
SUMMARY OF IPWSO BOARD MEETING
IPWSO OFFICE AT BIRD – VICENZA (ITALY) 4-6 AUGUST 2003

Due to the geographical spread of the IPWSO Board, board meetings are usually held by email. Thanks to David Gordon’s
and the President’s opportunities to travel abroad for their business, we had the opportunity to hold some face to face Board
Meetings which are very useful.

An extraordinary board meeting was held in our office at BIRD’s in Italy from 4th to 6th of August 2003. Cindy Adams from New
Zealand could not join us this time, but she sent her comments by email which have been considered during our discussion.

Below we try to summarize a few points we discussed about:

1. Educational p ackages : we had the pleas-
ure to watch a truck unloading over 90,000
covers (free for IPWSO) and to complete
10,000 inserts in English which were sent
on to all our delegates world wide. This
delivery represents most of the project cost,
as other languages will require smaller
quantities. The total cost of this printing is
26,683.90 Euro and is covered by money
we have available in our account through a
grant we received from Pfizer and through
private donations from USA given for edu-
cational purposes. Here is a picture of the
Board with the packages after unloading.

2. Chief Executive Officer :  We have felt over
the last year that IPWSO was at a point that
a paid executive director was essential to
continue its growth.  There comes a point
that it is not realistic to ask volunteers to do
all of the work, and a point where we need a
paid person to coordinate the office and all
of the volunteers. After a long discussion it has been decided that a committee will follow the matter and an application
form for candidates to become Chief Executive Officer of IPWSO (CEO), will be sent to all our delegates. Nomination will
be made by next IPWSO Board soon after the GA in New Zealand.

3. WAVELENGTH and IPWSO web p age: Our newsletter will be available only on our web page from now on. Few copies
will be printed for our records and eventually sent as sample to our delegates, who can download the file and print as
many copies as they like or translate the issue in their own language. Our webmaster Steve Lundh developed a forum
open to anybody wishing to exchange information about PWS.

4. Next IPWSO Board : IPWSO Board has appointed our retiring President Giorgio Fornasier as the election officer for the
new Board. Contacts seem to be positive to assure an enlarged new Board representing all Continents for the mandate
2004 –2007. The Board expressed the desire to have siblings as Board Members in the future.
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5. Scientific advisors to the Board : All Scientific Advisors present would like to continue for one more term, so we will
request that the next GA confirm them. We suggested to accept also Dr. Palma Bregani (Italy) as a co-opted member,
having no psychologists as advisors yet.

6. International and Regional Conferences : We will encourage the organization of an International Conference every three
years which really represents the world reality and expectations, under IPWSO umbrella. Meanwhile, we do think
regional conferences with professionals and parents together can offer a better and cheaper service to families involved,
where parents and professionals can participate expecting answers to their own reality.

7. Draft Budget for 2004 : A budget for next year will be
carefully studied considering our future office organization
and activities. The biggest effort is done with the
educational packages, whose total costs we should be
able to cover now. Our main goal is “spreading the voice
around” and this is what we are doing with this educational
material, which we must be very proud of. In the future
major costs will be involved in operation costs, supporting
regional conferences and travelling to visit and help our
members.

8. Angels : This is an expression PWSA (USA) is using
to identify private people or companies making donations
to support their Foundation or association. We never
followed this policy but had the pleasure to meet our own
Angels too, occasionally on the way, who gave IPWSO a
substantial financial support without which we could not
organise the delegates meeting at BIRD in 2002 and part
of the Educational Packages project. IPWSO Board will

encourage our Members to find “Angels” wishing to support the international activities.

9. Twinning : We think we must come back to this project, as it is our sensation it cooled down. What has been done up until
now shows the project to be an excellent idea and a way to improve international exchanges and solidarity.

IPWSO Board :
Giorgio Fornasier (President)
Cindy Adams Vining (Vice President)
Monika Fuhrmann (Secretary)
David Gordon (Treasurer)
Elli Korth
Pam Eisen
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IPWSO Webmaster

Giorgio asked me to introduce myself and talk briefly about the IPWSO website and
what members can do to help.

My name is Steve Lundh, and my wife Susan and I are parents of three boys, Brandon
20, Matthew 18 and Peder 15, who has PWS.  We live in Seattle, Washington (USA) and
have been very active in both the local and national PWS community since Peder was
born.

It is interesteing to see how the desire to care for someone with special needs tends to
push aside differences in political, religious and cultural views, as well as overcoming
language barriers to bring us all together as one.      (continued on next page)



Educational Packages

We are very proud to announce that we are ready now to produce copies of Educational
Packages in English:

General Awareness, Medical Awareness, Crisis

We thank our sponsor Pfizer/Pharmacia and private donations who made this dream come
true.  We gratefully acknowledge funding for printing of these educational materials was
made possible by a donation from PWSA (USA).  We must also thank Franco Calderolla of
the Graphics Studio Calderolla in Italy for having done such a good job so quickly and
Grafiche Antiga, the same printing company in Italy who edited our brochures, for the quality
of the product and the special prices offered to IPWSO.

Grafiche Antiga offered 1,400 covers for free with IPWSO logo to be available for future
meetings.

We have the version in Romanian already done and expect to have the Spanish version
ready printed soon. Then plan to print in other languages, provided we receive the files in
Word format of all inserts duly translated in the other  languages, following the same format
we have in the English language.

The three folders we supply are suitable for updated material in the future and also our
members’ own publications.

Educational packages have been sent to our professional and parent delegates the world
over. Our members may use our logo preferably as it is with the green leaf, but it can be any
color when reducing printing costs is required (as we did for our educational packages with
the leaf painted in another color), as two color printing was involved.

We  thank PWSA (Germany) who offered to follow and pay printing of 1,000 sets in German
language and also the versions in Romanian and Russian, under the “Twinning” they have
with Romania and Moldavia.  PWSA (Italy) also offered to cover printing costs in Italian and
just need us to supply covers.

Giorgio Fornasier
IPWSO President
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Being a part of this wonderful community is why I have chosen to focus on helping IPWSO created a world class website
that will help keep people informed and to help relay information about PWS in as many languages as possible.  It is my
goal to see this site offered in 30 or more languages, hopefully by the end of 2004.  To meet this goal, we need your help.

IPWSO needs individuals who are willing and able to translate all of the information into their native language.  I am
humbled by all of the help that we have received to date and hope that others will be willing to help as well.  I have created
on-line forms you can use to do translation.  If you are willing to help, please contact me at the email address below.

In addition, we would like to have members submit articles for both the website and the Wavelength Newsletter, as well
as meeting notices, conference or meeting reports, pictures of our precious children who live with PWS, gatherings or
most any other pictures which deal with PWS and/or IPWSO.  Do you have a personal story you would like to tell, ques-
tions you want to ask or have information on a service other members might be interested in?  Please email me at
webmaster@ipwso.com with the information.



COURSE FOR PSYCHOLOGISTS OF LATIN AMERICA
VALMOREL  DI LIMANA (ITALY) FROM 21ST JULY UNTIL AUGUST THE 2ND, 2003

The majority of families involved with children with PWS in the world follow them at home, also when they are adults. For this
reason it is extremely important that parents and siblings are prepared for this reality.

Dr. Palma Bregani (Italy) is a psychologist working at Endocrine Unit, Paediatric Dept., University Vita-Salute at San Raffaele
Hospital in Milano and is working on group work for parents of children affected by PWS for many years, to limit or prevent the
risk of emotional disturbance in PWS. She writes:

Emotional vulnerability is the characteristic of PW syndrome which mostly affects the quality of life of these subjects and their
families.  PW’s emotional state is known to be due to the interaction of two factors, genotype and environment. So far only the
second factor is modifiable. It is therefore extremely important to make the environmental influence as favourable as
possible to prevent or limit the risk of emotional disturbance.

Parents are the most important affective relation-ships for
these children, therefore the most influential. Helping them to
acquire capacity to deal with PWS children is not easy. The
traditional learning methods based upon information and
prescription is ineffectual since the relationship with their
children is complex, intensely affective and characterised with
deep unconscious emotional contents. The capacity of
interacting favourably with difficult children derives from
parents’ understanding of their own inner motivations and
feelings as well as from their understanding of the emotional
states of their children.

Methods, completely different from those using books and
lessons, have been studied for this purpose.  We use a method
studied by Balint which had developed in the last 40 years to
help people involved in deep emotional relationships.
According to this method we have programmed for ten years
groups with parents of children affected by PWS. In these

groups, conducted by an expert leader, parents become active protagonists of their learning. As we have frequently observed,
parents change their views about their children loosing their stereotyped perceptions of themselves as PWs. They become
more and more aware that he or she has a complexity of sentiments: love, fear, jealousy, inferiority complex with regards to
peers and, in particular, fear of rejection and of not being loved or appreciated enough. Parents also understand that PW
adolescents experience sentimental fantasies and sexual urges. Parents gradually understand they sometimes foster
wrong expectations or give vent to their own disappointment and frustration. This understanding often helps them to adopt
new, more suitable, ways when dealing with the child.

These groups have shown to improve parents’ relationships with favourable effects on the emotional states of young PWs
and also to have therapeutic effects on most parents who are frequently very stressed when coping with the difficulties of
their children.

It is a scientific method which requires specific learning and training to enable the psychologists to use it.  For this reason
we had led a Course for Italian Psychologists in 2000 and a Course for Psychologists from Latin America (21st July-2nd

August 2003) in co-operation with San Raffaele Hospital and IPWSO.  Our program with PW includes as well groups with
adolescents and children and supervision of teachers.

The reason why IPWSO chose Latin America psychologists for a 1st International Course was due to the fact that in this
cultural large area all families with children affected by PWS take care of them at home, even among Latin American
communities living in USA. Moreover, we took the chance that the assistant to Dr. Palma Bregani, Dr. Irune Achutegui, is
Spanish and Dr. Bregani herself speaks Spanish fluently.
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IPWSO organised such a course in a Hostel in the forest among the Dolomites Mountains in Italy, not far from the place
where I live and it proved to be the ideal place to have it during such a hot summer we had.  The following professionals
participated:

Janet Torres Martinez, U.S.A.

1  ) Luisa García y Gumiel Spain
2  ) Lourdes Martínez Pérez Spain
3  ) Susana Perla Prego Argentina
4  ) Karina Abraldes Argentina
5  ) Ana Luisa Pineda de Méndez El Salvador
6  ) Marcela Castillo Altmann Chile
7  ) Carlos Alberto Meza Miranda Mexico
8  ) Janet Torres Martinez U.S.A.
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My experience at the  First Encounter of Psychologists working with People with
Prader Willi Syndrome and their Families

My name is Janet Torres-Martinez, I am the Residential Director for ARC of Alachua County, located in Gainesville, Florida,
USA.

ARC is a well known organisation that provides services to approximately 400 adults and children with disabilities. There are
about 110 people receiving residential services.
52 of whom have been diagnosed with Prader Willi Syndrome.

During the month of July, 2003, I had the privilege of being chosen to represent the United States of America at the
international seminar offered in Limana, Italy under the sponsorship of IPWSO (International Prader Willi Syndrome
Organisation) and BIRD (Centre for investigation and research of rare diseases) as well as the very prestigious Hospital
San Raffaele in Milan.

The president of IPWSO, Mr. Giorgio Fornasier, made it his mission to ensure that we received the best accommodations
and he assembled a wonderful group of volunteers to make it possible.
Giorgio was involved in the planning and execution of every meal, after hours activities and our exposure to their culture. We
found that Italian people are the warmest in the world; everyone went out of their way to make us feel welcome and to look out
for our welfare. Besides the great  opportunity for professional growth, having had the chance to mingle with this exceptional
group of people has been extremely rewarding.

The event was held at a secluded villa, by the name of Valmorel in the community of Limana. Valmorel is located in the lower
Alps, in the  north eastern section of Italy. Besides myself, there were representatives from 5 other countries; Spain ( Lourdes
Martinez Perez and Luisa Garcia Gumiel); Argentina (Karina Abraldes and Susana Prego); Mexico(Carlos Meza Miranda); El
Salvador( Ana Luisa Pineda de Mendez)and Chile(Marcela Castillo Altman).  The group of participants were carefully selected
to include people with different backgrounds and experiences with individuals with PWS.

The seminar was taught by Palma Bregani and Irune Achutegui. Both of these ladies hold doctorate degrees and have
worked extensively with support groups for parents of children and adults with Prader Willi in Milan.
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The dynamic for the group is based on the famous Dr. Michael Balin=s system. Since their initiation approximately 10 years
ago there has been a marked improvement on the interrelations between the parents and children as well as the children
and the members of the Interdisciplinary Team. Drs. Bregani and Achutegui have been the driving force behind these groups
and have witnessed the growth that parents experience after being part of the therapeutic peer group.

During our stay at Valmorel, the other participants and myself were able to experience first hand what parents go through
during the sessions. It was an enlightening process. During each session, participants relayed past behavioural scenarios
between associates and individuals with PWS or their family members with the purpose of analysing each person=s
behaviour and the feelings that trigger such. Every scenario was thoroughly analysed at all possible angles thanks to the
expertise of the conductors (Bregani and Achutegui).

It was very enlightening to see ourselves through the eyes of others and in turn, to be able to see the other person=s point
of view.  I would like to think that the techniques I was taught will enable me to use them in all areas of my life.
This training was conducted in Spanish, as all of the countries in Latin America, the Caribbean and some areas of Spain lack
facilities for residential options and other services. Besides this particular obstacle, Latin parents, traditionally prefer to keep
their children at home.  This is often the case, even when there are other options as is the case with the families that reside
in the USA.

During our visit to IPWSO headquarters, in Vicenza, we saw a recently initiated program for people with PWS. It is a unique
project that offers parents the opportunity to have time off while their children receive therapy and all kind of Ahands on@
experiences. The participants are able to spend a week at the centre for research of rare diseases (BIRD). These activities
are overseen by graduate students completing internships as well as professionals. The participants come from all over
Italy and they are able to return for another week in a quarterly basis. This program has been a success. Hopefully, in the
future it can be extended to longer periods of time.

While at the BIRD Institute, we were able to see the state of the art laboratory they operate. In this lab, they conduct extensive
genetic research. This lab has been instrumental on providing early diagnosis of many genetic diseases but most importantly,
the only means to diagnose PWS for all the people in poor countries that lack the funds and resources to attain it in their own
countries. The most significant aspect is that this service has been provided free of charge thanks to the generous gifts of
philanthropists associated with the centre.

Besides all the scientific and therapeutic stuff we were exposed to, the most unexpected outcome of our two weeks
together was a very strong bond among each other, our trainers and the volunteers. The volunteers left the comfort of their
homes to come to Valmorel and cater to our every need. I, along with my peers will be forever grateful for their unselfish
and tireless efforts to make our stay pleasant.

Additionally, we all returned to our countries with a renewed sense of commitment and enthusiasm for the services we
provide. It is now expected of every participant in this training to go back and put groups together to aid on the strengthening
of relations between parents and children with Prader Willi Syndrome. During the first phase we will be guided and supervised
via e-mail by the instructors, Drs. Bregani and  Achutegui. When they are certain we are ready they will authorise us  to work
with another psychologist to gradually pass on the skills we learned.

It is unfortunate that this summary fails to reflect the wonderful experiences lived and the warmth that surrounded us during
our stay. Personally, I would love to have the opportunity to expand my knowledge and techniques so that I can be of help to
all the parents and support staff who need this service.

Before ending, I would like to express my deepest gratitude for all the support and attention given by Giorgio and his
wonderful team: Maurizia, Daniele, Debora, and Redi Fornasier ; Gilberto Michielli and a wonderful lady by the name of
Cathy. I would also like acknowledge the instructors, Dr.Palma Bregani and Dr. Irune Achutegui who went out of their way
to train us with all the preliminary work and allowed us the opportunity to grow at our own pace. These two ladies made a
monumental effort to share their knowledge despite of  time constraints. To all the co-participants I would like to also
thank for being such good team players and role models. I learned a lot from them, as well. It is my hope that the 2nd

training will be a reality.

Following the success of this 1st experience, IPWSO intends to organise other Courses again in Spanish and English, run
by Drs. Bregani and Achutegui, starting from summer 2004.

Giorgio Fornasier - IPWSO President
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Romania

Romania is a small country in the SE of Europe with a population of about 23 million.  In our country there are several medical
universities who have graduated many world famous Romanian scientists.  For example, insulin was discovered by Nicolae
Paulescu (still the Nobel Award was received by Best an Bunting).  Ribosoms were discovered by George Emil Palade (this
is the reason they are also named “Palade corpusculs”) and the great profesor Ana Aslan, discovered Gerovital, famous in
numerous countries for its revitalising proprieties. This is but a short list.

In the field of genetic and rare diseases, there is a contrast between the skilled specialists and the poor technical posibilities.
As in all parts of the world, genetic and rare diseases are diagnosed starting from the clinic evaluation and ending with
laboratory investigations. Despite our poor technical facilities, we are able to diagnose several genetic and rare diseases.
From the General Practitioner, the patient is seen by a specialist in the city or county hospital and then by a professors in one
of the university clinics. With this system we are able to diagnos most cases of rare or genetic disease but sadly, a final
conformation diagnosis has the specification, “The diagnos has to be confirmed by further hi tech laboratory investigations”.
Still, in these poor financial conditions, there are some laboratories which can complete the diagnoses, especialy in the big
citiy universities.  I do not know if there are Romanian laboratories who are able to perform FISH and ADN metylation tests
for PWS.

From a treatment point of view, drugs for rare diseases are very expensives. For instant, the GH treatment for PWS is about
40-50,000 E, a huge amount of money for Romania (but I see it is the same problem in every country throughout  the world).
Still, I have a patient with PWS who is treated with GH.  This individual is the first case in Romania.

I realize there is not a catalog for rare disease in Romania nor specific screening programs, but before 1989, there was a
screening program in neonates departments for fenylketonuria.

I have to conclude that in Romania we are in need of the following:

1. A national catalog for genetic and rare diseases.

2. Several programs for screening and  more laboratories capable to perform several hi tech diagnoses.

3. A national informational database.

4. Last but not least, social programs for disabled people.  We have to change the mentalities of society, families and
authorities regarding the disabled. We need to educate everybody what genetic and rare diseases are, the risks of
reocurrence, social organisations who can help, and to determine sponsors to rise money for reabilitation institutions.

This is a difficult task which needs specialists, authorities willing to help, a system of laws favorable to those who are
disabled, money, understanding, patience and hope.

                                                                                  Dr. Sorin CHISBORA, M.D.



A Mothers Story

I am Dorica Dan and I have a daughter with PWS. Her name is Dan Oana – Maria and she is 18 years old. After 18 years of
experience as a parent of a disabled child, I can say that nothing is more important for our children than family’s love and
care. Every day, they have to face to other’s indiference so, we have to support and help them to feel loved and important
because they have so much love to offer.

Mothers and fathers that are expecting a child, don’t want to think that their child might have a problem. But, the health
problems, never care about someone’s opinion. They just appear and the parents have to face difficult situations every day.
And if you are so  unlucky that noone else around you has confronted a similar situation before, it can be even worse.
This is our situation. Our daughter was wrongh diagnosed many years ago because PWS is not yet recognised in our country
and the doctors have no experience regarding the genetic disorder. Of course, the economic situation has an effect in this
area and lack of money for genetic tests make the genetic disorders more difficult to diagnose.

But, we love our daughter and we try to help her in the best way we can. We were very lucky to find a rehabilitation hospital
where she is still attending treatment, three times a year. The treatment is difficult but free and the staff is wonderful. When
I say that the treatment is difficult I am refering of the intensive rehabilitation daily program that is not common in other
Romanian rehabilitation hospitals. Only a hard work can help a person with muscle hipotonia or paralysis. We worked hard
to help her to achieve every progress, and any health improvement for us is like conquering Mountain Everest.

We always knew that she was misdiagnosed as the other
children who were diagnosed as she was, were different, but,
we were sure that she needed this rehabilitation treatment. She
started walking after three years of intensive rehabilitation
treatment (kinetotherapy, electrotherapy, speech therapy,
massage and occupational therapy) and it was time to prepare
for integration among children of her age. I think it was really
important for her future that at that time, in our town there wasn’t
any kindergarten for disabled children and she had to face to
“reallity”. We insisted that she attend an ordinary kindergarten. It
wasn’t easy for her to be among children of her age, but, nothing
could help her more in the long and difficult process of
integration. I remember her first shaw. She had to recite a poem
and she knew it very well, but, nobody understood a word. I’ve
been the only one who did. The other parents asked me why did
I let her recite, but, I’ve been so proud of her…Anyway, it was very
funny that in a few months all the children in the kindergarten
were trying to speak like Oana and this proved to us that her

personality couldn’t be ignored. Noone and nothing has ever made us as satisfied as our children do just by being happy
and nothing made me as proud as she did just by living up to her responsibilities.

When she was eight, we tried the challenge of an ordinary school. It wasn’t easy to find a teacher that accepted to have a child
with disabilities in her class. It was the time when noone was thinking about integration of disabled children in school and
it wasn’t law to protect our child, but, we still tried and we are happy we did. Many parents that have disabled children are still
hiding them even now and consider that it is a shame for the family to have a child like this.

Of course, we had our bad times, too. We had our desperate moments and cried in the corner, but, we had also good times
and any progress become precious treasures to relive again and again.   Last year, we discovered the great family of IPWSO
and we were not lonely any more. I can’t decribe the feeling I had when I found out that other parents have exactely the same
problems as we have and other PWS children have similar behaviour problems, no matter where in the world they live. Many
times we were asking ourselves how many mistakes we made because we did not have the right diagnosis from the very
beginning and how different our problems would be if we were living in a rich country.

 I know now that early diagnosis is very important for future development of a PWS child and that many problems can be avoid
by having previous experience and approaching a good management of the diseases. But, I also understand that we have
to manage with our reality, to find other parents that have to face similar problems and to create a Romanian PWS family, to
be able to support and care each other and to spread information regarding our children’s disease.

No matter what happened in the past, no matter the material situations of our families or what the future holds, we are
parents that will accept, forgive, adore and love our children unconditionally, because being parents, we have the opportunity
to have one of life’s greatest presents: them.
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