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Preliminary Study on Clinical Characteristics and Caregivers’ Burden
of Korean Patients with Amyotrophic Lateral Sclerosis; Survey Based

on Database of Korea ALS Association
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Background: Accurate information on natural history and prognosis of Amyotrophic Lateral Sclerosis (ALS) is
useful for patients, their families, and clinicians. This study was designed to determine natural history and
prognosis in Korean ALS patients.

Methods: We surveyed 311 ALS patients who registered in Korean ALS association, on clinical & epidemiological
characteristics association with demographic factors, initial symptoms, time delay of diagnosis, caregivers’ burden.
Results: Ratio of gender was 1.6:1.0 (M:F) and the mean age onset was 50.2 years. Limb onset type was two
times more frequent than bulbar onset type. Mean time delay from onset to diagnosis was 14.7 months, and
neurologist did most of the diagnosis (90.4%). Multiple linear regression analyses of patient and caregiver
variables on caregiver burden and care stress were significantly and independently associated with declined
physical function, pain, ventilator application and short disease duration of patients.

Conclusions: Present preliminary results on clinical characteristics and caregivers’ burden of Korean ALS patients
would be used as the basic data for the large scale of epidemiologic study on Korean ALS.
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Table 1. Clinical profiles and characteristics of 83 Korean patients with ALS

Total, n(%) Male, n(%) Female, n(%) Mean age, yr p-value

Sex 83 51 (61.4) 32 (38.6)
Symptom onset 50.2+11.5
Diagnosis 51.4+11.4
Initial symptom

Any bulbar 20 (24.1) 9 (10.8) 11 (13.3) 53.6x11.3 0.22°

Limbs 53 (63.9) 35 (42.2) 18 (21.7) 49.21+1.3

Mixed 10 (12.0) 7 (8.4) 3 (3.6) 49+12.8
Gastrostomy state 21 (25.3) 13 (15.7) 8 (9.6) 0.96"
Ventilator application 19 (22.9) 16 (19.3) 3 (3.6) 0.03°
Death 8 (9.6) 4 (4.8) 4 (4.8) 0.71°
Family history 7 (8.5)

ALS; Amyotrophic lateral sclerosis, “Pearson Chi-square cross tab test, °Fisher's exact test
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Table 3. Data on utilization of medical centers

First symptom to hospital, months (SD) 8.1+11.8
Herb medication to hospital, months (SD) 5.244.9
First symptoms to neurologist, months (SD) 10.5+13.4
First visit medical center, n (%)
Physician's office 21 (25.3)
General hospital 46 (55.4)
Herb medicine 13 (15.7)
Others 3 (3.6)
First visit department at hospital, n (%)
Neurology 30 (36.1)
Neurosurgery 21 (25.3)
Otolaryngology 7 (8.4)
Orthopedics 17 (20.5)
Others 5 (6.0)
Department at final diagnosis, n (%)
Neurology 75 (90.4)
Neurosurgery 6 (7.2)
Orthopedics 2 (24)
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Table 2. Time interval from symptom onset to diagnosis and the state of disease progression
Total n(%) Male n,(%) Female, n(%) Duration, months p-value
Time interval from symptom onset to diagnosis 13.6£14.7
Bulbar onset, n (%) 11.6£11.3 ns
Limb onset, n (%) 14.2£16.0
Mixed onset n(%) 14.5£14.7
Time interval from symptom onset to gastrostomy 21 (25.3) 13 (15.7) 8 (9.6) 41.8+£39.0 0.96°
Time interval from symptom onset to ventilator 19 (22.9) 16 (19.3) 3 (3.6) 36.2+£22.7 0.03°
Time interval from symptom onset to death 8 (9.6) 4 (4.8) 4 (4.8) 21.3£17.0 0.71°

*Pearson Chi-square cross tab test, °Fisher's exact test

J Korean Neurol Assoc Volume 24 No. 3, 2006 255



1z
i
0.89
N
ek
)
in
30
ek
o
N
ro
N
e
N
0z
02
X
=}
o
40
o
0l
¥l

Table 4. Multiple linear regres-
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giver variables on care burden Entered Yarlables )
Physical function -0.38 -1.92 (-2.97, -0.86) 0.001
Pain 0.28 1.92 (0.49, 3.34) 0.009
Ventilator application -0.27 -11.08 (-20.06, -2.11) 0.016
Excluded variables
Relation to patient -0.14 -5.69 (-13.59, 2.20) 0.154
Monthly cost of home care 0.15 0.05 (-0.02, 0.11) 0.149
Table 5. Multiple .linear regres- Beta B (95% CI)B »
sion analyses of patient and care- -
giver variables on care stress Entere§ variables .
Disease duration -0.27 -0.04 (-0.08, -0.01) 0.022
Excluded variables
Gastrostomy 0.20 -2.74 (-6.82, 1.34) 0.184
Ventilator application 0.21 279 (-6.94, 1.36) 0.183
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