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CLI ~ NEWS Special Issue ~ June 2008

Since images often speak louder than words, this special issue is essentially a photo album. Enclosed are first hand
accounts from sufferers along with reports on the speakers. The income saved since March 2005 through the collection
of used printer cartridges enabled us to finance the Paris Information Days, foreign sufferers’ transport costs, along with
those of the President and Secretary to go to the USA and the accommodation of sufferers in Paris and St Louis.

3rd Information Days on Cutis Laxa
Paris, 9th and 10th May 2008

These days saw the first international meeting of any magnitude, bringing together Cutis Laxa sufferers. Full of strong
emotions, information on current knowledge and research and Cutis Laxa, they enabled sufferers who attended to break
their isolation and speak directly with doctors and researchers who are expert in this extremely rare disease.

They came - They were all there

Aya Cécile Fatos  Jonatan Karl Isabel et Niamh Maverick
(Lebanon) (France) (UK) (Argentina) (Germany) (UK) (Australia)

!

Mélissa Mireille Nathalie Simon Tifenn Vicente
(France) (France) (France) (France) (Canada) (France) (Spain)

Thursday 8th May

We were all staying at the same hotel. First “_‘.¢
meetings ... very moving to see each other :
after so many hours communicating via the
internet. We meet Josée et Simon again,
who had travelled to La Rochelle in 2006.

We share our first meal, conversations
develop, stories are exchanged.



http://www.orpha.net/nestasso/cutislax

Thanks to the three volunteer
interpreters, there are no language
barriers, whereas the kids understood
each other straight away. As Maverick’s mum says in her account “smiles speak all languages .
Friday 9th May
Organised by the Reference Centre for Rare Diseases with Skin
Symptoms (MAGEC), located at the Hopital Necker, the day was set
aside for sufferers. Pr Christine Bodemer, Dr Smail Hadj-Rabia and the
whole team at the Centre had set up hour-long individual consultations
for every sufferer, whether from France or abroad. Every medical file
was studied, all the issues, all the associated symptoms were raised.
Everyone was able to check whether their care was appropriate and
relevant. Consultations with specialists were organised that same
afternoon, with a cardiologist or even a geneticist if necessary.
Either before or after their consultation, all were able to visit Paris,
play in a park, get over the jet lag or just rest, or have a snack and a
chat in the room set aside for us.

Saturday 10th May

The audience was numerous and

focused in the Maurice Lamy

Lecture Theatre to listen to the

various speakers and attend our

General Meeting. Both the

presentation of recent scientific

and genetic discoveries and the

introduction to the Centre of Reference and all its attributions and competencies
opened wide the doors of hope and allowed sufferers
to feel taken into account, understood, and

accompanied by teams both humane and expert in their pathology.

The strength of Nathalie’s account and the great
emotion which flows from her childhood, which was
so painful, medically speaking, touched us to the
depths of our own stories

Ethical issues of medical law, especially for rare diseases, raised difficult subjects
for many of us, like whether to have children or not.

The day was rich and well filled. The lunch break was truly appreciated under the summer sun. With little interest in all
these speeches, the kids were able to play in the hospital gardens

Saturday Evening 10th May : After a stop at the hotel for a rest and a ‘spruce up’, we headed
for the Bridge Bir-Hakeim where the barge « Capitaine
Fracasse » was waiting for us for the dinner cruise on the Seine
which closed these two days very pleasantly. We were welcomed
by Princess Tatiana of Russia and the comic Jean Christophe
Bouvet who had come to support us.
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