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Cutis Laxa Internationale has just celebrated its 7th birthday. And, looking back on 2008, we know it will stay as an
important step in the life of our, your support group. The meetings of Paris (France) and St Louis (USA) will leave
strong memories with all the sufferers and family members who were able to attend. The links that were knitted
continue thanks to the internet. It is such a happy event, such a relief, to have made it possible for each individual to
have broken their isolation. Such a painful isolation as Jean-Louis and I experienced when we knew of no other sufferer.
2008, also such an important year for medical and scientific research. Researchers and their teams took tremendous
steps in their knowledge of Cutis Laxa. Therapeutic avenues are now open. Hope is greater than ever for sufferers and
their families.

A great deal work has been done through these 7 years. Today our financial means are very fragile, but we can be proud
because we owe such a success only to ourselves.

Many projects are yet to be started and our fight against the syndrome is far from over. More than ever in 2009, our will
and energy will bring us closer to the final victory.

Marie-Claude Boiteux, Chair

NEW CONTACTS, NEW FAMILIES

145 : the number of sufferers who are with us as of today. Sergio, 7, is Spanish; Aimee, is American; and in Cuba there
is Yaneisis’ little niece. Knowing of new sufferers always brings some heartache but at the same time, I am glad they
found us and I am pleased to welcome them to the CLI family.

Webcams, websites and access providers, all these communication tools allow many sufferers, many families, to keep in
touch. A real network of support, sharing and exchanging is being set up. Thanks to the internet, sufferers isolated at the
four corners of the world chat together. Some even talk to each other daily. We are so happy to be the link that has
allowed them to connect with each other. We always wished for sufferers and families to establish relationships and stay
in touch. It is slowly being built and that is great.

Trudy, Niamh’s and Isabel’s mother, has started raising funds in their town. She and her husband were on local TV
(Granada) and the girls were on the front page of the “Glossop Advertiser”.

American sufferers have started preparing the next American Days on Cutis Laxa. This should be in June 2009. We will
keep you informed of precise days later on. If any of you wishes to help organising them or thinks about attending, you
can contact Angela (aglazner@sbcglobal.net) directly.

MEETINGS AND EVENTS

Just as the beginning of the year was so busy with preparations for the Paris and St Louis meetings, the last six months
were a lot quieter. But we would not have missed the annual meeting of rare disorders : The Walk for Rare Disorders
during the 22™ Telethon.

On 6th December thousands of walkers gathered together at Broussais Hospital, in front of Rare Disorders Alliance
office. They wanted to show that, yes, disorders are rare, but sufferers are numerous.


http://www.orpha.net/nestasso/cutislax
mailto:aglazner@sbcglobal.net

There are almost 30 million sufferers in Europe, 3 million of
them in France. The Walk is a very joyful and festive time that
allows us to feel stronger because we are united. Even if
disorders have different expressions, we face many common
issues. During the 30 hour long Telethon, the Media focuses on
sufferers. It is an opportunity to get us known, recognised, taken
into consideration by Civil Services.

The joy and enthusiasm of the

High Schools brass bands

(Polytechnique, School  of

Medicine and Ecole Centrale)

and of the clowns preceding us

with the stage truck
accompanied our steps all along the way.

The weather was mild for this 9th Walk through Paris for almost 7 kilometers. Night had already fallen when we ended
at La Pitié-Salpétriére Hospital where a well deserved snack was waiting for us. Then a delegation was driven by bus to
the main stage located this year at la Plaine Saint Denis (North of Paris).

We will come back next year !!!!

RESEARCH

Dr Zsolt URBAN took part in a new study that has just been published. It mentions 5 cases of autosomal recessive
Cutis Laxa type II associated with a decreased bone density. The 4 children evaluated in this study were treated with
bisphosphonate for 2 years. After which, a total restitution of bone density was observed and no relapse detected in the
2 year follow up period. The fifth sufferer is a women with spontaneous improvement of bone density during puberty.
In the conclusions, it is suggested that early, systemic evaluation and follow up of bone density should be done in all
children presenting with inherited Cutis Laxa.

This publication means a new hope for all of us. Therapeutic trails are opening before us. Of course, Cutis Laxa being
so complex, it may mean that this treatment would not benefit all Cutis Laxa sufferers. Nevertheless, each time a step is
made for one or the other form of Cutis Laxa, the knowledge about this very rare disorder and its different expressions
increases. It allows for further improvement of the different tests and post diagnosis follow up.

Dr Pascal SOMMER discovered that dill extract contains stimulators of elastogenesis on the skin model with Elastin
mutation he created. It is the first step towards therapeutic possibility. It is now necessary to test it in vivo on animal
(mice with a chromosom carrying the Elastin mutation). If this test is positive, it could validate the active component of
dill as a dietary supplement. Of course, it does not mean that sufferers should sprinkle their meals with dill !!!! But
there too, therapeutic trails are opening up.

These two researchers are offering the greatest Christmas gift to sufferers : Hope of a Cure.

LEGISLATION

A New National Plan for Rare Disorders in France

The ongoing Plan ends on 31st December. Sufferers’ Support Groups were very anxious about its continuation and
whether the Government would follow through on its commitment. Throughout the year Ministers and Members of
Parliament were lobbied with letters, petitions, meetings, etc .

Finally in October, during a European symposium, President Nicolas Sarkosy made a statement in which he announced
that the National Plan for Rare Disorders would be continued. The French President wishes for the national fight
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