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Recapitation

Living, systems and coexisting communities of
persons with severe intellectual disabilities

Witten by Midori Kubota (Board Chairperson of Approved Specified

Non Profit Organization Creative Support Let’s)

The Takeshi Lifestyle Study Project has been examining the issues
and solutions for people with severe intellectual disabilities to live
independently in a shared apartment through life experiments with

Takeshi Kubota. The following issues emerged from this experiment.

I Necessity for basic and cultural life

There are two main pillars to support the lives of people with severe
intellectual disabilities. First of all, it is how to support basic life, such
as clothing, food and housing. Takeshi is a person with a severe
intellectual disability who requires full assistance in all aspects of

self-reliance, excretion and eating. People with severe intellectual

disabilities are supported by helpers from specialized home care

providers.

On the other hand, in order to have a dignified life as a person, it is
necessary to provide a “cultural life” in addition to the basic life.
Through encounters and exchanges with various people, it is possible
to have a stimulating cultural life through sharing and with the
support of each others. In Takeshi’s case, cultural life is the possibility
to make many friends and acquaintances through music and his own
performances, concerts, travel opportunities, and going out on a daily

basis.

The quality of life (QOL) of persons with disabilities  will be
improved only when those two pillars, ‘basic life” and “cultural life” are
combined. The Constitution of Japan states that every citizen has the
right to a cultural life. Cultural life is thought to be based on basic life,
but it is not. Cultural life can be incorporated into basic life. | feel that
it is a big problem that welfare officials do not have the opportunity to
be aware of this. From now on, it is necessary to integrate this new
perspective into welfare to discover the richness, enjoyment, and

interest in providing care.

Home Care for Severely Disabled People is not designed
for the persons with intellectual disabilities

In this project, we employed a welfare service called Home Care for
Severely Disabled People to start Takeshi’'s independent life in the
shared apartment. Home Care for Severely Disabled People is a
system that supports the lives of severely disabled people and
provides helpers with long-hours contracts. For the first time in
Hamamatsu City, 573 hours of help for severely intellectually disabled
persons, was provided to Takeshi, considering his situation: he is a
level 6 disabled person, with strong behavioral disorder and low family
support (only one member of his family, his mother, is a caregiver);
and on the condition of leaving his home for a shared apartment
prepared by the organization, and the availability of helper dispatch
businesses. From October 2019, his independent life began with the

support of the three care providers.

Most of users of Home Care for Severely Disabled People have
physical disabilities. It was regulated in 2006, following the disability
rights movement that began in the 1970s, that physically disabled
people have self-determination and the Home Care for Severely
Disabled People has been operated mostly on this basis. A person
with disabilities in responsible for giving instructions to the helpers.
However, people with severe intellectual disabilities have very limited
oral expression and decision making is usually ambiguous. Therefore,
it is necessary for supporters to create guided content based on
experience and observation. In addition, communication about guided
contents is essential in the case where a lot of helpers are involved,
although the method hasn’t been developed yet. However, in the
system that has formed around physically disabled persons, helpers
do not have such skills to communicate with each other. Support skills
that have been focused on decisions made by the disabled persons
themselves are not adapted in supporting severely intellectually
disabled persons. We have to think about these problems and make

changes.

Teams and system in charge of the QOL
of the persons with disabilities

At the moment, Takeshi's life hasn't reached the standard level of

basic life, even though it has been almost six months since he started
to live independently. The main reason is that there is no coordination
between the three care providing companies. The support of Takeshi
is inconsistent and results in a lot of confusion. In order to solve these
problems, a hub of supporters is required to aggregate information
and communicate with individual supporters. The system needs to be
created so that everyone who knows him can work as a team,
including multiple supporters, friends and family members, in order
to improve the QOL of persons with severe intellectual disabilities
who are unable to express their intentions clearly. Most importantly,

we need talent in order to coordinate this team.

Also, as it was mentioned above, support for a cultural life as well as
support for the basic life of persons with severe intellectual
disabilities is not very well designed into the welfare system. Of
course, severely intellectually disabled persons have a right to a
cultural life. It is mainly the family who coordinates outings with
helpers outside the daycare facilities. The family has played a key role
in the cultural activities of people with severe intellectual disabilities.
In the future, it will be necessary that co-workers, stakeholders and
friends take over the roles that have been fulfilled by the family, and to
discuss and explore how the persons with severe intellectual

disabilities can make decisions despite their difficulty of expression.

Increase the lifestyle options
for people with disabilities

Currently, there are three main options for people with severe
intellectual disabilities: living with family, living in residential
facilities, and living in group homes. In addition, while comprehensive
support exists for people with severe disabilities, it is hardly used. The
purpose of Takeshi Lifestyle Study Project is to consider other options
beside those three options.

This time, we conducted an experiment of living in a shared apartment
using the social welfare service, Home Care for Severely Disabled. The
service enables living in various places and with different partners. In
addition, the persons with disabilities can receive integrated support
for activities outside home, such as outing and shopping, so they can
organize their life according to their personal preferences. However, at
present, the decision for benefiting of Home Care for Severely
Disabled People is at the discretion of the municipalities where the
persons with disabilities live. The conditions for determining the
number of required support hours to be paid will be determined by the
municipality depending, among other criteria, on the financial cost.
This decision will affect the life options offered to the disabled
persons. We don’t strictly have to follow the existing system. It is
important to set idealistic goals and to research what kind of services
and new systems will be required to improve the quality of life of the
persons with disabilities and to decide the type of life that will be

appropriate for each individual.

Overwhelming shortage of Home Care for Severely
Disabled People providers and development
of supporters

The number of supporters and helpers available to assist disabled
people is extremely limited. Business providers strive to secure
human resources, but the fact is that it is difficult. Most of the
providers in Hamamatsu City are also engaged in home care and
mobility support. The lack of human resources often make it
impossible to dispatch supporters for long hours. It is undeniable that

the lack of human resources exists because the supporters have

difficulties finding the time to engage with their clients or having the
opportunity to consider improving their quality of life. They need the
opportunity to develop their skills and gain satisfaction through their
work. In order to attract new staff members to the welfare industry, it
is important to create a strong relationship between the supporters
and recipient so that both parties can help each other and make
themselves happier. It is necessary for supporters to guess intentions
of clients with severe intellectual disabilities so that both parties enjoy
their time together. Ideally, the long-term supporter should not be
seen as an "administrator” in the relationship. Rather the relationship
should be seen as a “partnership” so that both the supporter and the
client are comfortable with each other. Therefore, | think it is
necessary to create a platform where supporters can share
information and challenges in consultation with each other. This
platform should also include training and research that centers on the

persons with disabilities.

The existence of third parties and opening the lives
of people with severe intellectual disabilities

During this experiment, we aimed at living together instead of living
alone. We experimented not only with the one-to-one relationship
between the disabled person and the supporter, but also with other

guests, sharemates, and visitors.

The third parties played a role as they “broke through” the welfare
support system, a system that tends to shut out general society. For
both the person with disabilities and the supporters, the presence of
this "third party” opened the possibilities for a better relationship and
created a more open-minded support system. In addition, it was found
that interaction between third parties and supporters are effective to
ease the barrier that tends to occur in the lives of people with severe

intellectual disabilities .

To improve the quality of life of people with severe intellectual
disabilities , we believe it is important to increase the number of
friends and acquaintances in their life, not simply add more
supporters. Sharemates and guests who stay here have an
opportunity to get to know individuals with severe disabilities and
interact with them. It is possible that the person with disabilities
might be able to meet and interact with local people when they take a
walk, go on outings, shopping, etc. in the neighborhood. | think it is
important to examine how we can open the lives of the disabled
people to society. This openness will improve the quality of life of the

persons with severe intellectual disabilities .

Co-existing society and people
with severe intellectual dissabilities

We live in a society with various issues such as a declining birthrate
and widening aging disparities. In the future it is inevitable that
communities will be constituted of very different individuals, such as
the elderly, children, non-disabled and disabled persons alike, that
can support each other. In this project, people with severe intellectual
disabilities live with people without disabilities. Through their daily life
in the town, we could find ways for them to live and interact in the
community. This year, we couldn’t develop much relationships in the
community, but we will keep challenging ourselves from now on. At
the same time, we would like to examine how a person with severe
intellectual disabilities can play an important role in the community
coexistence through interaction with a variety of people and eventually

change the local society.
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