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1. Independent living movement in the United States

· It is conceived that this movement began when Ed Roberts, who is called as “father of independent living,” entered University of California, Berkeley in 1962. Roberts became polio victim at the age of 14. He had severe paralysis below his neck and, hence, used motorized wheelchair equipped with respirator.

· It was the period of active minority movements for rights, such as,  by African American or women, in the United States. In 1964, civil rights bill was signed. Students with disabilities had influence and lunched “program for physically disabled students” at UC Berkeley in 1970.
· In 1972, Roberts could no longer use on-campus supports for disabled students such as personal assistance and housing because of his graduation. Hence he established  Center for Independent Living (CIL) in community with support of family and friends. This was the beginning of the independent living center. The CIL in Berkeley had four principles:
  People with disabilities:

(1)  belong in the community, not the convalescent home.

(2)  are neither patients to be cured, children to be taken care of, nor brave souls to be admired.

(3)  should be in charge of the assistance they may required, that is, free to be  independently dependent.

(4) are victimized by a prejudiced society, not the disabilities they happen to have 
· “Independent” means that one can quest for one’s own life through self-choice and self-decision. This “independent” necessitates self-responsibility.
· In 1976, Roberts was appointed as the director of California Department of Rehabilitation. Because of the amendment of Rehabilitation Act in 1987, partially a result of independent living movement, independent living centers began to receive subsidies from the Federal Government. Currently, there are more than 400 IL Centers, including small ones, in the United States.
· In 1979, Gerben Dejong, up-and-coming sociologist in the United States, published The Movement for Independent Living, and theoretically proved effectiveness of support from IL center in the comparison with rehabilitation.
· In 1990, IL movement proposed ADA (Americans with Disabilities Act), the first legislation to eliminate the discrimination of PWDs, and succeeded its enactment.

· In Canada, its first IL center was open soon after the establishment of DPI in 1981. In 1989, IL centers succeeded in establishing Self-managed Care and Direct Founding System in every Canadian state.
· In the United Kingdom, the parliament passed Direct Payment Bill as Community Care Act. The national government consigned to IL centers the promotion of Direct Payment at local municipalities.

· In Sweden, with support from personal assistance user’s coop, IL centers have taken in charge of self-managed personal assistance services. PWDs themselves assess the services.

· Independent living movement did not stay a mere movement in society, but altered conventional medical and rehabilitation models for better support of PWDs.
2. Independent Living Movement in Japan

·  In the early 1970s, severely disabled persons began to try live independently in community.
·  Since 1960s, Aoi-shiba (“Blue Lawn”), a movement organization of persons with cerebral palsy, had insisted that PWD had rights to live in community as a human being even though he/she had difficulty in working. In its movement, Aoi-shiba made argument that “disability is personality” and, in fact, had commonality with philosophy of independent living movement. 
·  In May, 1970, a mother killed her two year old disabled child in Yokohama-city, Kanagawa prefecture. Soon after this affair, associations of parents of disabled children and neighborhood associations made a plea of commutation of punishment. But, Kanagawa chapter of  Aoi-shiba took actions of opposing to the plea.
· Previously, there were only two options for life of severely disabled persons: one was life in residential institutions. The other was to live under protection from family. However, some severely disabled persons began to seek for “the third way” in which PWD rent a room in community and live by arranging the rotation of 24-hour assistance by students or workers.

· In 1972, the first national conference of wheelchair users was held in Sendai-city. The conference leaded to the installation of ramps on a street and promoted movement for community building. Since then, the national conference has been held in every two years and contributed to community building.
· Corresponding to the appearance of activities for community building, Tokyo metropolitan government established a board on community development in 1973. Some PWDs participated as board members. This leaded to improvement of the means of transportation. In 1977, a welfare foundation by major Japanese newspaper Asahi Shinbun donated 50 foreign made electric wheelchairs to PWDs. This donation stimulated the metropolitan government to set the committee for studying electric wheelchair.
· Human Care Association, the first independent living center in Japan, was established in June, 1986. After this, IL center spread nation-widely. In November 1991, “Japan council on Independent Living Centers,” umbrella organization of IL centers, was established. In May 2006, JIL has 128 member organizations.
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Independent Living Center
1. Back Ground

Once there had been a belief that only expert such as doctors, occupational therapists, physical therapists or councilors could understand and help PWDs. However, PWDs claimed that it was PWDs themselves who best understood PWDs’need and were the experts on disability. In 1972, they established and managed the first independent living (IL) center in Barkley, California, and provided services for PWDs. Establishment of IL centers occurred in every state of the United States, and then happened in Canada and Europe. In 1986, “Human Care Association” – the first IL center in Japan – was established. Now, establishment of IL centers is occurring in several Asian countries, such as, Korea, Thailand and Pakistan.
Persons with disabilities, even with severe one, can live in community independently by using services from IL centers. As the most effective organizational system to realize philosophy of independent living, IL center has dual functions as service provider and social movement body at the same time.
2. Philosophy

Under the concept that persons with disabilities know the best of own needs, Independent Living has been turned into reality by the paradigm shift that the persons with disabilities once were recipients become providers for own issues according to their own experiences. It is IL center that support the persons with disabilities those who exercise self-determination and self-choice for own life to live with self-responsibility.
IL center has two aspects that is an agent of service provision to provide persons with disabilities with necessary services to live in community, and is also an agent of social movement. The inclusive society in which persons with severe disabilities can enjoy living with quality of life is really inclusive society for all. To appeal actively to the society is one of important activity towards the inclusive society.
3. Conditions of Independent Living Center

(1) President and secretary of General must be persons with disabilities.

(2) More than 51% of board members must be persons with disabilities.

(3) Cross-disability service provision.
(4) Information referral and advocacy are the basis of services.

4. Services

(1) Peer-counseling

(2) Independent Living Program

(3) Personal Assistance Service

(4) Housing Renovation

(5) Transportation Service

(6) Independent Living Experience Room

etc

 ( Advocacy

All activities of Independent Living Center are implemented on the basis of advocacy.




What is Independent Living Program (ILP)?
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1. What is independent living program (ILP)?


ILP is the program in which persons with disability learn necessary knowledge and skills for independent living, such as, relationship building, management of expenses, cooking and so on which they cannot experience at residential institutions or family’s home.


ILP is an opportunity of experiential empowerment. Experiences in ILP help persons with disability to solve one ‘s anxiety and problems, encourage them to retain confidence for independent living, and enrich their life.
2. Difference between ILP and peer-counseling
ILP: Information referral and training. Experiential empowerment.

Peer-counseling: Approach to psychology. Psychological empowerment. 

* ILP and peer-counseling are “two wheels of one curt” of support
3. Origin of ILP (Pre-IL center period)

(1) Transfer of experience from senior to junior PWDs

How to find an apartment, how to find personal assistants, how to persuade family, etc…

(2) Relation between senior and junior PWDs is not one way

Transfer to experiences to junior PWDs also enriches life of senior ones.

4. Involvement of persons without disability

ILP is exclusively conducted and participated by persons with disability as same as peer-counseling:

(1) To be free from oppression
(2) To be free from dependence

(3) To know mutual support of PWDs
Some programs, such as cooking or field trip, however, need personal assistants.Same can be said on interpreters. Leader of ILP flexibly consider and decide the participation of personal assistants or interpreters into programs.
5. Themes of ILP (examples)

(1) Objective setting, (2) self recognition, (3) health management and emergency, (4) personal assistances, (5) relationship with family, (6) management of expenses, (7) housing, (8) menu, shopping, and cooking, (9) sexuality, (10) social interaction and information
6. Styles of ILP

(1) Individual program: This program is organized for individual. Program is made based upon specific needs of that person and conducted along with one’s pace and condition.

(2) Group program: This program is organized for group with specific theme. Participants can exchange information and encourage each other. PWD leader and sub-leader conduct the program.
(Examples of group program themes) “Relationship with Family” –each participant practices how to explain one’s will to family members. “Personal assistance” – participants learn how to use personal assistance (e.g. how to give instruction to PA).
7. Necessary conditions and knowledge for ILP leader

(1) Must be a person with disability

(2) Must be living independently

(3) Can be a role model

(4) Listen to other people attentively

(5) Divide time equality

(6) Not to deny or criticize
(7) Keep confidentiality
8. Leader’s duty

(1) Prepared an interesting program

(2) Know participant’s preoccupation and anxiety, and work to release these

(3) Introduce his/her own themes to program if necessary

(4) Be aware leader is a role model for participants
9. Sub-leader’s duty

(1) Pay attention to leader and support him/her

(2) Intervene into leader’s pattern. But do not evaluate leader in front of other participants.

(3) Follow each participant who needs special support (e.g. one who tends to go into one’s shell, one who begins to express emotion desperately). (Leader takes care of whole situation of program.)

Human care Association and Its Core Activities
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Principle of Human Care Association and Case of its User


On the administrative board of Human Care Association (HCA), more than 51% of board members should be PWDs in principle. President and secretary-general should be PWDs ,too. This principle is also applied to about 200 IL centers in Japan, which are established modeled after HCA. Being PWDs the board members and president means that those who have been the recipients of welfare services become the providers. This also means that, if they provide good services, the quality of their life will be improved because they are service users at the same time. If not, they have to bear the low quality of life. Hence, they have to make effort for better services. As a result, local municipal and other PWDs evaluate IL centers as very fine service providers.

The first user of our PA service was a woman with amyotrophic lateral sclerosis (ALS). When I met her at the first time, her disease often made her tumble. Soon, she became not to be able to stand up. Half a year, she became even not be able to speak. Thus, HCA set up a team of 20 personal assistants, and began 24-hour support for her. With the support, she enjoyed life in community with reading Holy Bible and writing her autobiography.

Because of the progress of her disease, she even needed 2 hours to drink a glass of water. There was a high risk that she would be choked by food. HCA, however, strongly hoped to respect for her will and support her as long as she enjoys current life in community.

We went to see her doctor for consulting her condition.  The doctor told us his wish that HCA continue her support. He said that her will to live in community sustained her life. She made efforts to open pages of Bible and to operate word-processor by hanging her arms with ropes from ceiling. Her efforts maintained her muscle.

However, if she dies when she is using her personal assistant, police would have to investigate for her death. Hence, in case of her death, HCA consulted with a lawyer and decided to make written contract. In the contract, it was written that HCA would owe responsibility if she die from assistance.

We asked her weather she wants to continue to live in community. She answered, “Yes”. She could understand her situation and make her own decision. Her will to live in community was her self-decision. It was she to have sovereignty to herself. Hence, they trusted her and decided to continue her support.


More than 51% of board members of HCA are PWDs. This meant that if she had to be hospitalized, so we were. This is the reason why fundamental principle of ILC that more than 51% of board members should be PWDs in significant. Persons without disabilities give priority to the protection of organization. But, we are not. We do not mind the dissolution of our organization. We believe that the society would support us even if the dissolution happens. If there were ILC that does not respect for PWD’s will. It is better such ILC be dissolved.
Core Activities of HCA

HCA provides services of peer-counseling, independent living program (ILP), personal assistance (PA), and housing information. Courses of peer-counseling and ILP are held several times in a year. The purpose of peer-counseling is provision of psychological support for PWDs who have had to bear prejudice and discrimination.


ILP is support in which PWDs learn necessary skills and know-how for independent living. Many PWDs have difficulty in expressing their wants, hopes and dreams even to their parents and siblings because they are too much conscious about relations with surrounding persons. Thus, through ILP, they acquire skills to communicate with others persons. For example, using role-playing in ILP, they learn how to tell their will to get married.


PWDs who only stayed home before can go out and have experience to learn necessary skill, such as, asking a favor, for independent living in ILP. For example, a senior PWD took out to a woman to a department store as a part of her ILP. The woman could not go out before because she worried about her toilet. However, she could learn how to ask  for assistance for toilet by looking at behavior for her senior PWD. Of course, she could not make it at a once. But, 6 months later, she phoned us that she could ask for assistance for toilet by herself.

Through programs on shopping and cooking in ILP, PWDs learn how to give instruction to personal assistants. ILP for such purpose is conducted in actual living area, and use roads and shops they may use. This is because they can directly connect their experience into their life in community. Therefore, ILP cannot be conducted at institutions, such as, rehabilitation center, which are remote from living area. In fact, ILP that was organized by a rehabilitation center of Tokyo metropolitan government did not work at all.

As to PA service, HCA provided 125,800 hours in total amount in 2010. 1200 persons are registering to HCA, and about 400 of them are actively working as personal assistants. About 400 persons with disabilities are using our PA service. HCA now employs 26 staffs in the office-12 PWD staffs, 11 PA coordinators, and 3 other staffs.

Another service by HCA is provision of housing information. PWDs often cannot rent a room. Therefore, HCA cooperates with real-estate agencies for information of available housing. We also tie up with carpenters, and support to remodel rooms and houses.


Along with these services, HCA has activities of advocacy, provision of information, and negotiation with local municipal. We also provide service of free personal consultation, which is consigned by local municipal. We have about 100 consultations per month. We also have activities to check the accessibility of train stations by joining a committee for accessibility, and to negotiate for subsidies to IL centers.
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