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Abstract

Our research aimed to clarify the special needs of children with Autism Spec-
trum Disorders (ASD) and their families in Japan, China and Vietnam through
a comparative study using a questionnaire completed by parents of children
with ASD. The main results of this study were as follows: (1) the parents in all
three countries had difficulty making free time and going out with their chil-
dren; (2) although parents’ notification/suspicion of disability/disorder and
informed detection to parents in Japan was earlier than in China and Vietnam,
diagnosis in Japan was later than in the other two countries; (3) while most
parents in China and Vietnam felt a heavier economic burden than parents in
Japan, parents in all three countries had the same needs such as support for
their children’s disorder/disability, developmental support and improvements
concerning staff with special knowledge. In conclusion it is suggested that in
order to approach the issue of special needs in detail, it is necessary to conduct
qualitative studies including interviews with parents of children with ASD.
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At the “Seminar on the Treatment of Children with Developmental Disabili-
ties Education Program Development in East Asia,” which was funded by the
Asia-Africa Science Platform Program (Japan Society for the Promotion of Sci-
ence), research based on a questionnaire on the special needs of children with
developmental disabilities and their families in Japan, China and Vietnam was
conducted. Analysis of data obtained in each country is already underway, and
some of the results have been reported at the June 2010 seminar in Shanghai

and November 2010 seminar in Nanjing.

Regarding the survey results, because country specific analysis has already been
made public, in this paper the focus is on a comparison of the three countries.
In addition, what is reported here is limited to Autism Spectrum Disorder as a
category of disability. Even when compared to other developmental disorders,
although together with advances in basic research made in recent years great
advances in early detection, diagnosis and intervention have been seen regard-
ing ASD, at the same time many difficulties remain concerning the handling of
children diagnosed with this disorder. In order to develop social policies and
systems that will expand support for children with ASD and their families, it
can be said that clarifying the needs of children with ASD and their families is a
pressing concern. On this basis, here we will report only on the analysis of ASD.
Our written questionnaire research, however, is also targeted at children with
developmental disorders other than ASD, and we plan to present a comparative
analysis of the three countries that will include disability categories other than

ASD on another occasion.
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1. Introduction

Ever since Kanner (1943) and Asperger (1944) presented early-stage case studies
on autism, several major changes have taken place in the theories of pathology
and causation regarding ASD, and various corresponding changes have thus also
taken place regarding educational methods. Today, ASD is understood primarily
as a social disorder condition, and it can be said that the view that it is caused by
some type of functional or structural problem in the brain has become standard.
However, even if there is some type of problem in the brain, various researches
have also made it clear that with appropriate intervention from the early stages of
development, the developmental process of a child with ASD can be transformed
into something more desirable as a result of the child reciprocally interacting with
an adjusted environment (Sugiyama, 1996). It has been pointed out that due to
the standardization of early-stage intervention, the prognosis of children with
ASD has become more favorable than in the past (Howlin, 1997). Also, through
the accumulation of decades of research, it has been made clear that ASD will
not be completely cured nor will there be a dramatic improvement in symptoms.
However, therapeutic educational methods have been developed which are effec-
tive in facilitating better development in these children, and these methods have
been widely adopted (Chawarska, Klin and Volkmar, 2008).

On the basis of the above, it can be said that in order to properly support chil-
dren with ASD, it is necessary to intervene from an early stage using appropri-
ate treatment methods and early detection. However, in order to make support
truly effective, it is necessary to clarify the needs of the child receiving support
and their family and create specific treatments and a system which takes these

needs into account. This is where the significance of this report lies.

Regarding the support systems for children with ASD, there were naturally vari-

ous differences in the three countries we studied. The differences which became
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clear by analyzing the survey results reflect the differences in these systems, and
we can assume that these differences will also reveal the issues to be resolved. In
addition, we expect that support issues unique to the characteristics of ASD will

also be revealed by the points of commonality found in these data.

Here, we need to point out that the upper age limit of the children targeted by
this study was fifteen years, so we cannot take up issues pertaining to work or
autonomous social life. These issues are extremely important from the stand-
point of lifelong development, but the pursuit of the problems related to these

points is an issue for future research.

Next, we would like to discuss what we paid attention to in our analysis. Our
first focus was to elicit the various needs that exist in daily life. Several prior
studies have already presented survey data on such diverse needs (Lu, Taka-
hashi, 2006; Maeda, Arai, Inoue, Zhang, Araki, Araki, Takeuchi, 2009; Maeda,
Kawano, Araki, Araki, Morimitsu, Yoshida, 2007; Song, Ito, Watanabe, 2004),
and this study can also be situated as an extension of such prior research. What
makes this study unique, however, is its comparison of three countries. Through
this comparison, it is hoped clues to a more solid understanding of the meaning

of individual needs can be obtained.

Another area we focused our attention on was various problems regarding
early detection. In Japan, due to the spread of a health examination system that
targets infants, it has become possible to detect various disorders at an early
stage. However, regarding ASD, the assessment for detection is difficult, and,
particularly in cases that are not accompanied by mental retardation, there is
a tendency for it to be discovered late. It can be said that the timing of detec-
tion is a major factor in the future development of children with ASD. There
are also issues to be examined regarding the amount of time between detection

(indication) and diagnosis. According to Natsubori (2001), the parents of these
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children have doubts, and even if the possibility of ASD is pointed out to them
during a health examination, a comparison to children with Down syndrome
made it clear that a lot of time passed before a definite diagnosis was made. Nat-
subori also pointed out that this might be one of the reasons that acceptance of

the disorder was difficult.

Maeda, Inoue, Arai, Araki, Takeuchi and Araki, who analyzed the Japanese sur-
vey data a previous paper (2010), did a comparison of the data from the three
countries in the present study and found that for children in the ASD group the
“awareness” period was around the ages of 1-2, “indication” was from around
the ages of 1-2 up to the ages of 3-4, and the “diagnosis” period was mostly
around the ages of 3-4. This contrasts with the results from the mental retarda-
tion (MR) group, where most of the parents experienced “awareness,” “indica-
tion,” and “diagnosis” within six months of their child’s birth. This suggests
that the “time lag” unique to children with ASD is one reason that the parents
of children with ASD experience anxiety and psychological conflict different
from that of parents of children with MR.

It was found that there were many cases in which intervention began before a
diagnosis was made, however, and this may have had a positive influence on the

parents’ perceptions of their children with disorders.

The third area we focused on was needs pertaining to specific support. The chil-
dren targeted by this survey all had experience receiving some kind of support.
Since the support system varies by country, a simple comparison cannot be
done, but how the parents assessed the experience of receiving support is a valid
point to examine from the perspective of improving support. Also, the experi-
ence of receiving support gives rise to awareness regarding areas where they felt
a need but no support could be obtained. Clarifying what types of specific sup-

port they desire, regardless of whether they can be implemented immediately,
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can be said to be an important step towards developing future improvements.
Keeping these perspectives in mind, we will now present both the issues com-

mon to all three countries and particular to each country.

2. Purpose

The purpose of this study is to clarify the needs of children with ASD in Japan,
China and Vietnam, and, through a comparison of these needs, to both clarify
the issues related to support common to all three countries and examine the is-

sues related to support particular to each country.

3. Method

3-(1) Participants

In the questionnaire regarding the special needs of children with developmen-
tal disorders and their families in three countries, Japan, China and Vietnam,
valid responses were obtained from 209 people in japan, 224 people in China,
and 249 people in Vietnam. In each country, the majority of the people targeted
by this study lived in or near a major city (in Japan, in or near Kyoto City; in
China, in or near the cities of Beijing and Shanghai; in Vietnam, in or near the

cities of Hanoi and Ho Chi Minh City).

Table 1. Number of partipants analyzed in this research

Participants in this research(%) Total
Japan 108(51.7) 209
China 125(55.8) 224
Vietnam 94(37.8) 249

Among the valid responses on the questionnaire sheet, those who responded
that their child had “a developmental disorder (autism, Asperger disorder)” as

their primary disorder were targeted for analysis. In Japan, 51.7% of all valid
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responses (108 people) were targeted for analysis; in China, the rate was 55.8%
(125 people) and in Vietnam it was 37.8% (94 people). Table 1 shows the total
number of valid responses in each country (Total) and the targets of analysis in

this study (participants in this research).

Table 2 shows the number of par- Table 2. Sex of participants (%)

.. Male Female Total
0,
ticipants analyzed by gender (%). . 87(80.6)  21(19.4) 108(100.0)
As can be seen in this table, there China 104(83.2)  21(16.8) 125(100.0)
Vietnam 87(93.5) 6(6.5 93(100.0)

was a high proportion of boys in
all countries. Generally speaking the incidence rate of autism spectrum disorder is

higher in boys than in girls, so we can assume that this trend appears here as well.

The affiliations of the children of the survey participants are shown in Table 3,
and the number of children by age is shown in Table 4. When the age clusters
were broadly divided into five years and under and six years and older, we can
see that in Japan over 60 percent of the children of participants were six years
and older. In China, however, the number of children in each of these two age
categories was virtually the same, and in Vietnam over 60 percent were five
years old or younger (Table 5). When thinking about the characteristics of the
children whose parents participated in this study, whether they are not yet
school-aged or school-aged is a factor to be considered. We will now examine

the analysis of the characteristics of the children of the participants.

Table 3. The affiliations of the children of the survey participants (%)

T Institution/
Institution/
day care for
day care for
Day preschool . . School for
preschool Elementary Junior high .
nursery or X and school special Home Other
N children . school school
kindergarten . . children needs
with special . .
with special
needs
needs
Japan 29(27.1) 13(12.1) 0(0.0) 19(17.8) 5(4.7) 40(37.4) 1(0.9) 0(0.0)
China 9(7.2) 29(23.2) 12(9.6) 1(0.8) 0(0.0) 67(53.6) 7(5.6) 0(0.0)
Vietnam 15(16.7) 6(6.7) 2(2.2) 5(5.6) 0(0.0) 57(63.3) 4(4.4) 1(1.1)
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Table 4. The number of children by age

Age 2 3 4 5 6 7 8 9 10 11 12 13 14 15

Japan  1(0.9) 4(3.7) 14(13.0) 19(17.6) 15(13.9) 4@3.7) 12(112) 8(7.4) 4(3.7) 546 87.4) 546 765 2(1.9)
China  2(1.6) 21(16.8) 23(18.4) 20(16.0) 118.8) 9(7.2) 6(48) 64.8) 108.0) 324) 4382 2016 482 4(32)
Vietnam  8(8.6) 17(18.3) 16(17.2) 18(19.4) 7(7.5) 9(9.7) 4(43) 5(64) 222 332 1(.1) 222 1(.1)  00.0)

Table 5. Age-grouping of participants
below 5 yr above 6 yr Total

JAPAN Number 38 70 108
% 35.2 64.8 100.0
CHINA Number 66 59 125
% 52.8 47.2 100.0
VIETNAM Number 59 34 93
% 63.4 36.6 100.0
Total Number 163 163 326
% 50.0 50.0 100.0

3-(2) Contents of the Survey

The written questionnaire consisted of 48 items in the following eight areas: 1)
Basic Characteristics of the Child of the Participant, 2) Family Economic Situ-
ation, 3) Problems or Anxieties in Daily Life, 4) State of Child Rearing, 5) De-
sires for Economic, Lifestyle or Child Rearing Support, 6) The Child’s Future,
7) Detection and Notification of the Child’s Disorder, and 8) Early Treatment of
the Child. Regarding the specifics of individual question items, we will discuss

these to an appropriate extent in the Results section.

3-(3) Analyses

Our analysis consisted mainly of clarifying the features of each country by ex-
amining the differences and similarities between Japan, China and Vietnam
regarding each item of the questionnaire. Analysis was therefore primarily
conducted at the descriptive statistical level, focusing on indicating the number
of people (%) in each category by country. However, regarding the variables

“degree of necessity of nursing care” and “state of the family finances (amount
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of extra money),” multiple regression analysis was conducted as necessary in
order to seek out relationships with other variables in each country. SPSS 16.0]
for Windows was used for statistical analyses.

4. Results

4-(1) Demographic Variables of the Children of Participants

Some of the children’s demographic characteristics have already been shown
in Tables 1, 2, 3 and 4 in the “Analysis
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capable of independence (Figure 1),
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. ”
assistance” was the most common re-

sponse. While the proportion requir- Figure 1. Degree o help needed for partidpants

ing “total nursing care” was less than 10% in Japan and China, however, it was
a much higher 30% in Vietnam. Possible reasons for this difference include the
fact that the percentage of survey participants with young children in Vietnam

was comparatively large and that the degree of their disorder was severe.

When the relationship between the degree of personal independence and the
two age groups (five years and younger and six years and older) was viewed
through a x’ test by country, a significant relationship was seen in China and
Vietnam. When residual analysis was then performed on the data from China
and Vietnam, the differences presented in Figure 1 were seen. As anticipated,

this suggests that the percentage of the “nursing help needed” group in Vietnam
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made up of children five years old and younger was significantly larger than the

percentage made up of children six years old and older.

Looking at the degree to which the children were able to communicate with

others (Figure 2), China had the
highest percentage who could not
communicate with others (29.3%),
and in Vietnam the percentage was
14%. Looking at these results, it can
be inferred but cannot be said with
absolute certainty that difficulties in
communication affected the degree

to which nursing help is desired and
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Figure 2. Communication ability lebel

the percentage of those receiving assistance in Vietnam becoming high. In ad-

dition, when a x* test was conducted on the relationship between age groups

by country, no significant relationship was found in any of the three countries

examined.

Looking at Figure 3, difficulties in dai-
ly life, we can see that the percentage
who “require assistance at all times”
was highest in Vietnam. This trend
can be said to be similar to the degree
to which nursing assistance is required
as was seen earlier. In addition, when a
x * test was conducted on the relation-

ship between age groups by country,
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so% 213 time

Needed o help at new
393 situation
30% — | — Partially needed to
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Figure 3. Difficulty in daily life

no significant relationship was found in any of the countries.

23



Next, we would like to look at the

100%
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0%

degree of hyperactivity. In this study

hyperactivity was described in terms

Needed to be monitored all
the time

of three levels: “needs to be monitored

» o« Needed tobe monitored in

some situations

at all times,” “needs to be monitored

B Not hyperactive

in some situations,” and “not hyperac-

China

Japan Vietnam

tive” (Figure 4). Looking at Figure 4,
. Figure 4. Level of hyperactivity
as expected the percentage of children

with the most severe level of hyperactivity was highest in Vietnam.

From these results it can be inferred that a high degree of assistance has a strong
relationship to difficulties in everyday living and the degree of hyperactiv-
ity. Moreover, when a x * test was conducted on the relationship between age
clusters by country, a significant relationship was found only in China. When
residual analysis was conducted, it was shown that in the group that was not hy-
peractive the percentage of children aged six years and over was larger than that

of children who were five years old and younger.

Thus far we have examined the children’s Table 6 Regression analysis on "Help
needed": Japanese data

condition. Next, in order to see the relation-

B
: : : . Age 0.25**
ship among the variables, multiple regression 9
P 8 ’ P 8 Communicate with anybody ~ -0.28 **
analysis was conducted by country with “de-  Difficulty in daily life -0.34 "
HyperactivelLevel 0.01
gree of independence (degree of help need- a.dependent variable: Help needed
*p<.01 "™ p<.001

ed)” as the dependent variable, and “age,”

Table 7 Regression analysis on "Help

“degree of communication ability,” “degree

of difficulty in everyday life,” and “degree of

needed": Chinese data

B
hyperactivity” as the independent variables. A9° 0.877
Yp Y P Communicate with anybody ~ -0.11
The results of the multiple regression analysis Difficulty in daily life -0.32
. . Hyperactive Level 0.04
are shown in Tables 6, 7 and 8. Looking at , gependent variable: Help needed
p<.01 ™ p<.001

these results, all three countries showed sig-
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nificant loadings regarding age and degree of
difficulty in everyday life, but while the de-
gree of communication ability was significant
in Japan, Vietnam differed in that the degree

of hyperactivity was significant.

Table 8 Regression analysis on "Help
needed": Vietnamese data

B
Age 0.47
Communicate with anybody ~ -0.09
Difficulty in daily life -0.25**
HyperactivelLevel 0.17*

a.dependent variable: Help needed
*p<.05 *:p<.01 *:p<.001

Table 9 shows the number and percentage of family members who live with the

child in question in each country. In contrast to Japan and Vietnam, where the

percentage of children who had one sibling was over 60 percent, the fact that

in China the percentage was less than 20 percent can be assumed to be a reflec-

tion of differences in government policy. Also, the percentage living together

with their grandparents was highest in China, and the percentage living with a

grandmother in Vietnam was comparatively high at close to 40 percent.

Table 9. Family members who live with the child

Number of
With With Number of siblings living with With With relatives
father  mother grandfather grandmother living with
0 1 2 3 0 1 4
Japan 100(92.6) 105(92.7) 32(29.6) 69(63.9) 6(5.6) 1(0.9) 15(13.9) 19(17.6) 104(96.3) 3(2.8) 1(0.
China  106(85.5) 114(92.7) 10182.1) 22(17.9)  00.0)  0(0.0) 39(31.5) 52(41.9) 109(87.9) 15(12.1) 00,
Vietnam 83(91.2) 84(91.3) 33(35.9) 59(64.1) 0(0.0) 0(0.0) 16(17.8) 34(37.8) 62(69.7) 27(30.3) 0(0.
Table 10. Father's and Mother’s occcupation(%)
... Commerce/ Agriculture/ . Day
Specialist envice Industry fishery Officer labor Unemployed ~ Other
Japan  Father 20(20.6) 35(36.1) 23(23.7) 0(0.0) 8(8.2) 0(0.0) 0(0.0) 11(11.3)
Mother 5(4.9) 7(6.9) 3(2.9) 0(0.0) 2(2.0) 2(2.0) 66(64.7) 17(16.7)
China Father 43(34.7) 26(21.0) 19(15.3) 4(3.2) 8(6.5) 8(6.5) 48.2) 12(9.7)
Mother 42(33.6) 12(9.6) 8(6.4) 5(4.0) 6(4.8) 4(3.2) 34(27.2) 14(11.2)
Vietnam Father 33(35.1) 13(13.8) 17(18.1) 3(3.2) 15(16.0) 1(1.1) 2(2.1) 10(10.6)
Mother  29(31.2) 13(14.0) 11(11.8)  1(1.1) 13(14.0)  0(0.0) 12(12.9) 14(15.1)
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4-(2) Economic Situation of Families

Figure 5 shows the family’s primary
breadwinner. While the rate of re-

sponses of “father” was highest at

= Other

84.1% in Japan, in China and Vietnam

™ Grandfather and/or
grandmother

the rate of “father” responses was also

Both mother and father

somewhat high at around 40%, and

Mother

“both mother and father work” was

W Father

close to 50%, exceeding 40% in both

Japan China Vietnam

countries.

Figure 5. Who earns mainly for participants family

The results seen in China and Vietnam can be considered a reflection of the
general working conditions in both countries. However, considering that in
both countries “both parents work” is said to be the norm and that the mother
bears the primary burden of supporting the child, it may be the case that the
father has become the primary breadwinner in over 40 percent of households as

a result of the mother having to assume this burden.

The parents’ occupations are presented in Table 10. While the percentage of
families in which both parents had professions was more than 30% in China
and Vietnam, families in which the father had a profession exceeded 20% but
those in which the mother had a profession remained at a mere 4.9% in Japan.
Moreover, 64.7% of Japanese mothers did not work. The fact that even in China

27.2% of mothers did not work is worth noting.
Looking at “Type of Habitation” (Table 11), in contrast to a comparatively high

ratio of home ownership in Japan and Vietnam, the ratio of collective housing

ownership was high in China.
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Table 11. Type of habitation (%)

Apartment/ Rented .- Living with
g::,zeoﬁn Egg;zd flat of apartment/ Safst:g:rlwce participant's  Other
one'sown flat grandparents
Japan 70(65.4) 5(4.7) 12(11.2) 15(14.0) 0(0.0) 5(4.7) 0(0.0)
China 17(13.7) 4(3.2) 54(43.5) 54.0) 12(9.7) 23(18.5) 9(7.3)

Vietham  47(50.0) 17(18.1) 13(13.8)  1(1.1)  2(2.1) 13(13.8) 1(1.1)

Table 12. Major Living Expenses
Water  Education

Transportation - Medical ~ Costfor ~ Repayment

Food and  and care for ) o Other
) expense bill habitatiomn ~ for loan
energy  child(ren)

Japan Number 68 33 36 12 15 40 15 10
% 63.6 30.8 33.6 11.2 14.0 37.4 14.0 9.3

China Number 51 30 88 21 35 21 26 2
% 411 24.2 71.0 16.9 28.2 16.9 21.0 1.6

Vietham Number 83 78 89 65 68 21 16 2
% 89.2 83.9 95.7 69.9 73.1 22.6 17.2 2.2

Looking at “Major Living Expenses” (Table 12), in contrast to Japan where a
majority of respondents selected “food,” in China the percentage who selected
“educational expenses” was highest. In Vietnam there were five responses se-
lected by a majority of respondents: “food,” “water and electricity,” “educational

expenses,” “transportation costs,” and “medical expenses.”

The “Household Finances Table 13. Household finances evaluation
(Amount of Extra Money)
Somewhat Somewhat

Evaluation (Amount of Extra

» Good o difficult
Money)” response data are good  difficult
presented in Table 13. Looking Japan  Number 5 47 41 13

) . . ) % 47 443 387 123
at this table, in China a high
. . China Number 8 32 52 32
proportion of people choosing % b5 058 419  o58
“difficult” can be seen. In or-
Vietnam Number 10 33 39 12
der to see which types of living % 106 354 415 128

expenses contribute to the per-
ception of “extra money,” multiple regression analysis was conducted with the

household financial situation as a dependent variable and the existence/non-
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existence of specific types of daily living expenses as an independent variable.

The loadings on each dependent variable are presented in Tables 14, 15 and 16.

Table 14. Multiple regression Table 15. Multiple regression Table 16. Multiple regression
analysis: Japan (n=106) analysis: China (n=124) analysis: Vietnam (n=93)
B B B
Food 0.120 Food -0.188 Food 0.245*
Water and energy 0.104 Water and energy 0.143 Water and energy -0.316*
Education and care for chid  -0.146 Education and care for chid ~ 0.173 Education and care for chid  -0.048
Transportation expenses ~ 0.041 Transportation expenses -0.082 Transportation expenses  0.061
Medical bill -0.011 Medical bill 0.288 ** Medical bill 0.082
Cost for habitaion 0.157 Cost for habitaion -0.130 Cost for habitaion 0.406
Repayment for loan 0.285 ** Repayment for loan 0.186 * Repayment for loan 0.212*
Household cost-Other  0.004 Household cost-Other  0.140 Household cost-Other ~ -0.123
Dependent variable: Amount of Extra Money Dependent variable: Amount of Extra Money Dependent variable: Amount of Extra Money
*.p<0.01 #p<001 *p<0.05 *p<0.001 *p<0.01 *p<0.05

Looking at the results of the multiple regression analysis, “repaying debt” demon-
strated significant positive loading in all three countries, as did “medical expenses”
in China and “housing expenses” and “food expenses” in Vietnam. Looking at the
selection rate of items demonstrating significant positive loadings in Table 12, al-
though “food expenses” was selected at a high rate in Vietnam at 89.2%, it was not
selected as frequently in the other two countries. Considered from this angle, even
when there are few items selected, it can be said that the participants who selected

these kinds of items have a strong tendency to feel that their lives are difficult.

4-(3) Worries and Anxieties in Daily Life

Looking at Confidant/Consultant on Matters Related to Daily Life, Education,
Medical Treatment and Welfare (Table 17), in all three countries most parents
had “someone at a school or facility (a teacher or staff member).” Respon-
dents in both Japan and Vietnam also had a strong tendency to confide in their
spouse. In Japan there were also many respondents who confided in “other par-

ents of a child with a disability.”
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Table 17. Confidant/consultant for daily life, education, medical treatment and welfare

Another
Cids  hids parent Member
Spouse Relative Friend Neighbor with  Teacher Colleague of same other
grandfather grandmother disablity religous
child

Japan Number 76 19 49 12 50 13 67 74 5 1 5
% 704 17.6 454 111 46.3 120 620 685 46 09 46

China Number 41 12 18 15 28 12 31 76 8 1 14
% 347 102 1563 127 23.7 102 263 644 6.8 08 119

Vietnam Number 65 11 16 15 17 8 40 61 14 1 2
% 73.0 124 18.0 133 191 9.0 449 685 157 11 22

Looking at “Current Worries and Anxieties” (Table 18), “lack of free time” was
frequently selected in all three countries (over 40% of respondents). In Japan
there were no other responses with a higher selection rate, but in China and
Vietnam, “not enough help” was selected by 56.1% and 43.0% of respondents
respectively, and in Vietnam “cannot receive rehabilitation or training” was the
most frequent response at 72.0%. Furthermore, in both China and Vietnam we

saw that over 40% of respondents felt that “educational expenses are a burden.”

Table 18. Current worries and anxieties

lliness or
accident lliness or
of person accident Burden

Unableto  Burden of Burden of Low Paying Lack
receive  educational medical off the of free Other

eaming of famiy of care rehabllitation  expense  expense INCOME "~ yebt  time
living  member
expense
Japan Number 17 27 18 5 21 8 24 22 44 30
% 16.5  26.2 17.5 49 204 78 2833 214 427 291
China  Number 36 30 69 42 60 34 40 19 51 13
% 29.3 244 56.1 34.1 488 276 325 15.4 415 10.6
Vietnam Number 37 31 40 67 40 19 33 1 39 5
% 39.8 333 43.0 720 430 204 355 11.8 424 5.3
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Concerning “Worries and Anxieties about the Future” (Table 19), in contrast to
Japan and Vietnam where it was the most commonly selected response, “par-
ticipant’s employment” was not selected by very many respondents in China.
In China, the responses that were chosen almost 50% of the time were “not
enough help” and “educational expenses are a burden.” The response that had

the highest rate of selection in Vietnam was “parents’ old age” (77.4%).

Table 19. Worries and anxieties about the future

linessor lliness or
acidentof  accident Burden
personearing  of family - of care
Iiing expense - member

Unableto  Burdenof Burden of
recelve  educational  medical
rehabitation ~ expense  expense

- - o Parents
Sibling’s  Participant's - Participant's
marriage  employment  mariage Olcljiége Other

Japan  Number 39 47 18 2 23 9 37 85 46 49 18
% 36.8 443 17.0 19 217 85 349 802 434 462 170

China  Number 58 48 60 46 56 46 10 42 51 19 0
% 479 39.7 496 38.0 46.3 38.0 83 347 421 157 0.0

Vietnam  Number 44 38 34 57 33 18 12 58 36 72 5
% 478 413 3870 620 359 196 13.0 63.0 39.1 774 5.3

4-(4) The State of Caregiving

Regarding the “Primary Caregiver” (Table 20), in all three countries “mother” had
the highest proportion of responses, but it is worth noting that in China and Viet-

nam the proportion of participants who responded “grandparents” was over 10%.

Table 20. Primary caregiver
Mother Father Grandparent Relative Sibling Housekeeper Nocare giver  Other

Japan Number 100 6 2 0 0 0 0 0
% 92.6 5.6 1.9 0.0 0.0 0.0 0.0 0.0
China  Number 91 11 13 3 0 4 1 1
% 73.4 8.9 10.5 2.4 0.0 3.2 0.8 0.8
Vietnam Number 71 7 10 0 0 0 0 5
% 76.3 7.5 10.8 0.0 0.0 0.0 0.0 5.4
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Looking at “Burdens and Anxieties Related to Care giving” (Table 21), the
most frequent selection in all three countries was “care related to outings.”
Many of the other responses also had a selection rate of 40% or higher in China
and Vietnam Responses with a particularly high selection rate were finding care

and treatment specialists” in China and “finding friends” in Vietnam.

Table 21. Burdens and anxieties related to care giving

. . ' - Findinga . . -
Caring of Cainrof Caing of Ca‘mgof Be\nga§a Finding a F‘”F“”ﬂ*‘ specialist If\nqmg_an F'”d'ﬁg
h bath and ; goingto companion . specialst on institution @ service ~ Other
feeding = . outing friend ' on cure . .
voidance school to education avallable  available
and care
Japan Number 28 20 54 15 43 32 15 21 25 32 6

% 269 192 519 144 413 308 144 202 240 308 5.8

China  Number 40 26 66 62 48 63 62 73 66 68 3
% 320 208 528 496 384 504 496 584 528 544 2.4

Vietnam  Number 34 25 41 24 34 58 44 31 41 38
% 374 275 451 264 374 63.7 484 341 451 418 241

The “Caregiver’s Own Anxieties and Burdens (Table 22) can be considered
relatively similar in all three countries. Two responses, “caregiver’s own health”
and “getting irritated easily” had a selection rate of over 40% in all three coun-
tries, and although the selection rate of “having little free time” was lower in
Japan, it is still a concern many Japanese caregivers had in common with re-
spondents from the other countries. In China, the percentage of participants
who responded “getting tired of caring for the child” was 57.9%, and the fact
that this percentage was markedly higher than in the other two countries can be

said to be a distinguishing feature.
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Table 22. Caregiver's own anxieties and burdens

Having

Parent's Unable Unable Easily iigigg little tg?i{ﬂz
own getting ing f time on fidant/ Other
health to go out to work irritateq ©21ing for parent's confidant
child ) consultant
side
Japan Number 49 15 37 55 18 40 7 9
% 47.1 14.4 35.6 52.9 17.3 38.5 6.7 8.7
China Number 65 25 59 62 70 70 24
% 53.7 20.7 48.8 51.2 57.9 57.9 19.8 4.1
Vietham Number 47 4 35 38 26 47 19 5
% 51.1 4.3 38.0 41.3 28.3 51.1 20.7 5.3
4-(5) Desires Regarding Economic, Lifestyle and Caregiving Support
Regarding “Desired Economic Table 23. Desired Economic Support
» Toimprovel 7o fix To improve
Support” (Table 23), the re- oY o Ty imorove in aid for
dlovance job for habitation medical Other
ioh- fo chi ith
sponse that had the high e parent expenses
est selection rate in all three Japan  Number 72 a7 17 0 5
countries was “improvement/ % 699 359 165 388 49
increase in the family allow- China Number 111 20 15 78 15
% 902 163 122 634 122
ance for children with special
" Vietnam Number 79 23 17 38 3
needs.” The percentage re- % 88.8 258 191 427 32
sponding “improvement in
aid for medical expenses” was
high in all three countries, and Table 24. Deswed. Support in Daily Life
. . Informing - Cregting Introducing Credting
this tendency was particularly ‘ oo
guidance . and sending Other
. . . . offcelcenter Windows for | short-stay
evident in China. Regarding for children_ conultation service
“Desired Support in Daily Life” Japan Number 37 44 31 55
% 378 449 316 561 4.1
(Table 24), the selection rate of
“respite” (a short-sta service) China  Number 46 53 45 99 9
p Y % 388 442 375 825 75
was high in all three countries.
Vietnam Number 28 34 59 63 3
This result can be assumed to % 304 37.0 641 685 3.2
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be related to the high levels of anxiety common to participants in all three coun-

tries seen in “Worries and Anxieties at Present” (Table 18) and the “Caregiver’s

Own Anxieties and Burdens” (Table 22).

In “Desired Support for Child Table 25. Desired support for child rearing

Rearing” (Table 25), “improv-

ing child care centers” was the
. Japan Number
most common response in %

China and Vietnam, exceeding China  Number

80%, and it was comparatively %

high in Japan as well at 45.1%. Vietnam Number
%

Increasing

Increasing  Improving

supports by social workers/ child care

volunteers

45

consultants  center

54 46

441 52.9 451

45

58 107

36.6 47.5 87.0

38

46 75

41.3 50.0 81.5

Other

10
9.8

The selection rate of “increasing

the number of social workers/consultants” was also high in all three countries,

having been chosen byaround 50% of participants in each country.

4-(6) The Children’s Future

In the “Primary Hope for Your Child’s Future” item (Table 26), the selection

rate for “be able to live independently” was the highest in all three countries.

In a sense this response can be said to be a hope for the future that serves as a

premise for and encapsulates the other selections.

Table 26. Primary Hope for Your Child’s Future

To become  To enter
independent institution

Japan Number 6.8 8 12
% 63.0 7.4 1.1
China Number 83 5 16
% 67.5 41 13.0
Vietnam Number 75 1 2
% 84.3 1.1 2.2

Towork Togeta
ata job and
workshop  saraly

17
15.7

14
11.4

To be taken care

for by child's
own family

Other
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4-(7) Detection and Notification of the Disorder

Looking at “Abnormalities during Table 27. Abnormalities during Pregnancy

Pregnancy” (Table 27), we see that the ves

occurrence rate in China was twice Japan N“D;ber 131‘1‘

that of Japan and Vietnam. Regarding

. China Number 37
Who Noticed/Suspected the Child’s % 30.6

Developmental Delay or Disability for Vietnam Number 14

the First Time” (Table 28), in all three % 15.2

countries the most common response was “the mother.” We also saw that in
Japan the percentage was high for “public health nurse,” and in China the per-

centage for “relative” was comparatively high.

Table 28. Who Noticed/Suspected the Child’s Developmental Delay or Disability for the First Time

Public  Teacherat
Mother Father Relative Neighbor Friend health kindergarten/
nurse  daynursery

School

teacher Doctor Psychaogist Other

Japan Number 61 7 5 0 0 19 7 1 5 2 1
% 56.5 6.5 4.6 0.0 0.0 176 6.5 0.9 4.6 1.9 0.9

China  Number 72 8 20 3 2 1 9 0 3 0 3
% 59.5 6.6 16.5 2.5 1.7 0.8 7.4 0.0 2.5 0.0 2.5

Vietnam Number 61 9 2 1 0 2 3 0 2 2 12
% 64.9 9.6 21 11 0.0 2.1 3.2 0.0 21 21 125

Looking at the “When Did You Notice/Suspect Your Child’s Developmental
Delay or Disability for the First Time?” item (Figure 6), we can see that in Japan
the “noticing” peak is half a year earlier than in the other two countries, occur-

ring at one and half years of age.
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In Table 29, “Where Were You Informed of Your Child’s Developmental Delay
or Disability Based on a Diagnosis,” in contrast to Japan, where “health care
center” was the most frequent response, in China and Vietnam “hospital” was

selected most frequently.

Table 29. Where were you informed your child’s developmental delay or disability?

. Health Child Counseling
of'ggerr?fgzn care Hospital consultation  center at School Other

y Y center center university
Japan Number 10 73 13 9 0 0 3
% 9.3 67.6 12.0 8.3 0.0 0.0 2.8
China Number 11 2 92 9 3 0 3
% 9.2 1.7 76.7 7.5 25 0.0 2.5
Vietnam Number 6 7 54 9 2 1 8
% 6.4 7.4 57.4 9.6 241 14 8.5

Looking at the “When Were You Informed About Your Child’s Developmen-
tal Delay or Disability” item (Figure 7), similar to what was seen in the case of
“noticing,” the peak is reached half a year earlier in Japan than in the other two

countries, occurring at the age of one year.

250 =
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1/ |
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Neonate ~ 3-4 67 910 1lyear 15years 2years 2.5years 3years 3.5years dyears 4.5years After5 Primary Were not
month month month years  school informed

Figure 7. When were you informed your child's developmental delay or disability for the first time?
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Regarding the “Type of Disability When Your Child Was Diagnosed” item
(Table 30), in Japan all of the participants chose “has a developmental disorder”
(autism or Asperger’s disorder), and in Vietnam 80.6% also chose this response.
Since the subjects of this study are only those who selected “has a developmen-
tal disorder” (autism or Asperger’s disorder) in response to a question about
their child’s current condition, this may indicate that diagnoses are prudently
issued in Japan. In China, however, the most frequent selection was “verbal
development delay” at 87.6%. There are several possible interpretations of the
Chinese results, such as that the initial diagnosis is not accurate or that the par-

ents are not being told the name of their child’s disorder.

Table 30. Type of disability when your child was diagnosed

Delay of Developmental )
intellectual Delay of motor Delay of verbal nge\opmenta\ dorder ADHD/ Behavioral Other lNot yet
development  development  disorder (ASD) problem diagnosed
development L0)

Japan Number 0 0 0 108 0 0 0 0
% 0.0 0.0 0.0 100.0 0.0 0.0 0.0 0.0
China Number 1 0 99 1 2 0 0 0
% 0.9 0.0 87.6 9.7 1.8 0.0 0.0 0.0
Vietnham  Number 2 0 12 75 3 0 1 0
% 2.2 0.0 12.9 80.6 3.2 0.0 1.1 0.0

Looking at the “When Were You Informed About Your Child’s Developmental
Delay or Disability” data (Figure 8), unlike what was seen in the case of “notic-
ing” and “indication,” the notification of a diagnosis was quicker in China and

Vietnam, with the peak occurring one year later in Japan.

250
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100 / / \‘éw China
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W i Vietnam
0.0

Neonate  3-4 67 910 1lyear L5years 2years 2.5years 3years 3.5years dyears 4.5years After5 Primary Were not
month  month  month years  school informed
Figure 8. When were you informed your child's delayor disability based on di
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Regarding “What Did You Feel When You Were Told the Diagnosis” (Table 31),
the most frequent responses in all three countries were “felt shocked” and “be-
came anxious about the future.” Looking at the distinguishing characteristics
of responses in each country, in Japan the selection rate was comparatively high
for “thought the diagnosis made sense,” in China “unable to accept the diag-
nosis” was a comparatively frequent response, and “wanted to make the child

more like a normal child” was selected with greater frequency in Vietnam.

Table 31. What did you feel when you were told the diagnosis

Wanting

Havinga \ " e Pondering

Getting Feeling at Decreasing ~ dislike/

Unable Sho Convincing ~ anxious  ease not eneravfor oriudice the child how to make Other
to accept the diagnosis  for the  because efgyorprel likea  thechid
.~ chidcare  for the
future of caring . normal  recover
child
one
Japan  Number 15 64 50 62 19 11 3 39 42 11
% 140 598 467 579 178 103 28 364 393 104
China  Number 62 51 18 77 2 3 1 7 79 8
% 53.0 439 154 6538 1.7 2.6 0.9 6.0 67.5 6.8
Vietnam  Number 14 59 30 74 1 5 0 73 73 19
% 149 628 319 787 1.1 5.3 00 777 777 8.5

Looking at the “Good Points Table 32. Good points when you consulted a
doctor for your child's disabilityb /delay

When You Consulted a Doctor

Gettinga ~ Getting a good Consulting
. . . goodand  andspecific  Getting  about what
for Your Child’s Dlsablllty/ De- specific  adiicefor  accepted youconcem Nothing cg:stﬁteet d
N advicefor  disabiity/  our feeling  on your .
lay” item (Table 32), in all three bringingup  diser chid

Japan Number 50 73 30 66 6 0

countries “getting good and % 467 682 280 617 56 0.0

specific advice on child rearing”
P 8 China Number 49 51 17 23 29 5
and “getting good and Speciﬁc % 43.0 447 149 202 254 4.4

advice on the child’s disability/ Vietnam Number 77 55 18 65 1 1
. » . % 828 591 194 699 11 1.1
disorder” had the highest se-

lection percentages. In Japan and Vietnam “received consultation on points of

concern about the child” was also frequently selected.
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Regarding “Desires Concerning Hospitals and Special Instruction” (Table 33),
several responses had high selection rates in all three countries: “increase the
number of specialist doctors,” “provide support for parents,” and “suggest what
parents can do for the child.” “Increase the number of institutions which can
diagnose disabilities” was a frequently selected response in Japan and China,
and “allow enough time for diagnosis and counseling” was a frequently selected

response in China and Vietnam.

Table 33. Desires Concerning Hospitals and Special Instruction

; Toincrease . To tell what
T |ncr§ase To support insttution which To .um.f orm To makg .T° make gnough parents .
special for parent  can dagnoss criteria of explanation  time for diagnosis can do for Other Nothing
doctor P diabity  diagnosis much easier and counseling '

Isaiity the child
Japan  Number 68 43 60 17 22 41 57 19 2
% 63.6 40.2 56.1 15.9 20.6 38.3 53.3 17.8 1.9
China  Number 73 48 79 27 27 43 81 3 0
% 73.7 48.5 79.8 27.3 27.3 43.4 81.8 3.0 0.0
Vietham Number 41 71 37 30 31 38 74 0 1
% 43.6 75.5 39.4 31.9 33.0 40.4 78.7 0.0 1.1

4-(8) Early Intervention and Early Education

As can be seen in Table 34, Table 34.Did you receive any intervention/early

education program
around 85-92% of the children

Yes
of the participants in this stud
P P Y Japan Number 98
had received some type of early % 90.7
intervention or early education. China Number 105
w . % 85.4
The results of the “When Did
. Viet N
You Receive Some Form of /MM umber 85
% 92.4

Intervention/Early Education
Program for the First Time” item (Table 35) were largely the same in all three
countries, and we can see that first interventions/treatment programs were con-

centrated between the ages of two and four.
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Table 35. When did you receive any intervention/early education program for the first time
Birthto6 6-12 1-2 2-3 3-4 4-5 5-6 6-7 >7
months months years years years years years years Yyears

Japan  Number 0 0 18 29 29 14 5 1 0
% 0.0 0.0 18.8 30.2 30.2 14.6 5.2 1.0 0.0
China  Number 3 2 6 38 46 6 4 0 1
% 2.8 1.9 5.7 35.8 43.4 5.7 3.8 0.0 0.9
Vietnam  Number 1 1 9 38 23 9 1 2 3
% 1.1 1.1 10.3 43.7 26.4 10.3 1.4 2.3 3.4

Regarding the “Where Did Your Child Receive Early Intervention/Early Educa-
tion Programs” item (Table 36), in contrast to Japan, where many respondents
selected “public education center (fee based),” in China and Vietnam many
selected “private education center.” When asked to choose between group or
individual therapy to describe their child’s early intervention and early educa-

tion program, in Japan many respondents selected group therapy, and in the

other two countries, while the most common selection was “both,” “individual
therapy” was the second most frequent response (Table 37).
Table 36. Where did you receive any intervention/early education program
Public Pu.bl.ic . Nurseryin
L trainig . Regular ~ Special .
training Private . . school for Counseling
center . classin - classin ’ )
center - traning . . childen Hospital centerat Home Other
- need kindergarten/ kindergarten/ . . i
free for center with special university
to pay day nursery ~ day nursery
charge needs
charge
Japan Number 31 47 22 26 3 1 11 5 3 7
% 32.0 485 227 26.8 3.1 1.0 113 5.2 3.1 7.2
China  Number 2 22 68 17 13 7 19 2 18 1
% 1.9 21.0 64.8 16.2 12.4 6.7 18.1 1.9 171 1.0
Vietnam %) Number 4 4 26 3 9 13 8 10 3 6
% 4.7 4.7  30.2 35 105 151 9.3 116 3.5 7.0

3%) Only one item was chosen
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Table 37. Type of program your child received for early intervention or early education

Group therapy Individual therapy Both
Japan Number 48 8 42
% 49.0 8.2 42.9

China Number 19 34 51
% 18.3 32.7 49.0

Vietnam Number 5 19 61
% 5.9 22.4 71.8

Looking at the contents of the programs (Table 38), in contrast to Japan, where

“no one particular therapy” was frequently chosen in addition to “play thera-

py,” in China and Vietnam various specific therapies was selected.

Regarding the period of time participating in the program (Table 39), in con-

trast to the other two countries, in Japan it was possible for children to partici-

pate in a therapy program for a comparatively long period of time.

Table 38. Contents of the program

Speech Occupational Behavioral ~ Play _Senso!'y i Tra|n|r)g Not

therp therp! therpy  therap integration therap for daily specific
Y y Y Y therapy Y life

Japan  Number 29 40 11 44 23 21 25 11
% 30.2 1.7 115 45.8 24.0 21.9 26.0 11.5
China  Number 64 61 68 31 71 28 43 4
% 60.4 57.5 64.2 29.2 67.0 26.4 40.6 3.8
Vietnam Number 75 15 66 51 45 30 65 1
% 86.2 17.2 75.9 58.6 51.7 34.5 74.7 1.1

Table 39. How long have you received intervention/early education program

0
0.0

0
0.0

1

<6 6-12 4-5
months  months 1-2 years 2-3 years 3-4 years yearas 5-6 years > 6 years
Japan Number 6 10 19 25 21 8 9
% 6.1 10.2 194 255 21.4 8.2 9.2
China Number 18 21 24 16 10 9 6
% 17.3 20.2 23.1 15.4 9.6 8.7 5.8
Vietnam  Number 18 15 21 10 14 3 4
% 20.9 17.4 24.4 11.6 16.3 3.5 4.7

1.2
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Regarding the burdens re- Table 40. What were the burdens for received

lated to their children receiv-

intervention/early education program

Could .
. Man . Little
ing treatment (Table 40), all power Money Time manahge burden Cther
somenow
three countries had many
Japan Number 14 15 39 9 38 7
respondents who selected the % 144 155 402 93 392 72
“, . ” .
response “time.” While both s nymber 73 72 68 18 3 7

manpower and “money

% 69.5 686 648 17.1 2.9 6.7

was the most frequently se- Vietham Number 31 42 51 43 8

lected burden in China, only

% 373 506 614 518 9.6 2.1

“money” was the most frequently selected burden in Vietnam. “Could manage

somehow” also had high selection rates in Vietnam.

Looking at the results
concerning the good
points of treatment
programs (Table 41),
all three countries had
a high selection rate
for “child developed.”
China and Vietnam both
had high selection rates
for “child’s disability
got better” and “child
acquired basic life skills
(eating, independence),”
and “family members
learned how to deal with
the child” were common
responses in Japan and

China. Looking at the

Table 41. Good points when you received intervention/
early education program

- Famly — Family
Child's .
- dsabity M9 cpitg TNt member
Child disorder acquired ma made  learned Other
developped abilityin . cooperation  how to
e WO friend )
hetter daily life wiheach  do with

ofher  the child

Japan  Number 53 16 29 12 24 65 18
% 558 16.8 305 126 253 684 18.9

China  Number 74 75 73 10 27 59 4
% 705 714 695 95 257 56.2 3.8

Vietnam  Number 73 49 37 19 27 17 3
% 82.0 551 416 213 303 19.1 3.2

Table 42. Level of satisfaction with intervention/early
education program

Much Satisfied Less Not
satisfied satisfied satisfied

Japan Number 13 48 27 8
% 13.5 50.0 28.1 8.3

China Number 2 55 38 7
% 2.0 58.9 37.3 6.9

Vietnam Number 18 45 27 1
% 19.8 49.5 29.7 1.1

41



degree of satisfaction with treatment programs, in all three countries a majority
of respondents gave affirmative responses (“very satisfied” or “satisfied”). “Less

satisfied” was seen comparatively more frequently in China (Table 42).

Regarding “Person Whom You Consult the Most About the Developmental
Support of Your Child” (Table 43), a high selection rate for “spouse” (husband
or wife) was shared by respondents in both Japan and China. Respondents in
China and Vietnam also shared a high selection rate for “teacher at an institu-
tion.” In addition, the selection rate for “teacher at school” was high in Viet-

nam.

Table 43.Person whom you consult the most about the developmental support of your child

Public e Teacher Teacher at
Spouse Relative Neighbor Friend Doctor health Psychologist ndergarten/ o Adminsteor Other
atschool insitution
nurse day nursery
Japan Number 39 1 0 12 6 0 10 2 16 17 1 1

% 3741 10 00 114 57 00 95 19 152 162 1.0 1.0

China Number 23 7 0 4 7 0 5 4 13 44 0 8
% 200 61 00 35 61 00 43 35 113 383 0.0 7.0

Vietnam Number 4 1 0 0 10 0 17 5 25 22 0 5
% 4.5 11 0.0 00 112 0.0 191 5.6 281 247 0.0 5.6

“Kind of Support You Require at Present” (Table 44) had high rates of selection
for many items. Respondents in all three countries had high selection rates in
common for three items, “support for the child’s disability/disorder” “support
for the child’s development,” and “improvements regarding specialist staff.”
Respondents in China and Vietnam had high selection rates in common for “fi-
nancial support,” “support for learning.” High selection rates were also shown
for “support for decreasing the burdens of families” in China and “improvement

of educational programs” in Vietnam.
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Table 44. Kind of support you require at present
Asupport

forthe Developmental _, . Suppoﬁ Support‘for Enrichment of Enr\chmgnt Enrichment
o Financial Support for for making decreasing - of staff with '
child’s  supportfor the L educational . ofpuic  Other
A ‘ support  learning friends and  burden of special i
disability/  chid ‘ program officer
disorder playmate ~ famiy knowledge

Japan Number 46 65 39 38 34 38 34 65 37 6
% 442 625 375 365 327 365 327 625 356 5.6

China  Number 71 97 69 90 58 64 33 79 19 2
% 582 79.5 569 738 475 525 270 648 156 1.6

Vietnam Number 37 62 41 64 63 28 50 54 9 3
% 40.2 674 446 696 685 304 543 587 9.8 3.2

5. Discussion and Conclusion

Points Examined on the Basis of the Results

(1) “Degree of help needed” for the children in question was similar in all
three countries and was related to “low age” and “degree of difficulty in daily
life.” This item was also related to “poor communication ability” in Japan and
“severity of hyperactivity” in Vietnam. These results may be related to the fact
that a comparatively large proportion of participants in Japan were parents of
school-aged children while in Vietnam a comparatively large proportion of par-

ticipants were parents of infants.

(2) In contrast to Japan, where many “fathers” (84.1%) were the primary
breadwinners, in China and Vietnam this was the case in less than 50% of par-
ticipants’ families, and there were an almost equal number of families in which
“mothers and fathers both working” was selected. This likely reflects the gen-
eral conditions in both of these countries where it is normal for both spouses to
work. However, if both spouses working is taken to be a general trend, there is
the possibility that the employment rate for mothers among those surveyed was

lower than normal. This is ultimately speculation, but there would seem to be
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many situations in which a mother must be involved in the care and support of
her child.

(3) In contrast to Japan, where the most frequently selected response concern-
ing burdens on household finances was “food expenses” (63.6%), in both China
and Vietnam it was “educational expenses” (71.0% and 95.7% respectively).
This difference may be related to problems concerning public educational sup-
port for children with disabilities. In multiple regression analysis where the “de-
gree of the tightness of the household finances” was a dependent variable and
burdens in the household budget were independent variables, however, there
were significant relationships with “repaying debt” in Japan, “medical expens-
es” and “repaying debt” in China, and “housing expenses,” “food expenses,”
and “repaying debt” in Vietnam. Those who felt burdened by these items can be
assumed to feel the pinch of household finances. Generally speaking, it is natu-
ral that “debt repayment” was common to all three countries. The differences
between the three countries regarding the other items may reflect the specific

circumstances in each country.

(4) Regarding “current worries and anxieties” and the “caregiver’s own burdens
and anxieties,” the most frequently selected response in all three countries was
“not being able to have free time.” This worry may be linked to the high “time
burden” common to participants in all three countries when their children were
receiving therapy. In addition, more specific worries manifested themselves as
“not enough help” in China and “cannot receive rehabilitation or training” in
Vietnam. The frequency of the responses “caregiver’s own health” and “getting
irritated easily” suggest that supporting one’s own child sometimes becomes
a heavy burden. Another burden (burdens and anxieties related to caregiving)
common to all three countries was “care related to outings.” In China and Viet-
nam several other responses were also selected. These results suggest that these

respondents had a variety of burdens.
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(5) What did the parents want for their children? In terms of money, in all three
countries they wanted an “expansion of special childcare allowances.” The
next most frequently selected response in all three countries was “support for
medical expenses.” Naturally, the monetary burden of medical expenses is a
big problem. Regarding desired support related to daily life, many respondents
in all three countries chose a “respite care (temporary stay) system,” and this
is likely related to participants’ worries about having too little free time men-
tioned above. “Expansion of consultation centers” was another frequently cho-
sen response in all three countries. Being able to consult with someone about
their child with a disability could play a major role in reducing the burden on
parents. Regarding “support for caregiving,” all of the countries shared a high
selection rate for the “expansion of child rearing centers,” and this was particu-
larly evident in China and Vietnam. It can be inferred that this is related to the
need for someone to talk to and the need to receive treatment. The fact that par-
ticipants in all countries shared a high selection rate for “increasing the number
of consultants” is also consistent with this desire for the expansion of child rear-

ing centers.

(6) Regarding when the parents noticed their child’s problem, when their child’s
difficulties were pointed out to them, and when their child was diagnosed,
while “noticing” and “having difficulties pointed out” were earlier in Japan than
in China and Vietnam, “being diagnosed” was later in Japan than in the other
two countries. In Japan there were many cases where early intervention began
at public or private facilities as soon as the disorder was pointed out even if a
diagnosis had not yet been made. Experiencing intervention for a while before
receiving a diagnosis may have allowed the parents to acknowledge and accept
their child’s disorder more easily, but on the other hand a later diagnosis may
have prolonged the period of anxiety and made it more difficult for the parents
to gain an opportunity to realize on their own what they should do as parents.

The features of responses given by parents in each country regarding their feel-
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ings when notified of their child’s diagnosis were probably affected by whether

the diagnosis was early or late.

(7) Regarding treatment, the majority of parents in all three countries gave affir-
mative replies to the question of whether they were satisfied with the care their
child was receiving, and we can assume this is because the parents understood
the significance and effectiveness of treatment (e.g., “Child’s development was
promoted” ). Although both quality and quantity are required in intervention,
we must not forget the question of what should be done about the time and

manpower burden this care places on the parents.

(8) Looking at the “kind of support you require at present,” in all three coun-
tries the most frequently selected responses were “support for the child’s dis-
ability/disorder,” “support for the child’s development,” and “expansion of
specialist staff.” These were not, however, the only desires expressed by the
participants; “financial support,” “educational support” and “wants their child
to make friends” were frequently chosen by both Chinese and Vietnamese par-
ents. “Specialist staffl” means staff with the specific knowledge and experience
needed to deal with children with ASD. As ASD is a disorder that is difficult to
understand, the staffs who have knowledge and experience concerning ASD

should be people the parents can rely on.

Conclusion

To begin with, regarding issues related to lifestyle, it is difficult for parents to
take time for themselves, and problems such as it being difficult to go out were
seen in all three countries. Regardless of the differences between the support
systems, these can be said to be problems common to caregivers of children
with ASD in all three countries. In addition, in connection to the support

conditions in each country, the size of the economic burden was particularly

46



conspicuous in Vietnam and China. Regarding the support sought by parents
of children with ASD, support for the disorder, support for development, and
an increase in specialist staffs were needs expressed by participants in all three
countries. In particular, as ASD is a disorder that is still not understood by
many people, the need to increase the number of experienced and knowledge-

able staff was shared by parents in all three countries.

In conclusion we would like to characterize our results and mention some of
the issues that remain to be addressed. In this report, we were able to clarify
the needs of children with ASD and their families to a certain degree based on
quantitative data. However, the needs that were clarified here remain at a gener-
al, surface, descriptive level. In order to take a closer look at more specific needs
and address them it is necessary to further clarify the actual needs of the people
in question in specific, individual cases on an ongoing basis. Our research group
has already interviewed parents in these three countries. By combining quanti-
tative and qualitative research we hope to be able to clarify the kinds of support/

aid that are truly needed.
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