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Abstract

Human T-cell leukemia virus type 1 (HTLV-1)-associated myelopathy (HAM) is a severe refractory dis-

ease characterized by progressive paraparesis due to chronic inflammation of the spinal cord for which only

a few effective treatments exist. Given its low prevalence in developed countries outside of Japan, only

limited data on biomarkers and treatment strategies are available internationally. Consequently, there is no

globally recognized treatment for HAM, resulting in suboptimal clinical care. In the case of rare diseases,

such as HAM, conducting large-scale studies to continuously collect clinical data has proven challenging.

Recognizing the potential value of a patient registry in gathering information from a diverse patient popu-

lation, we established the nationwide registration system “HAM-net” in 2012, which has proven to be an

invaluable tool for advancing epidemiological research.
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I. HTLV-1 &3

Human T-cell Leukemia Virus type I (& b T 1 1L
WA NVA TR HTLV-1) &, & MIE$ET 50
YA NAD—DTHY, Lias A VARt ravg
NVAHRHCET A, H UL haw 4 )V ATIE, Acquired
Immuno-Deficiency Syndrome (£ RVEGRIEA EREMERE
AIDS) ®J5H & 72 2 Human Immunodeficiency Virus (&
MUEARA T 4 VA HIV) A4 Th S5, HTLV-1
EHIVIZEL IO A VAT, HIVIZL bar 4 v A%
LyF oAV AHBHIET 5.

HTLV-1 &, MMEHoHIMMRO—2>TH B 1) ¥ 38k
) BTHIRIC &S L, 74 VA EIET OARIKTH HRNA
6 LG S N7 DNADE T O Zeta AADNAIHLIA £ 1
Tuu A VAL L, HIVEIZEA Y, HTLV-1 128
L 7-Miig s & A S 7B Ge % R0 7 4 IV AR T-25 1
HhTHRIBEENL Z Eidmwn

HTLV-1 285 B & 7= 013 1980 4E & LRIk Tdh 5
2%, MESCHERLLRTICIZ T TICHAR AR L T2 &
BHOLNZ 2> TBY, Ktk ) BUCE THARAZHEM
ELTHIEMPINTELTAVATHA.

HTLV-1 &He8 D 95% 1, A H 7z 0 il & [ 72
SHEGEEXEDL ZEDTE LD, HTLV-1EPEH O 5%
Adult T-cell leukemia-lymphoma (B¢ ATHING 1 19w - Y
Vo8 S ATL) &) A%, #90.3% 2SHTLV-1-asso-
ciated myelopathy (HTLV-1 B# & BiE ; HAM) &\ 9
ARG 2 389E T A[1,2]. €512, HTLV-1 $x U 7 10
T A& 721 90~ 110 AASHTLV-1 Uveitis (HTLV-1 B35
EIBES CHU) Z2RETHIENAMLNTEY, —A
DABRINLOHEBEHBTLILEHS.

2009 fE AT b L7z E A TIE, FRATE OHTLV-1
BYH W8T A, 2F VD EROH100 A1 A
AHTLV-1 I2I& G LTV b 2 EDH LA E 74 5 72[3].
HTLV-1 J&Fe 5 H % WG H AR DAL Tz 5 ) 7R
FOBR T 7Y AR E0SREE EET, LiEEE

(accepted for publication, September 7, 2023)

THTLV-1 EEE DLV DIZHRDATH D Z 05
HTLV-1 &GRS BT 5 HARDOEENIEETH 5 [4].

HTLV-1 ®J&4eid, HTLV-112J&ge Ui dsd: & 72 %
FOREBTRREIENICAN AL I E TR 5729, &
b N B S N 5 P S Ol 5 e o N w797 %713
HTLV-1 BE4eEH O Ol B X 2 &Gen3d 5. LIni
&, B E A L2 D B o 7278, 1986 fELLREIE H AR
FHFAIT BT, BRI ICHTLV-1 &G A3 &
A LI holzizd, HAIXENTORMIMIZ X % &Y
v, Fomlk, BRI R AT B RG22
Tld%L, T FNCBE»SOBGEOWREEL H D 2
& sk S 7z[5).

HTLV-1 &L, ZAITRE S 2 BB RO H 2
ALY #7200, 20104E9 H, ENZ X Y HTLV-1
WBAENENR T O SNz HTLV-L AT, 1. &
e bhixtsk, 2. st (v vy v ), 3 ERK
Wl oA, 4. W KBS - ML, 5. WFSERA S oAk
D5 OOELFEHIT SN, EH, HHAILEEK, EE
PR, B RSB 2 XY, HTLV-1 55 %
WIS B2 R HEEE LT 5. HTLV-1 A4
FelZ X T, 2010 4 ICHTLV-1 Uik 0 — ke ds /A
7 ) — = ¥ A DL RS O A B R A TE B 28
Eh, B0 FIIEERARZBSTA K4 VI2Bw
T, MR 2 HTLV-1 BufR e O3 L OV AsA ()
CHEFRES Z) 12HI & BWF Sz, &EO B2 HTLV-1
A 2 Z BT EREFPEBEIND L)1k
o2 e T, BAEFUIEOREREREIMEON TV S,
LH L7e2s 5k, BRI OHTLV-1 #8050 s B 5
HTLV-1 Fr B G B0 24 R 4,200 ) 4Kk & L TE W
ZEDW S AT N [6], HTLV-1 B 2 5372012
i, BT IRO AL ST RRILETH S 2
EATRENT
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IL. HTLV-1 BEEEREE (HAM) &3

HAMIZ, HTLV-1 %] &8 2 ¢TI0 FHE B TH
5. BRERAEIR D WAL T T B OBV R BRI X % ST Bl
ET, W R R E, B E L & O
H9 52 0%\, HAMO4EHEE B E B3 3,000 %
T, FAEZ 40 MULBEO A DL WS, 10 47k & AES
HELIAET 5. Bichid 1:3 & Lk W71

HAMO [ R AE IR 0 A% 3 47 1 00 Tl T IRl 2 P o D S
T, W FBOMIMET LRI X 2547 ELZRT. 9
Wcix, FToEME, EoLUh, 2o 0K, e
LTV ENPLIZ LT LN, £ T, Bkt &
SIIZBAG T2 B L 2 Y, ERER T T Ok
REBOFHETICLVELEV LIS DHSH. H
HMFEIR D WIS A SN, FRICHERNEE, SR, HE
e EOBEME R B E IR 9 Mo BEICERO S, w
FOHMBL, WOICWREGRZZLTETr—Abd 5.
F 74T BT IR AR I 2 T2 B OFTREE, [~
RFVINPLIELIEASN S, TR OMERERHED
KT, LU, EftEOBREREIN 6 HICR0 LN
L. PRENEFERZ ST, TN ORI ST o T
R, WUV AF—WHEL E ORISR LND.

O X ICHAMIZ, Mo CHEAREENRETH D
WL 2b ST HMBREREN R, BEOEGOEHR
KRELHZDONTWS, T THEMIRLHEBEDR
B EMERED SN TEX 772D, KREZHAMEE OFEE
FHRIZBOTARTH Y, 201541 A I3EESTE KRR
W& D [HREENE] 1ISED s

III. HAM DOHIEHRFE

HAM®3iEdkiZ, HTLV-1 12J&3e L 22 2s 5 BNz A
0 ihdx, HHNTORENRRIELZT &R LRE,
AR AR EINL LI o THRDZ EE 2 HNT
RV

P4 1%, HAMTIIHTLV-1 2%, ¥ Eh A4 v ZHEKD
12T#H %CCR4 %533 5CD4 Bk~ V28— T (Th)
MRS EIEY L CTHB Y, HTLV-1 1&g L 7= M 28

IFN y % @ L3 5 Thl Bk SEF MR I ZAL - 355 L

Thl SR &% BRE L2BURELZTIEREI LTV
Z &[8-101, F 722 MIZHTLV-1 Ok &EIEF TdH Stax
#5, Thl LD~ A ¥ — B N T T-betD 5Bl & 753E L
TWAH I EIGERT S E 2502 L72[10]. RIS
HAM®OH#ERHERTIZ, 2 OThl BiOHTLV-1 e
PHBLTWDE I E B EN], TOMAED &I
L 7= [ il 3 3836 0 & 9206 L 72 [11].

L L7%AsS, HAMAS R ®HTLV-1 &g o —#ic L
PRIELZVOPEHSHTIERL, ZoEREICIE, v
ANVARF, HERF, BERNFL2ESFESFELRHF
BRLTWAZEDRTPHEEN, ThOZEHAMICELD
VERH 5.

HAMIZHTLV-1 ¥ ¥ V) 7 2R TEWHTLV-1 7o v
ANWVAEERL, HWHTLV-1 707 £ )L X & IZHAM
HEDCDEELVAIRTFO1ID2ELLZ ENMLENT
WAHH, TORBRERIIAHTHSL., —H T, HAMT
{XHTLV-1 & Gfia 2SR 7 v —Fvic, ATLIZE / 7
O —FIVIZHGHT 5 2 E AN TV 525, Holifk4 g,
HTLV-1 &ML D 7 0 —F U 5 4 % 22l T & & H
O T A T RE 22 AT i T @ % Rapid Amplification
of Integration Site without Interference by Genomic DNA
contamination (RAISING) #EZBFEL, HIEV A7 %
ANVAEEZ7O—=F YT AHTAZ ) ==V 7 TELHH]
FEPEZ 7R 2 & \2Th L 72[12].

THENTLHAMOREREICET AR E LTIE &
W, KBELZR 7 7 27 A4 FEEMATIIZEC X ), HLA-
DRB1#0101 DGRX—% KX A4 VO 7THFEHDT I ) EEH T
A3 v REBEGRTRAET 584, HTLV-1 7u v 4
VAR &3 L CTHAMO SSEREIC G- L Tw b 2
& & L72[13].

¥ 7oilt iR 4 1k, HTLV-1 EEH D5 OEBMIC LD,
BHICHTLV-L WO L 2L Y DY b9 b, 40% D
DOEZD, BHBICHAMZ SIE L 722 & 2 L7z 14).
E S ICBHA SHAMSE ¥ TOMM o I fii i 3.8 4
T, HAMOFREIZBAMBZRHTH L 2 LS 1k -
7o, —7, HTLV-1 &L ¥ MR LTIE, B8
FEAS T H T HYFICHAMD FEIE ) A 7 iAo s
Lo lz[14]. Z ORI, REHHHOFEHO AT
HAMBIEY A 7 WIMOBERE 2S5 WI L E2RLTH
D, b &b EHTLV-1 RT3 RIEISAE L R WIRET,
fiB AR FEAH &\ D f5 FRIENO FPRITL & v o 72555k % %
WERBEDDIERITHDEEZLN, TOAXAH=ZXLD
AT I, HAMPBIEZR OMHICEE LR E 525 &
Bbhs.

IV. BEL X MY DEEST

R & B0, HAMIZEE OHE 2 B H 54K 3,000 40
TP TH D, HAMD & 5 IZHEBEED nwi e
B, BEPEEOERFEMEICHELTLE) 20, A
RO LT HRERL TR T, GHRIE, 1hH
SRR &, R D D H 50 L EMAEHT
ERVEVIHIERD L. 512, MPEETIIREZ
119 72O DIEBIEL DL DS HE L\ 72 D IR ER O FE e H #i 6D
THRHETH 5.

NS DR ZRYET 5 720 T b TW B LY A
2, BELYAMN) DS, BELIYAMNITE, $5
HEDOEBOBE S ADIEIRORGBRCHBNE, TRIER
W EOBRRIERRP AR ZINELRE L T2 L
T, WFZEHSEIIN S NzBs, 7272 BB R R G 4R
R A AW IT9E %2 BlIGS 2 2 LS fEIC R . 2O
FOWCHBBLVIAMNICEYNELT— 7L, HOE
BERTHENLT—%, §hbbYTLVI—VEFF—%
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ELTEZLNTWA.

TR, BEL VAN TIUELZY 7 VT — VK
T %, EHdh, EHRERR R TR A B O KGR
i, BLERGERAKE AR R OB S L v
AENEBRSNTEY, JEAENEHE XY TEHENOHE
ot th 7 — & N— AT BV AE RIS 58
BEIZOWT] CRI%304E2 H 21 HAF 34 385758 0221
81 SRS BB R - AR R R RS AR
WA, TLYA M) OWHICET A EANEZ ] (4
FI34E3 H 23 HAF T A 2558 0323 55 1 5/ A BRA5E
0323 25 1 F IR B3 - AR TG A R I8 38 T e A i B
M, EAESERESE - AR R R A A
R, [HEARBESERGOMENEHGT— 7 X—2
BB B EFEHEECET 2B ESIIOVWT] B
124 3 H 23 HAF U 3 A 558 0323 55 4 )5 A7) A 1R
3 R A R EREE SRS REM), [TLY A
MY 7 — & & ARGEH S ISR T 2 5 A OB A O
7o O ENE ] \ZowWT] (4F1 34 3 A 23 HAHT#EAE
SERTE 0323 55 2 o [ AE G A IR 3 - AR TR A SR e 38 g
BB RN - FEAARARTE 0323 4 2 A ST A IR
38 - A A R AR A R A R R ), TV YA b
) IR ERER T — 7 N— 2D F — % & EHFDKE
i, FERASHEICHNT 2548 OB EEERICR S
BERICHT2HBENEE (Q&A) IZowT] (44
E9 A 14 HAHT R A SR BRSE - ARG A e 5 3 dh g A
BHHEGAY) 2% sNhz. PMDAD EICL Y A b
VA E RS E L [LY A YIRS (EE -
AR PRHREE R, - AR |, JICELEIR e R & S
L7z TUYR M)A (R - AR
)] TV YA M) EEMERAM (RHEE - AR
S - PERRRRR) | [ — 7 N — AR A (R
Wi, BT R—2AHEZEWNRLE L [7—%
N— AW AR (B | 2% TBY, BEL IR
VI B 7T =)V K F—F O 72500 #
BOHEL TWB. ZD7zd, X 0EEL, Mo
HHEBEVIA M) B, Sy 5700120%, iR
HEge R HIm L7z BE L VA MY 2 %ETT 5 L8N D
5., BELVIAMN)EREETDILHIoTORSL v I 2
VTIZRT.

1. BEfEH
HBELVIA M) OBFIRIIEME BB ENEZD
ns.

BERILC & 2848k, fEHT & D X < A SN BHFZEAHIT,

TMOBIBZ DEMANFFEANOS MBI 2 {22, R

P HMENAEDFN % 2T 72 LT~ OZINCFE L

BT 2D TH 5. ERIZ L 2868%, WAL % fif

LTV BZERIEREICHIICTE 5 &) IR D 573,

FEEIOEHEPRE VW E W) HEPH B, 72, FHT S
EHREBIZ WP 5 BH LIRS RET 2 A0 w
ZEns, BEEIZLARNITKL 425,

—H OB X BB, BH A S REHB R
W~ MER 2z z, WRNEOHNZ 272 LT
HIEANDSZIMFAEL, BT HI0THL. BB
B8k, FRENOMELRAHZEKRT 5 2 & T
NOBIHE S Ll Y BEWDPE L L LI RN D 5.
LA Lads, #RIEEOHRIIHERAHET 2 &1
WEBHIIRROND 2 LIl 2 O BFEMEN v
) WD H 5.

2. EHINEEH

BELVIVADM)TE, BIENSEHLRE, HO2LD
B LT H OS2 Mkt IDUE L, BRessRssic
HERHEELLENRDH LD, ZOEELER, BEEHL
FEAEELTITINICED, ZRZRONEERED D
5.

RS A IR T 2 556, PUEE S - EHIZEST
WKIELL, Z20BIFHEENS. LaLed s, #EL
PSR E T RTOERD, Rk IUESNE L)
PEEEHITH Y, 2512, PIZITIECI MR E, ik
R TEMONELZFHT LTV AHETHoTD, I
DICIBERDPUE SN D L E0 &S v, SR AERIC
VA Y FTALEDTRTHLIREOYEIZMHFTE
5500, BT 5 EHFEMOEMOEE KT T 5.
FOz0, FE LZPUEEBICHT 2 MO R R R
RS DHITIE, WRICBINT 2 ERiZBRE$ 5, EAiC
W BT7Hu—Ty TR EEZ D% EO T RPLET
H5b.

— i CHREERE RSB RS RET258, &
RN R GRS ST L T ) DD 5.
72720, AR LU, FEI K O UEREH
ELTHREIN TV AR, BEARAALSRMEINL
WA D IEMTH S, F72, @ L EEE IS
HIEMOFILER, HHILMAOMEETEIL, DH YTV
BMNAICT 22 & 2080 5, WAL 2 W5
BREOTHRICEY, HABRERIRETLIENELD
NP, w2, BHRAOHEKR EOR 2 O BH
DETHIRME ARG T 5 L 2 AHPRKE W,

COX)ICHERNELER, BEELLHALELLT
DR LRI, T2BMT BEMR BRGS0
IRMEEEEDEZOND. ZOWEAID L 2 LA
ENBLI)—OOFEIIF 2L —F —HIERH L. Fa
L—%—&id, F#b, CRCEOERMBEAL, Ehl
WACh o THMZIET 2 EOZ L EIRL, KMiIZLD
HEZZI2F2L—7 =, dHEd L IFEHLETH
WEPET LI EICLY, B KEE #HEkomats
WONEEDTTRC 2 5. $72, Falb—F —fERZEA
T52LT, BGoEMoAHESERTE S, [Elil
WIRFHELIZAW, MEICCWEBRENFHEK L TWE
LERMRTEDLREDI T V) VIR H DL L
oL H 5.
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V. HAMEBZL X MY [HAM a» &

i, BETAEEE HHRIIUEFAREZF 2L —

¥ — & LT, HAMEZ L Y 2 Y [HAMA - & |
(UMIN000028400) &% % 2012 4F & Y s L7z (X
1) [15].

HAMA - & T, 1 AOBFEHITOE 14EI2 1 A,
BETEHPHAMOFER 2 EOEE 2 |2 TIEL,
10 4ERT & v ) BN b 72 B2 W R BER T S IUE 12
BRI, BB TFHRRTREDIETFT Y ZAOERICES
72. HAMA - & %49 0 2013 4E EE, 2014 4F 125

fiti L 7-HAMA - & 588 2 i G & U 7= L BER A T,

Falb—F =X BERPEIIONWT, TETHiEL
TWVS ] [FRELTWAS | R L&, 2013 EER
65% (15244/234%4), 20144EFED 71% (18144/25644)
THY[16,17], F 2L —% =1L HIERIEHBHZ LT
B ZITIEO SN TWS Z EHRENT.

F 2= =X Y PUEI N2 IREHE, 727 €A
M hu—VEN, FPELET—7DOAHIRS
57 =8 VATAIANL, ELICANT—IDFTT IV
F v 7 RITH LT, HIE AN B X OHEROBE
UL TRELTND. 2B, 7—F VAT AR Y =
TH—N— FITHEL, ETolEz2Es L Tw5

N HHAMAA S & DI I H b b EBEERITONT,

FEBINEE 2T VA2 ERT L2 LT, (B
AL Z o> T 5.

HAMA - & DB FH LiA&iE, B%, &G FAX,

TzTHA L, A=V OVWTNOTFETLIREE LT
W53, B, BEEEICH LT, JEHEE THAMA -
L] BXUOY 7% A4 b [HAMA- & | 28 UET
HAM® A1k HAMIZ B b 2 {68 3R B F8 55 O BTG H D
RMEEIT-> T B, [HAMA- & | ICBHT 5 L IR

HAMB> &
BB

- EROIREAN

- BEmDORE
- BERREE b
- BENDOFEHRRH

EnfREZERFRES &4
5620445

HEREPATCX 2 EMEBOND.
VI. [HAM R &| IC&BUT7IVT—ILRT—4%

HAMA - 2L 2T, TSN ho722 L
X, HAMBEIZIED H 3B W TIFY L TR 74 L
REL TR LTHY, WEHMBENTA SN T
FTTIEBRDIAI VT ER LTS E V) HETH-
72[15]. Zd 72, HAMBEE O FHUEE ICIZ R Z R o
FEHPBREORETH ), FEN O BB THAMISE
AV A7 ENORERWRRE T LY — N —DRE.E, &
DEME 7 + 0 —F 2B RHORENEETHL &
ARENT.

S BHICHAMA - LI X 234 X ) HAMO @ Bl 212
B 5 HAREEDRI S h 72, 2 THAMOD 3£ B
i, JEROFEBR2SLREVIERZ 2 TIRAITEILL T
W EEZBENTWR, 4254088 EESRE L
HAMA - & OFAHE R T, EBREEIRH%, S
T DFEIRDHEST L 2 SN PRRAT L XV LRI
LBHEVERD 155% bIFEL, ZoEFORNF#)
BN EAURENTZ. —FT, ERREEIRITE A ST
B9, EEZEL CREMAEIRTELHOAAET LI L
MWRENT. DX, TRETIEEALR—OFH
BB EEZLNTWIHEEEED, TNENRLS
PEBIEIIEEZ R L, FRUE 30088 — V2T RET
HHEZENWLNE RS (M2).

HAMT &, Hik 2 720 R BG4 = 04 L
B 2T BT ERD LN B, Rk, B
CXCLI0 #EEE, BEHE A A 77 ) ¥ IR S G Bk & 5
CHBL, 2hs 3HOHFICHETHLI—H—ThHhbHZ
EAURENT[18,19]. THAMBHEA A K54 2019 T

- BELEGLLBOTEBRETDS
LA RNY
S - 20125 K DEEERIALL0EZE

- BREBEELN 60058
(REIDHAMEERSAIC1IA)

- REERBFIRE - Y17V OEE
- AERIROES SRR

ICET-V.N
L KDEEEER

e =
BHOEFSNERBESVWERTINEKT SHIC - - -
- E¥MAI#EE T SEMEM - CRCBEDFIL—FENUERE

- AERRON—(LDEHDOFIL—F—DOHE (BROISEVEE)

- B - FaL—5— - ERREFR - EWMHRER - ST LRREE - EHERA>/—(C

/

®1 HAMEBZELZZX MY [HAMA - &
HAMAa - & 3BT HZBY, BHRIUEFARZF 2L -y —L LTEAIL, UEF—
Y OYE DG, TREONM ED-OIZF 2L —F —fE2EALTVS
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g DEEETHI
(10-20%)

QFRIFETH
(70-80%)

QEfTERM
(5%3kii)
we || D .
10% 204
FRED S DHAR

X2 HAMOFHITEEOZE
HAMA- L IZE D ESN) T T —V FF—2 125 ), HAMMBATR &
DORMIZMMAEDRKE L, # 8 EHITIER D - < VIERIHETT 52 (@
FRARMETTHN), 9 2 B9 I3FE B2 I LU I 2 L IR ATHEST L 2 4E DAL H
HTHEANTELRL 2D (DAHETH), To—FTRIERITE A LIE
ROHEATL WAL H L (OMEATERP) S E2vRshk.

3, EREBBAETI VY RAE2BT, DTIORTES
D, INSOFEBIEBEICIE U2 BE R IR L72[20].

O BEGEHEDY 5] OREBNIH LT

BEGBED B VIEFNIN § B HHIE, A7 a4 B
WARERICT LV F=va y NIkMERRE S — T H
5. PEEIGEIVEAS R WEEBNE, 1HHIC & o TYHFAHIA
DLHEH RSN L, ThRLLREPER - RUIGHE
MHEETH .

@ BERIEEYEDS [ ] ofEFII LT
PBIEBIVEADSh OSEBN AT L TIE, BRI AT
(24771 YRCXCLI0) TATHA FHHE MR

REZIEDFLEIC DOV THER L, 6L MM ATH

MEEFHIIT 2 2 EEENS. B, L F=vo
YR (3 mg ~ 10 mg/dayDikHite5) A4 v 5 —7 x
Oy a ARG ENRD B.

@ HBIEEED K] oI LT
PRGBS OIEBN R L CTld, AT T4 FiREe
A7 =720y g HEHROBINITZ L VWEEZLND.
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