Fig. 1 Flow Chart of Health Examinations for Developmental Disorders
2) How to care the children with intellectual deficient parents
The second issue is how to give health and medical guidance to parents with the same ID as
their children. We conducted a focus group interview (FGI) of PHNs, who are at the forefront of
trying to deal with parents with ID and children with ID, to help clarify the problems ™.

Methods

Five PHNs with lots of experiences supporting children with ID parents were nominated. The
FGI was conducted to ascertain their concerns and help find a resolution. The discussion was
recorded on a video camera. Each utterance was carefully checked repeatedly using video
recording and summarized with the context in mind,

Results .

All utterances were summarized to 54 of informative units. After categorization of these, we
succeeded to make 9 categories as following; 1) problems around infants who were bom to a

- mother with ID, 2) problems around school aged children who were borm to a mother with ID,
3) problems around adolescents who were born to a mother with ID, 4) problems of mother with
diminished child nursing abilities, 5) social troubles of mother with ID, 6) problems PHNs have
in relating to mothers with ID, 7) problems with the degree of responsibility of PHN, 8)
problems with the administration of the support system, 9) proposals from PHNS,

The relationship between 9 categories is presented in Fig. 2. The key words of each category
are also shown in the Figure. The most pronounced key word was “reproduction”. In addition, it
was stressed that not only mothers with ID but also fathers with ID or alcoholism and so on,
might also cause many troubles. Such families are high risk families.

Discussion

What follows are the proposals of the PHNG. Firstly, they would like to have meeting with PHNs
of neighboring municipalities. High risk families cause various problems in neighbor
municipalities too, so it is necessary for PHNs belonging to many municipalities to have
 information in common. Second, PHNs suggest that care management meetings for high risk
family with various professionals involved is essential for solving their troubles. The troubles are
really various, for instance economic problems, maltreatment of children, domestic violence and
so on. To find resolution, many professionals should discuss each by each case together. The
family itself also should be permitted to attend the meeting. The final proposal from the PHNs’
involves also meeting with the staff of kindergarten or school.

The keyword “reproduction” encompasses many meanings. Reproduction of ID in children,
reproduction of social maladaptation, reproduction of economical problems, reproduction of
unexpected pregnancies, reproduction of child abuse and others are nominated. Unexpected
and/or unmartied pregnancy is repeated and is an especially serious problem. In many Japanese
municipalities, the PHNSs are divided into three groups, that is, one for the health care of mother
and children, another for senior citizens and another for people with psychiatric disorders. The
PHN who is in charge of sanitation for mother and child knows about the developmentally
delayed child but does not know the ID mother, while the PHIN who takes charge of psychiatric
sanitation knows the ID mother but not the delayed child. Here is information gap. To prevent
this, the PHNs should be given an area where they deal with all these health care groups. There
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needs to be a better flow information in order to provide better health care for ID mothers and
their children.

Acknowledgement

This work was supported by Japanese Ministry of Health, Labour and Welfare, Grants-in-Aid,
H14-Syougai-013, named “Research for promotion of the social participation in persons with
intellectual disability by identifying and resolving obstructive factors™.

References

Almanac of data on Japanese children (2002} pp124-125, KTC Tyuou Press, Tokyo

T. KOEDA (2001) Developmental Pathogenesis in Children with Psychosomatic Disease and
School Maladaptation. Japanese journal of Pediatrics, 105; 1332-1335

S. TERAKAWA, T. KOEDA and Y. MIZOGUCHI (2003) Problems in Public Health Nurses
about Child-care Support for Mothers with Mental Disability -the Results of a Focus Group
Interview-. Tottorl University Journal of the Facuity of Education and Regional Sciences, 5;
13-23 '

21



Causes of Institutional Residence or Employment among Graduates
from School for the Intellectually Disabled, Analyzed with the ICF
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Introduction

The employment rate of graduates of special education high schools for students with mental
retardation is declining year by year. According to the special education data of The Ministry of
Education, Culture, Sports, Science and Technology (as of March, 2001), the graduate employment rate
was only 25.5%". Persons entering welfare and other facilities showed the greatest increase in number
(56.7%). Even among those who can find employment, quite a few such disabled graduates do not
continue work for long. Students who cannot be employed very often must choose between living at
home or in institutions. The factors cited for this include the lack of social resources for group homes
and other kinds of community living.

. A nationwide investigation was conducted by a welfare, labor and science group entitled
"Research for the promotion of social participation in persons with intellectual disability by identifying
and resolving obstructive factors." The two objectives of the study were as follows.

(1) To identify the factors which prevent such participation by students with intellectual disabilities
after their graduation from special education high schools.
(2) To clarify the types of measures needed to resolve these issues.

To enable future international comparisons with some of the results, graduates were rated using
the common international language in the International Classification of Functioning, Disability and
Health (ICF). ICF belongs to the “family” of international classifications developed by the WHO for
application to various aspects of health. The WHO family of international classifications provides a
framework to code a wide range of information about health and uses a standardized common language
permitting communication about health and health care across the world in various disciplines and
sciences. ICF is a multipurpose classification designed to serve various disciplines and different
sectors?.

The components of functioning and disability in Part 1 of ICF are interpreted by means of four
separate but related constructs. These constructs are operationalized by using qualifiers. Body functions
and structures can be interpreted by means of changes in physiological systems or in anatomical
structures. For the Activities and Participation component, two constructs are available: capacity and
petformance”. The definitions of ICF components are given in Table 1.

ICF has two parts, each with two components. Each component can be expressed in both positive
and negative terms. Each component consists of various domains and, within each domain, categories,
which are the units of classification. Health and health-related states of an individual may be recorded
by selecting the appropriate category code or codes and then adding qualifiers, which are numeric codes
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that specify the extent or the magnitude of the functioning or disability in that category, or the extent to

which an environmental factor is a facilitator or barrier®.

Table 1. The definitions of ICF components®

DEFINITIONS
In the context of health:

Body functions are the physiological functions of body systems (including psychological
functions).

Body structures are anatomical parts of the body such as organs, limbs and their components.

Impairments are problems in body functions or structures such as a significant deviation or
loss.

Activity is the execution of a task or action by an individual.
Participation is involvement in a life situation.
Activity limitations are difficulties an individual may have in executing activities.

Participation restrictions are problems an individual may experience in involvement
in life situations.

Environmental factors make up the physical, social and attitudinal environment in which people
live and conduct their lives.

In this investigation, employment was considered to be a concrete form of participation. Each
school was asked to recall one graduate each from among those employed or residing in institutions,
and to rate them in accordance with each ICF criterion. From comparison, the factors behind these
differences in career path handling (i.e., employment and institutionalization) were then analyzed.

This report presents an outline of the first set of data compared in this study.

Methods

(1) Subjects

Replies to the survey investigation were requested from the director of career guidance-in the
high school section of 451 special education schools nationwide in Japan. Although the director at each
institution was in charge of filling out the return questionnaire in principle, it was presumed that other
teachers were also allowed to do so in cases requiring detailed evaluation. |
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(2) Procedure
a) Investigation method (Mail survey)
The survey questionnaire recipients were asked to mail back the completed stamped, self-addressed
reply forms using the previously enclosed return envelope. ' '
b) Survey period

The questionnaire was sent out on February 10, 2003, and the deadline for returns was March 10
of the same year. |
c) Contents of questionnaire

A stamped, self-addressed return envelope containing the request letter and a set of survey forms
was mailed out to the chief career guidance counselor at each institution. The questionnaire survey
items covered the course conditioning, course guidance system, ICF comparison, and opinion.

Here we present the results of the ICF comparison. One graduate each from the class graduating
at the end of March, 2002, was to be chosen for the following categories: “Graduate hired by a
conventional business or office” and “Graduate entering institution” (regeneration or vocational aid).
The respondent was free to select any graduate who came to mind. They were to remember how the
student of their choice seemed as of the end of March in 2002, and then to evaluate him according to the
ICF criteria. A graduate hired by a company was called A, and a graduate entering a facility was called
B.

They were to be evaluated by each of the main 3 ICF factors of body functions, activity and
participation, and environment. However, since body structure was difficult for an on-site teacher to
distinguish clearly from psychosomatic function, it was included in the body function analysis.

The ICF uses two ways to score activities and participation; performance and capacity. The
scoring (evaluation) of capacity is defined as the level of an individual’s ability to execute a task or
given action at a given time. Since evaluation involves the past in the present survey investigation and
the person doing the evaluation does not do so in a uniform manner, the evaluation in a uniform or
standard environment is virtually impossible. For this reason we decided to use only performance as a
criterion to evaluate activity and participation. Moreover, the evaluation of activity and participation
was to be made in detail by further subdividing the “education” factor into 3 categories; “informal
education,” “school education,” and “vocational training.”

“Relationship and support” in the environmental factors was also to be evaluated in detail using
further classifications because one’s relationships and the type of support provided key information for
devising measures to address certain issues. Specific examples of the above criteria items were
provided in each case in the questionnaire. Use of only ICF expressions would be presumably difficult
to understand and thus make it difficult for the respondent to reply. The respective standards used by
the ICF to rate difficulty, etc. were adopted for the evaluation criteria. Among the environment factors,
the "facilitation level” was evaluated for “Graduate hired by a conventional business or office™, and the
“hindrance level” was evaluated for “Graduate entering institution”.

(3) Analysis
After checking the original forms of the returned questionnaires, Excel was used to finally sort
out the raw data from valid replies. SPSS was used for the statistical analysis.

(4) Result feedback
The plan is to e-mail a summary of the survey results to any person requesting it within 2003.
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Results and Discussion

{1) Response Rate

Some 227 wvalid replies were obtained from the survey questionnaires sent out to the
guidance-counseling directors of 451 national special education high school divisions and high special
education schools across Japan. This amounts to a response rate of 50.3%.

(2) ICF comparison of employed and institutionalized graduates
a) Severity of body function and functional impairment

Figure 1 presents a comparison of body functions between the employed (A) and those who reside in
institutions (B). The severity was significantly greater in the employed group than the institutionalized
group on all items using 7-test. In both groups “mental funictions” were highest, followed by "voice and
speech functions.” Both groups evidenced virtually the same tendencies for all items evaluated.
According to the ICF evaluation criteria, a score of 2 was defined as a moderate degree of functional
impairment, and only the “mental functions™ item of the institutionalized group exceeded this level.

b) Degree of difficulty associated with activities and participation

Figure 2 shows a comparison of the employed (A) and institutionalized (B) groups in terms of
their activities and social participation. Graduates (B) residing in institutions scored significantly higher
than employed graduates (A) on every item based on the /-test results. In the institutionalized group,
scores were higher in the order of “economic life,” “interpersonal interaction and relationships,”
“community life,” and “human rights.”

According to the ICF criteria, a score of 1 indicates mild difficulty while a score of 2 denotes
moderate difficulty. The mean score of the institutionalized group proved fo be over 2 in 10 of the 14
evaluation items. The employed group, on the other hand, had a mean score of more than 1 on only one
item, “informal education.” This suggested that the “activation and social participation” item is very
important as a factor distinguishing the two groups here.

¢) Facilitation and impairment levels _ .

Figure 3 shows the facilitation level as an environmental factor in the employed group (A) of
graduates. For those in this group, it was clear that the facilitation level was highest for “support and
relationships; people in positions of authority,” reflecting the importance of teachers.

Figure 4 shows the hindrance level as an environmental factor in the institutionalized group (B).
The highest hindrance levels were for “support and relationships; immediate family” in the
institutionalized group. It was clear that the reasons these graduates were forced to enter institutions
was the little support from their families.

The ICF evaluation criteria define a score of 1 as a mild facilitation/hindrance factor, and a score
of 2 as a moderate facilitation/hindrance factor. Neither group had a mean score of more than 2.

d) Overall comparison

‘The employed group of graduates had a mean score of no higher than 2 for any item evaluated by the
ICF criteria. The institutionalized group, on the other hand, had this score on 1 body function item and
11 activity and social participation items. It was suggested that these 11 items were important factors
for distinguishing between the employed and institutionalized graduates in terms of career path
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approaches. We plan to conduct further analyses using detailed statistical processing.

Conclusion

The Ministry of Health, Labor and Welfare has formed a scientific research study grdup to clarify
factors inhibiting social participation of persons with mental retardation, and to develop methods to
improve such participation. The group conducted the present survey with the aim of identifying the
causes preventing such participation at present, and clarifying the types of measures needed to resolve
these issues. To enable future international comparisons with some of the results, they were rated using
the common international language in the International Classification of Functioning, Disability and
Health (ICF). Surveys were sent to the director of career guidance counseling in the high school
sections of 451 special education schools nationwide, and valid responses were received from 227.
Each school was asked to recall one graduate each from among those employed or residing in
institutions, and rate them on each of the ICF levels. The factors producing differences in the career path
freatments for employment and institutional residence were then analyzed. The employed group of
graduates had a mean score of no higher than 2 for any item evaluated by the ICF criteria. The
institutionalized group, on the other hand, had this score on 1 body function item and 11 activity and
social participation items.

Additional remark
This research was performed as a welfare, labor and science research group project entitled:

"Research for promotion of the social participation in persons with intellectual disability by identifying
and resolving obstructive factors" (representative: Masumi Inagaki). We are deeply grateful to the
professors of the research group, and to the special education school teachers who cooperated in our

investigation.
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Actual Conditions of Use of Anti-Psychotic Drugs in Institute
for People with Intellectual Disabilities

Takashi. HAYASHI*, Kumiko KIDO, Hitoshi NAKAMURA and Hiromitsu MIHARA
Yamaguchi Prefectural University, School of Nursing, Yamaguchi, Japan

Introduction

In the purpose of disclosing the actual condition of behavioral disorders, we examined the contents of
drug prescriptions in the institute for the people with intellectual disabilities. We speculate the
behavioral disorders in the institate for the people with intellectual disabilities by examinations of the
psychiatric agents.

Methods ‘

The subjects were twenty nine institutes for the people with intellectual disabilities in Yamaguchi
Prefecture. The twenty four ones were for adult users. The examination was done by mailing
questionnaires on the health caring stuff that consisted of 27 nurses, one instructor and one nursery
nurse. The mean of the length of their service was 7.9 years (ranged one to twenty five years).
Examination was done in Feb.2002.

Results

The ninety four typed drugs were prescribed by psychiatrists. Sixty three drugs were drugs acting the
central nervous system. Twenty antipsychotic drugs, twenty sleeping drugs, fourteen anti-convulsants,
six anti-Parkinson drug, two anti-depressants and one anti-manic drug were prescribed.
Butyrophenones and phenothiazines were widely used in antipsychotic agents. Carbamazepine having
a potential as an antipsychotic, was most widely used in anti-convulsants. Our results were limited in
the number of the using institutes in each drug and there was no data in the number of the total users.
The top ten drugs in the number of institutes consisted of five antipsychotic drugs, three
anti-convuisants, one anti-Parkinson drug and one sleeping drug. Table 1 showed the top twenty
lists of prescribed drugs in the institute for the people with intellectual disabilities.

Table 1. The ranking of using drugs in the institute for the people with intellectnal disabilities.
the number of

Ranking ... Name of drgs Efiects of drugs
using institutes ,
1 28 carbamazepine anti-convulsant
2 25 _ haloperidol - butyrophenones
3 24 Sodium valproate anti-convulsant
4 24 levomepromazine phenothiazines
5 23 biperiden anti-Parkinson drug
6 23 pheytoin anti-convulsant
7 21 diazepam anti-Parkinson drug
8 19 chlorpromazine phenothiazines
9 18 sulpiride antipsychotic drug
10 18 t;;g;iahigil; ' phenothiazines |
11 18 Vegetamine-A,-B Antipsychotic drug (combination drugs)
12 16 clonazepam anti-convulsant
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13 16 flunitrazepam sleeping drug

14 15 zotepine antipsychotic drug
15 15 nitrazepam sleeping drug, anti-convulsant
16 15 phenobarbital sleeping drug, anti-convulsant
17 14 etizolam ' antipsychotic drug
18 14 propericiazine phenothiazines
19 13 zonisamide anti-convulsant
promethazine o
h
_ 20 13 hydrochloride p! enoth1az;nes
Discussion

Our results showed the high prevalence of epilepsy in the users of the institute for the people with
inteilectual disabilities. Highly frequent use of carbamazepine suggested the type of epilepsy in the
users may be partial epilepsy, and carbamazepine had similar structure to tricyclic antidepressants. -
Actually carbamazepine had an effect for emotional disorders, and took the indications for manic
sates in bipolar mood disorder and excitement states in schizophrenia. Also sodium valprate was
widely used in the users of the institute for the people with intellectual disabilities. Sodium valprate
had a wide spectrum for various type of epilepsy and also had antipsychotic effects like
carbamazepine. Sodium valprate had an indication for character disorders associated with epilepsy.
Phenytoin ranked six had no antipsychotic effect. These results showed that the users of the institute
for the people with intellectual disabilities had a high prevalence of epilepsy compared with that of
general population.

Butyrophenones and phenothiazines were widely used in the institute for the people with
intellectual disabilities except for anti-convulsants. Haloperidol (butyrophenones) was ranked as
number two frequency, and also was positioned as top rank in antipsychotic agents. Three
phenothiazines (levomepromazine, chlorpromazine, thioridazine hydrochloride) were positioned
within top ten ranking. Benz amides (sulpride) and thiepines (zotepine) were also widely used. As
sleeping drugs benzodiazepines and tianodazepines were frequently used. High use of anti-Parkinson
drugs suggested high use of the dopamine block typed antipsychotic agents. Anti-Parkinson drugs
prevent side effects of using antipsychetic agents including secondary Parkinsonisih, dyskinesia.and
akathisia.

Conclusion
The use of antipsychotic drugs was popular in the institute for people with intellectual disabilities.

Why the many antipsychotic drugs need in the institute? What symptoms could be effective in the
use of antipsychotic agents? If the use of antipsyéhotic agents be done for the only purpese for
suppression of the behavior of the users in the institute for people with intellectual disabilities, these
conduct in the institutes meet a violation of human right. Further examination of the purpose for the
use of drugs, their effects must be done.
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