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Purpose: The purpose of this study was to describe depression, caregiving burden and the correlation of the two variables in the families
of patients with amyotrophic lateral sclerosis (ALS) and to clarify factors predicting caregiving burden. Methods: A descriptive and cross-
sectional study was conducted with 139 family members who provided care to patients with ALS. The characteristics of patients and fami-
lies, Korean-Beck Depression Inventory (K-BDI), Korean version of Zarit Burden Interview (K-ZBI) and Korean-Amyotrophic Lateral Sclero-
sis Functional Rating Scale — Revised (K-ALSFRS-R) were used as study measures. Results: The mean score for K-BDI was 19.39 out of
63 suggesting sub-clinical depression and 38.2% of the family members exhibited depression. The mean score for K-ZBI was 66.03 out of
88. The predictors for K-ZBI were K-BDI, age of family member, length of time spent per day in caring, relationship to patient and K-ALS-
FRS-R. Conclusion: The results of this study suggest that levels of depression and caregiving burden are high among family members
caring for patients with ALS. As depression is associated with caregiving burden, screening and emotional supports should be provided to
reduce the burden of care for these family. Support programs to alleviate the care burden are also needed, considering family demograph-
ics, time per day in caring giving and K-ALSFRS-R.
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Table 1. Degree of Depression & Caregiving Burden according to Demographics and Clinical Characteristics

) L ) Depression Caregiving burden
Variables ~ Characteristics Categories n (%) M+ SD
M+ SD torF (o) M+SD torF (o)
Family Gender Male 57 (41.0) 18.74+£13.24 0.51 64.42 +18.96 0.82
Female 82 (59.0) 19.84 +11.88 (.608) 67.15+19.43  (413)
Age (yr) <49 61 (43.9) 51.67+14.46 15.13+9.85 6.71 58.00+17.01 10.50
50~59° 30(21.6) 22.84+12.14 (.002) 7222+17.76  (<.001)
=60° 48 (34.5) 22.47+14.08 b,c<a 72.06+19.40 b,c<a
Relationship to Spouse® 96 (69.1) 20.77 £12.31 4.59 69.24 +18.94 4.37
patient Adult child® 30 (21.6) 13.53+£8.99 (.004) 55.23+16.14 (.006)
Parent® 5(3.6) 31.40+18.23 b<a,c 67.80+22.98 b<a
Other® 8(5.7) 17.25+£13.42 66.88 + 19.64
Education level < High school 76 (54.7) 21.30+12.81 2.02 70.09+ 18.69 2.81
= College 63 (45.3) 17.08+£11.62 (.046) 61.13+18.84 (.006)
Religiousness Yes 82 (59.0) 20.79+12.85 1.61 67.13+18.75 0.81
No 57 (41.0) 17.37£11.59 (-110) 64.44 +19.93 (.418)
Occupation Yes 61 (43.9) 18.07 £10.81 1.11 64.74+17.65 1.39
No 78 (66.1) 20.42+13.53 (.268) 67.04 +20.42 (.486)
Caregiving time <10 68 (48.9) 10.74 £ 7.47 15.87£10.18 3.39 59.21 + 19.66 4.36
(hrs/day) =10 71(61.1) 22.76+13.47 (.001) 72.56+16.42 (<.001)
Professional None* 79 (56.8) 2.26+4.25 18.51+£12.81 0.84 61.75+19.45 4.80
caregiver time 1~5° 29 (20.9) 19.10+11.06 (.434) 71.45+18.35 (.010)
(hrs/day) =5° 31(22.3) 21.90+12.67 71.87£17.01 a<c
Patient Gender Male 70 (50.4) 20.54 £12.22 1.10 70.11+£18.43 2.58
Female 69 (49.6) 18.22 £12.60 (-271) 61.88+19.25 (:011)
Age (yr) <49 33(23.7) 56.13+10.51  16.52+ 11.01 1.96 66.33 + 16.89 0.28
50~59 47 (33.8) 18.60+ 12.76 (.144) 64.38 + 19.31 (.758)
=60 59 (42.5) 21.63+12.69 67.17 £20.54
Duration of disease <11 12 (8.6) 39.17+25.74 21.50+10.84 0.15 58.40 + 15.95 1.28
(months) 12~35 59 (42.5) 17.69+12.69 (:859) 63.59+20.23 (282)
=36 68 (48.9) 20.60+ 12.38 69.34 + 18.30
ALS type Bulbar 32 (23.0) 21.69+10.68 1.20 71.88+16.11 1.82
Spinal 107 (77.0) 18.70+£12.87 (-234) 64.28 +19.79 (.049)
Gastrostomy Yes 33(23.7) 2542 +13.23 3.30 76.33+14.68 3.68
No 106 (76.3) 17.51£11.60 (.001) 62.82+19.39  (<.001)
Ventilator v 20 (14.4) 2515+ 15.74 2.65 73.25+16.85 1.83
NIV 12 (8.6) 19.75+9.94 (.074) 67.75+17.75 (-165)
None 107 (77.0) 18.27 +11.78 64.49 + 19.61
Funcional status <30 68 (48.9) 2714+£13.96 21.66+13.03 213 71.85+17.06 3.65
(K-ALSFRS-R) =30 71(61.1) 17.21£11.49 (.034) 60.45 £ 19.62 (<.001)

ALS=Amyotrophic lateral sclerosis; TV=Tracheostomy ventilation; NIV=Non-invasive ventilation; K-ALSFRS-R=Korean-Amyotrophic Lateral Sclerosis Functional Rating Scale-Revised;
a,b,c,d: Scheffé test.
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Table 2. Depression and Caregiving Burden of Participants
Variables n (%) M+ SD Range
Depression (K-BDI) 139 (100.0) 19.39+12.42  0.00~54.00

Non depression
Subclinical depression
Manifest depression
Severe depression

48.9) 9.65+4.11
12.9)  17.78+1.00
10.1)  22.07+1.38
28.1) 36.85+£8.33

68 (
8(
4(
39
Caregiving burden (K-ZBI) 139 (100.0) 66.03+19.22 28.00~101.00

K-BDI=Korean-Beck Depression Inventory; K-ZBl=Korean version of Zarit Burden Inter-view.

Table 3. Correlation between Depression and Caregiving Burden

Caregiving burden (K-ZBI)
Variable
r o)
Depression (K-BDI) .64 (<.001)

K-BDI=Korean-Beck Depression Inventory; K-ZBl=Korean version of Zarit Burden Interview.

Table 4. Predictors of Caregiving Burden among Families of Patients
with Amyotrophic Lateral Sclerosis

Variables B B t p R?
Depression (K-BDI) 0.82 053 801 <.001 41
Caregiving time 029 013 233 .021 .45
Caregiver age 025 019 3.07 .003 48
Relationship to patient (parent) -14.93 -0.14 -231 023 .50
Functional status (K-ALSFRS-R) -0.22 -0.15 -221 029 .52

K-BDI=Korean-Beck Depression Inventory; K-ALSFRS-R=Korean-Amyotrophic Lateral
Sclerosis Functional Rating Scale-Revised.
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