Barb McManus,
Director of Family Support

A chapter provides a local resource
that is hard to match on the national
level. The chapter works with our orga-
nization to provide help for individu-
als with parent mentoring for newly
diagnosed, advocacy and awareness.
We share the same goals and support
the same concerns. The key to help
families is communication!

We have set up e-mail Yahoo!
Groups for parents of infants and tod-
dlers, school age, teens and over age
18, siblings, PWS & autism, grandpar-
ents, military and for those who have
the syndrome to share their concerns.

These e-group lists we support
have one problem. They cannot help
with issues that are state specific.
Concerns such as placement, eligibil-
ity, benefits, services, laws and regula-
tions are best addressed on state- based
communications. We have now set up
e-groups for almost every state in the
USA! If you are not a member of one
of these state-based groups, please sign
up at www.pwsausa.org/links/chapter.
htm If your state is not listed on this
page and you would like to help get a
list going in your state, e-mail Barbara
McManus at bmcmanus@pwsausa.org.

Chapter news

Each week on Friday, we will be
sending an e-bulletin to all who have
signed up to receive it. If you have not

signed up yet, please visit www.pwsausa.

org and add your e-mail to our list on
the box below the pictures.

Prader-Willi California Foundation
Conference addressed BEHAVIOR!! On
November 6, all day at the Hilton San
Jose. Titled “The Behavior Toolbox”,
PWS Experts Linda Gourash, M.D. and
Janice Forster, M.D., were the present-
ers.

The PWSA of Iowa has been work-
ing with Prairie View Management to
establish residential placement for PWS.
Prairie View Management, Inc. has de-
veloped a program to specifically address
the needs of persons with Prader-Willi
syndrome, and other food-related con-
ditions which require management of
access to food. The program is focused
on fitness, proper nutrition and positive
behavior supports centered on keeping
clients active, involved and responsible
for their daily lives. For more informa-
tion contact Sylvia Mork at sylvia_
pvmi@netins.net

Prader-Willi Syndrome Association
of Michigan planned its November
Family Gathering for November 13,
with a presentation on Special Needs
Trusts by Patricia E. Kefalas Dudek, fol-
lowed by a family sharing time, lunch,
and candle pickup. For more informa-
tion visit http://www.pwsami.org/ or

call (734) 998-3507.

The Prader-Willi Alliance of New
York, Inc. is planning the 21 Annual
Conference in Albany, New York, sched-
uled for April 28-30, 2011. Requests
for Proposal (RFP) are being accepted

for presentations at this conference. For
more information go to www.prader-
willi.org.

PWSA-New England hosted the
Second Annual PWS Walkathon in
June, 2010. The walkathon was spear-
headed by Cindy and Jarrod Wells,
parents of Madeline, age 2. Family and
friends came together to financially
support this cause which resulted in a
very profitable event. PWSA-NE is also
trying to make a difference in the adult
eligibility laws that currently prevent
PWS individuals from receiving services
once they are 18 if their IQ is over
70. Their goal is to change the wording
in the existing law, so that a diagnosis
of PWS would automatically qualify an
individual for adult DDS services.

The Prader-Willi Syndrome As-
sociation of Pennsylvania chapter met
November 13 at The Children’s Institute
in Pittsburgh. The meeting included
lunch, childcare, and election of officers
and board members. Chapter contact:
Debbie Fabio, President, 724-779-4415
or debpwsapa@yahoo.com

PWSA of Tennessee has a new
website at http://www.pws-tn.org/

PWSA of Florida held their an-

nual conference in Orlando, Florida,

on October 15-17, 2010 at the Regal
Sun Resort. Speakers were Dr. Jennifer
Miller, University of Florida, Dr. Greg
Cherpes, The Children’s Institute in
Pittsburgh, Evan Farrar and Barbara
McManus, PWSA (USA).

Sibling, continued from page 9

nerve damage that occurred due to
the first procedure, and most recently
surgery to regain flexibility in her knee
that had been lost after the first opera-
tion. After all this we found out that
the initial surgery did not work and
her patella is still in a dislocated posi-
tion. She endured all of this without
a single tear. My family has learned a

lot from her. How can we complain
about little things when a member of
our family has been through so much?
I cannot say that growing up with
a sister that has PWS was easy, but
can say that [ would not have had it
any other way. From my childhood
to my current high school years, my
sister has always been there with her

smile that never fades. That smile has
been the light that has guided me my
whole life, and I could never thank her
enough for all that she has brought to
my life.

[Thank you, Shariq. Siblings of any age are

encouraged to write about their experiences
and submit them to The Gathered View./

The Gathered View ~ Prader-Willi Syndrome Association (USA)
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2B it deas fovthe Helidays!

From our 0-5 e-mail group
comes a list of 45 non-food
related activities and ideas

for the holidays.
1. Participate in or host a Turkey
Trot

2. Christmas Lights g5
Appreciation Walk 97 8

3. Design luminarias to decorate

your walkway ﬁ

5. Pull out or make CDs of
Christmas songs to sing and
dance to

4. Go on a hike

6. Puton a “Family Dance” with a
special family music album

7. DPut together puzzles
8. Take gifts to neighbors
9. Sing carols at elderly homes

10. Make a family scrapbook of
memories from past holidays/
family events

11. Create scrapbook pages for
photos you will take during the
holidays

12. Play a pick-up game of softball,
walflle ball, hockey, kickball--you
get the point!

13. Play board games (You can even
have a tournament if you like
competition!)

14. @Decorate ornaments

15. Host an ornament-making party

16.

17.

18.

19.

20.

21.

22,

23.

24.

25.

26.

27.

28.

Go caroling!

w Make homemade

holiday cards

Collect leaves to make leaf-
rubbing cards

Watch holiday movies

Share your favorite Christmas
memories

Read Christmas books such
as “T’was the Night Before
Christmas”

Create a Family Tree - make a
holiday tree with homemade
ornaments using family pictures

Go for a hike to try to find wild
turkeys

Scavenger hunts foraging for
greens and such for decorations.

Write your own Christmas story;

make a book.

Zich
A N
- l| Fill a count-down

calendar with good thoughts for
the day. Every day open a good
thought. A good opportunity for
positive reinforcement for good
behaviors

Make puzzles out of old
Christmas cards, Christmas
pictures, etc. (Put velcro on the
back for extra OT work pulling
and putting them together)

Create pine cone gifts by rolling
them in lard or sunflower butter
and birdseed; wrap and give as

gifts.

29.

30.

31.

32.

33.

34.

35.
36.

37.

38.

39.

Every year the children each
choose a new Christmas book...
and when our tree is set up, we
take the box of Christmas books
out and pile them around the
base of the Christmas tree. The

children are thrilled by

the ‘newness’ of reading @
material and gravitate to

the books often.

We go to the fabric store each
year and sew new Christmas
pajamas and matching stockings.
(We donate the ones from the

previous year to the Salvation
Army).

Skating rink in the back yard
(turn on the hose when it is cold
enough to freeze)

e
Tobogganing ’/7?{\\
Walks all bundled up, in the

evenings after dinner, whenever
there is snow falling.

Go to the neighborhood rink for
a make-shift hockey game.

Build a snow family

In the snow banks created from
the snowplows, we love to dig a
snow fort.

Snow ball battle with the
neighbors (their fort is always
right across the street from ours)

Make homemade Christmas

wreaths

&S
%}
Take small gifts,

stockings etc., to a local

children’s hospital
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40.
41.

42.

43.
44,

45.

Take small gifts, stockings, etc., to a local NICU

Pull out old family pictures or videos

museums, etc.)

*
Visit local attractions (amusement parks, :%-
4. o

Make collages from old Christmas cards

Ring bells for Salvation Army

.& Host a New Years hat-making party

Sz
E’ﬂ Best wishes to
all the members of
the Prader-Willi
syndrome family,
near and far, for a

Merry Christmas,

a Happy Hanuklkabh,

Happy 2011,
and a safe holiday
filled with the joy

of family and friends

Counselors Corner

Giving Hope

For the past three years Kate Beaver
(the Alterman Crisis Counselor) and Evan
Farrar have served as PWSA (USA)’s Crisis
Intervention Counselors. With Evan’s appointment to the
position of Executive Director, PWSA is very fortunate to
have Kate taking on additional hours of coverage to keep
our crisis program going strong as we search for Evan’s re-
placement. We thought this would be a good opportunity
for you to learn a little more about Kate.

Prior to joining PWSA, Kate, who has a Master’s
in Social Work, worked in a substance abuse program.

But when a PWSA (USA) Crisis Intervention Counselor
position opened, she applied because it gave her a unique
opportunity to bring her professional skills to the service of
a community she cares deeply about: families and children
living with PWS. This community she is part of, as the par-
ent of a daughter, Hana, who was born with PWS.

Kate explains, “I felt I had a great deal of experience
working as a professional helping people to solve prob-
lems as a social worker. And a great deal of first-hand
knowledge of PWS and the challenges parents face raising
children with the syndrome. So working as a PWSA Cirisis
Intervention Counselor allowed me to bring together these
two very important experiences in my life for the benefit of
others living with PWS.” She adds, “The best part of this
job is I get to help people every day. I have a chance, at the
very least, to give them hope in the midst of a crisis.”

The most challenging part of the job, Kate says, is the
increasing number of complex crisis cases she works on
as a Cirisis Intervention Counselor. “And the number is
constantly growing,” she reports, “because there are lots of
families struggling in our PWS community, especially dur-
ing these difficult economic times--which is why having a
crisis intervention counseling program is so important.”

Having a qualified professional like Kate — who under-
stands the syndrome — available to work with our families
is one of the most important support services PWSA
(USA) provides. We are thankful as we continue our search
for an additional Crisis Intervention Counselor that Kate
continues to provide the quality crisis intervention counsel-
ing our families need and deserve.

See you next time in the Counselors Corner!

Kate Beaver
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Contributions

David and Janice Agarwal

Scott and Deborah Arant

Roy and Jenny Astrachan

Fran Baehr

Ken and Kathy Boehl

David and Michelle Campbell

Chevron Humankind Matching Gift
Program

Clyde’s Run

Daale Livestock

Joseph DiFilippo

Thank you for Contributions in August and September 2010 We try

to be accurate in recognizing contributions, and apologize for any errors or
omissions. If you notice an error, please tell us.

Major Benefactors ($500 and more)

Alan and Phyllis Fishman

GA Assoc. for PWS, Inc.

General Electric Co Employee Giving
Program

Grand Lodge Daughters of Scotia

Tim and Carol Hearn

Christina and Scott Hopkins

Johnson & Johnson Employee Giving
Program

Bill and Barbara Kerrigan

Gerri and Edgar Merida

Mile High United Way

Paul and Karen 0’'Brien

Keith 0'Donnell

Virginia and Ray Podmenik

James and Denise Steck

The Edward D. Jones and Company
Foundation

Torbert Produce Inc.

Univ. of Alabama at Birmingham

Tammatha Wolfe

In Honor of (Honoree in bold)

Dawn Allard
Colleen Moraghan
Asher William Atkins
Rita Atkins
Oliver Alden Barrett
Penelope Barrett
Prudence and Tom Nelson
Zachary Bassel
Steven Radowitz
Kean Patrick Bracht
Deborah Brown
Ryan Casey
Sharon Casey
Brandon Dahan
Susan Silver
Grace Larmor DiFilippo
Joseph DiFilippo
Peter Frazin
Jayne and Lawrence Frazin
Oliver Maxx Golub
ACTII
J.R.Headley
Jay and Kerry Headley
David Hearn
Douglas Lee and Lynn Halverson
Conor Heybach
Laurene Heybach
Abby Johns
William Johns

Natalie Anne Kosmak
George and Lynn Kosmak
Janis Leightman’s Birthday
Stephen and Michele Leightman
Anna Leightman’s Birthday
Stephen and Michele Leightman
Ben and Janis Leightman
Stephen and Michele Leightman
Steve Leightman’s Birthday
Anthony Mongo
Dorothy Sattler
Halle Elizabeth Loney
John and Carol Loney
Camden Marshburn
Hal and Robin Thorne
Zach Mattingly
Kenny and Jean Monroe
Gregory McCarthy
The McGraw-Hill Companies
Siena Mehta
Roy and Jenny Astrachan
Steven C. Neiger
Susan Roubal
Jacob Perrault
George and Barbara Perrault
Lauren Pfeiffer
Mel and Chris Pfeiffer
Kiley Quinn
Lee Carroll

Brett Rogers
Linda Steppe
Aubrey Scheer
George and Sara Karpach
Barri Seitz
Miriam Nadler
Isla Shaw
Virginia and Ray Podmenik
Georgie Varndell’s 5th Birthday
Wanda Lewis
Avery Lauren Waldrop
Emily Allan
Bailey M. Watson
Jeff and Danielle Watson
Robert Wojciechowski’s 80"
Birthday
Allen and Patricia Ahearn
and Mrs James Chmelik
Thomas and Nannette King
John and Jeanne Stephenson
Christian and Emily Vissers
Michael and Elizabeth Weigand
Oliver Young
David and Wendy Young
Alden Charles Young
Joseph and Jayne Young
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Contributions, continued

Frank Arciszewski
Phyllis Uzendowski
Leigh Edward Campbell
Juanita Campbell
James Carraher
Linda Carraher
Dolores M. Ciancio
Virginia Sheeran
Jonathan Ross Davis
Dennie and George
Lindsey
Donald Driscoll
University of Florida
Florida Clinical Practice
Assn., Inc.
Jennifer Miller
Barbara Beynon and
Charles Williams
Billy Eleazer Jr.
Doris Miller
John Forlenzo
Elaine Somers
Gary Goodno
Stuart and Tyna Mandel
Carolyn Gow
Barbara and David Gow
Walter C. Hill
Kim and John Ausmus
David and Patricia Stake
Earl Hill
Judy Crespi
Claudia Davidage

In Memory of
Hospital Sisters Health Mark Little
System Betty Matasci
Deborah and Kenneth Darrell and Tami Bolton
Gillman Richard and Patricia Knotts

Earl and Dana Hill
James and Mary Kempf
John and Cathey Solheim
H. Scott Theobald
Cheryl Gibson Hinds
Norman Goetz
Sarah Oakes
David Johnson
Dona and Paulette
Barefoot
Linda and Dale Becker
Susan and Ed Coffey
Luther and Nancy Lynn
William and Rennie
McAllister
Harvey and Judy
Strickland
Edward and Tracy Taylor
Torbert Produce Inc.
Scott and Karen Willick
James and Judith Willick
Marty Leyshon
South Carroll Big Book
Meeting
Georgine Rodgers
Mary Silva and Larry
Rogers
Christ Care Church
Nancy Schwiesow

Did You Know?
In the past six years, PWSA

(USA) has committed to over
a million and two hundred
thousand in research funding.

Molly Santa Cruz
Clyde Mays
Tate and Nikki Smith
Gerard Mazzenga
Maria Mazzenga and Raul
Avellaneda
Edward and Rochelle
Burns Jr.
Joseph and Kathleen Clark
Jean Cornwell
Michelle Dupell
Geraldine Kostic
Margery Levin
Yolanda and Dominic
Mazzenga
Lillian Mazzenga
Joyce Mazzenga
Lisa Mazzenga
Charlotte and Louis
Mazzenga
Harry and Anna Pellegrini
Carol and Eugene Spirito
Summer McVey
Consonus Pharmacy
Thomas Minton
Keith and Mary Bergman
Greg Lynette Cole and
Chase Cassis
Judy and Thomas Dziorney
Myrtle Garten

Raymond and Toni Hall
Lexie and Robert Hanket
Deidre Harris
Margaret Kull
Charles Nolte
Robin Petrovich
Don and Marie Sinon
Jason and Tiffany Turner
Felicia Nieuwendorp
Kathryn Reed
Frank and Penny Savage
Barry and Stacie Zane
Angela Pecho
Tom and Sue Roberts
Bobby Roeder Sr.
Arthur and Earlene Brooks
Holloway Heating and Air
Conditioning, LLC
Gunther Steck
Joseph and Linda Rossi
Ralph Toro Sr.
Doug Peterson and Jeanne
Kirkpatrick
The Mulloy Family and
Uncle Nick
Edward Triplett
William and Angela
Blankenship
Mountain State Blue Cross
Blue Shield
Robert and Brenda
Touchon Il
Edward and Ruth Triplett

New PWSA (USA) e-Bulletin

Beginning early in 2011, PWSA will launch 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/

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

USA

PRADER-WILLI SYNDROME ASSOCIATION
SHIl hungty for a cure—

The Gathered View ~ Prader-Willi Syndrome Association (USA) November-December 2010 15



USA
PRADER-WILLI

SYNDROME .,
\\ vngt
ASSOCIATION 5 & oo

8588 Potter Park Drive, Suite 500

Sarasota, Florida 34238

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.

Staff & Other Key Contacts

Evan Farrar, Executive Director

Janalee Heinemann, Research/Medical Affairs
Cindy Beles, Triage Advocate

Kate Beaver, Alterman Crisis Counselor

David Wyatt, Crisis Counselor Emeritus
Prentice Lantzer, After-Hours Medical Crises
David Crump, Development Coordinator

Jodi 0"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 Il

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: orlando11*

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 himonthly 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.

Deadlines to submit items
to The Gathered View are:

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