
International Hansen's disease day.  The dream inherited from Bacurau. 
 
Since 1954, every final Sunday of January, we have commemorated, in different 
countries of the world, a special day dedicated to people who suffer from Hansen's 
disease, "formerly known as leprosy."  This is done in order to raise awareness in 
society, by adding together synergies to work towards its elimination. New cases are 
diagnosed every day in about fifty countries, mainly in Asia, Latin America and Africa. 
 
Hansen's disease is a chronic infectious-contagious illness, which is transmitted by nasal 
and oral droplets when there is close and prolonged contact with untreated bacilliferous 
patients. It affects the skin, the mucosa of the upper respiratory tract and the peripheral 
nerves, and occasionally other organs and systems. It has a long incubation period, 
which makes its early diagnosis difficult, especially in isolated areas where there is no 
accessible public health network. That is why, despite its being a curable disease, 
amputations or serious sequelae still occur today, due to late diagnosis. 
 
The importance of this day lies in raising public awareness of the problem, and in 
appealing to those who have responsibility for public policy in the face of this endemic 
disease, so that together we unite to achieve its elimination. Bacurau, a Brazilian activist 
for the rights of the carriers of this disease, said " that it is very difficult to explain to 
the generations who were born from the decade of the eighties onwards ( the decade 
of the implantation of polychemotherapy as a therapy for its treatment ) that it is not 
possible to eliminate Hansen's disease, because we have the means necessary to do 
so, and if we do not do so, we will be letting down those and future generations, giving 
up our commitment to eliminate it after it has existed for more than 2000 years." 
 
Currently there are about  4 million people, comprising those who are active and those 
who have recovered from this neglected pathology but still have aftereffects, who need 
care but do not always get it because of their condition of extreme poverty, and this 
penalizes them. The WHO proposed the year 2000 as the date of its eradication, but it 
is obvious that this objective was not achieved in most of the countries, because a 
genuine determination to attain this goal was lacking. 
 
In these endemic areas of the River Purus, in the Brazilian Amazon region, where we 
live, we can perceive the stigma of being a sufferer from Hansen's disease. Their 
citizenship rights are removed from them, and in some countries they are even 
considered as "pariahs". For example, there are cases of children who, because they are 
positive, are not allowed to go to school. This should make us reflect in a special way on 
this day, to promote a change of attitude towards those who suffer from Hansen's 
disease, participating in their demands, and, too, demanding international actions in the 
area of public policies, to end the historical invisibility of Hansen's disease patients.    
 
When we arrive in one of the more than one hundred rural areas of this vast Amazon 
region where we work, and diagnose new cases, the whole community meets to talk 
about this situation and discuss how to support the carriers of the Hansen's bacillus. 
Thus we stress the value of belonging to a community, as a primary prevention strategy 
to prevent their being stigmatised. It is certain that, still today, being a carrier creates 



worry among those who suffer from it and for their community. Hence we stress "that 
there is a cure" if we facilitate access to therapy, and if the entire community makes a 
commitment  to having routine skin examinations, because when there is an endemic 
disease there is always collective responsibility, and this cannot be a mere point of view 
but a fact leading to concrete action. 
 
 
A little girl recently told me that when she heard us confirm her diagnosis of Hansen's 
disease she thought she would be hated by her community, and it was not easy to 
dissuade her of this, because of the stigma that being a carrier of this pathology implies. 
It was then that I reminded her of the words of the Little Prince when he says "that it 
would be madness to hate a rose because one day it pricked you. It would be like giving 
up all your dreams because one of them did not come true."  
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