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The Factors affecting Burdens and Quality of Life of the Family Caregivers of Patients
with Rare and Incurable Diseases Using Home Ventilators
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Purpose: This study was aimed to survey the actual caregiving conditions of family caregivers who are caring pa-
tients with rare and incurable diseases using home ventilators at home, and to clarify any factors affecting their
burdens and quality of life. Methods: A questionnaire survey was performed by the 159 subjects, and the ques-
tionnaires contained the actual conditions of caregiving activities, and caregiver's burdens and quality of life. The
collected data was analyzed by ANOVA, Pearson's correlation, and stepwise linear regressions. Results: The
mean of burden scores was 3.55 out of 5, and influencing variables included the relationships with patient (spouse),
respite (moderate), health status, and diagnosis (non ALS), with the explanatory power of 30.0%. The mean of
the quality of life was 2.58 point, and the influencing variables included burdens, health status, and respite
(enough), with the explanatory power of 39.0%. Conclusion: In order to improve the quality of life among family
caregivers caring for patients with using a home ventilator, it is required to develop strategies for reducing care-
giving burdens as well as to introduce family respite welfare systems to family caregivers.
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Table 1. General Characteristics and Actual Conditions of Familial Caregiver and its Differences on Burden and QOL of the

Familial Caregivers (N=159)
Burden of caregiver QOL of caregiver
Variables Characteristics Categories n (%)
M=+SD F(p) M=+SD F(p)
General Gender Male 38(239) 3.62+059  0.44 (509) 2461063 196 (.1164)
characteristics Female 121 (76.1)  3.54%0.67 2.62£0.60
Age (year) <45 46(289) 3.31%£059  4.87(.009) 2.80+0.68 5.03 (.008)
45~64" 93(585) 367067  b>c>a 2514056  a>b>c
>65° 20(12.6) 3.57%0.54 2.381+0.54
M=£SD or r (p) 499+135 .15(.069) -.26(.001)
Job No 122 (78.2)  3.60£0.63 1.82(.181) 252+059  4.14 (.044)
Yes 34(21.8) 3.43%0.72 2.75%0.65
Education Middle school under” 24 (154) 346040 227 (.106) 2551049 9.22(<.001)
High school” 64 (41.0)  3.68+0.65 2.66+0.59 c>b
Beyond high school 68 (43.0) 3.45+0.71 2.80%0.61
Economic status 300 Million under 106 (70.1)  3.63+0.56  6.37 (.013) 250%053  8.14 (.005)
300 Million over 44(293) 3.34%0.760 2.80%+0.70
Health status Very good” 8(.0) 3264051 7.13(<.001) 3.02+0.60 -7.71 (< .001)
Good” 21(13.2) 3271062 a<b<c<d< 3.02%+0.63 a,b>e
Moderate® 70 (44.0)  3.40£0.65 e 2.60%£0.59
Not good* 52(327) 3.87%0.64 2384051
Very not good” 8(5.0) 355%0.65 2.06+0.47
Religion No 49 (31.2) 3647051  1.25(264) 2461049 2.09 (.103)
Yes 108 (68.8)  3.51£0.71 2.63%0.65
Marital status No 18(115) 3.47%£0.53  0.24 (.623) 2741053 143 (234)
Yes 138 (88.5) 3.55+0.67 2.56£0.63
Relationship Spouse” 69 (43.4) 3.87£057 18.68(<.001) 228%0.49 1745 (<.001)
with patient Parent’ 57 (35.8) 3.38%+0.61 a>b, ¢ 2.75+0.61 b,c>a
Offspring/Daughter-in-law” 33 (20.8)  3.19£0.59 2.90%+0.58
With family Couple 123 (77.4) 3.58%+0.64  0.59 (.550) 253£0.59 254 (.083)
member Parent 22(13.8) 3.41%0.73 2.68+0.66
Others 14 (8.8)  3.58+0.63 2.88+0.63
Actual Number of Self only 72 (46.8) 375063  7.38 (.001) 247%0.55  2.25(.109)
conditions of caregiver 2 54 (35.1) 3.45£0.67 2.70%0.61
familial caring >3 28 (18.1) 3.60+0.56 2.60%+0.74
Caring hours <g 14(8.8)  3.21£0.63  2.62(.076) 297%0.60 3.24(.042)
(day) 8~< 16 19(119) 3.46%0.62 256068  a>b,c
16~24° 126 (79.2)  3.61%0.65 2.54£0.59
M=£SD or r (p) 19.56+6.43 12 (.146) 13 (122)
Non familial No 47(299) 3.41£0.62  3.60 (.060) 254+0.54  0.12(.725)
person of Yes 110 (70.1)  3.62%0.66 2.58+0.64
caring aide Sorts of aide "
Personal hired aide 25(15.7) 3.58+0.61 2.82+0.66
Public nursing aide 30 (18.9)  3.74£0.63 245+0.57
Public activity aide 57 (35.8)  3.64£0.60 2.57+0.62
Others 5(3.1)  3.60£0.27 2.99£0.37
Respite Enough” 9G6.7)  3.12£0.96 8.86 3.40£0.58 12,97
Moderate 62(39.2) 3.36%0.53 (<.001) 2.68%0.55 (<.001)
Cannot be enough® 87 (55.1) 3.74%0.65 2.44+0.58 a>b,c
Reason
Don't wanted 12 (10.3) 3.67+0.75 2.60£0.59
Not person to aide 87 (75.0) 3.67+0.64 2.46%0.56
Patient be wanted 30(259) 3.77+0.68 2.51£0.56
Others 7(.0)  3.73%0.46 2491031

Note, Non respondent excluded; QOL=quality of life.

T Multiple respondent.
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Table 2. General Characteristics of Patients and its Difference on Burden and QOL of Familial Caregivers

(N=159)

Burden of familial caregiver

QOL of familial caregiver

Variables Characteristics Categories n (%)
M=+SD F (p) M+SD F (p)
Demographic Gender Male 105 (66.0)  3.60+063 1.80 (.182) 254+0.54 098 (324)
characteristics Female 54 (34.0)  3.46+0.69 2.65+0.65
Age (year) <45 09 (43.4)  3.37£0.59 6.22 (.003) 2.77£0.62 8.69 (.001)
45~64b 62 (39.0) 3.76+0.69 b>a 2.35%0.57 a>b
>065¢ 28 (17.6) 3541057 2.62+0.52
M=SD or r (p) 4321218 0.19 (.017) -.20 (.011)
Job No 147 (92.5) 3.56+0.64 1.94 (.166) 2.56+0.59 2.63 (.107)
Yes' 12(75  330+073 2.85+0.79
Religion No 47(29.6) 3541061 0.01 (.909) 2.45%0.60 3.09 (.081)
Yes 112 (70.4) 3.56+0.67 2.631+0.60
Marital status No 61(39.9)  3.40%0.56 6.17 (.014) 2774056  10.19 (.002)
Yes 92(60.1)  3.65+0.66 2.46:+0,61
Disease related Diagnosis ALS 89 (56.0) 3.71£0.65  868(<.001) 241£059  8.96 (<.001)
characteristics SMA & MD 50 (31.4)  3.25%+0.51 2.84+0.560
Others 20 (12.6)  3.62+0.73 2.65+0.62
Duration of disease <1 27 (17.0) 340054 1.12 (.345) 2.66+0.69 1.56 (.202)
(year) 1~<5 33(20.8)  3.70£0.75 2.39£0.56
5~<10 36 (22.6) 3.53+0.74 2.56+0.70
>10 63(39.60)  3.56%0.65 2.65+0.54
MESDorr(p) 8344614 -02(778) 09 (303)
Duration of applied <1 35(22.00  3.41%0.70 1.16 (.316) 2.69+0.68 092 (402)
ventilator (year) 1~<5 74 (46.5)  3.57%0.66 2.57£0.57
>5 50 (31.4) 3.63£0.60 2.51%+0.63
M=£SD or r (p) 3.69+2.99 0.11 (.177) -.04 (.607)
Ventilator operating <8a 15 (9.4) 3.53%0.58 7.97 (.001) 2.71%0.48 6.88 (.001)
hours (day) 8~<16b 35 (22.0) 3.19%0.57 2.88+0.55 b>c
>16¢ 109 (68.6) 3.68+0.65 2.46+0.62
M=SD orr (p) 18.83+7.24 .23 (.004) -.25 (.002)
Method of applied Non IV 56(35.2)  3.30£055 1469 (<.001) 275+0.56  0.84 (.010)
ventilator Y% 103 (64.8)  3.70£0.66 2.49+062
Functional status M=£SD or 1 (p) 9.78+10.75 -0.29 (<.001) .20 (.013)
Insurance related Health insurance NH insurance 134 (84.3) 355+0.64 0.17 (.679) 2.58+0.61 0.01 (912)
characteristics MA insurance 25(15.7)  3.60%0.74 2.59+0.64
Long-term care No 89 (56.0)  3.4310.64 833 (.004) 2091063 654 (011)
insurance Yes 70 (44.0)  3.72%0.63 2.44%+0.56
Enrollment of No 6(3.9) 3401054  0.38(.538) 2.58+0.71 0.01 (.966)
handicapped person  Yes 147 (96.1)  3.57%0.66 2,57+0.62
Enrollment of rare & No 11(7.2) 3.71£0.76 0.58 (.449) 2.59+0.61 0.01 (.908)
incurable disease Yes 141 (92.8)  3.55+0.65 2.57+0.62
Visiting services Hospital based home No 67 (42.1)  3.39+0.67 7.92 (.000) 2.631+0.58 0.73 (.395)
care nursing Yes 92(57.9)  3.68+0.61 2.54+0.64
Visiting nursing care No 34 (48.0)  3.48%0.65 6.86 (.010) 2.61%+0.62 1.09 (:299)
Yes 36 (51.4) 3.80+0.59 2.48%0.57
Visiting bathing No 61(87.1) 354065  0.65 (420) 2591062 095 (330)
Yes 9 (12.9) 3.73+0.64 2.38+0.50

Note. Non respondent excluded; QOL=quality of life; ALS=amyotriphic lateral sclerosis; SMA=spinal muscle atrophy; MD=muscular disease;
IV=invasive ventilator; NH=national health, MA=medical aid.

" Included student,
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Table 3. Burden and QOL of the Familial Caregivers (N=159)
Variables M=*SD Range Item M=*SD Item range
Burden (total) 60.43£11.08 27~85 3.55%0.65 1.59~5.00

Changing of life pattern 20.84+3.32 8~25 4.17£0.66 1.60~5.00
Balancing of interpersonal relation 14.69+4.95 5~25 2.99%0.99 1.00~5.00
Economic burden 10.14%£2.75 3~15 3.38+0.92 1.00~5.00
Physical burden 14.75+3.25 4~20 3.69+0.81 1.00~5.00
QOL (total) 67.04£15.93 32~104 2.58+0.61 1.23~4.00
Physical domain 17.25+4.76 7~30 2.46%+0.08 1.00~4.29
Psychological domain 16.03+4.48 6~26 2.67£0.75 1.00~4.33
Social domain 7.15+2.62 3~14 2.38+0.87 1.00~4.67
Environmental domain 21.88+5.32 8~306 2.74%+0.66 1.00~4.50
General domain 4771161 2~9 2.39+0.81 1.00~4.50
Correlation of burden and QOL on caregivers r=-54, p<.001

QOL=quality of life.

Table 4. Factors Affecting Burden and QOL of the Familial Caregivers
Variables Categories B B t P Adjusted R®
Burden (Constant) 75.29 16.03 <.001

Relation with patient (spouse) 6.79 0.33 3.19 .002 19
Respite (moderate enough) -4.36 -0.21 -2.80 .006 22
Health Status -2.39 -0.21 -2.56 012 25
Diagnosis (non ALS) -4.41 -0.20 -2.30 .023 27
Age -0.16 -0.20 -2.23 027 30
F=11.94, p< 001
QOL (Constant) 98.15 12.00 <.001
Burden -0.69 -0.48 -6.71 <.001 31
Health Status 3.93 0.23 3.08 .003 .38
Respite (enough) 997 0.15 211 037 39

F=29.62, p< 001

QOL=quality of life.
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