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Holidays……relaxing and resting are the main summer projects. But that’s not the case for everybody.
Worries, pains, disorder and disability never go on holiday.
There they are, daily, 24 hours a day, 7 days a week, no relaxation, no rest……
Whether they are sufferers or carers, for many people, summer time does not change a thing in their daily life.
Thus, when lazying on the beach, when resting in the sun, when taking a break, do not forget those don’t ever have this
option.
Marie-Claude Boiteux, Chair

NEW CONTACTS, FAMILIES’ NEWs
8 new sufferers have joined us since the beginning of the year. We are now 394, spread on all 5 continents.
Lilah, Angie, Nathan, Jessie and Cassius who are in the U.S.A, Fernanda in Brazil, Olive in Australia and Qamar in Egypt,
we are happy to welcome you to our big Cutis Laxa family.

MEETINGS, EVENTS AND EXHIBITIONS

28 th Februray : Rare Disease International Day. Over 100 countries took part. Here, in HauteSavoie (France) we partnered with 3 other organisations for rare disorders. As our main aim
was to inform on rare disorders, we had a stand in the hall of the Hospital of Sallanches.
But we also involved confectioners and patissiers from our beautiful area. This is how Mr
Challamel, patissier in Douvaine, gave €250 from his sale of macarons on the day.
17th March : Once again this year, « Our Little Stars »
gathered together the local organisations dedicated to
suffering and disabled children. Next to Solhand’s
stand, we appreciated this convivial and festive day in
Cruseilles welcoming organisations, but
also professional partners who gave part
of their benefits to be shared between all
the organisations on the day. This is why
we received €150 from « Our Little
Stars ». Added to the €120 from our sales,
the day was a great success and ended
with a beautiful release of balloons.
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11th April : The Annual General
Meeting of France Assos Santé –
Auvergne-Rhône-Alpes ( local
federation of health organsiations)
was held in Lyon. It was the
opportunity to meet our friend
Roger Picard, and many other
members of the Federation.
15th Juin : The Annual General meeting of
Solhand followed by the Annual
Conference was held in Paris. What a
pleasure to meet with our friends,
Chairs of other organisations, to
share this important annual
moment, to share our successes
and difficulties and to learn, more
and again, about each one’s
journey. A delicious diner,
Camille’s birthday and an eclectic
concert, from rock and roll to
gospel and bel canto, ended the
day with great joy.

26th Juillet : We were very pleased to have a stand in Fantasia Park in Annemasse during Musical’Eté festival. First of
the two dates we were given, this evening has been a great success. We did not have any sausages or any French fry left
at the end of the concert. The storm then surprised everyone and we had to wait, soaked, until the weather got better
before we were able to clean and tidy the stand. €480 in takings, thanks to the volunteers who were there to help us. We
look forward to the 30th August for another great evening for the benefit of CLI.
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RESEARCH – MEDICINE – GENETICS
Rare dermatologic diseases neglected in drug development (© Orphanews 2019.04.12)
A new study on rare dermatologic disease show that they have been rather neglected compared to other conditions. Indeed, out
of 428 rare dermatologic diseases, the paper finds that only 41 diseases (10%) were undergoing a total of 255 active clinical
trials. Of those trials, 104 (41%) were industry-funded. As a whole, phase 2 and 3 clinical trials were conducted for 5% only of
rare dermatologic diseases. These extremely low numbers indicate that very few are likely to reach regulatory approval. The
authors explain this lack of investment from the pharmaceutical sector by expected lower economic benefits associated with
rare dermatologic diseases, and the lack of knowledge regarding skin disease pathophysiology, which then results in greater
difficulties in establishing research project and demonstrating its efficacy.
The challenges of cross border genetic research as regards intra-EU conflict of laws (© Orphanews 2019.01.31)
A paper analysing the challenges posed by genetic research and EU law was recently published in the Journal of Law and the
Biosciences. It sheds light on the problems arising from the General Data Protection Regulation (GDPR) and its application in
the EU Member States. Although the GDPR intends to harmonise data protection law within the EU, it leaves many aspects to
the discretion of national regulation. The author then underlines the complexity of cross-border research situations. In such
cases, the applicable national law would most likely be that of the Member State where the researcher carries out his research
activities. Consequently, the article warns of the risk of a “forum-shopping effect” (p.18), and, of impeding individuals from
benefiting from certain rights and conditions guaranteed by their States of residence. As a result, it recommends the
uniformisation of rules at the EU level regarding the issue of data protection in research.

LEGISLATION ~ SOCIETY
Publication of a new report from the Second High Level Event of the NGO Committee for Rare Diseases (©Orphanews
2019.05.31)

The Second High Level Event of the NGO Committee for Rare Diseases took place on 21st February 2019 at the
United Nations in New York. It was organised by EURORDIS, Rare Diseases International and Ågrenska and was
under the patronage of the HRH The Grand Duchess of Luxembourg. It was one of the key events within the context of
Rare Disease Day. An all-day roundtable was organised bringing together around 100 participants from the rare disease
community interested in collaborating so that the issue of rare disease is recognised as a higher health priority level
within the United Nations.
A report of the meeting has now been published. It briefly sums up the impact rare diseases have on patients and
highlight the need for improving social awareness of rare diseases and their integration in health and social policies. It
also clearly emphasizes the importance of improving their visibility in health information systems and empowering
patients. Indeed, they can play a major role in advocacy policy or research via multi-stakeholder collaborations.
The report also describes the way rare disease policy is aligned with the United Nations’ Sustainable Development
Goals. For instance, it can bring improvements for the goals of no poverty, good health and well-being, quality
education, gender equality, decent work and economic growth, industry/innovation/infrastructure, reduced inequalities
and partnerships for the goals.
It also reiterates how rare disease policies and advancements are inscribed in the framework of the Universal Health
Coverage and describes how the meeting was the occasion to call for a United Nations General Assembly Resolution.
Finally, the next steps planned for the empowerment of people affected by rare diseases are listed in the document
setting a sort of template for the future of rare disease policy planning and implementation on both a short-term and
long-term basis.
AUSTRALIA
A new financial plan announced for Rare
Disorders, associated to $38.6m for clinical trials
on rare cancers and diseases. And also, survey on
access to services by people with rare diseases.
(© Orphanews 29th March, 12th April and 30th April)

CANADA

Proposal for a new
Canadian Drug Agency
and rare disease funding
by Finance Minister
(© orphanews 12th April)

The NETHERLANDS
The European Medicines
Agency has now officially
opened and started to operate in
the “Spark building”,
Amsterdam.
(© orphanews 29th March)

FRANCE Disabled people’s rights for allowance are now opened lifelong (© orphnews 31st January)
The Decree of 24th December 2018 stated the end of the limit of duration of duration of the Disabled Adult Allowance
(AAH), the Mobility Inclusion Card (CMI) and Recognition of Being a Disabled Worker (RQTH). From now on,
people holding those rights will not have to repeatedly justify their disability.

3

THE MEDIA
01st December : Voralberger Nachrichten (Germany) : « Despite a very rare disorder, Mohammed is a real scamp »
02nd February : Video with Cécile announcing the article in the Swiss media « L’illustré »
https://www.facebook.com/1081337022/posts/10215330750396949/
02nd Février : « L’illustré », online article : http://www.illustre.ch/magazine/jai-28-ans-peau65?utm_source=facebook&utm_medium=share&utm_campaign=article&fbclid=IwAR27c8ecTEHOaRzGt12jX
DGMtKrjSBgL6zmGnfbfZAHS3VQaEQkRqZ_rzLk
06th February : « L’illustré » ( Swiss magazine ) : issuing the paper version « I am 28, but my skin is 65 »
26th February : Le Dauphiné Libéré (France) : Announcing the Rare Disease Day
28th February : Le Messager du Faucigny (France) : International Rare Disease Day
28th February : Le Messager Pays du Mont Blanc (France) : International Rare Disease Day
21st March : Le Messager genevois (France) : « Our Little Stars » event
05th May : Caffe.ch, Swiss on line media (Italian Switzerland) « Cécile suffers from a rare disorder » (in italian)
(http://www.caffe.ch/stories/Storie/62873_ho_appena_28_anni_ne_dimostro_il_doppio/)
Our 2019 Questionnaire on Rare Disorder
Was a success during the event organised by « Our Little Stars ». Of the 23 people who accepted to answer our
questions, 74 % are women and over 60 % are over 30.
There is still a lot to do to get the rare disease world known :
9% of the respondents think Rare diseases are 100% genetic
9% think Rare Disease organisations are 100% funded by the State
almost 40 % do not know that only 5% of the rare diseases have a treatment
26% of the respondents think there are only 70 to 80 rare disease
9% think the French Telethon benefitsall the French rare disease organisations

ASSOCIATION’S FINANCES:
Think about renewing your fees and donations in 2019. Do not
forget us, do not forget the patients who count on you, without you
we would not be able to help them anymore. You will find a
membership and/or donation form at the end of this newsletter.
MANY THANKS IN ADVANCE

Our Website : www.cutislaxa.org
has had almost 38,000 visits since its
openning in 2002. Thanks to the statistic
we now have access to, I can tell you that
the visitors come from 152 different
countries

WE NEED YOU :
You have got ideas, you want to help us, you want to organise
fundraising events for the benefit of Cutis Laxa Internationale.
Feel free to contact us and we will work together to achieve your
project. We need you to be able to organise the next Cutis Laxa
Days.

FOLLOW US ON FACEBOOK

The Facebook Private Group : Is dedicated to patients, their parents, doctors and researchers. If you need to share
with other sufferers, other parents, what Cutis Laxa means in your life, come and join our private group :
http://www.facebook.com/groups/62977351521/
The Facebook Public Page : If you wish to follow us and get all the news from the rare diseases and disability
world, in France and worldwide : https://www.facebook.com/CutisLaxaAssociation/

Privacy Policy : You receive this newsletter because you are on our list. Send us a request to the address mentioned above if you wish to be taken off our
mailing list.
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Thank you for filling and sending back this form with your membership fee and/or your donation
NAME………………………………………………………………………………………………………………
FIRST NAME…………………………………………………………………..…………………...…………….
ADDRESS………………………………………………………………………………………………………
ZIP CODE………………..………….TOWN……………………………………………..………………………
COUNTRY………………………………………………………………………………………….……………
Wants to support Cutis Laxa Internationale by sending his/her membership fee : € 30 (when paid in Euros) ; due to the very high
cost of foreign currency exchange for small sums, if you cannot pay in Euros we require the equivalent of € 50 in your own currency.
Wants to send a donation. Amount…………………..
Bank transfer :
IBAN Number : FR76 1240 6001 2400 1806 3980 297
BIC Number : AGRIFRPP824
Bank Name : Crédit Agricole Angoulême Champs de Mars
Please don’t forget to mention your name and complete address with the transfer so we can send you a receipt
Sending a cheque to
CUTIS LAXA INTERNATIONALE ASSOCIATION - 138 impasse de Champs Gervais - F-74890 Bons en Chablais - France

Do you want to receive CLI~News via Email ?
yes
no
Email address…………………………………………………………………..………………………………
The data we collect here is necessary for administrative management of you membership fee and/or donation. The collected data is kept and processed on computer for
Cutis Laxa Internationale’s secretaryship use only. As indicated in French law “Freedom and Computers” on 06 July 1978, you have the right to have access and to
rectify your personal data. If you want it, write to our Association (see address above). You can also, at any time, unsubscribe to our electronic newsletter by sending an
email mentioning “unsubscribe” to: mcjlboiteux@aol.com.
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