
Women have a higher
risk of suffering from
diagnostic delay
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Launched in 2019, the project investigates diagnostic delay to identify its causes, impact and consequences at the health and
psychosocial levels, both on the patient and his/her family environment before, during and after the diagnosis is made.

Having included patients´and their families´voice, it aspires to highlight this reality as well as to have an impact on social
transformation for the development of research, resources and public policies aimed at minimizing the time and consequences
of the diagnosis. 

The infographics correspond to the results published in three open access scientific articles. You can check them by clicking
or scanning the QR code.
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Irritability

By obtaining the diagnosis,
they improved more in:

36% of the people with diagnostic delay
needed psychological care, compared to
23% of the people diagnosed within 1 year 
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Diagnosic delay
56.4% of the people with rare
diseases have experienced
diagnostic delay

People with onset of
symptoms between 30-44
years of age are at higher
risk of diagnostic delay 

Since 1960, the
time to obtain a

diagnosis has
been

progressively
decreasing

The average time to
obtain a diagnosis is

approximately 6
years

DetERminants of diagnostic delay 
in people living with a RD in Spain

Psycho-social impact 
of diagnostic delay of 

a RD in Spain 

Fundación hna colabora en la
financiación de este estudio
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Difficulty in justifying
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Lack of psychological
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Loss of independence and
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opportunities 

Are more affected by:

Frustration

Lack of
concentration in
day-to-day life 

More than 56% of the  
people with a rare disease
suffer from diagnostic delay

Fear

Diagnostic delay:
more than 1 year from
first consultation
(according to IRDIRC
goal for 2027)

Juan Benito-Lozano (1), Greta Arias-Merino (1), Beatriz Arconada López (2), Mario Gómez Martínez (1), Begoña Ruiz García (3) &
Verónica Alonso Ferreira (1)

1) Institute of Rare Diseases Research (IIER), Instituto de Salud Carlos III (ISCIII) / 2) Spanish Federation of Rare Diseases (FEDER) / 3) National Reference
Center for care of People with Rare Diseases and their Families (Creer), belonging to Institute for Older Persons and Social Services (Imserso)

N: 3.349 patients

N: 524 patients

N: 1.216 patients

https://doi.org/10.3390/ijerph19116456
https://ojrd.biomedcentral.com/articles/10.1186/s13023-022-02530-3
https://doi.org/10.1371/journal.pone.0288875

