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The Gathered View

for the younger set

Newsletter of the Prader-Willi Syndrome Association

PWSA Board Reports
Progress in Operating

* Harvey Bush, Treasurer, reported our organization may
top $100,000 in income and expenses this year. Growth continues.
BarbaraWhitman, Education Committee Chair, madea presentation
at the conference that was well received by those present. The Board
approved a grant to not only cover the proposal but also enhanced
itin order to develop further educational modules and purchase a
professional display board for PWSA.

* Dr. Suzanne Cassidy reported the planning for the Interna-
tional Meeting, to be held in the Netherlands in May of 1991, was
progressing nicely. Two days will be devoted to the scientists and
two days to educational presentations. Several countries have repre-
sentatives working on this conference.

* Sheldon Tarakan, Public Relations Director, made several
suggestions to the board for furthering our exposure. He will be
El:rsuing the possibility of a segment being developed for the L.A.

w television show, and will be developing a press kit that can be
used by our membership when working on publicity. Other ideas
willbe pursued at alater time. When we make the TV approach we’ll
ge asking your support in convincing the station a show should be

one.

* PWSA will provide a grant to pay expenses for some pro-
fessionals to meet in January and develop diagnostic criteria for this
syndrome. Truly defining the syndrome is very important from a
medical standpoint.

* Further work s being done to establish advocacy and trust
assistance for members from the national organization. Unfortu-
nately, these things need to be developed legally and take a great
deal of work but %nopefully will be available in the not-too-distant
future.

* The current President and Vice President were re-ap-
pointed to serve in that capacity until January when the board will be
concluding a search for new candidates. Dr. Beltran, who has been
involved with the association since the early years, has served as
President for many years and has resigned as of the end of the year.

* The Board, Officers and Executive Director will be search-
ing for candidates for the Presidency and Vice-Presidency. Qualities
being sought for these positions include a strong personality, good
spokesperson, people person, inspirational, writing abilities, and a
person who has the time to be involved with the organization. If you

are interested in seeking one of these positions or recommending

someone else, please contact any of the above people with your sug-
gestion.

* The brochure committee was happy to report the reactions
to the new brochures have been very favorable and work on one or
two more will be accomplished in the future.
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The Gathered View

Annual Membership Meeting
Held in Salt Lake City

The 13th Annual General Membership meeting was
held during.the conference. Following an introduction to
the meeting by President “Sam” Beltran, “Bud” Bush, Treas-
urer, summarized the financial reports that were shared with
those attending. He talked about support over the years to
enhance services and programs and emphasized that our
Association is a dues and contribution supported organiza-
tion. We receive no outside funding. The organization is in
good financial shape and have the proper controls and pro-
cedures set uE. We maintain about two months’ expenses
readily available and invest the balance of the funds, aver-
aging about 8-9% interest for the past six months. Bud as-
sured the membership that the money is certainly going in
the right places: services, support and programs.

Marge Wett, Executive Director, reported on growth
of the organization with memberships totaling 1583, mem-
bers from this country and 24 other countries. She thanked
the members for those able to pay contributing and patron
membership fees as this is helping us to grow. One excellent
example is the new brochures. Later, a member questioned
having subchapters or more chapters in one state and Marge
informed her any group can apply for chapter status. Dur-
ing the President’s report Sam talked about when the or-
ganization was founded and the growth since. He talked of
the educational focus and the importance of letting people
know what the syndrome is and what to do about the prob-
lems. He mentioned we now have 26 designated PW homes
and 18 in the process of being formed. Later, the Board Chair
spoke of Sam’s contributions to the organization and of the
time and expertise he has generously donated to PWSA.

Lota Mitchell, Board Chairperson, introduced the mem-
bers of the Board and Advisory Board and told of their du-
ties and responsibilities. Stewart Maurer, Chair of the C.I.T.
Committee spoke of the use of these funds (see separate
article this issue) and hoped more people in need would
take advantage of this fund. Sam mentioned several people
in attendance were interested in forming new chapters.

Explanations were also given in regard to our now
having a nomination committee for new Board candidates
and explaining the vote changing the number of votes re-
quired to pass a mail vote. (The membership did vote to
change from unanimous to 2/3rd majority). The nominating
committee supported Suzanne Cassidy as an incumbent and
presented Curtis ]J. Shacklett and Frank Moss as the other
two candidates to fill vacancies on the Board. One floor nomi-
nation was made but declined so the membership affirmed
the committee’s candidates. We are happy to welcome Curt,
attorney, (Tulsa, OK) and Frank, businessman, (Camarillo,
CA) to the board. Both are parents. We are certain their con-
tributions to the Board will be many.

(Continued on Page 10)
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President's Message

July 1975 — Volume I, Number 1 of The Gathered
View: “This is the first issue of The Gathered View, a news-
letter dedicated to providir:gﬂa means of exchanging ideas
and information among parents and others who must deal
with the problems of people who have Prader-Willi syn-
drome.” So opened the first issue of this newsletter as
founded by Gene Deterling, the original president of this
organization. Volume VI, Number 5, September-October
1980, the lead article of The Gathered View was a report
written by me as I assumed the responsibilities as Gene’s
successor in the president’s role, following the five years
that I served as chairman of the Board of Directors.

During those first five years the membership un-
der Gene’s direction formed the foundation and estab-
lished the roots for survival and growth. In the issue that
carried my first letter some of the topics under discussion
were the formation of the Scientific Advisory Board, the
tasks of several new committees, the development of a
home dedicated to the support of Prader-Willi persons,
the concept of developing state PWS chapters, the intro-
duction of the “orphan drug” legislative movement, sub-
stitution of the term “food-seeking” behavior for the term
“food-stealing,” the death of Daniel Neason, son of PWSA
founder and original editor of The Gathered View, Shirley
Neason, and an order form for all eight of the available
publications on Prader-Willi syndrome.

Today’s reader will easily recognize that the Prader-
Willi Syndrome Association has not changed the goals
that have created its strength. Spreading the word and
knowledge that parents as experts learn through living
and loving someone with Pratfer—Willi syndrome. If you
had the privilege of attending the recent conference in
Salt Lake City; if you read The Gathered View; if your area
has chapter meetings; if you are all alone without others
to share your hurts, but you call Marge Wett at St. Louis
Park, you know that PWSA is you and you are willing to
help a fellow member of the Association. It is what those
rear estate tax dodge schemes used to call a “win-win
situation.” By calling for help or sharing with another
Prader-Willi supporter we give of ourselves in love and
understanding and receive love and understanding in re-
turn and the gift becomes our own source of joy and hap-
piness and comfort. With these solid roots of sharing ex-
pertise the membership has created a growing, nurturing,
creative and mature association. I have been blessed to
have been a part of this exciting development, watching
your creative efforts, seeing the successes of home forma-
tion, chapter replication, research reporting, legislative suc-
cesses, education of the public, development of PWS sup-

port concepts, entrance of vocational recognition, knowl-

edge and expertise development and dissemination and
above all seeing the dancers at the conference demon-
strate socialization skills and weight loss.

(Continued on Page 12)

Our Supporters. . .
... Our Thanks!

From mid-June, through July and into
mid-August, we acknowledge the follow-
ing contributors:

* Maranon memorials: Davis, Bre-
sani, Maranon, Gomis, Ortiz, Cortijo,
McGill, Baker, Hasker, Semiglia, E{
lanson, and Blum.

* Other memorials and honorariums:
Uzendowski (Jurga), Buttz (Adams),
Leonard (Sullivan), Luhman
(Gerdes), Assoc. Rec. (Katzenberger)
and Van Zomeren. (

* C.I.T. donations: Schneider, Casey
and Olson.

* Research: Ragan, Mays, Boyd (2),
Casey, Walsh, Huse, Shoemaker, *
Frontier PW Reg’l. Assoc., Alterman,
Needel, Cochran, Krempel, Mitchell,
Gordon, Martens, Olson, Buchanan
and Alterman.

* Operating: Tarakan, DeHaan, Al-
terman, Hutchins, and Krebsbach.

* All donations, large and small are
greatly appreciated. Special thanks
are due to three particularly generous
donors this time: Alterman, Casey,
and Tarakan. Due to the generosity of
all contributors we were able to add
$4724 to our funds this period.

We also appreciate members who support
our programs with additional dues:

* Contributing Dues: Nichols, Post,
Trachtenburg, Giusti, Shults, Seal,
Clement, Smith, Haller, Huffman,
Garfinkel, Spears, Fuller, Machitelli,
Johnson, Brock, Hawkinson, Cassidy,
Canova, Minos, Stinogel, and Rattray.

* Patron Dues: Barkeley, Holm,
Householder, Deterling, Nanzig,
Kavanaugh, Trimble, Shadell,
LaBossiere, Kirchhoff, Ayotte, Mas-
terson, Tarakan, Quadrel and Levine.
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Some Words About PWSA Funds

Even though we have publicized our funds many times,
we have been told we still have members who are not aware that
proposals for use of these funds may be submitted to PWSA.

The Research Fund is used primarily for research,

but also includes other special projects in direct support|,

of people with PWS. If you are interested in doing some
research or seeking seed money for larger grant applica-
tions, please let us know of your interest. If you need
assistance in paying for a slpecial project that will enhance
our purposes, please apply. An example of two grants
awarded this year were to conduct a drug study and de-
velop an exercise program. Results of the drug study will
be shared with the membership when concluded. A man-
ual and video tape will be available for parents and homes
after the exercise project is completed.

The CIT Fund includes the following purposes:
Funding to aid people in a crisis situation. This could
include transportation to a hospital, treatment center, when
the family cannot afford the cost. It can fund intervention

rants for families facing crisis situations while waitin
or a home placement. Short-term respite care, educationa
travel, camping, are other examples of some crisis needs.
This fund is also used to cover travel expenses for experts
to consult with primary providers when the organization
cannot afford to pay this expense. Establishing good group
homes and program are essential to serving our young
people. Money could also be borrowed or used as collat-
eral for start up costs for designated group homes. The
fund has also been used for a training session to develo
further resource people to aid in opening good homes. 1f

you have a need, request a CIT Grant

Meet Laurie!

Laurie is looking for a
pen pal friend. She is 10, in the
4th grade ICC classes with
mainstreaming. Her hobbies
are bowling, swimming, spe-
cial olympics, and reading.
Laurie's address is Windy Hill
Estates, Rt. 2, Lot 27, Lexing-
ton, NC 27292. She'd love to
hear from you.

Applic;:ati(()jn evnd your request wiijl1 be : e
considered. We are not interested in SEae e L
depleting this fund but we are inter- P WSA‘ = 1.990 In;:om,e ,(“,S Of J uly )
ested in assisting families in need and _ v -
are happy to have this funding avail- FUND INCOME  EXPENSE
able to do so. G s
The Conference Fund has been <ar . 11629 o 7374 .
basically used to fund the cost of the . CONFERENCE . 22849 = 3458
conference. Each year we attempt to . (Auphills 18493 e
have income and expenses come out RESEARCH = 7946 5,70
equal - we were close to obtaining that OPERAT] . 54647
balance with this year’s conference. ...
With a little left over each year we FUND BALANCES:
have developed a back-up fundand § ... .
in the past few years the Board has car 243171 '
funded one or two families to attend ]| CONFERENCE 17,964  (as of August)
the conference. This year 13 applica- || RESEARCH = 39044
tions were made and 2 grants were OPERATING = 84286 '
funded. One family wrote: “We ”"’(1  o ldlk o b b i .
25 OU Wwou 1Ke a more aetatlea repori a 1s:t1me, piease rei o
wanted to thank everyone at PWSA ” ‘y{ ayr-'eﬁd pevont toill be shared ‘iﬁ“]agu_ary.); - P ques ‘
(Continued on Page 10) e e e
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It's Not $21 Million
Lotto, America,
But It's Still Fun!

Attendees at the Annual Con-
ference were very enthused after
listening to the Educational Plan
Committee Chair, Barbara
Whitman, outline her suggestions

for increasing the knowledge of |

this syndrome over the next few
ears. The Plan was later funded
f‘;y a Board motion and the wheels
turning BUT WHAT
SHOULD WE CALL IT???

How about getting in-
volved right from the start -- let’s
give this activity an official
name. Send your su%gestion to
the national office before the
end of October (after Halloween,
it’s too late), and win an award of
$100 for your efforts. PWSA’s gen-
eral theme is “Caring and Sharing”,
maybe that can be worked into this
project’s name or I'm certain you
can come up with some great ideas.
Dash them off to us today.

are alread

High Pain Treshold Concern

All too frequently we hear re-
ports of our children with PWS hav-
Ing "minor" complaints of discomfort
and then finding out they have a
"major" problem. §t is difficult to sepa-
rate complaints and true illnesses.

A recent report was shared with
us of the case ofp a young lady who
had complained of a stomach ache a
few times and twice commented she
was too full to drink her beverage af-
ter a meal. Following examination it
was discovered she had a hair ball in
her stomach which had formed be-
cause she did pull, cut her hair and
eat it. We are hapfpy to report the sur-
gery was successtul and it was stated
1t was amazing she was able to eat at
all. This is no surprise to us, as par-
ents.

‘Banquet Honoree

~ Each year it is difficult to single out just one
individual to honor at the conference banquet (so
3 many people are deserving). The lady that
~. ‘was honored this year joined PWSA in
L SA  April, 1977. That is over 13 years of in-
volvement. Many times it takes some
“digging” to really find out what a per-
&/ son’s involvement has included. With this
L& 8.7 lady it didn’t take any effort as she has
Y TTN\ " been involved since the day she joined.
. One of her first letters state(z
= “My little girl is 8. I have waged a
constant battle since she was 2-1/2 to
keep her weight down, and for the past
three years | have been beating un-
successfully on medical doors, trying
to get a diagnosis of Prader-Willi. 1
find that lf ysician ignorance and
; . the fact that I have succeeded in
keeping her from becoming obese, stand in the way.
Therefore, I have found little support in coping with
her eating behaviors. I would like to have the names
_ of those in my area who might be interested in form-
_ing some sort of local association.”
”‘ From that point in 1978, Lota Mitch-
_ ell has become a name recognized by anyone active
~ with PWSA. She successfully formed the Tri-State
Chapter in 1978, including members from Western
~ Pennsylvania, Ohio, and West Virginia. In 1980 she
not only started serving on the Board of Directors,
she also published an overview (which is still used),
and she worked with the Rehabilitation Institute of
Pittsburgh establishing a camping program that later
also led to the crisis center program. Not only have
hundreds of people been served in this facility but
many lives have also been saved. . S
Lota became the Board of Director’s Chair-
erson in December of 1986. As usual, she jumped
in with both feet and worked to operate the meet-
ings more professionally. It’s still difficult to get all
of the members to follow Robert’s Rules of Order
but she’s accomplished a great deal of handling a
lot of business in our restricted time allotment.

Fortunately, for us Lota is not a person that
accomplished one task and then states I've done m

_ part. Recently she committed herself to working witK

a committee developing new brochures. The fruits

of that effort can be seen. Many people have alread
found the new brochures to ge extremely hel fu{
And the good part is she’s not finished yet - she is

- again working with a new group in her area to form

- another chapter. :

e We're not honoring Lota this year because
she is retiring -- we expect her to continue full speed
ahead in the future. We are just saying thanks to a
very devoted, very great gal, Lota Mitchell.
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Opening Song Sets Tone
for 1990 Conference

Many, many people have reciuested it, so here it is! Look Beyond, by Pat
McKee (Cafga ’s Year of the Disabled) opened the 1990 Conference in Salt Lake
City. Here are the words that inspired so many of us:

This is the year that has long been awaited (remembered); This year my song
will be sung; [ am determined that when it is over I will have only begun to show to
the world my potential; To show to the world what I've done, I am a child of the
Universe, too, Out of every seven, I'm one--So look beyond what I am I am a
woman; I'm a child; I'm a man.

My family have cared and they’ve shared in the anguish Of progress so pain-
fully slow; They have rejoiced at my smallest achievement And witnessed my confi-
dence grow. I have learned to be humble and patient, But I am not timid or meek; I
have taken command of my future And I'm reaching the goals that I seek So look
beyond what I am not Then you will see just what I am; I am a woman; I'm a child;
I'm a man!

If my legs are unable to carry
my body, My voice can carry my song;
It whistles and sings through doorways
too narrow and echoes in stairways
too low; It's a song that is heard
through all nations Crying “Give me
a chance to belong!” It’s a song that
poses the question: “Oh, when will the
stigma be gone?!” So look beyond what
I am not And you will see just what I
am: I'm a woman; I'm a child; I'm a
man.

I need so much more than just
sheltered employment; I need less of
Fity and tears; I need your respect and

need your compassion—Lend me
your eyes and your ears. Then see me
and touch me and feel as I feel; Hear
what I say—can’t you see that I'm real!
Look beyond what I am not And you
will see what I am I'm a woman; I'm
a child; I'm a man.!

I'have composed the immortal concertos With ears that were silent and numbj;
I have touched the heart of a country—Across it on one leg I've run. I have led a
nation of people From a chair under war-torn skies I have seen the world through -
my fingers I can hear the world through my eyes; So look beyond what I am not—
Can you see just what I am: I'm a woman; I'm a child; I'm a man!

This is the year that will long be remembered This year my song will be
sung; I am determined that when it is over I will have only begun.
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For many, snoring is a
constant nightly disturbance. In
addition, it is fre tly the
cardinal symptom -

ducing excessive tiredness and
sleepiness, depression, head-
ache, high blood pressure, and

From 'Snoring_::_ _is written by

nose, and throat specialist.

We have not reviewed
e stating

the symptoms mentioned
above, but mentioned it as pos-

be obtained at book stores or

- ordered directly at $8.95 from

P.O. Box 4444, Portland, OR

om0

tion called :-"Obs’fcriit:tive: 'Sleep. .
Apnea", responsible for pro-

weight gain. Stop Your Husband
Derek S. Lipman, M.D., an ear,

 reading this will "solve all of

sibly being of interest to some
of our members. The book can

 Stop Your Husband from Snoring,

Controlling Cavities

Post-meal chewing gum is being offered as
one of the tastiest ways to fight cavities. Univer-
sity of lowa researchers have found that chewing
sugared or sugarless gum for 10-20 minutes after
a meal neutralizes decay-causing acids that can
lead to cavities. Gum chewing stimulates saliva
Eroduction (frequently found lacking in PWS), lu-

ricates the mouth, washes away food;and helps
restore acid levels.

Our Readers Respond:
Scoliosis and Growth Hormones

One mother responded her daughter has a
double curvature of the spine and has been fol-
lowed by an orthopedic surgeon for eight years,
with a Charleston brace the %ast three years. Her
scoliosis did not progress with the introduction of
growth hormones.

It was asked if there was a change in tem-
perament, and this mother responded that her
daughter's outbursts have been minimal. Only
when she read the article did she realize since the
beginning of the growth hormone they had had
on% one tantrum. She could actually see Ker daugh-
ter having some control. The injections were given
right before bedtime.

Soniamiion Lol

Corey had always spentalot of time ¢ m-

Eleting word-find puzzle
een leery of doing thing

5,50 §

she really surprised her parents when she won |

the 4th grade competition at her school. She |
didn't stop there, she went on to the District |
competition, worked her way to the top and |
won the 3rd place award. ‘ } |

Corey was a winner, not just because she |
won the 3rd place award, but because she over-
came her fear of getting up in front of peopleand |
Eerforming by herself. Her family is proud of

er -- and the rest of us are too! .
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Notes for "The Younger Set"

A Parent Writes: ] would like to share some tiFs with other par-
ents of small children with PW. Our son David will turn 4 this sum-
mer. On the encouraging side, he is underweight for his age. Although
he is at the point of always asking for “num nums”; I explain to him he
has to wait for snack time. Sometimes he accepts.this and other times
he gets upset. I keep a constant supply of homemade Oatmeal crackers
anég dish these out. I find he-won't eat fresh vegetables yet and is even
picky about fresh fruit. Since David will not drink water, I have alwaKs
dilufed his juice with filtered water. David was diagnosed at 3 months
and entereci phase II at 3 years. He is starting to put 3 to 4 words to-
gether (he is hard to understand at most times) and was fully toilet
trained at 3. The biggest thing is to keep our little gu?l busy with what
he enjoys. We do a lot of walking, picnics, and field trips. He is in
prescf\ool 2 days a week and loves school. Now he will be taking swim-
ming lessons. Pets are extremely important in his life. In walking the
neighbor do% David held tight and kept up with that dog at a mltghty
fast clip to the effect that he was actually panting and sweating from
the exercise (walks are usually slow and hard to keep him going).
Music is also important - he loves to dance. Books are a must.

I give David sugarless gum to chew everyday. This takes the
edge off asking for food, and it helps to keep his mouth clean of that
sticky saliva. It also exercises his mouth. I always try to be positive and
patient with our little guy. Smiles and encouragement go a long way.
Glasses have made a big improvement as well as the therapies. I hope
one day soon a cure will be found for our people. Nobody but us
parents fully realize the extent of our challenges. It is an ongoing daily
challenge to make the days positive and to live with the many prob-
lems PW presents. God bl>€,:ss to all the parents out there. Our children
are indeed sent to us for a reason. They have taught us so many won-
derfull and valuable lessons that we could learn no other way. You are
not alone.

Help Needed

I am writing regarding my son Sean who was diagnosed as
having PWS at the age of 4 months. He is now 21 months old. He is
involved in an infant program and also sees an occupational and a
; physical therapist twice a week. We are having a very difficult time
_trying to teach him to eat and drink. He does well on strained foods but
~ relies totally for all fluids by way of a nasal tube. All the information
that we have received seems to emphasis the second phase of PWS. We
were wondering if any of you readers could share more information on
the first phase or if anyone has had the same problems. Sean does not
sit up, is now getting some head control. He does not roll over or
vocalize. He is also starting to develop scoliosis. Any suggestions mailed
to us will be shared with Sean’s family and the GV in the future.

Thanks Sent in a Letter "Long Overdue"

I've thought for quite some time about writing to thank you for
the PWSA, The Gathered View, and the efforts of everyone involved with
the organization on behalf of the PW people and their families. A re-

cent visit at the UCONN with Dr. Cassidy reminded me that I still had.

not written - please accept our thanks and appreciation for your efforts.
Our son Jimmy is now 4 yrs. 4 months. The diagnosis was first men-
tioned at birth but not made until later by Dr. Cassidy. We see her
yearly at UCONN. Jimmy is doing wonderfully — he has weekly OT
and we’ve worked with the same therapist for the last 4 yrs. The Easter
Seals has a wonderful early intervention program. Probably the biggest

B&IISS for anyone with a newly diagnosed PW person is knowing what
is!

Tax Information

* Allowable deductions: Educa-
tional programs: payments to
special schools for handicapped
children if the main reason for
using the school is that it has
resources for "relieving" the
handicap.

* Home care: cost for test and
evaluation, therapy and psychi-
atric care, special instruction or
training, medicines, drugs, vita-
mins and special foods and bev-
erages prescribed by a doctor.

* Medical care: payments for di-
agnosis, cure, alleviation, pre-
vention and treatment of dis-
ease or dysfunction of the body.
* Operations: as long as they are
legal and advised by a physi-
cian.

* Special Services: services in-
curred when treating your
child's disability such as emer-
gency room .treatment, lab fees,
rental of equipment and ambu-
lance services.

* Cost of Special Equipment:
must be necessary to alleviate.
the handicap andymust be pre-
scribed by a doctor.

* Transportation: travel incurred
going to and from special 4
schools and institutions, doc-
tors' offices, etc. as well as cost
of hiring a person to accompany |,
a child who cannot travel alone.
» Employment Related Child Care:
costs for the care of a handi- .
capped dependent and for
household services, providing
parents are employed.

* Legal Fees: fees directly related
to medical care and /or disabil-
ity.

* Barrier Removal: expenditures
which improve accessibility to
the child's personal residence,
such as entrance ramps, widen-
ing doorways, etc.

* Helpful Hints: Keep records -
date, name, address, descrip-
tions, amounts paid; keep cop-
ies of written doctor prescrip-
tions.

* Tax Return Filing Hint: If you
send a letter of explanation with
your return, you are less likely
to be asked to explain deduc-
tions in person.
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Chapter/Support Group
News & Notes

Chapter Presidents Meet, Offer Suggestions

b

Along with some other suggestions, some members
mentioned that we should remind our members that the
newsletter subscription can be given as a gift to those who
would benefit from knowledge of the syndrome. Just drop
them a note stating, "In appreciation for , we have
ordered a subscription to The Gathered View for you." Re-
cipients could be doctors, nurses, educators, relatives or
w[l:lomever. We feel this would be a great idea and it helps

"spread the word."

Starting New Chapters or Support Groups

Comments have been made, we'd like a group in
our area but we have so few people. It only takes two people
to start a support group. When you read an insert in the
paper that such and such support group will be meeting
next Tuesday evening, does it tell you how many will be at-
tending? Wgat it does share with you is the name of the
group. Why not give it a try and see if you can find some
interested members? At the conference inter-

Annual Meetin
(Continued from Page 2)

Gene Deterling requested that
the Board consider a motion at their
meeting to reimburse the Board mem-
bers.and officers for a limited amount of
expense mongy each year (such as $500).
He feels that we are limited to those in-
dividuals who can afford the expense of
travel to attend Board meetings. A
member asked that the Board consider
this as a formal motion to the member-
ship rather than the Board. (In order to
do this a motion will have to be made
and published three months prior to the
next general meeting.) It was announced
that next year’s conference will be held
in Chicago (Hyatt Lincolnwood) July 24-
27, 1991. Request was made for bids for
1992. (To clarify, the Chicago meeting is
the regular annual conference; the Inter-
national meeting in the Netherlands is
an additional meeting, not the 1991
annual conference.)

est in starting chapters was voiced by people
from Wisconsin, Florida, Idaho, Wyoming, and
other states. PWSA has a packet that they are
very happy to share with anyone who would
like to develop a chapter. Let us know if we
can be of help.

New Western Pennsylvania
Support Group

Elections were held in the newly formed
support group in the Pittsburgh area: Sandy Immekus of
Bethel Park was elected President, Barry Whoric of Scottsdale
as Vice President, Donna Boughter of New Castle as Secre-
taxiy-Treasurer. An early September family picnic will be
held with a speaker scheduled for the November 3rd meet-
ing. For information, contact Sandy (412) 831-9291.

Chapter Activity

The Illinois PW Chapter will be holding their annual
quarterly meeting in Mahomet, October 6th, at the Public
Library from 1-3 pm. The meeting is open to all families
and professionals, with the main topic being the planning
of the 1991 PWSA conference. Recent meetings have been
very productive for a newllzl forming group is Western Penn-
sylvania. If you would like to obtain further information,
contact Sandy Immekus, 5890 Monongahela Ave., Bethel
Park 15102.

Welcome to some new Presidents of existing Chap-
ters: Pauline Parent of The PWA of New England, Lee Forth-
man of the PWS Texas Assoc., Lonnie Dixon of the PWSA
of Virginia, and Mike Hamblin of the PWSA of Kansas.

PWSA Funds

(Continued from Page 4)

for making it possible for our family to at-
tend the conference. It is so hard to express
how much we appreciated being able to go
to Salt Lake. We met so many wonderful,
friendly people, we learned so much more
than we ever expected and I know this is
knowledge we can use to live our everyda
lives, anc? friendships that will last a lifetime.
We are all truly thankful. The other mother
wrote: “On behalf of my children and my-
self, we would like to thank you for making
it possible for us to attend the conference. It
was one of the most rewarding, educational,
and helpful experiences of my life. We have
brought home many precious memories,
which will remain with us always... (this
mother also thanked Michael Shaltry, who
donated two frequent flyer tickets to this
family to use in traveling to Salt Lake City.)
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President's Message
(Continued from Page 3)

These wonderful and exciting times have re-
sulted in a maturation of PWSA that calls for a new
kind of leadership. The budget to achieve the annual
goals of the association are soon to exceed $100,000; the
public relations necessary to support this budget with
high grade fund raising; the educational efforts neces-
sary to bring the exploding scientific knowledge of
PWS to the public in a meaningful way; development
of the PWSA advocate support system and its associ-
ated funding and monitoring activities are only a few

of the examples of tasks that will require a new
president, working with your leaders on the Board
of Directors. In recognizing the nature of these tasks
I recalled Parkinson’s Law that stated that execu-
tives tend to rise to levels of responsibility that
exceeds their ability. I was once told that the most
important responsibility of ant‘executive is to iden-
tify the incompetent and fire them. Therefore, hav-
ing tendered my resignation to the Board, I fire me!
Remember — blame Sam. Then go do it right.
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