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PRESIDENT’S MESSAGE

As I sat down to write this letter for the Gathered View the computer automatically printed
the date across the top. It was February 12, known to every school aged person as the birthday of
Abraham Lincoln. During my growing up years that day was always special for another reason.
Lincoln was lucky enough to be born on my Mother’s birthday. There is always someone special in
every life. As parents of persons with Prader-Willi syndrome we are ever aware of that someone
special. But in the lives of these persons with PWS there is usually someone special.

In the life of my daughter, Sarah, there was a special person who came into our lives during

_the first year that we were introduced to the names for Sarah’s problems. One of the first things

that we learned about PWS was that she would need a special kind of person to become her
teacher. I remember taking Sarah for our interview and to observe the classroom activities at the
speech and language school. She was too young. to start in public school and our pediatrician
recommended that we start her with Donna’s class. For almost ten years, even after Sarah left her
classroom, Donna’s guiding hand was felt on Sarah’s educational progress. Probably one of the most
impressive concepts to me was the way Donna created a sense of security for her students, even
to the degree that behavior not suitable to the group’s activity at the time was managed by directing
the person to a safe corner to gather themselves together until they could come back to assume
their responsible role in the classroom group. The last time that I had a chance to talk to Donna
was at one of our annual conferences, between sessions. It gave me a chance to give her an update
on Sarah’s progress. Towards the end of the conversation we discussed how she had so impressed
Sarah with the teacher role that Sarah had now assumed that role in her quiet play times and had

. expressed her strong desire to be a teacher when she finished college. My eyes moistened more
. than men like to admit when she responded that such a goal was not impossible. That was several

years ago and now my daughter is in a high school special education class. The other day while we

" were shopping, walking hand in hand through the mall, she turned to me and said in that high

pitched happy voice, "Dad, I want more than anything to be a teacher. I know it is going to be a
lot of hard work. But, if someone wants something bad enough. I can do that hard work and I
be a teacher." Anyone know what a salty smile is?

-- continued on page 2 --
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President’s Message (continued)

Yes, there is at least one like that in most of our lives.
It’s impossible to live with persons who have disabilities
without crossing paths with some caregiver that gives one
hundred and fifty percent doing their job. If you have read
this far I'll wager you are now sorting through your mind
all of the good people that have helped you and yours to
survive the problems that have been a challenge. I do in
fact have an ulterior motive for letting you peek at
Donna’s role in Sarah’s life.

Yes, there have been others. Some were physicians,
social workers, other teachers and in some cases they
were groups of people who made a support group or
school or clinic. Each of these persons responded to an
individual with PWS. Each learned something from that
encounter and similarly each took something away with
them that enriched their lives and knowledge, something
that may be lying dormant waiting to enrich the life of
another person with PWS or the family that give support.

While the names of the persons and their faces float
through your mind and bring smiles inside of you, get
their names onto paper, attach an address and telephone
number. Now send that information to the PWSA office
so those names can be added to our Directory of Services
for future reference by another PW support person
looking for help. Almost forgot. A Ilittle information
regarding each person’s talent, such as occupational ther-
apist, speech teacher, school psychologist and the or-
ganization that they work for. Thank yow. — Delfin J.
Beltran, M.D.

Information Sought

PWSA is aware that we have members
whose children have the characteristics
of PWS caused by accidents, tumors, etc.
and have a membership because some of

their problems are similar. One such
parent would like a listing of these par-
ents in order to share information. If

you would like your name shared, please
contact the National office.

-
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Vocational Placement

Facing life following the completion of

a child’s schooling, can be difficult for
parents. While our young people do not
need the repetitious training needed by
some retarded people while still in
school, preparations must be made before
the child graduates. Frequently there is
only one workshop in an area and the
waiting list may be "years” long.
PW parents need to be very involved
when vocational plans are being made.
A school that has worked with a child for
years will still recommend light office
work, janitorial work, or restaurant work
without giving one thought to the restric-
tions of food control and understanding
of behavior. They will only look at the
mild retardation and say, certainly this
person is capable of community based
employment. (As always, it must be men-
tioned we are speaking of individuals,
and individual needs differ but the "aver-
age" person with PW falls in the mild
retardation range of 1.Q. and function-
ing.)

Accepting the other limitations of the
syndrome is very difficult for profession-
als. Even most sheltered workshops have
a state mandate to work their clients into
less restrictive jobs. Is it being fair to our
young people to repeatedly be placed in
the community just to face another fail-
ure? Certainly there are circumstances,
wher properly arranged, that can mect
the needs of our young adults without
the gaining of weight being a trade-off
for more independence.

We would like to share more actual
stories of vocational placement, how
about it?

PW Family Joys

My family has learned to eat better
and the importance of daily exercise. Our
family rule is we must all exercise on a
regular basis -- exercise can be. biking,
walking, swimming, organized sports, or
any exercise that improves our health. I am
very proud of my children’s physical condi-
tion -- my 12-year-old is a black belt in
Taw Won do, and a winner of a triathalon.
My daughter (our child with PW), who is
10, is a good swimmer and was the only
female in the State of Oklahoma entered
in the 50 meter events at the Special
Olympics last year. My S-yr-old is also a
good swimmer and biker.

In answer to a previous request, I be-
lieve we must see what we can do and not
dwell on what we can’t do. I believe much
of the "doom and gloom" stems from the:
work we have to do to achieve a place in
this world for our children. It is terrifying
to be the only parent in a whole city with
our syndrome. Many professionals are com-
pletely in the dark about our needs. 1
propose that we all work toward a PW
Awareness Day. If all of the members
joined together in this project we could be
impressive.

SPECIAL REQUEST

A consultant psychiatrist of the CPRI has
asked for information from parents regarding
Methylphenidate (Ritalin) success in treating
attention deficits and classroom concentra tion, as
well as reduction in appetite. They are also inter-
ested in seeing children with PWS who might be
living in their local area of SW Ontario. The
contact is: L. Jerome, M.B,Ch.B,M.Sc.MRC,
CPRI, Ministry of Community and Social Services,
Sanatorium Rd, PO Box 2460, London, Ontario
N6A 4G6, Canada, (519)471-2540.
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Rights and Responsibilities

As the next conference approaches,
it is time for the membership to give
some thought to the running of the or-
ganization. Members have rights and
responsibilities in the election of the
Board of Directors and can also initiate
change if they so choose. In the next
issue of the GV we will run a profile of
the board members who will be coming
up for re-election. If you, as a member,
would like to nominate someone for one
of these positions, a nomination now
would give us time to profile that can-
didate as well as the incumbents. Nomin-
ations made at the conference will not
have this exposure. You may also make
a motion to be considered by the mem-
bers in attendance at the July meeting by
submitting that motion in writing to
PWSA at least 90 days prior to the meet-
ing. Now’s your chance if you want it.

Our New Look!

Frequently members ask what they can do to
help PWSA, and unfortunately most of the
time little can be done away from the national
office. One of our members, who just happens
to run a PR firm, offered to edit and format
our newsletter. We have been making changes
slowly the past few months as a direct pub-
lishing program was being learned, but with
this issue we have taken a giant step forward
by having this issue "professionally” done. This
offer, which is most generous, frees the office
to spend additional time on other projects. We
hope you like the "new look".

Thanks fbr Your Response

Dorothy Thompson would like to thank the
many members who called and sent cards
wishing her a fast recovery from her recent
fall. Recovery is slow but she is coming
along fine. Your response shows how very
much we appreciate all this lovely lady has
done for us.
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Foreword from Management of Prader-Willi Syndrome

-1 have had a major interest in
Prader-Willi syndrome (PWS) for over 30
years and, having dealt with many patients,
have reached the conclusion that PWS is one
of the two most grave ailments I have en-
countered -- the other being Huntington’s
Disease (HD). Anyone who has witnessed
the mood swings and the relentless, progres-
sive, intellectual, and physical deterioration
associated with HDD would agree beyond a
doubt that it is a devastating condition. PW$S
is an equally devastating birth defect that
characteristically presents major problems
from birth. The enormous difficulties as-
sociated with the first phase of PWS cause
frustration and guilt in mothers who perceive
themselves as inept at feeding and nurturing
their affected child. This guilt intensifies

during the second phase, as' PWS children

constantly appear plagued by a relentless
hunger that dominated their lives. The pre-
sence of this insatiable urge to eat, which is
beyond the control of the patient, his family,
or physician, becomes the primary focus for
the child and inhibits all other activities and
interests. In addition to the issue of satiety,
a PWS child faces a life of sexual incom-
petence. Reactions to these problems are
further aggravated by hypothalamic dysregu-
lation, which seems to affect temperament. It
is not surprising, therefore, that emotional
incontinence increases in severity and fre-
quency as the PWS child grows older. Par-
ents, usually unable to manage diets,
food-seeking activities, and bizarre behavior,
become distraught and emotionally drained.
Family systems deteriorate and life becomes
hell for all concerned. In my experience, par-
ents of PWS children come to the physician’s
office in great distress and total despair
more often than parents of children with any

¢

other birth defect. They speak of their help-
lessness, the sacrifices of other family mem-
bers, their love for their affected child, and
their concerns about the future. One com-
mon theme is the reluctance of many parents
to consider alternative living arrangements.
This may reflect attempts at denial that a
problem exists with which they cannot cope.
Fortunately, effective management, even for

- the most severe cases, is a realistic possibili-

ty, particularly after parents are finally able
to accept the fact that the family home is
not the best place for the affected adoles-
cent or aduit.

It has taken years to recognize that
solutions to the multifaceted problems of
PWS require the expertise of many
specialists - pediatricians, neurologists, en-

 docrinclogists,” mtrittonists, psychologists,

nurses, special education consultants, speech
therapists, physiotherapists, and occupational
therapists -- all play important, collaborative
roles in the lives of PWS individuals and
their families. |

This book is the result of the realization
of its editors that a cooperative effort is
needed to ensure appropriate interventions.
They were able to assemble an array of
experts, each of whom presents suggestions
for how a specific discipline can best help.
The book gives useful directions to all of
those involved in the care of children and
adults with PWS, not least to the parents. It
may not only help to provide a sophisticated
treatment program for PWS, but it may also
encourage specialists to collaborate to help
the PWS individuals and their families to
carry their lot.

Hans Zellweger, M.D.




Page Six

The Gathered View

Chapter Updates

Many chapters meet regularly in
many parts of the country. Meeting
local goals and meeting the needs of
all of their members is a great chal-
lenge for these groups. Recent new
presidents are: Tim Inwood, CT;
Glyndia Williams, KY; Kathy Wyka,
Midlantic; and Paul Alterman, GA.
Congratulations. We know the chap-
ters are in good hands.

Several groups are working on
designated group homes. The new
Kansas Chapter has just started a
newsletter, "The View from Kansas".

If you are not an active member in
your local chapter please consider
the advantages of making this effort.
If you wish to know the nearest
chapter to you, please ask national
for a referral.

March-April 1989
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Annual Conference Announced for July 19 to 22, 1989

Despite the cold, summer is coming . . .

. and with summer, we have to give
thought to the upcoming conference. It
will be the 11th Annual National Con-
ference, and the 1st International Con-
ference. We are looking forward to
having a terrific meeting in Calgary, Al-
berta, Canada. '

Preparations having been ongoing for
a year already, and the preliminary
agenda looks very informative. Much
thought is going into making the Youth
Activity Program very inviting while at-
tempting to making it accommodate the
needs of all of those attending. Anyone
who has worked on this program knows
it is indeed a great deal of work but
knowing the response of those who
attend, we know it is well worth the
efforts.

The Pre-registration packets will be
prepared and bulk mailed (U.S.)) in
March. The Calgary Host Committee
will be directly mailing the Canadian
packets. If you have moved, and this
edition was forwarded to you, you must
get your new address to us in order to
receive this packet. Bulk mail is not
forwarded.

Get that vacation time scheduled
now and we’ll see you in Calgary in
July. Don’t forget -- those in financial
need may make an application for our
Conference Grant. For information, con-
tact the National office.

.
. ™

PRADER-WILLI SYNDROME

ASSOCIATION
Annual Conference
CALGARY, ALBERTA, CANADA
July 19-22, 1989

DELTA AIRLINES and GROUP TRAVEL DIRECTORS
have been sulecied as the officlal coordinators for the 1969
annual conference in Calgary.

Fly Delta Alrlines anytime betwaen July 15-26, 1989 and
you will recsive a discount plus the personal service you
doserve.

Call sarly to get the mast convenient flights and lowest
fares. If Delta does not serve your city, Group Travel
Directors will offer other carriers.

Confirm your reservations and purchase your ticket by
simply calling:
GROUP TRAVEL DIRECTORS, INC.
1-800-222-7907 (Oulside Minnesota)

1-800-747-2235 (Inside Minnesota)
62-881-7811

N

| .

Genetics

Mario R. Capecchi, Professor of Biclogy,
The University of Utah, recently reported a
technique which allows a new gene to be
targeted so that it will search out and replace
another gene exactly. That means that it will
insert itself into the same location on the same
chromosome as the original gene. Naturally,
years of research will follow and there are
some other researchers that hailed the re-
search but state there are many important
questions remaining to be answered.

Among the big-budget, big-science propo-
sals facing the new Congress is the $3 billion
human genome project proposed by the Na-
tional Academy of Sciences. It is predicted
they would need to spend $200 million a year
for 10-15 years on this project, and it is hope-
ful that it will be approved.
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Weight Management

Obesity is a medical term defined as
the storage of excess fat in the body. Fat
cells are essential to the body as they serve
to cushion our major organs. Fat cells only
become a problem when more energy is
going into our bodies resulting in storage
of fat than is going out. It is a fact:

. . . diets and programs designed to
lose weight fast will not keep you thin and
may actually be harmful.

. . weight lost in the early part of
a strict dietary program is not fat but
water. Your body quickly adjusts to redu-
ced food intake by lowering your metabo-
lic rate which inturn resists burning off fat.

. . . obesity is not only caused by too
much food, but also by too little exercise.

. . . exercise will not only retain but
will actually increase active muscle mass.
Fat deposits are mobilized in your body to
be burned as energy by the body, weight
loss through exercise is nearly all fat loss.

. . . it takes 3500 calories to lose or
gain one pound (for the normal person).
Walking 3- miles in 1 hour will burn 300
calories. This does not seem like much but
if we continue this for a whole year, we
are talking of 30 lbs. not 1 Ib.

A Parent Shares

Our son was not diagnosed until 2-years
ago when he was 11 years old. At 13 he
weighs 70 Ibs. (a loss of 40 Ibs.), exercises 5
days a week and is fairly well managed emo-
tionally. We face each day at a time and keep
perspective. After all we have two other beau-
tiful children and a wonderful life together. It’s
not all bad. Self-pity and depression feeds on
itself creating a disability far worse than PWS,

Michigan Parents Share

Our son was born a term baby by dates
but turned out to be a intrauterine
growth retarded baby of 35 weeks with
severe hypoglycemia and hypotonia. The
first few weeks were a struggle with feed-
ings and with the grief of loss of our
normal expected child. We had had
amniocentesis and were assured of a
chromosomally normal child. Subsequent
testing has determined that he has the
expected abnormality of his chromosome
15. Our greatest frustrations have been
the extreme prejudice of the neighbours,
not all but some. It really has been a re-
markable learning experience for us to
find the extreme lack of compassion and
general understanding of handicapped
children. '

The pre-primary learning program with
the intermediate school district in our
community has been working with our
son and I think it has been an experience
that has benefitted him. Presently he is
18 mos. and is beginning to pull himself
up and starting to bear weight. He is
vocalizing well and cognitively is func-
tioning at his age. We of course know
that this most likely will change as he
grows older. However, he has not been
the "disaster” the neonatalogist predicted.
He is in fact a very loving and beautiful
young man. I was most encouraged by a
recent newsletter. There were positive
reports by parents! We have a tough
road to follow in the future but it is with
determination and love that we hope to
succeed. I am grateful to you and all the
organizers who continue to diligently
work on our son’s and our behalf.
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One Response to Temper

One of our members asked membership response to the problem of lack of control.
One letter mentioned food and artificial colors and flavors allergies. This is a subject
that is treated with disagreement in the medical community but has been reported
enough to at least be considered. This mother suggests that even though it is a great
deal more work, the mother should consider eliminating all convenience foods from
her child’s diet and make everything from "scratch" eliminating sugars, colors and
flavors. If this seems to diminish the number of control problems, certain foods could
be added back, one at a time, to see if any increase is noted.
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MacArthur House Group Home

The MacArthur home, a designated PW home operated by Lutheran Social Services,
is seeking a fourth resident. An appropriate referral would be an adult male between the
ages of 18 and 30, with a functional level in the EMR-TMR range. They would be seeking
someone who plans to make this a long-term placement. For further information, call
Program Supervisor Randy Schubert at (608) 221-8786.

Rehabilitation Summer Camp

The Rehabilitation Institute of Pittsburgh will again hold their summer programs for
those with PWS. Due to this facility’s ability, they are able to offer a camping experience
that qualifies for insurance reimbursement. Their first program, from June 19 to July 14, will
be for teens 14 to 20 years old. The second program, from July 24 to August 25 will be for
children 7 to 13 years old. Over the years they have added new activities; however, their
major emphasis remains on improving adaptive behavior, improving muscle tone and physical
fitness, and nutrition awareness and weight loss. For further information, contact Program
Coordinator Bea Maier, Ph.D. at (412) 521-9000.

A Canadian Mother Shares

When our son with PW is away and I am home alone, it is very easy to plan to do
many things because "it is my time". This is particularly true for working mothers who are
not home while the child is in school or mothers whose child does not attend school. It has
taken me a long time to learn that the best use of my "alone" time is to fully relax, to
recoup my resources in order to be best able to handle whatever the next day may bring.

Coming Attractions!

New Brochures: Committees are working on the text, formatting will be done and hopefully
will be approved in July. We feel these will be a great addition to the information now
available.

Handbook in Spanish: Thanks to a grant and the suggestion of Dr. Cassidy in Arizona, our
present handbook is being translated into Spanish and hopefully will be available in the future.

Handbook for Younger Parents: Sue Inwood, CT, is nearing the completion of her efforts to
develop a handbook for younger parents. We hope to have this available to our membership
in the next few months.
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Food and Nutrition

Magic Biscuit Mix

A lower calorie _mix to substitute for

regular mixes.

3 cups all-purpose or unbleached flour
1/2 cup instant nonfat dry milk powder

2 tbsp. baking powder
3/4 tsp. salt
1/3 cup corn oil

Mix dry ingredients slowly adding oil
while mixer is running. Scrape sides, mix
again. Store in cool place, tightly cov-
ered container. Makes 5 cups. Use as
you would any commercial mix.

Baked Vegetable Casserole Italiano

Use fresh vegetables to make this zesty

“dish. Freeze any leftovers for a ready-made

side dish or lunch:

1 large eggplant, peeled and diced

1 90z pkge Italian green beans, defrosted
1 160z can undrained Italian plum toma-
toes, mashed

1 zucchini, sliced into rounds

1 clove garlic, minced

2 tsp. oregano

4 tbsp. grated Romano cheese

Freshly ground black pepper

Combine vegetables into a casserole dish.
Stir in seasonings and sprinkle with cheese.
Bake 30-40 min. at 375°. Yields 6 servings.
61 calories, high protein, low cholesterol.

Healthy Habits Dieters Filecards

One of our new members is the developer of a filecard system designed to have a handy
recording system of food intake. Our parents or caretakers may be interested in purchasing this
system. A 3-month supply of filecards and instruction folder is $4.85 (plus tax in California).
They are also working on expanding this system to include filebox, etc. For further information,
contact Jim Griffin, 2405 Bashor St., Duarte, CA 91010. Telephone (818) 357-8521.
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Many Thanks!

Each issue we are happy to say thank you for those who continued their support of PWSA with
contributions. January and half of February added $214.50 to our CIT fund, $1309.86 to cur Research fund, and
$1861.19 to our Operating fund. ,

We thank those who donated in memory of Carol Phillips (mother } ren Stege) who died recently: her
office, Haefner, Katcef Bros., Faith Baptist Church, Rethemery, Harbour e, Rubino, Stege, Jensen, Horvath,
Oehlke, and Myer. Other Research Fund donors: Levikoff, Hinson, Hall, Boyd (2), Richarz (2), Maranon, Dixon,
Conway, Fox, HI CFC (2), UW-Cap. Area, VanZomeren (2), Maurer, Lul§ & Winnebago UF. Donations made
in a member’s name: Hadsall (Hadsall), Corcoran (McKee), Noordgy (Hollenbeck), Offerdahl (Tolley), Deterling
(Healy, Moran), Levikoff (Adelman), Olson (Kee), Mook (Min and Olson (Huber). CIT donations included:
Levikoff, Olson &(Ritz), Kappler (Raymond), Sharp, Parent, Wett (Schaefer,3), Rochester Coke, & Heinemann
(PWS-MO). Direct Operating Donation: Nanzig. We also thank the members who continue to show their support
by paying contributing and patron dues. :

PRADER-WILLI SYNDROME ASSOCIATION
6940 Excelsior Boulevard

E-102

St. Louis Park, MN 55426

First Class Mail
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