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QOL profile of 32 intractable diseases patients

Kazuko Mitoku (Faculty of Medical Welfare, Kawasaki University of Medi
cal Welfare), Tomohiro Matsuda (Division of Epidemiology, National Instit
ute of Public Health), Naoko Masaki (Kurume PHC), Masaki Shinjo (Publi
¢ Healh/ Epidemiology, Okinawa Nursing School), Setsuko Taira (Miyako
PHC), Kiyomi Sakata (Department of Public Health, Wakayama Medical Sc
hool), Takuya Sugie (Division of Epidemiology, National Institute of Publi
¢ Health), Masaki Nagai (Department of Epidemiology, Saitama Medical Sc
hool), Masumi Minowa (Division of Epidemiology, National Institute of Pu
blic Health)

In this research, we observed the feature of QOL of the patients with an “intractable” disease for those
who registered in the database of the regional cohort study. These patients are receiving the public
financial aid in 37 health centers in the country. The epidemiology and health welfare information
questionnaire (health status, public welfare and health service use, working status, smoking and
drinking habit, etc., and ADL) and the QOL questionnaires (SF-36 and the QOL scale for intractable
disease patients) were used. The score of the SF-36 each subscale and the QOL scale for intractahle
discasc patients were of wide variety. and the cluster analysis according to the subscale score of SF-36
was realized. Number of patients who answered both QOL questionnaires SF-36 and the QOL scale
for the intractable disease patients were 2380 (32 diseases); 1560 neural-muscle disease patients, 153
immunity system disease patients, 120 digestive organ disease patients 65 skin and connective tissue
disease patients, 53 blood disease patients, and 429 other diseases. As a result of the cluster analysis,
the discases were classified into four groups according to the QOL profile. It was clarified that there is

a gap between the QOL profile groups disease group based on their type.

Keywords: Intractable disease, QOL, SF-36
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1. SEHI, XEROFELE

Cases Controls *P
EFE (B &) 67 (42/23) 227 (135/92) 0.637
SEEN (55 44.6 (20-79) 47.4 (18-78)
Med=43 Med=47 0.134
E#EE (em) 163.9 (141-182)  163.9 (125-184) 0.997
Med=185 Med=164.8
THEE (kg 59.2 (40-91) 60.1 (41-95)
Med=58 Med=0G1 0.583
20/ RS AT (k) 54.4 (40-85) 56.7 (40-130) 0.340
Med=55 Med=55
Body mass index (kg/m?) 22.1(16.4-32.0) 22,4 (15.3-31.4)
Med=21.9 Med=22.1 0.371
1IBMHT-0OiR It (@/week) 356.4(0-1579.2) 2514 (0-3633.7)
Med=89.3 Med=54.0 0.066
1AEEARE (A H) 13.8 (0-53) 11.1 (0-65)
Med=15 Med=0 0.041

* Statistical analyses were done using chi-squared test, Student's t test, or
Wilcoxon rank sums test where appropriate.
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#2. PETERR /A RIEL A AL NI B DB

Cases Controls Crude Odds Ratio
n (%) n (%) OR (95% CI) p value
RFREE + 7 (10) 11 ( 5 3.29(1.17-9.24) 0.024
- 60 (90) 214 (95) 1
ek + 11D 5 (92 0.63 (0.07-5.87) 0.631
- 66 (99) 220 (98) 1
&5 ifn = + 7 (10) 26 (12) 1.11 (0.42-2.93) 0.840
- 60 (90) 199 (88) 1
FEERIS + 2(3) 12( 5) 0.55 (0.13-2.32) 0.419
64 (97) 210 (94) 1
EAs M fE + 24 (36) 66 (30) 1.45 (0.78-2.67) 0.239
- 42 (6D 156 (70} 1
R + 12 (18) 23 (10 2.07 (0.91-4.67) 0.082
- 54 (82) 200 (90) 1
=FLES + 39 (43) 79 (36) 1.38 (0.89-2.15) 0.154
- 25 (39) 141(64) 1
EEIH + 23(37) 38 (18) 3.26 (1.66-6.40) 0.001
- 40 (63) 178 (82) 1
AFaAFHE| (F ) + 39 (60) 25 (12) 13.5 (5.93-30.5) 0.000
- 29 (40) 186 (88) 1
AFaARHI (BN + 16 (25) 25 (12) 2.62 (1.28-5.36) 0.009
- 47 (75) 186 (88) 1
IEAR A -+ 18 (29) 35 (16) 2.36 (1.14-4.90) 0.021
- 45D 179 (84) 1

Fe3. URAEE L RERAE KRR A BUASE

Cases Controls Crude Odds Ratio
n (%) n (%) OR (95% CD"  p value
M AR
i 21 (32) 112 (500 1
HIES 11417 34 (15) 2.25 (0.89-5.65) 0.086
PRI 336D 78 (35) 2.49 (1.25-4.95) 0.009
(trend: p=0.011)
MEA (A, B)
FEEE 23 (39 116 61) 1
<20 14 (21) 34 (15) 2.35 (1.05-5.27) 0.038
20+ 30 (45) 77 (34) 2.29(1.10-2.76) 0.027

(trend: p=0.024)

Pack-years*

BRIEREAL 25 (37) 119 (52) 1

<10 8{(12) 24 (11) 1.89 (0.54-3.58) 0.494
10-19 13(19) 23(10) 2.84(1.21-6.63) 0.016
20+ 21 (31) 61(27) 2.02(0.90-452) 0.087

{trend: p=0.033)

*pack-years=~/3%2 74 X WHE
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F4. BB REFFRIEREEFBUR

Cases Controls Crude Odds Ratio
n (%) n (%) .OR(95% CI)"  pvalue

Flusher / non-flusher status

Flusher 331 119 (54) 1

Non-flusher 32 (49) 103 (46)  1.06(0.60-4.85) 0.870
RIEER

2L 1327 65 (29) 1

L Ey 1(D 6(3  0.70 (0.08-6.65) 0.760

HE B 22 (33) 93(41)  0.87{(0.41-1.85) 0.725

7 B &KiB 26 (39) 63(28)  1.50(0.67-3.39) 0.328

(trend: p=0.197)

WO & (g/veek)

JEERIBH 18 27) 71 (31 1

<320 5( D 36 (16) 0.50 (0.15-1.62) 0.246
320-799 20 (30) 68 (30) 1.36 (0.62-2.99) 0.445
800+ 24 (36) 52 (23) 2.96 (1.13-7.71) 0.027
(trend: p=0.028)

Drink-years*

BRI 2L 18 27D 74 (33) 1

<1,480 18 (2D 77 (34) 1.00 (0.46-2.18) 0.994
1480+ 31 (46) 76(33) 2.37 (1.00-5.61) 0.050

(trend: p=0.055)

*rink-years=x ¥ /—/l(g/veek) X BRifi FE 4
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%®6. AREATFI-RATI2ERELOLK

HERET % B
HEE BEMEIE) AFOSFK PRa—N EEHY @ELHL ATRAAL K Tl
@ 1955-76 1,155 (1) K] 3 7 K} 0.9 3.1
@ 1977-82 794 (1) 44 23 - 33 0.7 3.5
@ 1987 1,843 (1) 37 23 - 40 - -
@ 1994 2,195 (P ) 50 27 2 21 0.6 2.9
1,218 (P B) 33 46 3 18
976 (P %) N 4 1 24
448 (1 ) 44 30 2 24 0.5 2.4
246 (1 B) 28 48 4 20
202 (1 %) 64 7 1 28
@ 1997-2004 1,126 (1 &) 49 33 5 12 0.9 3.7
ni a8 37 47 7 9
409 (I %) 70 10 1 18

I: incident case (3718) P: prevalent case (3fB+IHE)
S FATLMELIROEE
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