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INTRODUCTION: The Instituto Canguru (IC) is a NGO established in Brazil; its main mission is to
disseminate knowledge of inherited metabolic diseases among health professionals and society in general,
proposing initiatives to facilitate patient access to information and the necessary treatments.
OBJECTIVE: Describe the preliminary data to follow up the patients assisted by IC.

METHODS - files were used to collect all information previously elaborated and tested. Information
were collect by telephone.In this first round a group of disease were selected according to the complexity
of its treatment. Patients with MSUD were selected.

RESULTS — Twenty and two registered patients, 3 died, 9 can not be located by the Institute and 10 of
them gave us the necessary information. Among these 2 responsible people for these patients related
theirs difficult in dealing with the diet. But all of them followed the diet without break the diet and
visiting the Institute on the scheduled day and time. All theirs answers were according the expectation for
the treatment for MSUD.

CONCLUSION: The importance of this study is to follow-up the accompaniment keeping the IC
informed about data of patients treatment who had received our care , avoiding wasting of products that
most of times were supplied by government or through donations , all with high cost. Also the patients
with regular support of health professional have lower difficult in following their diet. These patients
showed us how important is to maintain the campaign to up date the information












