(AR 4)

WFFERRJE RS

WFFERR e HH 2 3

PrE B K4

£ o 8O
4y FEAFSE
BHFSIRAEA, -
WHICRR RS s

e i K4

Gag ikl

PIERREA

WFFERAsE Sy 8

AT Bk K4

[16dk0310007h0003]
Rk 294E5 H 5 H

¢ 28 R K FEHF B R R ®EE

PR BRI AT ZEB T 2
Research and Development Grants for Comprehensive Research for
Persons with Disabilities

HIEOHEE T — 2 N— A DO - FTEMOIEY 7 L BORIR S I T 5
WFJE

Study on construction and utilization of database of severe motor and
intellectual disability (SMID) and policy recommendations

ESRVATS I I Aeap e A s T e g R
National Hospital Organization Minami-Kyoto Hospital,
Director, Takeshi MIYNOMAE

PRk 284 H1H ~ Fpk2943 H 31 H

ENLIRBLEERE D SMID 77— & X — A 4L

Construction of SMID database of National Hospital Organization
MATATEOE NENLRBeRRE  TEEwbe BibcR  IARE
National Hospital Organization Simosidu Hospital,
Assistant director, Shigenori YAMAMOTO

SMID $r—/ R —3 25 L LT L YE

Management and operation of SMID Server system

ENZAFFERAFEIE N [ESIAGR - MRt ERII e o & —Jibe e x RIE(T
National Center Hospital, National Center of Neurology and Psychiatry,
Assistant director, Masayuki SASAKI

1



Gy AL (AAEE) A 2 —2 v MIIZ X 2B EZ £ I E iRt o
BAFE A4 (Z& 3FE) Provision of the information of SMID with interactivity by
the Internet

WFFEBRFE oy HH A (AAGE) ENZAFZEBRZSIE N [ENTIEAR - MR ERAFTEE o & — TRkt
WEREER 4SS

ArE %Wk K4 0 (3% §E) National Center Hospital, National Center of Neurology and
Psychiatry, Chief child instructor,
Masayoshi IMAI

Sy FEAESE (HARGE) gk T — & fRir & 2R T — & O et & BUIR OF R H B L Ok
SLBORIES
BRIERRE A (J€ F&) Current problem extraction and comparative analysis of

each facility and overall data

WFIEBRSE sy (AARGE) BWRTE Vvl TF—ra 8 FEEdR —HBE

FrE Wk K4 0 (9% §B) Faculty of Rehabilitation, Seijou University,
Professor of special assignment, Katumi MITA
53 FHAIFE (AARFE) AEANSLERERMRIZBIT 57 — % X— 2080k
BRIERREA (J& FB) Current status of databases in public and private facilities
for SMID

0. RROBE (RIEHIZEHRE)

H AR SRS AN IE RIS IS m 23 Lo AR T 2% 2 U 7 1 HIRO  FilT —
# X —Z X HOSPnet ZFH L TRENEECH R R o Te, ZDTeOAZ L R7n—r PCInGT
—HEANNL, T2 EEIT DV AT LOEREIToT2,

PIRT — % % ICD-10 ICE &M, ZNE CTEB LTS T — X O 2170, EESR DS RS 1272
72T T, BB ORBOITIZ B ELO B D Ll o7z,

10 4EE] OB ERETRAE DT CIIATERERE DL FRAMEW 2 L1k, SMID KB ICBT D IES - Bk - %
B+ BE D know-how PHEEINTZREORNT EE X5, HEIZEAL TS TMERERROER] 5 60%
NG 40%IZIEA L TR, FER U ANE Y T —3 g RV v a = JIE S5 X know-how 234
FEINTEHROEMT LB 2D, REFHRAFTEOHERLIZ OV TIE, AR OB IV SMID DO
FHFCEAD 5 & TRIS L, 2030 4E 2 A0 bR ABE AT RER 2 ABTBE R TRIDHER & 7R o7z,

AT TIIEESNTT —F 2 25T, SMID OFEREAZ /5T L CT& 7228, 20 ERICHWTED
RIUIRE LB LIZZ &, bt iotz,

IHENCREFFTHY SMID OS2 AN AR T2 4], R 20 ik & SO TV, B & muks—iKk s
NI-FA OfigEREDH T, SMID X4ZICB$ % know-how AR S, RaITMORIT T 5, —F

2



THAEREROEARIC LD | b o T-anihnng Z LT, SMID oL s = & < . NI
RS S R 2 Y L 4 4 SMID O ITE < 7o T b,

SlEfE T — X B HAER, AFTE OEREZLO IR, ZIUTH DR OTE Y 5 OMRFHNHE T
H5D,

Beginning with the personal information leakage incident of the Japan Pension Organization, high level
security was required for HOSPnet operation and the new data of SMID cannot be practically registered
from the internet by HOSPnet. For that reason, new system was constructed to put data from a standalone
PC and register data.

Replacing disease data with ICD - 10, analysis of various data accumulated so far not only facilitates
international comparison but also useful for comparative analysis of related items.

In the 10-year follow-up survey analysis, the lowering of the rate of decline in function of ADL supports
that the results of the know-how of medicine, nursing care and education concerning SMID support has
been improved. With regard to the cause of death, the fact that the "disease of the respiratory system"
decreased from 60% to 40% is to support the results of the better supportive treatment such as respiratory
rehabilitation and positioning of people with SMID. With regard to the transition of the number of
hospitalization over time, the number of SMIDs is expected to decrease monotonously as the total number
of births declines, resulting in a decrease in the maximum capacity of hospitalization from around 2030.

In this research, the analyses were made on the current state and the change of SMID by the accumulated
data. The result of analysis revealed that the situation has changed significantly in 20 years.

Initially, when the former national sanatorium began accepting SMID, it was said that their life expectancy
was 20 years old. Know-how about SMID support was constructed and improved in SMID facility in which
medical care and welfare are two sides of the same, and improvement of life prognosis is progressing.
Meanwhile, with advances in neonatal medicine, the number of SMIDs does not decrease by saving lives,
and the proportion of children with SMID who require the intensive medicine such as ventilator
management is getting higher.

It is necessary to accumulate further data continuously without interruption and analyze what type of
facility for SMID is expected in the future.
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