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1) Research for establishing the guideline of HTLV-1 positive rare/ intractable diseases
(Akihiko Okayama, Atsushi Kawakami, Koju Kamoi, Toshiki Watanabe, Masako Iwanaga,

Yoshihisa Yamano)

(D Characterization of HTLV-1 positive rare/ intractable diseases

(D-1. Cohort study of HTLV-1 positive rheumatic arthritis (RA)

HTLV-1 positive RA was shown to be resistant to certain boilogics. A case of ATL developed among
the HTLV-1 positive RA patients.

-2. Study of excessive inflammation in HTLV-1 positive rare/ intractable diseases

In vitro experiments suggested that cytokines and exosomes play important roles in the
interaction between HTLV-1 infected cells and RASF. The incidence of RA complication was high in
4



HAM patients. A case of HAM with RA was found to have aggravated uveitis and HAM
simultaneously after using biologics as the treatment for RA. Biologics did not affect HTLV-1
infected cells directly.

(D-3. Collaboration with Health Labour Sciences Research Grant supported research groups for

guideline
Our research group collaborated with Health Labour Sciences Research Grant supported research
groups to supply the data for establishing the clinical questions for the practical guidelines for

HTLV-1 positive intractable rare diseases.

(2@ Comparison between asymptomatic carriers and patients with HTLV-1 positive rare/ intractable

diseases
One percent of patients with ATL were found to have past history of RA. Cytokine profiles were
different between asymptomatic carriers and patients with HTLV-1 positive intractable rare

diseases.

(® Nation-wide surveillance of HTLV-1 positive rare/ intractable diseases

Occurence of ATL, HAM and HU in RA patients was shown by the nation-wide surveillance.
“Manual for the medical practice for HTLV-1 positive RA” was assessed as useful in the most of the

medical institutes.

2) Preparing clinical trial for HAM to establish the standard therapy stratified by disease activity
(Yoshihisa Yamano, Eisuke Inoue, Masaaki Niino, Masanori Nakagawa, Norihiro Takenouchi,

Masahiro Nagai, Yoshio Tsuboi, Tatsufumi Nakamura, Takashi Tokashiki,)

By using the prospective cohort dataset from our nation-wide HAM patient registry, known as
“HAM-et,” we calculated the standardized mortality ratio (SMR) and the incidence of
complications in HAM. Here, we revealed that the vital prognosis of HAM patients was poor
compared to general population. To establish biomarkers for stratifying disease activity of HAM and
to create an evidence as to the efficacy of steroids therapy for HAM patients with disease activity,
we made a protocol for a trial and conducted consultation with the PMDA, then achieved the goal to

start the investigator-led clinical trial.
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