MREEFERE |

2019FYVRYDL  [HAHHES | B OEE - Bz

W72 75 b e e Al

O T

73N E IR R A RS
(2019%F11H 8 H i &dil=)

IRYO Vol.75 No. 6 (496-499) 2021

N F TOEFEBEFEARGNI TR0 X 0 B B SR 3 & U € S HE

R At i e PR S S S SRR - FE N S AU A U V2 s R R AL TR B - R P R
WP A ST & 72, SER274E 1 H 1 HIC [#REE (BR 0 BB 120§ 5 BEHBEEICET 5
) | ASHEAT S AR 9 FIC TR O B 13§ 2 B ORA I 2 it % [ % 720 D IEART
%78t (EERRXPRIEART G | AR Sz, ARF o [EIE, RO ZLEHRPLEBIT LD
FRECIB U T, F72, SHIBOFEMEZEE 2 2 REE 25 X9, BIFORiKZ BRI ED
DO, WROBW K OTEHROFEG 2R L, EHARE RS HER H L OB & i o 1E ) 7512
DVTHE 2TV, BN ET NV — A %R3 ] &L, [#ERFEIE, 850 BEHE~O LIRS,
I D FG IS U7z HER 2B 9 2 PR & $R 06 3 2 AR HI D RE LR IZ )V C D L% 70 HIH % RHFERTH 12
AL EOBEE#RLLE LI, TROLOBEOER, FHLOEHE ML T, LELE
IR AR ORER IO L | & LTWAD. F30ERELIE, 72 72 B SR ALk ] < 13 s 2
P L HE L 5 e S0 e o I B R B S5 & 4808 L, MR BE S ISR s O — 7 1 R —
y— cWRSEI T T - BETLIIEELTWS, SOHICHRERTELAY bT—2 8 L

Q3

GWIEOTIRDOEE S v DT — 7 OWENTTATY S, L 7/NEEMAERNIEED

BAMERORD S 5 v b7 — 2740 N EHETH ) AZHEF & /NEBHER O RKD S5

HBOETH 5.

F-TU—F #R BRESRHEESH

EC®IC

A IR O kK 1ZSMON  (Subacute-Myelo-
Optico-Neuropathy) OWFZEICim % 5 L, BHFI474E
WX R EMASRE SN2 LI T S, 0%
T\ 2= EIBUELC O W IR AT 78 0 HE HE R0 8 8 Ee By ik
ZHulE LWz, ER264E 5 H13H IS [HER O MR
FHITH T B ERFICH T A8 (DT, #95ik)
ML, CER27AE L H 1 H XD jEifrsh, —H¥EL

L TOERA R TIE 72 <ED T T b 2 B 3k
e odz. F RS0 EE D B 1B 72 70 HENR PR S
PARR oML HERE SN TW B, E R IC B
WCHEROERE 7 TR R EHO—2TH Y,
Bz R MR R A A B T 5 C L I3 EETH
5.

RIS BEAA A I e 2~ & —  BtiRINEE T R R
TR b ENLR BRI R R vy —
e-mail : miyachi.takafumiky@mail.hosp.go.jp

(20204 4 H24H 32 fF, 202041211 H5281)

New Health Care Provider System for Intractable Diseases

Takafumi Miyachi, NHO Yanai medical center
(Received Apr. 24, 2020, Accepted Dec. 11. 2020)

BBt  T742-1352  ILTTUEMIH: T R IT:95

Key Words : intractable disease, health care provider system for intractable diseases

— 496 —

Dec. 2021



$RERZEXY FT7—2

ENEEEM IRUD =20
EEARtEY 2 — bt st

2019V RY I L [FK4HHED | HIRADERE -

]

HREREYS5—

n NSRRI
EREzYI—

¥...
H EMOABER
18 CBFRMEIOR)
L y‘ - EIRRSE
DEBIR RS 4

#BIT - ERBT !
! i
.

(58) s . e ~
‘ ] DDV DITES) @ r
cOF e
oo — Ry
EREEEER “ ! By IV it
2 RERE (ER - Btk - 3 - WHZBEED ' . ERGRUSTIEEYS —
EEERS  _______RRETooW S RE EEEL -3
EBERT IR A D ERR IR LA H]

JEAE S R — 25— 10 5| (https://www.mhlw.go.jp/content/10601000,/000369456.pdf)

H1 #-tEREFRAEAHOA X -2 (21F&) (2020548 24 HRIERS)

1. ThE TOHRERRHEH

N F TOHENFERAFEAARBN L P04 (AR
£ FEH S A7 B AR e SR A S T it A N
FED—DTh 2 FEhi i AP RF I F
5. O TITABENFIL A UK IR 5 Pl g | 2 s R
PRI R B % 388 L R BRI R e & & b 1T HIs
TOMIRERS Y bT— 7 2 WEL & 20
JREBEM H CPR2TAEEED O T EER R T — T 4
=5 — EAETE) AR RLE LR B R A A B
SFEORIREERY & O g, BE D S O HEH,
HE B O ABEI A, HOREREFEE T OB S
ORI ExRIT-TE T

2. BRE BROBEICHTS
EEEOHRENLHEERIZHD
EAN LT (BRMEERTEH)

i cld, EATEHOKRE, XV - BERMRE
P Wy BE OHESL, AT ZE DHEME, HRE TR
B OERFORHEIIOVTHEL T
WXL AR TS D T, AESIRW O BALE T
BT 57208 7% L 5T LTSI HRES 2 N
ABHELTWA. Tz [HROBEIIN§ LERRZ

IRYO Vol.75 No.6

Rft5 2 RH OMERICE T 2 HEH] o T [HEI,
B O KBRS L OIS LT, 42, &
WIRDFEEZEEF 2 2B 222 £ 5, BEAE
DN & e S &0, WER OB K OEHE DI
AR L, PEREAR B R I S OVl 53 & o i
DAY FEFEIZOWTHRF 2T, BRNEET IV
F—A%RT] ELTWS

3. ¥ HRERE R A

IR T LA 1 7 52 T 72 7 R R R AR
(1) AFRR284E10H IS [ o B kAl
D HIZOoWT] ofE#H? L LTRAKI N
F 7 PR294E 4 H, ABENFIRIC B B HUIS O FEE IS
J& U 7= 895 O PSR ORESE 2 DT TR O
R BRI ORI R D Fol & (LT, F51&) ]
DI Nz HREREOHIETRE kL
LT, OTE MY FINTIE L WZHiasT & 2 i,
@FWIRIE LD Bt 2 BRI RS Tl b)) 2 R & 20
é LT E DKM, GNP B B 0

TR %2 Y247 H T & A5T & 1), @O#fz
% S WS DU RR 2 A IO W TR BRI 20 B b IS
KOO%f<%#T%%WW,@ﬂﬁTﬁuLTﬁ
ELEBVLEL LRERITTWS ZETEXS LX), HF

— 497 —



ERGF OWIN % SCHR T B AHIED 28I CTv 5.
7 7 e R RS AR ) UL IR RN, IR
= A TR R R PR A fRE T A 2k L L
T 5. BRI 0 b Tl R B b L e
O HBMAONTVWEWEEEZZITANSLZOD
MBI ZFRE L, S - BRI L B s TR
A O E NN EE R R % 3 2 2 L AR S
T3, FEHOEMSE (FRE - HREs %%
) IZBWTHRIMIZI B X O 5T 2 R AR R TR
2 WRBET & B X 9 AR B HEI SR 5 B B R e
RIRETAHIENWEETH L. Zofl, HREHD
2T AN B W AS R B 720 HER A3 b 2 BE O
iy, —WEMICETEDS R 7 - 72 BE S OR
IRFERRIZ T 003 % 70 & O HEIREEHE T T 90 Be 05 2 &
N5, TR PEN TR R I 1w be & & b1
— I BE + BT EE o R IR AR s, RS
AHHET B Z LATRD SN TV D, JEIREESE 35
AR HHE L BT OM Y TIRD 72012, R
Mk - KB vy —%onu—1—27 BEEFHT—
YRS L i LR & I oW T oM §5 2
LihoTnad, FMYAMNTT 4 —SDOHRHRD
BEIZOWTIE, RMOAREZREEZShLZ L
B b7280, ABEOHERIZOWTIE, EwEEERE
HEOEHBEBEIC L > TRt SN TnbEINFETO
ARG O OWTEET A L )iz hTwn
B 7z 7 WER eSS AL R C R s O —
TA R =5 —BLUEHRSHEN Y kT — ORES
AL S N7z, HERESHOEHEIL R Be S [ R
WO - HEERI ] 2T, HERM, V- r
T— N —SOEKEAT HERBEEE T — T 1
A=y —mBEL, FHI—74 45— —13QOHH
SEONZDS BNV EFITO W TEERE
BIEED D OMHFRIIG U, FHNCIE LW Brds ] 5e 7
R 5 B B 0 R RSB E h  b T — o SR ICHIER - AR
5. OHRKDIRIEIIE U HEZR IR ) £ 70 R
BRI~ - WA %47, ORI THES
2D DB 7 o 7R B E S 0 KB
RO D DAL LT . OEREFRIEFH % x5t
L LS 2 i+ 5. @MIRICBIT2EEL
W OM L TR T RN 2 2 5 2R L O
MITARD ALY v 7R MR E LRI E T 2 0
B %2 £ 5. @R O EBILML AR S BRI
EORAE - HBETEAT). S5 hETIREERO
BN D 2 Bt i3 HEG R B BORIT e 3 O 7%
PEB X OBEEZESE D 5 OEHICHKEDO X, R ¥R

— 498 —

HREERICBWTHE 217> TWeds, 7zl EBE
NHORLUMELEN L § 2t DA DEA S
., UFONEDPERZHIEE -7 £ — 5 —D
B & 2o 7z, @R B FGEHEN SR BE CTREWT A 7%
SNTBHIZOWT, BIROEM 2723 238 € i
WTIE % <, EEGFEE OB AHI5EHEC X 5015t
MR- TESLT, REMMLEIZEED NREME
FEBIRIZD o TOWRWEIRT, ZhE TH—0
PIRIZOWT, EAEFEHAE~OMK (FH) 25 i
DODEFIZHETHH0L LT, 9 TIATbRL TV AW
Yitr, EAEGHEE~NER L, 72, BEAGEHE»S
DROIHF LLE G e it 5. —7, ¥Wd
Who ey —LI3EKE LTHEM v—Tyv L
7 =7 —, BRARODEAE A U N R R A L
Bef5 BT S R AR D THENT ] oM
BOELTMEDITONS.

7R I3 Z ORI - BRI S AR T I
WO AR TIETRTOEIFIZ DWW TORMB W x5t
595 VWL G H L. D720 HARLK
CTHERZHESIR AT ) 72O MIREH S IE A v T —
IHBMERINTVWAS, WAy M7 =27 ZED L E
Lo TEMT ALy NI —2Th Y ELHEHEME
WatsE v ¥ —, WIS T 2 HE%EHE - F A,
IRUD : Initiative on Rare and Undiagnosed
Disease (KRZWEEA =75 7) HWANbE,
WTHHCE > & —, AR SRR S AL O B
FTHEIR SN,

S 5T 72 R R AR OFRE & L TRATIIER
WHITHENT VD, — /NSRS O 12 P50
ZHT HEEVRANEBE L7256 TH/RERNC
T L TR E0H 5. & A/NBEER
EERBESEOBEF IO T TH/NERETHEL
IFTVB DL, BATHIEHRICO VTR
B, fEAlkiERg, BB O BIAREEE & odiHEIC X
B HENRBEEEFORFEZML L EHIZ, BEREO
S NREAT 2 WAE R, B R0 BN B H 24 B B 55 o> B
FREERE & D HZE LA L Gz 2 L & ShT
Wb, AR o TH B b B 2 R & ke
FHENB720IZIE, NEHIOBHE D S B 2 A
WOBHERNIBITTELZEDPLETHL. — /T
BAED S IE2ER2H5] & /NREH OB
B EVHHEHLT ZUENBH - TH, RAEH
PGS 2 B e & &G Ul Y) 7 RSS2 1At
T ARB AR T L LARDOENT WS, #RENF
PLASERE T AT St v ¥ —ICRE I NS

Dec. 2021



2019 VARV I L [HADED | BIRADERE - BuXiE]

O #EHERBRNRE Y SBITHERSUIE T 5 — (CREBSNDIBITHAIEI—F 1 r—45 1 #ERM
BROEREAGIZIEEL. RABITICRY SRR P EREBEMDERARZITO 2 LICXD,
NEIEEEERRRESENBILERZR (TSN X OEEITS.

BATHERSE
w2y —-DEKE

—_—

il

=

EBERT
1}
A

<
H---------H
H---————-—H
B B

m

FEERDT - ity - JREE
ABGKPRERE T &

_— e = ===

¥

D
[ 41}

\%ﬁ,ﬁﬁi%j —F %

o

BITHERZRAN(CZIRT D6
(BTHERSEE>Y—)

c SENECEHYS . JE?&QHWEW)%{%\

TEROIEHE. &
[oe} F:s]

"

7

- TR DR S
+

C

+

J

O

-

P

|mxﬂ®%§ﬂ-ﬁﬁmﬁ

3
3\
\

g e9
|

| MNEROZER - ERME |

I
I
/

- e e e e

1
| BEOBR (AY)

N

TR ERORRE

&
&

T BATHADAR%
—| EHL S DB IERIE |-\

Fa \ﬁ] i

|
IBHERRES VBB |
il iEEas RESAUXIES |

A

1
1
1
etErmRE |
1
1
1

JEA TS A — 25— I 5 H (https://www.mhlw.go.jp/content/10601000/000510139.pdf)

2 HMEFRICETIBITHERIREFBED A X —2 (20205 4 A24HBIER)

AT O — 7 4 F — & — DB I O e Al
Pl 2 JE 4 U DURE L BE 9 2 AHRR S 12 R BRI AR B
B OMEAFHIEZAT) LA X =Y (HM2) AURSh
TVBHPHRE L TRIZ L DHBERTIIKAE LT
BRI TH D, SREAMOBHRFL - R,
NBIIOZBHRL - BRIEBRBI 3B T O BUIR 2 B L
TRATMEROKHIED 2 LTS LEDP D 5.

FbHUIC

B 72 7 W SRR N O W TR L 72 BB

EED NS BEORIIBW, 5k 2P T O RRFEE
BeEe Iz 2coty h =250, #EE
EHESCIEA Y T =7 EEEH L22E L XV To
HHE L & B (R T L B B 5 o AT
DOMFEGEER A v b T — 27 DIEHAIESH L RO SR
TW5.
(R SBT3 E IR PEARR G R FE R Y VR T 7 A
[F 4 23409 | RO BERE -tk Sz 1B W T
72 7 W R R R AL AE] | & U CRER LA ITNEE
L72dDTH5.)

EEOABER : A CERNFICHEL THE R
L.

IRYO Vol.75 No.6

[3Z#k]

1)

2)

3)

4)

— 499 —

W OBE T 2 EREFEOREMLHEL ML
72O DFERR R TTE CP274E 9 H15H) B4 97
) 24 4% 7”:375% (https://www.mhlw.go.jp/file/06-
Seisakujouhou-10900000-Kenkouky-oku/00000994
73.pdf 20204F 4 24 H BIEIR)
e D R AABI DA D F7 12OV T (i E) CF
J284E10 21 H ) B A b2 3 Ak 2 50 3 34 ¥ 2 i
i RF o = B & (https//www.mhlw.go.jp/file/05-
Shingikai-10601000-Daijinkanboukouseikagakuka-
Kouseikagakuka/0000140785.pdf 202044 H 24 H
B B )
FREHFENZ BT 2 HUIB D FEIE IS U 72 HEE D R
PARFI DRI OWT CP294E 4 H14H) JEA57
A PR SR B o SRR A E0414583
(http://www.nanbyou.or.jp/upload_files/
H290531_1.pdf 20204F 4 H24 H HER¥)
5 2R e SR HE S o 3 9 it B O — R E IS D
T EEARR 0 SR S TS V5 A 7 1) A
Helm i CER104:4 H 9 B) R 5 45635% i
— Bk (°F H304E 3 H29H ) & 580329554 %5
(http://www.nanbyou.or.jp/upload_files/
H300329_3.pdf 20204F 4 A 24 H &)





