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What is it fo be "Normal"?

Misconceptions about normalization.

Paraphrased from an article in
the Canadian Journal on Mental
Retardation, by Burt Perrin.

While the principle of normaliza-
tion evolved in Scandinavia
during the 1960's, in a very short
time it became one of the most
influential and widely quoted
concepts internationally in the
field of mental retardation.

The Normalization Principle as
defined by Nirje: "The Normal-
ization Principle means making
available to all mentally retarded
people patterns of life, and
conditions for everyday living,
which are as close as possible to
the regular circumstances and
ways of life of society". Others
describe it as the acceptance of
mentally handicapped persons
with their handicap, offering
them the same conditions that are
offered to other citizens, inclu-
sive of treatment, education, and
training needed to provide for
optimal development.

These definitions are fairly wide-
based. What could possibly be

misconceived? Well as any
parent of a PW child knows,
there are many things that you
tell others, which they truly do
not comprehend, or misperceive
what is truly needed in a situa-
tion. Here are three common
misconceptions which may arise
when applying "normalization"
ideas to children with PW:

Misconception #1- Normal-
ization means making your
child normal, or just like
everyone else.

This is probably the most com-
mon misinterpretation of the
principle of normalization. It is
the mistaken belief that mentally
handicapped people must be
expected to indeed be forced to
act "normal;" to conform in all
respects to society's statistical
norms for all dimensions of
behavior. Normalization fre-
quently has been confused with
normalcy. It does not mean
people should be normalized, or
forced to conform to any particu-
lar standard, such as getting
married and having children.

With persons with PW, many
non-parents harbor thoughts of
"teaching an individual not to
steal food or other items, or
having negative consequences for
temper tantrums." The overrid-
ing perception that individuals
with PW can be just like every-
one else can really prevent one
from reaching the true goal of
normalization, which is letting
your child lead as normal a life as
possible given the confines of
PWS.

National PWSA: Phone 800-926-4797 or 612-926-1947 or Fax 612-928-9133
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Misconception #2- Special
services are inconsistent
with normalization--it
supports dumping people
into group homes or institu-
tions.

The normalization prinicple has
been falsely interpreted to mean
that people should not be placed
into "non-normal" situations.
The perception of a group home
as being an institution with rigid
regulations, or a babysitting
service, or simply a place to keep
them away from others. Within
the principle of normalization,
the ideal placement is one which
provides for special needs, as
well as integration with the
community. The most important
questions concerning living
arrangements are:

"what most closely matches the
lifestyle to which this individual
has become accustom?"

"Has this person been living
alone or with others?"

"Has this person ever been
allowed free access to food?"
"Has this person ever managed
his/her own financial affairs?"
"Has this person ever made all
his/her own decisions as to what
their day would entail?" (Most
all of us have a greater majority
of our days dictated to us by
others.)

These questions are major
components of determining what
is "normal" in all of our lives.
Isn't it logical that a "normal"
environment for persons with
PW would include what has
become "normal" in their lives?

Misconception #3- Normal-
ization is a humanistic
concept, but idealized and
impractical.
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On the contrary, one of the major
benefits of normalization is that it
is very practical. It provides
guidelines for routines, implica-
tion for actions, and establishes
the patterns for what is most
acceptable. What ends up being
impractical is to handle a PW
person just like everyone else.

How many times have you tried
to have a "normal" argument over
a very logical matter? If your
goal is to have a PW child be
"normal," you would repeatedly
continue to have such arguments,
and never reach a conclusion. In
the principle of normalization,
you have a logical argument, and
then you ask yourself what does
it matter if my PW child thinks
today that the sky is green instead
of blue; and the argument
concludes. Using the principle of
normalization also, parents and
providers accept that PW indi-
viduals will have at least a
stubbom streak and at times
temper tantrums. This is accept-
able because it is what is "nor-
mal" to a person with PW.

Conclusions

Our society is very much into
being "normal." Thinking about
individuals with PW, the prin-
ciple of normalization is so much
more desirable, and makes for a
much happier and fulfilled
individual. Even within a
normalization concept, good
programs, and capable and

.interested care providers or

volunteers, need to be supportive,
courageous, and open to learning
from parents and friends. A
proper understanding of "normal"
for individuals with PW goes a
long way towards providing the
best in services and in life for all
involved.
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You Have
the Power!

Words are more than a few
letters pieced together to form a
concept. They are our primary
source of communication.
Words can comfort or unnerve,
praise or scold, encourage or
belittle. They are powerful
tools to be used with care and
with the awareness that words
make a difference. Words are
most positive and fulfilling
when spoken with love.

With love as a basis, words
often help you bring positive
change into the life of another
person. When you speak with
love, you give a much-needed
dose of praise, encouragement,
gratitude, apology, or forgive-
ness to an eager listener.

Our words can cut or comfort,
hinder or help, harass or heal,

injure or inspire. Each time we
speak we deliver our own state

of the heart address.

To speak with love is to plant Word C h()ice

"flower seeds" within. Nega-
tive words beget "weed seeds.”  Words stem from the heart,
Here are some phrases that are are processed by the
music to the ear and spirit. mind, and are

Thank you. transmitted by the
I love you. llpS Although
Good work! they often are a
1 forgive you. commentary on
é’; ;Z'rfzt’:celzltzﬁ?zz’ others, they also
I'm sorry. reveal a great deal

You can do it! about who you are
We're proud of you. as an individual.

Do your words say
you are:

An optimist or a
pessimist? A doer
or procrastinator?
An encourager

or a discourager?
Joyful or sorrow-
ful? Content or
dissatisfied? A give
or a taker?
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Frustration

It's the feeling we get when
plans and efforts go haywire.
Many times frustrations are
produced by others’ interfer-
ence. More often however, we
do it to ourselves. Somehow
it’s easier to deal with when
others are the root of our
stress. We can point a finger
and say, “it’s your fault.” It’s
the craziness we bring upon
ourselves that is most difficult
to bare. Self-criticism is often
the first choice for venting our
anger. However, positive
methods exist to deal with
frustration. Individuals with
PW are especially prone to
frustrations and should try the
following beneficial stress
relievers.

Talk it out - Meet with your
school or group home nurse,
teachers, counselors, parents,
siblings, friends, clergy person
or anyone with a sympathetic
ear. Speak with several people
to get a variety of views.
Problems left to bounce
around in our head often grow
as we go over them again and
again. Talking them out not
only reduces our anxiety, but
often clarifies the issue so it
doesn’t seem so bad after all.

Be involved - Check the
activity schedule at school or
at your group home for mov-
ies, plays, or concerts. Plan to

attend and give your brain a
rest from your troubles.
You’re not forgetting your
problem, you are just
regrouping so you can deal
with the concern in a clear
manner.

Work off your anger - If
you’re mad at the world, try
some strenuous activity to
wear it out of you. Volunteer
to help clean the garage or
group home. Swim some
extra laps or work extra hard
in your exercise sessions.
Group sports, like kick ball,
are an excellent way to distract
yourself from your frustra-
tions.

Write it away - Try writing a
letter expressing your every
feeling to the person or thing
that annoys you. BUT - don’t
mail it. Reread it the next day
and file or throw it away. Spill
your emotions on the paper
and don’t dwell on them.

Do something for others -
Take the focus off of yourself.
Help a friend who is struggling
with a project. Write a letter
to your grandparents, parents,
or a long distance friend.
Create several Valentines for
those who may not receive
any. Remember to thank the
special people in your life.




January - February 1992

Page 5

Overweight vs. Obesity

What is the difference between
a PW child being overweight or
being obese? And does this
matter in their lives?

Someone with dense muscula-
ture may be overweight--that is,
exceed the "desirable weight"
on a weight chart--and yet not
be fat (an athlete, for example).
It is also possible for an indi-
vidual with PWS to exceed what
is considered "desirable weight"
on a weight chart, due to the
uniqueness of the functions of
their body; functions which are
as yet not fully understood. In
the PW population, if weight
exceeds 15-25% of the
desirable weight, an indi-
vidual is considered slightly
overweight. If the weight is
in excess of 25% of the
desirable weight, this would
be considered obese.

What does actually being obese
mean? All the fat that causes
either excess weight or obesity
(stored fat which is more
correctly called triglyceride) is
located in a special tissue called
adipose tissue. This type of
tissue is present in everyone's
body. In a normal adult male
weighing 150 pounds, as much
as 20 pounds of that weight is
adipose tissue. In an obese
individual, there would be
roughly 40 pounds of fat.

Why is the extra fat tissue in an
obese individual bad? In most
individuals, fat tissue lies just
beneath the skin; the remainder
is in the deeper depots found in
the abdomen, and surrounding
the vital organs of the body,

such as the kidneys, heart, and
lungs. Thus the extra pounds of
fat directly affect the functioning
of the vital organs in the body.
You can think of it in terms of
trying to breathe with a twenty
pound weight on your chest, or
remember how your heart
pounds after carrying a heavy
object for some time. In the PW
population, it is proven that the
effects on the vital organs begin
more quickly than they do in the
general population. Young
adults with PWS have been
known to have heart attacks, and
develop diabetes.

This is not to say that individu-
als with PW are healthiest if
they stay within a "desirable
weight range".

Nutritionists who have worked
with the syndrome agree upon a
formula of 8-11 Kcal per cm of
height to maintain ideal growth
and weight. To explain this
formula in more practical terms,
one inch equals 2.5cm, or 30cm
roughly equals one foot. If your
child is 36 inches tall, an ideal
caloric intake would be between
720 and 990 calories. Maintain-
ing this dietary intake would keep
your child within a healthy and
happy weight. If you have further
questions, contact PWSA for
possible names of nutritionists.

Do you know your fats? Fats
occur in animals and vegetables,
but cholesterol is found only in
animal products. Vegetable
products can be labeled choles-
terol-free, even if they are 100%
fat, such as vegetable oils.

Animal fats are mostly satu-
rated, in both meats and dairy
products. Vegetable oils vary
from mostly unsaturated (olive,
canola, and others) to mostly
saturated (palm and coconut).

Although your level of blood
cholesterol can be increased by
cholesterol in the diet, saturated
fats have a larger influ-
ence. This is because
your body can make
cholesterol from saturated
fats. Some scientists
estimate that two-thirds of
your blood cholesterol
can come from saturated fats.

Fats and oils can be hydroge-
nated (processed) to reduce their
tendency to turn rancid (stale) so
they keep longer. This also
makes them more saturated.
Not more than ten percent of
daily calories should come from
saturated fat.

It is so encouraging to know so
much these days about nutrition
and weight management. Less
that ten years ago, doctors were
convinced that no one with
PWS would live beyond their
early thirties. Today we know
despite the struggles, individuals
with PWS are productive
members of our society living
far beyond their 30's.




President's Message

by Janalee Tomaseski-
Heinemann

Parent Power was a term I heard
several years ago. At that time I
thought it was a little trite, but
over the years I have begun to
appreciate the significance of that
phrase. Like the bricks used in
building a house, no brick in it-
self can be good enough or big
enough to make the entire house,
but bonded together they can
build castles. The same is true of
aparent trying to deal with Prader-
Willi syndrome. Try to imagine
if there had never been a meeting
or group for Prader-Willi par-
ents. There would still be the
same amount of parents, buthow
many people would be educated
about the syndrome? Also, how
many group homes would there
be in existence? Would we have
brochures, films, camps, or con-
ferences? If not parents, who
else would come forward and
exert the time, energy, and money
it takes to make these things hap-
pen? Would we know how to
lock up food, and would we know
that the behavior problems spe-
cific to Prader-Willi syndrome
are not our fault? Idoubtit. How
many professionals would get a
true understanding of the syn-
drome if they only talked to an
individual family? How many
parents alone would be able to
convince legislators, community
boards, etc. that building a Prader-
Willi group home should be a
number one priority? From a
personal perspective, ten years
ago when we were just a few
parents meeting in our home, no
one would have convinced Al
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and myself that today we would
be working on our third group
home! At that time we didn't
even have the foresight to know
what we needed, we just knew
we weren't dealing with the syn-
drome very well alone. We
wanted to know if anyone else's
kid stole boxes of cereal, or had
frequent temper tantrums.
Gradually as our group grew, we
went from sharing problems to
wanting to find solutions. Per-
hapsit's good that we didn't have
a crystal ball to see exactly what
we needed to do, because it may
have been a bit overwhelming.
For example, when we first be-
gan with the concept of a group
home, it seemed to take forever
to figure out where to start. We
finally thought of it like climbing
a mountain. If you look too far
up the mountain, you lose per-
spective. But if you never look
up you'll never know the height
to which you can reach. It's a
matter of taking one step (or piece
of a project) at a time, with each
person bringing their own set of
skills to the group.

Bravery is also something that is
born out of parent power. There
are many things that a person
will do- as part of a group that
they wouldn't have been brave
enough to do alone. For us, our
greatest triumph was taking a
bus load of parents and friends to
"storm" the capitol in Jefferson,
MO. On the entire bus, only one
of us had been to the capitol
before--and that was in the eighth
grade! Many went to great ef-
forts to be there--taking time off
from work, traveling great dis-
tances, making child care ar-
rangements, etc. If nothing else,
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the capitol was educated on the
syndrome. We did 300 mailings
that day, plus our group handed
out brochures and talked to ev-
eryone they met, including people
on the elevators. Doors opened
that we didn't expect to open and
legislators not only listened to
us, but ultimately supported our
cause. We ended up being the
only new program approved in
the budget for the Department of
Mental Health! This wasn't be-
cause we hired a lobbyist or be-
cause some generous outside pro-
fessional decided to take on our
cause. It's because each person
in our group did their part.

As we enter a new year, we are
greatly encouraged by the many
news articles regarding the
progress in the field of genetics.
In the next few years, we hope to
be directing our "parent power"
in many new directions. If the
problems of compulsive eating
and behavior were eliminated,
the remaining areas of concern
would be greatly reduced. In the
next few years, we hope to have
new and exciting directions to
focus our "parent power!"

As asocial worker, after years of
leading and being part of many
groups, I never cease to be
amazed at the flow of ideas that
the group process brings out, and
how scattered threads of thought
can be woven into a construc-
tive, insightful plan. As parents
we often feel we are in powerless
situations in our own homes, but
as a chapter or a member of
PWSA, we can help each other
find the strength and the pathway
to climb the mountains we face
for a better future.
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SPECIAL THANKS TO OUR SUPPORTERS

Months of November & December
CIT DONORS: McAndrew, Olson(2), & Beltran

OPERATING & RESEARCH DONORS: Hanchett, Ingalls, McAndrew, UW-Ventura(Moss), Parker, Mitchell,
Immekus, Nanzig, Klausen, PW KY Chapter, Daly, Boyd(2), Spencer Club,Mook Family.

MEMORIALS:McCARTHY (Uftring EDS); MEARS(Levy, Vuoncino(2),Picillo(2),Behnke, Van Hassel, Hurley,
Corrubia,Luggage Union,Shankman,Sangeorge, Med&DDS Staff,Lescota,Fortier,Arons; ELLIOTT:(McGrath
Crow Elliott,Larus,Lottimer,Farrell, Armour,Plotkin,Pope,Lacy(2); SHACKLETT(Marsh, Williams(2),Smith(2),
Adams,Babbitt,Searcy, Torchia,Barbar&Bartz,Geiger,Russell Fletcher,Leonard,Flanagan, Thieman, Norberg,Baptist
Fd. Russell, & Harada;UZENDOWSKI(Costellano); BURKEL (Diercks); VAN ZOMEREN(Rogen);
AHLES(Pacheco); WISSMAN(Clay).

CONTRIBUTING DUES($40-$99): Blumberg, Rattray, Harold, Roenigk, Pearson, Prettyman, Janes, McEttrick,
Hinson, Ray, Hadsall, Bush, Jennings, Childers, Ledoux, Paaren, Lockwood,

PATRON DUES ($100+): Muirhead, Griggs, Houtman, Keenan, Ripley& Fitchner.

CIT,OPERATING & RESEARCH DONORS CONTRIBUTED $4796

ANGEL YEARLY FUND RAISER

(Cherub: up to $49; Angel $50-$99; Arch Angel $100-$249;Heavenly Angel $250 +)

CHERUBS: Burke, Merida,Amoudse,Schneider, Veziroglu,St.John, Talbot,Maurer,R.., Gastelum, Hiatt, Gunnison,
Wallis,Fox,Comejo, Weeks,Staszewski,Langlois,Martin,Nichols,Marcinko,Lehman,Schuster,Laurie,Scott,
Ulland,Brockton,Cooper,Rangitsch,Sviotris,Hausner,Kellerman,Hellerman,Moss,Kelliner-Gibson,Dauenheimer,
Onopa, Vetor,Goodman,Hinds,Engleman, Totten,Holstein, Weger, Trescott, Henriksen,LaPenta, Brindisi,
Dunne,Houpis,Abell,Sidlo,Mays,Daly, Manning,Hebel, Madden,Gottschalk,Chase,Gustafson,Steinmann;
Buchanan,Mans,Synder Kelleher,Jordon,Schmehl,Fick,Oppenheim Pfaff, Henningsen,Smith, Turney,Martin,
Kokoszka, Trawick,Johnson, Weakly, Parker,Sundell, Adleman, Krocka,Nalley, Dorothy Group Home.

Friends & Relatives of Members: Rattray: Branch; Wett: Larson,Zastrow; Dorn: Moore,Domn,R.; Heinemann:
Heinemann,L.; Gottschalk: Merrill; Nanzig: Valliere; Castle:Herbst; Vermeulen: Cooley,Mahar,Vermeulen,L.;
Mitchell: Small, Gemmell,Gordon,Dodds, Gruneberg; Howe: Howe; Olivo: D’Elia; Gulling: Powers; Umbaugh:
Wagner,L.,Reedy,Haney, Klein: Morlock; Wyka: Pami,Wyka,A.; Wagstrom: Belgum; Noll:Noll,A.; Levikoff:
Pomerantz; Maas:Maas,G.; Lynch: Pesce,L.Pesce,M.; Forthman: Forthman,R. Kelly,].; Means:Dern; Tokartz:
Bendler; Lundh:Ott, Williams, Wong, Allbritton,Masterson; Eager: Eager,B.; Hadsall: D’ Alessandro; Webb:
Stoffel; Welch: Karlsson; Hutchins: Giles; Burleigh:Bowles; Ingalls: Cardin,Lacroix;Kricheff:Hirsch,Frey, Wilt;
Donlan:Midthus; Brewi:Smocer,Stege: Anderson; Howe:Hanley; Braun:Belsher

ANGELS:Janes,Luman, Whitlock,Pankonin,Gorman, Wissmann,Jackson,Ceppos, Levikoff, Braunreiter,
Ginn,Ranck, Weingart,Mills,Katz,Caffas Paolini, Castle, Morgan,Smith,Pflieger, Webb,Horrocks,

Braun,Gemar, Stone,Sidbury,Ponti,Sclaroff,Roenigk Kricheff,Sojka, Lacy, Whitman,Klein,Ruzicka,
Shapowalenko, Bolduc. Friends & Relatives of Members: Umbaugh: Wagner,D.; Wett: Hill, Wett,M.;
Hambrick: Heniff; Vermeulen: Kappler,Heidel; Turner:Thompson,E.; Lockwood:Phillips; Gulling: Pauken;
Heinemann: Powers,J.; Dorn: Becker,R.; Zador: Frey; Lundh:Masterson; Weisel:Nearhoff: Kricheff:Kazansky

ARCH ANGELS: Jones,Scheidegger,Buhai,Schmidt,Holm,Stinogel PW Utah Chapter,Kraft,Cheng,
Thompson,Basker, Porter,Furr,Pike,Lat,Masterson,Ingalls,Nijhawan,Shadell, Bennett,Francavilla(2),
Rykowski, Mleczewski,Bintz,Herman,Heinemann,McManus,Elliott, Hughes,Patel, Nanzig,
Schmidt,Bradshaw, Parcell,Suppes,Nelson,Hadsall Fitchner, Tsai. Friends & Relatives: Brewi:Moore;
Schneider:Simon; Nanzig:Nanzig,A.; Krauss:Krauss,R.; Wett:Scanlan; Knippenberg:Faherty;
McAndrew:McAndrew,R.; Kricheff:Rossiter

HEAVENLY ANGELS:
Foley,Carter,R.,Casey,Riesenman,Mears,Quadrel Foundation, Whitehead, Linonis,Kaugher,Fuller, Trentacosta,
Deterling, Bell. Friends & Relatives: Lavaliere: CAMBIOR; Aalund:Ashback; Fuller: Fuller, E.

ANGEL FUND TOTAL THUS FAR; 18,588.80




Thank you!

As a conclusion to the year
1991, we particularly want to
thank those members who
continue to remember PWSA
through the various funds,
and the additional dues paid
through Contributing and
Patron dues. Naming the
organization as recepient for
Memorial funds is also very
helpful to our growth and
Research Fund.

To honor two families that
have contributed immensely
to this organization, your
Board of Directors have
changed the names of two of
our major funds. The Re-
search Fund will henceforth
be the Deterling Research
Fund and the Crisis(CIT)
Fund will be the Wett Crisis
Fund. Donations may be
directed to these funds at any
time. At the present time we
are conducting our Annual
Fund Raiser, Be An Angel.
As you can see we are near-
ing the $20,000 mark on this
fund raiser, which is terrific,
but additional funds are
required in order to maintain
the operating of PWSA. We
hope contributions to this
fund will continue. In 1989
this fund raised a much
needed $31,000. Last year
the total went down to
$28,000, which is going in
the wrong direction. We
hope our membership will
come through and top that
1989 total of $31,000.
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Extehded Oﬁ'ice
iHours -

Help us to Help others
The Gathered View often askes

for your suggestions and expe-

riences in managing the indi-
vidual with PWS. Werecord

your tried methods and offer

them to other parents and pro-

fessionals who need fresh ef-

fective techniques to incorpo-
rate into their daily schedule.
Weneedyourmputeachmonth '

tocontinue ournetwork ofcom-
‘munications betweenmembers
‘and others who are truly des-

perate for new ways to deal
wuh old problems

To_ accomodate; those who are
unable to take work time to talk
with us and to encourage your
important questions, funny sto-

ries, or unique behavior man-

agement techniques, we will
have new hours ona trial basis.

For February and ‘March,

PWSA will be open on Tues—»
days and Thursdays until 6:00
PM Pacific, 7:.00 PM Moun-

tain, 8:00 PM Central,and 9:00
PM Eastem

Thelastfewissues of the Gath- |

ered View have posed ques-v
tions such as the fo]lowmg

Toilet Trammg Methods

Actmg asa trustee fora
person wuh PWS

'Successful Vocauonal

Placements

Bxerc1se Plans
'School Expenences :

Medlcal Proble_ms or .

Successes

Pleasecall or wnte, your sug-
gestions do make a differ-

v ence'
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An Easy Way for
All to Donate !!

In the next couple of months
everyone will receive a mailing
from MBNA. This company
will be offering Mastercard to
ourmembers. Foreach member
who opens anaccount with them,
aroyalty will be givento PWSA.
Also their cards will have the
Association's name and logo.

The deal gets better- each
time you use your card a 15 cent
royalty is also paid to PWSA.

So donating to PWSA can be as
easy as using your charge card!!

So to help PWSA make bread,
here is the recipe:

1 cup of overflowing desire
1 application
1 pen

Use the cup of desire and the pen
to fill in the application and geta
MBNA Mastercard.

Continually use your new card
and watch the PWSA funds rise.

Prader-Wilil Syndrome Assoclatlon

5329 0312 3456 7890

L.

IME
?

John Q. Customer
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Your Wett Crisis Funds at Work

I want to extend my deep
graditude and appreciation to
PWSA for making it possible
to take care of my son with
PWS without so many
WwoITies.

My three sons and I were
getting evicted from our
apartment because of the
trouble Tony (with Prader-
Willi) was causing. The
police came to my door
every day because Tony was
sneaking food from individu-
als' cars, all night stores, golf
courses, etc. Due to the
apartment being rental
property, I was not allowed
to install locks on the refrig-
erator or the outside doors. I
tried everything from sleep-
ing in front of the doorway
to setting "booby traps.” 1
honestly hadn't enjoyed a
decent nights sleep in two
years. Everytime I would
hear a car start up, I would
jump out of bed. I finally got
evicted, so I decided to move
to the country where there
are no stores or neighbors.

The Association was sup-
portive in a crisis situation
and helped me to move and
purchase my own refrigera-
tor and locks. For the three
months in our new home, it's
been great. Irented a house

on 200 acres and locked
everything up. There are no
stores and no neighbors.

I set up a trampoline and
bought some dogs for the
boys. Tony adjusted well to
the change in homes and
schools. He even thanked
me for putting locks on the
refrigerator and cupboard.

The problem I see with Tony
is not only eating, but
behavior. I put the phone
away at night so he cannot
call 911. T also turn off the
gas to the stove and now I
sleep great. My next step is
to fix up his room real nice
so he can be occupied in the
mornings. He loves to read
and listen to his tapes and
records.

We all have to find ways to
help our children and this
was mine. It has taken me
time to adjust to the country
as I was born and raised in
the city, but it is worth it. I
also hope I can try and
better my life. Again, thank
you very much. If I can
help anyone, with respite for
example, I would be willing
to help.

Thank you,

Laura Johnson

WI Parent Group
to be the next
chapter?

Wisconsin is not yet repre-
sented by a chaper, but you
can change that. A meeting
to address becoming a chap-
ter is scheduled for Satur-
day, January 25,at12:30p.m.
at the Physicians Plus
‘McFarland, 5020 Farwell,
McFarland, Wisconsin.

A support meeting will fol-
low the chapter discussion,
For more information con-
tact:

Barb Dorn
5403 North Pass
McFarland, WI 53558

608/838-9535.

carry
faith in
your

pocket
and love
in your
. heart, no
{ mountain
is too tall
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Recipes the Whole Family Can Enjoy

Coffee Ice (44 Cal.)
1/4 c. sugar

2 Tablespoons instant coffee

1/2 c. boiling water

1 c. cold water

strawberries (optional)

In a small bowl combine sugar and coffee.
Add boiling water; stir until dissolved. Add
cold water. Pour mixture into a 9x5x3 loaf
pan. Freeze about 2 hours or until firm.
Break frozen mixture into small chunks; place
in a small chilled mixer bowl. Beat with an
electric mixer on low speed till fluffy. Freeze
mixture for 2 hours or till firm. To serve
scrape or scoop ice into small dessert dishes.
If desired, garnish each serving with a straw-
berry. Makes 5 1/2 c. servings. (It’s possible
that some of the new sugar substitutes, which
can be cooked, may be used.)
Chocolate Pears (76 Cal.)
2 medium pears, peeled, halved, and cored

1 Tbl. lemon or lime juice

1 tsp. vanilla

2 Tbl. semisweet chocolate chips

Arrange pear halves, cut side up, ina 9 inch
pie plate. Stir together lemon juice and
vanilla, and brush over pears. Baked covered
at 375 for 30 to 35 minutes or until pears are
tender. Uncover pears and sprinkle with
chocolate. Spoon any liquid in the pie plate
over the pears. Serve warm. 4 servings.

*Microwave option: Prepare pears same as
above, cover with waxed paper. Cook High 4
to 6 minutes or until pears are tender.

Country Oat Crackers (17 Cal.)
1 1/2 c. quick cooking rolled oats

3/4 c. whole wheat flour

1 Thl br. sugar

1/3 c. margerine

1/3 c. water

2 Tbl. sesame seeds

In a food processor or blender, blend oats till
powdery. Transfer to medium bowl. Stir in
w. wheat flour and br. sugar. Cutin
margerine till pieces are the size of sm. peas.
Sprinkle 1 Tbl. of water over part of the mix;
gently toss with a fork. Push to side of bowl.
Repeat till mix is moistened. Form into a
ball. Divide in half. Between 2 sheets of
waxed paper, roll out 1/2 of mix, about 1/8th
inch thick. Remove top sheet of waxed
paper and invert onto greased cookie sheet.
Use a fluted pastry wheel or knife to cut
pastry into 1 1/2 squares. Using a pastry
brush, brush with water and sprinkle with
sesame seeds. Bake at 325 for 15 to 20 min.
until golden brown. Repeat for second half
of dough. Makes 84 crackers.
Strawberry-Yogurt Pudding (79 Cal.)
1 4-serving size package reduced calorie
instant vanilla or chocolate pudding mix
1 c. skim milk
2 8oz. plain low fat yogurt
2 c. sliced strawberries

In a medium mixing bowl mix pudding mix
and milk with electric mixer or rotary beater
till smooth. Gently stir in yogurt and straw-
berries. Divide among 8 airtight containers.
Chill overnight. Makes 8 servings.
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1991 Conference Tapes Available

A condensed set of four 90 minute tapes from the 1991
conference in Chicago can be purchased for $10.00.
Eactlﬁl of these four tapes can be purchased individually
for $3.

In addition, a complete two tape set of the session,
Psychological Aspects of PWS, is available for $5. A
description of each follows:

Opening Sessions: Marge Wett and Gene Deterling provide an
overview of the past, present, and future of PWSA.

Government Benefits & Estate Planning: Theresa Vamet pre-
sents a practical guide on how to receive government funds for services.
Included are qualifications needed for obtaining SSI and Medicare as
well as estate planning options.

Laughter after Tears: The Heinemanns, Altermans, O'Learys, and
audience members share humorous stories about their experiences with
PWS. A very warm, uplifting, and funny session.

Medical Aspects: Suzanne Cassidy, MD describesthe basic traits and
behaviors of individuals with PWS. A brief discussion on growth
hormones is included.

Speech & Language: Deborah Downey, MA, CCCSLP delivers an
excellent presentation on the development of the PWS child's communi-
cation skills. She also demonstrates tested methods to encourage speech.

Services: Mildred Lacy, Sarah Abell, and Mary Regesterexplore many
service agencies that provide aid throughout the life of the individual with
PWS. An overview of the political steps necessary to develop a group
home is included.

Employment: AnnaMarie Saporito, Mike Brown, and Tere Schaefer
describe possible job options for persons with PWS. Results of an
employment survey are presented along with tips for successful place-
ment.

Psychological Aspect of PWS: Barbara Whitman, PhD, Louise
Greenswag, RN, PhD, Andree Walczak, MD, Bea Maier, PhD, and
Jeanne Hanchett, MD offer management techniques that work with the
individual with PWS. Their suggestions include giving truthful re-
sponses to PWs' questions and the importance of shifing caregivers'
frameworks to preventive action.

Please send me the
1991 conference tapes. 1
have marked my choices

_ below.

‘Name & address:

(please print)

Total enciosed $

___Opening Sessions/
Government Benefits
& Estate Planning

_Conclusion Govt Ben
& Estate Planning/
Laughter after Tears

___Medical Aspects/
Speech and Language

___Services/Er_riployment
(Above four double-sided
tapes are $10 or $3 each)

___Psychological Aspects

of PWS

- (This two-tape session is

available for $5)
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New Year's Resolution:
Buy PWSA Calendars for family and friends.

Nearly every month of the calen- Please send me (Qty)

dar features pictures of children with PW 1992 calendars at $5 each.

along with practical tips for managing the

unique characteristics of PWS. My name & address follow: (please print)

Individuals that work with your PW child:

teachers, social workers, doctors, group home
directors, etc., will benefit from the overview
of the many issues associated with PWS. I have enclosed $

Prader-Willi Syndrome Association
6490 Excelsior Blvd. E-102
St. Louis Park MN 55426-4797

First Class Mail



