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Table 1 Subject Backgrounds

n=373
n or median % or range
Age 28 20-78
The respondent's relationship to the patient Patient 255 68.4
Parent 90 24.1
Other (Grandparents/Siblings) 2 0.5
Unknown (name only written) 20 5.4
No answer 6 1.6
No answer 2 0.5
Gender Male 177 47.5
Female 196 52.5
Prefecture of residence Hokkaido 11 2.9
Iwate 2 0.5
Miyagi 4 1.1
Akita 2 0.5
Yamagata 1 0.3
Fukushima 4 1.1
Ibaraki 8 2.1
Tochigi 3 0.8
Gunnma 9 24
Saitama 14 3.8
Chiba 13 3.5
Tokyo 42 11.3
Kanagawa 24 6.4
Niigata 3 0.8
Toyama 2 0.5
Ishikawa 3 0.8
Fukui 3 0.8
Yamanashi 3 0.8
Nagano 10 2.7
Gifu 5 1.3
Shizuoka 11 2.9
Aichi 25 6.7
Mie 6 1.6
Shiga 4 1.1
Kyoto 3 0.8
Osaka 26 7.0
Hyogo 14 3.8
Nara 6 1.6
Wakayama 5 1.3
Tottori 3 0.8
Shimane 4 1.1
Okayama 23 6.2
Hiroshima 20 5.4
Yamaguchi 8 2.1
Tokushima 4 1.1
Kagawa 1 0.3
Ehime 7 1.9
Kochi 3 0.8
Fukuoka 4 1.1
Saga 1 0.3
Nagasaki 1 0.3
Kumamoto 13 3.5
Oita 3 0.8
Miyazaki 1 0.3
Kagoshima 3 0.8
Okinawa 6 1.6
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Table 1 (continued)

n or median % or range
Primary disease (includes overlaps) Tetralogy of Fallot 92 24.7
Ventricular septal defect 72 19.3
Pulmonary artery stenosis 46 12.3
Single ventricle 45 12.1
Complete transposition of great arteries 35 9.4
Double-outlet right ventricle 33 8.8
Aortic stenosis and insufficiency 31 8.3
Atrial septal defect 31 8.3
Asplenia and polysplenia syndromes 30 8.0
Triscupid atresia 28 7.5
Patent ductus arteriosus 18 4.8
Atrioventricular septal defect 15 4.0
Congenital mitral insufficiency 15 4.0
Coarctation of the aorta 15 4.0
Corrected transposition of the great arteries 14 3.8
Pure pulmonary artresia 8 2.1
Total anomalous pulmonary venous return 7 1.9
Truncus arteriosus 4 1.1
Ebstein’s anomaly 3 0.8
Hypoplastic left heart syndrome 2 0.5
Aortic dilation disorder 1 0.3
Other 72 19.3
History of surgery Yes 348 933
No 24 6.4
No answer 1 0.3
Severity of the disease Severe 213 57.1
Moderate 126 33.8
Mild 34 9.1
New York Heart Association Functional I 139 373
Classification I 106 28.4
I 116 31.1
I\Y 9 24
No answer 3 0.8
Functional classification for disability pension a 133 35.7
b 196 52.5
c 24 6.4
d 16 43
e 2 0.5
No answer 2 0.5
Frequency of hospital visits At least once a month 121 324
Once every 2 months 59 15.8
Once every 3 months 66 17.7
Twice a year 38 10.2
Once a year 52 13.9
Once every few years 10 2.7
No visit 27 7.2
Treatment (includes overlaps) Medication 238 63.8
Valve replacement 84 22.5
Home oxygen therapy 42 11.3
Pacemaker implantation 38 10.2
Implantable cardioverter defibrillator implantation 3 0.8
No treatment
Hospitalization in the last 3 years Yes 130 34.9
No 238 63.8
No answer 5 1.3
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Table 2 Social and medical subsidy coverage

n=373
n %
Physical disability certificate Receiving 303 81.2
Not receiving 27 7.2
Never applied 36 9.7
Previously received it, but became ineligible 4 1.1
No answer 3 0.8
Physical disability certificate class(n=303) Ist 214 70.6
3rd 63 20.8
4th 20 6.6
Other 4 1.3
No answer 2 0.7
Rehabilitation certificate Receiving 29 7.8
Not receiving 322 86.3
No answer 22 5.9
Rehabilitation certificate class(n=30) Severe(A) 14 48.3
Others (B) 13 44.8
No answer 2 6.9
Certificate of the Mentally Disabled Receiving 4 1.1
Not receiving 335 89.8
No answer 34 9.1
Basic disability pension Receiving 126 33.8
Not receiving 207 55.5
Previously received it, but became ineligible 26 7.0
No answer 14 3.8
Basic disability pension class(n=130) Ist 28 222
2nd 88 69.8
No answer 10 7.9
Disability Welfare Allowance Receiving 35 9.4
Not receiving 313 83.9
No answer 25 6.7
Special Disability Welfare Allowance Receiving 14 3.8
Not receiving 333 89.3
No answer 26 7.0
Public welfare assistance Not receiving 358 96.0
No answer 15 4.0
Life insurance subscription Yes 112 30.0
No 249 66.8
No answer 12 3.2
Life insurance subscription conditions (n=112) Standard subscription 53 47.3
Subscription under conditions 44 393
No answer 15 134
Declaration of illness for life insurance (n=112) Yes 75 67.0
No 16 14.3
No answer 21 18.8
Reason for not subscribing in life insurance (n=249) Uninsurable 114 45.8
Never applied 81 32.5
No answer 54 21.7
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Table 3 Outpatient medical care expenses (Outpatients only)

n=346
n %
Total out-of-pocket costs for outpatient medical care (annual) Nothing paid 49 14.2
<10,000 yen 92 26.6
<50,000 yen 87 25.1
<100,000 yen 22 6.4
<250,000 yen 11 32
<500,000 yen 6 1.7
<1 million yen 1 0.3
21 million yen 1 0.3
No answer 77 223
Transportation costs to the medical institution (annual) Nothing paid 19 5.5
<10,000 yen 155 448
<50,000 yen 82 23.7
<100,000 yen 12 3.5
<250,000 yen 11 3.2
<500,000 yen 1 0.3
>1 million yen 1 0.3
No answer 65 18.8
. Lo Subsidy system for persons (children) with
Medical expense subsidies used Y 5 . p ( . ) . 179 51.7
severe physical and intellectual disabilities
Research Project for the Treatment of Special
L 30 8.7
Chronic Diseases
Other medical subsidies 62 17.9
Perception of the cost of outpatient medical care Very large expense 50 14.5
Large expense 94 27.2
Not a large expense 97 28
Not at all a large expense 88 25.4
No answer 17 4.9
Table 4 Factors influencing outpatient medical expenses
<50,000 yen >50,000 yen
Subtotal n % Subtotal n % P
Severity of the disease 228 41 0.554
Mild 13 5.7 4 9.8
Moderate 77 33.8 8 19.5
Severe 138 60.5 29 70.7
New York Heart Association Functional Classification 227 40 0.003
I 88 38.8 7 17.5
I 68 30.0 13 325
1 68 30.0 18 45.0
v 3 1.3 2 5.0
Functional classification for disability pension 227 41 >0.001
a 84 37.0 6 14.6
b 127 55.9 26 63.4
c 11 4.8 3 73
d 5 22 5 122
e 0 0.0 1 2.4
Frequency of hospital visits 228 41 >0.001
At least once a month 57 25.0 31 75.6
Every 2 months 39 17.1 9 22.0
Every 3 months 51 224 1 24
Twice a year 31 13.6 0 0.0
Once a year 46 20.2 0 0.0
Once every few years 4 1.8 0 0.0
Medication 225 41 >0.001
Yes 147 65.3 38 92.7
No 78 34.7 3 7.3
Artificial valve use 215 41 0.927
Yes 51 23.7 10 244
No 164 76.3 31 75.6
Home oxygen therapy use 215 41 >0.001
Yes 17 7.9 14 34.1
No 198 92.1 27 65.9
Pacemaker use 213 41 0.581
Yes 20 9.4 5 122
No 193 90.6 36 87.8
Implantable cardioverter defibrillator use 213 41 1.000
Yes 3 1.4 0 0.0
No 210 98.6 41 100.0
Subsidy system for persons (children) with severe physical and intellectual disabilities 228 40 0.759
Used 108 47.4 20 50.0
Not used 120 52.6 20 50.0
Research Project for the Treatment of Special Chronic Diseases 228 40 0.802
Used 20 8.8 4 10.0
Not used 208 91.2 36 90.0
Other medical subsidies 228 39 0.563
Used 44 19.3 6 15.4
Not used 184 80.7 33 84.6
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Table 5 Inpatient medical care costs

n=130
n %
Number of hospitalizations in the last 3 years 1 65 50.0
2 27 20.8
3 12 9.2
4 5 3.8
>5 7 5.4
No answer 14 10.8
Total number of days hospitalized in the last 3 years <1 week 25 19.2
<30 days 52 40.0
<100 days 31 23.8
>100 days 6 4.6
No answer 16 12.3
Total out-of-pocket costs for inpatient medical care (annual) Nothing paid 9 6.9
<10,000 yen 12 9.2
<50,000 yen 29 22.3
<100,000 yen 17 13.1
<250,000 yen 17 13.1
<500,000 yen 1 0.8
<1 million yen 2 1.5
>1 million yen 3 2.3
No answer 40 30.8
Private or semi-private room costs (annual) Nothing paid 10 7.7
<10,000 yen 8 6.2
<50,000 yen 12 9.2
<100,000 yen 10 7.7
<250,000 yen 3 2.3
<500,000 yen 1 0.8
No answer 86 66.2
Hospitalization food and linen costs (annual) Nothing paid 2 1.5
<10,000 yen 46 354
<50,000 yen 20 154
<100,000 yen 1 0.8
<250,000 yen 2 1.5
No answer 59 454
Transportation costs of accompanying family members (annual) Nothing paid 2 1.5
<10,000 yen 27 20.8
<50,000 yen 32 24.6
<100,000 yen 7 54
<250,000 yen 8 6.2
<1 million yen 1 0.8
No answer 53 40.8
Accommodation costs of accompanying family members (annual) Nothing paid 11 8.5
<10,000 yen 13 10.0
<50,000 yen 8 6.2
<250,000 yen 5 3.8
<500,000 yen 1 0.8
2>500,000 yen 1 0.8
No answer 92 70.8
Medical expense subsidies used in the past 3 years Subsidy system for persons 21 16.2
(children) with severe physical
and intellectual disabilities
Research Project for the 15 11.5
Treatment of Special Chronic
Diseases
Medical care to improve 15 11.5
independence/Rehabilitation
Other 17 13.1
No answer 1 0.8
Perception of the cost of inpatient medical care Very large expense 46 354
Large expense 41 31.5
Not a large expense 17 13.1
Not at all a large expense 14 10.8
No answer 12 9.2
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Table 6 Factors influencing inpatient medical care expenses

<50,000 yen >50,000 yen
Subtotal n % Subtotal n % P

Severity of the disease 50 40 0.776
Mild 2 4.0 0 0.0
Moderate 10 20.0 10 25.0
Severe 38 76.0 30 75.0

New York Heart Association Functional Classification 50 39 0.995
I 9 18.0 6 15.4
I 17 34.0 15 38.5
il 21 42.0 16  41.0

Functional classification for disability pension 49 40 0.776
a 9 18.4 5 12.5
b 31 63.3 28  70.0
c 5 10.2 10.0
d 4 8.2 7.5

Frequency of hospital visits 50 40 0.091
At least once a month 23 46.0 24 60.0
Every 2 months 6 12.0 7 17.5
Every 3 months 13 26.0 5 12.5
Twice a year 5 10.0 3 7.5
Once a year 2 4.0 1 2.5
Once every few years 1 2.0 0 0.0

Medication 49 40 0.266
Yes 40 81.6 36 90.0
No 9 18.4 4 10.0

Artificial valve use 48 39 0.907
Yes 13 27.1 11 282
No 35 72.9 28 71.8

Home oxygen therapy 47 38 0.686
Yes 9 19.1 6 158
No 38 80.9 32 842

Pacemaker use 46 38 0.706
Yes 10 21.7 7 18.4
No 36 78.3 31 81.6

Implantable cardioverter defibrillator use 46 39 0.210
Yes 0 0.0 2 5.1
No 46 100.0 37 94.9

Total out-of-pocket costs for outpatient medical care (annual) 41 33 0.012
Nothing paid 10 244 3 91
<10,000 yen 11 26.8 6 182
<50,000 yen 13 31.7 13 394
<100,000 yen 5 12.2 6 18.2
<250,000 yen 2 4.9 3 9.1
<500,000 yen 0 0.0 1 3.0
<1 million yen 0 0.0 1 3.0

Number of hospitalizations in the last 3 years 46 36 0.001
1 36 78.3 9 250
2 4 8.7 15 417
3 2 43 7 194
4 2 43 3 8.3
>5 2 43 2 5.6

Total number of days hospitalized in the last 3 years 45 36 >0.001
<1 week 14 31.1 1 2.8
<30 days 25 55.6 14 389
<100 days 6 13.3 16 44.4
=100 days 0 0.0 5 13.9
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Counselors for work and welfare-related issues
are needed

Notebooks or electronic devices with patient medical information
are needed

Staff to consult on the patient's illness or daily life
are needed

A leaflet or website introducing specialized facilities
is needed

Opportunities where patients can meet and interact with
other patients of the same disease are needed

Staff who can counsel patients regarding daily worries or concerns
are needed

B Strongly agree @ Moderately agree  ONeither agree nor disagree  ODo not really agree O Strongly disagree B Not available
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Abstract

Background: The aim of this study is to elucidate out-of-pocket coverage of medical fees and
the use of social and medical subsidy systems by adult congenital heart disease patients.
Methods: A total of 1,624 members of a patient association aged 20 years or older were
surveyed via a questionnaire on medical expenses.

Results: Valid responses were received from 373 survey participants (22.9%). The median
age of participants was 28 years (range: 20-78 years), and 303 patients (81.2%) possessed a
physical disability certificate. A total of 346 patients (92.8%) were receiving outpatient care.
Of these, the most common annual expense bracket was “less than 10,000 yen” annually (92
patients; 26.6%), followed by “10,000-49,999 yen” (87 patients; 25.1%). Of the 8 patients who
paid 250,000 yen or more, 6 were using home oxygen therapy. Over 50% of the patients
received medical subsidies for persons (children) with severe physical and intellectual
disabilities. Among the 130 respondents (34.9%) who had been hospitalized in the last 3
years, 29 patients (22.3%) paid 10,000-49,999 yen, 17 patients (13.1%) paid 50,000-99,999
yen, and another 17 patients paid 100,000-249,999 yen. Of the six respondents who paid
250,000 yen or more for impatient care, 3 patients had been hospitalized for arrhythmia and
1 patient had been hospitalized for hepatitis treatment. In general, the percentage of
patients who received medical subsidies ranged from 10-19%. A total of 339 respondents
(90.9%) “strongly agreed” or “moderately agreed” to the statement that “counselors for work
and welfare-related issues are needed.”

Conclusion: The results of this research suggested the need for improvement of the
inpatient care expense subsidy system especially in the field of internal medical care, and
counseling support to allow users to take full advantage of the system.

67



AR NSER PR DR 2 MRS (20164-12H)

HoEUHIERERRE RA

REE HAZE

Basic disability pension BEEERFE

Certificate of the Mentally Disabled EHEESEREELTFIR
Disability Welfare Allowance EEERALFH
Functional classification for disability pension — IR X 9

Life insurance S aniRbE

Medical care to improve independence/Rehabilitation BIAXEER (BLER)
Physical disability certificate BREEEFIR

Public welfare assistance HiERE

Rehabilitation certificate BEEFIR

Research Project for the Treatment of Special Chronic Diseases HERERBMRSER
Special Disability Welfare Allowance HREEEFY

Subsidy system for persons (children) with severe physical and intellectual disabilities

EELEBEE (B) EREBNREIE
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