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In Ichinomiva PHC, Aichi Prefecture, the information, such as clinical, epidemiological. hecaith and welfare
information, on individual patients suffcring from Parkinson's disease and spinal cerebellar degencration, as well
as the information on the actual statc of rccipients of welfare services have been collected and made into a
databasc, and a cohort analvsis of them has been carried out. Obtained results are reported here.

As to patients as subjects of this study in Ichinomiya PHC. a rate of recieving public scrvices tended to nise
according to a dechine in ADL. Means on SF-36 scores of patients in Ichinomiva PHC was as high as compared
to their respective national average scores. Means on SF-36 scores of patients tended to lower according to a
decline m ADL. As to patients who had high ADL and recieved public services in Ichinomiva PHC, means on
SF-36 scorcs of patients was higher compared to them who didn't recieve.
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The subjective QOL of patients suffering from
spinal cerebellar degeneration
-A cohort study of intractable diseases patients for public health centers-
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In three PHCs, Fukuoka Prefecture, the information, such as clinical, epidemiological, health and welfare
information, on mdividual paticnts suffering from spinal cerebellar degeneration, as well as the information on the
actual state of recipients of welfare services have been collected and made into a database. and a cohort analvsis
of them has been carried out. Obtained results are reported here.

As 1o paticnts as subjects of this study, the rate of patients in 60's and 70's was higher compared to their
respective national average rates. As to the demand of recipients of public services (services offered by home
helps and nurses), they demand Short-Stay Service, Reforming House Service, Fmergency Calling Service. We
nced to respond the demand of individual patients suffcring from spinal cerebellar degeneration.

Key words :  Fukuoka Prefecture, patients suffering from spinal cerebellar degencration, QOL
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The subjective QOL of patients suffering from
amyotrophic lateral sclerosis
-A cohort study of intractable diseases patients for public health centers-
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In a scrics of our studics, the mformation, such as clinical, epidemioclogical. health and welfare information. on
individual patients suffering from amvotrophic lateral sclerosis, as well as the information on the actual state of
recipicnts of welfare services have been collected and made into a databasc. and a cohort analvsis of them has
been carried out. In this vear, a follow-up survev was carnied out. Obtamned results arc reported here.

Means on subjective QOL scale changing scorcs adjusting scx, age cohort, and ADL according to discasc were
only asssociated with chaging ADL. Especiallv, they were associaled with a change of walking action in patients
suffering [rom amyvotrophic lateral sclerosis. We need to provide individual patients suffering from amvotrophic
lateral sclerosis rchabilitation service.

Key words :  patients suffening from amyvoirophic lateral sclerosis, cohort study. QOL
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Methods to investigate the prognosis of intractable diseases
using various kinds of materials

Hideaki Nakagawa, Katsuyuki Miura, Yuko Morikawa, Muncko Nishijo (Department of Public
Health, Kanazawa Medical University), Takashi Kawamura (Kyoto University Center for Student
Heaith)

Three kinds of matcrials could be used to perform prognosis surveys of intractable discases, which are: (1) data
from patients receiving public financial aid for treatment, (2) data from patients consulting doctors who are
involved in a national rescarch committee of intractable discases, and (3) data from patients mvestigated in the
second survey of a nationwide epidemiological survey. Merits and dements in using each material were
discussed cspecially in terms of privacy protecting. In using data from a nationwide cpidemiological survey. the
following issues would be needed to consider: (1) information of prognosis survey for doctors at the time of a
nationwide epidemiological survey, (2) including items for a prognosis survey in the forms of a nationwide survey.
and (3) need for approval by IRB (institutional review board).

Key words : prognosis survey, nationwide epidemiological surveys, privacy protecting
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) (6 W A& 5O
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trend P2 = 0.025 trend P = 0.80
UZHKEMmME ( rrHg)
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trend £ = 0,005 trend P = 0. 11
a) Cl: confidence interval .
b} RR rate ratio.
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a} CI confidence interval .
b} RR: rate ratio.
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AR B . ACE [L#
Ca tfTMECLLIMELRBIEANY A2 L
F2lRITHMIED

RN Al
¥ %8 HA o 1
@i, MEHLREA, OUFEZF LT F= Lol

Al

RIER. RIE

7 L7 . A AERATR )m;o¢ﬁcﬁ¥L
A kR BT ToHE R T, PRI (AR
262, 95%BHIEM 1.04-6.64) & Ca ﬁnF‘
&ﬁm“ow BO(E 1,94, 95%IERIKM 1.12-3.35) #°F
B A T Biglasreml iz,
i TH TR R =27 OERK &20&\%%
MTHBETh-ZHTITEMmENZ A E
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Wmﬁwfﬁﬁﬁmwz:f%ﬁWLt
4 ) EWEAFEBITEERMM 2 ik
4 IEH% 05 0.99960554 & HEE &
-

BlonE AT G A



%3 EDABBEOHEBCIEBHBHBRIEAIRILOBEE
HgE @A 1 ERBBAE HETEEMN S 2%, L
N AFE B % 95% QO RR® 95% O RR 95% Cl

oo R 3

L 386 1269.2 12 3.5 1.5-5.4 1. 00 1. 00

H 1796 6117.7 123 7.4 6.0-8.7 2.11 1.17-3.82 2. .62 1.04-6.64
P =0 013 P = 0.042

BIREBARATOA4K

L 1392 4681.3 80 6.5 5.0-7.9 1.00 1. 00

&Y 759 2641.5 55 7.3 5.3-9.3 1.22 ¢.87-1.72 0.83 0.51-1.34
P =0 26 P =0 44

% 1D &l Al

7L 1901 6494.3 110 6.2 5 0-7.4 1. 00 1. 00

HL 232 792.8 21 9.9 5 7-140 1,55 0.97-2.48 0.82 0.41-1.65
£ = 0.065 P =057

ACE[R & #

HL 1505 5061.3 67 4.8 3.7-6.0 1. 00 1.00

H 623 2198.7 65 0.7 8.1-13.3 2.22 1.58-3.13 0.86 0.54-1.37
£ ¢ 0,0001 P =053

Catf fn 3

L 1695 5866. 3 38 2.4 1.6-3.3 1.00 1.00

HuY 427 1384.9 93 22.8 18.6-27.0 10.0 6.91-14.6 1.94 1.12-3.35
£ < 0.0001 P =0.018

a) Cl: conficdence interval.

b) RR rate ratio

c) P, WHEMME. REA. REM. MELEA. OBIL7F0EOEN. PEARERFR( K2 O
EXEBERMFTTEEBMBEBAY A2 LBILICEEL TOWV-ER) & FRE #AE.
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®4 FHREENADTF
5l EEi(R) IR ME (mrHg)
% 5 A37 & A3F %I AO3F InfEymix 2aA7F
i 0 -21 0 33 -10 -147 0
B -4 22-23 -1 34 -11 148-151 1
24-25 -2 35-36 -12 152 2
26 -3 37-39 -11 153 3
27 -4 40-41 -10 154 4
28 -5 42-43 -9 155 5
29 -6 44-47 -8 156 6
30 -7 48-57 -7 157 7
31 -8 58- -6 158 8
32 -9 159- 9
— REB R ¥ M ( RBC/HPF") mELESR (g/dl) NEBERMA
REB AJF R#m ADF mMAEHEERD A7 BEHEMA A37F
(=), (x) 0 7L 0 7.5- 0 F &% B it B o
(+) 8 1-29 17 7.4 3 S Wil
(++) 17 30- 10 7.3 6 B iF 8% ?
(+++) 20 7.1-7.2 8 T & &
6.8-7.0 7 T B ¥ 5
6.6-6. 7 8 F#ET B 8
6.4-6.5 9
6.3 10
6.2 11
6.1 12
-6.0 13
a) RBC/HPF: red blood cells per high-power field.



®a 0JF FHREENZROTF

mEILFF=—> (me/dl)
JUFF= RAF7 HUFF=—> RAaF HDLFPF=—v X7 JUFF=—> RA7

-1.25 0 1. 38 18 1. 66~1. 68 31 2.15-2.17 44
1.26 1 1.39 19 1.69-1.72 32 2.18-2. 20 45
1.27 3 1. 40 20 1.73-1. 76 33 2 21-2.23 46
1.28 4 t. 41 21 1.77-1. 80 34 2.24-2.26 47
1.29 6 1. 42 22 1.81-1.85 35 2.271-2.30 48
1.30 7 1.43 23 1.86-1. 80 36 2.31-2.33 49
1.31 9 1. 44-1. 45 24 1.91-1. 94 37 2.34-2.37 a0
1.32 10 1. 46-1. 48 25 1.95-2.00 38 2. 38-2. 40 51
1.33 11 1. 49-1. 51 26 2.01-2.02 39 2.41-2 44 52
1.34 13 1.52-1. 54 27 2.03-2.05 40 2. 45-2. 48 53
1.35 14 1.55-1. 58 28 2.06-2.08 41 2. 49- 54
1.36 15 1. 59-1. 61 29 2.09-2. 11 42

1. 37 16 1.62-1. 65 30 2.12-2. 14 43

£5 [ B5A37) BlO2 G500 4 EHOBMBITREREAY X9 FRE

A3t _TPHIE (W &3 _FAME (%) &5t _ FHE (W &t FHE W & THE (%
:u?Zﬂﬁ4¢@z:72E@Mﬁku72&%4&@1:72@@Mﬂ%ﬂ7ZEH4EE

=0 000 00 22 0.1 0.4 44 .2 32 66 10.3 25.2 88 62.7 927
1 0.0 0.0 23 0.1 0.4 45 1.3 3.5 67 11.4 27. 4 89 66.4 94.5
2 0.0 00 24 0.2 0.4 46 1.5 3.8 68 1225 29.8 90 70.0 95.9
3 0.0 0.1 25 0.2 05 47 1.6 4.2 69 13.7 32.4 Nn 73.6 971
4 0.0 0.1 26 0.2 05 48 1.8 4.7 70 15,0 351 92 77.0 98.0
5 0.0 01 27 6.2 0.6 49 2.0 52 [ 16.5 38.0 93 80.3 98.7
6 0.0 01 28 0.2 068 50 22 57 72 18.0 41.0 94 83.4 99.2
7 0.0 0.1 29 0.3 07 51 24 6.3 13 19.7 44.2 95 86.3 99.5
8 0.0 o1 30 0.3 0.8 a2 2.7 6.9 74 21.6 47.6 96 88.9 9497
9 00 0.1 31 0.3 09 53 2.9 1.6 75 23.6 51.0 97 91.1 99.8
10 0.0 01 3z 0.4 0.96 54 3.2 8.4 76 25.7 54.5 98 93.1 999
11 00 G 33 0.4 11 55 3.6 9.2 77 28.0 58 2 89 94.8 100.0
12 0.0 0.1 34 0.4 1.2 56 39 101 78 30.4 61.8 100 96.2 100.0
13 0.1 0.1 35 0.5 1.3 57 43 1 79 33.0 655 100 97.3 100.0
14 0.1 0.2 36 6.5 1.4 58 48 122 80 35.8 69.2 102 98.2 100.0
15 0.1 02 37 0.6 1.6 59 5.3 13.4 81 38. 7 727 103 98.8 100.0
18 0.1 0.2 38 0.7 1.7 60 58 147 §2 41.8 76.2 104 99.2 100.0
17 01 0.2 39 0.7 1.9 61 6.4 16.1 83 45.0 79.6 105 99.5 100.0
18 0.1 0.2 40 0.8 21 62 71 177 84 48.4 82.7 106 99.7 100.0
19 0.1 0.3 41 0.9 24 63 7.8 19.3 85 1.8 856 107 99.9 100.0
20 0.1 0.3 42 0.99 26 64 8.6 211 86 5.4 88.3 108 99.9 100.0
21 0.1 0.3 43 1.1 2.9 65 9.4 23.1 87 59.0 90.6 109- 100. 0 100.0

V27O FHEEZRE LA (KR5). &R FOBEBWITZNTH 0.1% (95%(EFEKE M

W TEFE AT BRS500ES. 4 FEHoFH 0.0-0.4%)\ 1.3% (0.0-2.6%). 82% (1.9-
FrE AU 27, (1-(0.99960554)rp3010y x 14.5% ) . 55.7% (42.6-688% ) . 70.6%
100=5 7(%) & TRl XN 5. (60.1-81.1%) T, TH# FHA=270F —
B 1AL 4 2o THLEATE AN A 7 5 A~OESFEEFTH.
WL ERoBAFEOBERLEL. 4 EM
o T {ﬁ'J FEATE ONY A Z A 0.0-09% = g
(n=1,129) . 1.0-4.9% (n=390) . 5.0-19.9%
(n=87) . 20.0-59.9% (n=62). 60.0-100.0%

(n=87YDOBHICHBITH, 4 FHRBENEA THEAFICOWTOHH KT 1 o

o
E‘,‘%l
e
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