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The Association of Minority Di-
seases of Andorra (AMMA) is on-
ce again putting on the table 
the urgent need to create a na-
tional registry of minority dise-
ases. Five years after its founda-
tion, the entity reiterates that 
this tool is «essential» to de-
tect and treat people affected 
by these pathologies, often seri-

The association estimates that there are up to 5,000 unidentified cases due to a lack of official data

The AMMA calls for a national 
registry to guarantee diagnosis
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ous, chronic and disabling, but 
little known and difficult to di-
agnose.

«The lack of a registry is an 
obstacle that prevents us from 
knowing how many people are 
actually living with a minority 
disease in Andorra,» says Merit-
xell Benito, president of the as-
sociation since a month. Beni-
to highlights that, according to 
estimates based on registries in 
countries with similar systems, 

up to 7% of the world’s popula-
tion could suffer from a mino-
rity disease. «Therefore, if we 
extrapolate this data to Andor-
ra, we are talking about around 
5,000 affected people who are 
not identified»,she assures.

The AMMA’s main request is 
that the registry become a pu-
blic and systematic tool to co-
llect data on the diagnosis, mo-
nitoring and evolution of pati-
ents with this type of pathology. 

The registry in question 
would operate with 
the support of the 
administration, doctors 
and the association
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The association remarks that 
the cost of implementing it 
should not be an impediment: 
«It is not a budget issue, becau-
se the cost is offset by the advan-
tages in public health and qua-
lity of life», the entity explains, 
citing data presented on April 
1st in the program ‘Avui serà 
un bon dia’ on RTVA.

The operation of this re-
gistry, as explained by the AM-
MA, would be based on colla-
boration between the health 
administration, medical pro-
fessionals and the association. 
The aim is to identify the soci-
al determinants of health, plan 
preventive and care actions, 
and place the patient at the 

center of any healthcare decisi-
on. It all starts with a key piece 
of information: diagnosis. “Di-
agnosis should be the first rig-
ht of any patient”, the associa-
tion argues, which denounces 
that this is often not funded in 
adults. 

The registry would allow one 
of the main paradoxes of Mino-
rity Diseases to be overcome: 
although each disease affects 
few people (one in 10,000, on 
average), all of these pathologi-
es affect up to 7% of the global 
population. “No territory can 
understand a rare disease if it 
is considered in isolation; data 
must be added to understand 
and address it with guarante-
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“The lack of a registry 
is an obstacle to 
knowing exactly how 
many people are 
diagnosed”

“It is not a budget 
issue, because it is 
compensated by the 
advantages in public 
health and quality of life”

“If we extrapolate the 
global data to Andorra, 
we can talk about 
around 5,000 people 
affected”

“No territory can 
understand a rare 
disease if it is viewed in 
isolation, data must be 
added to understand”

“We are talking about 
people who can have a 
better quality of life not 
only in clinical terms, but 
also in social terms”

PEXELS

With an active registry, it would be possible to offer palliative treatments, stop the 
progression of diseases and anticipate changes
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7%

5,000 CASES

1,100 EUROS

Minority diseases affect one in 
every 10,000 people, that is, 7% of 
the world population.

According to AMMA Andorra, 
there could be up to 5,000 cases 
of these pathologies.

Genetic tests to detect a disease 
range between 200 euros and 
1,100 euros.

es”, the association of minority 
diseases explains. What is clai-
med is that with an active re-
gistry, there would be the pos-
sibility of offering palliative 
treatments, stopping the pro-
gression of diseases, anticipa-
ting changes and needs and, ul-
timately, guaranteeing a more 
dignified life for patients. «We 
are talking about people who 
can have a better quality of life 
not only in clinical terms, but 
also social and educational», 
conclude the association. The-
refore, the entity is willing to 
work together with the institu-
tions to make this instrument 
a reality that, they assure, «can-
not wait any longer». .
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