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Effectively Communicate with Your Physician

Have you ever left the
physician’s office frustrated be-
cause there just didn’t seem to
be time to ask your questions?
Or when you did ask, you were
notgivenananswer? Tobe your
ownand yourchild’sbest health
care advocate, it is up to you to
assist your physician in provid-
ing the best care. Here are six
tips to aid the process:

One:Be familiarwith the
history. Keep records of whom
you have seen for what and
when. If you don’t understand
what the doctor tells you, have
him/her write it in your record
book. Keeptrack ofalltests, and
be sure to get the results.

Two: Keep alist of medi-
cations in your record book. In
anemergency,itcould becritical
to know what medications the
patientistaking. Alsokeeptrack
of the effects and / or side effects
the medications have.

Three: Before going to
the doctor, write down the ques-
tions you want to ask. This will
help you remember them, and
you will beable to noteanswers.
If the physician cannot answer
all of them, ask for a reference
where you can find an answer.
Don’t be frustrated with the re-
sponse “Time will tell,” because

insomeinstances thatis theonly
way to find out, but do ask how
much time it could take.

Four: Give the physician
a specific explanation of the
symptoms and the course of
time. For example, if you are
taking Johnny to the doctor be-
causeyoususpectahearingloss,
relate when you first noticed a
changeand givespecificsof what
youhaveobserved. Forinstance,
three weeks ago you noticed
every time you called Johnny to
come in for dinner, he didn't
respond. When you asked
Johnny if he heard you calling,
he told you he did not. Or you
may have noted in the past
month Johnny seems to be yell-
ing all the time.

Five:Findoutifaspecial-
ist is recommended, and don’t
be afraid to get a second opin-
ion. Most responsible physi-
cians will be happy to refer you.
This could be especially crucial
for your child with PWS since it
may be necessary to see some-
one more familiar with the syn-
drome. Also request that your
physician consult with a leading
professional, if you are not able to
travel to one.

SiX: Trustyour instincts;
listen to yourself. If your physi-

cian is a world renowned spe-
cialist but doesn’t talk to you,
are your needs being met? If
your physician makes you un-
comfortable, it’s unlikely you
will be fully utilizing his or her
expertise. If your physician
seems inappropriate in com-
ments or actions, change doc-
tors. Thereare many concerned,
considerateand competent phy-
siciansavailable. Alsomakesure
your physicianis willingtolearn
and research on your behallf.
National has state listings
of physicians who are familiar
with PWS. Recommendations
from friends are also a good
way to find a trusted physician.

| In This Issue...
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8:00 AM - MATH, 9:00 AM - Help your child rehearse
SCIENCE, and instead justlist- appropriate behavior for situa-
ing the subjects in order: tions which may be upsetting,
MATH, SCIENCE. She said such as changes in lunch and
at 9:01 her son would inter- snack times, or being teased.
rupt the teacher and say, This takes planning but can
“It’s science time now, not greatly reduce behavior prob-
math time.” lems. Explainchangesinsched-
Verbal praiseis extremely ules with your child as soon as
important to children with you know of them, and spell
PWS. Request the teacher to outand practice with your child
compliment your child’s ac- how to respond to the new cir-
complishments onweightloss, cumstances..
aproject welldone,aday with- Give your child ways to
out a tantrum, etc. Help the express anger and frustration.
teacher develop a system that Methods could include having
your child will respond to by someone for your child to talk
providing motivators and re- to regularly ( parent, relative,
wards they will enjoy. Susie, or counselor); story time with
for example, could earn one  happy and sad faces to let them
sticker for each day without a know how they look during a
tantrum or whenschoolwork  tantrum; use of an art therapist
was completed; when five are to guideyourchild throughsafe
earned, she would receive a self-expression.
small toy, puzzle, or fifteen Discuss limits with your
minutes one-on-one with a  childand determineactionsand
special friend or teacher: Over rewards together. A conversa-
time, the number of stickers tion might go like this: “What
needed to get a reward can be can we do when you behave
increased. badly?” “We’ve decided then
Educators may be more  ha¢ when you begin to get an-
fece.ptlve to professionals, so gry you will immediately go to
it might be necessary tocalla 51 room until you calm
meetingandinviteyourchild’s  §,n » Have your child actu-
physician, psychologist, or 551y practice this, and explain
therapist to verify yourchild’s the consequences for inappro-
needs. priatebehaviorand rewards for
g oubave Yo B o behavior
: i The beginning of the
dated' with FWSA ‘brochufr it school year ig also agstressful
4 YALIRUY OF I Juties face time on spouses and siblings.
R, L Try to structure your time so
First of all, your little one will thz)xl P g B y b
no longer be under your sole . ¥ nempet getsa
; ; little extra TLC from you, and
care, leaving him or her more B gt st I¥ k,
vulnerable. Exposure to other battles agn dy don’s .swleczatyct)}l\lr
kids will show your child he/ E

small stuff. Think of your IEP
as a team effort with everyone
on the same team. Approach
educators as friends and advo-

she is different. Make time to
talk to your child about their
specialness. Build in ways to

makethemmore independgnt cates for your child. After all,
such as offering more routine the old cliche does hold true
choices, “Do you want to wear “You catch more flies with

thered shirt or the blue shirt?” honey than vinegar.”
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Election Results

A special note of thanks to all our
members who sentin their proxy votesfor

the election of our new
board members. At the
membership meeting,
two candidates were
nominated fromthefloor,
bringing the final ballot
to seven candidates for
five three-year Board po-
siions. Two candidates
wereincumbentsrunning
for re-election, and three
vacancies werecreated by
thestepping down of cur-
rentBoard members: June
Smith (1989 - 1992), Lota
Mitchell (1980-1992),and
Frank Moss (1990 -1992).
Wholehearted thanks
go to these members
who have committed
several years, numer-
ous hours, and bound-
less energy to serving
PWSA and its mem-
bers.

A total of 171 ballots
were cast. The five elected were incum-
bents D.J. Miller and Mildred Lacy, and
new members elected were Annette Ruiz
of Arizona, PaulineParentof New Hamp-
shire, and Paul Wissmann of California.

Floor nominees were Rita Welch of
New York and Virginia Rupprecht of
New Mexico; write-in votes were cast for
Henry Singer and Rhett Eleazer.

Congratulationsto ourre-
elected andnewly elected mem-
bers of the Board of Directors.
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Report from the Board
of Directors July
Meeting

The following actions were taken by the
Board of Directors:

* The price of materi-
alswasraised effectiveJuly
15,1992, to more truly re-
flect the cost of develop-
ment.

* The Chairperson of
the Board may serve up to
atotal of sixone-yearterms,
and first preference shall
be a parent or immediate
family member.

* Thenamefor thesci-
entific advisors of PWSA
was officially adopted as
the Scientific Advisory
Board. Four new members
wereselected by Chairper-
son, VanjaHolm M.D.,and
approved by the PWSA
Board: Suzanne Cassidy,
M.D., Phillip Lee, Ph.D,,
Rob Nicholls,D. Phil., and

Jeanne Hanchett, M.D.

* The following con-
ferencebids wereaccepted:
Phoenix, Arizona in 1993;
Atlanta, Georgiain 1994; Seattle, Washingtonin 1995;
and St. Louis, Missouri in 1996.

* Lota Mitchell was recognized for her work as
Chairperson of the Board from 1987 to 1992. Recog-
nition was also given to D.J. Miller for her efforts and
energy as Chairperson of the 14th Annual Confer-
ence.

* The new Chairperson of the Board elected by
a majority of the Board is Mr. Curt Shacklett. Mr.
Shacklett, the parent of a 23-year-old son with PWS,
is a practicing attorney from Oklahoma.

* The Board approved a balanced budget for
theremainderof1992, and began intensive workon

a long range plan for the organization.
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President’s Message

by Janalee Tomaseski-Heinemann

Matt, Al, and I had just
completed lunch at the lovely
Radisson Hotel in Philadelphia
when a young woman unfa-
miliar tousstoppedat our table.
Observing theuntouched pickle
and onion on Al's plate, she
asked, “Do you like pickles?”
Al said, “Why, yes I do,” and
proceeded to pick up the pickle
and eat it. She continued to
stand thereand thenasked, “Do
you like onions?” Having no
intention of eating a raw onion
sliceand knowing thereare few
calories in an onion, Al offered
itto her,and the young woman
casually strolled off eating the
onion. It was at that moment
we knew for sure we were at
the1992Prader-WilliSyndrome
Association national confer-
ence.

There probably isnomore
significant time or event that
reminds us of our common
bond with PWS than the na-
tional conference. This year, at
the conference, the theme of
needing to work together came
through clearer than ever.
When we are scattered across
the nation and world for 51
weeks out of the year, working
together is certainly a
challenge--but with FAX ma-
chines, our 800 number, and
conference calls it is not impos-
sible. The spark that lights our
flame of enthusiasm and com-
mitment and rekindles it every
year is theconference. Here we
can meet face-to-face, not only
to passively learn the latest in-
formation in the medical field,
but we can also challenge each
other and have brain-storming
sessions. Most important, we
can share personal stories with
people who can grieve with us,

laugh with us, and get outraged
with us—-because they truly un-
derstand what we are going
through.

During the Chapter Presi-
dents’ Day, common concerns,
frustrations, and potential solu-
tions were addressed to myself
and the Board through your
chapter president or state repre-
sentative. This year we had an
excellent workingsession. Ionly
wishwehad moretimetogether
to continue the process. Iwould
like to share with you some of
the topics and suggestions.

Long Range Planning

The objective was to pro-
videinputto thelong rangeplan-
ning committee of the National
Board of Directors.

O Lobby in Washington,
D.C. & coordinate these efforts
with the State Chapters. (Possi-
bly a workshop topic at next
year’s conference could be on
how to effectively lobby.)

(OHaveanational spokes-
person. (Thishasbeenattempted
butso farwithnosuccess.) Have
anational awareness campaign.

ODeveloppackets onsib-
lings, the younger child with
PWS, the older child and older
parents, education, and one for
new parents that includes tips
on how to talk to them about
PWS.

National Office Issues
& Ways that National
can meet the States’
Needs

The objective was to foster
moreunity and communications

between National and State
Chapters.

O Explain the CIT funds
regarding how they are being
spent. New members are con-
fused on the issue.

O National should share
their operating manual with
State Chapters. States are not
awareof policiesand procedures
of national. Need history of na-
tional.

O Provide persons inter-
ested in forming new chapters a
copy of guidelines to become a
chapter and a sample copy of
by-laws.

O Chapters were con-
cerned by one report of what
appeared to be a disproportion-
ateamountofmoney beingspent
by national on administration
costs, when in actuality this is
notatall true. (To clear thisup, a
moredetailed reportwillbe pub-
lished in the near future.)

O Determine how to give
states that don’t have chapters
more support. We are working
on establishing a special rela-
tionship with the California
Foundation andwould likefeed-
back from our California mem-
bers.

O Haveamore open atti-
tudeonalternativesinlivingsitu-
ations. (This has begun to be
addressed through sessions at
the 1992 conference.)

O Provide more written
information regarding siblings.
We also discussed several po-
tential sessions for siblings for
next year's national conference.
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Problems and
Concerns at the State
Level

OKeepingmembersin-
volved after their child is
placed in a group home.

O Balancing the needs
of parents of younger children
with those of the parents of
older children.

O Keeping members of
a scattered population feeling
connected and informed.

O Developing a state
chapter is still an issue for
many states.

Chapter Incentives

The objective was to find
a means to motivate people to
become members of national
in addition to being a State
Chapter member.

O Have mutual mem-
bership dues, i.e., if they join
national they automatically
join the state chapter. (Mem-
bership dues would be split.)

(OHavea waiver on the
membershipapplicationtona-
tional so they can release
names to states more freely.

O Continue to work on
awareness of what national
does for state chapters.

O Any more ideas?
Fund Raising
O Have mutual fund

raising events between na-
tional and states. (Have na-
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tional PWS awareness day. On
that day, each state would have
their own fund raiser, with a
portion going to national.)

O Put all donors on the
newsletter mailing list. This will
be a reminder for them for fu-
ture PW donations.

O Apply for grants (state,
federal, and private donations).

ODoaletter writingcam-
paign.

O el magazine renew-
als.

O Get local groups to
sponsor a fund raiser for
PWS.(i.e. Rotary Clubs, VFW,
Lions, Elks, Kiwanis)

O Have a dance, Bingo
night, Bowl-a-thon, Walk-a-
thon, etc.

Wealso had agood session
on topics for next year’s confer-
ence that we don’t have room to
share here. A complete sum-
mary of the ideas generated will
go to your Chapter President or
a State Representative through
the Chapter President’s Quar-
terly Newsletter.

Ifyourstatedoesn’t havea
chapterand you would liketobe
arepresentative for your state to
get more involved, please let us
know.

My home address is 12198 Sage
Meadow, St. Louis, MO 63043, or
call national.

estcompliments

oto D J. gfhller, sa and

ere Breneisen, Vicki

Turner,and all the folks

from PA who worked tire-

lessly in putting together an
outstanding conference.

Attention All
Californians

TheCalifornia Foundation
will haveits Annual Meeting on
Sunday, November 15th. This
half-day meeting includes well-
known speakers, the member-
ship meeting, and lots of time to
share experiences with new
friends and old. For more spe-
cific information, contact Fran
Moss, coordinator of the Cali-
fornia PW Project, at (805)389-
3484 orin CA only 800-400-9994.
In the next issue of The Gathered
View,look for a specific writeup
on this exciting California PW
Project.

-__'Annual Conferences

15 in1993: July15-
;17 Phoenlx, AZ

#16in 1994 uly -
16, Atlanta GA

#17 in 199_5: July' 15 -
17, Seattle, WA

#18 in 1996: July 16 -
18, St. Louis, MO
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Placement Success Stories

The following are excerpts
from letters we have received
here in the National office re-
garding living situations for
adult persons with PWS. Thisis
a small sampling of the many
types of living arrangements
which are presently being used
and explored. Please keep in
mind theseexcerptsandideasin
no way fully describe or outline
all the factors which play a sig-
nificant role in the determina-
tion ofa “successful placement.”

“CJur group home opened
its doors one year ago, and al-
though we are on our fourth
manager, the clients (8 of them)
have done exceptionally well.
We have one client on insulin
who is now taking one shot a
day instead of two. Another
client was admitted with a tra-
chea whichwasremovedinMay
because of his success in losing
weight! Wehavenovs surchased
al5passengervanto fi ifill trans-
portation needs of getting to
work, going to the mo vies, trips
for shopping, etc.; they are a
busy bunch.

Toreallyshow the success

of weight loss here is a chart of
those losses:
Total weight lost: 410.25 pounds
(that averages 51.26 Ibs per person)
Residents weight at admission
vs. present weight

224 vs. 172
295 wvs. 170.F
191 wvs. 140
191 vs. 106.75

1745 vs. 124
128.5 vs. 124
1325 vs. 111
138 wvs. 116

-KY

son, C. lived in an
independent placement; thestaff
turnover rate was great. Idon’t
think C. kept the same aide for
more than three weeks. In the
two years he lived in this sort of
arrangement his weight esca-
lated to 328 1bs., he rarely had
any social outings, and his ac-
tions were pretty much dictated
by his aides. Aftera visit thento
the Pittsburgh Rehab Institute,
C. was placed in a home with
four other PW individuals. In
two years timehis weightisnow
at 170 Ibs. In this home C. does
notdo his own cooking, but cur-
rently is doing his own medica-
tion,and hemakes his choicesas
to his social activities. I think
thiscurrent placementmeetsC’s
needs, and he is healthier and
happier than ever before.” - KS
fV¥hen we opened our
group home, it was the decision
of the Board of Directors that
food never be used as a form of
reinforcement orbeused by staff
to manipulate behavior in any-
way. Wefind it really helps our
residents to be able to have their
lives freed of the unnecessary
strains and stresses which are
present when the food is freely
accessible. We think the ulti-
mate key factor for any living
situation for persons with PWS
istohaveastaffthat trulyunder-
stands all the aspects of the syn-
drome and is willing to treat
each individual as an indi-
vidual.” - MN
use some individu-
als with PWS have already
achievedindependenceand oth-
ersareworkingtoward thatgoal,
the issue no longer is whether
people with PWS will ever
achieve independence; but

rather what we, as professionals
and their support system are
doing to help them achieveit.” -
KS

certainly do not want
you to think that we are experts
with individuals with PWS.
We'veworked with one person,
onetime,and we were fortunate
that what we did worked. Most
of the credit for that needs to go
to the individual. I do believe,
however, thatallowing him/her
tohavetheopportunity ofchoice
made a difference.” - IL
{Ithough total indepen-
dence may be an impossibility
especially around food manage-
ment, both myself and my
client'sstaff personsinher group
home placement found thatcon-
siderableindependencecouldbe
encouraged. Evenso, our client
gained a considerable sense of
pride when she learned to plan
meals and make choices about
them as well as when she actu-
ally was able to prepare whole
meals for herself and other resi-
dents. - Calgary, Canada
is my philosophy] to
treateach personasanindividual
and allow them the opportunity
forsuccess, beforeassuming they
willfail. Itis our belief that every
individual is responsible for his
actions, and the consequences
thatmayresult. AsanadultIam
responsible for considering the
consequences of my actionsand
acting accordingly; the same I
believe to be true for the PW
population.” -Calgary, Canada
was initially monitored
while washing dishes as he
wouldlick theutensils, clean out
the sink stopper, and pick at the
garbage; he never experienced
locked fridges or food pantries.
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Initially his trips to the wash-
room were supervised as he
would walk the hall to the
kitchen; he was given the re-
sponsibility to remain out of the
kitchen when it was appropri-
ate. Today J. weighs 141 1bs (the
lowest ever). Another resident
T.livesinasimilar situation. T's
moneyisbudgeted weekly with
our assistance, but she does her
shopping and carries only
enough money each day for her
taxi ride to and from work. She
follows a daily menu plan and
enjoys the responsibility of
checking off what she is al-
lowed,”-Calgary, Canada
[{ is a real joy to see him
preparing his own meals, shop-
ping, banking, attending classes,
working in a local convalescent
home, and enjoying a full social
life involving church and com-
munity activities. A great staff
from a state funded agency is
providing assistance in devel-
oping this supported indepen-
dent living skills and commu-
nity integration.” - CA

r agency in 1989
moved our PW client into her
own apartment with 24 hour
supervisory staffavailable. Since
this move she is her own boss,
and she calls the shots for her
life. It has also helped consider-
ably that her family is extremely
supportive, giving motivation
notonly to her, but for us, too, to
keep us working extra hard on
herbehalf. Wedon’tknow how
many people with PWS live in-
dependently, butsherepresents
at least one who is doing just
that. We also can’t guarantee
this good situation will last for-
ever,butwe’lldothebestwecan
to help see that it does ... as she
has been an inspiration to all of
us.” -SD
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The concepts and philoso-
phies surrounding the issue of
“independence” and successful
placements cannot be globally
defined. However, there are
clearly three significant points
necessary forsuccessinany type
of placement. First, the philoso-
phy of those providing services
must be that they are customer
service providers and that re-
spect for their client’s individu-
alityand hopesarethetop prior-
ity. Second, supervision and
guidanceareneeded, buttowhat
degree and how these are ad-
ministered must be based upon
theindividual. Third, theremust
be a clear understanding that
while there are a wide range of
behaviors and food seeking,
thesearenot learned oraberrant
psychological processes; rather
the fact that the brain of indi-
viduals with PWS physically
does not function in the same
way the brain of the “normal”
population does.

If you are interested in the
complete letters and reports
whichwerereceived, pleasecon-
tact the National office.

Sexuality in
the PWS
Population - A
controversial
subject

One of the many topics of
discussion at this year’s confer-
ence was sexuality. The opin-
ions and ideas regarding this
topic are wide spread and the
questions surrounding it little
explored. In order to gather
information for an in-depth ar-
ticle, we are requesting that
members write us with their
input on the subject.

The views of those at the
conference ranged from “. . .
providing sex education allow-
ing persons with PWS to pair
up and do what comes natu-
rally .. .” to “ ... fear they
would be exploited and hurt by
adult behavior they are not
mature enough to handle. .. If
they were capable of handling
adult sexual activity, they
would also be able to control
things such as management of
their money, and personal
grooming, etc. ..”

Sex education programs
have been developed for the
developmentally disabled, but
most of the feedback we have
heard is that these programs
are not adequate for persons
with PWS.

Please take some time
to provide us your input,
experiences, and views re-
garding this subject.
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Class of ‘92
Mark Collins

Stockton, CA

Greg J. Ledsma of
Bertram, TX

TheFollowing was placed inthe
school yearbook:

Sometimes life was hard, some-
times sad and the odds have been great.
The road alittle lonely. We held on so
tightly, always a reason for tomorrow.
May God and his Angels watch over
you. Congratulations: We are very
proud. Love,Dad,Mom, Leticiaand
Clarissa




July - August 1992

Page 9 "

Conference Notes

"A top of the mountain
experience in the midst of the
valleys of PWS!"

So said an enthusiastic at-
tendee at the 14th Annual Na-
tional Conference in Philadel-
phia, which provided the latest
medical findings,informationon
care provision -- and most of all,
an opportunity for parents to
share their experiences and sup-
port for one another.

Attendance was excellent,
with over 400 adults, and nearly
200 persons with PWS and their
siblings. The pre-conferenceday
featured special meetings for 30
medical/scientific professionals
to review the most recent re-
searchfindings. A providersday
for nearly 100 care providers
encouraged the exchange of in-
formation. The biggest discus-
sion concerned “independent”
and other alternative living ar-
rangements. This day also pro-
vided the opportunity for the
Presidents of 20 State Chapters
to explore issues and provide
inputto eachotherand National.

Here were some of the
comments:

“I plan to change the basic
programming and staff training at
my facility” [from a professional
care provider]

“ I have been revived to work
harder on weight management.”

“I understand better the lim-
ited knowledge of PWS in the medi-
cal profession. Therefore, I will be
more of an educator, provocateur
and questioner to those that work
with our PWS child.”

Theconference providesan
opportunity to recognize out-
standing individuals for their

contributions to PWSA. This
year'shonorees were two out-
standing professional women:
Suzanne B. Cassidy, M.D.
from Arizona and Louise
Greenswag, R.N.,Ph.D. from
Iowa.

Most of you probably
read Dr. Cassidy’s article in
the past Sept.- Oct. issue of
The Gathered View on the ad-
vancesinmedicalgeneticsand
the understanding of unipa-
rental disomy. She became
interested in PWS at the Uni-
versity of Washingtonin 1982.
In addition to her work with
genetics, Dr.Cassidyisamem-
ber of the Board of Directors
and Scientific Advisory Board
forPWSA. Her personal com-
mitment and energy is an in-
spiration to us all.

Louise Greenswag is co-
author of what we affection-
ately refer to as “The Bible on
PWS” [The Management of
PWS]. She dedicated about
three years to writing and
editing this invaluable book.
Louise became personally ac-
quainted with PWS when her
son married and gained a sis-
ter-in-law with PWS. Louise
isa consultant for the Univer-
sity of Iowa, servicing fami-
lies with PWSin thatstateand
throughout the world. A
member of theBoard of Direc-
tors and Scientific Advisory
Board for PWSA, she is cur-
rently working on a study re-
garding the use of psycho-
tropics in the PWS popula-
tion. A greatdeal of apprecia-
tion goes to Louise and we
look forward to hercontinued
work and writing on PWS.

The National office heas
compiled the conference ses-
sions in the form of audio tapes
tomake them available to those

who were unable to attend.
| #1-Synopsis of the Pre-
Conference Day (Scientific, Pro-
viders, and Chapter Presidents)
1 hr. $5.00 Canadian $7.00
| #2-Psychiatric Challenges
| (Presented by Barbara Whitman,
| Ph.D., Louise Greenswag, Ph.D.,
| and Herbert Cooper, 1II, M.D.)
| Examines the question of utiliz-
| ing psychotropic medication in
| thePW population and the utili-
zation of counseling. 1 hr. $5.C0
I Canadian $7.00 ;
| #3-Nutritional Dilemmas
| (Presented by Barbara Thomas,
| RD, Debie Demko, Mother, and
| Regina Brady, Mother) Exam-
| ines dieting and the family is-
| suessurrounding itsdifficulties.
| 1 hr. $5.00 Canadian $7.00
| #4-Genetics (Presented by
| Suzanne Cassidy, M.D., and
| Robert Nicholls, D. Phil.) Exam-
| ines and explains the issues and
| current understanding of genet-
| icsasitrelates to PWS. 1 hr. $5.00
| Canadian $7.00
#5-Questions and Answer
| Panel (Presented by Louise
IGreenswag, Ph.D., Suzanne
| Cassidy, M.D., and Mildred
: Lacy, Mother) 1 hr $5.00 Cana-
dian $7.00
#6-Medical Overview (Pre-
| sented by Suzanne Cassidy,
: M.D.) Gives a general medical
| g\;ervcil?;; $o; 0I:)WS. 1 hr. $5.00
na ;
| SAVE
: ;l'he entire set of six
tapes:
1$20.00 plus $3.00
shipping :
| Canadian/Foreign $30.00
| plus $5.00 shipping
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Money Matters

Everyone is all too aware of the escalating costs of everything. PWSA has experienced this also, at the
same time that services have been increased — services such as the 800 number, more published materials,
and a new Chapter Presidents' Quarterly Newsletter.

The result is that
PWSA faced deficit spend-
ingin1991and possibly will
again in 1992. The Board
of Directorshasmadethe
following decisions to
balance this year's bud-
get

1) Dues are raised in
eachmembership category
by $1.00 effective August
1st, 1992.

2) Price of materialsis
increased, with charges
added for shipping and
handling.

3) At the end of Au-
gust when Marge Wett re-
tires from the National
Office, replacing her will
be deferred.

4) No proposed high
expense projects will be
undertaken for now.

5) Great care will be
used in approving any Cri-
sis and Training Funds
and/or Research grants.

Such steps are part of
the Board's effort to put
PWSA on a firm fiscal foot-
ing so that tomorrow's
members as well as today's
may continue to benefit
from its services.

The assistance of all
our members is needed to
achieve this. PWSA needs
your financial commitment,
your personal commitment,
andyourwillingnesstohelp
thegrowth of our organiza-
tion.

The following is the report which was presented at the
membership meeting by treasurer, Jim Kane. If youhave any
questions regarding the report, feel free to call National.

PRADER-WILLI SYNDROME ASSOCIATION

FINANCIAL REPORT TO MEMBERSHIP
HISTORICAL BACKGROUND: The PWSA was organized in 1975 to assist families and professionals in the
d ding and g of the syndrome. The Association is a Minnesota corporation, and is registered with

g
the IRS as a tax exempt organization. Historically, the figancial support for the Association’s activities has come
from membership dues, informational publication salesearnings on investments and donations. The Association
organizes its financial activities into four separate funds as follows:

Operating Activities: Maintenance of national office, newsletter publication, informational
literature publication, assistance to families and group home operators.
Conference Activities: Organization and handling of the Annual Conference.
Research Funding: Support of selected research projects.
Crisis Intervention and
Training Activities: Support for individuals and families during difficult periods, and the

conduct of training activities.

FINANCIAL DATA: The following table summarizes various financial data for the Association:

AS OF AS OF
123181 6/30/92
Cash and Cash Equivalents $ 166,400 $261,900
Certificates of Deposit 95,000 25,000
Mutual Funds 58,400 58,100
Treasury Bills 55,000 45,000
Total Assets $ 374,800 $390,000
===== =====
Fund Balances:
Operating Activities $ 68,200 $ 50,800
Conference Activities: 17,200 38,700
Research Funding: 24,200 36,900
Crisis Intervention and
Training Activities: 265,200 263,600
Total Fund Balances $ 374,800 $390,000
YEAR ENDED FOR THE SIX-MONTHS
12/31/91 6/30/92
Operating Income and Donations § 105,200 $ 56,700
Operating Expenses <128,700> <74,200>
Conference Income and Interest 36,700 £ 30,600
Conference Expenses <38,000> <9,100>
Research Donations and Interest 13,700 13,500
Research Expenses <33,500> <600>
Crisis Fund Donations and Interest 23,300 8,600
Crisis Fund Expenses <5,800> <10,200>
Total Association Income (Loss) $<27,100> $ 15,300

INVESTMENT ACTIVITY: The Association maintains an investment portfolio of high-grade income-producing
assets. The investment objectives are maintaining a current yield sufficient to generate real growth while preserving,
at all times, the principal baiance.
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Announcing
the PWSA
Birthday
Club

Tired of trying to remem-
ber too many birthdays? Tired
of having to remember to get
those cards in the mail? Hereis
a simple solution that also ben-
efits PWSA. Join the PWSA
Birthday Club!

Here are the simple steps
to join the club:

1) Send PWSA the names,
addresses, ages, and birthdays
ofthose to whom youwantcards
and a small age appropriate gift
sent.

2) Enclosea contribution of
$25 for each individual you are
enrolling.

And that is all there is
to it!!!

Or. ... if you would like to
brighten thelife of an individual
with PWS, you may contribute
without designating a recipient
for thecard. Your card will then
be sent to a person with PWS
who has noliving family orwho
would normally not receive any
mail or birthday cards. Remem-
ber when you were young what
athrillit was to get somethingin
the mail? Now, you can bring
this thrill to a person with PWS.
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TheBirthday Clubissimple
... providesjoy to people’slives.
..and helps PWSA help people
withPWS. Special bonus:join
the Birthday Club before De-
cember 1st and receive a free
Angel lapel pin.

Fund Raising for
PWSA Needs You

Our annual fund raising
campaign in 1992 will again be
“Be An Angel.” Several years
ago when this campaign began,
members were asked to submit
the names and complete ad-
dresses of individuals they felt
mightalsocontributetothecam-
paign. You sent names of rela-
tives, friends, and neighbors to
add to our mailing list. These
additional names have assisted
greatly inthesuccess of ourcam-
paigns. Therefore, we are again
requesting that members send
names and addresses for this
year’scampaign. Ourcampaign
is just one mailing during the
holiday season, no annoying
phone calls, no follow-up let-
ters,and noidentificationof who
submitted their name. It is a
simplerequest which comesbut
once a year.

We also suggest that our
members check with their em-
ployers regarding the possibil-
ity of matching funds. Many
companies will send a check in
the same amount as yours, thus
doubling your contribution to
PWSA. We also encourage
members to submit names of
any organizations which con-
tribute to charitable organiza-
tions such as PWSA.

Thinking of
the Future

AliceParcell of VA wrote
about her experience that she
wanted to share with anyone
else who might benefit.

“When my aunt died
three years ago, she left
Caroline [Alice’s daughter
with PWS] $5,000. Even
though she was a legal secre-
tary, she did not phrase the
use of the money restrictively
but merely left it for her ben-
efit and education with me as
the distributor. I put somein
a CD and some in a money
market account so that we
could useitasneeded. I putit
in a trust for her with me as
theguardian (we have guard-
ianship of Caroline).

This turned out to be a
major mistake as this money
made her ineligible for SSI. I
know what my aunt intended
the money for but the people
atSSIsaw itasmoney Caroline
could use for everyday needs.

Intheend whatIdid was
to cash in the accounts and
pulloutallmyrecordstoshow
wehadspentonher (well over
$5,000) since she turned 18. I
recently received a letter say-
ing she qualified as of the first
of this month.

My advice to anyone in
similar situations would beto
put the money under your
own name and pay the taxes
eachyear whileyou useit asit
was intended to be used.”
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Conference Audio Tapes Designed for the Age
of the Child with PWS You May Know

Pre-School (Ages 0-5) Young Children (Ages 6-11)
A three hour session on Speech and
Language presented by Deb Downey M.A., Thisthreehoursessionis presented by Marsha
CCC-SLP. Lupi, ED.D., and Barbara Whitman, Ph.D.
This tape covers the multiple questions . '
surrounding speech and language and This session covers educational and behav-
therapy. ioral issues.
Cost $10.00 Canadian/Foreign $12.00 Cost $10.00 Canadian/Foreign $12.00

The Gathered Viewis the ofﬁc1al newslettcrof the Prader-Willi Syndrome Association and is sent to all members. The opinions expressed

in mmmprcsent those of the authors of the articles published, and do not necessarily reflect the opinion or position of

o the: ofﬁcers and Board of Directors of PWSA. Duphcatlon of this newsletter for publication is prohibited. Quotations maybe used upon
credit given to PWSA. Membsrshxp dues are $21 for an individual, $26 per family, $31 per agency/professional. Send dues, change
‘of address, or letters to: 6490 Excelsior Blvd. E102, St. Louis Park, MN 55426-4797 Quesuons or comments regardmg this pubhcatlon
or PWS cal} 800 926—4797 or 612 926-1947 or FaiX' 612 928 9133

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