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24

2147) dulelste] 2E2E 0 bde A3 3
woj oiat 9 2 3uy 5% Aoy o=
Agelsteoz 1 99 2 A=y L MLEA Est
I gl 87 - YA GS] A EAAT. ol
ARS g JEe A= B4 B¢ SAF 28L& FHo
of 3lvj 1 71EL Toe] ABY| PP EE =2
d g FNF 12& Ae §F A S ¥ F
22 2 g9, @A S xteze @4
o] o}gtH(Ministry of Health and Welfare, 2003).

SAAT s AARAZTAME AT 1000
o 650 A 1,000 Alole] Aoz fFAgsin g3,
=23]7] o] FZAIEN (2005) ol =} /- E<] 20,000
olgtolm HAd A7y thAFFol MEHA &
A¥ez By Yot BAEXR AFAH(2000)
dAE FAAGE FdA FPshe Ades U F
W go] 20,0008 vlTte g FAsE A#oz A A
o] A3 g AL wiAEln 2] $AH FHF
AR A ¢4 B AL NHE § e AF ez F
oatm Um, dAFAFL ‘diEe ARTE PR
#e)t oleig] FRel Aol Agsitkn AzsHe A
olgtm Aoslm givk. AA FAAARY FiRe A AA

o T

flo o

* epEAL BAAEER
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Hog o 50000F 2l oz FHsn glovt
&5 ojgte] wad wel Ay AR FAAE]
e d% 271 Aoz AYsElm Ui(Chang &
Yoon, 2000), W 39 - @@ ARFeR
500t Hog FAslm o (Korean Orphan Drug
Center, 2005).

ARAME A - XG4 EA dal 20013FH
ZUNZAYBRG APor FAHSE duHsLA
Z DPARA N8R 5 478 A3, ALEZ g
9zu|g A3y AFEE, 2002494 64 2,
2003l 874 A% 2004dE 1171 A%, 20059
de 7178 A, 2006de 8971 Aoz st
A¥s AtHMinistry of Health and Welfare,
2006). ABAYL BArd gy, A, Py}, &
FRzy] =E AL3E7 AHE didE, ARRT §
o2 Aol glew, WA AFrER L£5¢EH
Aoz Atsta k.

20059 1297 A 2A8ARd FEso] g
2 X9 w1 Jde A - IANAEBARE 16,7561
13 DAARH EMBA7} gk (72.3%) 8 AAE
P9u(6.8%), =3H(7.2%) ol 1 HE <1 3t
o] & ALA] 257 B 555 e #dre F
3,18690]™ wIARAZo|l 68%F AABtL thEel

°ow(8.4%), 254 (6.3%), 22 (3.9%)9 &eltt
(Ministry of Health and Welfare, 2006).
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g7 - dAgARe A A ol 2™
Zo| HE27) did @xle] dAyBE Wasle] Fx}
= FAAQ 42 A4 Ha oz A rIEe St
Z7Ystm, JkEel Regtol jZARA ¥ AW #
Ao A B G v ® ol 7i5e] de 2
£3 A3k (Deimling & Bass, 1986: Lee,
2004).

AAZAME JALEA FHE J F FAZE &
g A yzAn #y S54Y AHA g9 € do
gulolA & 2 8Y] § EQNgE 4F Add AP
dgH g A7 IALER Az 24 ¢ 94
As 5% 243 =X, AGAE FAY HAEA| A
2 AFE AT dAAAS Bl F ¥EHI #YE §
2 ok a2y fejuEeld e oldz MY 712
FHE 2= AYR meotso] YA g1 o84 A4
T dRSAelA F@stw glon, A J1EE A L
Hel Axu AAE agrAe] zFolA YA gol B
Aol 8 € A LSl 7HEe Fadel
L 71EE T QtHLee, 2001). 28] X AA A
= 98 Adde wE #AE0) Ho A AHHPE, 9
8] AHgel HEy, FHA YN RER, AY U
4 APl Aol AAY, NgRFY L APy &
A7FEA Soll Uit 7t glo] ©es] AT A dst
3 SJtH(Ahn, 2005). wabx] Exie} 7io] APshe
2AAel Heiztyl 4o 2 FE Heoldle] Q]
2953 o] Hasjct

39 - I AR FEE d7e A - FX4AS
Ae] ARB|EREA FHA AAJE #elAA £ ALA
Adl #% AF1(Ahn, 2005. Chang & Yoon, 2000:
Kim, 2002: Lee, 2004)¢} Bzl Hdel& 24 4
F(Kim, 2004)7) & ¥ B8 AZAE dde=z 3
dATe ot 4 gloth

ayez B 47 3 - G448 28 AT
Bbztal ghel A A= motsle] ojge RS ¥
F3 4o AL AT 4 BEFAUE 245,
3 oz A 2 FF FPAge AgAA 2 AL
AA A Al B8 ATAE X FA vk E A9
712 282 834 Alzdlgon, d3e FAH
EA e tgs ek

A, A7k A - GALABAG B8 ABA] D
S4S shepach

A AALE| 2 EE A AL17E A3E

SA, A7t B - SARAE B8 A4 v
2 ATA L B9 YuH S4o me ¥
7e At

AR, A7} B9 N4 ER Y AT Sl A3
E¥ AT 2 BAe Yud 549 He el
4% AP,

dA, A7 BA - GAAS BE A e
el Aztel A Tropet.

2. 80j9l Fef

D g9A -84

3|9 - @A) F X8 P gAY BT dH
E8 B dFdAMe 20069 A - IXA3AEA o8y
A9 Al g AR stk ARAREA, Eeu,
o5, 3MY, WAEY, 2y, ofdRel=F, chd
273 5 98/ AL A (Ministy of Health
and Welfare, 2006).

2) A7t 3 - ERJAE 28 ATA

A71zte] Age Mg ¢ EE 982 s A -
AN ARAE F2 FHE A(primary caregiver) 2
B dRdAe BAE M FE2 BRI AFE
FE & A9 F9 FARE oui@t)

0. A7y o 4y
1. A7 A

2 AZE Art A9 - G A BE AT g
o2 $AT BEAM AZse yagst 49 4 7
Walrl A Aed zARE Tt

2. AFCHe o Y

gAY 257) HRALE AN Wt 57 Aoz
Fesel 2 AN 144, 57 BALE B 389
2 Y Az $EHe e I - UL
60294% H@sigon % APAS Uyoz 4
gk SU2AE AAsigch ozY 37F 9
uRde] WA A7t BF ATAY AE a7
2Hg 4gstn Aol B AE B UL
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ZAE AAlBKE R, et 84 ke &8 A3
ofd ZAfolle Vo2 AEAE LFsl FHoE 3
=g siglch. A7 200613 39 25U %H
59 124714 & 49¥zelued, &9 31189 A
& F §4o] EYAE 11389 A8E AYF 30084
ARE HFEANWILE A

3. A7

E8AZake] #2722 Montgomery, Stulld
Borgatta(1985)7F 7Wd&lil Suh$t Oh(1993)7F #+
A - 243 =78 AHSIT o] =7 F 258, 5
A GG A, FAE, AAF, ARE, oEF o)
Z Likert 53 =2 =S Holx H47t &5
5 Heizlo] &8 9ou|dhs, /WddAl Cronbach’s
alphagt& 890|%lon £ A= 90|31t}

#e A 53 =FE Min $(2002)°] $% Bt
d=d 4 4 719¥ H=(WHOQOL-BREF: World
Health Organization Quality of Life assessment
instrument)& AMESIAL. o] =tE F 2683, 570
G (AAH, Aded, ABE, 84, ANy e ZA3
dubdl A7) o2 FAso] 3len Likert 53 3
=2 F47l @S58 ge] ol ¥E-g oulgic). sy
2l Cronbach’s alpha#te 890111 E dAFdA+=
.88°1tt.

4. RgFAUY

3" A2E SPSS Winlver. 14.0)% o] &3l
43519 c) gl 2 S8 AlFAe] 96y 54, AYE
A, B2 o] e J|eBAE AEstEn, ddA
2 Fale] duky B g B8 A Reid
o] A2 t-tests ANOVAR AR, A3HAE
Scheffé test® AT =3 22743 4te] Ao #

A+ Pearson correlation coefficientsZ At&31{ch.

m. A5 2o

.

1. 88 HM3Xtet #xte ety £4

B8 AT 4ol 62.8%2 FPEY %z, ¢
e W 47.78(x12.85)M 2 4 18MFH Hd 85

AAR G}, w27t 52.6%2 B Bm, d&o

A (24.7%)820, 825 E& 717 52.3%7F 69
ojdelrk. 71.9%7t nsdw & ol FHE st
A1 N, 66.3%7F FugE A ok FRE
x3sl 61.6%7F Aol g, 7HFALE 7.5%
=gt n e9sn, 28.2%E ‘¥ 1009 o8l
3 egslgen, Azl AxE ARdH= 52.8%7t

(Table 1) General Characteristics of the Caregivers

(N=300)
Characteristic Category n %
Gender Male 111 37.2
Female 187 62.8
Age(years) {30 26 8.9
30~39 58 19.8
40~49 67 22.9
50~59 84 28.6
> 60 58 19.8
Relation to the Spouse 157 52.6
patient Parents 57 19.0
Children 74 24.7
Siblings 9 30
Others 2 07
Caregiving (12 21 7.0
period(months)  12~23 24 8.1
24~35 31 104
3659 42 14.1
60~71 24 8.1
= 72 156 52.3
Education Elementary school 41 13.7
Middle school 43 144
>High school 215 71.9
Religion Christianity 105 36.0
Catholicism 46 15.8
Buddhist 38 13.1
Others 4 14
None 98 33.7
Occupation Yes 114 38.4
None 183 61.6
Marital status Not married 42 14.1
Married 242 81.2
Others 13 44
Monthly { 500,000 38 14.3
household 500.000~¢ 1,000,000 57 21.4
income(KW) 1.000.000~¢ 1,500,000 60 22.6
1.500,000~¢ 2.000.000 55 20.6
> 2,000,000 56 21.1
Perceived health Very healthy 7 2.3
condition Healthy 134 449
Unhealthy 119 39.8
Very unhealthy 39 13.0
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‘217338 ek 2 SFA K Table 1).

EE AFAL B 849 57.7%¢ @A, 4
#He HE 50.16(x17.55)42 0MRE 817N
o, 194 vighe] 8.7%3, 604 oldo] 34.7%2 7t

(Table 2) General Characteristics of the Patients

(N=300)

Characteristic Category n %
Gender Male 173 57.7
Female 127 42.3

Age(years) (19 26 8.7
20~39 43 14.3

40~59 127 42.3

> 60 104 34.7

Marital Status Not married 55 184
Married 204 68.2

Others 40 134

Education Elementary school 65 21.7
Middle school 40 134

High school 133 44.5

2> College 45 15.1

Inschool & preschooler 16 5.3

Religion Christianity 113 38.0
Catholicism 48 16.0

Buddhism 42 14.0

Others 6 2.0

None 90 30.0

Occupation Yes 32 10.8
None 249 83.8

Student & not attending 16 54

child

Duration (12 15 5.0
for disease 12~35 45 15.1
(months) 36~71 80 26.8
72~119 48 16.1

> 120 111 37.0

Disease Genitourinary system 210 70.7
classification  Nervous system 33 11.0
(ICD-10) Blood and blood forming 23 1.7

organs

Musculoskeletal system 15 5.0

Digestive system 6 2.0

Congenital anomalies 6 2.0

Others 5 16

Diagnosis Chronic renal failure 210 70.7
Muscle disease 28 9.4

Hemophilia 23 7.7

Behcet's disease 8 2.7

Lupus 6 2.0

Crhon’s disease 5 1.7

Multiple sclerosis 4 1.3

Others 14 45

AdA B 5 EE A A17E A3E

24 g2tk 68.2%7F 71EARD, 59.6%7F 15E
Zq o4t F}HE A1 Yo, 70.0%7t FEE
7 iz, A, BlFE obEg Xt 89.2%7t
Ao} gtk EANL 61 ool 53.1%Hx, E
e vARAZ 70.7%, 28W 9.4%, Y+H
7.1%. 716} HIAEY, ANFNY 22 389, thd
R7R3EE 5 1571 dge] UAKTable 2).

=

2. B8 NBRY 2z

28 AFAY paEge 54 9d F #d 3.4230]
Atk dddze AAE 9] g Eggo] 4.28%
oz S Eu, chgo o&EH, AHA FHZH3E5
), AAF BR7H3.27H) 9 woldm FMA B
o] 3.13 2 71 Rttt

S8 AFAe gukd EAd) ©g Bghe (Table
33} 2o}, Ao FAEe} Rk Aot Rl =
U(t=-2.245, p<.05). dHo°] BEFE ¥ =
74 foleAdl 'skew, AREZIA (Scheffe) 23 309
olgtrt} 50tle} 60thel ¥zl EHF=10.071,
p<.001). #xiele] AA e Bz vl At R
g A, A8 28 AFARG Fot E%cHi=
4.409, p(.001). $AE EE 7|7lo] A4E Fdzho]
ook, BAH 893 alole Rolx eigith EE A
Falel &8(t=2.473, p{.05), Fm(t=-3.609, p<.001),
HYHF(t=2.131, p{.05). A& (F=6.712, p{.01).
MY (F=3.038, p{.05)c] uwel Fgzol #od3t
apol7h Sich. E& AFAL AAE AAAHE 57
7tel zlole AZRAEF Ymon $Ed AL ‘Fohn
g3 Aol ulsl foEA E=heH(t=-5.161,
p<.001).

#xle] B0 w2 R FQJ(£=2.299, p{.05),
AEel(£=3.543, p(.05), FEF(F=2.975, p{.01)
o wat §old o] B Byen, Yo e AEs 7]
EAR S Fgge] wdrh Ao TR/ wet 2
2ol #olgt Aolg Bed AMEHEZF(Scheffé) A
ABAAA dAAAEA Bk Bgzdel o Ut
(Table 4).

3. 25 HM3Xe 49 H

BE AZA #e] A& 53 9HeA #F 2.713
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(Table 3) Burden related to the Characteristics of the Caregivers

(N=300)

Characteristic Category MeanSD tor F p
Gender Male 3.38+.68
Female 3.58+.73 2.245 026
Age(years) <30 3.08+.51 ab
30~39 3.13+.63 «d
40~49 3.41+.62 10.071 (.001
50~59 3.58+.46 a ¢
>60 36759 b d
Relation to the patient Spouse 3.57+.56
Etc. 2.26+ 59 4.409 (.001
Caregiving period(years) 1 3.19+.56
1~4 3.39+.59 1.960 .143
>5 3.46%.60
Education < Middle school 3.67+.68
> High school 3.44+ 72 2473 04
Religion Yes 3.61£.75 _
None 3.29+.60 3.609 (.001
Occupation Yes 3.39+.76
None(include housewives) 3.57+.67 2.131 034
Marital status Not married 3.11z.51 a
Married 3.48+.60 a 6.712 .001
Others 3.42+.60
Monthly household None 3.65¢.59
income (KW) (100 3.51%.58
100~199 3.35+.58 3.038 030
>200 3.26+.66
Perceived health condition Healthy 3.292.71 _
Unhealthy 3.70+.66 5161 (001
a, b, ¢, d: Scheffé
(Table 4 Burden Score related to the Characteristics of the Patients (N=300)
Characteristic Category Mean = SD tor F p
Gender Male 3.47+.62
Female 3.36+.57 1.484 139
Age(years) (20 3.21:.65
20~29 3.21+.51
30~39 3.21+.64
40~49 3.45+.61 2.107 065
50~59 3.48+.55
>60 3.49= 61
Education In school & preschooler 3.15£.62
<Elementary school 3.44+ .67
Middle school 3.50+ 49 1.457 221
>High school 3.42+.59
Religion None 3.31+.57
Yes 3 46+ 60 1.897 .059
Occupation None 3.45%.59
Yes(include students) 3.22+.64 2.299 022
Marital status Not married 3.28+.63
Married 3.48+.59 3.543 .030
Others 3.28+.57
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(Table 4. continued) (N=300)
Characteristic Category Mean * SD tor F D
Disease period(years) 1 3.29+.60

1~2 3.47+.68
3~5 3.33:.57 1.111 352
6~9 3.53+.63
>10 3.44+ 57
Disease(ICD-9) Genitourinary system 3.44+ 57
Nervous system 3.742.62 a
Blood and blood forming organs 3.09+.68 a
Musculoskeletal system 3.32+.49 2.975 .008
Digestive system 3.11£.73
Congenital anomalies 3.31+.64
Others 3.34+.61

a: Scheffe

A7 d9ol g ae] o] 2.935 22 7 Ed.
EE AT dvtd 5Ad mE 49 HL (Table

5)8F Zot, dAo] 4R} fFrelstA RR:(1=2.473,

p(.05), €Fe] B2+F &9 A F=st felsiA W3k

o2 FWA=EY AFE Eid. d9¥=e A o
Aol i ae] Ae] 2,568 22 /i HWkn, teoR
AA gl A AN 49(2.64%), AT <
9(2.78%), AAANZY 9949(2.883) 9 oz, #

{Table 5) QoL related to the Characteristics of the Caregivers (N=300)
Characteristic Category Mean = SD tor F D
Gender Male 2.28+ .47

Female 2.66%.46 2.473 014
Age(years) {30 2.89+.36
30~39 2.88+ 51 ab
40~49 2.5t .44 4.983 .001
50~59 2.61t43 a
>60 2.58+47 b
Relation to the patient Spouse 2.65+.47 ~
Others 2.79 47 2.403 017
Marital status Not married 2.90.06
Married 2.69+.48 3.168 .044
Ohters 2.62£.39
Caregiving period(years) 1 2.70x.53
1~4 2.79+ 47 1.643 195
>5 2.68+.46
Education < middle school 2.58+ .46
> high school 2.77+.47 3.167 002
Religion Yes 2.67+.46 _
None 2.80+.49 3.875 (.001
Occupation Yes 2.83+.46
None(include housewives) 2.652.47 2.012 040
Monthly household None 2.53+.45 a
income (KW) (100 2.641.46 b
100~199 2.69t45 ¢ 5.546 001
>200 2.92+ .46 abe
Perceived health Healthy 2.86% .47
condition Unhealthy 2.58+.44 5.251 (001

a, b, ¢: Scheffé test
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o, ALEAA (Scheffé test) Az 30d B} 504 o]
2ol 4ke] Aol o WUTHF=4.983, p.01). #A}stol
A WAyt E2u 2, dA, A9, 2 25 A
FA Hrd grel Aol felshAl *Tht=-2.403,
p<.05). B8 AFA9 88(t=-3.167, p<.01). FX
F5(t=-3.875, p<.001), A HF(=2.072,
p(.05), AEFH(t=3.168, p<.05)% 7MY A=
(F= 5.546, p.01)q wel &e] A Afes F98 2
olg wgith XY ARGEE AREA gokn &
3 A%, Asin 2RE A9 wEl felal ¢
Hol wgtrht=5.251, p{.001).

gate] EAd wE 4o AL Azl AE(t=
-2.188, pd.05), AQB(t=-2.124, p{.05), ¥

ARl B89 Aol gle ZAF ael Hol o Wk, #
WA o Ao g Bled AT A3 73
717 3~69 P 6~103 vDeA AolE B on
6~10d WA 4ol Aol o W3krKTable 6).

b

E5 M3Xte fetznt 42 ool

A

e

2 Az Radz e Axe fAe Faztol
BT 49 Aol W2 de ARAAE BAcHr=
-.500, p(.01). zaly &el 4 F @44 d49& v
74} ol FRBAE BHol #7437 Jodo] dT o A
o Axr} & o] ¥EAE =UcHr=.671, p(.01).

(F=4.577. p{.0D)°l w&t fel @ 2ol & Byon, o N. &= 9]
(Table 6) QoL related to the Characteristics of the Patients (N=300)
Characteristic Category Mean + SD tor F D
Male 2.66%.49
Gender Female 279+ 44 2.188 .030
Age(years) (20 2.87+.51
20~29 2.82+ 45
30~39 2.73+.63
40~49 2.79+ 44 1.176 321
50~59 2.64+.40
>60 2.712+.49
Education In school & preschooler 2.94+ .54
<Elementary school 2.71+.44
Middle school 2.56+.34 2.495 -060
_______ >High school 2.73£.50
Religion None 2.67+.46 _
Yes 2.74+ 48 1.008 314
Occupation None 2.69+ 47 ~
Yes(include students) 2.87+.46 2.124 035
Marital status Not married 2.79+.52
Married 2.70+.46 .7183 .458
Ohters 2.74+ 48
. . (1 2.66+.55
Disease period (years) 1~2 0 75+ 46
3~5 2.88+.45 a 4,517 001
6~9 2.53+.43 a
>10 2.67+ .47
Disease(ICD-9) Genitourinary system 2.69+.48
Nervous system 2.69+.48
Blood and blood forming organs 2.83+ .46
Musculoskeletal system 2.86+.41 733 623
Digestive system 2.71+.55
Congenital anomalies 2.87+.47
Ohters 2.93+.33

a’ Scheffé test
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B2 AZgatel 2azta) g dd Uiy dFe B2
U A7t 89 - GG EAR B8 ATAE ddeR B3
23 el Ag AT NYPAFE Fol B F glol
A A AEE e § d7e vlwstnzt dct

2 A7z Azt 39 - dX4AE 25 AgAe] &
g7te BE 8554 (F 125%), BH 3.423HeE v
woton, o 3H - dNJAH T WIUR
Hog HAENE sk R EHE dde: @
Min(2003)el |3 A=l 3.1387 FARE A3l
Chung® Yoo(1997)9] A=l 2563 Ete =R,
ALS &2 EBE AgAE did22 ¢ Chio,
Gauthier, Calvo, Ghiglion® Mutani(2005)2] 54.4
H(E 100%) 2o} gsith =3 HE258x /1E5E o
202 3 Lee(2001)9t Yang(2003)el dxA7RT
En, w8ASx AEe dde= @ Shust
Oh(1993)e} &7 A7 2. 1688}t wch. ¥H £
2 Agatel 2 98 AtEAE ddeR
vlmahd, Y498 gEeR 7SS tdeR @ Park
(2005)¢] A ATl 2,764 Hlal ¥ A7 tigAt
Hebrto] E3heh.

gty B A3 gidRle) ¥azhe e gdAEA
ARAAS BB AZARD TRoH, ¥AL 49D
ASE} A7kl AS BB AT 2ggol o &5
< ¢ & Ak

B d7 A3 2zt 3 AAE 4o Rdze] s
=94, ol HEF A HEES dide® 3 Yang
(2003)8] A7s FAEHYA 7MEEE ez &
Chun® Kang(1999)9] |39 dxshe ez 3
A A AaR 15 Ar1EA A Aas 8 o
au) Redo] @m, #Axle] AR BA et Fel gl
= A £33 fHsle AAA 47} Addside Ae A
L=

EE AZAY 9utd B4 F A, dF, e #
A, g, 2z, Y. 7HFYE, ARARGe] whe}
Bdzte] fold alolg Rtk A we FEze]
o]y =9 J9BA 71 (Lee, 1993), EAFHAA
7FE(Kim, 2003)% ez & dyst e ZAA4E
Byt &, 7159 8o ¥E5%E FEEE =4 A%
g, ol A =3tz A A A AW
d 3 deiz Qg Aeld GAo] wiriele] vehd A
#2 Atz gt

el wa Rgge aloldA mEdtm ol EUA

A ZEEEA A17TA A3E

of Boizte] Fatm ¢ olsle] &g bl T =i
Fol HAFENHA 715E ode2 & Chung® Yoo
(19979l d7¢ dalshe Aoe Bov, HEF 7t
=2 gato2 3 Leest Song(1996)9] drebs At
g 278 By ol FHEC] ¥ XNE B 3o
g FRst 2 Agale g, £ 479 didAEel
ERE @49 AW Az dxgoln, Al ol
& AR of$ FES] B PR HIAdd wE
atole} of Azt

B dpdA Aol gle A5 #E7el EoF Kim
(1993)3 Shin(1995)2 |7el Ze A 2o
EF w27t ohE J1E] viE REzel o 2 23
g Aga 1S gAreR F Kim(2001), HEF8
A AEL QAo & Cho(1994)¢ AFel UX|3ho,
gxet 71Eel #AZE YEEFE LERE o ZFe
g3 53] w4l Ag B digt d=ivt g& k=
d) vig] =7 HEQ) ReE Atgdrh

£ X oigatel A 2 A YRS
gARtel Betzte] e AL /ENE #x EE
o@ 3 Han(2001)el 47, HEF3Ae) 71E5E o
o2 & Yang(2003)9 &7t fAket AAE B,
74Zd] UiE AR AQ® opet B AFASY A
#2)7t g ads AARR

B a4 28 AR 2ede @t Al
g 2S¢ o B33, 87 71EA] AS vjEeiy
71ete] ARt Ech oy Bxke] A% BAZL 5L
£ Aoz B ¥E {98 Aol gy, & 47
Wze] d¥o] HEFE Byl xgtonR ogd
9 BAE FHske d77t 9 "adjee AlRErh ®
g gxtel Awve] wel % ATA] R Aol
7t o] ARAABRR g8 AFAL] Aol ML ¥
tEdl, ol A - dALAR T ABAZE IFFA
U BEaio] gol 7|QlE Heg Algdd

B Ao ¥ A e 2L HT 70.46%
(1303 23), B 271822 FAFTIAL. °le
Ze A -dARAR NEE U2 @ Kim
(2004)el 2.774, FAEXNESA JIEE dideR @
Min(2003)9 2.7083 %2 HAAE BYon, AT
g HAE2L ez & Chung® Yoo(1997)9
2.86%, HEF8A 71E5E g2 3 Lee(2001)9
24287 fAg A%RE Bk v 9] st
2 Aoz g d7rdze dlmsd, UAHFEAE
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Ao 2 & Park(2005)9] 97, FARMEAE Y
o2 & Ham(1989)9 o+ Arvke &9 2 s
7} Bo} 2ATT izl AR Sl dTEE o
A Apole oy A or YA At &
B Algae atel del o W2 &+ Ut

E2 AzAe 40 e 49 A dFo &5
E 991, a8FEFo ¥E4E, 7MYl AeFs
4e] Aol wigith oy HAFMHz 1SS e R
& Ahn(1995), Chung® Yoo(1997) 2 Min(2003)
o] A7 =9 MHMEFRA MES dBeR T Lee
(20012l ZAztel dAsich. et of - HeEa @
ANES dAAeR 3 Lee(1999)9] AT de H2
7 2@site 2FHE Ho 2 A7 Aol B
o} & d7dFolA] 30t olstelA atel A Hrb =
e AMA, FANFHez WA= AR APYE
o|t} AlFAYE sk § AMlCA FAEhE Alzte] o
2 dao Hs) Addez ©r) dEolm, 600 o)/l
Ae w3z AF AREAL F<lo] ThE AP vis)
ol S Exlo} s Bt u sH5d Avel A
2+€r}.

B dAxda @2t $ye E‘é}ﬁ}@] Aol e 7
+ =5 ‘H"c}?}«] a9 do| ¢ & AANE Y1, #
w7)zte] e B8 AFAL] del e zelE B
ol Al ‘E"’é‘ %—-4 o] glo] vl Aol v,
717kl BEFE Aol dF B8 AFAY J&o]
27] fEQl ez BZ}Q + 3o

2 ATl 2agn el Heo) feid oo A#
#AE 2 AL ¥AFEY #XChung & Yoo,
1997 Min, 2003), 4€ w3d#aH(Park, 2005).
Y E58AHLee, 2001), H<&d8H(Lee, 1999), T
A% (Suh & Oh, 1993) 7159E& Wiz & &
227e} APt uwd BAE BRE AFHEY
Boizte] F42 o] Fo| RolA g & 4 I

ol4el Azt A7l A - dXNAHAEAE ERE EF
AZAY Adehe Bage]l w1 &9 AL ¥A &2
o, Redzie] ¥24E # Aol Wkwm, 8 2 &
AZAe] durd A wet B8 AFAE Adske
Bezbal gtel Ao o)zt glomz A opz E
B A g H3Foln A=3td 3 FA dol
g astele} 2o

flo

l

v.Z2 g

B Ry BhLd §24 Ay} 39 - dX4EE E
B AFae 2ain ae A 3= € #AE gt
gaiet 1 ZEEA "ad W3FAMES 2GR,
A Z4 37 - G4 EA A E 4 72
Agz gl ARt dFUFE AgAl 24
5 BRZzd S50 & At @4 28 AFA
3007 olglen pxIH HAEANE AL ARE 5
ZelH L, t-test, ANOVA, Pearson correlation
coefficientE A&t A akch

B dAzdae og 2o

1. A7b 39 - XA AR B8 AT 62.8%7F 444
ol¥m, 504 olite] 48.4%=2 VA wgted, Hlf
A7} 52.6%0l}, A B 714 52.3%7} 6
d ojAdelgith Ayt AA - dXAABA: 57.7%7
Ao, 04l °)’del 85.0%°1%tt. 53.1%7}F
s7)7te) 6 o] Aol om, 70.7%7F WANEA

Aot

2. B8 AFAe yaide e 3.42%cl%len, BA
“—1 °*@H Boizle] 428802 74 Hgith EE
AFAre] EAe wE Egze A8 (1=-2.245,
p.05), €= (F=10.071, p{.001), &=}t 4741
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B r=-.500, p<{.01).
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- Abstract -

Burden and Quality of Life in
Caregivers of Patients with Rare
and [ncurable Disease

Choi, Kyung-Ja* - Baek, Hee Chong**

Purpose: The purpose of the study was to
investigate burden and the quality of life in
caregivers who are taking care of home-based
rare and incurable disease patients. Methods:
The subjects of this study were 300 caregivers
of rare and incurable disease patients registered
at five health centers in Seoul. A survey was
conducted by mail and visit in person during the
period from the 25th of March to the 12th of
May 2005. Collected data were analyzed through
t-test, ANOVA, Pearson’s correlation coefficient.
Result: The mean burden of caregivers was
3.42, and the mean quality of life of caregivers
was 2.71. Burden and QoL showed significant
differences according to caregivers characte-

ristics such as gender, age, relation to the

* Eunpyung Public Health Center
** Red Cross College of Nursing
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patient, academic qualification, religion, occu-
pation, monthly household income and perceived
health condition. Caregivers burden was in an
inverse correlation with their quality of life.
Conclusions: According to the results of this
study, rare and incurable disease caregivers
burden and their quality of life were in a

significant correlation with each other. In order

A s A A17A AT

to improve caregivers quality of life by reducing
their burden, we need to reestablish compre-
hensive policies for rare and incurable disease
management including nursing intervention

strategies for caregivers.

Key words : Rare and incurable disease,
Caregiver, Burden, Quality of life
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