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President’s Message

PWS
Awareness
Week

The Next Step to the ‘New Horizon’
Jerry R. Park, President, PWSA (USA)

It is time to begin our effort to focus on Awareness Week 1996. As co-
directors of this event, Board Member Gail Overton and I intend to build on last
year’s success in Washington and continue to make the event very important in
the growth of PWSA in your state.

Apr" 12999-6M ay 4 We and the board of directors have developed goals for this year that will

solidify the partnership of National and the state chapters. National success de-
pends on your success at the state level, and Awareness Week is the cornerstone.

A New Horizon for The Awareness Week theme will continue to be “A New Horizon for Prader-

Prader-Willi

Willi Syndrome,” but our 1996 focus is awareness at the state level through your
legislature and membership recruitment.

Syndrome As appropriations begin to flow from Washington to the states through your

legislators, block grants, or a form of State Health Care Alliance/Authority, you

need to know who to contact in your state. Together, we are going to focus on
your capital, your legislators, and to raise public awareness in your government.

“« We cannot be passive and assume that funds will always be available for your
E aCh Of us child and his or her provider, medical expenses, and specialized schooling. We
must go forward as Aware Advocates!
wan tS t o The National Association needs state chapters for the expansion of funding

through awareness. Our fund-raising efforts this year take on greater signifi-

Cont Tl Ibu te’ and cance, and planning is a key element in that process. Our goal is to raise $25,000

for the National Association through a 60/40 split, with chapters keeping 60 per-

A wareness cent of the funds they raise.

In the final analysis, what should Awareness Week represent to all of us?
And what should we expect? Each of us wants to contribute, and Awareness

Week g Ives us Week gives us that opportunity. We all want to tell the world so they will under-

stand our situation and contribute generously, and we have that opportunity. We
th a t need the medical community to understand Prader-Willi so the next birth will be
quickly identified, and the family can benefit from early intervention.

. 1
Opport uni ty We all can take a great deal of pride in our accomplishments during the first

Awareness Week, but let’s be able to look back on Spring of 1996 and say we
took the next step toward “A New Horizon for Prader-Willi Syndrome.”
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Out of the Office

by Russ Myler, Executive Director

Our membership application form and the
membership renewal card include a space for vol-
unteering yourself for the “Sharing List.” This
vital component of the life of the Association has
made a major difference in the lives of so many.
The Sharmg List means you will give your support to another family learning
to live with the syndrome, just as you are. This integral part of the family
support network does not require your being a counselor or therapist, just a
friend facing many of the same issues. Many of you have chosen not to be on
the sharing list because you feel you don’t know enough to be on the list. Be-
lieve me, as a parent you know better than anyone what kind of support is
needed. This list is designed to help parents support parents, relatives to sup-
port relatives.

This year more than 130 families with a child diagnosed with Prader-
Willi syndrome discovered PWSA (USA). Of those, 106 have chosen to join
the Association. That means that almost 10 percent of our parent members
are new to us as well as to the syndrome. All of us know just how much these
persons need what PWSA (USA) has to offer—support and information.

The Sharing List members need you to help in sharing experiences, pass-
ing along tips about what has worked (or not) for you, and providing support
and strength to others.

Next time you renew your membership, please consider checking the
“Sharing List” box. Our new members could use your help.

Nominations for Board of Directors

For the July 1996 elections, the Nominating Committee requests that the
names of members interested in, or recommended for, a seat on the PWSA
(USA) board of directors be submitted to the committee no later than April
29, 1996. Recommendations should include a brief description of the mem-
ber’s qualifications to serve on the board. Please mail, fax, or e-mail rec-
ommendations to the attention of the Nominating Committee Chair, c/o
PWSA (USA) at the address or fax number shown below.

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.

Editors: Linda Keder, Silver Spring, Md.
Lota Mitchell, M.S.W., Pittsburgh, Pa.

Communications regarding The Gathered View or PWSA membership should be directed
to the national office of PWSA (USA), 2510 S. Brentwood Boulevard, Suite 220, St.
Louis, MO 63144-2326. Telephone 1-800-926-4797, or (314) 962-7644 in the St. Louis
area. Fax (314) 962-7869. E-mail: pwsa usa@aol.com.
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Wednesday, July 17
§ Scientific Day
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(//?&’THE LIGHT@

July 18-20, 1996

Chapter Presidents’ Meeting
Conference Registration
Evening Social

The lights are shining brightly as we confirm our plans for the 18th Annual PWSA-US
National Conference in St. Louis, July 18-20. We have added some new topics and made a
few schedule changes which will be interesting to our first timers as well as veteran
attendees.

Plan to arrive early so you can take advantage of a St. Louis tour offered by Regency Travel.
You will be able to visit the famous St. Louis Gateway Arch and a bus tour of other sights
around town. More information will be in your conference packet.

The Youth and Adult Activity Program (YAAP) will be divided into age categories. Thursday
provides a seminar format for our adults with PWS and different activities for the younger
groups. The YAAP will travel to the Magic House Thursday evening, while the parents will
have an opportunity to try their luck at the St. Charles Casino. Both of these activities are free
of charge, but preregistration is required. Friday, the YAAP will visit area sights of interest to
all ages. As in the past, we will provide child care for the infant-to-age-5 group.

A primary change to this year's agenda is the Service Providers' Seminar. It will be held on
Thursday instead of Wednesday. This is separate from the general conference schedule.

The conference packet is scheduled to be mailed in early March. You can make your hotel
reservations now by calling Pat Mann, Regency Travel, 1-800-784-7581 or 314-725-7581.

The Missouri chapter looks forward to being your host this year and hopes you are planning
to attend. If you have any questions, feel free to contact either of the co-chairs: Paula
Kollarik, 314-523-7350, ext. 7401 (work), or Jerri Evetts, 314-391-7118 (home).

Thurs.-Sat, July 18-20
Conference Sessions
Service Providers' Seminar
General Membership Meeting @
§ A

Y
.
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Con ference Grants Available Grant application letters must include:

PWSA (USA) offers grants to families who want to at-
tend the national conference but cannot afford the ex-

pense. Application should be made by letter to the Exec- in dealing with PWS;
utive Director, PWSA (USA), 2510 S. Brentwood Blvd.,
Suite 220, St. Louis, MO 63144-2326, and must be re-

ceived at the national office by April 29 to be consid- lodging); and
ered. Decisions on grant applications are made by
PWSA’s Conference Grants Committee. PWSA national conference.

2. an indication of your income and expenses;

1. the size of your family and age(s) of your child(ren);
3. a brief summary of difficulties your family is experiencing

4. whether your family would need all conference expenses
paid or only some expenses (€.g., just transportation or

5. whether anyone in your family has attended a previous
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Research

A New Procedure for Tissue Donation
to Support Research on Prader-Willi Syndrome

Several times in recent years, The Gathered View has told
PWSA members of the need for human tissue donations from
individuals with Prader-Willi syndrome to further the cause of
PWS research. Brain tissue, in particular, is critical to re-
searchers who are trying to learn why PWS causes dysfunction
in the brain and whether new treatments might be developed.
To be useful to researchers, brain tissue must be obtained
within hours of a person’s death, requiring a prompt decision
from the family and a major coordination of effort.

Some families will find this difficult to contemplate, in the
same way that some feel they could not consider donating or-
gans for transplant when a loved one dies. However, other fam-
ilies find that such a donation gives greater meaning and pur-
pose to the life of their loved one with PWS. When one such
family tried to arrange a tissue donation last spring at the time
of their child’s death, it became clear to PWS researchers and
the many others who became involved that a procedure was
needed to simplify the process and reduce the burden on a
grieving family.

In the months that followed, members of the PWSA Scien-
tific Advisory Board developed such a procedure in conjunction
with the Brain and Tissue Banks for Developmental Disorders,
two centers that are funded by the National Institutes of Child
Health and Human Development specifically to register donors
and to collect, preserve, and disseminate tissue for research.
PWSA’s scientific advisors will assist families with the deci-
sion to donate, as needed, and will make recommendations re-
garding use of the PWS tissue in specific research projects.

The Procedure in Brief

The Brain and Tissue Banks, located at the University of
Maryland in Baltimore and the University of Miami in Florida,
will preregister individuals with PWS whose families would
consider making tissue donations. In addition to brain tissue,
other bodily tissue can be helpful to PWS researchers and could
be obtained, with the family’s or individual’s permission, at the
time of a planned surgery or biopsy for medical reasons.

Both banks have 24-hour, toll-free phone numbers that fam-
ilies can use to get information and counseling about tissue do-
nation and to arrange for tissue collection in advance of a medi-
cal procedure or in the event of death of the registered family
member. Even if a family has not preregistered, an immediate
call to the nearest tissue bank may make possible a tissue dona-
tion in the event of sudden death of the loved one with PWS. In
general, the Maryland bank will serve donors in the northern
half of the United States, and the Florida bank will serve the
southern half. Families may call the banks directly, but those
who are unsure which bank to call or who wish to speak with a
PWSA scientific advisor first should call the office of David

Ledbetter, Ph.D., at the National Institutes of Health and speak
with either Dr. Ledbetter or Ann C.M. Smith, M.A., a genetic
counselor who is coordinating the procedure for PWSA.

Some Reassurances

Tissue donation and the death of a loved one are not easy
things to consider. Many questions may come to mind, most of
which can be answered by a phone call to the Brain and Tissue
Bank counselors or to Dr. Ledbetter’s office. Families should
be assured that, given the sensitive nature of their task, the
Brain and Tissue Banks have set as their highest priority “the
emotional and physical well-being of the families and individu-
als” with whom they interact. Families who call for information
are not pressured to register. Time is taken to inform everyone
involved of the purpose and process of tissue donation. Donor
information is kept in strictest confidence. And registration 1s
not an absolute commitment to make the donation; only the next
of kin at the time of the person’s death can give final permis-
sion for tissue retrieval.

Key Telephone Numbers

To obtain information about tissue donation and advance
registration or to report the death or impending death of a
family member with PWS:

Northern half of the United States
1-800-847-1539

Brain and Tissue Bank for Developmental Disorders
Sally Wisniewski, B.A., Project Coordinator
University of Maryland
Department of Pediatrics, Rm. 10-035 BRB
655 West Baltimore St.
Baltimore, Maryland 21201-1559

Southern half of the United States
1-800-592-7246

Brain and Tissue Bank for Developmental Disorders
Elsa Robinson, R.N., Project Coordinator
University of Miami
Department of Neurology (D4-5), 708 The Gautier Bldg.
1011 N.W. 15th St.
Miami, Florida 33136

For guidance on which bank to call or to speak with a
PWSA scientific advisor:
David Ledbetter, Ph.D., or Ann C.M. Smith, M.A.,CGC
National Institutes of Health
Bethesda, Maryland
(301) 402-2011
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Alert to Parents and Caretakers of Individuals with PWS'!

You can help develop a valuable new tool
for measuring effectiveness of treatments—
The ‘Prader-Willi Behavior Rating Form’

Russell Gardner, Jr., M.D., a psychiatrist at the University of Texas Med-
ical Branch in Galveston, wishes to evaluate therapeutic interventions in pa-
tients with PWS. Treatments may be either undervalued or overvalued unless
systematic and scientific work to measure their performance is done in the
PW population itself. To assist in doing this, Dr. Gardner has composed the

35-item Prader-Willi Behavior Rating Form with the help of Scott Raynaud, |

a psychologist from Texas Children’s Hospital in Houston and Janice
Forster, a psychiatrist from the Rehabilitation Institute of Pittsburgh.

The investigators have designed the questionnaire to measure typical be-
haviors of the syndrome, aiming at the behavior profile of the month just
passed. Thus, when an intervention such as a medication is tried, the instru-
ment should register any syndrome-related changes that occur.

Thanks to the cooperation of parents and caregivers at the Seattle meeting
of the PWSA (USA) in July 1995 and those who make monthly visits to
Texas Children’s Hospital in Houston, 95 patients have been rated and a total
of 162 questionnaires received. (Some patients were rated by two parents or
caregivers, and some were rated at two points in time by the same person.)
Results show the test to be internally reliable, but the researchers still need
many more ratings to check the reliability of the instrument’s subcomponents.

People who have already filled out the form don’t need to respond to
this further except to tell other parents or caregivers how simple the form is
and urge them to participate.

If you answer Yes to the following questions, please let Dr. Gardner
know that you wish to participate in this important research:

= Are you the parent or other caregiver of a patient with PWS?

= s the patient 6 or more years old?

= Are you in reasonably close contact with his or her behavior?

= Has this contact happened over the last month?

= Are you willing to answer 35 questions about the individual’s behavior?

The investigators are sensitive to the confidentiality requirements of com-
munity facilities and stress that the actual name of the patient is »of re-
quired—only the birthdate, sex, and a coded identifier to prevent inadvertent
duplicate responses.

Please contact Dr. Gardner by mail, phone, FAX or e-mail to request
the Prader-Willi Behavior Rating Form. If two parents or caregivers are will-
ing to participate, please request two forms and indicate who will be complet-
ing them.

Russell Gardner, Jr., M.D.

Department of Psychiatry and Behavioral Sciences
4.450 Graves Building (D28)

University of Texas Medical Branch

Galveston, TX 77555-0428

Phone: (409) 772-7029

FAX: (409) 772-6771

E-mail: rgardner@utmb.edu

cientific Day 1996

PWSA has mailed information

and the annual call for papers

concerning the 11th Annual

Scientific Day, July 17, 1996. The

Scientific Day is devoted to the

presentation of new research on

Prader-Willi syndrome and is

open to all interested

professionals.

If you know of any professionals

who should be added to the

mailing list for Scientific Day

information, please call the

national PWSA office at 1-800-

926-4797.

NY-New England
Conference
April 26-27, 1996

The Prader-Willi Alliance of New
York, Inc., and the Prader-Willi
Syndrome Association of New
England, Inc., will hold their 4th
annual joint conference in
Albany, N.Y., on Friday, April 26
and Saturday, April 27, 1996.

The conference will be held at
“The Desmond” hotel, located
at 660 Albany-Shaker Road,
Albany, New York 12211.

Room costs are $89 per night,
and reservations may be made
by calling (800) 448-3500.

Additional information about the
conference and lower-cost
rooms may be obtained by
calling (800) 358-0682.
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Diary of a Placement

Belore

April 24, 1995: 1:15 a.m. The
phone rang, awakening me. A
nice man (thank goodness!)
said he had just put our
daughter Julie on the trolley
(two miles from our house)
into Pittsburgh. She told him
she was 25 and going to see
her boyfriend (both true), but
he, dubious, got enough infor-
mation to find our number. At
2:00 a.m. I picked her up
alone in downtown Pittsburgh.

April 25: 1 called her case
manager, Kathy, to relate this
latest escapade, as I have been
doing for the past year to un-
derline the need for residential
placement. In the last episode
two months ago she found an
unlocked door at 5:00 a.m.
and raided a neighbor’s
kitchen. The neighbor thought
it was a burglar and called the
police. When the policeman
learned that what had been
taken was yogurt, raisins, and
two pieces of pizza, he asked:
“Does Julie Mitchell live
around here?” Why don’t we
put in a security system? Be-
cause she says she’ll rip it out
of the wall.

April 27: Kathy called back.
There is no chance of place-
ment in our county for another
year. Even then there might
not be a provider who’s will-
ing to take on such a “difficult
diagnosis” (sounds like they
finally got the picture). Would
we be interested in Keystone, a
provider in eastern Pennsylva-
nia, 5% hours away, which has

May 8: I’'m struggling with
ambivalent feelings—the dis-
tance vs. my exhaustion with
trying to keep her safe from
food and now from the noc-
turnal wanderings. Empty
candy wrappers under her
pillow—how does she get
them? Except for nighttime,
she is supervised constantly.
I have a philosophy that ev-
erything that happens to us is
a process. We build up to an
event or we adjust to one
that’s happened or both;
nothing stands alone. I have
been in a “chronic” (so to
speak) process anticipating
her entering a group home
since she was 12. Now the
process is “acute.”

May 13: We visited Key-
stone. There are two houses
for PWS situated on a lovely
73-acre campus near the
Pocono mountains with a
pond, wild geese who have
moved in to raise a family,
two swimming pools, and
much open space. The staff,
who seemed caring and
knowledgeable, described a
host of activities available to
the residents—great for Julie,
who always wants things to
do. The residents have all lost
weight. Julie liked it. On the
trip home I mused I must
treasure her time left at
home. I thought of the good
times together, the company
she is for me, the help she
provides, our nightly double
solitaire games.

May 14, Mother’s Day: Julie
had a card and made gifts for
me at craft night. The morn-

by Lota Mitchell, M.S.W.

yesterday turned into wonder-
ing if I can stand it until she
goes.

May 15: 1 called Kathy to go
ahead with Julie entering
Keystone. Spome ambivalence
remains, but there is more of
the letting go, a feeling of
relief that I won’t have to
maintain this vigilance for-
ever, that I can turn over this
huge responsibility, that there
is at last light at the end of
the tunnel.

May 29: Memorial Day
Weekend, and a good one.
Julie helped with every-
thing—folding laundry,
putting it away, cleaning up
under the deck outside. She is
to enter Keystone Labor Day
weekend. I want August to be
special, after she returns from
eight weeks at Camp Sky
Ranch in N.C.

June 10: 1 put her on the
plane to N.C. with relief, so
glad to see her go after an
awful week which started
with the issue of candy bags
for the kids at our neighbor-
hood block party. Julie does
not have hour-long or even
daylong tantrums; hers can
last for days and days.

July: Friends at the PWSA
national conference asked
how I felt about Julie leaving
home, and I tossed off
blithely, “No problem! That
week before camp took care
of all my ambivalence!”
However, we have received
many pleasant letters from
her, memory of the disastrous
week has faded, and I look

(Later I read a newspaper fea-
ture about parents imagining
wonderful togetherness the
last month before their kids go
off to college—and how it sel-
dom happens.)

Occasionally I muse about my-
self. I’ve managed to maintain
a fulltime, satisfying job, but
often I’ve marveled at the free-
dom of my contemporaries
whose children are grown. I'm
not down to the “Get a life!”
level, but I puzzle over what I
will do with my new-found
freedom.

August 13: Julie came home
Aug. 4, and she was
great—for four days. Then
came the issue of taking a
walk by herself when all the
neighborhood garbage cans
were at the curb for pickup,
followed by another miserable
week of sullenness, defiance,
and taking off to who-knows-
where and sneaking back in
long after dark. If I had an-
other year of this ahead of me,
I don’t think I could last. So
much for the wonderful month
of August.

August 20: 1 wonder if Julie is
feeling some tension and anxi-
ety underneath, even though
she says she is excited and
wants to go. This will be a big
change for her, too.

As we go from good days to
bad days and back again, my
ambivalence, which I am star-
tled to find still with me, ebbs
and flows, too. However,
there’s no ambivalence about
the decision. I know I can no
longer keep her safe from ei-
ther food or the dangers of her

a specialized program for ing was great, but in the af- ) f night wanderings. It is instead
PWS? Five and a half hours!! | ternoon she became a PW forward to her being home in |, orjeving which pops up

Her father and I were stunned. | crab. The good thoughts of August. when I least expect it.
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August 24: While I was dis-
tracted, Julie polished off the
rest of the Caesar salad
tonight. I normally would
have reacted, since I’ve battled
so hard to keep her 4'9" body
down to 112 pounds, but in-
stead ... I shrugged. I find I
am not nearly as careful about
her food intake, knowing that
this will shortly be taken over
with much more control that I
can possibly exert.

Sept. 1: Tomorrow is the Big
Day. The week reminds me of
the little girl with the curl in
the middle of her forehead:
“When she was good, she was
very, very good, but when she
was bad, she was horrid!” I
have been an emotional pen-
dulum, swinging wildly in re-
sponse to her behaviors, at one
moment wishing Sept. 2
would hurry, at another dread-
ing its arrival.

Alter

Sept. 2: When our van turned
homeward, I tried to sort out
my jumbled feelings. Only one
was clearly defined, and it was
hope—hope that Julie will be
happy and contented in her
new home into which she and
her hamster, Brownie, seemed
to settle so quickly. Tears
welled up off and on, but
never overflowed until I
walked in my front door. Then
they came in torrents. This is
what we had looked forward
to; I had no idea it would hit
me so hard.

Sept. 3: The boulder of re-
sponsibility which has sat on
my shoulders for so long is
gone, but what is left feels to-
day like emptiness, not free-
dom. I don’t yet fit my new
identity: “mother, retired.”
Even though I love my work, I

am like most women in that it
does not define who I am. I'm
certain I will come to enjoy
this new life, but I also know
that when any change comes,
one must mourn What Was
before one can fully participate
in What Is. I am not ready yet
to appreciate having the locks
off the fridge and pantry and
the sugar bowl in the middle
of the breakfast table.

I wonder if I would be feeling
differently if Julie were on the
other side of the county in-
stead of the other side of a
very wide state. I wonder if my
feelings are like those of other
mothers, and fathers, too, who
have taken their child with PW
to a home away from home. I
wonder if those reading this
who have had the experience
would write about what it was
like for them. This is my invi-
tation to those of you who
have, so that others who will
someday go through it may be
a little better prepared and
know what to expect. What
was it like for you?

By the end of seven days I was
indeed enjoying having no
locks, being able to come and
go as I wished, and not worry-
ing about little house noises in
the night because it wasn’t
Julie sneaking in or out. For
several weeks I OD’d on my
freedom and was out every
night like a college kid out
from under the parental
thumb! In late October Julie
came home for a weekend. 1
was delighted to see her, it
was a pleasant three
days—and it was fine with me
when she went back. Julie was
most happy to come
home—and most happy to re-
turn to her new home. For all
of us, the new life is good.

Julie in front of her residence, “Aspen
House,” September 1996

My name is Julie Mitchell, and I have Prader-
Willi syndrome. Like all the other ones do. My age
is 25 years old. I used to live at home, going to work
and going to school.

But now I live in this group home in Keystone
which is near Scranton, Pa. That’s kind of out in the
country with no access to food. It’s for Prader-Will
but a lot of other disabilities, too. We live on a big
campus with log cabin houses all around it that we
live in. There’s a cafeteria for people that go to work
on campus which you would call workshops. We
dance in there, too, or have parties. There’s an office
with a nurse’s office in it. Two lakes where they
could go fishing and boating. We also have a lot of
geese that hang around. They will go out in middle
of the road. But they move out of the way. Different
buildings you go to, have picnics there at picnic
tables.

My house has seven Prader-Willi’s in our group
home. It’s called Aspen. Six girls and one boy.
[Note: There is another house called Spruce with
all males, making a total of 16 residents with PWS.]
Pam and Candace are my roommates. The other
three girls are roommates. Jim has a room to himself
so there’s three bedrooms plus living room and
dining room where we eat our meals. What I like
about living here is I have people to play with, go
places together, and do things together.

We play Spit, card games, board games, or
whatever in evening. We do that with the staff. The
staff takes us to the movies, to the mall, shopping,
bowling on Fridays, the library, places for
Halloween, K-Mart and WalMart to get supplies, or
anywhere to have fun.

But the really best or two best things I like
about it is that I have friends and staff to play with,
go places with, and do things with. So we can be
together and kept busy.
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From the Home Front

Encouraging Words on Estrogen
and Early Intervention

Robyn was diagnosed with PWS when she was 4
years, 9 months. Today, at age 19 years, 9 months, Robyn
is 4'10" and maintains a weight of 117! This is partly due
to the hard work of Devereux in New York, which care-
fully monitors her caloric intake and exercise. When she is
home on vacation, I do not need to lock food since she has
been used to limited food intake throughout her life. (A
wise pediatrician told us to monitor her caloric intake as a
toddler.)

In addition, Robyn began getting her period at age 18
with the help of low-dosage estrogen. A recent sonogram
revealed normal-sized ovaries but a small uterus. During
an endocrine evaluation, she produced no estrogen. This,
along with a bone density study that revealed 35 percent
bone loss at age 18 prompted the treatment with estrogen,
which brought on a “period.” She is currently being cycled
with LoOrval and visits the gynocologist for regular pap
smears. (She loves this doctor and was very cooperative, to
my delight!)

An unexpected blessing that came along with the hor-
mones was the development of breast tissue (AA cup) and
a more womanly figure. Her self-esteem also gained a
boost with the weight loss of 10 1bs. (I thought these pills
would make her gain weight.)

Please share this information with others.

Maxine Geller
Baldwin, New York

Attention, Teachers!

Donna Jones, a teacher in northern Canada, wishes
to communicate with other teachers of children with
PWS. Donna teaches a Life Skills Resource
Program and has a 7-year-old student with PWS, a
boy named Sidney.

In addition to looking for a professional exchange,
Donna would like to find a pen pal for Sidney.

Computer users can reach Donna at her e-mail
address: djones@YKnet. YK.CA

Interested teachers who do not use e-mail can
respond to Donna via the national office: PWSA
(USA), 2510 S. Brentwood Blvd., Suite 220, St.
Louis, MO 63144-2326.

Tamra
at 124 Ibs.,
November

1994 (left), and
at 84 Ibs. in
October 1995
(right).

Conquering Sleep Apnea

Editor’ note: Jim and Tammy Russell sent these pho-
tos of their daughter, Tamra, who was born in 1984 and
diagnosed with PWS at age 4. By November 1994, Tamra
weighed 124 pounds, was snoring and wheezing at night,
taking naps, and wetting a lot while sleeping. A friend
with a child with PWS told them these symptoms were
common with apnea. That month Tamra entered a sleep
study test, which showed she had central apnea. She was
put on medication (Theolair, 300 mg), and her parents
became convinced they had to get her weight down. They
decided to put Tamra on a low-fat diet,which became an
experience for the whole family, learning to read food la-
bels, etc. Within a month she had lost six pounds and was
much more active, taking fewer naps and learning more
because she seemed more focused. Over the next year, the
family’s efforts really paid off. Jim and Tammy write:

Tamra eats three (low-fat) meals a day and at 7:00
every night she has her snack, and she will remind you ...
Food is the first thing on her mind in the morning and the
last thing she mentions at night. We’ve learned, though, to
let her know that this is the way it’s going to be, to be firm
and not give in, even though she’s charming. We love her
too much.

It has been almost one year, and Tamra has lost 40
pounds—we are so proud of her. She is off her medication
and doing just great. So much more of Tamra has been
brought out with this weight loss that it’s exciting.

What we are trying to say is that apnea seems to be
very common in children with PWS, that we as parents
have to at least rule it out, and that it seems weight can be
controlled. I say that lightly because we know how hard
this is, but constancy pays off and so do locks.

We truly look forward to The Gathered View. It’s so
comforting to know we’re not alone.

Jim, Tammy, Scottie, and Tamra
Prior, Oklahoma
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Research

Articles About PWS Published in 1995—Part 2

Last June, The Gathered View listed journal articles concerning Prader-Willi syndrome that had been published in the
first half of 1995. Following are additional listings through December 1995.

MEDICAL

Butler, M.G., Levine, G.J., Le, J.Y., Hall, B.D., & Cassidy, S.B.
(1995). Photoanthropometric study of craniofacial traits of individuals
with Prader-Willi syndrome. American Journal of Medical Genetics,
58(1), 3845.

Ehara, H., Ohno, K., & Takeshita, K. (1995). Frequency of the Prader-
Willi syndrome in the San-in district, Japan. Brain & Development,
17(5), 324.

Holland, A.J., Treasure, J., & Dallow, J. (1995). Characteristics of the
eating disorder in Prader-Willi syndrome: implications for treatment.
Journal of Intellectual Disability Research, 39(p 5), 373.

Itoh, M. (1995). Effects of mazindol in two patients with Prader-Willi
syndrome. Pediatric Neurology, 13(4), 349.

Kamel, A., Margery, V., Norstedt, G., Thoren, M., Lindgren, A.C.,
Bronnegard, M., & Marcus, C. (1995). Growth hormone (GH)
treatment up-regulates GH receptor mRNA levels in adipocytes from
patients with GH deficiency and Prader-Willi syndrome. Pediatric
Research, 38(3), 418-21.

Livingston, F.R., Arens, R., Bailey, S.L., Keens, T.G., & Ward, S.L.
(1995). Hypercapnic arousal responses in Prader-Willi syndrome.
Chest, 108(6), 1627-31.

Salako, N.O., & Ghafouri, HM. (1995). Oral findings in a child with
Prader-Labhart-Willi syndrome. Quintessence International, 26(5),
33941.

Vgontzas, A.N., Bixler, E.O., Kales, A., & Vela-Bueno, A. (1995).
Prader-Willi syndrome: effects of weight loss on sleep-disordered
breathing, daytime sleepiness and REM sleep disturbance. Acta
Paediatrica, 84(7), 8134.

Wang, X., Norose, K., & Segawa, K. (1995). Ocular findings in a
patient with Prader-Willi syndrome. Japanese Journal of Opthal-
mology, 39(3), 284.

Warmock, J.K., Clayton, A .H., Shaw, H.A., & O’Donnell, T. (1995).
Onset of menses in two adult patients with Prader-Willi syndrome

treated with fluoxetine. Psychopharmacology Bulletin, 31(2), 239-42.

Young, L.D. (1995). Diagnosing Prader-Willi syndrome. The Lancet,
345(8965), 1590.

GENETICS

Abeliovich, D., Dagan, J., Wemer, M., Lerer, L, Shapira, Y., &
Meiner, V. (1995). Simultaneous formation of inv dup (15) and dup
(15q) in a girl with developmental delay: origin of the abnormal
chromosomes. European Journal of Human Genetics, 3(1), 49-55.

Butler, M.G. (1995). High resolution chromosome analysis and fluores-
cence in situ hybridization in patients referred for Prader-Willi or
Angelman syndrome [letter]. American Journal of Medical Genetics,
56(4), 420-2.

Christian, S.L., Robinson, W.P., Huang, B., Mutirangura, A., Line,
M.R., Nakao, M., Surti, U., Chakravarti, A. & Ledbetter, D.H.
(1995). Molecular characterization of two proximal deletion break-
point regions in both Prader-Willi and Angelman syndrome patients.
American Journal of Human Genetics, 57(1), 40-8.

Crolla, J.A., Harvery, J.F., Sitch, F.L., & Dennis, N.R. (1995).
Supernumerary marker 15 chromosomes: a clinical, molecular and
FISH approach to diagnosis and prognosis. Human Genetics 95(2),
161-70.

Deal, C.L. (1995). Parental genomic imprinting. Current Opinion in
Pediatrics, 7(4), 445-58.

Gillessen-Kaesbach, G., Robinson, W., Lohmann, D., Kaya-Westerloh,
S., Passarge, E., & Horsthemke, B. (1995). Genotype-phenotype
correlation in a series of 167 deletion and non-deletion patients with
Prader-Willi syndrome. Human Genetics, 96(6), 638-43.

Jaunch, A., Robson, L., & Smith, A. (1995). Investigations with
fluorescence in situ hybridization (FISH) demonstrate loss of the
telomeres on the reciprocal chromosome in three unbalanced
translocations involving chromosome 15 in the Prader-Willi and
Angelman syndromes. Human Genetics, 96(3), 345-9.

Lovell-Smith, C.J., Watt, A.J., & Gardner, R.J. (1995). A new genetic
test for Prader-Willi and Angelman syndromes [letter]. New Zealand
Medical Journal, 108(999), 179.

Luke, S., & Verma, R.S. (1995). The genomic sequence for Prader-
Willi/Angelman syndromes’ loci of human is apparently conserved in
the great apes [letter]. Journal of Molecular Evolution, 41(2), 250-2.

Reed, D.R., Ding. Y., & Price, R.A. (1995). Human obesity does not
segregate with the chromosomal regions of Prader-Willi, Bardet-
Biedl, Cohen, Borjeson or Wilson-Turner syndromes. International
Journal of Obesity and Related Metabolic Disorders, 19(9), 599.

Robinson, W.P., & Lalande, M. (1995). Sex-specific meiotic recom-
bination in the Prader-Willi/Angelman syndrome imprinted region.
Human Molecular Genetics, 4(5), 801-6.

Schad, C.R., Jalal, S.M., & Thibodeau, S.N. (1995). Genetic testing for
Prader-Willi and Angelman syndromes. Mayo Clinic Proceedings,
70(12), 1195-6.

Wenger, S.L. (1995). Sister chromatid exchange in Prader-Willi
syndrome families. Clinical Genetics, 48(3), 167.

Wenger, S.L., & Cummins, J.H. (1995). Fluorescent in situ hy-
bridization for evaluation of Prader-Willi and Angelman syndromes
[letter]. American Journal of Medical Genetics, 57(4), 639.

PSYCHOLOGY & BEHAVIOR

Clarke, D.J., Webb, T., & Bachmann-Clarke, J.P. (1995). Prader-Willi
syndrome and psychotic symptoms: report of a further case. Irish
Journal of Psychological Medicine, 12(1), 27.

Demb, H.B., & Papola, P. (1995). PDD and Prader-Willi syndrome
[letter]. Journal of the American Academy of Child and Adolescent
Psychiatry, 34(5), 539-40.

Dykens, E., & Cassidy, S.B. (1995). Correlates of maladaptive behavior
in children and adults with Prader-Willi syndrome. American Journal
of Medical Genetics, 60(6), 546.

LR R 4

(Sources: MEDLINE, National Library of Medicine, and Uncover
database, Colorado Alliance of Research Libraries. Note that listings
with a single page number may be longer than one page.)

Editor’s note: This listing does not include articles in languages
other than English nor articles in Prader-Willi Perspectives, a quar-
terly journal devoted to PWS. For an index to Prader-Willi Perspec-
tives, contact Visible Ink, Incorporated, at 1-800-358-0682.
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The Trail to Eagle

by Angus MacDonald
Redmond, Washington

Angus MacDonald writes that he hopes this article
about his son’s travels up the trail to Eagle Scout will be
an encouragement to other young people with Prader-
Willi syndrome.

Craig began scouting at the age of 6 as a Tiger Cub.
With the help of wonderful leaders and his family, Craig
moved up to Cub Scouts. Craig’s mom served as an assis-
tant den mother for his Cub Scout troup. Having Mom in-
volved helped Craig with his decisions during meetings.
Craig worked hard to accomplish his requirements and fi-
nally crossed the bridge to become a Boy Scout. His troop
leaders were wonderful, taking him on campouts and trying
to keep him away from the food. As time went on, Craig’s
dad had to attend all the campouts with him. It was not fair
to ask the leaders to take on the extra burden of watching
Craig without help from home.

It was not always easy for Craig, as many people did
not understand the impact of PWS on endurance, strength,
and social maturity. Craig’s fellow scouts were mixed in
their kindness and understanding. He experienced a lot of
hurts to his ego, but his spirit was strong. Craig did his best
to do his part in work projects and sell-a-thons. He loved
feeling a part of the troop. He especially liked wearing his
uniform. Craig’s dad was in the Navy, and the scout uni-
form seemed to be a way he could be like Dad. He would
always salute anyone else in a uniform when he had his on.

When Craig was 12, we moved back to Redmond,
Washington. We called the local scout troop to discuss
Craig’s joining their troop. The troop leader, John Hardy,
and his son came to our home to talk with Craig and us
about his participation in their troop. We attempted to ex-
plain the effects of PWS. John was totally receptive. He
didn’t hesitate to assure us that the scouts and leaders of the
troop would be there for Craig as long as Craig wanted to
participate. None of us realized that evening just how far he
would go.

Craig responded to his troop’s support. He did not al-
ways fully understand all the activities and requirements,
but he worked hard and listened hard in his own way.
Again, the camping trips were limited to the ones his Dad
could attend as the food temptations and need for supervi-
sion were not items to be passed off on other parents.
Whenever possible, Craig was included, even if it meant he
slowed down a leg of the relay race, lagged behind on hikes,
took longer to set up his tent, or struggled with things that
seemed to be easy for the other kids. The Senior Scouts
were awesome in their defense of Craig. This helped the

younger ones to understand and
tolerate the effects of PWS a little better.

When Craig achieved Life Scout, there were a lot of
cheers. His pride in this accomplishment resulted in a new
determination and vision that focused on Eagle Scout. His
determination was often a bit more verbalized than actual
progress would support, but he remained adamant that he
“coulddoit.”

There were setbacks. Impatience to sign off merit
badges before all the requirements were checked off by the
proper method resulted in a conference with his scout lead-
ers. Several discussions were held on honesty. He didn’t
fully comprehend some of the consequences of his obses-
sive behavior or constant insistence that “his way” was
right. There were times of doubt as to who was really go-
ing to benefit from his making Eagle Scout.

A big hurdle was the Eagle Scout Service Project. It
was Craig’s own idea to do a landscape beautification pro-
ject for the PWS Group Home in Woodinville, Washington,
and at the same time open up awareness for his fellow
scouts as to what PWS is and what it’s like to live in a
group home. The impact was significant. Craig’s efficiency
was amazing as he went about getting plants, barrels,
hoses, spare parts, fertilizer and bark. He was not shy
about asking local merchants for donations to his project.

Craig’s written report on his project, finishing remain-
ing merit badge requirements, and filling out all the forms
for Eagle Scout were accomplished with a generous amount
of guidance from his scout leaders. Eagle Scout require-
ments must be finished by the 18th birthday. Craig went to
the wire and finished two weeks before his 18th birthday.
We had many doubts that he would make it, but he never
did. He often tells us, “I told you I would make Eagle!”

One of Craig’s visions was to announce his Eagle
Scout achievement to the National PWS conference in July
1995. It was a very proud moment for Craig when he was
able to stand up at the closing session of the conference and
announce: “I have just completed all my requirements for
Eagle Scout.” He also acknowledged to the audience that he
could not have done this without the help of the leaders.

Craig’s Eagle Scout ceremony was held in November.
He sent more than 100 invitations. He wanted to make sure
that everyone he knew would be aware he made Eagle
Scout.O]

Editor’s note: Do you have a story of achievement to
share? Please send it, with a photograph, if possible, to
the Gathered View editors, c/o of the PWSA (USA) office.
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Our Chanks to 1995-96 Angel ~fund Gontributors

GABRIEL ($1,000+)
Anonymous

Paul & Pam Alterman

James E. & Suzanne L. Fuller
J.P. Gardner

Catherine Quadrel

HEAVENLY ANGEL
($501-999)

James & Mary Kane

Louise & Jim Trentacosta

ARCH ANGEL ($251-500)

James & Ivy Boyle

Lovelinda & Domingo Cheng

Mary Culver

Rhett & Jeanne Eleazer

The Fieldstone Foundation (at the
request of Mary Culver)

Vanja A. Holm, M.D.

John & Bonnie Kraft

Cyr & Anne Linonis

Robert & D.J. Miller

Robert S. Muirhead, D.D.S., M.S.

Tim & Jeanne Murray /The
Christian Perpective

Mary Patterson

Curt & Marion Shacklett

Allan L. Zalesky

ANGEL ($101-250)

Anonymous (A thank you to Dr.
Walczak)

Doris & Andreas Bachli

Roman Bachli

Judson H. Bell

William F. & Elizabeth B. Bennett

Ginger & Bill Berger

Marvin & Lorraine Buhai

Shirley & Hal Burnett

Julie Burnett-Nikolas (“Happy
Birthday, Tracy™)

David & Michelle Campbell

Dr. & Mrs. Richard S. Carter

Patty & Steve Casey & Children

Hymen & Ruth Chausow (In
memory of Diane Chausow and
in honor of Dr. Louise
Greenswag)

Craftsmen Interiors, Inc.

Tom & Thelma Davidson

Gene & Fausta Deterling

Mrs. Joseph Echols

Michael & Susan Evans

Carl & Joan Fick

Helen M. Foley

Don & Peg Goranson

Jim & Joni Gorman

Florence Gunnison

Richard & Joan Hadsall

Bob Harrison

Janalee & Al Heinemann

Mr. & Mrs. John E. Homer

Ann & Rondal Howell

Virginia F. Howkinson

Mr. & Mrs. Paul Immekus

Industrial Machine Works, Inc.
(matching fund for the Howells)

Jean T. Janes

Stanley & Elaine Katz

Anne & Anthony Keder

Mike & Linda Keder

Teresa Kellerman

Linda Kennett (in memory of her
mother, Lucille Wehner)

Mr. & Mrs. William A. Klein

James L. Koerber

Mr. & Mrs. Richard J. Krauss

Mr. & Mrs. Richard K. Lamberson

Mercedes A. Lat

Robert & Wauneta Lehman

Dr. & Mrs. Larry Lovelace

Mr. & Mrs. Emest F. Marek

Diane Masterson

Joseph McManus

Joseph A. Melchin

The O’Leary Clan-Timothy, Judy,
Timmy, Shannon, Molly & Ryan

Martha & John Parrott

Arvind F. Patel

Steve & Verla Percy

Jerrin & Simon Phillip

Esther C. Plank

Sydney P. & Nan Dee Ponti

Reader’s Digest Foundation
(matching fund for Anthony
Antin)

Family of William P. Richardson
(in memory of Bea Maier)

Lyle & Rita Schertz

Bill & Juanita Seal

Ms. 1. Shapowalenko

Early & Jackie Spiars

Clifford & Wanda Strassenburg

Carol Talanian

Thomas Ritherfoord, Inc.
(matching fund for Martha &
John Parrott)

Martha Trask

Suschun Tsai

Maurice & Jean Vermeulen

Edward & Andrea Wachter

Mr. & Mrs. B.E. Warden

Eleanor & Richard Weiner

Mr. & Mrs. Welch

Ronda West

Richard Wolcott

CHERUB (Up to $100)
Emma M. Adams

Mr. & Mrs. Edward Adleman
Charles H. Allred

JR. Alt

Martha J. Amos

Allen Angel

Rowena Amold

Arstein-Kerslake Family

Mrs. Evelyn Artz

Bob & Peggy Baker

Frank & Gloria Baker

Dr. & Mirs. John Balthrop

Mr. & Mrs. S. Baron

Robert & Rebecca Baummer

Albert L. Bayless, Jr.

Mr. & Mrs. James H. Bebrin

Fred L. Beguhl

Delfin & Linda Beltran

Robert & Fern Bitzer

James & Betty Blum

Arlene M. Bowles

Barb Boyle

BreAnna Bradshaw

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

Vincent G. Brewi

Paul Brindisi

Dan Brown

Ellen Burke

Mr. & Mrs. Clayton A. Burton

Bev & Bud Bush

Sharon Bush

John, Carol & Candice Caffas

Mary B. Carlson

G.H. Castle

Richard & Barbara Chase

Diane Cohen

Karen L. Cohen

Betty Colona

Patricia K. Connelly

Michelle P. Craig

Sharon & Karl Cressman

Gary & Judy Crump

Karen Czebotar

Glen & Dorothy Dahler

Raphael A. & Bertha G. Daigle

Anthony Daly

Ole Dam

Dorothy Dauenheimer

Carol Dern

Lorraine Diamond

James & Carol Dillon

Ray C. Dodds

Ray & Elsie Dorn

Craig & Erin Dove

Elisabeth J. Dracup

Byron & Sharon Eager

Mrs. Gladys Faherty (in honor of
her great nephew, William Clay
Knippenberg )

Jerry & Suzanne Fawbush

Tess Flannery

G.E. Flowers

Emest A. Forthman

John & Angela Francavilla

Donald Friend

Susan Frushour

Russell Gardner, Jr.

Carole & Sid Garfinkel

Duane & Shirley Gemar

Steve & Sandra Ginn

Tom & Sandy Giusti

Tracy Goatcher

Jennifer Gomez

Baylee & Marshall Gordon

Mr. & Mrs. Jack Gordon (in honor
of Yael Livny, their
granddaughter)

Emestine D. Graham

Philip & Rebecca Gulling

Glen & Trish Gurr

Jeanne M. Hanchett, M.D.

Wayne Haney

Melvin & Jane Handwerger

Cormnelius M. Hanley

Mr. & Mrs. Matthew Hanrahan

John & Claire Harrington

Marie E. Harvey

Charles M. Heidel

The Heller Family

Marjorie J. Henderson

Mrs. Dorothy E. Heniff

Maria Henningsen

Phillip R. Herbst

Dr. & Mrs. Randel D. Hermans

Cheryl R. Hinds

Willie Hinson

Rich & Sue Hjort

Jan Ho

Paul Hoffrichter

Patricia Horrigan

Ella T. Howe

Thomas & Agnes Hughes (in
memory of Dr. Mike McKeever)

Jackie Jacobs

Edna L. Johansen

E. Ray & Bonnie J. Johnson

Tom & Bonnie Jones

James & Susan Judge (in honor of
Bobbie Pearson)

Lois Jean Kane

James C. Karras, Sr.

Anna M. Keder

Mr. & Mrs. Jay C. Kelly

Dave & Jody Kennedy

Doris Kindle (in honor of her
grandson, Keith Colter Biggs)

Mr. & Mrs. William Kirchhoff

John & Rebecca Kirkland

Matthew & Michele Klauber

Carl & Willa Kludt

Robert & Sandra Koch

Evelyn Krebsbach

Jeanne W. Krautwurst

Mr. & Mrs. Luis Kubichek
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CHERUBS
(Continued from page 11)

John & Pat LaBella

Leona Lacroix

James & Jennifer W. Lambdin

Mr. & Mrs. LaPenta

Michael & Mary Lynn Larson

Charlotte W. Lattof

James Lazarus

Jacob J. Levikoff

Tim, Carol, Claire & John Lindsey

Hulda Link

George & Ruth Lockwood

Patricia Lowney

B.B. & Carolyn Lykins

Donnis Mager

Aulga L. Mahar (in honor of
granddaughter Rachel Casey)

Raymond & Peggy Sue Mai

Stephen & Katherine Marcinko

Eune & Donita Martin

Phyllis P. Martin

R.J. & D.E. Martin

Mrs. S.A. Maurer

Patrick T. McCarthy

Mr. & Mrs. Charles McDonald

Linda M. McGee

Joyce McNamar

Richard Medina

Richard & Natalie Milana

Dorothea W. Mokrejs

Anna May Moquet

Donald & Hazel Morgan (for
Daniel Morgan)

Frank & Fran Moss

Mr. & Mrs. George Mullen

Helen F. Murphy

Rita & Bill Needel

Robert Neems

Mr. & Mrs. Michael Neff

Ann P. Noll

Mr. & Mrs. Dean C. Noll

Mrs. R. Lorraine Notbohm

Edward W. & Lois G. Olson

Ray & Ruth Organ

Charles Pappas

Alice & Lloyd Parcell

Mike & Denise Parker

Jere & Betty Perry

Mr. & Mrs. Louis Pesce

Esther E. Pike

Betty Plashal

Cheryl & Jamie Poll

Estelle Pomerantz

Monica Pope

Eileen Posch

George & Kathy Potter & Children

Joseph A. Preiss

Francis & Gloria Rangitsch

Mr. & Mrs. John Raniolo

Janet Rattray (Christmas donation
in honor of Mr. Paul Branch &
Family)

Robert A. Redmond

Mr. & Mrs. James Reep

JK. Reilly

Cindy Richard

Betty & Gregg Richardson

Mr. & Mrs. Barton Ridling

Jack C. Roe

Dr. & Mrs. W.J. Roenigk

Miet & Joan Rogers

Jo Ann, Samantha & Byron
Rothenhoefer

Marjorie Royle & Douglas Taylor

Douglas & Ruth Rutherford

Dennis Saacks

Edward W. St. John

Leo & Kathy Schertz

Ms. Sandefur Schmidt

Olga Schneider

Mr. & Mrs. Amold Schoepe

Inez Shacklett

Floyd & Virginia Sherard

Catherine & E.J. Showmaker

Henry & Susanne Singer

Kevin & Elizabeth Slimak

Leona & Millard Smith

Marj & Roy Smith

Mr. & Mrs. Richard Smith

Robert L. Snow (in memory of
Robert W. Gale)

Edwin & Theodora Sojka

Cecilia Speer

Gail Spicer

Stan & Paige Stafford (in memory
of Roger A. Hammer)

Gene & Wavelene Stamp

William C. Stege

Olen & Gameta Steiner

Mr. & Mrs. Edward J. Stepanik

Jane Stickley

Sandy Stone

Mr. & Mrs. Joe Stricker

Mrs. Beatrice Sturm

Jan Sundell

Melissa P. Suyosa (in honor of her
nephew, Patrick Vincent Suyosa-
Saludares

Peace Svitoris

Wallace & Nancy Talbot

Mrs. LaRoy B. Thompson

Tracy & Stan Thorp

Viki Turner

Denise Tyler

Gene & Geri Ulland

Mary & Ed Valliere (remembering
Ami Nanzig)

Paula Vanmaldegen
Frances Van Zomeren
Louis Vermeulen
Bengi Veziroglu
Herman & Olga Wachtenheim (in  Don & Darlene Wilson
memory of Diane Chausow)
Mr. & Mrs. Charles Wagener
Andrew M. & Gloria Walsh
Gary Weakly
T. Gilbert Webb, Jr.

Mr. & Mrs. E.J. Weger
Adele & Fred Weinberg
Marge Wett

Susan Wicks

Mr. & Mrs. Harry C. Wilt
Barry & Lisa Whoric

Elwood & Mary Jane Wissman
Mr. & Mrs. Peter Wyka

Additional Contributions
Received Through Jan. 17

PATRON MEMBERS (5100 OR MORE)
Fran & Frank Moss

Daren & Bill Ripley

Robert & Penny Townsend

CONTRIBUTING MEMBERS ($50-99)
Mr. & Mrs. C.N. Bush

Mr. & Mrs. James Houtman

Abraham & Ruth Levine

Ms. Margie Morris

Henry & Suzanne Singer

Roy & Marjorie Smith

Don & Thelma Toby

RESEARCH FUND

William & Janet Arner

Mr. & Mrs. Stu Boyd

Kathy & Louis Cillo

Frances A. Van Zomeren (in memory of Agnes Kopel)

OPERATING FUND

Mr. & Mrs. Elmer B. Ehren (in memory of John Staunton
Gunnison)

Mrs. Helen M. Flaherty (in memory of Laura Belle
Deveau)

Belva Geisenhaver (in memory of Laura Belle Deveau)

Dr. Jeanne Hanchett (in memory of Bea Maier)

KPMG PEAT MARWICK LLP (United Way)

Mrs. Connie Lopez

Lutheran Medical Center (in memory of John Staunton
Gunnison)

Lota Mitchell (in memory of Leah Ries)

Jean Pierce (in memory of Magna V. Gustafson-Bermel)

Louise S. Robinson (a tribute for the 2nd birthday of
Tracy Nikolas)

Ida Singer (in memory of Nora Donn)

Don & Mary Schneider & Ken Mitchell

AWARENESS DAY FUNDSHARING
PWSA of Georgia

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, cognitive functioning, and behavior. The 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.

PWSN




