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1. The sense to establish IL center by ourselves
In accordance with economic growth among Asian countries, the economic disparities are getting widened.  As a result, the numbers of family members who take care of aged persons or/and persons with disabilities (hereafter “PWD”) in their family are decreasing due to the rapid increase of nuclear families.  Eventually governments are facing the needs to establish a pubic personal assistance services. 

In Korea, the grappling with IL center has started in 1997, and the personal assistance service system by the government has started since 2007.  In Thailand, the training on IL center has started in 2003 under collaboration between Thai government and the JICA, and it is planed to implement the public personal assistance service system in 2011.  It takes eight years.

It is common that IL center started in advance, and governments have established systems and confirmed IL center afterwards.  In other words, without IL centers in such countries where no service system is, it would be hardly achieved to establish personal assistance service system.

It is often among Asian region that family members are required to take care of the PWD in their family under the strong pressure of the government, or PWDs are not allowed to be independent from their family under the cultural context as “large family-ism”.  It is general for you that it’s impossible to live ‘independently’ and separately from your family on the point of view of finance.  However, it is clear that economic growth and trends of nuclear families make isolated PWDs and aged persons increase.  If PWDs do not take any action nor say nothing, those who are in poverty and neglected in the isolated and divided situation from community will be increasing.

It is true that isolated PWDs are powerless.  However, it is possible for the PWDs at IL centers with the purpose to live in community even with very severe disabilities, to accomplish the accessibility of public buses and trains and make government to achieve personal assistance service, pension system and housing service system.

In order to produce the “chain of success”, it is a key to find the person with most severe disability in community.  Both persons with and without disabilities who concern with the establishment of IL center make hard effort to find personal assistants for model persons with very severe disabilities and support to maintain their life in community.  Eventually this vision of IL is realized by extension of this result to mass media and government.  This process mentioned above in both Korea and Thailand have leaded to establish IL centres, and the institutionalisation of personal assistance service by government has been accomplished.  
2. Toward 24-hour Service  (problem of limitation upon service hour)
It is always that government of Japan, USA, Korea and Thailand say that they have problem of lack of budget even during “bubble economy period”.  It is indicated as if governments consider the budget for social welfare is just wasting money.
Nevertheless, the issue of social welfare for PDW is unavoidable policy for states.  The reason of existence of state is tax collection, redistribution of revenue to poor people and PWDs, and maintenance lives and health of citizens.  This reason must be important for poor countries too.  The first priority of revenue usage must be for the lives and health of citizens, and for the social welfare for PWDs and aged persons.

However, governments in almost all countries did not allow PWDs to live in communities, and have taken initiative in installing the policy such as building institutions and kept them away.  Once those institutions are built, experts such as physical therapist, occupational therapist, medical doctor, nurse, and social-worker are trained.  The budget for social welfare is spent not for supporting PWDs’ lives in communities, but for segregated concentration of PWDs into institutions where force PWDs to idle their time away in isolation.   

In order to avoid such miserable situation, it is important to start personal assistance service from the beginning rather than construction of institutions, especially, in those Asian countries where are not have many institutions.  While one institution can help only eighty PWDs, the home bounded service can support 20,000 PWDs with same amount of budget.

What can we make the governments start personal assistance service?  As you know, they hesitate to spent budget for welfare.  How many hours can government start personal assistance service?  It is said that those who need personal assistance service is approximately 20% of PWD population, and 80% of those persons needs less than four hours of assistance per day.  Only 4% of PWD population need more than 8 hours of service.  Then, it is only 0.1% of PWDs who need further assistant hours. 

National government should set assistance service eight hours per day as basis, and it is important to bear whole cost if much more service is required and not to expect provincial and municipality level to cover.  If local governments take much responsibility even in basic service, this system does not work.  For instance, the ratio of cost coverage for personal assistance service in Japan is as follows; national level bears 50%, provincial level covers 25%, and municipality level absorbs 25%.

It is principle in Asian countries that national governments bear whole cost of related social welfare service.
3. Un-limitation of beneficiaries  (problem of targeting only low-income group)
It is usual that governments set the limitation up to the income and chose low income-families as a target group.  However, even if parents have higher income, it is not guaranteed that they support independent living of their children with disabilities by employing personal assistants.  It is examined in Japan that once parents were required to bare some portion of cost for the service, they inhibited their children with disabilities to enjoy a personal assistance service.  Parents guarantee the minimum quality of life of their children.  However, I cannot say that those parents respect human rights, because their attitude to hesitate to spend money for social participation is very similar to the government I mentioned above.

The policy to keep PWDs under their parents produces those PWDs need institutions after their parent’s death.  It would be rather good idea for both governments and PWDs; firstly live an independent life with their parent’s support while they are still fine; secondly train independent PWDs who can make self-choice and self-decision; thirdly those PWDs mentioned above live their fruitful lives in community, in case they could contribute their society by gaining income, or support other PWD by community participation; lastly they would accelerate human-right movement for PWDs which seek accessibility in community.

Input of revenue for welfare is never wasting money, but necessary policy to accelerate domestic demand by the employment of personal assistance.
4. Un-restriction on content of personal assistance
Bureaucracy likes to set detail of laws.  It likely puts various restrictions upon content of personal assistance, which prevent the use of personal assistants instead of the family members of PWDs, and also prohibit PWDs enjoying the service for their leisure and fun.　
The fundamental principles of personal assistance service should be expressed as follows; “the service should be guaranteed that PWDs, whatever their disabilities are, can enjoy quality of life as much as those of without disabilities in same generation do”.

In order to achieve the said principle, the Article 9 of UN CRPD declares that the states must support PWDs to spend ordinary life such as outing, studying in school, shopping, traveling, watching film, dating, marrying, working, toilet, taking bath, moving and so on.  Therefore, setting restriction upon use of personal assistance service means to put PWDs the lower position than non-PWDs, and also produce maladaptive PWDs with poor experience to the society.  It is big drain of states, and also huge sadness for PWDs.  It is meaningless to set regulations on usage of service, because it is ethically impossible for states to control the usage of service. 

IL center provides various kinds of services beyond the types of disabilities.  IL center should provide those services, such as, guide assistant for persons with visual impairment, sign language and summary scribe for persons with hearing impairment, attendant service for persons with intellectual disabilities, with expansion of its capacity.

5. Separation from assistance service for aged persons  (problem of financial resource)
In China, society has been aging, and the personal assistance service for aged persons has been taken.  The population of aged persons in Asia is getting increasing more than ever before.  In this circumstance, each state has started to establish personal assistance service system for aged persons.

Therefore, it is an issue whether personal assistance service for PWDs should unify with the one for aged persons or should be separated.  In fact, each of those services in Japan has built upon totally different financial resource.  While services for aged persons are funded by public nursing care insurance, those for PWDs are come from tax revenue of national government.  Germany implemented long-term care insurance, but tax revenue of local government covers its extensive services for PWDs.  In the end, any states found it is impossible to unify services for PWDs and aged persons, because the required quality of services is different between these two groups.

Aged persons are those who have made their property, have experienced in their society, and finally to spend their rest of life at home without much support.  On the other hand, PWDs are persons who are going to start their life such as to study, work, marry, and raise family.  In order to realize them, it is necessary to improve accessibility at schools, buildings, and on transportation.  Therefore, governments have responsibility to install lift on buildings and stations, install toilet for wheel chair users at school, assign assistant teachers, train teachers who can be fluent in sign language, and provide information in Braille.  Differing from aged persons who want somebody to cook for them, PWDs need  support of personal assistants when they want to cook by themselves.  PWDs need much more time of assist to move than aged persons, therefore PWDs need more personal assistants for their social participation.  PWDs need particular services which service system for aged persons do not prepare, such as, guide assistant for persons with visual impairment or sign language and summary scribe for persons with hearing impairment. 

Japanese government once tried to integrate the welfare system into the one under long term care insurance for aged persons.  However, it had to abandon the idea with recognition on impossibility of building integrated system as well as with strong protest by DPOs.
6. Who can be personal assistant? (Training for personal assistant)
The personal assistant required by PWD is different from the one required by aged persons.  Aged persons depend on personal assistants, and want assistants like housemaids.  They want well-experienced assistants who can perform high quality of house keeping and personal assistance without much assignment.  Probably they choose such way because they have confidence to control personal assistant.

On the other hand, PWDs who do not have much social experience want social participation.  That is why they expect their personal assistants to support action that require hard work such as pushing wheel chair in town, holding body to bed, taking bath and shower.  If they have young personal assistants as same generation as they are, it would be fun to chat their hobby.  However, if they got personal assistants of older generation like their parents, they would feel as if personal assistants watch and warn their action, then they would lose the feeling of freedom in their life.

With those reasons as above, while personal assistants for aged persons are required among 40 to 50 years old generation, personal assistants for PDW are required among 20 to 30 years old generation.

Now we look at the training for personal assistants for PWD.  How the training should be?  The personal assistants for PWDs are mainly students.  Therefore training is held Saturday and Sunday, and amount of training hour should be less than 20 hours so that the training can be completed within two days. 

Let me introduce the typical training module for two days in Japan.  First day training contains three components; the outline of IL center, philosophy of personal assistance for PWD, and cases of disability, for examples ‘cerebral palsy’, ‘cervical cord injury’ ‘muscular dystrophy’.  Each component is explained by PWDs and taken two hours for each.  On the second day, trainees learn by practice, for instance.  Moving by train or support to move from bed to a wheel chair.

After two days training course, those trainees learn on the job training under supervision of user PWD, personal assistance coordinators, or senior personal assistants.

7. Negotiation with governments

It is essential for IL center to formulate personal assistant service system as a model project in advance in order to make government institutionalize personal assistant service system.  Both PWDs and non-PWDs working in IL center as team decide to support persons with severe disabilities who require 24 hours assistance.  Staffs with disabilities support independent living of PWD as model case.  They recruit candidates of personal assistants at university or community, and give them training.  Staffs without disability support the project under the supervision of those staffs with disability as mentioned above.  Leaders with disability in IL center advocate and negotiate to their local government and officials for getting financial support.  It is important to explain about IL center to private donors and foundations and ask for their financial contribution.

It is also effective to ask mass media to report the model IL project by TV, newspaper, and radio.  In Vietnam, Korea, and Thailand, firstly model projects have been conducted by the methodology as mentioned above.  Secondly, those projects were broadcasted on TV, and thirdly public organizations such as Red Cross and local governments have started to support financially.  At fourth, governments have started to prepare for laws and degrees related personal assistant service system.  After five years, laws and degrees were laid down.  Finally nation-wide personal assistant service system are formulated or on the process.

8. Peer-counseling and Independent living programme
Personal assistant service is not enough to accomplish independent living of persons with severe disabilities.  PWDs who decide live independently need to participate IL training from three months up to two years.  This training is aimed to learn ‘know-how’ to live in community.  The training module is formulated based on rich experience of other PWDs.  In that training, PWDs practice how to manage independent living with personal assistant by staying at independent living experience room.  They also learn from IL program and peer-counseling.

Peer-counseling gives opportunity to PWDs to face him/herself and inspires PWDs who are likely to lose their confidence.  This entire process motivates personal assistants, and, as a result, promotes equal relationship between PWDs and personal assistants.  IL program is an opportunity to learn and practice how to utilize government service and program, how to express direction to personal assistants, how to train personal assistants, how to cook and outing, and so on.  By taking those trainings, PWDs develop their ability of self-choice and self-decision and planning of their daily life by themselves, and ready to be independent apart from their parents.

PWDs who do not have experienced the said training are likely too much depending on personal assistants and others for self-decision, and often make trouble.

Those organizations that conduct personal assistant service must implement both IL program and peer-counseling at same time.

9. Reporting to government

Governments take it granted to report amount of utility time when personal assistant service system is formulated.  I strongly recommend negotiating with government about the format of reports.  Do not let government make for their convenience.

Some governments require submitting one-week care plan, however it is hardly followed in actual life.  It is recommended to discuss with government not to write such plan.  Moreover it is much better for PWDs to set maximum utility time and let PWD utilise as they like.  Users only keep the day be day record of hours of assistance.  It should be enough to prove that users do not spend more than fixed time.

We should reject to report where we go and its purpose because it is intrusion of our privacy.  In Japan we leave those column blank, and report the change of our condition such as accident or sickness in order to protect our privacy.  It is meaningless to ask direction, but what government need is to consider means how to avoid risks.

It is necessary to simplify the format in order to avoid filling detail information about personal assistance both physical and household things. It should be enough to fill in just accident and sickness.
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