
XII Congreso SLEIMPN
Punta Cana, República Dominicana, 4 al 7 Mayo

CATHEGORY: Inborn Errors of Metabolism: Education

P-052 - EDUCATION AND DISSEMINATION OF IEM INFORMATION. A WEB-BASED PROPOSAL.
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INTRODUCTION: Inborn Errors of Metabolism (IEM) is a growing group of diseases that currently brings
together about 1.500 metabolic disorders of genetic origin. Their study and diagnosis are usually carried
out in specialized institutions like universities and research institutes. Ideally, the education and
dissemination work of IEM must reach not only health professionals, and researchers, but also patients,
families, policy-makers, and the general public. OBJECTIVES: Here we summarize the experience of the
Institute for the Study of Inborn Errors of Metabolism (IEIM, Spanish acronym) at Pontificia Universidad
Javeriana (Bogotá D.C., Colombia) during the last years to increase the awareness about IEM and provide
educational tools for these disorders focused on non-experts’ health personnel, patients, and relatives.
MATERIALS AND METHODS: A retrospective compilation of multimedia tools and educational material-
oriented towards specific pathologies or groups of pathologies such as games, infographics, and texts
designed by the IEIM. RESULTS: During the last two years, six divulgation videos have been developed
for lysosomal storage diseases, small-molecules disorders, GM2 gangliosidoses, Mucopolysaccharidosis
Isovaleric acidemia, integrated management of IEM, and ammonia sample collection. These videos have
about 3.000 views from different countries around the world, mainly from Latin America, North America,
and Europe. Also, a game was developed as an educational tool for patients and families with IEM, a
freely accessible protein intake list for the most common foods found in our country, and specialized
nutritional educational material for medical professionals and nutritionists (four systematized lists and
standardized measurement tools). All the material is available at https: //javeriana.edu.co/ieim, section
“Oferta Académica y Contenido Educativo”. In our experience, although initially, some resources were
researcher´s initiatives, interaction with patients and health professionals allowed the identification of
specific needs that enriched the kind and focus of the generated material. In this sense, it is important to
note the active participation of advocacy groups during the design and dissemination of these materials.
CONCLUSIONS: The designed material has allowed increasing the awareness, dissemination, and
education of IEM, reaching the target community and allowing greater knowledge of these pathologies
and therefore the continuous improvement of their care.
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