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£ (1997 (1998 |2000 |2003

2R E(enn)

ARF4( 8) 5 5 3 2
RERESAEL(13) 9 10 8 2
H2#(Q1) 0 0 0 1
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s B 5§ 69.2 | 76.9 66.7 | 15.4
HE&H 0 0 0 100
INBEL 49| 57.1 28.6 | 14.3
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=4 -8 174 | 26.1 16.8

2000 g 198 | 28.5 20.5 0.213
=4 =4 252 | 26.1 19.0

£5. AREOTBIEROTY LIZNRE

( EE% 55 p=0.001,% p=0.013) (T EX5 p=0269, # p=0.028)

f£-158 | N |FEH |S.D. P
1985 83 762 | 24.6 19.9 0.875
23 8 769 | 244 18.6

1994 2 677 | 20.1 19.1 0.057
2F L8 770 | 22.0 19.1

1997 =2 140 | 21.0 19.5 0.874
F=4 o8 156 | 20.7 16.3

2000 & 166 | 18.6 15.9 0.138
=4 -8 209 | 16.3 13.9
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#6. AAEDOBZETEER DTS LIRRRE.

( LB B p=0.079,%z p=0.392) (TFEXH p=0.139,% p=0.01)
ENIEH | N |¥# |SD. | P
1985 5 648 | 21.2 | 18.9 | 0.905
£F L8 638 | 21.1 | 17.8

1994 8 572 | 19.3 | 18.8 | 0.017
FEd = 648 | 22.0 | 19.5

1997 8 117 | 20.2 | 19.8 | 0.867
T=4 o 136 | 20.6 | 16.8

2000 5 127 | 16.6 | 15,5 | 0.351
T=4 = 169 | 15.0 13.7

£ 7. APEODH (2106 p=0.023) (LB p=0.025) (FE p=0.051)

<=3 xR Jg)\ih?:tuﬁi EELN Bt

1985 N (1226 221 106 1553
£E |% |78.9 14.2 5.1

1994 N [1166 252 76 1494
<E |% {78.0 16.9 5.1

1997 N 246 34 24 304
=4 |% |80.9 11.2 7.9

2000 N | 324 63 18 406
=% |% |80.0 15.6 4.4
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#8. AFEDIBERR
(&4 p=0000) (EEXp=0000) (TFE¥p=0.016)

& FicAR: | EIz@ER | EBRLAR |62 04 |

1985 |N 113 887 (310 |38 97 1445
2EH |% |7.8 61.4 (21.5 |26 |6.7
1994 (N | 35 1150 (189 |24 |68 1466
28 % |24 78.4 (12,9 |1.6 (4.6
1997 |N 6 219 | 54 9 18 306
=% |% (2.0 716 |(17.6 |29 |[5.9
2000 [N | 21 332 | 50 b 20 429
24 |% (4.9 774 (11.7 |14 |(4.7

9. AAEOTFH® (£Fp=0000) (LEEp=0000) (TFE&p=0097, A%,

ﬂg 41 Fx Al El | AECE [T .33
[

1985/N |159 (861 (200 |6 28 1254
2EF (% |[12.7 [68.7 (159 |0.5 |2.2
1994 |N | 65 856 |181 |6 15 1123
2E (% | 58 |[76.2 |16.1 (0.5 (1.3
1997|N | 13 175 38 1 2 229
t=%|% |57 |764 |16.6 (0.4 0.9
2000|N | 14 222 76 3 2 317
¥=%|% {44 |70.0 [24.0 (0.9 |0.6
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F£10. AdPETORBHRE ; ¥ 7 =4 LEROHBERR.
(218 p=0.000) (L E& p=0.000) (F Ex p=0.008)

i 0 1-5 |6-10 |11-- |%

1985 |N 108 (297 (408 |584 |1397
2E |% 7.7 21.3 129.2 |41.8

1994 |N 47 120 [409 |713 (1288
2E (% 3.6 9.3 |31.8 |{55.3

1997 |N 6 29 63 136 234
24 | % 2.6 (124 |26.9 |58.1

2000 (N 10 28 68 1261 | 367
28 (% 2.7 7.6 (185 |71.1

F11l., AFAETOPREBRER ; MERKEOHRRKEK.
(&K p=0.083) ( EE¥ f-p=0941) (F E& f-p=0.017)

F IE® EE Total

1985 N [238 131 369
2EFE |% [64.2 35.8

1994 N (269 150 419
£FE |% |[64.2 35.8

1997 N 40 13 53
£=4 % |75.5 24.5

2000 N 65 52 117
£=4 % |55.6 44.4
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The study of personal information security and point monitoring in
Japan.

Agata Toshihiko, Shimizu Hidesuke, Matsudaira Toru, Sano Hironari, Nakamura Koji, Nishioka
Makiko (Department of Public Health, Jikei University School of Medicine), Takagi Hirofumi
(School of Health Sciences, Niigata University), Kawa Masako (Dept. of Terminal Care, Faculty
of Medicine, The University of Tokyo), Ryuu Shuhei(School of Health Sciences, Tokyo
Women's University of Medicine), Inaba Yutaka, Kurosawa Michiko (Department of
Epidemiology, Juntendo University School of Medicine), Nakayama Juichiro, Furumura Minao (
Department of Dermatology, Fukuoka University School of Medicine), Miyake Yoshihiro
(Department of Public Health, Fukuoka University School of Medicine), Kinjo Yoshihide {School
of Health Sciences, Okinawa Prefectural University), Niinura Michihito (Department of
Dematology, Jikei University School of Medicine), Ohtsuka Fujio (Department of Dermatology,
Tsukuba University School of Medicine), Ree Chonsu {(Department of Health Promotion, Tokyo
University School of Medicine) ,

In order to grasp the real status of personal information secunty and clinical epidemiological trends of
neurofibromatosis 1 (NF1) patients until recently in Japan , we did point monitoring (PM) survey of

NF1 to 72 divisions in 2003. And we did these surveys in 1997, 1998, 2000. And our survey plan was
under consideration by independent ethics committee of Fukuoka University and Juntendo University in
6 months. We obtaincd approval of 2 committees for this study plan. So we started the study in
November 2003. We started this survey in Autumn 2003,

We will collect informed consent from all individual patients by their doctors taking charge of their
health problems. The items of informed consents are analvsis of their carte, report to the committee of
their carte, study objecrive and design, protection of personal infromation and so on.

We needed long term as 12 months so our project should proceed slowly and deliberately. And many
patients of NF1 consult a doctor once a year or less, we need one vear or more to collect the
informations of NF1 patients who are treated in hospitals,

If this PM is finished, the characters of 4 PM surveys patients and 2 nation-wide epidemiological
surveys were in comparable situations. So we can judge the clinical and epidemiological status of NF1
patients in these 4 PM  and 2 nation-wide survevs. And we had 144 patients of NFI and did the study
of clinical ecpidemiclogy of NF1 in Japan. And we found many diffrent parts of the patients from the

characteristics of the former main surveys.

Key words:

point monitoring , NF! (ncurofibromatosis 1), nation-wide survey  personal information security.
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