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July 16 — Scientific, Service Providers Meetings

The PWSA conference in Orlando
promises to be one of our best ever.
The Florida chapter sends us the fol-
lowing highlights and urges members
to register early!

Conference Sessions/
Speakers

Program highlights include:

e Keynote speaker, the Rev. Don
Roberts, CEO of Goodwill Indus-
tries and a national speaker, pre-
senting “Standing Tall—Moving
Beyond a Disability”

e “Latest Findings on Obesity,” pre-
sented by Dr. Dan Driscoll

Other topics to be explored:

A Humorous Look at the Impact of
Diet on the Family

Grief Issues

Positive Aspects/Acceptance

Overview of the Syndrome

Nutrition

Dental Issues

Dealing with Behavior Issues

Psychotropic Medication

Growth Hormone
Education—Inclusion

Sibling Issues

Sexuality

Employment

Living Alternatives

Legal Issues

Legislation

Reflections on Attending a First
Conference ... and more!!!

Youth & Adult Activity Program
(YAAP) Update

Welcome news came with PWSA
(USA) board of directors approval to
fund a professional nonprofit organiza-
tion, K.I.D.S. By The Sea, to help our
parent volunteer coordinator, Debbie
Stallings, organize and run the YAAP
program. This organization has many
years of experience in programming for
large groups of children with disabili-
ties, including experience with PWS. A
day at Sea World, a carnival, the tradi-
tional banquet with a unique DJ for the
dance, a Popeye-impersonator bingo
caller, and many more fun experiences

await all of our young people attend-
ing—siblings included. Siblings and
adults with PWS will travel in their
own groups for the activities program
and will have scheduled times for dis-
cussion and peer support.

There will be something for everyone,
including a steel drum band at the adult
banquet and an optional family event,

“Arabian Nights,” voted the No. 1 din-
ner show in Orlando.
o

ome join us at the Sheraton

World Resort. Make your

reservation now (rooms are

limited) to obtain our special
conference rate of only $75 per night.
Make sure you say you are with the
PWSA conference.
Call 1-800-327-0363 (outside
Florida) or 1-800-341-4292 (within
Florida).

Look for your conference

registration packet coming
soon in the mail!

—
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Out of the Office

by Russ Myler, Executive Director

n this issue of The Gathered View we
are focusing upon “choices” made re-
garding people with the syndrome—
who makes them, what they are, and
whether we have the right to make those
choices for them.

Since I have been with the Association, this topic has been one of
the most volatile for parents and service providers alike. There are
strong opinions on both sides. I think both sides are right. (How’s that
for a position?)

I found a quote attributed to Dr. Suzanne B. Cassidy in an office
file the other day I think should be shared here:

My philosophy is just because someone says something, it
doesn’t mean that’s the way it is. That’s their opinion ...
There is no law in PWS, and there are no absolutes, right
or wrong ways to do things.

In my 30 years of working with people I’ve learned that choices
made by one person for another can be enforced in only two ways:
coercion or cooperation. Parents or care providers may think they
have made their “decision” stick because the other person is willing to
cooperate and go along. When our children are small enough, we can
enforce our will with the use of coercion (“GO TO YOUR ROOM”),
but kids get bigger! The truth is that decisions are made in a relation-
ship. Relationship calls for discussion, sharing, caring, learning about
the other, and compromise.

My hope is that our exploring this topic will lead us all further
along in gaining the cooperation of one another in a relationship of
loving care.

See pages 4 to 9 for articles on the issue of choice and control
in the lives of people with Prader-Willi syndrome.

The Gathered View (ISSN 1077-9965) is published bimonthly by the Prader-Willi
Syndrome Association (USA) as a benefit of membership. Annual membership dues
are: $30 Individual, $35 Family, and $40 Agencies/Professionals for U.S. members and
$40, $45, and $50 (US Funds), respectively, for members outside the United States.

Opinions expressed in The Gathered View are those of the authors or editors and do not
necessarily reflect the views of the officers and board of directors of PWSA (USA). The
Gathered View welcomes articles, letters, personal stories and photographs, and news
of interest to those concerned with Prader-Willi syndrome.

Editor: Linda Keder, Silver Spring, Md. (e-mail: keder@erols.com)
Associate Editor: Lota Mitchell, M.S.W., Pittsburgh, Pa.
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Raising Awareness of the Latest
'n Genetic Testing for PWS

From the calls we get in our national
and chapter offices, and the information
we read in other publications, it’s clear
there is still a great lack of understand-
ing about testing for Prader-Willi syn-
drome. In all fairness, it’s an extremely
complicated issue and an area of new
developments. To update our members,
we share here some recent communica-
tions from our Scientific Advisors.

In the February issue of Exceptional
Parent, a monthly magazine for families
of children with disabilities, a full page
was devoted to Prader-Willi syndrome in
the magazine’s “Ask the Doctor” column.
The doctor’s response to parents of a 10-
year-old boy who was clinically diag-
nosed with PWS offered sound advice
regarding the need for controlled diet,
behavior management, and exercise, but
was not current on the issue of testing.

The article said: “It probably is not
necessary to get the chromosome testing

your son has most of the PWS features.
Test results are not 100-percent conclu-
sive. In a substantial number of instances,
it is possible to have PWS with a negative
chromosome test.” While this may be true
for high resolution chromosome testing,
new tests are now available and should
have been discussed.

Dr. Suzanne Cassidy, our Scientific
Advisory Board chair, has written to up-
date EP’s scientific editors on the latest
in testing for PWS. Following are ex-
cerpts from her letter:

“... the cause of Prader-Willi syn-
drome is now known to be the absence of
normally active genetic material on the
long arm of chromosome 15. It is always
lack of the active DNA that should have
been contributed by the father (the
mother’s copy of this genetic information
is normally inactive) that causes Prader-
Willi syndrome, and this absence may
occur in three different ways. [The three
ways are: a deletion on the paternal chro-
mosome 15, a mutation on the paternal

rromosome 15, and maternal uni-
parental disomy—i.e., both chromosome
15s from the mother and none from the
father.] Also, accurate diagnostic testing

for all affected individuals with Prader-
Willi syndrome is now available. The
methodology is somewhat unique and
does not usually involve chromosome
analysis anymore. ...

“While ... chromosome analysis will
only detect a proportion of patients with
Prader-Willi syndrome, the newer
molecular tests to identify the presence
of a deletion (fluorescence in situ hy-
bridization, or FISH) or uniparental dis-
omy 15 (polymerase chain reaction, or
PCR) will together identify about 99 per-
cent of cases. [Editor’s note: Uniparental
disomy 15 is the cause of PWS in about
30 percent of the cases. When the PCR
test is used to detect maternal disomy,
blood samples from the affected person
and both parents are usually required for
the highest degree of accuracy.]

“Methylation analysis, which deter-
mines the parent of origin of chromosome
15q (which is always maternal in Prader-
Willi syndrome) will detect virtually all
cases of the disorder and costs about half
that of a chromosome analysis. However,
it is not available everywhere.”

Dr. Cassidy recommends that “those
who had chromosome analysis in the past
[regardless of the results] should have the
newer, more accurate testing done, both
for management and for family planning
purposes, since some causes can recur in
a family, and prenatal diagnosis is avail-
able.”

The bottom line: It is both possible
and important to confirm the diagnosis of
PWS through genetic testing and to find
out whether your family carries an in-
creased risk of recurrence (see box).

More on the Inherited Form of PWS

In the August 1996 issue of The Gathered View, we reported the findings of
Dr. Robert Nicholls and colleagues concerning rare cases of PWS (about 2 percent
or less of all cases) caused by an imprinting mutation on an apparently intact pater-
nal chromosome 15, rather than a deletion or uniparental disomy.

A PWSA member wrote to us expressing concern about this transmittable form
of PWS and asked whether siblings of a child with PWS should be tested to find
out if they are carriers of such a mutation. Dr. Nicholls responds:

“Any family who has their child diagnosed with an imprinting mutation should
seek professional advice from their genetic counselor and pediatrician, and if these
are unfamiliar with the latest research, they should be referred to a center such as
ours [at Case Western Reserve University] that works with imprinting mutations

and the latest research. ...

“With imprinting mutations, about half the patients (families) have a very
small deletion in the region we refer to as the imprinting center (IC). The other half
of the patients have no deletion, although this has just been referred to in passing in
the literature. The imprinting center regulates the setting of imprints in the male
and female germline, and it controls this for all imprinted genes in chromosome
15q11-q13. Thus PWS imprinting mutation patients, with either the tiny deletion
or no deletion, have inactive paternally inherited imprinted genes. The half of these
patients with a tiny deletion (referred to as a microdeletion in our published papers)
[differ from] the typical deletion group, because the latter patients have a very large
deletion that includes not only imprinted genes, but the Angelman syndrome gene
and nonimprinted genes. For those families with an imprinting mutation which has
a tiny deletion, we can offer ‘at risk’ testing and when necessary, prenatal testing.”

Dr. Nicholls also notes that some of these mutations are not inherited but “arise
as new mutations in the father’s germline.” He stresses that mutations are “no

one’s fault™; their cause is unknown.
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Supporting

The Ultimate
Choice
and Loss

My son, Stephen, died last January
[1996], and I would like to share his
story. Stephen was diagnosed at birth, in
1976, with PWS. However, the diagnosis
ended there with no education on what to
expect or how to prepare. The main con-
cern at the time was to put weight on
him. Yes, on! A year after his birth we
moved, and the doctor in the new location
had not heard of PWS and gave us little
help. In 1980, while living in Puerto
Rico, a friend gave us an article on PWS
from a California newspaper and asked if
this was what Stephen had. It was the
correct name, but the information in-
cluded in the article was somewhat dis-
turbing. It did mention the PWSA, and
we got information from there. It was dis-
heartening to say the least. How could we
do this? Was there a choice?

Parenting a child with PWS presents
quite a set of challenges. Parenting a
child with PWS who is high-functioning
and very highly motivated brings an addi-
tional package of challenges—some diffi-
cult to meet. Stephen began school in a
“regular” kindergarten class. Speech ther-
apy began then and continued until mid-
dle school when he refused to take it any-
more. He stayed mainstreamed through
high school, though he did have special
education support in the form of a teacher
who acted as a liaison when needed, or
when he needed to take a test in a sepa-
rate location, or when he just needed a
friend. We had IEPs every year for 13
years, and in his last two years of high
school, Stephen conducted his own and I
was invited to attend. He graduated with
a B average.

There were surgeries—the spinal fu-
sion at age 6 when one of the staple holes
scabbed and he managed to work it into a
monumental and gaping wound. This was
resutured twice and his picking hand/arm
was put in a cast twice to allow healing. It

in the Lives of People With Prader-Willi Syndrome

by Betsy McCool, Poway, California

took four years to master that one!

There were the four years of Pro-
tropin [growth hormone] injections that
did increase his height and helped him
come closer to “being like everyone
else.”

There was the divorce of his parents
when he was 12 that put him on Prozac
for a short time. He was on it again his
senior year in high school to help him
with his obsessive-compulsive behaviors
and make life more workable for him
and those around him. I might note that
it worked very well for him and almost
immediately.

There were all the worries and
heartaches over a child with
no “after school” friends.
Lots of friends at school, but
no phone calls at home.
Teachers loved his ability to
stay on task, and his deter-

mination allowed him to do w

so. Teachers and adults
were favored as friends for
him.

And of course there were
the phone calls from school about han-
dling any given situation. “How do we
... 7 What dowe ... 77 When do we ...
7’ Some answers were easy; most were
not. Many times there was no answer at
all for we were charting new territory,
alone. One gets tired of saying “I don’t
know,” but that was the answer more
times than not. As Stephen got older, it
became the answer of choice. Then there
were the calls saying, “You need to do
something about this.” As if I wouldn’t
if I could. And of course, there was the
well-intended advice from others. Most
of it not even close to the mark. “Well, if
he were my child ... ,” “Have you tried
... 7 “If you’d only ... ” Well intended,
but painful. They missed the point that I
would do anything to help this child, but
there were few answers. Hardest of all

P

was a family that never really understood.
Some treated him as if he were retarded.
He was not. Some did not feel comfort-
able around him. It was known. Some
were inconvenienced when he was around
because of the care they had to take with
food. Some were embarrassed to be seen
in public with him as he got older and
larger. The pain of feeling a child be re-
jected by his own relatives is almost too
much to bear ...

As I mentioned, Stephen graduated
from high school with a 3.0 GPA, and he
wanted to go to college and become a vet-
erinarian (animals were always his best
friends). He not only wanted to go to col-
lege, but to go away to college. Well no,
this could not happen. It was
a ridiculous idea. He was de-
termined and took tests and
made applications. I was still
hesitant. No, let’s be honest, I
was totally opposed to this
idea, but Stephen was 19 and
I had no conservatorships.
None. And stood no chance
whatsoever of getting any—I
had checked. Life was not pleasant for a
time as we argued. Then I remembered
an article I read in The Gathered View
about a father who let his son determine
how he wanted to live his life and real-
ized that was what I need to do. Was it
easy? Not for a minute. Was it right? Ab-
solutely! Stephen got what he had always
wanted—a chance to be like everyone
else.

So he went off to a small junior col-
lege and experienced life on his own. I
would love to say it worked out well, but
it did not. Academically he did well. So-
cially not so well, but there were a few
good friends. Dietarily less successful,
even with help. He came home for Christ-
mas, and we had one of the best ones
ever. He insisted on going back to school,
so he did. Eighteen days later he went to
bed and died in his sleep. No warning.

The Gathered View
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Supporting

in the Lives of People With Prader-Willi Syndrome

Community Mapping:

Promoting Community
Participation, Contributions

In 1992, the Cuyahoga County Board
of Mental Retardation and Developmen-
tal Disabilities made a commitment to
residentially support individuals with
Prader-Willi syndrome. REM-Consulting
of Ohio, Inc., was chosen as the service
provider.

The first home for five people opened
in November 1994, followed by a second
home to support four individuals in
September 1995. Consistent in both
homes is the belief in and implementation
of sound clinical models, which result in
meeting individual needs while promoting
independence and offering choices.

he cornerstone of a successful
program is a well-trained and
empowered staff who imple-
ment programming with consis-
tency, yet offer and encourage individual-
ity and choice-making.
Even though people who happen to
have PWS must have many choices re-

by Mary Ziccardi,
Regional Program Director

stricted regarding food, a great number
of opportunities are still available that
promote independence and self-
expression. The staff and supervisors in
the programs in Cuyahoga County focus
on a person-centered approach. This is,
in part, accomplished through commu-
nity mapping, a person-centered plan-
ning process, where the individual, and
all those people important to him/her,
meet in a relaxed atmosphere to actively
plan and explore the path to helping the
person in achieving his/her goals and
dreams. Our role is to pave the way for
the person we support to lead the richest
and fullest life possible, focusing on the
gifts and capacities of the individual.

A function of the person-centered
approach is to assist the individuals to
participate in their communities through
pursuit of activities that are meaningful
to them. This planning process can help
guide all of us in helping the individuals
to find meaningful connections in their

Loss—Continued from page 4

The legacy he left in memories is amazing—indomitable spirit, faced adver-
sity head-on, tenacity, courage, faithfulness, diligence, willing to help, and on
and on. He experienced life to its fullest (more so than some who are not
handicapped)—running for student body office (he never won), homecoming
dance, senior prom, voting for the first time (he actually read all the informa-
tion he received so he would be prepared to cast his vote), becoming an Eagle
Scout. In the college newspaper they quoted him as saying, “Hurry up! I’'m
growing old back here” while in the lunch line. He packed as much into his
life as he possibly could.

He is gone now, but thought of often. We just celebrated the first Christ-
mas without him and recalled his enthusiasm for the season and the care he
put into each gift. There will be many memories both good and bad, but as
time goes on the good will outweigh the bad, and our “Stephen” memories
will inevitably produce more chuckles than tears.

Was it difficult being Stephen’s mom? You bet it was! Are there things I
wish I had done differently? Of course. But giving him the chance to fulfill
his dream is not one of them. A

REM-Consulting of Ohio, Inc.

communities. Some of the individuals
here have made significant contributions
to their communities. For example, one of
the young women belongs to the choir at
her church, while another lady has joined
a new church and regularly acolytes in
Sunday morning services. Similarly, one
person volunteers at the children’s mu-
seum, while another man loves to attend
community theater events. Al of these
activities are chosen by the individuals
and supported by the staff.

Another area in which choice is sup-
ported is regarding the person’s health
care. Being able to choose community-
based physicians promotes individuality
and dignity. Individuals’ preference for
appointment times are discussed with
them, and reminder cards or a calendar
help them remember previous commit-
ments, and avoid a “surprise” appoint-
ment. Opportunities are also made for as
much control as possible about medica-
tion administration. With supervision, the
individuals participate in self-medication
programs, and in some cases, initial that
they have indeed ingested the medication
or completed the treatment. Lastly, the
programs’ nurse has made a commitment
to teaching and certifying each individual
in basic first aid and CPR.

Evidence of the success of the pro-
grams in Cuyahoga County is in the inde-
pendence, increased self-esteem, im-
proved health, and community contribu-
tions that have been made by the individ-
uals receiving supports. Accomplish-
ments, both large and small, are cele-
brated and shared. Poor choices and less
than ideal days are quickly forgotten, and
positive choices and achievements are
consistently encouraged. The people who
live in these homes have proved that the
manifestation of a people-first and value-
based philosophy are independent, caring,
contributing members of our society. A
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Out of the Office

by Russ Myler, Executive Director

n this issue of The Gathered View we

are focusing upon “choices” made re-

garding people with the syndrome—

who makes them, what they are, and
whether we have the right to make those
choices for them.

Since I have been with the Association, this topic has been one of
the most volatile for parents and service providers alike. There are
strong opinions on both sides. I think both sides are right. (How’s that
for a position?)

I found a quote attributed to Dr. Suzanne B. Cassidy in an office
file the other day I think should be shared here:

My philosophy is just because someone says something, it
doesn’t mean that'’s the way it is. That’s their opinion ...
There is no law in PWS, and there are no absolutes, right
or wrong ways to do things.

In my 30 years of working with people I've learned that choices
made by one person for another can be enforced in only two ways:
coercion or cooperation. Parents or care providers may think they
have made their “decision” stick because the other person is willing to
cooperate and go along. When our children are small enough, we can
enforce our will with the use of coercion (“GO TO YOUR ROOM”),
but kids get bigger! The truth is that decisions are made in a relation-
ship. Relationship calls for discussion, sharing, caring, learning about
the other, and compromise.

My hope is that our exploring this topic will lead us all further
along in gaining the cooperation of one another in a relationship of
loving care.

See pages 4 to 9 for articles on the issue of choice and control
in the lives of people with Prader-Willi syndrome.
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1997 Calendar
April 30

National Prader-Willi Syndrome
Awareness Day, with activities through-
out the week of April 27-May 3

May 2-3

Fifth Joint Conference of PWSA of
New England and the Prader-Willi Al-
liance of New York, Crowne Plaza Ho-
tel, Natick, Mass. Keynote speaker: Mer-
lin Butler, M.D.; sessions on sensory in-
tegration, wills and estates, nutrition and
weight reduction, and a fitness program
for people with PWS. Call 1-508-238-
/825

July 1619

19th Annual PWSA (USA) Family
Conference and 12th Scientific Day on
PWS, Orlando, Fla. This year’s theme:
“Life Under the Palms.” See pages 3-5
for conference information.

October 16-18

Third Annual Prader-Willi Syndrome
Service Providers Conference,
Nashville, Tenn. Speakers: Merlin But-
ler, M.D., Ph.D., Ivy Boyle, M.D., and
others. Call 1-800-358-0682.

Note: The 18th Annual International
Conference on MR/DD, March 17-21 in
New York, features on March 17 a pres-
entation by Patricia Bruno: “Obesity
and Behavior Management: A Spe-
cialty Service Model for Adults with
PWS.” Call 212-563-7474, ext. 140.

National Newsletter of the Prader-Willi Syndrome Association (USA)

President’s Message

by Jerry Park

Quality of Life

he new year began, and with
it a renewed interest in the
planning aspect in each of
our lives. Each of us as
Prader-Willi parents views
our child or adult “growing up” in a dif-
ferent light and with very different con-
cerns. The parents of young children
quickly move from feeding problems to
dietary control; as our children age, IEPs,
proper schooling, and behavior manage-
ment are high on our lists.
When the person at-
tains adulthood, the next
obvious decision is the
proper professional care-
giver or a group home ar-
rangement. The transition
is dramatic from total de-
pendency on us to “inde-
pendent” living. It’s a diffi-
cult transition from always
assuming the person will
be “joined at the hip” to

The improvement
of life for our
children has been
the cornerstone of
Awareness Day.

“quality of life” Whit has achieved
through the wonderful caregivers of the
Rehab Institute has been immeasurable.

The changes we have to make for our
children are still our parental responsibil-
ity and always will be. The “freedom of
choice” issue now being debated, and
which we each will face, I feel does not
apply to our loved ones with Prader-
Willi. Whit, six months ago, did not care
how much he ate or gained before enter-
ing the Rehab. He now is proud of what
he has accomplished. We
as parents can establish
the parameters and let
our children have success
and failures as any nor-
mal child would experi-
ence. The responsibility
as parents is determining
what degree of “quality of
life” we so choose for our
child.

The improvement of

having someone else care for and manage life for our children has been the corner-

your child, possibly better than you can.
Our homes are usually not a controlled
environment, and with the best of cir-
cumstances our children with PWS will
take advantage of us.

Whit, our 13-year-old son, has been
in the Rehabilitation Institute of Pitts-
burgh and during his stay has lost 65
pounds, regained his self-image, and has
a much better perspective on life. The
separation has been emotionally difficult,
especially during the holidays, but the

stone of Awareness Day. It gives all of
us the renewed hope that today we can
make a difference. We cannot count on
the provisions we may leave or that gov-
ernmental assistance will be adequate for
the security and safe keeping of our chil-
dren. We must decide that today is vitally
important for Prader-Willi syndrome,
and every year Awareness Day should be
just that—a reason we become more
aware of the future and what we can do
about it today.
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Tazewell & Myrtle Banks

Stanley & Tina Baron

Doris Barrett (for daughter
Tiffany)

Daniel & Kate Beaver

Mr. & Mrs. James Bebrin
(for grandson Michael
Bebrin, age 63)

John & Marilyn Bintz

Stacy Bouilland

Mr. & Mrs. Henry J. Breneisen
(in honor of granddaughter
Erika)

Peter Browne

Lougene & Dave Burleigh

Bev & Bud Bush

Mary B. Carlson

Patty & Steve Casey and
Family

Bill & Judy Castle

Richard & Barbara Chase

Chase Manhattan Foundation
(matching gift from Ms.
Margaret M. Greer)

Sheila Cipriani

Thomas Ciulla

Diane Cohen

Catherine M. Cooley

Frank & Cecilia Dimarzio

Ray & Elsie Dorn

Mr. William O. Dorsey

Craig & Erin Dove

Karen Dove

Byron & Sharon Eager

Chris & Amy Evans

Mr. Jerry Fawbush Family

Lori Fay

Mr. & Mrs. John F. Folger

Donald & Carol Friend

G & B Living Centers

Mr. & Mrs. Levy C. Gales, Sr.

Jerry Gemar

John Gibson

Tom & Sandy Giusti

Jennifer Gomez

Louise R. Greenswag, Ph.D.

Karleen Griffiths
(for Noah Griffiths)

Steve & Loni Hamilton

Mr. Cornelius Hanley

Arthur & Carolyn Hannuksela

Mr. & Mrs. Matthew Hanrahan

Mrs. Hilmer J. Hansen.

Mr. John R. Harrington

Marie E. Harvey

C. M. Heidel

Mrs. Maria N. Henningsen

Dr. & Mrs. Randel D.
Hermans

Philip & Lori Hodgin

Maureen Holley

Don & Pat Horrigan

Agnes & Tom Hughes

Mary Lou James

Melissa Janquart

Edna L. Johansen

Charles & Barbara Johnson

E. Ray & Bonnie J. Johnson

Tom & Bonnie Jones

James & Susan Judge

James C. Karras, Sr.

Mr. & Mrs. Charles H. Keenoy

Frank & Louise Kokoszka

Richard A. Kral

Evelyn Krebsbach

Mr. & Mrs. Luis Kubichek

Mrs. Jeanne M. Langlois

Dr. James Lazarus

Velisa R. Lemmond

Ron & Terri Lesniak

Mr. & Mrs. Monroe Levy

Lincoln County, Combined
Campaign-Libby, MT

Edward List

Ruth & George Lockwood

Bob & Doris Luhman

R. Ellen Magenis

James & Aulga Mahar

Lin & Mike Marchitelli

Patricia A. Marciniak

Phyllis Martin

Patrick & Erin McCarthy

Debbie McDowell

Dianne McGuinness

Roy H. Meeks

Herschel E. Megown

Charles R. Merrill

Eugene Metzger

Natalie Milana

Phyllis S. Morgan

Frank & Fran Moss

Mr. & Mrs. George Mullen

Regina R. Murphy

Patricia Noland Myler &
Russell C. Myler

Michael L. Neff

Katie & John Nichols

Mark & Barbara Nunez
(for Noah Griffiths)

Lisa Oppenheim

Ray & Ruth Organ

Linda M. Panagoulis

Liberata Pantig-Felix (in mem-
ory of Russell Felix)

Mr. & Mrs. Allan Partridge, Jr.

Pathways, Inc. (in memory of
Michael Horbeek)

William & Linda Pearsall

Mary Peppas

Mr. & Mrs. Louis Pesce

Esther E. Pike

George & Kathleen Potter (in
memory of Theresa’s “Pop-
Pop” Joseph L. Mafso)

Ken & Ruth Prettyman

Mr. & Mrs. Robert F.
Redmond III

John & Mary Regester

Robin A. Revell

Wayne Richards

Deborah Riley
(for Noah Griffiths)

Natalie B. Saathoff

Mary L. Schneider & John
Beck

Susan M. Schoonmaker

Hazel B. Schuster

Mrs. Charles E. Schwartz

Mrs. Donald Seebach

Jane Shoemaker

Henry & Susanne Singer

Virginia K. Skelton

Elizabeth Slimak

George & Margaret Smith
(in honor of Lota & Dave
Mitchell)

Millard & Leona Smith

Richard & Darlene Smith

Roy & Marj Smith

Raymond Soffientini

Edwin & Theodora Sojka

Sandy Stone

Vivian H. Stowers

Charles & Kathy Stroup

Mr. & Mrs. Carroll Sunde

Mrs. James Tankovich

Travis & Anna Thompson

Stanley & Tracy Thorp, Jr.

Martha Trask

Mr. & Mrs. Andrew
Trentacosta

William & Athena Tsoules

Powell & Joane Underwood

Jan Van Dyck

Jean & Joe Van Tuyle
(for Beth La Bella)

Mr. & Mrs. Charles Wagener

Susan Wagner

Andrew & Gloria Walsh

Jacqueline Wassell

Jerri B. Watson

Gary & Carolyn Weakly

Adele & Fred Weinberg

Mrs. Emery Wertz

Barry & Lisa Whoric

Verle Wiita

John Williams Construction

William & Hope Willis

Mary Jane & Elwood
Wissmann

Paul & Amy Wissmann
(in honor of Mary Jane
Wissmann & Elwood
Wissmann’s birthday)

Ben & Lucille Yannelli

Mr. & Mrs. John J. Yoncha

Lynn Zankich

Other Donations

Patron Membership

($100 or more)
Donald & Peg Goranson, Jr.
Robert & Mary Gulick
Chris & Christy O’Gara

Contributing Member-

ship ($50-$39)
Enable Industries Inc.
Mrs. Ralph Ledoux
Peter & Trudie Lehman
Harry & Muriel Persanis
Roy & Marjorie Smith

Research Fund

Stu Boyd

Ruth & Hy Chausow (in honor
of Dr. Louise Greenswag’s
birthday)

Kathy, Louis & Donna Cillo
(in memory of Michael Hor-
beek)

Pamela F. Eisen (in memory of
Barry Eisen)

Sidney & Louise Greenswag
(in honor of Dr. & Mrs.
Hymen Chausow’s 50th
Wedding Anniversary)

Melissa Janquant

Eleanor Weiner

Operating Fund

Shirley & Hal Burnett (in
memory of Laurie Weiner)

Shirley & Hal Burnett (in
honor of Don Pearl’s 75th)

Dave & Lota Mitchell
(in memory of June Slater
Mitchell, Dave Boughter &
Ron Kauffman)

Louise & Len Robinson
(in honor of Tracy Nikolas’
3rd birthday)

United Way, Inc. (KPMG
PEAT MARWICK LLP)

In memory of Mollie “May”

Radinsky Katz:

James H. Ellis, P.D.

Eleanor, Lynn Mayorwitz &
Kathy Anderson

Shirley & Joe Rosenbaum &
Family

Stanley & Elaine Safron

Mary & Phyllis Vinyard

Conference Fund
John & Ruth Gibson

1996 Awareness Week
Prader-Willi Syndrome Associ-
ation of Connecticut
Prader-Willi Syndrome Associ-
ation of New Jersey
Prader-Willi Syndrome Associ-
ation of Wisconsin, Inc.

Prader-Willi syndrome (PWS) is a birth defect first 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, cogmtwe functioning, and behavior. The Prader-Willi Syndrome Association (USA)
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