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104th Congress Ends in

a Blizzard of Legislation

Congress worked frantically before
and after its August recess to complete a
number of laws that will affect the dis-
ability community, including:

The Kassebaum-Kennedy Health
Insurance Reform Act of 1996, enacted
on August 21, will potentially impact 25
million people currently covered by
health insurance plans who (themselves
or a family member) have a pre-existing
condition by guaranteeing them insura-
bility and portability after a lifetime ex-
clusion of 12 months, as long as they or
their employer can afford the premium.

Welfare reform—the Personal Re-
sponsibility and Work Opportunity Rec-
onciliation Act of 1996—enacted on Au-
gust 22, ends federal entitlement to cash
assistance and support for poor women
and children and replaces it with more
limited block grants to the states. The
law also repeals the Individual Func-
tional Assessment (IFA) as part of the
eligibility determination for children’s
Supplemental Security Income (SSI),
and it requires that children have a
“medically determinable physical or
mental impairment which results in
marked and severe functional limita-
tions.” The Social Security Administra-
tion must issue regulations by Nov. 22 to
interpret this new standard.

While the reauthorization of the In-
dividuals with Disabilities Education
Act was not completed and will be taken
up again in January, Congress completed
a budget that gave IDEA programs a
record $784 million funding increase for

FY 97. (Source: Washington Watch, United Cere-
bral Palsy Associations)
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Unconditional Love

We as parents constantly struggle
with the balance of discipline and love.
We seek the eternal approval and adula-
tion from our children as we establish
the bumper pads through the long jour-
ney of life, hopefully getting only
strikes with no spares.

The journey with our children with
PWS is not as clear. They rarely under-
stand the discipline, the reason for it, or
how to correctly respond to it. This
usually leads to retaliation instead of

“It is important as parents and caregivers to take a
second look and see the love and innocence
children give without boundaries.” ‘

behaving, to the point we often forget
what the initial confrontation was
about. The behavioral pattern, as they
get older, takes unusual twists and
turns, and even though the current
drugs and medications do help in the
defiant behavioral pattern, we all must
look out for the unexpected.

Penny and I have experienced be-
havioral patterns changing course in-
stantly. Whit, our 12-year-old son with
PWS, then 9, set our house on fire
February of *94. Due to this incident
Whit went through the fire department
program for fire starting, and we all felt
it was an accident. He again set our

house on fire in August of the same
year, resulting in severe damage. The
behavioral pattern was unexpected, and
the obsession with fire is still an utmost
concern for the safety of Whit and our
family. The financial strain, the year or
more in and out of alternative living ar-
rangements put our family, as many of
you have experienced, to the test! The
human spirit is resilient and forgiving,
without anger and contempt, and is the
strength of each of our families.

We, as Prader-Willi parents, are
challenged every day by the selfish and
relentless pursuit by our children with
PWS for their own interest. They will
say and do things that are incomprehen-
sible. It is important as parents and
caregivers to take a second look and see
the love and innocence these children
give without boundaries—the expres-
sion of emotion that will stir your own
emotions like no other. We then begin
to realize, once again, that uncondi-
tional love may hold more than one
meaning. We will always love our chil-
dren “unconditionally,” and our child
with PWS will always expect us to.
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Out of the Office

by Russ Myler, Executive Director

all once again. It really is true that the years
seem to go faster as you get older. How-
ever, for some the years drag on. I think of
, those persons living with the syndrome
~ who have not yet had a diagnosis or who have not
yet discovered the support and help available through the PWSA com-
munity. I believe for those people the years are most difficult.
Fall is time for the Angels Fund Campaign. The program was be-
gun in 1991 under the guidance of then board member Penny Park
ral : (Oklahoma). The board recognized that if we were to achieve the goals
ector - Russell C. Myler of the Association we had to have additional resources beyond the annual
- Tery Whitworth  member dues. Thus the Angels were created.
- Member dues pay for the basics: keeping the doors of the National
Office open, keeping the 800 number operating, publishing The Gath-
ered View, and covering basic operating expenses. For us to reach our
dreams of the future we need the added support of our over 8,000 poten-
tial Angels.
, The Angels program was truly made for those people I mentioned
- before. A successful effort will give us the ability to further our outreach
- to those most in need. Angels help us spread awareness to more profes-
sionals who haven’t a clue about what their client or patient has—or how
to help them. Angel donations aid member families facing a crisis secure
necessary resources, grant conference scholarships, expand our pub-
lished material, and assist us in training professionals about management
issues.
If you have been a contributor in the past I hope you will continue
helping us expand our services and increase public and professional
awareness. If you have not contributed in the past, won’t you consider a
donation this year? Those five years since the beginning of the program
have gone by very fast and many persons with the syndrome who could
have been identified and helped have had five long years of not knowing
what to do. For some of us the years fly by; for others they drag.
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220, St. Louis, MO 63144-2326. Telephone 1-800-926-4797, or (314) 962-7644 in the
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Research

The following new research on imprinting in PWS is being
launched at Case Western Reserve University, thanks to a
grant from an anonymous donor.

Prader-Willi Syndrome—
Imprinting and Mouse Models

Robert D. Nicholls, D.Phil., Associate Professor of Genetics, Case Western Reserve
University and Center for Human Genetics, University Hospitals of Cleveland, Cleve-

land, Ohio

Prader-Willi syndrome (PWS) arises
from loss of paternal genetic information
in chromosome 15q11-q13, either by pa-
ternal deletion, duplication of the mater-
nal (and loss of paternal) chromosome
(i.e., uniparental disomy), or a mutation
in the imprinting process (known as an
“imprinting mutation”). The parent of
origin effect is known as imprinting. Ge-
netic abnormalities in imprinting of other
genes also result in neurobehavioral disor-
ders or a wide range of cancers, predomi-
nantly those affecting children. Very little
is known abow the imprinting process and
what genes are involved. An understand-
ing of imprinting in PWS will allow us to
better understand how PWS is caused, and
we hope that this genetic knowledge will
allow us to devise therapeutic approaches
based on an understanding of the genes
and mechanism of imprinting.

The “imprinting mutation” class of
patients has been recently discovered, and
we have identified the specific mutations
(very small deletions) in several of these
PWS patients. Since these imprinting mu-
tations are inherited through families, our
findings now allow “at risk” and prenatal
testing in the specific families under
study. Further study of PWS patients and
families with imprinting mutations is crit-
ical to understanding how imprinting oc-
curs at every generation (in the male and
female germline). For example, we are
finding families with smaller and smaller
deletions, allowing us to find the exact
DNA region important for this process.
Since the imprint is reset at each genera-
don (the nature of this imprint depends on
whether you are male or female), we know
the process is reversible. If we learn

enough about how the process reverses,
perhaps we can learn how to turn on this
reversal in patients, so that the paternal
genetic information now works. These
experiments are one of the most impor-
tant areas of our current and future re-
search.

Although we can learn a lot about
PWS and imprinting from our patients,
imprinting occurs in the germline and the
critical tissues for the syndrome are in the
brain. Clearly, we cannot use these tissues
in human studies, and therefore a model
system is essential. Our discovery of im-
printing mutations now gives us a way to
create an animal model of PWS. This is
possible because the genes in humans that
are important for developmental functions
are conserved in the evolution of animals,
including the mouse, a superb experimen-
tal animal model. Studies have already
been initiated to generate an animal
model of imprinting mutations, which
will allow us to not only understand more
about the process of imprinting reversal
in the germline and the effects of imprint-
ing on the critical genes in the brain, but
will also establish a mouse model of PWS
with which the basic biochemical and
physiological defects can be examined.
This has not been possible in human stud-
ies. These studies are critical to complete,
but due to the innovative nature of these
experiments, they have not yet received
the funding necessary to complete the
work in a timely fashion. The long-term
goal of our work is to understand every-
thing about the biological basis of PWS,
so that we can devise suitable therapeutic
approaches.

The Third International
Conference on

Prader-Willi Syndrome
May 15 - 18, 1998
Seville, Spain

u Call for Presenters
Scientists and professionals
versed in Prader-Willi syndrome
and interested in presenting at
this conference, please send name,
address and fax number to:

Dr. Ellie Smith

Genetic Department

New Childrens Hospital

P.O. Box 3515 Parramatto

Sydney NSW 2124 Australia

B Registration Packets
To have your name placed on the
mailing list for information re-
garding this conference, send
name and address to:

Jackie Waters, Secretary IPWSO

27 Willetts Road

GB - Chaddesden, Derby

DE 24 NH, England

International
Prader-Willi Syndrome
Organisation (IPWSO)

member countries:

Australia New Zealand
Belgium Norway

Canada  Poland
Denmark South Africa
Finland  Spain

France Sweden
Germany Switzerland
Greenland United Kingdom
Italy United States
Netherlands

Ifyou are‘inteigs?ie(iiijii{ correspond-
ing with a PWS family fr
country, send name and ad

Louisville, KY 40261
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Research

Recent Journal Articles About PWS (Jan.-Sept. 1996)

Sources: MEDLINE database, National Library of Medicine, and Uncover database, Colorado Alliance of Research Libraries.
Each cite shows: Journal, Volume (Issue), Page. *Cites from the Uncover database list only the first page of an article.

MEDICAL

Angulo, M., et al (1996). Growth hormone
secretions and effects of growth hormone
therapy on growth velocity and weight gain
in children with Prader-Willi syndrome.
Journal of Pediatric Endocrinology and
Metabolism, 9(3), 393-400.

Anhalt, H., Eckert, K.H., & Neely, E.K.
(1996). Type I diabetes mellitus, ketoacidosis
and thromboembolism in an adolescent with
Prader-Willi syndrome. Acta Paediatrica,
85(4), 516.*

Antal, S.C., & Levin, H. (1996). Biliopancre-
atic diversion in Prader-Willi syndrome
associated with obesity. Obesity Surgery,
6(1), 58.*

Arens, R., Gozal, D., Burrell, B.C., Bailey,
S.L., Bautista, D.B., Keens, T.G., & Ward,
S.L. (1996). Arousal and cardiorespiratory
response to hypoxia in Prader-Willi
syndrome. American Journal of Respiratory
and Critical Care Medicine, 153(1), 283-7.

Bhargava, S.A., Putnam, P.E., Kocoshis, S.A.,
Rowe, M., & Hanchett, J.M. (1996). Rectal
bleeding in Prader-Willi syndrome.
Pediatrics, 97(2), 265-7.

DiMario Jr., F.J., Bauer, L., & Cassidy, S.B.
(1996). Respiratory sinus arrhythmia in
patients with Prader-Willi syndrome. Journal
of Child Neurology, 11(2), 121.*

Gau, S.-F., Soong, W.-T., & Wang, T.-R.
(1996). Kleine-Levin syndrome in a boy with
Prader-Willi syndrome. Sleep, 19(1), 13.*

Glover, D., Maltzman, I. & Williams, C.
(1996). Food preferences among individuals
with and without Prader-Willi syndrome.
American Journal on Mental Retardation,
101(2), 195.*

Gozal, D., Torres, J.E., & Menendez, A A.
(1996). Longitudinal assessment of
hypercapnic ventilatory drive after
tracheotomy in a patient with the Prader-
Willi syndrome. The European Respiratory
Journal, 9(7), 1565.*

Miller, L., Angulo, M., Price, D., & Taneja, S.
(1996). MR of the pituitary in patients with
Prader-Willi syndrome: size determination
and imaging findings. Pediatric Radiology,
26(1), 43-7.

Rankin, K.M. & Mattes, R.D. (1996). Role of
food familiarity and taste quality in food
preferences of individuals with Prader-Willi
syndrome. International Journal of Obesity
and Related Metabolic Disorders, 20(8),
759.*

Sarimski, K. (1996). Specific eating and
sleeping problems in Prader-Willi and
Williams-Beuren syndrome. Child: Care,
Health and Development, 22(3), 143.*

PSYCHOLOGY & BEHAVIOR

Clarke, D.J., Boer, H., & Webb, T. (1996).
Maladaptive behaviour in Prader-Willi
syndrome in adult life. Journal of
Intellectual Disability Research, 40(2), 159.*

GENETICS

Bettio, D., Giardino, D., & Larizza, L. (1996).
Isochromosome 15q of maternal origin in a
Prader-Willi patient with pituitary adenoma.
Acta Geneticae Medicae et Gemelloeogiae,
45(1/2),213.*

Butler, M.G. (1996). Molecular diagnosis of
Prader-Willi syndrome: comparison of
cytogenetic and molecular genetic data
including parent of origin dependent
methylation DNA patterns [letter]. American
Journal of Medical Genetics, 61(2), 188.*

Cassidy, S.B. (1996). Prader-Willi and
Angelman syndromes and the implications of
genomic imprinting in their etiology. Acta
Geneticae Medicae et Gemelloeogiae,
45(1/2), 15.*

Cecconi, A., Halley, D.J., & Uzielli, M.L.
Giovannucci (1996). Phenotype-karyotype-
genotype correlations in Prader-Willi and
Angelman syndromes: preliminary results.
Acta Geneticae Medicae et Gemelloeogiae,
45(1/2),227.*

Diagnostic testing for Prader-Willi and
Angelman syndromes: Report of the
ASHG/ACMG (American Society of Human
Genetics/American College of Medical
Genetics) Test and Technology Transfer
Committee (1996). American Journal of
Human Genetics, 58(5), 1085.*

Dittrich, B., Buiting, K., & Horsthemke, B.
(1996). PW71 methylation test for Prader-
Willi and Angelman syndromes [letter].
American Journal of Medical Genetics,
61(2), 196.*

Erdel, M., Schuffenhauer, S., Buchholz, B.,
Barth-Witte, U., Kochl, S., Utermann, B.,
Duba, H.C., & Utermann, G. (1996). Routine
screening for microdeletions by FISH in 77
patients suspected of having Prader-Willi or
Angelman syndromes using YAC clone
273A2 (D15S10). Human Genetics, 97(6),
784-93.

Glenn, C.C., Saitoh, S., Jong, M.T., Filbrandt,
M.M,, Surti, U., Driscoll, D.J., & Nicholls,
R.D. (1996). Gene structure, DNA
methylation, and imprinted expression of the
human SNRPN gene. American Journal of
Human Genetics, 58(2), 335-46.

LaSalle, J.M., & Lalande, M. (1996). Homo-
logous association of oppositely imprinted
chromosomal domains. Science, 272(5262),
725-8.

Lindgren, A.C., Grandell, U., Ritzen, EM., &
Anvret M. (1996). Diagnosis of the Prader-
Willi syndrome by proving the absence of the
unmethylated PW71 DNA fragment. Acta
Paediatrica, 85(2), 195-8.

Lowenstein, L. (1996). Genetics diversion
tactics. Nursing Times, 92(21), 42.*

Malzac, P., Mattei, M.-G., & Bruneau, G.
(1996). Chromosomal localization of the
human and mouse histidine decarboxylase
genes by in situ hybridization. Exclusion of
the HDC gene from the Prader-Willi syn-
drome region. Human Genetics, 97(3), 359.*

Mowery-Rushton, P.A., Driscoll, D.J., & Surti,
U. (1996). DNA methylation patterns in
human tissues of uniparental origin using a
zinc-finger gene (ZNF127) from the
Angelman/Prader-Willi region. American
Journal of Medical Genetics, 61(2), 140.*

Nicholls, R.D., Jong, M.T.C., & Saitoh, S.
(1996). Multiple imprinted genes associated
with Prader-Willi syndrome and location of
an imprinting control element. Acta Geneti-
cae Medicae et Gemelloeogiae, 45(1/2), 87.*

Schulze, A., Hansen, C., Skakkebaek, N.E.,
Brondum-Nielsen, K., Ledbetter, D.H., &
Tommerup, N. (1996). Exclusion of SNRPN
as a major determinant of Prader-Willi syn-
drome by a translocation breakpoint. Nature
Genetics, 12(4), 4524.

Schulze, A., Petersen, M.B., & Brondum-
Nielsen, K. Unusual clinical findings in
Prader-Willi syndrome patients with unipa-
rental disomy. Acta Geneticae Medicae et
Gemelloeogiae, 45(1/2), 263.*

Smith, A. (1996). Why is there no diploid
overdose effect in Prader-Willi syndrome due
to uniparental disomy? Acta Geneticae
Medicae et Gemelloeogiae, 45(1/2), 179.*

Sun, Y., Nicholls, R.D., & Palmer, C.G.
(1996). Breakage in the SNRPN locus in a
balanced 46,XY,t(15;19) Prader-Willi
syndrome patient. Human Molecular

Genetics, 5(4), 517.*
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Assisting the Person with Prader-
Willi Syndrome in Making Choices

About Clothing Selections

Those of us who care for individuals
with Prader-Willi syndrome (PWS) know
that there are times when they don’t blend
in with their peers. Maybe they stand out
in a crowd because of their inquisitive
personalities, or their pear-shaped bodies,
or their rigid behavior. But we can help
them blend in by teaching them to dress
appropriately. Because of their
stubbornness and need for
control, teaching a child or
young adult with PWS to
make appropriate choices
and decisions about the clothes
they wear can often be a chal-
lenging process. Clothing se-
lection is often a source of conflict as
well as an issue of health and safety
(e.g., frostbite, heat stroke ... ) Looking
appropriate, however, is an important life
skill which can enhance a person’s self-
concept. It is also an area in which per-
sons with PWS can have control and input
in decision making. In an attempt to ad-

Journal Articles—continued

Szpecht-Potocka, A., Obersztyn, E., &
Mazurczak, T. Molecular and clinical
studies of Polish patients with Prader-
Willi syndrome. Acta Geneticae Medicae
et Gemelloeogiae, 45(1/2), 273.*

Toth-Fejel, S., Olson, S., & Magenis, R.E.
(1996). The impact of imprinting: Prader-
Willi syndrome resulting from
chromosome translocation, recombination,
and nondisjunction. American Journal of
Human Genetics, 58(5), 1008.

Wevrick, R., Kemns, J.A., & Francke, U.
(1996). The IPM gene is imprinted and is
not expressed in the Prader-Willi
syndrome. Acta Geneticae Medicae et
Gemelloeogiae, 45(1/2), 191.*

2

<>
Editor’s note: This listing does not include
articles in languages other than English nor
articles published in Prader-Willi
Perspectives, a quarterly journal devoted to
PWS. For an index to articles in Prader-
Willi Perspectives, contact the publisher,
Visible Ink, Incorporated, at 1-800-358-
0682.

by Barb Dorn, R.N.
Verona, Wisconsin

dress this issue, I developed two ap-
proaches to teach these skills using a vi-
sual, concrete format.

Color Coordination

My son, like others with PWS, has
diffulty choosing clothes that match and
are color-coordinated. The following sys-
tem allows individuals to independently
choose color-coordinated pieces of
clothing. Inititally, there is work in-
volved in marking items, but there
is time saved by decreasing
disagreements and/or discus-
/ sions.

When buying clothing, try to
buy solid colored shorts or pants.
Then pants and shorts are sorted
by color. For example, blue pants and
shorts are placed in one pile, green in an-
other pile, and so on. Each pile is then
assigned a color coding and marked on
the inner aspect of the waist band. This
can be done using small pieces of iron-on
seam binding, fabric paints, or permanent
color markers. These markings do not
need to be large; a small tag or decal is
sufficient. You do, however, want to use a
color that can be readily seen on the item
of clothing (e.g., red marking on blue
pants, green on black, pink on red).

After marking all shorts and pants,
shirts and sweatshirts are then marked.
Most shirts can have two or three differ-
ent markings which coordinate with one
or more pairs of pants/shorts. Using the
examples above, a red, white, and blue
USA T-shirt could receive both a red and
a pink marking. In this case, the person
could choose either blue or red
pants/shorts to wear with this T-shirt.

These markings give the person with
PWS a visual tool to use to match their
shirt with their pants/shorts. In shirts,
these marks are placed on the inside of
the shirt collar, usually near the label.

Color choices for socks can be made
simple by purchasing white and black
socks only. These two colors coordinate
with most other colors.

Appropriate Clothes for
Weather Conditions

Many children and adults also make
inappropriate choices in selecting the
proper clothing for the temperature or
weather they may face. A clothing chart
that I developed helps guide persons with
PWS in making choices about appropriate
clothing and shoes for weather and tem-
peratures most often encountered in the
Midwest. Once again, this chart provides
a visual, concrete tool to assist them in
this daily living skill.

(The laminated chart
lists 14 articles of cloth-
ing down the left col-
umn. The next five
columns indicate the
appropriateness of each
clothing item for a spe-
cific temperature
range—from “Below 32
Degrees” to “Above 76
Degrees.” Temperature columns are color
coded for easy identification.)

In order to limit choices, parents and
care providers may need to remove out-of-
season clothing. For example, remove
sweatshirts, sweaters, turtleneck shirts,
etc., in the spring and return them again
in the fall. This process can sometimes be
made easier and more acceptable if “new”
spring and summer clothing is exchanged
for these items.

Summary

As parents and care providers for per-
sons with PWS, it is our job to try to teach
and guide them in making appropriate
choices in their clothing selections. The
challenge is finding a concrete, visual tool
to assist them with this process. This arti-
cle has presented two ways to address
these concerns. These approaches allow
the individual with PWS to make inde-
pendent decisions in choosing the type
and color clothes they wish to wear. By
providing them with this assistance, we
can also reduce disagreements. Hopefully,
independent, appropriate clothing selec-
tion will become an automatic daily livi-
ing skill, and it will help them blend in
with their peers.

Barb’s Clothing Chart is available in two sizes: 8 x 11
inches ($7.00) and 11 x 14 ($13.50). Prices include
pen for marking chart and shipping cost. Mail re-
quest with payment to: Barb Dorn, 305 Amanda Way,
Verona W1 53593. Telephone: 608-845-9597
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By Linda Keder, based on
notes taken at the PWSA
(USA) national conference
in St. Louis last July and at
the Prader-Willi Service
Providers’ Conference in
Bethesda, Md., in June.

On Early Nutrition

Gail Overton (nutritionist): There’s
little published about infant feeding in
PWS; normal nutrition guidelines are very
appropriate. Get a handle on it early. Be
aware that developmentally delayed chil-
dren have different feeding issues—e.g.,
they may require special feeding devices
or positioning.

Suzanne Cassidy, M.D.: The biggest
danger in the “failure to thrive” period is
not feeding the hypotonic infant enough.
Families who get an early diagnosis some-
times make this mistake. Fat is extremely
important for brain development and
should not be restricted in the first months
of life. Also, the hypotonic infant can use
too much energy trying to suck. It’s im-
portant to work closely with a medical
person during this period to monitor
growth, feeding time, and energy require-
ments. Appropriate feeding requires care-
ful balance and frequent checking. It may
be necessary to use a gavage feeding tube
(through the nose into the stomach) or a
G-tube (directly into the stomach) until
the child can suck well. No studies have
correlated difficulty in feeding with prob-
lems later on.

Find a good doctor who’s willing to
learn about PWS, if they don’t already
know about it. Attitude is more important
than past experience with the syndrome.

On Diet

Ms. Overton: Good patterns are es-
tablished from the beginning of life. What
the child is exposed to, and the prefer-
ences and dislikes of the parents, have an
impact. Parents need to be role models for
good eating habits. Calcium, zinc, and
iron are frequently deficient in people
with PWS, says Ms. Overton, noting that
she gives prenatal vitamins (the kind
pregnant women take) to all the people
with PWS in her practice.

On Thick Saliva
Dr. Cassidy: It is common for people
with PWS to have thick saliva, dry mouth,

“Yoices of

A Round-up of Wisdom and Management Tips

and crusting on the lips, due to an auto-
nomic nervous system problem. Reduced
saliva can impede speech development
and cause other oral problems. Products
designed for people with decreased saliva
flow due to head and neck surgery can
increase saliva flow in persons with PWS
as well. One such product is Biotene,
available over the counter (ask for it at
the pharmacy) in three forms: toothpaste,
mouthwash, and sugarless gum.

On Exercise

Dr. Cassidy: Exercise is the “corner-
stone of treatment in PWS.” Once a child
is mobile, they should be doing 30 min-
utes of exercise a day. The more muscle a
person has, the more calories they burn.
Dr. Cassidy mentioned one adult in a
Prader-Willi group home who was able to
eat 2,400 calories a day because of consis-
tent exercise.

Margaret Johnson, R.N.: Working
with adults in a group home setting, she
recommends starting with 20 minutes of
daily exercise and working up to an hour
a day. Expectations for muscle develop-
ment need to be different for those with
PWS—she has not seen significant mus-
cles development in males even with an
hour a day of exercise and testosterone
treatment. She urges caution in using
some exercise equipment—specifically,
stair-climbing machines have caused
“popped patellas” (kneecap damage) in a
few cases.

Jennifer Deau, exercise physiologist:
Exercise should emphasize cardiopul-
monary fitness level and keeping moving.
She recommends one hour of “continuous
and vigorous” exercise three times a
week. She also stresses working on bal-
ance and on developing shoulder girdle
muscles for full range of motion in the
arms. In a two page handout entitled “No
Such Thing as a Free Lunch,” Ms. Deau
recommends: walking (swinging arms in

opposition to legs), lap swimming or pool
walking, aerobic dancing, stationary bik-
ing, nature hiking (if balance allows), ski-
ing and snow play. Use small weights
(-1 pound) to build upper extremity
strength, but limit it to three times a week
with supervison.
Ms. Deau offers the following tips for
motivating someone to exercise:
=  Couch it in terms of play
=  Give them choices
= Don’t make it a punishment
= Use rewards such as a calorie-free
drink
=  Commit a time for it; structure the
session
= Use firm, consistent guidelines
and expectations
=  Use a chart or notebook to record

progress
=  Believe your child can accomplish
the goals
= Have fun!
On Feet and Shoes

Dr. Cassidy: There are many feet
problems in PWS. It’s important to pro-
tect the feet so the person can exercise.

Ms. Deau: A quality athletic shoe
with flared sole and good lateral support
can help with the balance problems in
PWS. She recommends New Balance
brand (now available for young children
too—model 996).

Kelly Riley, parent and physical
therapy assistant: Buy good shoes! For
young children, she recommends high
tops and says she has always been success-
ful at Stride Rite stores. Some young chil-
dren with PWS may have foot problems
that require a type of orthotic or shoe in-
sert. The physical therapist should key in
on any foot problems and make a referral
to an orthopedist.

On Growth Hormone
Merlin Butler, M.D.: Metabolism is
the one factor in weight management that
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Prader-Willi Syndrome Association (USA)
Scientific Advisory Board

Policy Statement:
Growth Hormone Treatment

and Prader-Willi Syndrome

Since the commercial release of recombinant human growth hormone (GH) in 1985, therapeutic use of
this medication has been studied in a variety of medical conditions and genetic syndromes. Based on
current medical knowledge, the Scientific Advisory Board of the Prader-Willi Syndrome Association
(USA) has drafted and approved this policy statement to guide health care providers in the use of GH
treatment in patients with Prader-Willi syndrome (PWS).

Current considerations regarding the use of GH treatment in PWS can be divided into the following
categories:

1. Treatment of GH deficiency in children with PWS.

2. Treatment of GH deficiency in adults with PWS.

3. Treatment of body composition abnormalities in patients with PWS.

CHILDHOOD GROWTH HORMONE DEFICIENCY
As of this date, the United States Food and Drug Administration has approved routine therapeutic use of
GH for only 2 indications:

1. Growth hormone deficiency in children.

2. Growth failure associated with chronic renal failure in children.

Recent studies indicate that GH deficiency occurs frequently in children with PWS and that treatment
with GH is efficacious in improving the growth rate of these affected children.' The Scientific Advisory
Board recommends that routine clinical use of GH treatment only be used in cases of documented GH
deficiency. Moreover, the Board recognizes that routine provocative GH testing is not ideal in children
with PWS because: (1) the results may be falsely low due to obesity, (2) the test procedure is associated
with a relatively high risk for morbidity and mortality, (3) different GH assays give widely discrepant
results, (4) the diagnostic boundary for a normal/abnormal GH result is largely arbitrary, (5) there is lack
of agreement on ideal testing protocols, and (6) the test procedure is costly and requires a several hour
period in the outpatient clinic or hospital.

The Board agrees with the recent recommendations of an international panel of pediatric
endocrinologist52 that the diagnosis of childhood GH deficiency be based on a combination of
auxological and biochemical criteria:

1. Short stature.

2. Abnormally low height velocity.

3. Abnormally low serum levels of insulin-like growth factor-| (IGF-1) and/or IGF-
binding protein-3 (IGFBP-3).

4. Absence of other conditions which may account for 1-3.

Loy Radiographic documentation of open epiphyseal growth plates.

The pros and cons of GH treatment should be thoroughly discussed with the child's parents or guardians
before making a decision to treat. Treatment should commence using standard dose guidelines (~0.3
mg/kg/wk divided as a daily subcutaneous injection) with careful monitoring of clinical status at 3-4

month intervals.

Standard GH treatment includes dose adjustments based on weight. However, there is some evidence
that lean mass is a better indicator of GH requirements. Therefore, the Board recommends that the GH



dose in children with PWS and GH deficiency be adjusted based on clinical growth response rather than
on strict weight-based criteria.

Once started, GH treatment may be continued until natural epiphyseal closure or when the child has
reached an acceptable adult height. Clinical monitoring should include accurate height and weight
measurements, physical examination and, if feasible, estimation of body composition.

Children with PWS may be at increased risk for spinal curvature abnormalities, including scoliosis and
kyphosis. There is no evidence that GH itself causes these abnormalities. However, such abnormalities
often become more apparent and may worsen during rapid growth. Therefore, children with PWS,
whether or not they are treated with GH, should receive a careful back examination at regular intervals.
Radiographic studies and orthopedic consultation should be obtained if clinically indicated. The decision
to treat or continue GH treatment in a child with spinal curvature abnormalities should be made in
consultation with an experienced orthopedic surgeon and after full discussion with the child's parents or

guardians.

Children with PWS are prone to developing obesity and its associated complications, including glucose
intolerance and non-insulin-dependent diabetes mellitus. GH is a glucocounter-regulatory hormone.
Therefore, children with PWS and GH deficiency should be carefully monitored for signs and symptoms
of glucose intolerance during GH treatment, particularly if they are massively obese (e.g. >200% of ideal
body weight) or have a family history of diabetes mellitus. Routine biochemical screening tests may
include a fasting blood glucose, urine glucose dipstick or a total glycated hemoglobin measured by
boronate-affinity chromatography. If glucose intolerance or diabetes mellitus occurs, the GH treatment
should be stopped. If treatment is restarted, the dose of GH should be substantially reduced.

ADULT GROWTH HORMONE DEFICIENCY

Recent studies indicate that adults with GH deficiency may benefit from replacement therapy. However,
the occurrence of GH deficiency in adults with PWS has not been well documented. Furthermore, the
therapeutic use of GH in adults regardless of clinical condition has not yet been approved by the U.S.

Food and Drug Administration.

BODY COMPOSITION ABNORMALITIES

Treatment with GH has been shown to positively affect nitrogen balance, increase lean body mass and
reduce body fat in several conditions. Moreover, treatment with GH may preserve lean body mass®
during caloric restriction. However, these effects have not been well documented in individuals with
PWS. Furthermore, the therapeutic use of GH in body composition disorders other than those
associated with childhood GH deficiency or childhood chronic renal failure has not been approved by the

U.S. Food and Drug Administration.

REFERENCES
Lee, P. D. K.: Endocrine and metabolic aspects of Prader-Willi syndrome. In Greenswag,
L. R., Alexander, R. C. (editors): Management of Prader-Willi Syndrome, second edition.
Springer—VerIag, New York, for the Prader-Willi Syndrome Association, 1995, pp. 32-60.

2. Rosenfeld, R. G., et al: Diagnostic controversy: The diagnosis of childhood growth hormone
deficiency revisited, Journal of Clinical Endocrinology and Metabolism 80, 1532-1540, 1995.

3. Angulo, M., et al: Growth hormone secretion and effects of growth hormone therapy on

growth velocity and weight gain in children with Prader-Willi syndrome. Journal of Pediatric
Endocrinology and Metabolism 9, 393-400, 1996.
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from Summer 1996 Prader-Willi Conferences

we can’t control (exercise and amount of
food being the two we can change). GH,
however, can affect metabolism. In
“normal” individuals, GH increases
metabolism by 20 percent. Prader-Willi
metabolism is reduced compared with
both lean and obese controls, due to de-
creased muscle mass. (As part of the PW
research at Vanderbilt University,
metabolism is measured in a special
chamber that can monitor a person’s
movement and oxygen/carbon dioxide ex-
change during an 8-to-24-hour period.)

Dr. Cassidy: No one knows for sure at
what age to start growth hormone or in
fact whether GH is the best thing for chil-
dren with PWS. It does seem to increase
final height. The age for use of GH in
kids without PWS is 3. If a child is grow-
ing below the normal growth curve and at
a slow rate, then GH should be investi-
gated. Note that GH can worsen scoliosis.

Jim Boyle, M.D., parent: GH helped
his son grow from below the 5th per-
centile at age 3 to above the 95th per-
centile at age 5. He also developed a more
normal appearance and is now (at age 9)
able to eat 2,000-2,200 calories a day.
The ability to increase calorie intake and
alleviate stress from food issues can be a
tremendous benefit to the entire family
from GH treatment.

Jeanne Hanchett, M.D.: It is “very
well established” now that GH has many
advantages for persons with PWS, but it is
important to consider each case individu-
ally. One disadvantage is scoliosis (she
has seen two cases of rapid progression
with GH); an x-ray is the best way to de-
tect scoliosis, especially in obese patients.
There has always been a concern about
tumors; GH probably does not cause tu-
mors, but may accelerate existing ones.
Diabetes also is a concern and is usually a
contraindication for use of GH.

In Dr. Hanchett’s experience, the chief
concerns for families of those with PWS
are obesity and behavior problems, not

short stature. She cites two parents who
opted not to increase their children’s
height: one—a single mom—felt she
could no longer control her son’s behav-
ior if he exceeded her height; the other
parent felt her child would be treated
“more gently” by society with shorter
stature.

Jim Kane, parent: Because of the
great expense, getting your child on
growth hormone can be a struggle. The
keys are to find the right professional to
help you, know your insurance policy,
and be persistent. In his daughter’s case,
the right person proved to be a specialist
in diabetes who was willing to work with
the family and with an endocrinologist in
another state. The doctor was able to con-
vince the insurance company to provide
GH based on the child’s obesity problem.
In his daughter’s case, GH significantly
worsened existing scoliosis, necessitating
back surgery last year. The surgery was
very successful, and recovery may have
been aided by continued GH treatment.

On Behavior.

Barbara Whitman, Ph.D.: Parents
need to become knowledgable early on. If
you let the child manipulate you, you’ve
lost the battle. The deadliest issue in a
family is when mom and dad can’t agree
on an approach—this sets up a pattern
that escalates over time. Get your dis-
agreements resolved (go to family ther-
apy, if necessary)—it’s critical for the
child’s mental health that the parents pre-
sent a united stand. All kids push the lim-
its; kids with PW take it to “an art form.”

Janalee Tomaseski-Heinemann,
M.S.W., parent: Be specific about rules,
options, and limits. Avoid problem situa-
tions, such as a buffet meal where you
keep having to say “No.” Don’t give the
opportunity to lie (i.e., don’t ask “Did you
... 7). Use a kitchen timer to manage
choices (when the timer goes off, they
must stick with the latest choice)—it

won’t work on the first or
second try, she notes, but
it soon becomes very ef-
fective. Food conse-
quences (withholding or
delaying food) can be a
very powerful tool. Know
“when to shut up”—back off if your
child’s really upset.

Louise Greenswag, R.N., Ph.D.: Pro-
vide opportunities for success. Model and
rehearse social interactions and situations.
Because kids with PWS may want to be in
charge when playing with peers, practice
taking turns.

Karl Sieg, M.D.: Behavioral problems
often begin between ages 6 and 11. Diet is
an important component of behavior,
since food has neurotransmitters and af-
fects mood. Also, the effectiveness of
medications can be impaired by vitamin
deficiencies in the diet.

Growing awareness of their differ-
ences from peers can lead to depression
and irritability. Having choices is impor-
tant to self-esteem.

Some recent studies are showing a
crossover between PWS and obsessive-
compulsive (OC) behavior. Some medica-
tions can increase OC and irritability.

Attention deficit disorder (ADD) is not
typical in PWS, but there are some similar
problems.

Ivy Boyle, M.D., parent and child
psychiatrist: People with PWS have prob-
lems with attention, both over- and under-
attention. Many kids with PWS are now
on Ritalin, which is a relatively safe drug
that requires no monitoring. There are
many medications now being used and
tried for the psychological and behavioral
problems associated with PWS. Some
have proven very effective, though experi-
ence varies among individuals and even
between separate trials in the same indi-
vidual. Be willing to try something again.
It’s important to be aware of the potential
side effects of specific drugs, monitoring
requirements, and the possible need for
adjusted doses. Abrupt withdrawal of any
drug can have significant effects and
should be avoided.

Dr. Hanchett and various parents:
So-called “rectal picking” (self-probing to
the point of internal injury) is not uncom-
mon in PWS and may be mistaken for in-
flammatory bowel disease. Investigate rec-
tal bleeding as a possible behavior issue.
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Adult Life

My Son’s Road to Greater Independence
A T rans l.tion Dia’y —by Pat Shiley, Parma, Ohio

Pat Shiley, Executive Director of the
PWSA of Ohio, responded to the “Diary
of a Placement” in the February issue of
The Gathered View with her own account
of how her son, Tim, created a new life
for himself at age 30 and how the family
adjusted to the change.

December 1994

Jack (my husband), Tim, and I at-
tended a PW group home open house in
our county (Cuyahoga). The day was cold
and blustery, but the hospitality was
warm. Many of the people who
came we knew, and while we
talked with our friends, Tim
wandered around the house, en-
joying himself thoroughly. Sev-
eral commented that he acted
like he was the host of the party.
On the way home, Tim said he
wanted to live in a house like
that—meaning no parents, but
staff and other residents.

The next morning, Tim went
to his workshop supervisor and
asked to be put in touch with his
case manager, Kim, so he could
talk with her about moving into a
group home.

January 1995

Kim met with Tim and then with me.
At that time, Cuyahoga County was de-
veloping a second PW home. Funded
through the Supported Living Program, it
was tentatively scheduled to open in
September 1995. That seemed so far
away. I started the process of obtaining
guardianship. Tim’s spirits soared. He
was 28" and NEVER had had the option
of leaving home to live elsewhere. He was
so excited. Our feelings soared with
Tim’s, because we deeply felt that he
needed his independence, even though it
wasn’t total independence.

May 1995

As months passed, there were papers
to complete, interviews, and in May, a
dinner visit for Tim to Moreland House.

Afterwards, he chattered on and on
about who he saw, what they did, what
they wore, etc. Then he received an invi-
tation for an overnighter at Moreland
House. He was so happy, and it was a big
success. Again, he talked endlessly about
his stay.

We received a letter stating Tim was
accepted for residency, and he was
thrilled. We met with the agency staff,
case management, the three other house
residents and their families—a little like
meeting your child’s future in-laws for

“Because Tim wanted to change

his life, he accepted all of the

challenges along the way—and
he has been successful. He has
a new house, a new job at a new
workshop, a healthy new body,

and a life independent of his
parents.”

the first time. Plans were discussed, in-
cluding payment of utilities, chores, be-
havior, and all the details involved in the
move. Tim was so excited. We knew in
our hearts this was the right thing to do
at the right time. Tim made it very easy
for us to accept HIS decision to move out
of our home.

July 1995

Suddenly Kim told us that the house
provider, REM Consulting of Ohio,
would like Tim to attend The Rehabilita-
tion Institute of Pittsburgh before mov-
ing into Orange House because it will be
operated on the program set up in Pitts-
burgh. Tim needed to learn about the
diet and exercise. This was our one hesi-

tation, because we didn’t think it neces-

sary, but we decided to leave the decision
to Tim. Tim said he’d try it. Kim called
to say that Tim would be admitted to
“The Rehab” on August 8, and his last
day at the workshop, where he had been
one of the top producers, would be in
July. Already? Where did the time go? I
thought we were ready! So soon?

The Friday before we left for Pitts-
burgh, we had a date in court for the
guardianship hearing. All of a sudden our
lives were in a whirl, going faster and
faster. Guardianship was granted in 15
minutes after seven months of
preparation! Tim, finished with
workshop, helped us shop for a
new bedroom set for his new
home.

August 1995

Monday evening we headed
to Pittsburgh, and Tim was ad-
mitted the next morning. We
spent the day in meetings, catch-
ing up with Tim at lunch.

Food and PW. When Tim
was born, he weighed 3 Ibs., 6%
oz. Feedings were long and of-
ten. Every Y oz. he lost or
gained was critical. The Rehab
told us Tim, who is 4'6", needed
to lose 74 to 94 lbs. Were they
kidding? We shared such disbelief at the
numbers.

Tim is unusual in that he is a discrim-
inating eater—translation: he doesn’t like
fresh fruits, vegetables, salad, and most
anything on the diet plan. We left Tim
with very heavy hearts, knowing he was
going to be hungry, and I cried on the
way home. That was the hardest part of
this entire process. We stopped to eat at a
restaurant. The hostess asked, “How
many?” Jack said, “Two.” The word
stuck in his throat, and I had tears in my
eyes. I couldn’t eat my meal. How could
1?7 My child was hungry and 200 miles
from home.

The next day I had a job interview,

Continued on page 9
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was hired, and started work the following
day. Thank God, or I would have sat at
home and cried thinking about Tim. That
weekend in church, the gospel reading
was about the Father sending his only
Son to suffer and die for us. I started to
cry. I thought of sending my only son to
Pittsburgh to be hungry. I'm crying again
as I write now.

We traveled to Pittsburgh Saturday
and came home Sunday evening every
weekend of the 5% weeks Tim was there.
We took him bowling because he is an
excellent bowler (has carried a 151 aver-
age in two leagues, with a high of 204).
What could we do that didn’t involve
food? The staff was good with him. He
called home to say that he exercised so
much he wore his socks out! Could we
bring him new socks?—but they need to
be thick and cushioned!!!

Work really helped me. Jack noticed
the emptiness in the house, too. Tim’s
little hands used to empty the dishwasher
every day. He would fold and put away
the clean clothes, take out the trash, carry
out the newspapers—all without being
told and he’d do it gladly. The house was
just so empty without him.

But his new home, Orange House,
was getting ready for the arrival of all
four residents. We took pictures of the
house, which is 15 miles from us, and
sent them to Tim.

September 1995

Tim left Pittsburgh, 18'% lbs. lighter,
with the Orange House staff and went
directly to his new home. That evening
we visited him; he was tired but happy.
After 30 days, Tim would be able to stay
overnight at our house. In the meantime,
he could visit us during the day but return
to Orange House in the evening. We kept
him in a Saturday bowling league, and he
could attend church with us, so he had a
bridge between his old life and his new.

I got panicky trying to plan his meals.
What to prepare? How much? How to
make it? If he’s still hungry, what do I
do? There were very few complaints from
Tim. He’s learned to eat a few new foods,
but he still generally doesn’t like fresh
fruits and vegetables.

Thanksgiving 1995

All he wanted for Thanksgiving was a
frozen fish dinner and a piece of pumpkin
pie. He still lost 2 Ibs.!

Christmas 1995
Tim had a relaxed holiday and didn’t
gain any weight.

March 1996

It’s been 7 months since Tim went to
Pittsburgh. He’s lost 74Y Ibs. His waist
has gone from 46" to 32". He’s at his
goal weight of 100 Ibs. Friends have told
me the face is different, the body is dif-
ferent, just the voice is the same! He is
so proud. His self esteem is very high.
He’s accomplished what a lot of us just
talk about—but he’s done it! He’s also
leasned to live with other people and
share—a very difficult task for him.

He comes home almost every week-
end for the whole weekend. Ive learned
not to get panicky about meals, but I re-
ally plan. Orange House staff is a big
help. They will pack a meal for him, if
necessary, and give me suggestions on
“how much” or “what” or anything else

to help Tim continue to be successful. He
exercises every day—walking, swim-
ming, using a video tape.

Because Tim wanted to change his
life, he accepted all of the challenges
along the way—and he has been success-
ful. He has a new house, a new job at a
new workshop, a healthy new body, and a
life independent of his parents. All of this
was done because HE wanted the
changes. His will power is amazing. And
HE made it easier for us. Many people
close to Tim thought we were wrong to
have him move out. Tim explained to
them he wanted to move and he didn’t
care if they didn’t like it! After everyone
has seen his house and how happy he is,
they know he made the right decision!

One last word: I would like to salute
the staff of REM Consulting of Ohio, who
operate Orange House. Because of their
consistent successful implementation of
procedures, Tim is a success story. A
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From the Home Front {

A Letter From Dr. Beltran

Dr. Delfin J. (Sam) Beltran was the chair-
man of the board of PWSA from its found-
ing until July of 1980, when he succeeded
Gene Deterling as president of the Associ-
ation. Dr. Beltran served as PWSA’s pres-
ident for 10 years and wrote many won-
derful columns for The Gathered View.
More recently, he has written or con-
tributed to several articles in Prader-Willi
Perspectives. In a letter received this sum-
mer by former board member and officer
Stewart Maurer, Sam and his wife, Linda,
update PWSA friends on their move to
Kansas and on the progress of their
daughters— Sarah (24), who has PWS,
and her younger sister, Heather. Following
is an abbreviated version of that letter.

To all of my old friends at PWSA:

From here in the depths of Kansas
tornado country—greetings. It has been
six years since Sarah first came to Wichita
to attend the Institute of Logopedics. Now
they have renamed it HeartSpring and are
in the process of relocating out of shooting
range of the 21st Street gangs. Three years
ago she entered as a full-time client of the
Kansas Elks Training Center for the
Handicapped (KETCH). This project pro-
vides vocational training and residential
management for the handicapped. At the
present time Sarah is living in a newly
built four-bedroom house with two other
clients. One is verbally and mobility im-
paired, and the other girl is mildly men-
tally retarded and nonverbal.

Sarah loves her work, both because it
generates income to supplement her SSI
and also because her work supervisor is a
kind, understanding, and intelligent per-
son who gets Sarah to work hard and well.
The unit is about a block square space of
well-lighted light industrial construc-
tion—everything from living skills and
physiotherapy to education, mailroom
work, and light industrial production such
as air filters for Boeing or reconstructing
the sheet metal clips or power cables for
Beech and Cessna production lines. From
time to time the workers will be sent to
business locations in the community such
as Pizza Hut or a bank to practice their
skills in the real world. These assignments
have proven difficult for Sarah because of

the rows of office desks well laced with
snacks. Most of the time she works at a
production facility that makes ring
binders, and she has become productive in
all phases of that line.

This summer Sarah’s sister Heather
is home from the University of Pennsylva-
nia where she is majoring in linguistics,
psychology as related to the handicapped,
and philosophy and languages. This sum-
mer she again is working as a residential
careworker for KETCH but is also work-
ing as a classroom aide for the Heart-
Spring summer sessions. She plans to go
on for her masters and possibly a doctorate
in language and learning disabilities, with
possibly a longer-range goal of coordinat-
ing that interest with genetic studies as
that field continues to blossom.

Linda continues to work nearly full
time as a recovery room nurse at our hos-

pital’s same-day surgery unit. I was fortu-
nate to find a position in an outstanding
medical community. I am back to doing
some obstetrical anesthesia ... and it never
ceases to amaze me how many first-time
young mothers come to delivery with
weights well in excess of 200 pounds. I
used to think that the dairy-fed of Wiscon-
sin were large, but there are more take-out
quick food parlors per capita in Wichita
than any other similar community in the
country, and all of the young families ex-
press gross ignorance of home cooking or
dieting. ...

God Bless and Good Luck to you all,
and maybe after I retire I’ll return to going
to meetings. Until then, there is enough
farm work to fill the spare time, and then I
still have my favorite toy—the computer.

Sam & Linda Beltran
Andover, Kansas

A Mother’s Plea to Conference
Planners and Attendees

Our 2-year-old daughter, Anna, was diagnosed last January with Prader-Willi
syndrome. After the initial shock, we voraciously read anything we could find. As
you know, the literature paints a bleak picture concentrating on the negative aspects
of the syndrome. However, we read everything we could about hypotonia, develop-
mental delays, hyperphagia, and the hot topic of the year, rectal picking.

We were both excited and somewhat nervous about attending the conference in
St. Louis. We didn’t know quite what to expect. We had met other older children
with Prader-Willi through our chapter but didn’t realize that the national confer-
ence could be so overwhelming. We enjoyed the sessions on the first two days.
They were informative and accomplished what we came to the conference for. The
session for the “Mothers Only” started off on a good note, however, quickly became
the same thing that I had been reading about in the articles, concentrating on the
negative aspects of the syndrome. This left me with a very pessimistic attitude. In
talking with other mothers in the same session, they too left distressed. This is an
unfortunate way to end a conference such as this, especially for parents at their first
meeting. What I am afraid is that it will dissuade parents of newly diagnosed chil-

dren from attending future conferences.

Certainly I am not idealistic and realize that there will be problems ahead. It
just may not be the best time to drag the horror stories out in the last sessions, just
as everyone is going home. These may be best left in their age-appropriate sessions.
As more physicians are becoming aware of the syndrome, there are going to be
more first-time parents attending the national conference, as was shown in St.
Louis. They do not need to be confronted with all the problems at their first meet-
ing. I hope that future sessions can be planned to give a more positive approach to
the problems and encourage other parents to contribute their suggestions.

Carolyn Loker, Kalamazoo, Michigan
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Claire Gallagher was just Fifceen years old when she lost her life
aboard TWA Flight 800 along wich twenty of her Friends From
our High School French clud while they were pursuing their dreams
vo visic Faris. Claire was a wonderFul daughter, a loving sister, a
cherished Friend. She was incredibly gifced doch arcistically and
academically.

The photo above was taken several years ago while we were on
vacacion in Canada. Claire has her arm around her drocher,
Kyle,[who has PWUS] and is tenderly helping him chrough a very
difficulc moment. | cherish that picture and all the many times
ghe showed love and compassion to her family and others.
She will forever be so dearly loved and sadly missed .
Bardara, Bod, Facrick and Kyle Gallagher

Montoursville, Pennsylvania
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Holiday CGreeting Cards for Sale
to Benefit DWSA (USA)

The national PWSA office has beautiful, full-color greeting cards, decorated with artwork by some of our young peo-
ple with Prader-Willi syndrome. They are available in an assortment of five cards, one each of the following themes:
Hanukkah
Santa
Christmas Tree
Snowman
‘Merry Christmas and Happy New Year

$5.00 per 5-card set, plus $1.50 shipping
(Note: Special assortments, or 5-of-a-kind sets, can be made up at your request. Call 1-800-926-4797.)

Send your order, specifying number of card sets, along with check or money order for $6.50 each set to:

PWSA (USA)
2510 S. Brentwood Blvd., Suite 220
St. Louis MO 63144-2326

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. PWS P&




