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The The Association of Urea Cycle
and Metabolic Disorders Peru
carried out the following activities
with the collaborative donation of
SSIEM.
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RARE DISEASE DAY

CONGRESS OF THE REPUBLIC OF PERU

February In 2024 we carried out the campaign "Let
indifference be the strange thing" together with
congressmen from the republic and patients.

With the collaboration of congressmen from the Republic of
Peru, we achieved the amendment of the Neonatal Screening
Law and are monitoring the regulations as a roadmap This will
benefit future inclusion in the national mental health
screening policy, which currently only screens for five

diseases. It will improve detection of new EIM diagnoses.
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COURSE SERIES ON RARE AND ORPHAN
DISEASES.

Course in hybrid format, "Promoting science with
awareness of rare and orphan diseases from the public
university" February

ADCUM, in conjunction with the National University of San
Marcos, is launching a project to raise awareness about rare
diseases such as inborn errors of metabolism which will be
repeated every February from now on to raise awareness
among new generations of medical professionals about the
knowledge and treatment of IEM pathologies.

This is an important achievement because from now on,
public universities in our country are beginning to take a
more concrete interest in our pathologies.

Thanks to SSIEM's collaboration for this achievement in Peru
and to the Faculty of Biological Sciences of the National
University of San Marcos.




I NUCDF CONFERENCE

Invitation At the conference
of National Urea Cycle
Disorder Held from April 5 to
7, 2024. SSIEM Supports with
a 3-day stay. Alliance
between patient associations
and exchange of learning _
opportunities. - s
We thank SSIEM for their
collaboration.




I COURSE INBORN ERRORS OF METABOLISM

Course aimed at healthcare professionals regarding the diagnosis and
treatment of inborn errors of metabolism. Course completed in June

2024

Medical specialists as geneticists,
pediatricians, endocrinologists and
nutritionists from the Edgardo Rebagliati
Martis hospital, level lll specialized in EIM,
They shared knowledge and studies new
diagnostic and treatment strategies of
inborn errors of metabolism such as MPS,
PKU, UCD, GAUCHER, FABRY, ORGANIC
ACIDES.

Presentation of the "Think of Ammonium"
campaign

The findings helped to formulate new
nutritional strategies and improvements in
the logistics of infant formulas, as well as
the proposal that insured individuals should
benefit from formulas and not only up to the
age of 14, as has been the practice with our
patients.
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Errores innatos del metabolismo
(EIM), diagnéstico y tratamiento,

y presentacién de la camparia
mundial “Piensa en amonio”
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