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The President’s word

Several important events have taken place over the course of the last fifteen months or 50, in which EDSA has participated
decisively. The first and major one eertainly is the noted organization of the VIth World Congress on Down Syndrome
in Madrid during the month of October 1997 This Congress, most remarkably organized under the leadership of EDSA's
former Chairman of the Scientific Committee and FEISD President, Professor Juan Perera,was an outstanding success
with delegates from more than 50 countries and around 2000 people attending. Every one present could realize the
splendid diversity and richness of the Down Syndrome movement worldwide, as well as the astonishing vitality of the
research conducted almost everywhere on the development, education, and social integration of the Down syndrome persons.

A second remarkable event, that also took place in'Madrid in the context of the VIth World Congress, was the long
awaited creation of the International World Federation on Down Syndrome (IFEDS), placed under the chair personship
of Canadian Social Worker and mother of a Down syndrome adolescent, Josephine Mills.

The IFDS" major tasks will be to lead the DS movement at the world level, organizing a world congress every four
years, and to coordinate the research and social actions in the various countries.

In the meantime, EDSA has been reorganizing itself particulary since the productive meeting of the board in Portsmouth,
UK, last April. New and flexible statuses have been drafted, discussed, and will be proposed to the general assembly for
[icial approval. Additional funding money obtained from the European Communities will allow us, among other actions,
to reach farther towards a number of new Down syndrome associations in Central and Eastern Europe. Several Down
syndrome associations, some relatively new, others in existence for quite some time have applied for EDSA membership
and will obtain.it.at the next general assembly. EDSA, in this way, is steadily becoming fully representative of a larger
Europe and is going to play a. major role in the future activities of the International Association.

More immediately, the EDSA Board has appointed three task forces in order to advance the work on several key
issues regarding the Down syndrome persons. They are (1) the promotion and coordination of scientific research on
Down syndrome as to a number of important questions (genetic, medical, psychological, social, educational); (2) a
review and comparative synthesis of the legal and juridical dispositions existing in the various European countries concerning
every aspect of the life of the Down syndrome persons and their families; (3) the definition of a number of important
needs relative to the daily lives of people with Down syndrome and their family, which could be efficiently approached in
a cooperative perspective within Europe.

[ warmly invite you all to join us in working for a better future for the Down syndrome babies, children, adolescents,
adults, aging persons, and their families.

Professor -Dr. Jean A. RONDAL, Ph.D., Dr. Ling.
President of EDSA.
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psychologist and psychoterapist of ASNIMO (Mallorca, Spain)

Sixty-two countries taking part, thirty guest speakers, thirty-four
workshops with over two hundred speakers, twenty-three people
with Down's syndrome taking part at the workshops, plus four
hundred free papers, ninety scientific posters, one hundred and
three associative posters, thirty commercial stands and, most of
all, two thousand participants give an idea of the size and scope
of the 6th World Congress on Down's Syndrome which was held
from the 23rd to 26th of last October at the Palace of Congress
in Madrid (Spain).

The Congress was organised by the Spanish Federation for Down's
Syndrome (FISD), with the excellent technical assistance of
Madrid's Viajes Iberia Congresos. [t also had special contributions
from the Educational, Scientific and Cultural Organisation of the
United Nations (UNESCO), from the World Health Organisation
(WHO), the European Disabled Forum (EDF), the Ministries for
Health and Comption, Education and Culture, and Labour and
Social Affairs, and also from the Town Hall of Madrid (Madrid
Convention Bureau). The Complutensian University of Madrid
gave its scientific endorsement and awarded the attendance
certificates. Patrons were the Institute of Social Services (INSERSO),
the Royal Patronage for Prevention and Attention to People with
Disabilities, and the ONCE (Spanish National Organisation for
the Blind) Foundation. Among the sponsors were the Madrid
Savings Bank's Department of Social Work, the Sol-Melia hotel
chain, Grespania, Fundacion Inocente and MRW.

It is difficult to value and express gratitude for the effort made by
the Organising Committee (made up of 25 personalitics from 17
countries) and by the Scientific Committee (comprising 19
scientists from 15 countries around the world), to stage a congress
of such magnitude, which is held in a different place in the world
every four years and on this occasion was presided by Prof. Juan
Perera of Spain.

The Congress had an excellent and costly presentation in English
and Spanish; 60,000 leaflets of the first announcement and 13,000
of the second were completed with an attractive web page on
Internet. The Congress slogan: "Down's Syndrome: when dreams
come true" took shape in the design of an attractive logo which
was present at all its acts. Everyone who attended received a copy
of the final programme for the Congress, a detailed 300 page
publication containing summaries of all the conferences and
workshops, and which served as a practical guide for all the
Congress activities.

Itisespecially difficult and complicated to organise a world congress
open to all the groups concerned with Down's syndrome: scientists,
families, people with the Down's syndrome, professionals,
associations, volunteers, etc. and with participants coming from
so many different cultures and stages of development.

The organisation endeavoured to find a random formula of
presenting the Congress, that satisfied the majority of participants:
in the morning, scientific sessions of the highest level, and in the
afternoon, workshops at which were presented the concrete
applications of scientific advance, intervention practices, stimulating
testimonies, personal experiences and debate panels.

Special mention should be made of the active presence at the
Congress of the 23 people with Down's syndrome who, coming
from a variety of countries, took part as speakers at the workshops,
and 18 others, of very different levels, who took part in artisti;
performances. Gratitude must be also be expressed for the 263
free registrations the organisation gave, so that many countries
with depressed economies could attend. At the plenary sessions
in the morning there were important news which will shortly be
published, first in English and then in Spanish, in the book "Down's
Syndrome: A Review of Current Knowledge", by ]. Rondal, J.
Perera and L. Nadel, published by Whurr Publishers of London.

At the workshops the organisation opted for diversifying the offer
and announced the ones which were preferentially aimed at
professionals, at families or at people with Down's syndrome, thus
endeavouring to achieve a balance in the quality of the lecturers,
variety and validity of the subjects, the participation of the greatest
number of countries and the inclusion of the best free papers. The
best works will be pubblished in English in the review "Down
Syndrome Research and Practice" by the University of Portsmouth,
and in Spanish in the "Revista Down" of the Spanish Federation
of Down's Syndrome Institutions (FEISD).

But the Congress was much more than that.

At the opening session, presided by the Spanish Minister for
Labour and Social Affairs, Mr. Javier Arenas, Pablo Pineda made
an excellent speech in which he asked society to respect people
with Down's syndrome and "demanded" that the Minister should
keep his promise after the congress and that should allocate more
funds and effort to the educational, social and labour integration
of people with Down's syndrome.

The Madrid City Council held a reception in the Town Hall for
the speakers at the Congress and a cocktail party to welcome all
participants in the Arganzuela Crystal Palace, with the performance
of a delightful University student musical group.

Especially emotional, impressive and applauded were the artistic
acts by all the children and young people with Down's syndrome
from Peru, Brazil, Slovenia, Italy, USA and Spain, who gave
performances of ballet and regional dancing, mime, Spanish
dancing, piano and acting.

The Congress's official dinner was held in the Tapestry Room of
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the Hotel Melia Castilla, which was filled to capacity. Prizes were
awarded to scientists and leaders of the associative movements,
as well as to the authors of the best free papers. The ceremony
ended with the performance by the "Maria Rosa Spanish Ballet".

There were also many activities hold parallel to the Congress
which helped in exchanging experiences and opinions among the
Congress participants in the framework of the Palacio de Congresos:
acommercial exhibition with thirty stands, exhibition of scientific
posters, presentation of associative posters, video sessions and
meetings of a scientific and associative nature.

Those attending had high praise for the services of simultaneous
translation (from English into Spanish and vice versa) at all the
sessions, as well as at the press office and for the children care-
centre which was organised by the Down's Syndrome Association
of Madrid.

The Congress closed with a session devoted to the Associative
Movementfor Down's Syndrome worldwide. Represntatives from
Usa, Canada, Belgium, Brazil, South Africa, Japan, Saudi Arabia,
Spain, Indonesiaand the United Kingdom spoke of the challanges

the Down's Syndrome Associations all over the world face for the
21st century, and this was immediately followed by the official
presentation of the International Federation for Down's Syndrome

(FISD).

At the closing ceremony the President of the Congress, Professor
Perera, read the conclusions of the Congress (which are transcribed
further in this issue) and introduced those in charge of holding
the next World Congress in 2000 in Sydney (Australia). The
conclusions of the Congress have been published in Down's
Syndrome reviews all over the world and have been translated
into 18 languages.

The organisation of the Congress has received over four hundred
letters of congratulations from all over the world and - why not?
- a few criticisms.

The great majority say the Congress has contributed significant
scientific advances, has favoured contact between parents and
professionals worldwide, has presented a new and positive image
of people with Down's Syndrome and has marked a guideline for
the associative movement concerned with Down's Syndrome.

by J. Perera
Director of the Principe de Asturias Centre (University of the Balearie Islands, Spain)
and President of the 6th World Congress on Down's Syndrome in Madrid

The world's most renowned scientists in disciplines related with
Down's Syndrome communicated important innovations in Madrid
which will be contained in a volume to be published in English
by Collin Whurr of London and which will later be traslated into
“panish. In this section our review sums up the most important
contents of the plenary sessions.

GENETICS

e P.M. Sinet. Paris, France: after describing the genes which
have been located and their possible functions, he delimited
the region of chromosome 21 responsible for the most specific
and frequent features of Down's syndrome ("critical region of
Down's Syndrome") situated in the distal portion of the long
arm. Work is being done to isolate and identify the genes
presentin thisregion, especially those related to the development
of the heart, brain and skull.

¢ C.J. Epstein. San Francisco, USA: with some pessimism he
focused on the subject of "non disjunction" since there are few
short term possibilities to have any influence on it in order to
prevent it. He was more optimistic on the possible palliation, in
the next century, of some adverse effects of excessive genetic
endowmentusingsubstances which curbdeterminate specific genes.

MEDICINE
® A.Rasore-Quartino, Genova, [taly: he posed a revision of the
medical problems of people with Down's Syndrome in the

different stages of their life. He underlined the importance of
studying the immunological system and of the development
of the thymus as responsible for different alterations (thyroiditis,
diabetes, respiratory infections, hepatitis, etc.). He highlighted
the frequency of hypotyroidism, which increases with age, and
of coeliac disease. He analysed the controversies on atlanto-
axoid instability and on Alzheimer-type dementia.

PSYCHOLOGIC RESEARCH

® SZ.Buckley. Portsmouth, United Kingdom: her contribution
focused on cognitive development, its relation with language
and the influence of reading to improve both processes. In
Down's syndrome, development is slowed but is progressive.
Speach and language patterns are decisive for developing
mental skills and are the principal vehicle for exchange of
knowledge, for developing thought and for reasoning and
memory skills. Reading improves grammar and syntax as also
short-term memory, both visual and auditive.

INTELLIGENCE AND COGNITIVE PROCESSES

* R. Hoddad. Los Angeles, USA: he approached his thesis on
the existence of strong and weak points orareas in the congnitive
skills of people with Down's Syndrome and he placed emphasis
on the evolution of the intellectual quotient. It is a fact that
IQdiminishes with age. But thisdoes not mean that intellectual
growthstops, as there isstill progress in comprehension, capacity
of analysis, reasoning and vocabulary. Their capacity to
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communicate and their adaptation to daily life increase.

LEARNING AND MEMORY
e L.Nadel. Tucson, USA: he explained that in Down's Syndrome

there is no single way of learning but multiple forms that
depend ondifferent neuronal structures. He differentiated two
forms of memory: the explicit, which recalls events and facts,
and the implicit, which relates ro skills and habits. In each
learning a specific celebral region is involved, which develops
atadifferent rhytm. There is greater affectation of the structures
related with the explicit memory (hippocampus, prefrontal
cortex, cerebellum). On the other hand, there is a better
understanding of characteristics, features and values and also
a better retention of motor skills.

DOWN'S SYNDROME AND ALZHEIMER
e W.P. Silverman. Staten Island, USA: a rigorous longitudinal

study on the evolution of cognitive capacities of adults with
Down's Syndrome points out the differences existing between
normal ageing and that of Alzheimer. Of special importance
is the revelation that the incidence of this dementia in adults

Syndrome in the uterus. Today, with the combination of the
cytogenetic and geographic study, not only can be existence
of the chromosomal anomaly be known, but also its possible
association with other alterations not always linked to Down's
Syndrome and which undoubtedly modify the postnatal
perspective of this anomaly, as is the case of congenital
cardiopathics or duodenal atresia.

INCLUSION

e C. Garcia Pastor. Seville, Spain: based on the comparison

between inclusion (state school) and exclusion (focused more
on the private school) she posed inclusion as a committed
form of work in the school: orientation towards special education
derives from a biological-psychological conception, in which
difference isconsidered a deviation from the norm. The subject
of special educational needs is focused individualistically:
labels, limitations of opportunities, etc. She defended a school
committed to the idea of includingt everyone, that does not
choose, that does not negatively judge what is the different
and that diversifies in its offers.

NEW TECHNOLOGIES

e ].E. Winn. Borlage, Sweden. New technologies help to equa
the opportunities within reach of people with mental retardation
in the world of family, school and work. Today, people with
Down's Syndrome have access to modern technology that may

with good intellectual functioning entering their sixties, is
notably lower then that indicated in previous studies.

LANGUAGE AND COMMUNICATION
¢ ].A.Rondal. Liege, Belgium: he analysed the differences existing

between Down's Syndrome language and that of other forms
of mental retardation (Williams' syndrome, autism, etc.). In
Down's Syndrome the habitual pattern of language development
isfollowed, but with delay. Asspecific problems he underlined:
phonetic and phonologic, morphosyntactic, lexical, semantic
difficulties and for organising discourse. The special cases of
good language in Down's Syndrome throw light on the function
of certain areas of the brain cortex.

TEMPERAMENT
* M. Beeghly. Boston, USA: she reviewed empiric knowledge on

the temperament of children with Down's Syndrome.
Temperamental characteristics are rooted in biological and
constitutional factorsand are relatively stable during childhood,
and may be modified by the influence of the environment. A
study carried out with 191 children with Down's Syndrome,
based on their parents' observations, contributes important data
forknowing the temperamentof children with Down's Syndrome.

EARLY INTERVENTION
® M. Guralnick. Seattle, USA: early intervention is positive

when from a maturation perspective, it improves parents-child
interaction, incorporates into the family experiences centred
on the child and helps to control matters of health and safety.
A subject of enormous interest is to know to what degree early
intervention conditions or resolves the later development of
the persons with Down's Syndrome. The reply lies in that
each phase of the child suggests the appropriate model of
intervention. Long-term efficacy depends on whether the
programmes are integral, last for at least five years and deal
with the so-called transition periods (starting nursery school,
junior school, etc.).

PRENATAL DIAGNOSIS
o A. Fortuny. Barcelona, Spain: he reviewed new population-

screening techniques that determine the risk rate for Down's
Syndrome, and the most usual methods for diagnosing Down's

help to compensate their cognitive deficits. He showed some
tools developed at the Handitek Foundation for improving
causal relations (why), spatial relations (maps), quantity
relations (money, etc.) and time (clocks).

QUALITY OF LIFE

® ]. Perera. Palma de Mallorca, Spain: he explained current

implications of quality of life from the new definition of mental
retardation proposed by the American Association on Mental
Retardation and posed an integratingand comprehensive vision
of quality of life for people with Down's Syndrome. We are
facing the challenge of adult life. From this persperctive he
spoke of the challenges that people with Down's Syndrome face
at the dawn of the third millennium: good health, better social

image, self-advocavy, work, life with a partner and marriage.
|

AFFECTIVITY AND SEXUALITY
e (C.D. Van Dyke. lowa, USA: friendship, relationships and

sexuality are normal aspects in adulthuman development. For
some this means friendship, for others physical contact and
for others it may mean marriage and children. In case of adults
with Down's Syndrome all these aspects must be linked to
appropriate programmes of sexual information, educational
programmes for parents and support systems which ensure
positive affective and sexual relationships, and which avoid
situations of abuse or pregnancy and give guidelines for the
use of sexual activity, marriage and the upbringing of children.

INCORPORATION INTO THE WORKPLACE
e E. Montobbio. Genova, Italy: the key for joining the workplace

in a normalised situation is found in "mediation", which allows
the individual to learn the social schemes and personal development
necessary for work: and the community to leave aside prejudices
and make an effort to adapt the environment (especially the
workplace) to favour inclusion. The experience developed in
[taly has been very positive (91% successful) and is a stimulation
which is having an effect in many parts of the world.
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Conclusions of the 6th World Congress

on Down’s Syndrome
Madrid, 23rd-26th October 1997

The aim of the 6th WORLD CONGRESS was to give an answer
to the challenges facing persons with Down's syndrome as the
21st century approaches, formulating the following proposals and
conclusions:

1. The promotion of genetic investigation in order to probe deeper
into knowledge of chromosome 21 identity (especially finding
out what each gene lodged inside it is responsible for and how
they interact), as well as to probe into knowledge of mechanisms
intervening in the non-disjunction to prevent the appareance of
the syndrome.

2. The study of the specificity in Down's syndrome, trying to
solare typical characteristics of Down's syndrome so that it is
possible from specialisation to design more efficient instruments
of a medical and psychopaedological nature for the rehabiliration
and education of persons with Down's syndrome.

3. The search for practical solutions (strategies, programmes,
methods, etc...) which, taking into account findings of recent
scientific research, provide concrete solutions applicable to the
health care, early attention, education, socialand labour integration
of persons with Down's syndrome.

4. To specify the quality of life model proposed for persons with
Down's syndrome in three aspects: a) that their needs and
expectations are met, b) that they develop all their potentialities
and c) that they enjoy all their rights.

5. In the area of health: an endeavour must be made to spread
and establish preventive medical programmes for Down's syndrome
everywhere in the world and also to maintain a critical attitude

swards therapies not confirmed scientifically. By applying the
principle "the same cases require the same treatment”, organ
transplants for persons with Down's syndrome who require them
should be encouraged.

6. Becoming aware of the important role of the family as Down's
syndrome person's first natural nucleus of integration will
encourage actions to be taken that are addressed towards effective
training and the involvement of parents in the attention, education
and social insertion of their children.

7. Specialised attention must preferentially reach those persons
with Down's syndrome who have other additional serious
limitations or needs which prevent their effective integration.
Attention could be given to them in specialised centres, with the
support of the family, attaining the level of normalisation that is
possible in each case.

8. In the field of education the Congress decisively supported
three criteria: a) inclusion, with the proper supports, ina ordinary
school, b) specific programmes and curriculum adaptations and
c) the application of new technologies in the classroom as a

particulary useful strategy.

9. The Congress called attention to the importance that the adult
life of persons with Down's syndrome has at the present time,
including self advocacy, in such a way that the services provided
are adapted to their rights, needs and demands, guaranteeing a
positive quality of life.

10. All the means at our disposal must be used to encourage
effective integration of persons with Down's syndrome in school,
work, culture and social life, with the understanding that non-
discrimination means equal opportunities. Likewise, the change
towards a better social image and participation of persons with
Down's syndrome in public life must be pursued.

11. Training and employment of Down's syndrome persons in
ordinary firms must be a priority as a source of personal realisation
and autonomy and full participation in the life of the community.

12. Encouragement must be given to the worldwide creation of
specific associations for Down's syndrome, independent from the
associations which attend to persons with mental retardation in
general. These associations should claim representation and
financial support from governmental departments.

13. The Down's syndrome associations must ensure that parents,
professionals and persons with Down's syndrome are integrated
in their organisation and management and they must be guided
and reorganised by democratic principles.

14. The services - to create them whenever necessary - have to
respond to criteria of quality, efficiency and social economy and
insofar as possible they have to be rendered and integrated in the
normal services of the community.

15. The training of specialists in University and in post-graduate
courses is fundamental if persons with Down's syndrome are to
receive global and specialised attention in accordance with their
needs.

Mr. S. Al Malaq (Saudi Arabia), Prof. F. Astudillo (Spain), Prof.
M. Beeghly (USA), Prof. R.I. Brown (Australia), Prof. S. Buckley
(UK), Prof. C. Epstein (USA), Prof. A. Fortuny (Spain), Prof.
C. Garcia-Pastor (Spain), Prof. M.]. Guralnick (USA), Prof. R.
Hodapp (USA), Mrs. M. Madnick (USA), Mrs. J. Mills (Canada),
Prof. E. Momotami (Japan), Prof. E. Montobbio (Italy), Prof. F.
Murphy (USA), Prof. L. Nadel (USA), Prof. R.R. Olbrisch
(Germany), Prof. ]. Perera (Spain), Prof. S. Pueschel (USA), Prof.
A. Rasore-Quartino (Italy), Mrs. P. Robertson (Indonesia), Prof.
J.A. Rondal (Belgium), Prof. ]. Rynders (USA), Prof. B. Sacks
(UK), Mrs. M. Schoeman (South Africa), Prof. W. Silverman
(USA), Prof. P.M. Sinet (France), Mrs. R. Sneh (Israel), Prof.
D.C. Van Dyke (USA), Prof. ].E. Wann (Sweden), Prof. H.A.
Wisniewski (USA), Prof. K. Wisniewski (USA).
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PRIZES OF THE 6th WORLD CONGRESS ON DOWN'S
SYNDROME

Three groups of prizes were awarded at the Madrid Congress.
The first was awarded to two scientists of world renown
who have distinguished themselves in recent years for their
research and publications on Down's syndrome. They were:
Professor C.J. Epstein, of the University of California and
Professor . Rondal, of the University of Liege. The second
group went to the leaders of the world associative movement,
to reward effort and personal dedication in favour of the
associative movement for Down's syndrome in the world.

They were awarded to MR. Antonio Gijén, of Spain, and
Ms. Silvia Garcia E., of Mexico. The third group of prizes
was awarded to two people with Down's syndrome who, with
their personal effort and work achieved goals which are an
example and stimulation for all. They were: Pascal Duquesne,
of Belgium and Ana Cristina Souto de Oliviera, of Brazil.
There were also prizes for the three best scientific papers,
and which went to Professor ]. Rynders, of the University of
Minnesota, Dr. Ariel Villagra, of the Polytechnic University
of Madrid and Professor Svetlana Arbuzova, of the University
of Donesk, in Ukraine.

Celiac disease: a new challenge
for persons with Down Syndrome.

Alberto Rasore-Quartino

Department of Genetics and Neonatology. Galliera Hospital, Genoa, Italy.

Celiac disease, or gluten-sensitive enteropathy, is a relatively
uncommon disease due to gluten intolerance that causes permanent
injury tosmall bowel mucosa, with villus atrophy, crypt hyperplasia
and damage to the surface epithelium. As a consequence,
malabsorption of nutrients ensues, mainly of fats, proteins, iron,
folic acid and fat-soluble vitamins A and D. Clinically the disease
shows different expressivity in affected persons. The first symptoms
appear some time after the introduction of gluten products into
the diet. Gluten is found in wheat, rye, oats and barley. These so
called classic forms are characterised by early beginning, with
severe gastrointestinal symptoms, frequent diarrhoea, failure to
thrive, abdominal distension and pallor. The majority of affected
persons, on the contrary, have a late onset, often during adolescence
oreven in adult age and present with scarse symptoms, not always
referred to intestinal malabsorption, but to more aspecific growth
retardation, anorexia, iron deficient anemia and hypoproteinemia;
silent forms also exist and are more frequent than previously
thought: their diagnosis can obviously be difficult. Screening tests
are very important fora presumptive diagnosis: antigliadin antibodies
have relatively high sensitivity and specificity, but the sensitivity
and specificity of serum Ig-A endomysial antibody testing have
approached 100%. A small-bowel biopsy remains nevertheless
the clear-cutapproach for diagnosis. Treatment requiresa lifelong,
strict gluten-free diet, after the establishment of which symptoms
rapidly subside.

The prevalence of the disease in the general population has
increased in recent years, possibly due ro berter diagnosis and
increased awareness among physicians. It varies from 0.012% to
0.43%.

Theassociation between Down syndrome and autoimmune diseases
has long been recognised.

However, its relationship to celiac disease has only recently been
reported and a definite association remains to be fully established.
Since 1990 several investigations reported an increased frequency
of celiac disease in Down syndrome, well above that of the general
population. At present, we have different figures, ranging from
0.8% to 4.7%, depending on the authors and the populations
screened.

One of the largest investigations on this subject was undertaken
in [taly, with the study of 1184 persons with Down syndrome age
from 2 months to 45 years. Fifty-two patients were diagnosed by
intestinal biopsy as having celiac disease (4.4%). A classic form
of the disease was present in 75% of the patients; atypical symptoms
were observed in 10.2% and a clinically silent form in 14.2%.

It is important to stress that among the most common symptoms
there were failure to thrive, anorexia, diarrhoea, vomiting, less
frequently constipation and abdominal distension. Low levels of
haemoglobin, serum iron and calcium were also frequently
encountered. Autoimmune pathologies were found more frequently
in subjects with celiac disease.

From that study, confirming a high prevalence of celiac disease
in persons with DS and the detection of atypical presentation and
clinically silent forms in about a quarter of cases, it is evident that
ageneralized screening for celiac disease in DS would be important
in the perspective of improving the medical surveillance of these
persons.

We strongly recommend that screening tests for celiac disease
be considered in the health care protocols provided for DS, not
only in childhood, but also during adulthood.
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Down Syndrome

behind the dikes
Saturday 13th June 1998

international Symposium
Academisch Medisch Cenfrum (AMC) - Amsterdam

PLENARY SESSION
09.30 Reception

10.00 Opening
Prof. dr. H.S.A. Heymans, Emma Children's Hospital,
AMC, Amsterdam

10.10 I'm nineteen now. When I was born, there was no
Stichting Down's Syndroom. Flashback
Peetjie Engels, Schinnen, The Netherlands

10.20 The present state of medical aspects in Down
‘yndrome

~ Prof. dr. A. Rasore-Quartino, Ospedale Galliera, Genova
[taly
A review of the state of the art of medical research will be
given with special emphasis on preventive medicine aspects.

10.45 Coffee break

11.15 Promoting the development of children with Down
syndrome: the practical implications of recent psychological
research

Prof. S. Buckley, Ph. D., University of Portsmouth,
Portsmouth, England

A review of the state of the art of psychological research
will be given with special emphasis on practical aspects, e.
g. early reading.

11.45 Language in Down syndrome: current perspectives
Prof. dr. J.A. Rondal, Université de Lidge, Liege, Belgium
A review of the state of the art of research into language

nd communication with special emphasis on practical
intervention techniques.

12.15 Discussion
In the afternoon there are two parallel sessions, namely:

10 years Stichting Down's Syndroom.
Its significance for research.

A number of short presentations relating to investigations
that have been carried out upon the request of, under the
guidance of, with the aid of, in using a population from the
Stichting Down's Syndroom.

Thissession is specifically intended for researchers of various
disciplines and will be held in English. For Dutch participants
there is simultaneous translation into Dutch.

10 years Stichting Down's Syndroom.
Recommended practice in The Netherlands.
A number of more extended presentations in Dutch that
are closely related to the themes addressed in the morning
and will illuminate the situation in The Netherlands in
particular. Thissession with workshop-characteris particularly
intended for parents.

Fourth European Down

Syndrome Conference

Creating Challenges
Malta, 10-13 March 1999

First Announcement and call for papers

The Fourth European Down Syndrome Conference with
the theme Creating Challenges will be held in Malta from
Wednesday March 10 through Saturday March 13 1999.
The Conference aims at bringing together persons with
Down Syndrome, parents, professionals and others interested
in the field in an atmosphere of mutual respect and
collaboration. The programme will consist of a number of
plenary and specialist sessions.

Topic areas: Genetics; Breaking the news; Health and medical
issues; Early interventions; Nutrition; Language; Parental
experiences and aspirations; Community and home - based
services; Enabling independent learning; Vocational
education and work opportunities; Inclusion in school and
communities; Educating for independent living; Leisure;
Dating, sexuality, marriage and family planning; Late
adulthood; Ethical and legal aspects; Information technology.
Preference will be given to the presentation of papers and
posters based on the latest research and good practice in
the various topic areas.

You are invited to submit papers for presentation at the
Conference as well as propose themes for symposia, thematic
sessions and plenary sessions.

Papers and non-scientific papers are welcome for presentation
as independent papers or as part of a thematic session.
Interactive poster sessions will be given special prominence.
Associations, agenciesand individualsare invited to present
posters featuring their activities.

Ifyouare interested in receiving the Second Announcement
brochure and registration document, please contact the
Conference secretariat:

Down Syndrome Association

45 South Street, Valletta VLT 11, Malta Tel: +356 235158;
fax: +356 236197.

E-mail:;johnpeel @waldonet.net.mt

EDSA ADVISORY BOARD
President: Prof. ].A. RONDAL (Belgium)
Vice President and President of the Science Advisory
Board: Prof. S. BUCKLEY (United Kingdom)
Vice President: Dr. ]. PERERA (Spain)
Vice President: Mr. ]. MARION (France)
Vice President: Mr. E. DE GRAAF (The Netherlands)
General Secretary: Mr. R. BONJEAN (Belgium)
Treasurer: Mrs. A.M. KRINS (Belgium)
General Editor: Prof. A. RASORE-QUARTINO (ltaly)
Members: Dr. P GARDES (France)
Mr. J. PEEL (Malta)
Dr. M. SUSTROVA (Slovack Republic)
Mrs. M. TRUETA (Spain)
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EFFECTIVE

BELGIUM

ASSOCIATION DE PARENTS D’ENFANTS MONGOLIENS APEM
Rue de la Maison communale, 4 ® 4802 Heusy

FRANCE

FAIT 21

Direction Générale

10, rue du Monteil - 42000 St. Etienne

GEIST 21 Puy de Dome - 40, rue Julen Ferry » 63118 Cebazat

GEIST 27 Ouest - Chemin du Pommier ® 27300 Bernay

GEIST 21 Loire - Rue de Monteil, 10 ® 42000 Saint-Etienne

GEIST 21 Bouches-du-Rhéne - 119, Traverse des Sables Jaunes ® 13012 Marseille
GEIST Eure 30 - 30, rue Gabriel Pérelle * 27200 Vernon

GEIST Martinique

12, Lot des Flamboyants - Cité Dillon ® 97200 Fort de France - Martinique
GEIST 21 - Réunion

Rue G. Azéma - Rivieres des pluies ® 97438 Ste Marie - La Réunion
ASSOCIATION FRANCAISE POUR LA RECHERCHE SUR LA
TRISOMIE 21 - APET

Hépital Necker - Enfants malades - Rue de Sevres, 149 ® 75743 Paris cedex 15
ASSOCIATION DE PARENTS D’ENFANTS TRISOMIQUES 21 DE
METZ & ENVIRONS - APET

204, avenue André Malraux - 57000 Metz

GERMANY

EUROPAISCHE DOWN SYNDROM ASSOZIATION

Siegfried von Westerburg Strafie 22 © 50374 Erftstadr Lechenich
ARBEITSKREIS DOWN SYNDROME

Hegelstrafie 19 ® 4800 Bielefeld

SELBSTHILFEGRUPPE FUR MENSCHEN MIT DS

Hirschenau, 10 90607 Ruchersdorf

GREECE

ASSOCIATION OF PARENTS OF CHILDREN WITH DS
Karanivalou, 31 ® 54454 Thessaloniki

IRELAND

DOWN SYNDROME ASSOCIATION OF IRELAND

Fitzwilliam place, 5  Dublin 2

ITALY

ASSOCIAZIONE ITALIANA PERSONE DOWN

Viale della Milizie, 106 ® 00192 Roma

ASSOCIAZIONE COORDINAMENTO DOWN

Laboratorio Citogenetica - Via Giustiniani, 3 ® 35128 Padova
ASSOCIAZIONE DOWN

Via Brione, 40 » 10143 Torino

NETHERLANDS

STICHTING DOWN’S SYNDROOM

Bovenboerseweg 41 ¢ 7946 AL Wanneperveen

PORTUGAL

ASSOCIACAO PORTUGUESA DE PORTADORES DE TRISSOMIA 21
Rue Professor Delfim Santos, 1 - 4B ® 1600 Lishoa

SPAIN

ASSOCIACION PRO SINDROME DE DOWN DE BALEARES ASNIMO
Carretera Palma Alcudia km 7,5 - 07141 Marrarxi (Mallorca Baleares)

FUNDACION CATALANA PER LA SINDROME DE DOWN
Valencia 229-231 08 007 Barcelona

FUNDACION SINDROME DE DOWN DE CANTABRIA
Avenida General Davila 24 A, 1° C. 39 500 Santander

ASOC. SINDROME DE DOWN DE CADIZ Y BAHIA “LEJEUNE”
Plaza Santa Elena, 2, 2° C-D 11006 Cadiz

ANDADOWN (FED.ANDAL.DE ASOC.PARA EL SINDROME DE DOWN)
Angel, 24, 3° C 18002 Granada

ASSIDO - MURCIA
Av.da Miguel de Cervantes, s/n 30009 Murcia

ASINDOWN
¢/Camino Farinos, 2 ® 46020 Valencia

AGUIDOWN
Apdo. de Correos 1094 » 20080 San Sebastian

UNITED KINGDOM

DOWN’S HEART GROUP

Ormonde, Henley Down, Nr Battle ® East Sussex TN33 9BT
DOWSED Limited Sarah Duffen Centre

Belmont street ® Southsea Hants PO5 INA

AFFILIATE

ARGENTINA
A.S.D.R.A.
Vera 863 ® 1414 Buenos Aires

C.L.S.

DOWN SYNDROME ASSOCIATION
Ulitza Mjawickzja, D 13, Kw 3 ® Moskau
HUNGARY

DOWN FOUNDATION OF HUNGARY
Kiraly u. 72 111, 22 * 1068 Budapest

MALTA

DOWN’S CHILDREN ASSOCIATION

45, South Street ® Vallerta VLT 11

MAROC

ANSHAM

rue Sanaa 13 ® Rabbat

POLAND

CHORYCH Z ZESPOLEM DOWNA

ul. Kilinskiego, 2 » 91421 Lod:

RUMANIA

DOWN'S SYNDROME ASSOCIATION OF RUMANIA
Rue Teiul Doannei, 14 - BL8 - AP4 - Sect. 2 ® Bucarest
SLOVAKIA

SPOLOCNOST DOWNOVHO SYNDROMU
Frana Krala, 6 ® 81105 Bratislava

SWITZERLAND

EDSA SCHWEIZ
Kontakustelle - Postfach ® 8702 Zollikon

ASSOCIATE

MM Richard BONJEAN

La Fermette, Rue V. Close, 41 * 4803 Verviers (Belgique)

MM Jean-Adolphe RONDAL

Université de Liege, Boulevard du Rectorat, 5 ® 4000 Liege (Belgique)
MM Alberto RASORE-QUARTINO chief editor

Ospedali Galliera, Dpt. of Pedliatrics, Mura delle Cappuccine, 14 ® 16128 Genova (ltalia)
MM Salvatore SORESI

Dipartimento di Psicologia dello Sviluppo e della Socializzazione
Universita di Padova - via Beato Pellegrino, 26 - 35137 Padova (lraly)
THE INSTITUTE FOR INTEGRATION

Normalmstorg 1, S-111-46 Stockholm e (Sweden)

Dr Anamarija BREZIGAR

Dept. of Obstetrics and Gynaecology - University Medical Centre
Slajmerjeva, 4 - 61000 Ljubljana ® (Slovenia)

EFFECTIVE MEMBERS
Organizations of the countries that belong to the European Commu-
nity, which are involved in the promotion of the rights and welfare of
persons with Down’s syndrome.

AFFILIATE MEMBERS
Organizations of the European nations that do not belong to the Euro-
pean Community, which are involved in the promotion of the rights
and welfare of persons with Down’s syndrome.

ASSOCIATE MEMBERS
Persons and organizations who provide advice and any kind of support
to the persons with Down’s syndrome and/or to the members of EDSA.

SECRETARY GENERAL
Richard Bonjean
Rue V. Close, 41 ® B-4800 Polleur-Verviers
BELGIUM
Tél: 32 (0) 87223355 » Fax: 32 (0) 87220716
MEMBER OF ILSMH
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