
 

 

E-mail dated: 
30 January 2008 

From: 
Mr José Ferreira 

To: 
DG SANCO 

Subject: Consultation on rare diseases – Portuguese citizen suffering from 
congenital ichthyosis 

My name is José Henrique Martins Ferreira and I am a 52-year old Portuguese citizen. I 
have been employed as a civil servant for 32 years at the Cartaxo Town Hall. I found 
your site via a link on the blog of a woman from Lisbon who also suffers from icthyosis 
and I was very pleased to learn that someone really is concerned about rare diseases.  

In my case, I would say there is no support whatsoever. Even the products that we buy 
from the chemist’s are not co-financed and are not tax-deductible. Any time we want to 
obtain a product for treating the disease from the chemist’s, we first have to see a 
dermatologist.  

Portugal still has no association for people suffering from ichthyosis similar to that in 
Spain. Unfortunately, in our country, we are left to our own devices to make our own 
humble discoveries. We will try anything in order to try and minimise this problem and 
have some kind of quality of life. I fight to ensure that I do not become a victim. I have 
spent my life fighting and have not hidden behind my complexes and fears. 

I studied and, as a result of my talents as an artist, I have given painting classes where I 
studied. 

I was born in Angola and spent the first 20 years of my life there. In 1975 I came to 
Portugal with my parents on account of the political situation there.  

I am white and consider myself to be a healthy individual. I cycle, of course with certain 
precautions taken (against the heat). I cycle around 5 000 km each year and am chairman 
of a cycling club. I am also interested in painting, realist painting, and hold exhibitions of 
my work. I am self-taught. I paint with watercolours, charcoal, pastels, acrylic and oil 
paints, and I am also familiar with some decorative art techniques. My other hobbies 
include photography and music. I play the violin a little and I sing simple tunes for my 
friends. 

As you can see, I think I am a living example of the fact that having congenital icthyosis 
does not stop you from leading a normal life. I have studied, given classes and found 
work. I paint, teach painting, play sport, music, etc. 

I thus live an orderly life. I don’t have any vices. I am married to my second wife, my 
first wife having died from colon cancer. I have a son, who is completely normal, only I 
have lost him to the world of drugs. He wanders the streets of Lisbon. I have tried 
everything but I have been unable to save him. 

As you can see, the problem of ichthyosis may not be hereditary, as has been confirmed 
by the medical establishment. I know of another case of a woman living in Almada who 
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also suffers from congenital icthyosis and whose son does not have the disease. This 
shows that, as far as this disease is concerned, a great deal remains to be discovered. My 
parents and their parents before them did not have the disease and this is true for the lady 
in Almada too, which proves that it cannot be said to be hereditary 

Of course, I have my bad days too, when I wish that there was nothing on my scaly skin, 
when my eyelids are red, when I have to rub gel on before I go to bed, to ensure that I my 
sight remains for as long as possible, and this gel is not even co-financed. Can you 
imagine that? What a horrible health policy we have here in Portugal but, unfortunately, 
that is how it is. 

I have sent some of my photos, showing all the various aspects of my life, how I am and 
what I do, for the competition advertised on this site. I am referring to the photography 
competition.  
[Translator's note: This is a photography competition on the website of the European 
Organisation for Rare Diseases.] 

I would like to join a group that visits hospitals caring for adults and children suffering 
from ichthyosis, to show them, by means of my experiences, that it is possible to lead a 
fulfilling life while suffering from this disease and that they have no reason to fear the 
future. I would like to give these people strength, and why not give them cycling and 
painting classes too? 

I am very grateful that you are trying to do something for us.  
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