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41~50A o] &} 3.49£0.60
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Ol & o]/ 3.43£0.50
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E == 3.5240.51

75480 A% o= 3.3240.42 -1.88  0.0646
=4 B 3.56+0.54
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A=} Azt Azt Azt Azt Azt

5041 o3} 3.95 0.87 3.75 0.77 3.51 067 3.95 0.96 3.19 043 289 0.86

oo 51~60  3.97 0.54 3.83 0.63 3.58 0.46 4.15 0.75 3.45 059 3.31 115

614 ol4 4.03 0.84 3.37 0.88 3.40 0.50 4.15 057 3.08 043 217 0.84
Fak 0.05 1.47 0.30 0.45 2.33 5.10
p-value 0.95 0.24 0.74 0.64 0.11 0.01

3 4.08 0.86 3.45 0.75 3.33 0.58 4.02 0.85 3.09 041 250 0.73

23w o 3.93 0.78 3.77 0.78 3.56 0.48 4.04 0.86 3.26 049 294 1.04
£k 0.67 -1.40 0.55 -0.06 -1.25 -1.86
p-value 0.51 0.17 0.58 0.95 0.21 0.07

FZolsl  4.00 0.67 3.44 095 340 048 4.13 067 3.15 032 234 0.97

wEols  4.07 077 3.78 071 3.46 0.61 4.11 084 3.26 053 2.88 1.02

= tiAleol4  3.79 0.87 3.63 0.82 3.61 0.63 3.87 0.94 3.17 045 294 091
Fzk 0.78 0.70 0.55 0.54 0.34 1.15
p-value 0.46 0.50 0.58 0.58 0.71 0.32

5 3.95 0.71 3.72 0.76 3.48 059 4.06 0.75 3.23 049 2.79 1.06

= 5 4.00 0.96 3.62 0.82 3.56 0.61 3.97 1.03 3.20 045 292 0.84
13k -0.22 0.48 -0.49 0.42 0.21 -0.50
p-value 0.82 0.63 0.62 0.68 0.84 0.62

o & 3.67 0.79 3.71 0.83 352 073 357 1.01 3.16 044 3.00 0.89

AZ A 71 401 0.79 3.68 0.78 3.50 0.59 4.09 0.82 3.23 048 281 1.00
£k -1.07 0.10 0.10 -1.54 -0.35 0.48
p-value 0.29 0.92 0.92 0.13 0.73 0.63

5 414 0.89 3.71 0.76 3.38 0.73 4.08 098 3.08 057 2.71 0.66

2 ¢ n 3.93 0.77 3.68 0.79 3.53 0.57 4.02 0.83 3.25 045 2.86 1.05
gk 0.83 0.11 -0.82 0.23 -1.10 -0.62
p-value 0.41 0.91 0.41 0.82 0.28 0.54

Wz 4.06 0.78 3.74 0.83 3.54 0.59 4.17 0.81 3.26 048 2.82 1.06

2 3.64 0.79 3.46 0.60 3.42 0.67 3.57 082 3.06 049 2.89 0.78

3hA}ote] e 400 094 4.00 035 3.25 0.35 4.00 1.41 344 0.16 250 0.35
17 Fzk 1.55 0.84 0.40 2.85 1.11 0.14
p-value 0.22 0.44 0.67 0.7 0.34 0.87

olmukelo] A 4.09 0.78 3.80 0.80 3.53 0.59 4.22 0.61 3.24 044 2.86 1.04

gy /ROl 375 079 349 071 345 061 371 1.09 317 054 278 090
BT 13k 1.65 1.55 0.54 2.05 0.56 0.28
p-value 0.10 0.13 0.59 0.04 0.58 0.78
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573 T i£F EFE EFE EF EF EF

BT oaa T oag T oag BT oag BT g BT gy

30%m%  3.67 0.91 3.35 0.75 3.09 0.67 346 100 3.22 051 274 0.82

o] &) 30%01%  4.09 0.72 3.82 0.75 3.67 048 4.26 0.66 3.22 047 2.87 1.05
A& 5k -1.95 -2.27 -3.81 -3.69 0.04 -0.47
p-value 0.06 0.03 0.0003 0.0005 0.97 0.64

ogr¥ 393 0.84 3.58 075 348 056 3.94 0.83 3.20 052 280 1.07

2] 7H] olg®E 405 070 3.89 0.80 355 0.68 4.21 0.88 3.25 039 289 081
=4 Lok -0.56 -1.51 -0.42 -1.16 -0.41 -0.36
p-value 0.58 0.14 0.68 0.25 0.68 0.72

1247k0)%k 3,00 0.72 2.89 0.63 2.83 0.30 3.00 096 287 0.31 225 0.68

Sl 124701 4.09 072 3.79 074 359 057 4.16 0.75 3.26 048 290 1.00
TS AR 3k -3.77 -3.06 -5.45 -3.76 -2.09 -1.68
p-value 0.0004 0.003 0.0001 0.0004 0.04 0.09

o 3.95 0.87 3.73 0.73 353 0.58 3.92 0.76 3.15 0.44 286 0.80

N olye 398 077 3.67 081 3.49 061 4.09 089 325 049 281 1.07
t5k -0.12 0.27 0.28 -0.73 -0.78 0.18
p-value 0.90 0.79 0.78 0.47 0.44 0.86

ot 3.72 079 3.52 0.61 3.37 051 379 095 322 048 284 0.98

A %7 ¥ 414 076 3.80 0.86 359 0.64 4.20 0.73 3.22 048 282 1.00
t5k -2.16 -1.54 -1.47 -1.90 0.05 0.05
p-value 0.04 0.13 0.15 0.06 0.96 0.96

ot 3.86 0.77 3.59 0.61 3.34 053 3.90 076 3.13 049 265 0.95

4 %4 ¥ 406 0.81 3.77 090 3.64 062 415 091 3.29 045 299 1.00
t5k -0.98 -0.95 -2.06 -1.17 -1.37 -1.37
p-value 0.33 0.35 0.04 0.24 0.18 0.18
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<HE7?> IHAFASAE ST A S T 3

EA4 T Pt EFHA T or F p-value

14 504 o]&} 3.56+0.44 0.84 0.4352
51~604 ©]3} 3.42+0.55
614 o] 3.36%0.49

‘4 w 3.50+0.51 1.30  0.1982
o] 3.32+0.45

ek & AAAZE 247049 wRk 3.31+£0.54 1.52  0.2273
24714 ~48704 mvk  3.42%0.53
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oy Q. 3.19+0.63
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<ES> TAFASAANT A 54 dohd Rzt 9
A e o & AA 4A 7|
=4 St %ﬁg%%ﬁg%%ﬁg%ﬂﬁg%%ﬁg%%&E%
A=) HAx) A=) HAxp Hap Hxap
5041e13F 4.18 0.75 3.99 0.63 3.52 0.70 4.30 0.82 3.31 0.48 2.78 0.81
51~60 3.79 0.84 3.65 0.83 3.42 0.58 3.78 0.93 3.27 0.44 298 1.04
a3 6141014 3.98 0.76 3.38 0.77 3.61 0.50 4.10 0.66 3.04 0.51 2.66 1.11
Fgk 1.37 3.01 0.49 2.27 1.72 0.58
p-value 0.26 0.06 0.61 0.11 0.19 0.56
=y 4.02 0.77 3.74 0.80 3.54 0.60 4.14 0.86 3.25 0.50 2.88 1.06
A o] 3.82 0.87 3.53 0.70 3.40 0.59 3.73 0.76 3.14 0.42 2.69 0.77
°= %k 0.88 0.98 0.81 1.77 0.82 0.67
p-value 0.38 0.33 0.42 0.08 0.41 0.50
2479wk 3.80 0.75 3.49 0.82 3.22 0.48 3.78 0.97 3.23 0.50 2.71 1.06
24~4871¢
= 3.83 0.72 3.78 0.72 3.52 0.59 3.93 0.90 3.13 0.46 2.85 0.88
ek & )k
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ABSTRACT

A Study on the Burden of family caregivers of

Amyotrophic lateral sclerosis patients

Su-Ki Paek
Dept. of Graduate School
of Public Health

Yonsei University

(Directed by Professor 11I-Sun Ko, R.N., Ph.D)

This was a descriptive study to identify the burden of family
caregivers of amyotrophic lateral sclerosis(ALS) patients and the
factors affecting their burden. The subjects were 63 family
caregivers of the ALS patients that were registered in the Korea
Association of ALS and using a respirator.

The research instrument was the measuring scale of burden by
Suh Mi-hye and Oh Ga-shil(1993) that was revised. Statistical

analysis included percentage, t—test, ANOVA and multiple regression
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analysis.

The result of this study were as follows:

1. The average age of the family caregivers of the ALS patients
was 48 vears old . 49% of them were female, and 89% of them
were married. 75% of them were spouses of the patients. 81% of
them had no jobs and 56% of them had average monthly income of
2 million won or less. 71% of them spent 30% of the income for
the patients' medical fees, and 89% of them spent 12 hours or more
a day taking care of the patients. 68% of them didn't have help
from relatives.

2. The average age of the ALS patients was 55 years old. 56% of
them were male. The average time after diagnosing the ALS was
45 months, and 41.3% of them has lived more 48 months after
diagnosing the ALS. 89% of them were taken care of at home, and
78% of them has used a respirator for six months or longer. 60%
of them had tracheostomy, 78% of them has used an aspirator for
six months or longer, and 83% of them couldn't change a position
by themselves .

3. The mean score of burden of the family caregivers were 3.45
out of total 5, which was higher than average. Their burden was

high in the area of physical and economical burden, while their
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relationship burden was lower than average.

4. There were significant difference between the family caregivers'
characteristics and burden in the medical fees and caregiving hours
a day. The level of burden was higher in the family caregivers
that spent 30% or more of family income on the medical fees than
those who spent 30% or less(t=-2.45, p=0.017) and in the family
caregivers that spent 12 hours or more a day taking care of the
patients than in those who spent 12 hours or less a day(t=—4.04,
p=0.0002).

5. There were also significant difference between the ALS patients'
characteristics and burden in position change. The burden of those
who took care of ALS patients that could change position was
higher than those who took care of ALS patients that could not
change position(t=-2.37, p=-0.0209).

6. The factor affecting the burden of the family caregivers of the
ALS patients was 12 hours or more nursing hours a day, which

explained 28% of the entire burden.

In conclusion, ALS patients was suffering severely. Since the
disabled conditions of ALS patient are getting worse, the family
caregivers experience a high level of burden especially in physical,
economic, and social areas. The factor affecting the burden of the

family caregivers of the ALS patients was nursing hours a day and
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the family caregivers burden was higher in the group of spent 12

hours or more a day taking care of the patients.

* Keywords : burden, family caregiver, amyotrophic lateral sclerosis
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