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Five to ten percent of patients with hypertrophic cardiomyopathy (HCM) develop dilated phase
of hypertrophic cardiomyopathy (AHCM) characterized by left ventricular (LV) wall thinning, LV
cavity dilatation, and cardiac dysfunction. It has been reported that patients with dHCM lead to
refractory heart failure with high rate of ventricular arrhythmia and have a poor prognosis.
Therefore, development of an effective treatment for dHCM is desired. So far, any observational
studies regarding dHCM were small-scale and there is no large-scale one. The purpose of this
study was to elucidate clinical characteristics of dHCM, establish clinical evidence for making
diagnostic criteria and clinical practice guideline, cooperated with the Japanese Circulation
Society and the Japanese Heart Failure Society, report research results to the public, and
improve medical level. Estimation of exacerbation risk is critically important for early
therapeutic intervention for dHCM. There is no longitudinal research regarding dHCM (at the
time of detection of HCM, the transition to dHCM, and the registration). This study will reveal
clinical characteristics, prognosis and independent factors related to severity and quality of life
(QOL) in dHCM. In 2016, Tsutsui H., a principal investigator, and other contributory members
of this research project advanced study regarding ‘elucidation of characteristics of dHCM’ and
‘detection of factors related to severity and QOL'.

Thirteen institutions in ‘research group of idiopathic cardiomyopathy’ started registration of
dHCM in 2015 and continued it during 2016. To assure data reliability, Tsutsui made research
plan and standard operating procedure. To make stricter data management and preservation,
date input system (NorthNet system) was created in Clinical Research and Medical Innovation
Center in Hokkaido University Hospital and registration on Electronic Data Capture (EDC)
started. Until March 2017, 45 patients were registered. To elucidate clinical features of dHCM
by comparing with national database, we initiated data collection of dHCM in The Japanese
Registry Of All cardiac and vascular Diseases (JROAD) and a clinical personal record of dHCM
patient in study group of Research Program on the Treatment of Specific Disease, Ministry of
Health, Labor and Welfare. In addition, factors related to hospitalization due to heart failure
were analyzed, using data regarding severity and prognosis collected by thirteen institutions.
Contributory members of this research project played a role by registration of dHCM patients in

their institutions.
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