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Year-End Board Meeting: A Report to the Membership

Your board met the first weekend in December, and some of the following actions were decided upon:
* Continued development of Foundation for Trusts
* Tentative date for International PWS meeting in Holland, May 3-5, 1991
* Approved guidelines for making Crisis grants and loans
* Approved new guidelines for conference Youth/Adult Activities Program
* Approved a vast undertaking in Education (for all professionals and parents)
* Appointed Sheldon L. Tarakan of New York as Public Relations Director
* Approved two grants for 1990 conference (see article below)
* Set terms for officers of PWSA (see article below)
* Approved grant for a drug study
* Established policy of using nominations committee for board candidates
* Approved screening of speaker’s presentations for conferences
* Approved changes in policies for working with chapters
* Approved resolution to amend policy of board voting by mail
(to be voted upon by membership at next annual meeting)
* Approved 1990 budget (see article on page 2)

Two Conference Grants To Be Awarded

Two grants, up to a maximum of $1000 per family, will be awarded to allow needy families to attend
the next conference in Salt Lake City. Any member may submit a request to be considered for these grants.
Need will be determined by a follow up phone call or contact, and two families will be chosen at random from
those who qualify to receive this assistance. Please submit your request in the next couple of months.

Terms of Officers

PWSA President and Vice-President will be appointed by the Board of Directors to serve a term of three
years with the possibility of them serving one additional term by a 2/3rds vote of the board. An annual review
will be retained. The Secretary and Treasurer’s position will continue to be reviewed each year.

The board felt a change of officers would give more members an opportunity to become more involved
in their organization. A nominating committee procedure was also instigated by the board. A nominating
committee, composed of five persons (with a maximum of three current board members), will be appointed to -
contact present board members whose terms are expiring to determine if they want to run for re-election and
to also to determine if that person is an productive board member; to determine nominees to fit the criteria of
the board needs (such as their expertise, wide representation of areas, mix of parents and professionals); and
seek out interested people; determine qualified persons. This procedure will be used for the next board election
in July.
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PWSA

6490 Excelsior Blvd., E-102
St. Louis Pk., MN 55426
(612) 926-1947 ’
Office Hours: 8:30 to 4:30

Executive Director: Marge A. Wett

Board of Directors

Chairperson:
Lota Mitchell, M.S.W., Pittsburgh, PA

Richard J. Wett, M.D., Edina, MN
Mildred Lacy, Louisville, KY

Stewart Maurer, Buffalo Grove, IL

D.J. Miller, Doylestown, PA

June W. Smith, Enfield, CT

Suzanne Cassidy, M.D., Tucson, AZ
Louise Greenswag, Ph.D., Davenport, IA

Janalee Heinemann, M.S.W.,
Maryland Heights, MO

W. Rhett Eleazer, A.A.L., Columbia, SC

Penelope Park, Oklahoma City, OK

Barbara Whitman, Ph.D., St. Louis, MO
Officers

President:
Delfin J. Beltran, M.D., Portola Valley, CA

Vice-President:
Stewart Maurer, Buffalo Grove, IL

Secretary:
Fausta Deterling, Orono, MN

Treasurer:
Harvey H. Bush, Vista, CA

Scientific Advisory Committee

Chairperson:
Vanja A. Holm, M.D., University of Washington

Bryan D. Hall, M.D., University of Kentucky
Peggy Pipes, M.P.H., University of Washington
David Ledbetter, Ph.D., Baylor Molecular Institute

Stephen Sulzbacher, Ph.D.,
University of Washington

Louise Greenswag, Ph.D., University of Iowa

Barbara Whitman, Ph.D., St. Louis University

Open Up and Say "Ah" . ..

. as in "Prahder-Willi" Syndrome! Yes, the verdict is
in. It’s pronounced Prahder, not Prayder. This, according to
Dr. Prader himself, who has solved the dilemma once and
for all! So, should you hear anyone pronounce it Prayder,
just clue them in! And just in case there is any question
whatsoever about how we pronounce Dr. Willi’s name, it
rhymes with "chilly." Need we say more?

1990 Proposed Budget

The new proposed budget includes an an-
ticipated increase in income required in order for
PWSA to grow, rather than continue operations at
the present level. This will require an increase in
donations. Additional funds would be used for such
projects such as the newly approved Education Plan,
efforts in Public Relations, efforts to increase mem-
bership, and improving our conferences.

PLANNED INCOME

Donations. . i i i b i mailele oty $30,000.00
Membership Dues ............... 38,500.00
Material Sales . . ................ 12,500.00
POREEEE « s oh i et Sk b e 3,000.00
Miscellaneous . .................. 1,000.00
e e $85,000.00
PLANNED EXPENSES
Salaries/Taxes . ..........ov.... $52,000.00
Bl L S VAP R U, 6,000.00
L R T 6,000.00
Operating :
Committees/Chapters ........... 6,000.00
e R O S SR 8,000.00
591107001 RS 6,600.00
Service Contracts .............. 3,300.00
SUPRIEEE o i 3,000.00
TEIEBHOne . . . . .. . s e s e 1,100.00
Special Grants . ............... 2,000.00
Capital Equipment ............... 2,500.00
Material for Sale . ................ 7,500.00
Miscellaneous . .................. 1,000.00
o O A3 $105,000.00

Projected defieit .o vvrviiiah wacuis 3 $20,000.00
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The Executive Director’s Year-End Report: A Synopsis

Due to the fact we never have any "slow times" anymore, we feel growth is continuing. Growth
is measured by our membership numbers as well as services extended to many non-members. Our
membership have reached 1647; 1348 of parents with older children and professionals and 299 parents
of children under ten or professionals working with that age group. An Assistant Director, Barbara
Harris, came on board the end of August and is presenting learning PWS as well as PWSA procedures.
Judy Goff continues in her position of Office Secretary.

We will break even (or raise little) on the conference fund raiser. This year we decided to have
a raffle with pocket calendars instead of selling actual tickets. We have not been successful in
convincing our members they cannot get along without their PWSA calendar next year.One major
frustration we have been encountering more recently than in the past is the fact there are more and
more people in need that we cannot help. Money is extremely tight in most states and services are
just not available. Does anyone have any ideas on our doing something at the federal or state level?
Any suggestions would be greatly appreciated.To quote an old cliche, "we’ve come a long way baby",
since our modest beginnings in 1975, and with the help of all of you we will continue to grow and
serve our members, but if you have some suggestions on how we can do more, we would greatly
appreciate them. -- Marge A. Wett
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President’s Message

The first weekend of December is the time set
aside by your Board of Directors to hold the annual
interim meeting. Seventeen PWSA members selected
by your vote meet to carry on the business and
develop programs to find solutions to the needs of
people with Prader-Willi syndrome and the people
who care for them. At their own expense in time and
dollars they arrived to a desert sunset of spectacular
reds. Board member Dr. Suzanne Cassidy hosted a
reception at her home and most then concluded the
evening with a taste of the local chili and peppers
that possess a strength that has made the area
famous. By seven thirty the next morning chairper-
son Lota Mitchell had corralled the troops into
formation and it was a day of energetic work. The
long agenda that we felt would never be completed
by noon Sunday was skillfully maneuvered by the
chair to a successful and timely conclusion.

As you recall, the board at last year’s interim
meeting placed education as the leading respon-
sibility among the list of goals for the administration
of the organization. They recognized the importance
of educating the professionals to make the diagnosis
and to apply available knowledge in support. The
educational thrust for parents would be supported by
programs to provide us with current information that
can help us in daily care and guide our planning for
the future. The education of the person with PWS is
controlled by their Individual Education Plan (IEP)
according to Public Law 94-142. The success of an
educational program depends upon the parents
education about this law. Many of us never realized
that our input guides the IEP and that our concerns
regarding educations responsibility to include lan-
guage evaluation and training, development of
socialization skills, control of food environment both
at school as well as on school transportation and that
residential school placement and physical and occupa-
tional therapy may be included when they are
necessary for the child to benefit from education.

This is a major undertaking of your board
and is under the direction of board member Barbara
Whitman who is associated with the St. Louis group.
She has developed initial concepts for the program.
These concepts will be expanded into the full pro-
gram for presentation at our next PWSA Conference
this summer in Salt Lake City. The full spectrum
program will be designed to benefit all members of
the PWSA. Part of the benefit each of us receives
will be in direct relationship to the amount of effort

contributed to the task by your chapter and how
much effort is contributed by you as a member. This
is reminiscent of the old phrase, to get a letter, write
a letter (nobody ever writes me a letter in response
to my letters though!). But it will be true. This
thrust to education is needed to benefit our persons
with Prader-Willi and the degree to which each of us
as members of the PWSA will benefit will be de-
pendent on the amount of effort each of us commits
to the common good.

Another project of the board this is designed for
the benefit of persons with Prader-Willi is the
creation of a mechanism that will permit the PWSA
to be designated for the provision of personal care
and advocacy services. It will be the purpose of this
plan to provide parents with a method of ensuring
care and advocacy of the child with PWS after their
death. One of the greatest fears that exists among
parents of children with disabilities is the fear that
after parents have died that there will not be some-
one to ensure that the child with PW will have
someone who knows PWS will be available to make
the decisions that they would have made based on
their expert knowledge as parents. Consequently the
PWSA is establishing a method whereby others
parents and professionals that know PWS can be
designated by a trust agreement to manage support-
ing funds for our children and to act on their behalf
as we parents would have done were we alive to
perform that function. This sounds complex, it is an
attempt to answer the question, "What will happen
to my child with PW when I die? No one knows
them the way I do. Only another PW parent would
understand." That is what your PWSA is attempting
to create for you. IN effect parents will designate
part of their estate to be paid to a trust managed by
PWSA. These funds will be expended for the benefit
of the designated person with PWS in accordance
with an Individual Care Program established by the
parents before their death. Obviously a complete
description of this project cannot be accomplished in
this letter, but I felt that such good news of a major
commitment of your PWSA should be made available
to you.

This letter is being written as our family gets
ready for the holiday season and we fondly wish
each and everyone the blessings of the season and a
good and happy New Year.

Delfin J. Beltran, M.D.
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Next Stop -- Salt Lake City!

The conference committee has been hard at work for some time now planning the next
annual PWSA conference. The dates have been set: July 18 for the pre-conference (which
includes Scientific Day Presentations, Chapter President’s Meeting and a special Group Home
day for providers). July 19-21 will be the regular three day conference. The location will be the
University Conference Center near Salt Lake City. Get your vacations booked now so you may
join us there. We guarantee you will not be disappointed in attending this meeting ,
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Dear Gathered View

"Sometimes, with children such as ours,
the distance between positive events in their lives
might seem almost infinite. We often must take
what would be a minuscule accomplishment in
the life of an unexceptional child (although I
would fight to the death if you tried to call any of
my children unexceptional), and celebrate it as a
major accomplishment in the life of our child with
PWS. Within the past month, two major events
have occurred in the life of my son which I want
to share, not simply for the joy of sharing, but
also because both occurrences involved the utiliza-
tion of the ’system’. Our son Adam, now 19,
dropped out of school at 16 because it proved to
be emotional torture for him to continue. For the
past 2 years, he has been doing very little, except
that he collects comic books and old-time radio
tapes. He travels extensively to visit stores and
other collectors. When he turned 18, we applied
for S.S.I. for him. Despite his comparatively high
level of functioning, we believed his emotional
deficits would allow him to qualify. We had been
reading about the nightmare of applying for
benefits - that unless there was severe intellec-
tual deficits and he could be labeled retarded -
there was no hope that he would receive benefits
without years of appeals. We began early build-
ing a solid case history with this single purpose
in mind. We made his pediatric endocrinologist
responsible for maintaining a comprehensive file
rather than his pediatrician because expertise
does count for something when justification is
needed.

Adam was approved within four months.
There was volumes of paper work which needed
to be filled out several dozen times, but we kept
our frustrations in check and developed a healthy
adversarial relationship with the officer in charge
of the case. As a result, Adam is receiving almost
$300 per month, backdated to the date of ap-
plication. He is also eligible for medical and other
benefits should he ever need them.At the same
time, we opened an application for Adam with
O.V.R. - Office of Vocational Rehabilitation - every
state has one. It is a federally mandated program.
He was approved for reimbursement for any
appropriate training program after six months of

forms and aggravation. He had failed miserably at
a sheltered workshop last year, again, because of
the pressures in the social environment. He was
referred by O.V.R. to a private agency which
specializes in placement and follow-up of handi-
capped citizens, and within several months, he
was found a full-time, but temporary job working
for the Bureau of the Census. He will be an office
worker and will earn $6.00/hour for the duration
of the program-about nine months to a year. He
will be with normal people with whom he gets
along far better than with socially disabled per-
sons who are more likely to mirror his own social
problems. Until funds come through for his job,
he is volunteering for the future employer. The
placement agency found a position that utilizes
his assets - high reading level (he tests above
12th grade, though his comprehension is less),
perseverance (he can stick to a single task for an
unbelievable amount of time), good verbal skills
(little do they know what he can do with them
when he gets fixated on a subject).

For the first time in his life, Adam is in a
positive catch-22. He is approved for S.S.I. when
he isn’t able to find a job, and he has the kind
of job which could serve as a reference if his per-
formance is adequate. Also, it is a job where food
will not be a particular problem. Everyone packs
lunch and he is not likely to be able to trade off
with a group of adults who will be informed that
he has problems in that area.Life with a PW
affected adult is still difficult, but there is always
hope that there will be these small rays of sun-
light. They have to be enough. We do not live in
the delusion that raising such a child is pleasant.
It is not. But, there are no guarantees in life.
How many parents have so-called normal child-
ren who take drugs, live far below their capaci-
ties, or just make life miserable for themselves
and everyone around them?

Thank you for the opportunity to share. After
all the years we have been in the association, this
is the first time I felt the need or desire to do so.
But, it is nice to know you are there. The en-
closed check is a small contribution to the general
fund. Keep up the good work. Sometimes, it is the
best way to say, 'Thank you!™



January-February 1990

The Gathered View

Page Seven

Aggression and Other Problems

A member reports that her teen-aged daughter
has shown aggression towards babies and animals.
She felt it important to share with other parents
because her family found this difficult to discover and
hard to accept. She felt the acts of aggression fol-
lowed times when the girl was unhappy about things
in her life. She reported pinching babies, killing two
gerbils, locking a small dog in the trunk of a car and
strangling a neighbor’s cat. Unfortunately this has
been reported by other parents as well. This mother
recommends that parents not immediately replace a
family pet if there was some question of cause of
death.

Our office has been asked if people with PW
should be allowed to baby sit. Naturally our children
are individuals and we always have to remember this
when making statements, but it has been our opinion
there is enough question of adult responsibility that
we do not recommend baby sitting. This mother would
appreciate any comments from other parents as she
questions if her child would be capable of seriously
harming someone’s child.

A group home operator asked us to share
other information with our parents. He stated, "Even
though these may be unpleasant subjects, it should be
the duty of our organization to talk about these
things with parents so they know they are not alone."
One of the items was rumination. A few years ago
one of our researchers did look into the practice of
rumination (bringing up food into the mouth, reawak-
ing and swallowing again). Her study reported that
this did occur more frequently than was previously
reported. Some parents reported it more frequently
when the child was upset. We have not had any sug-
gestions as to how to eliminate this practice.

Another item was it has been reported that
children do remove stool from their rectums. Some-
times parents and doctors have been very puzzled by
sores in the rectum, and finally discovered they were
made by the children themselves. This may be a
practice associated with constipation, and then again
it may not. When this becomes a problem, it may well
be a good policy to not allow the child the privacy of
the bathroom.

The third matter, are drugs sometimes neces-
sary for people with PW to treat behavior, depression,
psychotic episodes? PWSA does not advocate con-
tinued usage of drugs, particularly for behavior
problems alone. We have had more cases of true
depression and psychotic episodes reported and drug
treatment was necessary.

Drugs by Mail

A member recently shared a sample of Sudafed,
a nasal decongestant, which arrived in the mail. She
stated her daughter loved to walk a short mile to
our mail box and plowed through it very well each
day. She could well receive samples that we would
never even know about. Maybe the 4 tablets of 30
mg. each would not have any disastrous effects, but
we would hate to see drug companies start a prac-
tice of mailing such samples which may well be
consumed by the person with PWS. If any member
receives such samples in the mail, please write to
the company that supplied them and explain why
this could be a dangerous practice.

Seeking Foster Home

The Iowa Dept. of Human Services is seeking
a foster home for a 14 year old girl, high 1.Q., with
PWS. She is presently living in a group home. They
are seeking a home in Iowa if possible. For further
information, contact Sherry Spowe at (712) 255-2717.

Parent Seeking Information

A parent is seeking information regarding the
successes or problems of persons who have had
cosmetic surgery for removal of skin flaps following
massive weight loss. She would also like to know if
anyone obtained insurance or medicare funding etc.
to cover costs. Please direct your responses to the
national office and we will share it with all of our
members.

Our Sympathy

We extend our sympathies to the families of
Elwin Ingalls and Alice Fox. Elwin and Alice have
been parent members of PWSA for a number of
years and we are sorry to hear of their deaths.

Placement Questionnaire

We thank the couple of dozen people who took
the time to fill out and return the placement ques- -
tionnaire from the last issue. How much more com-
plete would be the information if a few other hund-
red people bothered to do the same thing. It’s not
too late.
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Congratulations Karie!

Karie was 15 years old in December. To celebrate a very
successful year, her parents took her out to dinner and allowed her
~ to order a regular adult meal with DESSERT! Karie earned this by
- maintaining a healthy weight (presently 85 lbs.). Karie’s mother
wrote: "Hurray for Karie and hurray for everyone else who has been
supportive of her diet, even when she looks like she doesn’t need to
diet. Earlier this year Karie made a wish on a wishbone and believes
she was granted her wish - to be 'normal’ and not to suffer from
Prader-Willi syndrome anymore. I realized after awhile that she
actually believes she has been cured, denying evidence to the
contrary. We all know how difficult it is to use rational logic with
our kids sometimes. They think what they want to think, no matter
what. So Karie believes she is 'normal’, and I gave up arguing with
her about it and put her beliefs to constructive use. Her belief has
been a strong motivator in avoiding problem behaviors. She has had
better control over her temper, her picking has diminished to the
point that it is no longer worrisome. Plate licking and crumb picking
can be stopped just with a reminder that ’normal people don’t do
that’. The biggest area of improvement has been in the noticeable
decrease of food snitching incidents. Of course, Karie still is
argumentative (but she doesn’t think so) and has emotional outburst
and tries to get extra food. But her problems definitely are easier to
manage since the wishbone incident. The power of faith is strong
indeed. Maybe in some way Karie’s wish did come true!" Karie’s
mother also offered to share their experiences with a Milwaukee

brace fr scoliosis if anyone is interested, inquiries to PWSA will be shared.

Request for Photographs

Board Chair Lota Mitchell was able to obtain
an additional grant to further our work on addi-
tional brochures. Two brochures, one for younger
parent of newly diagnosed children and one for more
detailed medical information, are nearing completion.

We would appreciate it if members would
share photos of their children with the national
office so we may include these as new publications
are developed. Black and white reproduce the best
but color is acceptable also.

You May Be Contacted

A grant was approved to obtain further
information on drug treatment for people with PWS.
Since so many patients are treated by individual
doctors, we felt is was important to accumulate data
to be shared with our membership in this very
important area.

Pen Pal Wanted!

Hi my name is Heather Rivers. I'm 12
years old. I like reading, rughooking, bowling
and skiing. I
would love to
have a pen
pal. Please
write to me at
256 Webster

Road, @ Web-
ster, New
York 14580
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Medical Care - Work Regulations

As more facilities are developed (eliminating institutions) more people are looking at
providing more appropriate health care through community physicians. The body of knowledge
about the medical care requirements for adults with developmental disabilities has improved
substantially in the past ten years - more good systems for application are being developed. A
recent article regarding a partnership between the Division of Developmental disabilities in New
Jersey and the highly motivated staff of the Morristown Memorial Hospital is most encouraging.
As adults are being served longer in community residences, hopefully a look will be given to
regulations such as the time the resident must spend outside of the home. As our children age,
are they, too, not entitled to a partial or full retirement? It may be something you may want
to look into if your child is aging, slowing down, or might appreciate more relaxation time than
employment time.
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Our Supporters

The end of October, November and the first half of December added $16,381.76 to our Research,
CIT & Operating Funds. We would like to report this is our usual income for that period but
unfortunately that is not the case. As you know we are in the middle of our annual fund raiser right now
and we also have a few families that have graciously appointed us to receive their memorial donations.
Our Angel fund is well on it’s way to qualify for the matching fund of $10,000 which has been designated.
We hope our members will continue to support our efforts for PWSA to grow in the coming year. Donors
for the various funds were:

RESEARCH: Henningsen (Howe), Tobin, Spencer Monday Club, Alterman, Krocka, Boyd, Castle, Wilkes,
Hinson (Noon), Rochester Coke, Tankovich, VanZomeren, Matza, Nanzig, Prader-Willi KY Assn., Culpepper,
Folley, McMurdow, Gatto, Solitrin/Pieri, Francavilla & Ledoux; Ingalls Memorial contributions were
received from: Jones, Lamoreux, National Letter Crs, Belgarde, Ingalls, Morrison, Starky, Robinson,
Atwood, Cook, Flex Con, Putnam, Markey, Jones, Spencer P O, Fastnight, Lammi (2), Smith, Spencer
Lodge, Reid, Steptoe Church, Mercy Ctr., Cardin, Young, Lowe, Beer, McDonough, MacMillan, Tolis, Bell,
Olmsted, Snow, Howard, Meloche, Mass Elec., Paradise, Letendre, Cole, Spencer Monday Club, & Dwel-
ly.Gordon Honor contributions were received from: Spiller, Braw, Parker, & Ford. Fox Memorials were
received from Plashal & Hilgenberg.

CIT: Jones, Wett, Parent & Olson.
OPERATING: Haller, Corcoran, Nashville Comm. Chest, Alterman, Schneider.

CONTRIBUTING MEMBERS (Members submitting $40 or more for dues): Toby, Parker, Johnson,
Lubrant, Lockwood, McAndrew, Reynolds, Braun, Wicks, Letcher, Hansen,

Houtman, Lehman, Blumberg, Deisroth, Yoder, Gelb, Janes, Willensky, Townsend, James, Magalee, Forest,
Robertson. Ao

PATRON MEMBERS (Members submitting $100 or more for dues): Miller, White, Hanchett, Mleczewski,
S hacklett, Rooney, Groenboom, Maurer, DiCosimo, Hadsall, Warden, MacKinnon, & Olson.

To the Association

"I would like to say ’Thank you’ for all of the
things that have happened in my life because of there
being an association. My daughter is one of the six
persons now calling the PWS home in PA their home. It
has been such a great thing for these persons to now
have a chance to a more productive life. She is very
happy in this environment and our home is starting to
belong to her step-father and me.I would like very much
to help with raising some funds through the sale of the
pocket calendars, and am enclosing four checks totaling
$140, for fourteen more books which I have sold. I hope
that this fund raiser will help raise the knowledge of
PWS, so that more of the general public will become
aware of it.

Thank you again for all that you have done to
make our burden of coping with the tribulations and
frustrations of being a parent of these challenging
individuals, a little lighter and brighter."

"Senior" Member Shares

A Community Trust Act (which provides for
handicapped) was passed in the State of New Jersey
in 1986. Not all attorneys are aware of this informa-
tion. (PWSA is hard at work developing a Founda-
tion which will address the problem of taking care of
the person with PWS following the death of the
parent.)

"We are in our late 70’s, our daughter is 47, and
we are still hoping to get her established in a group
home. It was only 6 or 7 years ago that we finally
became acquainted with PWSA and finally under-
stood our problems. I wish I could relate many of the
stories we often discuss how it felt to be pioneering
with a rare syndrome. It would take a heavy, heavy
book. Tell the ’movers’ in PWSA to keep up the
wonderful work - it has meant a great deal to many,
many people."
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The Terms They Are a’Changing!

An ARC group stated, "Because mental retardation is difficult to measure in the population, there
is not much agreement on how many people are mentally retarded (M.R.). Estimates of their percentage
in the U.S. population range from .67% to 3%. At any point in time, however, approximately 1% of the
population is estimated to be M.R. This translates to between 2 and 2.5 million people who are M.R.
Estimates vary by age and definition used.

There are four different degrees of M.R., which are categorized by IQ and social functioning. People
with IQs under 20 are considered to be profoundly M.R. (1.5% of all M.R.). Severely M.R. are people have
IQs between 21 and 35 (3.5%). Moderately M.R. individuals have IQs between 36 and 50 (6.0%). The large
majority are people who are mildly M.R. with IQs between 51 and 70 (89.4%). An additional 2.5 million
are borderline (70-80) or low normal (80-90) in 1Q."

the PRADER-WILLI SYNDROME ASt
Gathered View re of t

 to PWSA. Membership dues are $20.00 per year Individual; $25.00 per yea
~ Agencies/Professionals (U.S. Funds). Send dues and change of address t

6. Any questions? Call us at (612) 9 5

PRADER-WILLI SYNDROME ASSOCIATION
6490 Excelsior Boulevard, E-102
St. Louis Park, MN 55426

First Class Mail



