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ANNUAL REPORT FOR THE YEAR 2018
SUFFERERS and FAMILIES
Identifying sufferers
On 1st January 2018, we knew of 355 sufferers. At the end of the year, 386 had joined us, meaning that 38 new
patients found us in 2018.

Whatever those new patients’ native country, whatever the continent they come from, thanks to our website and
especially to our Facebook private group dedicated to them, we enable new and old members of CLI to contact each
other, share their lives, get support and advice. We have reached out our first aim : Breaking sufferers’ loneliness.
Access to information
General : Thanks to our various media (website, newsletter, leaflet) sufferers and their families have had
access to information allowing them to know and assert their rights, to ease their daily life and find their way in
society.
Medical and Scientific : The rarity of Cutis Laxa means that information related to it are also rare, difficult
to find. Our role was and will always be to centralise them, edit them, make them easy to find for sufferers and their
families, especially with our newsletter and our website.
Putting you in touch with Expert-Clinicians
That is a request made more and more often and regularly by the sufferers. Whatever the country they come from,
they ask us to put them in touch with expert clinicians for Cutis Laxa. Even if they have been given the diagnosis by
their local geneticist or doctor, when a symptom occurs or worsens, they ask us to put them in contact with a
clinician who « knows the disorder well ». This is how we have connected sufferers and clinicians beyond frontiers.
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Helping with access to healthcare
We interceded with UNHCR (United Nations High Committee for Refugies) to heighten awareness of a little girl
suffering from Cutis Laxa, syrian refugiee in Turkey. We hope our call will speed up the study of her case and allow
her to go to Danemark where part of the family is already settled.

THE MEDICAL WORLD
We are always at the researchers’ disposal to answer their queries and always do our best to help them implement
their projects, either with our sufferers’ census or with supporting their calls for grants.
ERN-Skin-Mendelian Connective Tissue Disorders
Taking part in the European Reference Network (ERN) as Patient Representative has been our main activity with
the medical world. Various meetings, physically or online, gradually allowed us to shape the roadmap for the
coming 5 years and to target priorities. We have also become aware that the very low incidence of the disorders
concerned by our sub-thematic group leads to a low participation in the meetings.
Nevertheless, we decided to start working on Cutis Laxa regarding classification and guidelines.
On a wider scale and regarding all the disorders of the sub-thematic group, we will work on clinical outcomes in the
diagnostic process, patient outcome, research program, phenotyping and registries.
It has started in concrete terms, our advice is really taken into account, there’s a lot of work waiting for us.
E-PAG (European Patient Advocacy Group) : Patient Representative in ERNs
In parallel with ERNs being set up, and in order to optimize our participation and better represent patients’ voice,
we joined the E-PAG.
Patient representatives in an EPAG are elected among Eurordis association members to take part in the ERNs. We
were not elected via Eurordis, but co-opted by doctors who have known us for a long time. Nevertheless we felt it
was essential to join the E-PAG to regroup our efforts and be united facing healthcare professionals. Even if it does
not directly concern our sub-thematic group, in some ERNs patient representatives have found it difficult to be
heard.
In other respects the numerous on-line E-PAG meetings of our ERN-Skin specific group are a real educational
time, complemented with the mentor-mentee individual program set up by Eurordis.
FIMARAD
The Health Channel for Dermatology Rare Disorders (FIMARAD) can be seen as the French equivalent of ERNSkin This is why we have also taken part in it as much as possible in 2017, even if the lack of fully active
volunteers led us sometimes to privilege the work in ERN-Skin because of our international presence.

OUTREACH WORK
Relationship with other Support Groups
Internationaly : Our work with other Support Groups has taken a new dimension, having joined Rare
Disease International (RDI) and being more implicated at the European level
Nationaly : Besides being members of national umbrella organisations (Solhand, Alliance Rare
Disorders,..), the French Skin Federation gives a new dimension to our national work as we are members of
the newly elected board and represent “Rare Disorders”.
Localy : Creating a local network of help and support for Rare Disorders organisations is of great richness.
Our daily energy was given a boost. New projects are in the making.
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Visibility
Being known and recognised means being visible by the greatest number. That is why we re-started PR and
communication work with the media. This means starting again this long-term work, nowadays essential.

Involvement in Society
This is the second aspect of our participation in ERN-Skin since, if you want Society to evolve you must act towards
the change you want. Many legal and ethical issues arise with the setting up of ERNs. As an example, the opening
of a secured online consultation : CPMS (Clinical Patient Management System) whose access has been denied to
some European doctors because it does not fit in their national privacy laws.
Thus there is an important work to do to communicate patients’ voice so that this tool really allows a patient to
benefit from a specialised consultation with European experts clinicians without moving from home, and in
accordance with national and European laws.

Complying with Society
Following the new European regulation being effective from 25th May 2018, all our actions involving the
use of personal Data have been reviewed in order to comply with the GDPR (General Data Protection
Regulation).
ROUTINE WORKLOAD IN 2018
Disseminating Information
 The Internet remains the fastest and cheapest communication tool we have to disseminate information and
to help sufferers get in touch with us worldwide. There are now three ways of contacting us : our
website, the public page on Facebook and the private group on Facebook.
 Our Website : The counter indicated 28,869 visitors in January 2018. It showed 31,351 by the end of
December 2018, or 2,482 visitors during 2018 and an average of almost 207 visitors per month.
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We are going back to a better level of visits. We have a better place on Google. The total update with a new design,
more modern, certainly allowed to improve access and visits. We keep on regularly updating the site.

 Leaflet : We now have two different leaflets. The first one is more general, based on the organisation’s
work, The second one is essentially medical and focused on the different types of Cutis Laxa.

 Roll-up Posters/Kakemonos : We now have to big roll-up posters, easy to carry and easy to
display for all events we attend.
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 CLI ~News » : An important communication tool, we continue to publish our newsletter twice a year, in
French, English and Spanish. Totally home-made it is sent to all our contacts via email and postal mail.
Projects in the pipeline
Sharing energy with Rare Disorders Organisations in the area will allow us to organize common events
and raise awareness.
Celebrations and events
Besides events allowing us to have an information and sales stall, there were international and national important
events in 2018.
08th April : The organisation « Our Little Stars » welcomed us for a day of sharing and awareness raising of
organisations working for sick or disabled children. We set up our stall together with Solhand’s and many others, in
the gymnasium of Cruseilles.
10th to 12th May : European Conference on Rare Diseases in Vienna ( Austria). Three rich and intense days of great
exchanges. Over 800 attendees among which over 300 patients and patient representatives, 58 countries represented,
over 200 posters - figures that describe very well the importance of that event.
10th May : A marathon day with the Annual General Meeting of Rare Diseases International ; Then the meeting
of the patient representatives in the ERNs ( ePags), bringing together over 90 patient representatives from the 24
ERNs; And then, Eurordis Annual General Meeting
11th May : 1st Day of the conferences and information on the theme : « Rare Diseases 360° : Collaborative
strategies to leave no one behind ».
12th May : 2nd Day of the conferences during which our Chair, Marie-Claude Boiteux, took part in the debate
« CPMS : Theory vs Real Life ». CPMS (Clinical Patient Management System) is the online consultation system set
up in the ERNs .
5th August : Annemasse, Musical “summer” at the Parc Fantasia : Information. Sales to the benefit of CLI.
8th September : Forum of Bons en Chablais Associations
11th October : Annecy, Malakoff Mederic Friends’ Group, Handing over to Mrs Girol the jumper knitted by the
volunteers she bought to the benefit of CLI.
16th November : Paris, 3rd FIMARAD (Rare Dermatological Diseases Channel) National Day. The opportunity to
meet again with the Chairs of other French support groups for dermatological disorders.
.
19th November : Sireuil (France), the Triathlon handed over a cheque to CLI. Many thanks to all the volunteers.
21st-22nd November : Brussels, 4th Conference on European Reference Networks (ERN). To resume the founding
concept of the ERNs, suffice to say : « Get the expertise to travel, rather than patients ». The main thing being that all
patients should equally benefit from expertise. Those days provided an overview of successes and those issues that
remain pending.
28th November : Grenoble( France), Preview of the Film « Announcing Disabilities »
8th December : Telethon, The Walk for Rare Disorders had been cancelled for security reasons.
8th December : Annecy (France) Show and Sale of Malakoff Mederic.
13th December : Paris, to end the year on a high note, with Paris Dermatological Days (JDP), during which the French
Federation for Skin got back to work with a new Board of Directors, new Committee and new projects that are
common to all dermatological diseases. A great energy leads us.
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The Media
30th January : Thinkgenetic has been awarded Top Digitzal Health Startup status
(https://medium.com/@PULSEMC/dear-pulse-masschallenge-class-of-2018-3edb28c546d6)
7 Février : Le Dauphiné libéré-Bons en Chablais : « Marie-Claude Boiteux, a volunteer mother fighting for her
daughter suffering from an orphan disorder »
9 Avril : Website of Relais Malakoff Médéric Presenting Cutis Laxa Internationale when signing the partnership
convention
16th November : RAI2 (Italian television), broadcast DettoFatto, report on Chiara’s face reconstruction surgery.
https://www.facebook.com/DettoFattoRai2/videos/181625632784663/
28 Décembre : Mohammed’s new life in Germany (Mohammed is a Syrian refugee suffering from CL)(in Arabic
and English) https://m.facebook.com/story.php?story_fbid=10217703840526118&id=1183293593
__________________________________
Before our Treasurer, goes through the Financial Report 2018 I would like to put this Annual Report for 2018 to the
vote. With your agreement, I propose that this vote be by a show of hands after answering your questions, if any.

__________________________

FINANCIAL REPORT 2018
Since 2010, the number of members has been stable with an average number of 33 members per year.
2018 is on the average with 30 members. Besides, the number of donors remains hugely down because of
the lack of important events in 2018. Thus, the number of donors is of 17, lowest number since we set up
Cutis Laxa Internationale.
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You will find hereunder the numbers of the 2018 Financial Report whose deficit can be explained by the
vertiginous fall of donations.
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I would like to put this Financial Report 2018 to the vote. With your agreement, I propose that this vote be
by a show of hands as for the Annual Report, after having asked all explanation and questions you might
need.
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SETTING THE MEMBERSHIP FEE FOR 2020
As we established, I propose that we agree the membership fee for next year that is for 2020. I propose that we put it
up to € 35 for the year 2020.

________________________________
PROJECTS AND DRAFT BUDGET FOR 2019
You will find them enclosed and I suggest that you take a look at them now. Feel free to ask any question or
explanation about them before we proceed to the vote. They are in line with the work we have done since we set up
« Cutis Laxa Internationale ».

138 impasse de Champs Gervais
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France
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MINUTES OF THE ANNUAL GENERAL MEETING SATURDAY 20th APRIL 2019
Mrs Marie-Claude BOITEUX, Chair, opened the debate at 04:00 pm . As notified by post to the
members, the agenda is:






ANNUAL REPORT 2018 and VOTE
FINANCIAL REPORT 2018 and VOTE
FIXING THE 2020 MEMBERSHIP FEES and VOTE
PROJECTS and DRAFT BUDGET 2019
GENERAL ISSUES

PRESENT :
Members : Mrs M.C. Boiteux, Ms H. Boiteux, Mr G. Beaudonnet, Mr M. Senaud,
That is 4 votes
APOLOGIES WITH PROXY GRANTED TO :
Mr G. Beaudonnet : Mrs Fournier Nathalie, Mrs Lagrange Marie-France, Mr Richemont Serge, Mr
Boisseaux Chris, Mr Safre Victor
Ms H. Boiteux : Mrs Héger Nicole, Mrs Tessier Mireil, Mrs Richemont Martine, Mr Hommes
Doede, Mr Da Silva Antonio
Mrs M.C. Boiteux : Mrs Khalilpour Sophie, Mrs Carroll-Tottey Trudy, Mrs Gaillard Myriam, Mr
Héger Richard, Mr Molinié Eric, Mr Boutron Jean-Claude
Mr M. Senaud: Mrs Boucand Marie-Hélène, Mrs Fustier Véronique, Mrs Louys-Elizon Yanne, Mr
Garidou Jean, Mr Boiteux Guillaume
This totals 21 votes by proxy.
In 2018, there were 30 members. The total number of members present or represented by proxy is
25. Therefore, the meeting is quorate to vote on the agenda items (at least 1/3 of the members).
ANNUAL REPORT
The Chair presented the 2018 Annual Report. Then she asked if there were any questions about it.
She then asked the meeting to vote the approval of this Annual Report.
Abstentions : 0

No: 0

Yes : 25

The Annual Report was unanimously approved.
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FINANCIAL REPORT
The Treasurer presented the 2018 Balance Sheet. The Chair asked if there were any questions and
then asked the meeting to vote the approval to this Financial Report 2017. (The currency used is
Euros)
Abstentions : 0

No : 0

Yes : 25

The Financial Report was unanimously approved.

FIXING THE 2020 MEMBERSHIP FEES and VOTE
The Chair proposed to fix the membership fee for 2020 at € 35.
Abstentions : 0

No : 20

Yes : 5

Therefore the fee will not change and remains at the actual amount of € 30.
PROJECTS 2019
The Chair presents the Association’s Projects for 2019
Abstentions : 0

No : 0

Yes : 25

The Projects for 2019 were unanimously fixed
DRAFT BUDGET 2019
The Chair presented the 2019 Draft Budget showing income and expenditure corresponding to the
Projects presented by the Chair. This budget is presented under the analytical form those which
permits to better visualise the expenses of each action.
Abstentions : 0

No : 0

Yes : 25

The Draft Budget 2019 was unanimously fixed.
As there were no more questions, the Chair closed the meeting at 06:30 pm.
The Chair
Marie-Claude Boiteux

The Vice-Treasurer
Justine Boiteux-Sergeat
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