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Independent Living and Self-Help in 2003:

A Global Snapshot of A Social Change Movement 

Introduction

This volume provides a global snapshot of the state of the art of independent living, as well as a progress report since the International Summit on Independent Living held in Washington, D.C. in 1999. The Summit, supported by the U.S. National Institute for Disability and Rehabilitation Research, was a unique opportunity for more than 125 independent living leaders from around the world to meet face to face to assess progress across countries and regions. In fact, it was the first such opportunity in the 30 years of the independent living movement where IL experts assembled from 50 countries.

The Summit was organized by the Independent Living Research Utilization Program (ILRU) of The Institute for Rehabilitation and Research with the assistance of the World Institute on Disability (WID) and Rehabilitation International (RI). A full report of the Summit is available online: http://www.ilru.org/summit/index.htm.



Based partly on the success of the Summit in collecting significant information and analysis of the growth and future directions of IL, the World Institute on Disability developed a plan to provide on-going progress reports through an electronic magazine or webzine. With funding from NIDRR, in March 2000, DisabilityWorld was launched (www.disabilityworld.org) with the objective of providing a regular channel for reporting on the implementation and progress of independent living and community integration throughout the world. Partners in this project are ILRU, RI and the Inter-American Institute on Disability.

DisabilityWorld is a central activity of the International Disability Exchanges and Studies (IDEAS) Project funded by the U.S. National Institute for Disability and Rehabilitation Research.

Building blocks of independent living

In DisabilityWorld, reports are organized around the building blocks or discrete aspects of independent living: development of IL organizations and services, accessibility, assistive technology, governance and legislation, training and employment, and the growth of disability culture, especially as expressed through the arts and mass media. In October 2003, the 20th issue in English and Spanish was posted, bringing the total of published articles to more than 1500. 

Some of the articles in this volume appeared originally in DisabilityWorld, others have been reprinted with permission from www.independentliving.org, the International Journal of Rehabilitation Research, the International Rehabilitation Review or translated from the El Movimiento de Vida Independente: Experiencias Internacionales (The Independent Living Movement: International Experiences) published in 2003 by Fundacion Luis Vives in Madrid.

Range of papers and approaches in this volume

The 15 papers from Africa, the Americas, Asia and Europe were selected for this volume based on their contribution to advancing the understanding and growth of independent living as a philosophy, social change movement and associated service delivery system in a particular country or culture or region of the world. 

Varied terminology is used in different countries and languages to express the essence of IL: in Asia, the term used most often is self-help; in Germany and other European countries, it is called self-determined living; and in many poor countries, the community based rehabilitation approach is reportedly becoming the equivalent of independent living. The statement of consensus of the 1999 Summit, known as the Washington Declaration, acknowledged these terminological preferences in its citation of the basic principles of IL as: “human rights, self-determination, self-help, peer support, empowerment, community inclusion, cross-disability inclusion, risk-taking and integration.”

Papers selected for this volume range from historical perspectives of the IL movement in North America, to an overview of the rapid growth of IL centers in Latin America, to contributions from Asia illustrating the variety of approaches in China, Japan and India, to a European perspective on personal assistance services, to a profile of a British organization that is working to advance the IL approach in Africa and Asia, to overviews of how social change is evolving both in Mozambique and South Africa.

International Independent Living Timeline
The country and regional papers are followed by an international timeline of landmark events in development of the independent living movement the world over. The timeline was created for the 1999 IL Summit and has been substantially updated for this publication.

The volume concludes with an international literature review drawn from various sources.

In conclusion…

One of the difficulties of tracking the successes, failures, generational iterations and permutations of independent living is that quite often, writers and researchers interchange or conflate the terms “independent living” and “disability rights.” For this volume, we have attempted to separate the two concepts, while acknowledging that their development is often in tandem. Additionally, we have searched out papers that reflect Adolf Ratzka’s definition of independent living (http://www.independentliving.org/def.html): “Independent living is a philosophy and a movement of people with disabilities working for self-determination, equalization of opportunities and self respect.

“Independent living means we demand the same choices and control over our everyday lives as our non-disabled brothers and sisters, neighbors and friends take for granted…We want to grow up in families, go to the neighborhood school, use the same bus as our neighbors, work in jobs in line with our education and abilities, and start families of our own. Just as everyone else, we need to be in charge of our lives and think and speak for ourselves.” 

Using this definition, we are featuring articles and papers that enlighten the reader about how the everyday life of disabled children, women and men is changing in various countries and cultures due to the vision and leadership of disabled people’s organizations and their allies. We suggest that taken together, this collection of papers and the timeline result in a significant record of incremental changes on a global basis.

On a parallel track, the international disability rights movement is also moving forward, aimed now at a United Nations convention as well as regional rights-based conventions. In most countries, it is only a small number of individuals—those trained in law, politics or diplomacy—who can lead the way towards conventions, treaties and laws. 

In contrast, the international independent living movement is comprised of tens of thousands of individuals working on the nuts and bolts of improving their daily lives through increased access to services and inclusion in their local schools, workplaces, communities, town or city councils, transport systems, voting processes and a myriad of other public services. They may work through small independent living centers in Ontario, Tokyo, Rio or Toledo, through cross-disability organizations in India, South Africa or Mozambique, through a cooperative in Sweden or an international development group in the UK. They may be paid, but more often they are volunteers. They are putting the building blocks in place to support the next generation of efforts.

Research issues

Many of the papers in this volume suggest issues or questions that would benefit from research, including:

· In-depth characterization of the cultural variations of independent living

· Differing approaches to evaluating outcomes of independent living centers and organizations

· Influence or impact of the internet on improving communications among independent living entities

· How has the “service package” of independent living centers and organizations evolved over 30 years in North America?

· How are accumulated skills, knowledge and experiences of current IL leadership being passed to the next generation? Is there a discernible next generation and what are the emerging priorities?

· What constitutes training in IL, what are the curricula used and what is the impact of the training?

· Is “independent living” an identifiable module or component of university based disability studies courses? If so, what are the main references used?

· Is literature based on the IL approach being adapted for or made available to disabled pupils and students? If not, how are IL values being passed on to the next generation? If so, has this literature been evaluated according to the core IL principles cited above?

· Is the growth of “disability culture” (expressed through performing and fine arts, media), increasingly evident through the last decade, connected to the independent living movement?

In future activities of the IDEAS Project and forthcoming issues of DisabilityWorld, we plan to explore many of these topics.

The Editors

-1-

Independent Living in North America:

Recent Developments in the US, Canada and Native America

The Road to Independent Living in the USA: An historical perspective and contemporary challenges 

-Kathy Martinez, (with the assistance of Barbara Duncan)

Background

As with most major social changes or phenomena, the Independent Living (IL) movement did not happen over night in the U.S.  There were many significant events in the 1960s and the 1970s that led to its rise and continue to shape its ongoing transition and growth. When I think of the IL movement, I think of a train with many cars on some bumpy track of evolving social consciousness. Some of these “cars” include the challenging of the charity model, the fight for access to education by parents of blind children and children with polio, and the struggle for civil rights by racial, ethnic, social minorities and women. These social movements gave disabled people ideas, strategic advice and the nerve to develop what we currently refer to as the Independent Living Movement.    

In this paper, I will highlight events and leaders that made the birth of the independent living movement possible, knowing these have been described in greater detail in the books and references listed at the end of this article. Also included are some basic philosophical tenets and assumptions that have guided the U.S. IL movement, as well as some observations regarding emerging issues and trends that are currently challenging the foundations of the IL movement. Among the challenges are how to look beyond wheelchair ramps and brailled elevator panels to expand the vision and scope of IL in the U.S. so that it truly does integrate people of all ages, ethnic backgrounds and disability types. Finally, I will describe the dilemma presented by ethnic groups who wish to benefit from IL services but are questioning the service models that are based on the values held by the dominant culture.

Author’s approach and experience

Blind since birth, my formative experiences were as a student in one of California’s earliest integrated public school programs and as one of six children who was expected to “do well in the world.” While a teenager, I was involved in both the women’s movement and the farm workers movement, but without feeling completely “included.” Organizers of those movements found it difficult to get past my blindness and make use of my skills. So, in April of 1977 when handed a Braille flyer about a civil rights protest by disabled people being held in San Francisco, I had no doubt I had to attend. This event, bringing together hundreds of people with every imaginable disability, and their allies, was the critical development that landed me in the midst of the emerging disability rights movement, led in Berkeley by such luminaries as Ed Roberts, Judy Heumann and Gerald Baptiste, a black, blind advocate working for the Berkeley Center for Independent Living. As a Latina, I was so impressed to see such a varied mix of ethnicities, ages, races and disability types, as well as support from the broader civil rights community.

In the early 1980s, living in Mexico exposed me to the realities of most disabled people in developing countries or the world: no sidewalks, no transportation, no services, no awareness of disability as a social issue. This experience, together with an extended exchange trip to Japan and a professional visit to Nicaragua, served as the foundation of my interest in international disability rights. Subsequently I worked as the director of blind services for the Center for Independent Living (CIL) in Berkeley, which taught me to work on a daily basis with people with other types of disabilities. Since the concepts of “accommodations” and “personal assistance” were still more on paper than available in the workplace, CIL employees created their own symbiotic support systems, such as blind people carrying out physical tasks, while physically disabled workers served as readers or guides.

In 1992 I began work at the World Institute on Disability, the first disability-led organization to promote independent living philosophies and policies worldwide. In the last decade major initiatives I have participated in include the 1995-2000 International Disability Exchanges and Studies (IDEAS) project, the 1997 International Leadership Forum for Women with Disabilities and the 1999 International Summit on Independent Living.  These projects and other international leadership development grants administered by WID have given me the opportunity to work closely with U.S. and international leaders in IL.

The early years: out of the public eye

From the 18th to the early 20th century, as was the case in many countries, the majority of significantly disabled persons in the U.S. either died prematurely due to lack of medical treatment, were sent to asylums or institutions or lived hidden away in the houses of their families. Deaf or blind children thought to be intelligent were often sent away to special schools far from their hometowns.  Almost every State had laws, (some staying on the books as late as the 1990’s), which either prohibited or strongly discouraged disabled people from being a part of public life. In his article “A Little History Worth Knowing,” (www.acils.com/acil/histknow.html) Timothy Cook cites examples of language found in State laws pertaining to people with disabilities: 

“The Alabama legislature declared them ‘a menace to the happiness...of the community.’ A Texas law mandated segregation to relieve society of the ‘heavy economic and moral losses arising from the existence at large of these unfortunate persons.’ In Pennsylvania, disabled people officially were termed ‘anti-social beings;’ In Washington, they were described as ‘unfitted for companionship with other children;’ in Vermont, a ‘blight on mankind;’ in Wisconsin, a ‘danger to the race;’ and, in Kansas, ‘a misfortune both to themselves and to the public.”

“In Indiana, we were required to be ‘segregate[d] from the world;’ a Utah government report said that a ‘defect wounds our citizenry a thousand times more than any plague;’ and, in South Dakota, we simply did not have the ‘rights and liberties of normal people.’

“The United States Supreme Court, in an opinion by Justice Oliver Wendall Holmes upholding the constitutionality of a Virginia law authorizing the involuntary sterilization of disabled persons, ratified the view of disabled persons as ‘a menace.’ Justice Holmes juxtaposed the country's ‘best citizens’ (non-disabled persons) with those who ‘sap the strength of the state’ (disabled persons), and to avoid ‘being swamped with incompetence,’ ruled: ‘It is better for all the world, if instead of waiting to execute degenerate offspring for crime, or to let them starve for their imbecility, society can prevent those who are manifestly unfit from continuing their kind.”
This gives an idea of the sort of language and viewpoints embedded in legislation designed to keep us separate from “citizens at large” and to legally diminish our rights and roles in the community. These laws were revised or abolished only a short time ago. It’s an important part of our history: all of us know someone who spent involuntary time in an institution.

Windows of enlightenment

Even with these laws on the books, the US began to experience a slight shift in attitude toward primarily deaf and blind people in the 19th century.  We can see this shift take place as educators begin to experiment with developing schools for the deaf and blind because of the “emergence” of sign language and the development of the Braille system. 

In 1817, the first U.S. school for the deaf was opened in Hartford, Connecticut, and by 1864 the Colombus Institution (later the National Deaf-Mute College and now Gallaudet University) offered its first degrees.  In 1880 the first advocacy group was formed by deaf people in the U.S. to oppose the forced introduction of “oralism” and the ban on the use of sign language in schools for the deaf.   Deaf students were schooled in separate residential institutions that gave rise to a strong “deaf culture,” that often continued after graduation through a network of “deaf clubs,” deaf sports groups and connections made through industries known for hiring deaf employees, such as printing.

In 1832, the Perkins School, the first U.S. school for blind children, was established in Massachusetts and put to use an evolving Braille system. These U.S. residential schools for deaf or blind students were usually begun with the help of instructors provided by already established schools in Europe, according to Nora Groce in “The U.S. Role in International Disability Activities.” 

20th century developments

As in other countries, services for disabled adults made huge leaps forward following wars. Therefore, just following World War I, both the Veterans Vocational Rehabilitation Act (1918) and the Fess-Smith Civilian Vocational Rehabilitation Act (1920) were passed.

In 1927, the Warm Springs Foundation facility for polio survivors became a model rehabilitation and peer-counseling program. Many of the early IL leaders with mobility impairments recall Warm Springs and/or summer camps for disabled people they attended as teenagers to be the basis of their awakenings as a group with common experiences and oppressions. 

At the same time, deaf or blind leaders recall their experiences at residential schools, clubs and recreational programs to have been formative in group consciousness and self-identification. Beginning in the 1930s, Jacobus tenBroek, a well known University of California law professor and founder of the organized blind on both national and international levels, was one of the first to take disability identity and group consciousness to a political level, insisting that blind people be their own spokespersons. His paper, “The Right to Live in the World: the Disabled in the Law of Torts,” published in a 1966 issue of the California Law Review, was one of the earliest to suggest a rights-based approach for disabled persons.

During the 1920s, 1930s and 1940s a number of charity organizations were established.  The original purpose of these organizations was to obtain cures for “crippling” polio or paralysis and cerebral palsy.  In addition, some of these organizations provided financial assistance to disabled children and adults or their families to purchase equipment such as wheelchairs, crutches and respirators.  These organizations included:  Rotary International, Rehabilitation International, Easter Seals, The March of Dimes and United Cerebral Palsy.  

For nearly 12 years of this era, the President of the U.S. was a wheelchair user due to polio contracted as an adult. There is no doubt that President Franklin D. Roosevelt (FDR) greatly supported the efforts to develop a polio vaccine, but there is less agreement about whether he served as an effective role model for disabled persons since the magnitude of his disability was largely hidden from the public. (See Gallagher reference at end of article)

At this same time, new advocacy organizations were developing their programs, mostly for adults: The National Federation of the Blind, The National Association of the Deaf, The National Federation of the Physically Handicapped and the National Mental Health Foundation.  The National Mental Health Foundation was one of the first groups (primarily comprised of mental health workers) to support the concept of de-institutionalization. 

Post World War II

In the years just following WWII, a few new national role models for living with a disability emerged, namely Harold Russell, a disabled serviceman asked by President Truman to run the newly established President’s Committee on Employment of the Handicapped; Henry Viscardi, whose book, “Give Us the Tools,” with a foreword by Eleanor Roosevelt, outlined his approach to self-employment for significantly disabled persons; and Helen Keller, already a well known author but now taking up a new role as an international spokesperson for disability and social causes such as the UN. Following in the “footprint” of FDR, these three individuals seem to have had a similar emphasis on demonstrating how independent disabled individuals could be, provided with minimal assistance and maximum opportunity.

In the 1950s, the US experienced a dramatic increase in the population of children who were surviving with polio and children who were blinded as a result of being given too much oxygen in incubators at birth or by rubella epidemics. Neither the schools for the blind and deaf, nor the schools for crippled children could accommodate this surge in new students.  Parents and advocates in the education system began to demand that this overflow population of children be allowed to attend the public schools, thereby laying the groundwork for mainstream education.  

Also in this era, the first disabled college students program was begun at the University of Illinois where classrooms and other university facilities were made more accessible for primarily wheelchair users. Several future leaders of the IL and disability rights movement attended this university, notably Kitty Cone and MaryLou Breslin.

Education as a catapult into the community

In 1962, the first residents program was introduced at the University of California at Berkeley, where students in wheelchairs could actually live on campus.  This residence program was first placed in the wing of the campus hospital. One of the first students accepted into this program was Ed Roberts, who the university had reluctantly admitted following a wave of publicity depicting him as “Helpless Cripple Goes to School.”  Disability historians pinpoint this as a pivotal event in the founding of the IL movement.  It took almost 20 years before the disabled students were moved into the regular dormitories. 

It is well known in the blind community that the University of California accepted blind students beginning around 1928. Winifred Downing, editor of “The Blind Californian,” and activist since the 1950s, recalls that the group of blind male and female students who attended the University of California from the 1930s to the 1950s had one of the highest employment rates of blind people in the history of the country.  Interviewed for this paper, she attributed this phenomenon to the first rate faculty at the California School for the Blind, under the guidance of Newell Perry, a blind American mathematician educated in Germany, who brought in exceptional teachers from all over the world. 

Perry also convinced the Berkeley school district to accept blind students at Berkeley high school, thus helping to prepare them for university life. In fact, Prof. Jacobus tenBroek, graduated from Berkeley High, brought to the U.S from Canada at an early age because his parents had heard blind children could be schooled in California. Additionally, although not accessible to the physically disabled in these early years, the local Berkeley transportation system of buses and light rail was well developed and enabled both blind and deaf people to attend classes and go to work.

Basic building blocks of independent living now in place…

So, we have in place some of the major building blocks of independent living: a growing number of physically disabled, blind and deaf students entering primary, secondary and higher education; new parent groups demanding services for their children; a range of new advocacy groups promoting self-representation and exploring group identity; and national laws guaranteeing the rights to rehabilitation and vocational services.

 In the late 1960s and early 1970s, strong civil rights battles were being waged throughout the country, providing examples of tactics and strategies such as demonstrations, actions to gain visibility in the mass media, legislation, litigation, consciousness-raising meetings and development of a supporting body of “protest literature”. Progressive disability groups learned from these social movements, borrowed these “tools for change” and began to adapt them to the disability experience.

Useful tools of other social movements

One of the most powerful tools of these social movements, subsequently utilized by the IL movement is the concept of self-representation: meaning that, for example, only African-Americans were empowered to speak on behalf of the black civil rights movement; male professors specializing in feminist studies were finally moved aside as spokespersons for women; people who had picked grapes for a living were at the head of the boycott efforts on behalf of seasonal laborers; and gay people decided to “come out of the closet” to advocate on their own behalf, supplanting psychologists and psychiatrists. Until this moment, the disabled population had been primarily represented in public, in the media or before Congress by doctors, academics, charity workers and, occasionally, parents.

Unlike ethnic and racial minorities, but similar to the gay community, disabled individuals often are isolated from other disabled children or adults and cannot draw upon on their families or those around them to develop their identity. Also similar to the gay population, until disabled persons managed to advocate in their own right, the medical and social service professions defined their issues and represented their views.  Therefore, when disabled people got together for the first time as a minority group and began to develop and deliver their own messages, this was uniquely empowering to them and, at the same time, shocking to a public who had never encountered this phenomenon, and perhaps threatening to rehabilitation professionals.

Peer counseling

Another tool, perhaps used most effectively by the women’s movement, was peer counseling or at its earliest stage, “consciousness raising.” In the women’s movement this was both an educational strategy, exemplified by the successful, landmark low-cost book, “Our Bodies, Our Selves,” which gave women physician-free, practical information on how their bodies worked, and a liberation tactic—showing women how to organize and strategize based on their own gender-specific experiences. Disability groups on both coasts and several states were quick to capitalize on this approach, developing opportunities to educate each other and establishing their own pool of shared experience as a base of expertise about living life with disability. Similar to the women’s movement, this was both an educational effort---conducting outreach with isolated groups and individuals who had not had the opportunity to compare and contrast experiences---and a liberation tactic---demonstrating to peers that their own disability-related survival and adaptation techniques were powerful.  Simplistically, as women learned to trust that their gender-based experiences gave them a strong common ground, so did disabled individuals teach each other that their peer experiences of discrimination and devaluation give them a common ground, regardless of type of disability. 

Developing spokespersons

Often in the early years of the disability movement, leading spokespersons were blind such as Helen Keller and Jacobus tenBroek. Some of the earliest disability legislation benefits the blind population specifically. My theory about why is that blind people, unlike the physically disabled, could get up the steps and into meetings, schools and the workplace. They could represent themselves. Unlike the deaf population, they could speak the language of the dominant culture. Even today, there are some remnants of the “preferred position”: it’s still easier for blind people to receive benefits and to work with the least penalties from the Social Security system.

Concerning the IL movement, its earliest iteration concentrated on access issues for physically disabled people, but has grown to encompass measures to integrate and include other groups such as those who are deaf, blind or have cognitive or psychiatric disabilities. During this same period, blind and deaf groups in the U.S., as in other countries, have maintained their position that choices must include the option to attend their own specialized schools. 

Early Sites of IL Activism in USA

Based on discussions with IL pioneers, a number of centers were being created in the early 1970s with a variety of approaches. In 1972 the Center for Independent Living of Berkeley was established by Ed Roberts, supported by a group of people with various disabilities. Although the disabled students were somewhat able to get around the University campus, once Ed and his fellow students graduated, they realized they could not live in inaccessible Berkeley without major changes to the physical and programmatic infrastructure of that community.

Ed and his colleagues knew that certain services must be in place before people with significant disabilities could live independently in their communities.  These services included: attendant care so that those who couldn’t perform tasks of daily living for themselves could be assisted in their homes, wheelchair repair, and organizing themselves to begin advocating for physically accessible sidewalks, buildings and transportation. As far as we know, this was the first time that people with a variety of disabilities came together as a group to begin to advocate for themselves, experiment with different community organizing approaches and to teach those skills to other disabled people. This process of learning, developing and passing on advocacy and organizational skills became the core of peer counseling and one of the cornerstones of the IL movement.

These were the initial services provided by the Berkeley Center for Independent Living (CIL) at its inception.  Later in its development both blind and deaf service departments were created and it is still one of the few IL centers in the country to offer specialized services to each of these populations.

At approximately the same time, around the country many other small initiatives developed, including a self-help collective in Boston, a group exploring cooperative approaches to supported living in Houston, a group experimenting with living outside institutions in St. Louis, and a similar group working to enable people to leave institutions in Denver. (see Timelines and other references at end of article) 

As journalist Joe Shapiro reported in his popular history, No Pity, “In 1977, according to disability policy expert Margaret Nosek, there were just 52 independent living centers in the United States. Within a decade, there would be close to 300, all bringing a similar fervor of advocacy and group activism.” 

Parallel rise of national cross-disability efforts

At the same time in the early 1970s, the large annual meetings of the (then) President’s Committee on Employment of the Handicapped held every spring in Washington, D.C. were making it possible for disability activists across the country to meet each other. For many, it was the first opportunity to meet with other disabled adults. After a few such meetings, a group met in 1975 to assemble a board of directors for the American Coalition of Citizens with Disabilities (ACCD). 

Although many of the members were wheelchair-users, it is significant that the first Executive Director was Frank Bowe, Ph.D., then a young deaf scholar. From 1969-71 he had served as a research assistant for Mary Switzer, the powerful head of the federal vocational rehabilitation system, who provided support to several early disability activists. Bowe’s reports and books were among the first to document the disability rights movement, including: “Coalition Building: feasibility study to develop a national model for cross-disability communication and cooperation,” (1978); and “Handicapping America” (1978). Bowe remained Executive Director of ACCD through 1981, the UN’s International Year of Disabled Persons, and was one of few disabled experts selected to represent their country at UN meetings about the Year.

Other ACCD officials who were important proponents of the IL philosophy were the President, Eunice Fiorito, a fiery blind leader who was New York City’s first director of its disability office; and the Secretary, Lex Frieden, a wheelchair user who in 1977 set up the Independent Living Research Utilization program within The Institute for Rehabilitation and Research, a leading rehabilitation center in Houston. 

Defining and broadening the IL movement

Towards the end of the 1970s, a number of significant events occurred to both define and broaden the independent living movement. In 1978, the federal government amended the Rehabilitation Act, adding statutory language and funding for the formation of independent living centers 

According to IL historian Hale Zukas, national conferences were held in Berkeley in 1975 and in Houston in 1977 to define philosophy and overall approach. After the Rehabilitation Act was amended, five regional conferences were held around the country for disabled people and their allies to define how to establish an IL center and to identify what types of services the centers would provide.  

The Executive Directors of the newly federally funded CILs met regularly with the Rehabilitation Services Administration (RSA), the funding agency, to discuss issues related to the development and expansion of CILs nationwide. RSA, a division of the Department of Education, provides funding on a competitive basis for the establishment of Centers for Independent Living. 

Interviewed for this paper, Zukas said that because directors of Independent Living Centers believed the views of IL consumers and people with disabilities were not being listened to by the federal government, they worked to organize and establish in 1982 the National Council on Independent Living (NCIL). 

National IL organization formed

The National Council on Independent Living (NCIL) is now the oldest cross disability, grassroots organization run by and for people with disabilities in the U.S.  Currently, NCIL represents over 700 organizations and individuals including: Centers for Independent Living (CILs), Statewide Independent Living Councils (SILCs), individuals with disabilities, and other organizations that advocate for the human and civil rights of people with disabilities throughout the United States. Its annual spring conferences are often timed so that the participants can also take part in an advocacy effort, such as education of members of Congress about the need for a national personal assistance program.

International growth of independent living

As the movement grew in the US, its reputation also began to spread throughout the world. At the same time disabled people’s groups in other countries were starting their own revolutions. As examples, by the late 1970s, there were strong disabled people’s movements organizing in Canada, Finland, England, Germany, the Netherlands, Sweden and Ireland. Some future IL and disability rights leaders from Europe, such as Adolph Ratzka of Sweden and Theresia Degener and Ottmar Miles Paul of Germany, took higher degrees in Berkeley during the 1970s and 80s where they met their U.S. peers. The leaders of these groups and from the U.S. began to exchange information and study visits during the late 1970s and many (an estimated 200) came together for the first time at the Rehabilitation International World Congress in Winnipeg, Canada in 1980. During that conference, what became known as Disabled People’s International was founded as the world’s first international cross-disability organization.

An example of a dynamic international exchange taking place over two decades is the IL partnership created by the USA and Japan. In 1981, 10 Japanese students with disabilities came to study and intern at U.S. IL centers. Each student lived in the US between six months and a year to learn both the IL philosophy as well as the practical aspects of providing IL services and/or administering a center.  This program lasted approximately ten years, funding about 10 students a year and spawned and nurtured the pioneers of the Japanese IL movement. Then, during the 1990s, the Japanese National Council for Independent Living, in collaboration with the Japanese Society for Rehabilitation of Disabled Persons, began to offer training in IL to disabled individuals from poorer countries in Asia. This has helped to introduce IL concepts in countries such as Thailand, Korea, Sri Lanka and Vietnam.

Studies of the rise of the disability rights and independent living movement point to 1981 as a landmark year. For example, the International Independent Living Timeline (www.ilru.org/international) shows a dramatic rise in 1981-82 around the world in the formation of national disability rights groups that were earning recognition from their respective governments. Several studies, including the analysis of the above timeline by disability rights scholar Anne Finger, identify the United Nations International Year of Disabled Persons as providing a strong impetus to the development of these national groups.

In 1983 the World Institute on Disability (WID) was formed by IL leaders Ed Roberts and Judy Heumann to initiate policy development, research and other activity to support the national and international growth of the independent living movement. Several international projects of WID are mentioned in this paper. WID was one of several organizations that grew out of the original Berkeley Center for Independent Living and other examples are: Through the Looking Glass, a group focused on parenting and disability; the KIDS project, raising disability awareness in schools; and DREDF, the Disability Rights, Education and Defense Fund, initiating litigation, training and advocacy on behalf of disabled children and adults.

Other U.S. groups that have worked hard to spread the independent living approach throughout the world include: Whirlwind Wheelchairs International under the direction of Ralf Hotchkiss, Mobility International USA under the direction of Susan Sygall and, more recently, Landmine Survivors Network, under the direction of Jerry White.

Emerging issues in second generation of independent living

In 1984 the first national conference on rural independent living was held, giving rise to a new organization, APRIL (Association of Programs for Rural Independent Living). Historically, IL has been largely urban-based. Given that 25% of the U.S. population lives in rural areas with very limited access to transportation, it is clear that new approaches to service development are necessary. Information about APRIL is available online: www.april-rural.org.

Also in the last 15 years, some of the IL centers in the Western states have begun outreach to the Native American population and in some cases Native Americans are developing their own IL centers. These groups have similar situations: higher rates of poverty, living in isolation far from the reach of services and from connections to the disability rights and independent living networks.

In the late 1980s, the first national center to address IL needs of African-Americans was established at Howard University, a historically black college. This center produced some of the first reports that correlated disability with violence, malnutrition and poverty and also questioned the middle-class values imbedded in the foundations of IL philosophy. 

Gerald Baptiste, an African American advocate and Deputy Director of the Berkeley CIL, provided some insights for this paper about why IL services were not as readily used by this population. “We were never asked for our definition of independence—the program and philosophy was presented as a given. Sometimes, when a black person came through the door of a CIL, it was presumed he or she was already involved in civil rights work and would be interested in becoming a disability rights advocate. In fact, often the black disabled client was just searching for services. Additionally, services of the IL community were often provided in a manner foreign to black culture. For example, young, black unmarried Americans did not often move away from their families; and only wealthy families expected to employ people outside of the family to provide personal services.”

Differing Racial & Ethnic Expectations & Experiences of IL

In 1998 the World Institute on Disability and Rehabilitation International organized a focus group in Oakland on cultural aspect of IL services in the U.S.  Participants represented IL services from the point of view of the Vietnamese, Chinese, Latino, and Black communities in California and the experience of disability caused by violence in St. Louis. 

Preliminary to the discussions of how the various participants viewed independence and independent living, was an informal review of the birth of the IL movement. There were differing memories and viewpoints, but most agreed that in the 1970s and 80s, in the U.S., the disability community had a particular view of who the ideal representatives of the “disability voice” were: male, educated, articulate, and Caucasian. Most agreed that this expectation was never publicly discussed, just implemented and of course, mirrored the power structure of the times. This is not to say that that approach was unilaterally applied, it was not. We can all think of exceptions. However, many of the selected representatives of the disability community went on to become IL center directors and some remain in those positions.

Focus group identifies strategies

The focus group was led by Tanis Doe, Ph.D., of Canada, who was also conducting research on disability in ethnic communities on behalf of the California State Independent Living Council. Some of the issues that were discussed in-depth included:

· Cultural competence is needed to outreach effectively to ethnic communities, not just cultural sensitivity;

· Authentic representatives of varying ethnic and racial communities must be utilized to adapt, explain and implement the IL philosophy in those communities;

· The Anglo concepts of (“bootstrap”) independence and self-sufficiency are not  understood by or necessarily acceptable to the typical family-centered, ethnic community structure and must be expanded to incorporate the values of the various ethnic and racial groups in the U.S;

· Trust and bridges between the dominant culture and secondary cultures in the U.S. must be built gradually; an evolving partnership is a preferred vision, rather than “training” one to merge with or adapt to the other;

· The U.S. dominant culture values an individualized (I, me, my, mine) self-expression of needs and preferences, while other cultures are trained to balance considerations and decisions around the benefit of the family as a group;

· Anglo-culture, in general, encourages direct communication to resolve or air differences of approach or opinion while other cultures require respect, subtlety and indirect verbal and nonverbal expression aimed at harmonious resolution, with additional implications for gender and age differences;

· Definitions of independence and dependence vary; in most cultures, for example it is not typical for adolescent or adult progeny to leave the family household until they get married;

· Educational opportunities about IL, such as courses or awareness events, should be promoted to parents and educators in ethnic communities, not just to the disabled individuals, as their support will be critical;

· Concepts of shame and pride are culture-bound; in many U.S. ethnic communities, to allow/encourage a disabled family member to struggle (financially/socially) by him/herself would bring shame on the family; 

· Some Anglo-evolved concepts such as “disability pride,” are so alien to ethnic cultures that it is counterproductive to introduce it; and

· Finally, it was important to identify role models from a wide variety of cultures and disabilities so that the largest number of children and adolescents could benefit.

These are highlights from a more in-depth discussion, published as an article, “Cultural Components of Independent Living,” published in Portfolio 98, cited below.

Latino Model

In 1999 the World Institute on Disability and Rehabilitation International organized a seminar in San Antonio on the health and employment of Hispanic women with disabilities, with the assistance of the Centers for Disease Control, the Social Security Administration and the Department of Education. This conference brought many issues to light, such as rising correlation of Hispanic heritage to diabetes and hypertension. At the same time Hispanics are more frequently working in dangerous occupations and Hispanic men are 50% more likely to become disabled on the job than other workers. High drop-out rates coupled with low literacy and violence contribute to an increasing rate of disability in the Hispanic population. For many reasons, including language barriers and mistrust of service delivery systems, Latinos with disabilities rarely utilize independent living centers.

In response to identified needs, some CILs have begun offering outreach services to the Hispanic, Asian, Native American, Black and rural communities. In 2001, WID began a new five-year project to develop the first National Technical Assistance Center for Latinos with Disabilities (www.proyectovision.net). At the same time, two other centers have been funded for Asia & Pacific Islanders and for Native Americans with disabilities. In addition some State Independent Living Councils have received funds for “outreach” staff to serve ethnic communities.

Shame and Blame

I do not intend in this paper to undertake an extensive commentary about when a child is born with a disability, it seems important to attribute blame, to establish whose fault it is that the child has this or that condition. Recently, I saw a film, “Refrigerator Mothers,” making it clear that the whole field of autism was suffocated in the 1960s-70s by doctors who decided, with no verifiable research basis, to blame mothers for being too cold to connect with their children emotionally. It was believed then that autism was a syndrome found exclusively in Caucasian, mostly male children born into the middle-class. It is interesting to me that this film shows that it has also been equally important (and damaging) in “Anglo-culture” to assign blame for a disability. A critical issue for the future, to be examined honestly by disabled adolescents, adults and their family members is how to avoid or diminish “blame and shame” in living with a disability. Certainly in the Latino community, this is still a major influence. In some cases the “shame and blame” syndrome is powerful enough that it results in the break-up of a family.

 As Gerard Baptiste has pointed out, as our focus group on cultural variations of IL identified, and as Proyecto Vision, our National Technical Assistance Center for disabled Latinos has clarified, within this diverse ethnic groups, there are different operational approaches to independence, to incorporating disability identity and to accessing and sharing information.

Philosophy & Definitions

Perhaps most fundamental to IL philosophy today is the idea that each person has the right to independence through maximum control over his or her life, based on an ability and opportunity to make choices in performing everyday activities. These activities include: managing one's personal life; participating in community life; fulfilling social roles, such as marriage, parenthood, employment, and citizenship; sustaining self-determination; and minimizing physical or psychological dependence on others. 

There are many definitions of IL philosophy.  One of the clearest definitions, in my opinion was developed by Prof. Adolf Ratzka: “Independent Living is a philosophy and a movement of people with disabilities who work for self-determination, equal opportunities and self-respect.

“Independent Living does not mean that we want to do everything by ourselves and do not need anybody or that we want to live in isolation. Independent Living means that we demand the same choices and control in our everyday lives that our non-disabled brothers and sisters, neighbors and friends take for granted. We want to grow up in our families, go to the neighborhood school, use the same bus as our neighbors, work in jobs that are in line with our education and abilities, start families of our own.  Just as everybody else, we need to be in charge of our lives, think and speak for ourselves.

“To this end we need to support and learn from each other, organize ourselves and work for political changes that lead to the legal protection of our human and civil rights.” (www.independentliving.org). 

The independent living “paradigm shift” was first analyzed in-depth by Prof. Gerben DeJong, a Dutch scholar working in the U.S. in the late 1970s (DeJong, 1979). He articulated a system-wide shift from the medical model to the independent living model. This new theory, similar to other minority group theories, located problems or "deficiencies" in the society, not the individual. Many people with disabilities no longer saw themselves as broken or sick, certainly not in need of repair. Issues such as attitudinal and economic barriers were the real problems facing people with disabilities. The answers were to be found in changing and "fixing" society, not people with disabilities. Most important, decisions must be made by the individual, not by the medical or rehabilitation professional.

As Gina McDonald states in her history, “Using these principles, people began to view themselves as powerful and self-directed as opposed to passive victims, objects of charity, cripples, or not-whole. Disability began to be seen as a natural, not uncommon, experience in life, not a tragedy.”  

There have been many books published in the last decades outlining the social model vs. the medical model but this early paper by deJong served to alert the rehabilitation community that a major change or seismic shift in conceptualization of service delivery was taking place.

Revisiting 1977: Using Civil Disobedience Successfully

So, here is where I began this journey, a blind, young adult, completely naïve, but ready to claim her civil rights.

In 1977 after years of unfulfilled promises by President Nixon and Ford, disability rights advocates began to pressure the Jimmy Carter Administration to sign regulations for the newly adopted Rehabilitation Act.  Following is McDonald’s description of the civil disobedience tactics used:  

“Jimmy Carter had appointed Joseph Califano his Secretary of Health, Education and Welfare (HEW).  Califano refused to issue regulations and was given an ultimatum and deadline of April 4, 1977. April 4 went by with no regulations and no word from Califano.

On April 5, demonstrations by people with disabilities took place in ten cities across the country. By the end of the day, demonstrations in nine cities were over. In one city, San Francisco, protesters refused to disband.

Demonstrators, more than 150 people with disabilities, had taken over the federal office building and refused to leave. They stayed until May 1. Califano had issued regulations by April 28, but the protesters stayed until they had reviewed the regulations and approved them.”
In 1997 a 25-year anniversary celebration of this historic demonstration and its far-reaching implications for the disability movement was held in Berkeley. (A history and film about this demonstration has been produced by and is available from the Disability Rights, Education & Defense Fund: www.dredf.org ).

The lesson we all learned from the demonstration is a fairly simple one.  As Martin Luther King said,  “It is an historical fact that the privileged groups seldom give up their privileges voluntarily. Individuals may see the moral light and voluntarily give up their unjust posture, but, as we are reminded, groups tend to be more immoral than individuals. We know, through painful experience that freedom is never voluntarily given by the oppressor, it must be demanded by the oppressed.”

Noting the success of this strategy, a disability rights group was formed to press government and private transportation providers for accessible public transit. Called ADAPT, this group held numerous demonstrations and blocked access to meetings of transit professionals, beginning in 1978 in Denver and continuing throughout the 1980s. In the 1990s, this same group changed its focus to obtaining a national attendant care program to keep people out of nursing homes. Civil disobedience is still one of ADAPT’s most successful tactics. Information about ADAPT is available online: www.adapt.org.

In 1988, massive street demonstrations and public protests were organized in Washington, D.C. by the deaf community to assert that the time had come for Gallaudet University, after 100 years, to have a deaf president. The immediate objective was realized and a well-qualified applicant, Prof. I. King Jordan, was appointed. The longer range objective, to establish the civil rights of deaf people and credibility of “deaf culture,” was also greatly advanced through intensive media coverage of the week-long protests of thousands of students, faculty and their allies.

Conclusions

The history of independent living, compared to other social movements is a short one, yet already comprises more than 30 years and at least two generations of effort. Our challenges and most complex questions for the future will surely include the following:

· Even though the U.S. has some of the most far-reaching disability rights legislation, the majority of the disabled population does not identify as being so;

· In cultures where disability pride is an oxymoron, there is very little utilization of services being offered by IL centers;

· Given that the fastest growing disabled population is those who are aging, how will the IL movement position itself to ally with advocates for senior citizens?

· Is it time to rethink the roles of IL centers? One provocative article featured in Ragged Edge Magazine asks, “Are IL centers just glorified sheltered workshops?”

· Although it is well-established that children and adolescents with disabilities would benefit from role-models and mentors, we do not seem to have found the way yet to connect the IL movement with its future leadership.

How can we better partner with other marginalized groups on an ongoing basis? There are other groups, such as those involved in peace education and conflict resolution, whose approach to demystifying difference is similar to the disability movement. How can we recharge our energies and renew our vision through new partnerships?

How do we develop allies in the non-disabled community and keep them engaged in a constructive and mutually beneficial way?  The role of allies is very critical in our movement. The movement will not survive with an approach of “nothing about us, but us.”  It is critical that we maintain control of our movement but learn how to work with our allies in a more productive manner and not "diminish” their role because they don't happen to be disabled. 

Every body at some point in their lives has been discriminated against based on attitudes, myths and stereotypes of some kind or other. We can serve as role models for each other, and I believe that the next generation of leadership in all the "minority" movements will have to come to grips with this concept. Our successful pairing up is a really good model, because we both serve as role models and people have the opportunity to experience disabled-nondisabled collaboration, which is the ultimate goal of the disability rights movement. If we work in separate camps, it still leaves people with the sense that the two can't mix. 

In 1997, Adolph Ratzka, founder of the international Institute for Independent Living, based in Sweden, wrote:

“Because we have been told we cannot do much for ourselves, we have relied on other people to fight for our cause. 

“Because we have been ashamed of our disabilities, we have stayed in the background.

“We are the last minority to fight for our rights and we will not go away. Even with the most sophisticated prevention, early detection and rehabilitation services, there will always be people with disabilities and we have to build our societies in such a way that everybody can live in them with dignity and self-respect. And we have to start now.” (www.independentliving.org/toolsforpower/tools7.html).

As we enter our fourth decade of independent living, there are more disabled children attending public schools, more disabled people visible in the workplace, the flowering of disability culture has begun and there is an increased exchange of information among disability groups on the world wide web—all this is beginning to result in a more accepting and accessible society for all America’s disabled citizens. 
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Government policies and programmes in Canada have been slowly evolving from a focus on institutional care to traditional programmes in the community. Now, a new paradigm of services is emerging which emphasizes the concepts of independent living. This study collected extensive information from government officials and consumer groups across Canada regarding the trends in barrier-free housing, accessible transportation and personal supports from 1980 to the present time. The research documents some of the major issues with government initiatives as well as promising innovations. Although many positive changes were made during the Decade of Disabled Persons (1983-1992), many of these initiatives were eroded with major funding cutbacks in the mid- to late 1990s. This paper concludes with ways to change the present service delivery system to ensure that everyone can live independently in the community.
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Introduction

There have been rapid changes in independent living (IL) policies and programmes in many countries over the last two decades. The United Nations declared 1981 the International Year of Disabled Persons and 1983-​1992 as the Decade of Disabled Persons to encourage governments to respond to the needs of individuals with disabilities. Since then, many countries have developed new service delivery approaches (Pfeiffer, 1994; Thompson et al., 1994; Eleweke, 1999; Ratzka, 2001). During the Decade, consumer organizations in Canada stressed the need to eradicate the economic, social and environmental barriers preventing indivi​duals with disabilities from participating fully in the community. Not only did grass-roots groups create innovative community services operated by consumers, but government organizations gradually incorporated independent living concepts into new policies and programmes (Dunn, 1999). Many gains were made during this period; however, in the 1990s, with an economic recession and pressures from free trade, government funding was cut back. Despite the improvement in the economy by the end of the century, governments have continued to focus on cutting debt and reducing taxes, rather than substantially increasing programmes beyond their levels in the late 1980s.

Canada is a vast country of 9,971,000kmz with a population of approximately 31,000,000 people (Stat​istics Canada, 2001). Although Canada is large geographically, its population is approximately a tenth of that of the USA. Canada is divided into 10 provinces and two northern territories. In 1999, the Northwest Territories was divided into two. Accord​ing to Statistics Canada (1995), approximately 15.7% of the population have some form of disability, or, currently, almost 5,000,000 people.

This article discusses the evolution of independent living initiatives by the federal, provincial and territorial governments in Canada from 1980 to 2000. The information comes from a nationwide study that gathered data about the development of government initiatives across Canada during this vital period of change.

Literature review

The concepts of independent living developed as a result of grass-roots efforts to reconceptualize disability issues and their solutions and to change public policy (DeJong, 1994; Walters, 1994; Oliver, 1998; Ratzka, 2001). The independent living paradigm asserts that pathology can be found in the inaccessible environment, restrictive attitudes, unprotected rights and over-dependency upon relatives and profes​sionals. The solutions which enable people to live productive lives in the community can be achieved through self-help, advocacy and the removal of environmental, social, economic and attitudinal bar​riers. Only after recent advocacy efforts in Canada have programmes begun to stress independent living in which consumers have control over their own programmes and more choice and flexibility of services (Carpenter, 2001).

According to Woodill and Willi (1992), there are many concepts of independent living. Some professionals define independent living as allowing indivi​duals to remain in their own homes in the community and providing traditional services. Others, such as McKnight (1995), propose a very different concept in which consumers direct their own services rather than being passive recipients. This study utilizes the definitions of independent living that the Canadian Association of Independent Living Centres (CAILC) (1991) developed for its centres in Canada. For the purposes of this study, CAILC's concepts were further refined with help from individuals in the independent living movement in Canada. This conceptual frame​work stresses the following principles: (1) control/self-direction (consumers should control the design of services, and control and direct the administration of programmes, which should be barrier free); (2) choice/ options (there should be a range of accessible programmes, with information about them widely disseminated to consumers); and (3) freedom/flexibil​ity (programmes should be flexible enough to meet the needs of individuals with any type of disability, with services available when, where and to the extent that individuals require them).

One of the earliest efforts in Canada to research the barriers confronting individuals with disabilities was the report Obstacles, undertaken by the federal Special Parliamentary Committee on the Disabled and Handicapped (1981). This report documented the major barriers confronting people with disabilities throughout Canada, making 130 recommendations for action by departments within the federal government. In December of the same year, the Committee produced a follow-up report containing 12 further recommendations related to Aboriginal issues. A number of reports were produced in the 1980s, and a federal Standing Committee on Human Rights and the Status of Disabled Persons was established. The Standing Committee produced a report, A Consensus for Action: the Economic Integration of Disabled Persons, document​ing the economic barriers in Canada (Standing Committee on Human Rights and the Status of Disabled Persons, 1990). At the end of the Decade, the federal government announced a five-year, national strategy for the integration of persons with disabilities.

However, consumers were frustrated with the slow progress of concrete government initiatives. During this time, the economic and political climate had moved to the right. A Federal Task Force on Disability Issues (1996) expressed concerns with globalization, the devolution of powers from the federal government, the abandonment of federal standards and the growing patchwork of services. In response to pressure from consumer organizations, the federal, provincial and territorial governments, with the exception of Quebec, developed a vision paper in 1998, In Unison: a Canadian Approach to Disability Issues (Human Resource Development Canada, 1998). In 1999, the principles articulated in the paper were utilized in the Social Union initiative and in a federal national strategy.

A great deal of research has focused upon personal adjustment, motivation and cooperation (DeJong, 1994). Currently, a growing body of literature in Canada explores public policies and the role govern​ments can play in eradicating barriers and promoting independent living (Rioux and Bach, 1998). During the 1990s, a range of studies were undertaken by the federal and provincial governments and by non-profit organizations on barrier-free housing (Canada Mort​gage and Housing Corporation (CMHC), 1998; Dunn, 1999), accessible transportation (National Transportation Agency of Canada, 1993) and personal supports (Cruikshank, 1991; Torjman 1993, 2000; Lord and Hutchison, 1998). None of these studies provide in-depth analysis of the overall trends throughout Canada during the Decade and afterwards. This study provides that analysis, doc​umenting trends in government expenditures, the number of consumers receiving services and the extent to which government initiatives promote independent living.

Methodology

Overview

Initially, this study documented trends during the Decade, but it was later updated to include govern​ment initiatives up to the end of the century. The research focused on the following research questions. What have the federal, provincial and territorial governments accomplished in promoting independent living from 1980 to 2000, and what is still outstanding?

To keep the study manageable, its parameters were limited to three major areas: barrier-free housing, accessible transportation and personal supports. These topics were selected because they make up the triumvirate of community services which enable everyone to function within the community (DeJong, 1994). The focus is primarily on the role of the provinces and territories because the Canadian Con​stitution, formerly the British North American Act, assigns primary responsibility for community services to this level of government. However, information was also collected regarding the federal government's role in these initiatives.

Procedures

Questionnaires were developed to gather information about government initiatives in the 10 provinces and two territories, as well as about the role of the federal government. The questionnaires solicited information about barrier-free housing codes, housing adaptation programmes, parallel (specialized) transportation, automobile conversion services, accessible buses, accessible trains and personal supports for individuals with physical, developmental and mental health disabilities. These extensive questionnaires gathered information about government expenditures, the number of programme participants and the various components of government programmes. They were pretested with a sample of government officials and staff from independent living centres and revised accordingly.

The questionnaires were sent to over 200 key government officials across Canada with direct responsibility for disability policies. A Francophone researcher from Quebec was hired to translate the questionnaires into French and collect information from Quebec officials. With extensive follow-up, the return rate was 100%. Additional follow-up data were collected about recent trends in government pro​grammes since the Decade.

Secondary data were gathered from Statistics Canada and from an extensive collection of govern​ment reports on disability policies in Canada. Over 300 consumer organizations provided reports, articles and newsletters outlining their perspectives on govern​ment initiatives.

The quantitative information in this study was analysed using SPSS Windows, including changes in public expenditure and the number of programme participants.

Results

Trends during the Decade of Disabled Persons

Barrier free housing

Barrier-free housing ensures that people can get in and out of their homes and use facilities such as bath​rooms, kitchens and bedrooms independently. It may also include provisions for people with visual, hearing and developmental disabilities, such as audio signals in elevators, tactile and colour-contrasting cues, visual alarms for fires and easy-to-read signs. Housing is primarily a provincial and territorial responsibility in Canada, but the federal government can influence housing through financial means such as grants, loans and insurance arrangements. This study focused on two areas where federal initiatives can impact barrier-free housing: housing codes and the funding of housing adaptation programmes. The federal govern​ment's role is designated in the National Housing Act (NHA) and carried out by CMHC. In addition, the National Research Council (NRC) develops National Building Codes (NBC) approximately every five years.

Since 1965, the NBCs have included some barrier-free standards; however, these NBCs are only advisory documents for the provincial and territorial govern​ments. In 1985, Section 3.7 was added to the NBC to provide a separate section for barrier-free standards. However, this code did not include universal design or adaptable standards to ensure that all units can be easily changed to accommodate individual needs. With universal design, doors and corridors are constructed wider, counters are adjustable and bath​rooms are designed to facilitate the installation of grab bars. Constructing all units to be adaptable allows large numbers of barrier-free units to be built (Dunn, 1999).

Although the NBCs are only model documents, they are highly instrumental in influencing provincial and territorial building codes. Usually, the provinces change their building codes every five years, after the NBC is revised. Eight out of the 12 provinces and territories had accessible building codes by the end of the Decade. These building codes included barrier-free standards for apartment buildings, requiring that entrances, travelling routes such as hallways and common areas be accessible. However, none of these codes include requirements for single-family dwellings or existing apartment buildings, unless they are undergoing major renovations. They apply only to new apartment buildings with elevators. Furthermore, they do not mandate universal features in all apartment units, as required in the USA under the Fair Housing Act Amendment (FHAA). Instead, a specific percentage of units, often 5%, are required to be accessible for individuals with disabilities. As a result, many individuals cannot find accessible housing.

One of the strengths of government initiatives in Canada has been a national housing adaptation programme. The federal government's Residential Rehabilitation Assistance Program (RRAP) that started in 1973 as a home improvement programme was expanded in 1981 to include grants and loans for modifying existing dwellings. In 1986, the programme was further modified to include RRAP​D specifically for individuals with disabilities. Under this programme, CMHC provided up to $10,000 (Canadian) in loans, including up to $5000 (Canadian) in grants, depending upon income, to modify homes. CMHC tripled its funding for this programme between 1986 and 1992 and introduced the Home Adaptations for Seniors Initiative (HASI) to pay for minor modifications to homes of seniors.

In addition, seven of the provinces and territories developed their own housing adaptation programmes and 10 had home improvement programmes that often included funding for home modifications. These programmes varied greatly in scope. The largest were in Ontario and Quebec, providing up to about $15,000 (Canadian) per home. The Quebec programme included $8000 (Canadian) for tenants and $4000 (Canadian) for roomers. Table 1 demonstrates how the funding for these programmes rapidly increased during the Decade, with funding for some doubling or tripling during this period. Although the extent of consumer control varies, many programmes provide consumers with funding to hire their own contractors. However, the expenditures on some programmes tapered off around 1990 with the beginning of a recession. Furthermore, many people in need do not qualify for housing modification programmes in Canada (Dunn, 1999). In contrast, the USA does not have a national home modification programme, relying on a patchwork of programmes and agencies to undertake the work for their specific client groups.
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	1983
	1984
	1985
	1986
	1987
	1988
	1989
	1990
	1991
	1992

	AB
	123,000
	103,200
	120,000
	118,100
	130,700
	89,400
	181,000
	1182,000
	1399,200
	1,355,600

	SK
	172,000
	172,000
	237,000
	200,000
	220,000
	168,000
	297,000
	317,000
	52,000
	111,000

	ON
	-
	-
	-
	-
	5,400,000
	3,600,000
	12,000,000
	0
	5,100,000
	1,900,000

	QC
	2,410,000
	3,129,000
	1,961,000
	2,048,000
	1,290,000
	2,455,000
	1,742,000
	1,613,000
	2,899,000
	4,200,000

	NB
	-
	-
	-
	465,000
	331,000
	421,000
	514,000
	635,000
	921,000
	735,000

	NS
	-
	-
	-
	-
	-
	84,000
	98,000
	85,000
	78,000
	90,000

	YK
	-
	-
	-
	-
	10000
	5,000
	19,500
	31,900
	71,800
	(combined

programme)


AB, Alberta; NB, New Brunswick; NS, Nova Scotia; ON, Ontario; QC. Quebec: SK, Saskatchewan; YK, Yukon; -no data.

ON data are for OHRP-D; QC data are for RAAP; NB added renters in 1991: YK combined its programmes in 1991 and 1992.

Accessible transportation

People with a range of disabilities confront numerous barriers in transportation in Canada (National Transportation Agency of Canada, 1993). The jur​isdictional issues of accessible transportation in Canada are complex. Generally, if a public carrier crosses the borders between provinces or territories, it is the responsibility of the federal government. Thus the federal government has jurisdiction over air travel, shipping (including maritime ferries) and interprovincial rail and buses. The provinces and territories have jurisdiction over commuter rail and buses, northern transportation, buses crossing muni​cipal boundaries, municipal buses and traffic regula​tions. Local municipalities often administer or oversee parallel transit, municipal buses, taxis, light-rail and subways.

The provinces started funding parallel specialized transportation programmes in the late 1970s and early 1980s. Three of these programmes started during the Year of Disabled Persons and another later in the Decade. The two northern territories did not empha​size parallel transportation because many commu​nities are remote, without roads. In Canada, these services were not mandated as they are in the USA, under the Americans with Disabilities Act of 1990. Rather, the provinces provided funding to cover part of the operating and capital costs for the programmes. Table 2 shows that government expenditure for accessible transportation increased dramatically dur​ing the Decade, with some provinces increasing their funding by 500-2000% in 10 years. However, despite these increases, many people cannot find reliable accessible transportation in Canada.

In addition, all of the provinces and territories either started or were considering funding accessible taxi programmes. Some provincial governments pro​vide funding for municipalities or taxi companies to purchase and operate accessible taxis. The advantages of accessible taxis over parallel transit is that consumers can determine the time of their rides, the service is not as stigmatizing and the operating costs are less. Surprisingly, only three provinces offered funding to modify consumers' automobiles for anyone in need. However, specific government departments provided such funding to selected groups, including those receiving vocational rehabilitation, workers compensation or provincial automobile insurance benefits.

It was not until the end of the Decade that many of the provinces began to implement a family of transportation services that provided consumers with a number of choices, giving more flexibility and freedom. Most of the provincial initiatives started with specialized parallel systems and auto conversion programmes. Pressure from consumer groups led gradually to the development of some accessible conventional transit in urban areas. Some munici​palities introduced low-floor community buses in specific neighbourhoods for seniors and others who can walk but have difficulty getting on and off of conventional buses. However, only five of the provinces provided special funding to make municipal buses accessible by the end of the Decade. Accessible intercity transportation bus services were restricted to demonstration programmes. The older Toronto and Montreal subways continue to be difficult to access, while the light-rail systems in Vancouver and Calgary are more accessible.

Personal supports

Many individuals with disabilities require personal supports to live independently in the community. There is no accepted definition of personal supports. Homecare services usually mean services for people coming out of hospitals, such as changing tracheot​omy tubes, draining mucus to assist breathing and dialysis. Homemaker services provide help in running a home, including shopping, cooking and cleaning. Attendant services were developed later to assist people with long-term disabilities who are not sick.

Table 1. Provincial and territorial expenditures on housing adaptation programs (Canadian $)
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AB, Alberta; NB, New Brunswick, NS, Nova Scotia, ON, Ontario; QC, Qucbec; SK, Saskatchewan; YK, Yukon; -no data.

ON data are for OHRP-D; QC data are for RAAP; NB added renters in 1991: YK combined its programmes in 1991 and 1992.

Accessible transportation

People with a range of disabilities confront numerous barriers in transportation in Canada (National Transportation Agency of Canada, 1993). The jur​isdictional issues of accessible transportation in Canada are complex. Generally, if a public carrier crosses the borders between provinces or territories, it is the responsibility of the federal government. Thus the federal government has jurisdiction over air travel, shipping (including maritime ferries) and interprovincial rail and buses. The provinces and territories have jurisdiction over commuter rail and buses, northern transportation, buses crossing muni​cipal boundaries, municipal buses and traffic regula​tions. Local municipalities often administer or oversee parallel transit, municipal buses, taxis, light-rail and subways.

The provinces started funding parallel specialized transportation programmes in the late 1970s and early 1980s. Three of these programmes started during the Year of Disabled Persons and another later in the Decade. The two northern territories did not empha​size parallel transportation because many commu​nities are remote, without roads. In Canada, these services were not mandated as they are in the USA, under the Americans with Disabilities Act of 1990. Rather, the provinces provided funding to cover part of the operating and capital costs for the programmes. Table 2 shows that government expenditure for accessible transportation increased dramatically dur​ing the Decade, with some provinces increasing their funding by 500-2000% in 10 years. However, despite these increases, many people cannot find reliable accessible transportation in Canada.

In addition, all of the provinces and territories either started or were considering funding accessible taxi programmes. Some provincial governments pro​vide funding for municipalities or taxi companies to purchase and operate accessible taxis. The advantages of accessible taxis over parallel transit is that consumers can determine the time of their rides, the service is not as stigmatizing and the operating costs are less. Surprisingly, only three provinces offered funding to modify consumers' automobiles for anyone in need. However, specific government departments provided such funding to selected groups, including those receiving vocational rehabilitation, workers compensation or provincial automobile insurance benefits.

It was not until the end of the Decade that many of the provinces began to implement a family of transportation services that provided consumers with a number of choices, giving more flexibility and freedom. Most of the provincial initiatives started with specialized parallel systems and auto conversion programmes. Pressure from consumer groups led gradually to the development of some accessible conventional transit in urban areas. Some munici​palities introduced low-floor community buses in specific neighbourhoods for seniors and others who can walk but have difficulty getting on and off of conventional buses. However, only five of the provinces provided special funding to make municipal buses accessible by the end of the Decade. Accessible inner-city transportation bus services were restricted to demonstration programmes. The older Toronto and Montreal subways continue to be difficult to access, while the light-rail systems in Vancouver and Calgary are more accessible.

Personal supports

Many individuals with disabilities require personal supports to live independently in the community. There is no accepted definition of personal supports. Homecare services usually mean services for people coming out of hospitals, such as changing tracheotomy tubes, draining mucus to assist breathing and dialysis. Homemaker services provide help in running a home, including shopping, cooking and cleaning. Attendant services were developed later to assist people with long-term disabilities who are not sick.

Table 2. Provincial and territorial expenditures on parallel (specialized) accessible transportation (Canadian $) –Dunn

	1980
	1981
	1982
	1983
	1984
	1985
	1986
	1987
	1988
	1989
	1990
	1991
	1992

	BC 1,032,000
	3,660,800
	5,250,200
	5,934,900
	6,297,000
	6,855,800
	7,334,000
	7.332,500
	8,998,400
	11,654,200
	14,432,100
	17,555,200
	22,157,300

	A B 4,006,100
	4,168,900
	4,328,000
	4, 571,500
	4,536,500
	6,900,700
	6,911,200
	6,807,900
	6,914,700
	6,959,300
	7,273,300
	7,645,700
	7,974.100

	SK -
	436,900
	855,700
	874,300
	1,008,100
	969.100
	1,135,000
	1,240,500
	1,228,100
	1,457,000
	1,376,000
	1,547,500
	1,801,700

	MB -
	40,400
	42,600
	108,600
	147,800
	166,600
	241,500
	275.600
	298,700
	354,900
	356,500
	379,000
	395,000

	ON 3,000,000
	5,000,000
	6,000,000
	8,0W000
	9,0W000
	12,000,000
	13,000,000
	18,000,000
	24,000,000
	30,000,000
	32,000,000
	39,0W000
	43,000,000

	QC 1,000,000
	4,000,000
	7.000,000
	9,000.000
	10,730,000
	11,730,000
	13,690,000
	15,070,000
	18,450,000
	22.250,000
	24,660,000
	26,310,000
	27,210,000

	NB -
	-
	-
	-
	
	
	
	60,000
	90.000
	130,000
	100,000
	75,000
	0

	NS -
	113,000
	124,000
	450,700
	476,300
	503,700
	510.300
	505,200
	506,900
	532,700
	522,200
	533,200
	533,200

	NF -
	-
	33,600
	40,000
	42,000
	43,700
	50,000
	53.000
	54,800
	61,000
	94,500
	94,500
	94,500


AB, Alberta; BC, British Columbia; MB, Manitoba; NB, New Brunswick; NF. Newfoundland; NS. Nova Scotia; ON, Ontario; QC, Quebec; SK, Saskatchewan; -no data.

The NB programme includes provincial capital expenditures; the BC and ON programmes include provincial capital and operating expenditures; the remaining programmes include only provincial operating expenditures.

Personal supports may also include respite care, life-skills training, emotional supports, assistance with resources, referrals, funding and case coordination (Torjman, 1993, 2000). 

The system of personal supports in Canada is extremely complex, fragmented and confusing. Some services fall under health while others fall under social services. Services are often limited by age or the type of disability and some are restricted to those recently released from institutions. Because the system is constantly changing, many consumers have difficulty negotiating it. During the Decade, the federal government funded personal supports through national transfer programmes, including the Estab​lished Programme Financing Act (EPF) for health care costs and the Canada Assistance Plan (CAP) for social service expenditures. In addition, the federal government provided block grants to less well-off regions, vocational rehabilitation payments, Depart​ment of Indian Affairs and Northern Development funds for services on reserves and federal disability tax credits and medical expenses credits. The provinces and territories share the costs of personal supports with the federal government, establish enabling legislation and plan, monitor and sometimes provide the services. The municipalities may cost-share these services or offer direct services. Commercial agencies, such as private automobile, health or life insurers, provide funding for clients who have been temporarily or permanently disabled. Nevertheless, it is usually non-profit organizations that actually provide most of the direct personal supports in Canada (Torjman, 1993, 2000).

Many of the provinces developed home support programmes in the early 1970s, primarily for seniors. During the Decade, these programmes were adapted and expanded to other groups in need. New programmes included attendant services for individuals with long-term disabilities; funding for parents to purchase supports for children with complex needs and for respite care; and independent living programmes that included life-skills training, crisis sup​port and advocacy for individuals with developmental and mental health disabilities. By the end of the Decade, all the provinces and territories had some form of personal support programme. Table 3 indicates that funding for personal supports increased dramatically during the Decade, with some jurisdic​tions increasing funding by 200-600% in 10 years.

Major trends during the Decade included moving from institutions to community-based services, more coordination of services, the development of single-​point entry, decentralized services, individual planning and funding and cross-disability supports. A new paradigm began to emphasize consumer control, choice and flexibility so that consumers could control their own services. One of the most significant innovations in personal supports was the development of individualized funding. By 1992, 10 of the 12 provinces and territories had started individualized funding programmes or were considering them. Consumers are given money directly to hire and direct their own personal supports. Many of these programmes were established as pilots facilitated by consumer-based organizations and later expanded.
Trends since the Decade of Disabled Persons

Just as the Decade was coming to an end, a massive recession hit the USA. At the same time, Canada embarked on an era of free-trade deals with the USA and later with Mexico. As a result, industries from Canada moved south to take advantage of lower taxes and wages. Canadian corporations applied pressure to harmonize labour laws and social programmes with the USA, to reduce the national debt and to reduce government spending to make Canadian industries more competitive. The political agenda turned to cutting the debt by reducing government jobs, services and transfer payments; eliminating national stan​dards; and downloading services to the provinces and municipalities. The federal government eliminated the CAP and EPF transfer programmes to the provinces, replacing them with the more limited Canada Health and Social Transfer (CHST) block grant (McQuaig, 2001). At the same time, govern​ments were beginning to recognize the value of independent living concepts and incorporate them into policies and programmes

Table 3. Provincial and territorial expenditures on personal support programmes (Canadian $)
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	1983
	1984
	1985
	1986
	1987
	1988
	1989
	1990
	1991
	1992

	BC
	-
	48,038,800
	50,470,600
	48,526,000
	56,897,300
	62,227,600
	75,905,900
	95,299,700
	109,784,300
	128,292,400

	AB
	
	-
	-
	-
	-
	-
	-
	-
	30,000,000
	-

	SK
	-
	17,400,000
	19,600,000
	23,100,000
	23,000,000
	23,700,000
	27,100,000
	29,700,000
	31,700,000
	37,900,000

	M B
	-
	
	-
	-
	12,000,000
	15,000,000
	17,000,000
	21,000,000
	23,000,000
	25,300,000

	ON 1
	-
	-
	-
	-
	-
	-
	-
	-
	189,093,900
	205,396,600

	ON 2
	-
	-
	-
	-
	-_
	-
	-
	-
	23,112,600
	22,872,700

	ON 3
	-
	-
	10,000,000
	13,000,000
	20,000,000
	24,000,000
	35,000,000
	30,000,000
	54,700,000
	58,000,000

	QC
	72,898,300
	81,434,900
	80,755,900
	91,401,700
	111,869,400
	117,452,000
	139,175,900
	157,612,800
	172,825,700
	187,611,300

	NB
	-
	-
	-
	-
	-
	-
	-
	-
	24,700,000
	25,300,000

	NS
	-
	-
	-
	-
	3,450,000
	6,140,000
	10,120,000
	11,700,000
	11,100,000
	11,100,000

	PEI
	-
	-
	-
	1,900,000
	2,000,000
	2,200,000
	2,500,000
	2,550,000
	2,575,000
	2,600,000

	NF
	-
	-
	21,000
	86,000
	163,000
	299,000
	566,000
	916,000
	1,211,000
	1,540,000

	NWT
	-
	-
	--
	-
	-
	
	
	
	-
	1,584,000

	YK
	-
	-
	-
	-
	-
	-
	
	
	-
	500,000


AB, Alberta; BC, British Columbia; MB, Manitoba, NB, New Brunswick; NF, Newfoundland; NS, Nova Scotia; NWT, Northwest Territories; ON, Ontario; PEL, Prince Edward Island; QC. Quebec; SK, Saskatchewan; YK, Yukon; no data.

ON I is the Home Care Program, only homemaker care data; ON 2 is homemaker and nurses services, only homemaker care data; ON3 is outreach and SSLU, only attendant data.
Barrier-free housing

The NBC was updated in 1995 and 2000. This federal code continued to expand requirements for accessi​bility, but failed to incorporate universal design principles. Most provinces revised their codes to follow the new federal guidelines. Some provinces added universal features and provisions for people with visual, hearing and developmental disabilities.

After the Decade, funding for housing adaptation programmes was cut back. Beginning in 1992, the federal government reduced the RRAP-D. By 1996, funding levels were reduced to the original 1986 levels' despite growing needs. This programme continued on a year-by-year basis and was nearly terminated. It was not until 1998 that CMHC began to expand the RRAP-D budget, but significantly below the 1992 levels. Table 4 illustrates how the federal government rapidly increased funding for RRAP-D during the Decade and then dramatically cut back funding in the 1990s.

Table 4. Federal expenditures on housing adaptation programmes and residential rehabilitation assistance programme (RRAP-D) (Canadian $)

	
	Grant
	Total amount

	1986/1987
	3,722,900
	3,831,500

	1987/1988
	7,108,800
	7,331,800

	1988/1989
	8,792,500
	9,179,400

	1989/1990
	9,605,700
	10,041,400

	1990/1991
	11,423,300
	11,868,300

	1991/1992
	13,898,200
	14,568,100

	1992/1993
	11,500,000
	12,088,800

	1993/1994
	6,845,100
	7,175,700

	1994/1995
	6,163,000
	6,529,000

	1995/1996
	8,695,000
	9,175,000

	1996/1997
	3,426,000
	3,641,000

	1997/ 1998
	3,110, 000
	3,361,000

	1998/1999
	3,535,000
	4,476,000

	1999/2000
	4,418,000
	6,753,000

	Total
	102,243,500
	110,020,000


Some of the changes from 1995 are due to the changes in the financial arrangements with Quebec.

Table 5 shows that home modifications did not fare much better at the provincial level during the early to mid-1990s. Ontario, which had one of the largest programmes, terminated OHRP-D in 1993. Programmes in other provinces were reduced. Only Quebec's programme was significantly expanded.

Accessible transportation

As part of the National Strategy for the Integration of Persons with Disabilities, the federal government provided approximately $19.2 million (Canadian) from 1992 to 1997 for Transportation Accessibility Enhancement Grants and contributions: training, mo​bility clubs and workshops and research and devel​opment. This allotment was an increase over previous years but continued to be very limited. In 1993, the National Transportation Agency of Canada com​pleted its report, The Road to Accessibility, which recommended national standards for intercity buses to be phased in from 1995 to 2007 (National Transporta​tion Agency of Canada, 1993).

Table 5. Recent provincial and territorial expenditures on housing adaptation programs (Canadian S)
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	1992-1993
	1993-1994
	1994-1995
	1995
	1996-1997
	1997-1998
	1998-1999
	1999-2000

	AB
	1,355,600
	1,297,100
	1,012,500
	1,109,600
	1,239,000
	1,224,000
	1,069,000
	1,168,000

	SK
	111,000
	123,900
	181,000
	140,000
	61,412
	90,145
	92,808
	91,673

	ON
	1,900,000
	-
	-
	-
	-
	-
	-
	-

	QC
	4,200,200
	4,200,200
	5,200,000
	6,000,000
	6,200,000
	(extended
	(extended
	(extended

	
	
	
	
	
	
	programmes)
	programmes)
	programmes)

	NB
	735,000
	516,000
	530,000
	361,000
	295,300
	200,000
	328,000
	320,000

	NS
	90,000
	126,000
	81,000
	111,000
	102,542
	106,544
	96,276
	96,894

	YK
	(combined
	(combined
	(combined
	(combined
	(combined
	(combined
	(combined
	(combined

	
	programmes)
	programmes)
	programmes)
	programmes)
	programmes)
	programmes)
	programmes)
	programmes)


AB. Alberta; NB, New Brunswick; NS, Nova Scotia; ON, Ontario; QC, Quebec: SK, Saskatchewan: YK, Yukon.

ON terminated OHRP-D in 1993; QC temporarily extended its programmes from 1997 to 2000; YK combined the Renovation Program for Persons with a Disability into the General Repair Program in 1991-1992.

Provincial funding for specialized transportation had been eroded by the end of the Decade. Nova Scotia and Ontario curtailed funding by downloading transit services to the municipalities. New Brunswick's programme was terminated in 1992 and funding in other provinces remained stagnant. However, funding increased moderately in three provinces.

After the Decade, efforts increased to make conventional transportation accessible, including low-floor buses, taxis, commuter buses and trains. Most of the provincial demonstration projects and funding of intercity buses began after 1992. However, many of these initiatives continued to be very modest. Most of the limited funding for accessible transporta​tion continued to be geared to specialized transit.

Personal supports

In contrast, homecare funding grew steadily across Canada in the 1990s. However, the rate of increase was slower than during the Decade. The percentage of expenditures grew particularly fast in the Yukon and Northwest Territories. These territories strengthened efforts to keep residents in their northern communities rather than have them institutionalized in the south. One of the reasons for the continued increase in government supports is the growing number of seniors in Canada and the emphasis on providing home-based services rather than expensive institutional care. However, growing waiting lists across the country suggest that the modest funding increases for personal supports after the Decade have not kept pace with the needs of the aging population.

Since the Decade, there has been increasing effort to make the system less complex. Individualized funding has increased in many parts of Canada and new services have been established, such as community broker groups to advocate and help consumers find services. Microboards were an innovation developed in British Columbia around 1991. Microboards are non-profit organizations of five to eight unpaid members contracted initially by the Ministry of Health to provide direct, individualized funding for supports to one or two individuals with developmental disabilities. Research has indicated that they are very effective in providing support, empowering consumers, advocating for resources and purchasing ser​vices for individuals with disabilities (Pedlar et al., 1999).
Discussion

In the history of Canada, various approaches have been utilized to addressing the needs of individuals with disabilities. First Nations people offered supports for people with disabilities within their bands in a collective fashion. Early European settlers provided services in the community for individuals with disabilities who were considered deserving, although many ended up in poorhouses or jails. By the mid-​nineteenth century, people were placed in newly built permanent institutions which, over time, grew in size and specialization (Armitage, 1996). The current phase of government intervention evolved in the 1960s and 1970s with the beginning of deinstitutionalization. Individuals with disabilities were moved into the community, often with very limited supports. Some of the principles that characterized traditional institutions were perpetuated in the community, including categorization, separation, isolation, dependency and stigma. Often, services were unavailable, fragmented and unresponsive.

It was not until the late 1980s and 1990s that government policies began to shift toward the independent living principles of consumer control, choice and flexibility. Housing adaptation pro​grammes were expanded to include more types of modification and some universal housing features. Several provinces introduced a family of accessible transportation services that gave consumers more choice. Individualized funding programmes and microboards were established to allow individuals to direct their own personal supports.

Despite these changes, most people with disabilities continue to confront multiple barriers, including profound and pervasive discrimination (Beachell, 2000). Programmes across Canada are a patchwork, with large disparities. Some regions offer few supports and others, none. Many services have been eroded by government cuts in the 1990s and more services became privatized. Consumer control is limited because individuals with disabilities often have little input in developing and implementing government policies and programmes. Often, programmes are separated from mainstream services. Services are often not available in rural or remote areas. These issues are particularly acute for Aboriginal people. Even with recent budget surpluses and a call for re-investment in social services, supports are decreasing rather than increasing. Choice is severely limited by the acute shortage of barrier-free housing in Canada. The accessibility provisions in the building codes are not universal. The codes continue to stress separate facilities rather than universal requirements and they do not ensure that new apartment buildings are barrier free. Funding for housing adaptations is also limited. Only some modifications are covered and the changing needs of individuals with disabilities are often not considered. Consequently, long waiting lists for barrier-free housing leave many people warehoused in mini-institutions and rundown boarding houses, or living on the street.

The lack of accessible transportation in Canada also limits choice and flexibility. Government efforts have focused on separate, specialized transportation, which is notoriously unreliable and inadequate. Funding has been very limited for accessible taxis or modification programmes for private vehicles. Many buses, trains and stations continue to have multiple barriers. Because of shared jurisdiction, the system is very complex for travellers with disabilities. Most consumers cannot get around their local communities, let alone travel to other regions.

Limitations on personal supports also restrict the lives of individuals with disabilities. The system of personal supports is seriously under-funded and continues to emphasize institutional care rather than community-based supports. There are major restric​tions on eligibility and funding.

Conclusions

Canada has inherited a comprehensive social welfare safety net model as part of its British tradition. For example, the federal government established a national housing adaptation programme along with programmes developed by the provinces and terri​tories. However, this initiative has been crumbling with government cutbacks. In contrast, the USA has focused on developing civil rights legislation, includ​ing the FHAA and the Americans with Disabilities Act. This approach represents a promising direction for Canada. Consumer organizations in Canada have already played a major role in promoting disability -rights legislation. Canada was the first nation to include in its constitution a clause guaranteeing equal rights for people with disabilities. However, because of divided responsibility under the Canadian Constitution, consumer groups have had to lobby for human rights laws at every level of government.

Several approaches are needed to ensure indepen​dent living in Canada. Consumer organizations in Canada have been actively advocating for a stronger role for the federal government in developing a pan-Canadian approach to disability, an approach that builds disability consideration into mainstream poli​cies and programmes and develops enforceable national standards (Council of Canadians with Dis​abilities, 1997). To counter the erosion of federal powers, disability organizations have also encouraged the federal, provincial and territorial governments to develop better-coordinated joint efforts. Finally, consumers have advocated for disability-rights legislation which must be translated into specific, enforce​able regulations (Beachell, 2000).

At the same time, consumers have advocated for a fundamental shift in service delivery to emphasize consumer control, choice and flexibility. These con​cepts need to be incorporated in overall policy directions and also applied to every individual programme. Policies must stress universal housing principles, a family of accessible transit and consumer-​controlled personal supports with choices and flexi​bility. Consumers must be involved in a meaningful way in policymaking, and information about the resulting programmes should be available to all.

This new paradigm for services needs to be emphasized in the twenty-first century. Government initiatives must actively incorporate independent living principles, ensure consistency of comprehensive services across Canada and establish concrete, enforceable human rights. Then Canadians with dis​abilities will have a real opportunity to live independently in the community.
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Independent Living Outcomes for American Indian with Disabilities: 

A needs assessment of American Indians with Disabilities in Northwestern New Mexico (Gibola, San Juan, and McKinley Counties)

- Priscilla Lansing Sanderson, M.S., CRC, Robert M. Schacht, Ph.D., Julie A. Clay, MPH

“I live out in the rural area and I haul water round trip-25 miles and the only guys that help me are my kids. I have a boy and a girl and they are only small, and we tried to haul water out there, and I was just trying to get somebody to get water out there or even run a line out there or drill a well out there, but they never did.  They never had time.  I wrote letters to the IHS and I think there are a lot of handicapped people on the reservation that are just really neglected.  I don’t know why but they could respond or say something, ‘I can’t do it’, ‘I can’t help you’, that would be good.”

-Navajo consumer with a disability

Introduction

The purpose of this study was to understand the needs of American Indians with disabilities who may nave problems that limit their ability to carry out daily activities such as walking, talking, working, eating, bathing, or shopping.  Thirty-two American Indians with disabilities were interviewed in three counties in northwest New Mexico.  Respondents were asked about things they used or needed because of their disability.  

Results

The average age of the respondents was 49 years.  Most (56%) of the respondents were male.  Respondents’ affiliations were Navajo (75%), Zuni (13%) and Laguna (6%).  Many had more than one disability (average of 2.2 disabilities each).  The most common disabilities were blindness, hearing impairments, and hypertension.  The three most common activities that are limited by the respondents’ disabilities were “working on a job” (69%), “taking care of things/responsibilities” (66%), help with food (59%), dental care (53%), help with clothing (53%) and help with housing (50%).  The three most common service agencies providing help were Social Security Administration, Indian Health Service (IHS), and Medicaid/Medicare.  Respondents needing personal assistance services indicated they had a person who helped them do activities of daily living.  This person was usually a family member and usually female. Family members were preferred as personal assistants rather than someone paid by the government.

The top four consumer concerns in order of importance are:

1. Social Service providers should involve family members and extended family members in their rehabilitation.

2. You should feel safe in your own home and your neighborhood.

3. The Indian community understands the needs of its members with disabilities.

4. Information about legal rights and self-advocacy is available to American Indians with disabilities.

Emerging Disabilities: American Indian Issues

Expert Panel: Robert M. Schacht, Ph.D. Spero Manson, Ph.D. Rebecca Vanderbilt, M.A. Treva Roanhoarse Amenia C. Wiggins, M.A. Emmett Chase, M.D., MPH Melissa Jurgensen, M.A. Carleen Anderson, M.Ed.340

Introduction

The Task Force on Emergent Disability Issues among American Indians and Alaska Natives has evaluated public health data sets and systems, which might lead to planning more effective policies, prevention strategies, and vocational rehabilitation for American Indians and Alaska Natives with disabilities. Socioeconomically disadvantaged groups are greatly over represented with respect to poor health indicators despite public health successes in reducing the incidence of many organic diseases.  These and a myriad of health and developmental disorders have been termed the New Morbidity, which rests on the interactions among the following categories of variables (Baumeister et al., 1993, pp. 35-37): (1) Predisposing variables that are demographic, behavioral, and genetic/biologic; (2) Catalytic variables, such as poverty; (3) Resource variables, such as community support and a variety of social, educational, and medical services; (4) Proximal variables, including prenatal factors and prenatal problems; and (5) Outcome variables, including development disabilities and other chronic health problems.  In conjunction with the New Morbidity model, the Epidemiologic Transition model (Young, 1994, p. 216), which “is characterized by the precipitous decline in the incidence of infectious diseases, followed by the rise of chronic, non-communicable diseases and accidents and violence,” may prove useful in understanding emerging disability issues of concern to American Indians and Alaskan Natives.

Three core questions were addressed when evaluating the data sets and systems:

1. Are there detectable emergent disability trends; that is, are there increases in the magnitude and rates of disability among those who are most vulnerable –e.g., American Indians and Alaska Natives who live in poverty?

2. What do existing monitoring systems tell us about these trends? What are the limitations of these systems?

3. What are the resultant policy implications for these systems?  What effects will these trends have on planning, services, and personnel development in public health programs?

The methods used here involved a combination of secondary analyses, evaluation of existing public health monitoring systems, expert panels, and the analysis, integration, and synthesis of recent needs and policy assessments. The main source of data to evaluate these questions were the Indian Health Service (IHS), a division of the U.S. Department of Health and Human Services and the Healthy People 2000 review process.

Results

Specific disabilities and risks factors were reviewed to detect emergent disabling trends among infectious diseases, chronic non-communicable diseases, accidents and violence.  Meningitis remains among the ten leading causes of death for American Indian children between 1-4 years of age, and pneumonia and influenza rank among the 10 leading causes of death for American Indian children between 1 to 4 years of age, an pneumonia and influenza rank among the 10 leading causes of death for American Indians and Alaska Natives across all ages in the IHS service population, at 19.5 per 100,000 between 1991-1993.  Those same years show that the leading cause of death among American Indians and Alaska Natives in the IHS service population was heart disease, including hypertension, and that the cancer death rate is rising.  Although the general U.S. rate has been relatively stable, deaths due to malignant neoplasm has climbed to over 74% of the overall U.S. rate.  Deaths due to accidents are 212% greater than the U.S. rate, and violence-related deaths, such as homicide is 41% greater than the U.S. average.  In addition, age-adjusted suicide rates among American Indian and Alaska Native males has fluctuated around 20 per 100,000, which is an alarmingly high number compared to national averages.

Positive trends in the American Indian population have showed overall improvements in life expectancy, infant mortality rates, and access to primary care, as well as an increase of high school graduates and college and university enrollment.  However, negative trends in the American Indian population revealed movement away from targets set by Healthy People 2000 (Office of Disease Prevention and Health Promotion).  For example, improvements have not been shown in the prevalence rates of obesity, cirrhosis, fetal alcohol syndrome (FAS), and diabetes.

Healthy People 2000 summarized data available since 1984 and estimates overall prevalence rates of 36-48% for American Indians and Alaska Natives, with no clear trend.  Alcohol abuse or dependence is still most frequent among American Indians and Alaska Native than any other ethnic group, and according to RSA-911 files from 1996-1997, is listed as both the major disabling condition.  Hence, disabilities that are alcohol-related show to be well above national averages.  For instance, cirrhosis deaths for American Indians and Alaska Natives were 21.6 per 100,000 compared to 5.2 per 1000 for the total United States population in 1990.  Diabetes was rarely diagnosed among American Indian populations until the 1930’s, but has soared to a prevalence rate of 70 in 1,000.
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Independent Living in Latin America

Independent Living in Latin America: 

Adapting a “First World” Philosophy to “Third World” Realities 

-Rosangela Berman Bieler

President, Inter- American Institute on Disability (IID)

1  Introduction

The translation of the English term "Independent Living" into Spanish or Portuguese, as applied by the Disability Movement (Movimiento de la Discapacidad), is "Vida Independiente" (IL). This is a concept still not well understood in Latino culture. 

The term "Vida Independiente" (Independent Living) has usually been understood as being able to perform activities by oneself and enjoying independence from anybody else. Such misunderstanding remains in spite all efforts by the Disability Movement to develop concepts such as autonomy, defense of human and civil rights, self-representation, self-advocacy, or securing for people with disabilities the right to decision making on all topics that affect them. 

Up until the 1970s, Latin America had very few sports clubs or organizations for people with disabilities, and many of the ones that existed were administered by parents of children with disabilities. Since neither the government nor the relevant institutions offered options, these parents and other professionals organized themselves and took the initiative to build their own educational and rehabilitation system.

At the same time, the collective movement for the defense of human rights stimulated the founding of the first associations organized by people with disabilities themselves. The first actions of these emerging groups were to prepare themselves for the United Nations Year of People with Disabilities, celebrated in 1981, an event that was widely acclaimed throughout the Latin American Region.

Among other basic and fundamental concepts, the UN event forced awareness in both the disability community and the public about the importance of self-representation by people with disabilities.

Following international trends, the Region started to develop and adopt new terms such as 

"personas con discapacidad – people with disabilities" replacing "minusválidos o inválidos – crippled, or invalids" (in Spanish speaking countries) and "pessoas portadoras de deficiencias – people with disabilities" that replaced "deficientes o inválidos – deficients, or invalids" (in Brazilian Portuguese). 

Also, new concepts emerged naming organizations with a "de - by” and "para - for" people with disabilities, clearly distinguishing those organizations for the advocacy of rights run by service providers and parents of people with disabilities, and those organizations run by people with disabilities. Again, all the debate was centered on the issue of self-representation.

The Independent Living concept, as it is understood in the developed countries, was introduced into the Latin American Region by the end of the 1980s. This new approach was introduced by small groups that had the opportunity to exchange experiences with peers from the United States and Europe.

1.1
The IL Movement in Brazil

One of the most important initiatives in Independent Living, one that generated a great impact in the region, was the organizing of the first Center for Independent Living in Río de Janeiro, Brazil (CVI RIO) in December 1988. 

Offering new approaches to the regional Disability scene, and spearheaded by a group of activists with disabilities from the grass-root movement, CVI RIO started to spread, and to establish a new organizational model that adopted the philosophy and the services offered by the centers for independent living in the “First World” and to the environment existing in their own country.

The wide acceptance of IL philosophy throughout Brazil and the demand for personal services in the community with disabilities generated the quick emergence of new centers in different provinces and brought about the birth of the Consejo Nacional de Centros de Vida Independientes (National Council of Centers for Independent Living - CVI Brasil), founded in 1999. 

Nearly 15 years after the birth of CVI-Río de Janeiro, the number has grown to 20 centers for independent living in Brazil, and the IL concept is taking root and being adapted to answer the specific needs in the communities where they are rendering their services.

2  How the IL Movement Started in Brazil

2.1
History

After a period of intense activity and fervor by activists interceding for the rights of people with disabilities during the first half of the UN’s Decade for People with Disabilities (1983-92), there was a gradual worldwide decline in the collective Movement due to a lack of new leadership and new challenges. 

In August 1988, some Brazilian disability leaders made contact, for the first time, with a center for independent living in the US. They obtained a large amount of information, digested it, adapted new concepts and services based on the Brazilian environs and, four months later, the project was done.  A work plan was defined and the Centro de Vida Independiente (Center for Independent Living - CVI RIO), a non-profit, by people with disabilities, managed by activists, was created in Río de Janeiro, inaugurated on December 14, 1988. 

This center was the first one of its kind in Latin America; its team was formed by people with disabilities and disability professionals that had already been working together towards the social emancipation of people with disabilities, either through political demands for their rights, or support activities by people with disabilities and their families.

The issue of how to organize the services was always supremely important for the group.  The intention was to work in a way that allowed for an improvement in the quality of life and awareness of people with disabilities and the society as a whole. These services had to be organized in a structured, objective and professional way, based on the experiences gained during the many years of volunteering in the civil rights movement.

The response stemmed from, on one hand, the ever-expanding wish of each person in the team to fulfill the task; and, on the other, the great operating obstacles they found themselves against: lack of time to do  “solely” volunteer work, the need to establish a “professional status” in the field, and lack of financial resources…

It was within this context that the model for these centers for independent living – that now daily sprout throughout the country – was born. It was based on a collective and progressive philosophy, and designed for and rooted in a Brazilian reality.

2.2
The Movement for the Rights of People with Disabilities and IL

Though there are some differences between the Brazilian and the Latin American strategies for the Movement for the Rights of People with Disabilities and the parallel Movement for Independent Living, they are not basic differences. Clearly, the Movement for the Rights of People with Disabilities, based on activists’ volunteer work, establishes the founding principles and the social context for the Independent Living movement. Nowadays, both currents are necessary and complementary. 

It can be said that one of the differences – or one of the aspects distinguishing one from the other – is that the Disability Rights Movement is not focused on rendering services, directly or indirectly, to people with disabilities in the region, for that is not its critical role. Its main goal is to demand rights and make people aware of the issues by promoting and enabling integration and for equal opportunities.

The strategies of the Disability Rights Movement were drawn up to generate public awareness about the existence of a significant segment of society that had been almost universally ignored. Moreover, the Movement suggested and continues to propose the drafting of laws to defend the civil rights of its members and to establish political influence to guarantee that its demands are heard. 

The leaders of the Disability Rights Movement have historically focused their strategies so as to cover the wide collective of people with disabilities by approaching issues in a broad and all-embracing manner, and not on an individual basis. Nowadays, we are somewhat of an “entity,” called People with Disabilities, something that means a lot since as it has resulted in our being recognized as part of society. But in this effort to insert ourselves within the civil society as a “minority” to be considered and respected, the specific needs of individuals often are lost to the needs of the group as a whole.

 The Independent Living movement is centered around the individual. S/he must be strengthened as a person so as to become the instrument of his or her own social emancipation. IL services must provide information, inspiration, self-awareness, and motivation for the person with disabilities to develop his or her capability to decide and take control of their life. Social and political advances would mean little if the person is not prepared to enjoy them.

In the region, as in most of the countries of the world, the struggle structured itself through organizations by category or type of disability, where each defended its specific interests. Both in Brazil and the Region, associations of the blind, Deaf, and physical and mental disabilities were there. The Independent Living Movement distinguishes itself because it participates in all the areas promoting the concepts of inclusion and respect for diversity, and works to develop a joint and cooperative effort among people with different disabilities. 

In regards to concepts and services, the priorities of the Independent Living Movement in Brazil were, among others: 

· Peer support groups;

· Personal assistance; 

· Individual autonomy;  

· Information and assistance about civil rights; 

· Accessibility;

· Technical assistance in development and counseling; 

· Centers for independent living staffed by people with disabilities; 

· Training for leadership; 

· Professional training programs that did not already exist in local or national organizations. 

Therefore, when linked directly to people with disabilities, the concept of independent living forwarded a new way of thinking, and promoted the following ideas:

· You must control your own life

· You must be able to, in general, decide and make decisions about your future

· Independence does not mean you must do everything on your own

· You must own the right to decide what kind of help you need in your daily life, and on how you want to use your time for your own satisfaction and fulfillment

· As individual with disabilities, you should use your own experience to counsel your peers who are in situations similar to yours

· As professionals with disabilities, you have the best opportunities to help people in situations as similar as yours and, therefore, you must be professionally recognized as such.

These concepts generated the kind of services offered at present by the Centers for Independent Living in Brazil. They constitute the “new face” of the Disability Rights Movement, a new strategy that is a complement to it and that contributes directly to consciousness raising and to the “social rescue” of each individual with disabilities.

2.3
Birth and Growth of the Movement in Brazil

During the first year in existence (1989), the board and staff at CVI RIO worked as volunteers acquiring funds, building the public image for the new organization, and creating visibility among the mass media to transmit the new concepts and terminology for Independent Living. In January 1990, the Center earned its two first subsidies from private agencies. They were earmarked to start their daily activities through rendering services. 

The first services were training and creating a new peer support group, counseling and technical assistance in teams, organizing a library, developing manuals and other publications, recreational activities, etc. With an initial yearly budget of US$12,000, financed by agencies for development cooperation, the Center started to create a new mentality within the disability field in Brazil and, for the first time, people with disabilities started to be hired. They were both professionals and activists who offered direct services to clients with disabilities and their families, and worked in an organization that was totally managed by people with disabilities.

CVI RIO’s standing grew quickly and echoed strongly throughout the country. As a result, in 1990, a group of people with disabilities from the city of São Paulo created CVI Paulista, the second Center for Independent Living in Brazil. 

In 1992, allied with other national and international organizations, CVI RIO organized DefRio 92, a consortium of six different international disability events. It obtained support and sponsors both in Brazil and Europe: 700 people from 26 countries participated. The event provided an assessment of the UN’s Decade for people with disabilities and, among other activities it offered the First Ibero American Symposium on Independent Living, and the First Iberian American Conference of Women with Disabilities.

Two new centers for independent living were established in 1994 with the help of CVI RIO, one in São Paulo (the second in the state) and another in Macaé, a little town close to Río de Janeiro. 

In 1995, CVI RIO organized a course for Training Leaders for Independent Living for 40 people, including two from Argentina, and one from Uruguay. In five days, these leaders with disabilities shared their experiences and analyzed concepts and practices for Independent Living, managerial skills, fund acquisition, project development, and other necessary skills to start an Independent Living Center.

As a result of this training, five new centers were inaugurated in different cities throughout the country that year: Maringá/PR, Belo Horizonte/MG, Santos/SP, Aracajú/SE, São Luis/MA. 

By the end of 1995, the DefRio 95 event brought together great national and international movement leaders once again, for several days focused on an exchange of experiences.  

By then, seven ILCs existed in Brazil. All their leaders gathered during the First National Meeting of ILCs to create a new nationwide organization to push for the Movement’s growth in Brazil and to strengthen links with movements of people with disabilities around the world. 

Also, one of the fruits of DefRio 95 was the document entitled “Charter of Goals for Independent Living.” This document delineated the basis for the Independent Living movement in Brazil, whose goals and objectives were valid both for all existing ILCs and those to be created in the future.

In 1996, CVI RIO organized another course for Training Independent Living Leaders. About 40 new leaders from around the country participated, and it continued to promote local, national and international training, granting scholarships to improve leadership among people with disabilities in Brazil and Latin America.

The organization continued to organize the Leadership Training for Independent Living in 1997, and through these courses, the IL philosophy continues to spread.

In 1998, the Second National Meeting of ILC took place in Curitiba-Paraná, with the participation from 16 ILCs. The Provisional National Council of Independent Living Centers was created, and asked to organize the Third National Meeting for the creation of the National Council for Independent Living Centers (CVI-BRASIL).

September 1999 brought an opportunity for the participation of a Brazilian delegation in the “Summit on Global Perspectives on Independent Living for the Next Millennium,” held in  Washington D.C. Leaders of the Independent Living Movement and of the Disability Rights Movement from 50 countries participated in the summit. Brazil sent six representatives.

At the closing event of the Summit, the historical Washington Declaration (Declaracion de Washington
) was signed. This document is basic to goals and actions to be developed by the Independent Living movement worldwide. The first hands-on action was to create an International Network for Independent Living to promote the exchange of information and success stories that might incentive programs in all and every country.

In 2000, the Third National Meeting on Independent Living was organized in the city of Belo Horizonte – Minas Gerais, Brazil, when 20 independent living centers existed in Brazil under national and international coordination. CVI-BRASIL (National Council for Independent Living Centers) was organized at the time.

During this same year, to fulfill its mission within national boundaries, CVI-BRASIL created the following actions and events:

· Organized an electronic network for disseminating information and encourage activities, and the development of actions 

· Proposal for a Public Civil Action against public inter-state transport businesses to guarantee accessibility in this form of transport 

· International Symposium on Human Rights for People with Disabilities, Washington, D.C., USA

· Lobby at the Federal Senate (Brazil) to pressure for the ratifying of the Inter-American Convention to Eliminate all Forms of Discrimination against People with Disabilities 

In 2001, CVI-BRASIL actively participated in various activities such as:

· Independent Living Training, Curitiba, PR;

· Study Group for the Regulation of Federal Laws N° 10.098 y 10.048 on accessibility – Brasilia, DF;

· International Congress, Mexico, to propose the Creation of a Latin American Network for Independent Living;
· On-line meetings, to design frameworks for further activities in the organization; 
· Television Programs, and Media promotion;

· Radio Campaign to broaden information on rights and citizenship;

· Response to information requests about organizing new ILCs. 

During 2002, CVI-BRASIL continues activities and has, as main support activities to the inauguration of CVI-Londrina, the twenty-first Brazilian ILC, and the organizing of the ILC National Meeting in Curitiba, PR.

Further, CVI-BRASIL actively participates in the international and Latin American electronic networks for Independent Living created in 2001. So far, Mexico, North America, and 19 Central and South American countries participate in this network.

2.4
The Structure and By-Laws for CVI Brazil

In 2002, CVI-BRASIL
 (National Council for Centers for Independent Living) had 21 members countrywide. Their mission is to represent, articulate and support Brazilian ILCs, by supervising the dissemination and utilization of the philosophy and services for independent living within the framework of social inclusion.

As a result of IL’s success, and because its concept and philosophy are still relatively new and not always understood correctly, professional groups and service provider institutions that are neither organized nor managed by people with disabilities have begun to claim the “independent living” term for themselves to highlight their programs. 

One of the reasons for creating CVI BRAZIL is that the Brazilian CVIs wish to preserve their identities and do not want to see the basis of their movement being misused. They want to maintain the their centers’ definition by keeping the control and decisions in the hands of  people with disabilities.

Concerning those CVIs to be created in the future, CVI BRAZIL laws explain:

“Those future CVIs, in order to qualify to use the name Center for Independent Living, the CVI acronym, the term independent living, or any other related term, will have to request authorization from CVI Brazil. The name Center for Independent Living, and the CVI acronym may only be used by those entities after being approved by CVI Brazil after they demonstrate adherence to the basic concepts of the Independent Living Movement drawn up in these laws”.

Concerning a CVI’s characteristics, the document states:
I – the Board must be made up, mostly, by people with disabilities, and a person with a disability must occupy the Chair;

II – whenever possible, CVIs must hire professionals with disabilities for its technical staff, and these should be paid positions according to each CVI’s conditions; 
III – CVI’s may be of local (neighbourhood, or administrative region), city or statewide scope whenever there might be only one CVI in the city or state; but if there is more than one CVI, in geographical terms, the individual catchment shall be decided by the CVIs in that state, and CVI Brazil might press its abiding opinion;
IV – CVIs must service all the areas of disability and maintain, as possible, permanent and eventual services for all of them;
V – CVIs must render direct and indirect services to the community in general and, specifically, to the segments linked to the different areas of disabilities;
VI – Among the services to be rendered by CVIs, there shall be Peer Support Services;
VII – the services rendered to people with disabilities and their families must, whenever possible, be either subsidized, or free, or available for a nominal fee;

VIII – CVIs may offer services and consulting to others (individuals or entities) and may or may not receive payment, depending on their goals. 

By creating CVI Brazil, the Brazilian Independent Living Movement, already nationally and internationally recognized by government and non-government organizations, expands its structures, establishes its national goals and presses for the creation of more centers. Therefore, the Movement works toward transforming people with disabilities, from compliant people into agents who pick their pathways, take decisions, control their own lives, and define their future as part of their communities and contributing to their countries’ growth.

2.5
CVI’s Self-Sustenance in Brazil

In Brazil, organizations of people with disabilities tend to work without a budget from either government or other sources of money. Therefore, finding their own resources to act “independently” is a basic and fundamental task.  

As its origins were in the Disability Rights Movement, the new support services that appeared when the Independent Living Movement was created in Brazil, constituted another activity to add to the advocacy that, in those days, was performed on a totally volunteer basis. 

To offer direct services implies costs. A structure must be put in place, staff must be hired, and an annual budget established. It is no easy task to form a financial and administrative structure in a country where the government does not invest sufficient funds for social services, and there are no other available funds to support the organizations. Considering this situation, the movement leaders started to look for alternatives and innovative strategies to obtain professions and reach their goals. 

Some centers offer direct services to the common labour market. This was CVI RIO’s case, when at the end of 1994, got its first contract as a service provider by training and initially hiring 50 people with disabilities for the open labour market. 

People with disabilities work in the community, but under sub-contracts and they receive their salaries through the Center. They earn the same salary that their colleagues without disabilities do and also the same social benefits guaranteed by the law, such as transport, private medical care, food help, etc.

Under the contract, the Center receives a 20% handling fee from the business based on the total salaries for hired employees.

To this initial contract, others were added under the same basis. Years later, under this same kind of contract, CVI RIO increased its force to 120 employees with disabilities, some working as personnel at the Center, and others as employees to large businesses. The Center became financially autonomous, thus having its own resources to survive without relying on private subsidies, or government support. Services provided directly to people with disabilities, their families and the community, were free of charge.

This was a model practiced not only by Independent Living Centers, but also in many other organizations of people with disabilities throughout the country. This model was enabled by the signing of a law providing incentives for hiring of people with disabilities. Nowadays, the country has new laws that widen the work possibilities by people with disabilities
. 

However, considering all the political and financial instability in Latin America, this is not a state of affairs to be relied upon. As of 2002, in spite of the broad experience and knowledge accumulated, most CVIs in Brazil still needed financial help to develop and continue fulfilling their mission.

In reality, these organizations, until they become recognized as professionals and experts on subjects related to disabilities by the labour market, will have to rely on volunteer work and on cooperation both at national and international levels to continue. 

3. Other Experiences in the Region

Aside from Brazil, there have been other experiences in Latin America and organizations have been created under the same philosophical approach the independent living movement has – as understood in the countries to the North.

More and more Latin American organizations that were initially formed as advocacy groups for the rights of people with disabilities have already begun to offer direct services to people with disabilities by people with disabilities. These services generally deal with employment, access, education, and peer support.

While some still question the adoption of such a model and philosophy as “expensive” for under-developed countries, history demonstrates the opposite. Through a movement for independent living, still new in Latin America beyond Brazil, within their societies disability groups are undertaking important roles as advocates for their rights and suppliers of services germane to progress in disability issues.

Although the term “Independent Living” is not used in some Latin American countries, we can find some of the definitions in this philosophy, which correspond to that used in North America. In many cases, the term is used in the wrong form, and it is mistaken for the skills to do things on one’s own (personal or individual autonomy).

Many Latin American definitions mention issues linked to family dependency. We will understand the reasons, if we recall that Latin American culture is centered on the family. Parents maintain their offspring under strict control, requiring them to live in the same house up until they get married or leave home for other reasons, such as job offers that necessitate moving out of town. 

A disabled person tends to depend on the family for an extended period of time and, sometimes, forever. This can be explained as a result of paternalism and over-protection existing in Latin American culture that commonly curtails the development of personal autonomy and independence needed to gain access to economic activity.

Insufficient social services, including personal assistance services in the Latin American region may also hinder people with disabilities from living an “independent life.” Many people with disabilities live with their families and rely on a family member, or on a house-helper to help them. 

Many cultural differences surround the “Independent Living” concept but, apparently, it is people with disabilities who better understand these concepts, more than the professionals in the field do. In a survey done some years ago by the World Institute on Disability (WID) among people with disabilities in Latin America, it was observed that service providers generally use terms like “integration,” “standardization” and other technical terms, while people with disabilities tend to use terms such as “right to be different,” “right to choose”, or “self-sufficiency.”

3.1. A Development Concept in Latin America

To better illustrate this section, and better understand the relationship existing between the movement for independent living and what people with disabilities want for their lives, we would like to reproduce some experiences the people with disabilities and some professionals providing services to these collectives define as Independent Living concept in Latin America. We find that the Independent Living movement has adopted ideas and brought them to life, demonstrating that there are parallels between the natural “wishes” people with and without disabilities have. 

These statements were selected from the afore-mentioned survey done by the World Institute on Disability. In the survey, people were asked to express the ideas linked to the concept of Independent Living:

Argentina:

· Integration: The possibility to improve all aspects of the lives of people with disabilities (educational, professional, social, etc.) so as to level out with people without disabilities. 

· It deals with people with disabilities’ self-respect and self-sufficiency, and implies the concept of “right to be different.” This is something people with hearing impairments defend passionately, declaring that they belong to a different language community.  

· Independent Living tends towards the process through which each person with disabilities has the possibility to control all aspects of his or her life, to have ownership of his or her decisions, and the consequences they bring. 

· Facility of independence by using the “residual potential” as much as possible. 

· What should take place in the stage immediately after the rehabilitation process. 

· People who, “in spite of” their disabilities, are fit to live by themselves or with few help from others. 

· Describes a lifestyle based on possibilities and limits, just like anybody else. 

· It means being integrated into and active in all social groups, be it in personal life, such as family, or in the economy (by being employed), education, and socially.

· The possibility of personal development with economic independence, applying the right to choose which citizenry activities to perform. 

Brazil:

· Is the right each person with disabilities has to make decisions about his or her own life, even when needing daily assistance to perform those daily activities. 

· Provides to an individual with a disability the training and self-sufficiency to manage his or her life.

· Expresses the notion of  “self-sufficiency” for people with disabilities, and implies rescuing the power to manage his or her own life, select, and take decisions s/he finds most fitting. This concept challenges the traditional and paternalistic attitudes of society and its institutions which often assume they provide services to this section of the population. 

· Describes the self-sufficiency of a person with a disability; the possibility of not depending on anybody, to be able to subsist, of working to survive, and to reach his or her own goals by his or her own methods. 

· It means that people with disabilities find their own ways to develop themselves, without having to subject themselves to the conditions set by institutions and families, or to take the decisions that affect their lives. 

Chile:

· Most important, is the effort to get to a stage of Independent Living.

Colombia:

· It means “complete development.” Points to the process handed to the person with disabilities by the social and economic skills to transform them into active members in their communities, just as everybody else. 

· Defines the individual’s or group’s attitudes against the protective strategies that generate dependency and passivity.  

· It is the possibility confronted by a person with a disability to actively participate in managing his or her life, and to develop oneself through mutual assistance. 

· Is the capacity to develop daily activities under maximized autonomy and independence. 

· It’s the services offered by an organization to implement the needs of people with disabilities so as to guarantee personal autonomy. 

Honduras:

· Is the life that all humans would enjoy, acting independently, taking personal decisions, participating in society and making oneself responsible for the successes and duties one must understand as rights. 

Mexico:

· “Social Integration” speaks to the point that actions or acts taken by people with disabilities themselves are a strategic part of their own development, and their participation is vital to society’s enrichment. Therefore, it means that people with disabilities must be provided the necessary requirements to acquire the same opportunities the rest of members in society have. 

· Is the process that allows people with disabilities, through their organizations, learn how to live as independently as possible, and to integrate themselves in the activities of daily life such as education, professional training, work, recreation, culture, sports, etc.

· It means “self-sufficiency organizations,” and it also means that people with disabilities have to unite themselves to defend their rights (...)

Nicaragua:

· Is the power to perform daily activities as we wish depending on the residual capacity in each person. It is an inalienable human right. To achieve it, architectural barriers must be eliminated as much as possible to allow for total mobility and social participation. 

Panama:

· It implies that people can not live on their own.

· It means conditions that characterize and improve daily life of people with disabilities to satisfy material needs such as access to a full and valid life.

Paraguay:

· Is the integration into the community and in all its aspects (education, social life, work), and the autonomy and wholesome development of people with disabilities. 

Peru:

· “Social integration” is the process by which a person with disabilities participates actively in the same way as others, applying their rights and taking up responsibilities in building a better society, in justice and solidarity. 

· It is the possibility given to people with disabilities so they can live their lives with the necessary independence, without being subjugated to parent nor society. This rescuing of autonomy is linked to economic self-sufficiency, free access and full citizenship. It is also linked to experiencing sexuality, and the managing of their futures as participants and subject to their actions. 

Uruguay:

· It means taking control of life’s economic aspects, and taking decisions about present and future with as little interference as possible by others.

· Essentially, it means that people with disabilities may live independently and as adults, through the knowledge and practice of their rights, including rehabilitation, education, work, access, adequate transportation, social security, etc.

Venezuela:

· When people with disabilities live on their own, and with the same responsibilities as the rest of society. 

4. Conclusions

4.1. Considerations about CVIs in Brazil

During the 70s and 80s, the movement for the rights of people with disabilities in Brazil and Latin America grew fast, based on some activists and the support of social and political progress throughout the world. Self-motivated and working in their spare time, these leaders had few opportunities to develop strategies linked to new concepts, or a new philosophy. Training was nowhere to be seen, and the improvements in their personal skills were limited. Moreover, they could not learn from the experience of their elders, or from possible educated successors. After decades of intense practicing in defense of their rights, there were few emergent leaders that were able to take their place, or continue the work they had started. 

In Brazil, the Movement for Independent Living was born through a natural evolution of the traditional Disability Rights Movement. Initially based only in the defense for its rights, it advanced until people with disabilities started to learn how to take control of their own lives. Later, this new knowledge was applied to improve the lives of their peers.

The Independent Living Movement is a natural outgrowth of Disability Rights Movement and has added a new strategy vis-à-vis the aspects that failed in its recent history.

The IL Movement emerged in a better environment than that in the late 70s. More communication, exchanges and recent experiences by the leaders gave them new strategies to reach their goals. Directly opposite the previous methodology, the center shifted from shyness to self-consciousness making it possible for people with disabilities to make social and personal changes.

In such a setting, the Movement for Independent Living has support and acceptance by the Disability community throughout the country, negating the assumptions that IL is only relevant in the richest countries.

In Brazil, the Independent Living concept is starting to be understood. It implies that there is a basic resource which can not be bought, but you need to have it within, and that nobody can take it away from whomever has it, i.e., self-confidence, self-determination. This enables the person to feel free and sufficiently independent to search for survival in dignity. For people with disabilities, it means autonomy to control his or her own life, and to contribute to the improvement of society. 

The Brazilian strategies for IL are based on communicating qualified and experimental information, support services, leadership training and improvement of civil and human rights. Everything weighs the same in this process and each component must be developed concurrently.

Brazilian centers are growing and reaching important roles in their communities. Some similar Independent Living experiences are starting in other places in Latin America.

For example, in mid-1999 in Mexico, a group of people with disabilities started to promote the issue of IL at a course offered by the International Team on Wheelchairs Polish-Club, from Poland under the title of II International Forum for Independent Living. The event offered training in swimming, gym, horse riding, athletics, wheelchair riding and sports using wheel chairs, and skills in the use of a wheel chair. Its purpose was to reach independence in daily life. 

It should be noted that the Independent Living concepts, as understood in Brazil would, in cases, be opposed to this concept and to some of the practices taught by Mexican colleagues and, perhaps, from the Polish; since sport practices, among others, is not necessarily considered as one of the services, or one of the bases for IL.

In June of 2001, the same Mexican group, using the title “International Independent Living Organization (“Organización Internacional Vida Independiente A.C.) in association with the 

Mexican Foundation for Social Integration (Fundación Mexicana de Integración Social I.A.P.) and the Mexican Government, organized the first Seminar on Accessibility on the Internet, held in Mexico City, and invited disability leaders from 19 Latin American countries with support from Canadian and US specialists. 

At this meeting, a Latin American Network for Independent Living (Red Latinoamericana de Vida Independiente) was informally created to convey the concept and philosophy of IL in those countries and through virtual meetings on the Internet.

The region is certainly testing that IL is not a formula only valid for the First World. An Independent Living methodology may demonstrate that information, accessibility and participation might be given “without cost”, if it is transmitted under the control and commitment of people with disabilities so as to transform society into a place for everybody.

3.2. Other considerations concerning the Latin American Region 

Differences between the Independent Living movement in Latin America and other underdeveloped countries, and the Anglo-Saxon world and the industrialized countries are the same as those in the context of  economic development and of human rights when cultural, social and economic aspects are compared for each country or region.

For example, family values are significantly more powerful in the Latin American culture than in other cultures. Autonomy, on the other hand, is a value from the Anglo-Saxon culture. These different cultures are reflected in the disability community, as they are in other aspects of society.

In predominantly Catholic America [used geographically as the continent, excepting US and Canada], where Portugal, Spain and the surveyed African countries may be included, all culture is centered under the eye of the church and the family; therefore, the government. The natural form of handling an issue is “paternalism”: in the beginning, inside the family; then in church; and finally by society in general.

Stemming from this situation, in Latin American countries it was easier to use campaigns like that of the Telethon than change the social structure to integrate people with disabilities. Governmental benefits such as free public transportation exist in theory, but truly, bus and underground train systems do not offer the necessary accessibility for their use. This fact confirms that it is easier for society to look for partial solutions based on charity (generally demagogic and skirting the problem), than to establish definite solutions.

Research illustrates that one of the areas revealing a substantial cultural difference in Independent Living is the area of personal assistance services (PAS). When analyzing the survey responses to the definitions of independent living, one can infer that said services are not yet expressed within the goals people with disabilities have in the region. This is not a conversation topic in Latin America yet, if the importance of family as a hub for all social links in culture is considered. 

In the IDEAS 2000 Portfolio’96, Kathy Martinez suggests in an article titled, “Cultural Adaptations of Independent Living Philosophy: Some Preliminary Observations,” that “in the US, personal assistance services exist on the understanding that all adults with disabilities want to live outside their parents’ home. We must ask ourselves: whose definition is this?” Ms. Martínez follows by considering that, “in many cultures, independence means being able to contribute to the family income or in some other way respected by the community. In the United States, personal assistance services, in the best of cases, are understood as being done in exchange for payment. In other cultures it is best if done by family.’ Her conclusion perfectly represents the Latin American way.

The survey also reveals that not very many Latin American organizations use the Independent Living term, and that obviously they do not identify themselves with the disability rights movement. On the other hand, it is the same people with disabilities who are interceding for equal rights for the group.

Whether they use the term Independent Living or not, people with disabilities that participate in the movement for their rights perfectly understand what such a term means. In most cases, those who mistake the meaning of the term are the technicians or ‘specialists’ in rehabilitation, or in special education. 

Many professionals insist on using terms like ‘standardization,’ or ‘integration’ that people with disabilities reject because they prefer the term ‘right to be different,’  ‘equal opportunities,’ or ‘inclusion.’  The conflict between these concepts stems from the fact that the terms standardization and integration promote the dilution of the differences present in people with disabilities and also imply efforts to adapt them to social standards. The terms “right to difference” and “equal opportunities” reflect an approach that recognizes and accords equal value to differences, to adapt society to the reality of all members, accepting a broad range of peculiarities, including disabilities. 

What is being encouraged through the use of the rejected terms are distorted concepts and mystifications, portrayals of people with disabilities that range from the ‘poor invalid’ to ‘superman.’ These indicate the typical mentality of people not accustomed to sharing the same spaces with people with disabilities, or simply that they are being viewed as ‘patients.’ 

From this research, it appears there is only one main difference between the Independent Living movement in industrialized countries and the Portuguese and Spanish speaking ones. The industrial countries have been able to provide an effective availability of social welfare benefits to support the independent living philosophy, including the availability or access to technical assistance, and effective policies to adapt the environment. While in less developed countries human rights for people with disabilities are recognized just the same as in the more developed countries, there is a difference. In the latter, this recognition is rather broad within society, while in the less developed this recognition it is diffuse, and it is mostly a utopia for a person with disabilities to truly reach an independent life. 

In spite of that, we should balance this assertion and point towards the positive aspects seen in several countries in the region. Until the end of the 80s, the sole activity by organizations of people with disabilities in the region had been one of a political character to defend re-conquered rights. Mainly, they were based on volunteer work. The professionals participating as active members were few. They did not provide any kind of services to their peers, not even in counseling, adaptations, or other important issues. 

It was not long ago that these organizations started to realize that their role should not stop with militancy. In countries where rehabilitation does not reach over 2 or 3% of people with disabilities, and where traditional models are not accepted, people with disabilities – as the Brazilian Independent Living centers – are starting to offer and control the handling of some services. 

Our colleague Kathy Lysack, in her report, IDEAS 2000 Independent Living Survey: International Findings, stated that “even when the principles of self-determination and autonomy guide the core of the movement of disability organizations, in low income countries the main need is towards an improvement in the rendering of special services; because the rehabilitation services, at the national level, are not fit.” And insufficient, we could also add.

In spite of that, the efforts made by Latin American organizations of disabled people and those of their parents, in their daily work have been transforming their traditional dependency in the decision-making processes, and are taking matters into their hands. They have also been taking the initiative –as agents of change – and offering social welfare services. Progress is slow, but constant. It brings these organizations closer to the goals of the independent living philosophy, including in those places where actions do not specifically follow this concept.

This new focus is causing an important shift in the traditional social structure in the region, and is generating acceptance of new concepts such as ‘inclusive education’. Services are no longer in the hands and under the control of specialists, and are being handed over to the consumers themselves. The latter -instead of being ‘patients’ – are starting to transform themselves into active subjects of their social inclusion.

Many specialists and institutions are starting to complain and react by arguing that they are losing their ‘market.’ Some others are realizing that they should join the new approach and change their attitude because, in reshaping their professional role to adapt it to the new inclusion and equalizing of opportunities paradigms, they might become indispensable agents in the transition process, and the establishing of alternative approaches to the already aged medical model. 

This is, really, a political revolution, but different than those that the Latin American countries are so used to suffering. Now they are not dealing with being flipped from one dictatorship to another. Rather, it is the dictatorship of the medical and traditional institution models that is being transformed into full, and responsible citizenship.

Finally, it seems to be a global process of consciousness raising by people with disabilities in Latin America; a process accompanying the core of this region’s population to better the full exercising of their rights, in transforming the world in a better society for all. It may well be a human ‘survival strategy’ in this new millennium. Obviously, people with disabilities have plenty to say.

As humans, all issues related to the population with disabilities have to be understood and treated holistically and as part and parcel of social, cultural, political and economic relations. The special or unique aspects of each disability are but just one aspect that has to be taken into account within the context of individual social functions. 

Equality of opportunities, respect for everybody’s human rights, and for individual differences and personal autonomy are concepts that can be applied to all the living; despite where they live, or varying physical, mental, or emotional condition. The truth is that these concepts are understandable and applicable in underdeveloped countries, in different cultures, and in different religions.

The application and significance of these concepts might be the best legacy people with disabilities can contribute to human culture in the new millennium, and for a society for all.
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Action on Disability and Development: 

UK Development Organization Supports Independent Living in Africa and Asia

Action on Disability and Development (ADD), United Kingdom

Introduction:

Many developing country and disability specialists have stated that the self-help or self-advocacy movement is the poor countries version of independent living.  The following article summarizes on examples of this approach.

“Disability is both a cause and consequence of poverty.  Eliminating world poverty is unlikely to be achieved unless the rights and needs of people with disabilities are taken into account.”

Disability, poverty and development (DFID), February 2000

Background to ADD

ADD has a vision of a world where all disabled people are able to participate as fully as they choose at every level of society.

ADD was set up in 1985 inspired by the work of the disability movement in Zimbabwe, where organized self-advocacy by disabled people’s organizations was having an impact on attitudes and policy.  

In the mid 80s, other international non-governmental development agencies had identified disabled people as among the poorest.  However, disabled people’s needs were all too often viewed from a medical perspective, related only to their impairment.  Consequently, interventions were usually limited to specialist services, often provided by medical professionals, with little involvement by disabled people themselves.

In fact, the priorities for most poor disabled people were no different from their non-disabled neighbors, e.g. food and clean water, shelter, health care, schooling for their children and the means to make a livelihood.  Non-Governmental Organizations (NGOs) were beginning to consider issues of gender and were supporting “integrated” development work focusing on the holistic needs of poor people, however the majority of them were yet to consider disability and social exclusion.

Clearly, there was a need for an organization that would target disabled people.  ADD believed that the most powerful way to bring about change was by strengthening organizations of disabled people themselves to push forward their own demands for equal opportunities and inclusion.  Consequently, ADD was established in 1985 as a register charity and a not-for-profit company with a human rights agenda, working with disabled people’s organizations in the South.

In 2000, we have a staff of 117 working in 12 of the poorest countries of Africa and Asia – Burkina Faso, Mail, Cote d’Ivoire, Ghana, Sudan, Tanzania, Uganda, Zambia, Zimbabwe, India, Bangladesh, Cambodia and have a UK support office in Somerset, UK.  This year we project a turnover of 2 million pounds (approx. USA $3m.).  We target 50% disabled people in our workforce and on our Board of trustees.

Aims and Guiding Principles

· To support the development of representative and effective disabled people’s organizations promoting the rights of all disabled adults and children for full inclusion in society; and

· To influence development practitioners and policy makers to include the rights and needs of disabled people in their work.

ADD promotes the social model of disability, namely that disability is the social consequence of having an impairment and that it is society that has to change to ensure the full inclusion of disabled people.

ADD believes that all people have the same fundamental rights to determine their own futures and control the decisions that affect their lives, i.e. the same rights to: enough food and clean water; health care and education; a home and relationships; a livelihood; mobility; safety; social inclusion; influence and respect; recreation; and communication.

We work in partnership with groups of disabled people in Africa and Asia, who have joined together – either in informal groups or membership organizations – to campaign for human rights, equality of opportunity and to develop self-help initiatives.  Through this work of supporting the growth of the Disability Movement, ADD hopes to see lasting social change and the full inclusion of disabled people.

Disabled women and children are the most socially excluded, and consequently we aim to help them gain a voice and participate in leadership and decision-making processes to influence policy and break down the barriers that exclude them from society.  Our work with the civil society initiatives of poor disabled people aims to help them build sustainable self-help structures that can hold governments accountable to poor people.  ADD is the only UK rights-based development agency exclusively supporting development work with groups of disabled people and campaigning for disability-inclusive policies.  We are not operational ourselves and our role is to strengthen existing membership networks and groups of disabled people to help build their capacity to play an effective role in civil society.

Objectives

ADD has six operational objectives that are reflected in all the countries where we work.

1. Building effective, representative associations of disabled people.  This is the principal objective and is seen as the essential precursor to the achievement of the others by the disabled people’s organizations.

2. Supporting self-advocacy and influence;

3. Enabling access;

4. Assisting economic empowerment;

5. Enabling information and education;

6. Supporting recreation, sport and cultural activities.

ADD achieves these objectives by helping develop disabled people’s organizational capacity through training and support in membership development, leadership, developing a vision, advocacy, planning, conflict resolution, management, fundraising and financial accountability.

Disabled People’s Organizations as Part of Civil Society
“If we have no voice, then no one can hear us”

-Mariam Georgette, Fraternite, a disabled people’s organization that is a partner of ADD in Burkina Faso.

ADD supports the work of disability organizations that are coming together as part of the disability network in the 12 countries where we work.  In turn, they may chose to link into their national disability networks that are eligible to become part of Disabled People International (DPI).  DPI was set up in 1981 as a representative membership association of disabled people advocating for the rights of disabled people and lobbying for inclusion of all disabled people in society.

It is interesting to note that in a number of African countries the legal protection for disabled people is still ahead of anything achieved in the UK.  Disabled peoples organizations, DPOs, are among the truly empowered organizations of people working in the South and as they gain strength, ADD will constantly need to re-define our role of supporting this movement until we phase ourselves out.

ADD is not a group of disabled people itself and therefore is not in a position to directly advocate on behalf of disabled people; however, we see that influencing policy makers will have more lasting impact on the lives of disabled people in the long term.  Successful self-advocacy skills are critical for DPOs if they are going to achieve lasting change at any level of their societies, while ADD has a role of influencing international policy makers to adopt an inclusive approach to their work, based on its experience in country.

ADD supports disabled people’s organizations – our partner organizations – to influence policy of governments and development agencies to be inclusive of disabled people.  Influence and advocacy work is therefore carried out at all levels – village, district, regional, national and international.  We aim to work in partnership with groups who are committed to being democratic, involve women as well as men, and are involving a cross spectrum of disabled people in their work.  As in all community-based groups around the work, power struggles and breakdowns occur from time to time between elected boards and staff and ADD has to be careful how to deal with these dynamics.

Partnerships with civil society require the slow building up of trust, given the colonial history of many of the countries in which we work.  Furthermore, the partnership is based on an unequal distribution of resources and clearly ADD, as the agency accessing the funds, holds power.  The relationship we endeavor to establish makes clear our values and methodology and shared expectations.

Linking Our Work with Disabled People’s Organizations to Influence Government Policy

The UK Department for International Development’s (DFID) White Paper on international development supports “encouraging democratic structures which can hold government accountable and give the poor a voice.”  Disabled people’s organizations are an important component of these democratic structures.

ADD and other disability and development NGOs were keen to ensure that the rights and needs of disabled people were considered as part of the planning and implementation guidelines for DFID’s development projects – both bilateral and NGO – in the same way as gender issues are considered.  A disability and development working party was set up under BOND – the intermediary body of UK international NGOs – that was contracted by DFID to draft a position paper regarding the various approaches to working with disabled people.  ADD made input into this paper, drawing on our 15 years of experience of working at the grassroots level.

DFID subsequently produced their Issues paper, Disability, Poverty and Development, recognizing that poverty cannot be eliminated without consideration of disabled people’s needs.  This paper was welcomed by the NGOs working with disabled people and goes a long way to ensure that disability is on the development agenda.  However, there is still much to be done to ensure the Issues paper is implemented.  DFID is planning to pilot implementation in Bangladesh, and the ADD program will be involved in this.
The Importance of Disabled People’s Organizations to Development

There are many examples of disabled people’s organizations taking a key role in poverty alleviation programs.  In Uganda, the National Disabled People’s Union (NUDIPU) has been part of government consultations on poverty alleviation, having successfully lobbied the government to bring about constitution changes and recognition of six disabled people as parliamentarians.  All the decision-making structures in the Union system of government in Uganda have a place for a disabled woman and man.

As a result of the links made between the ANC and the disabled people’s movement throughout the struggle, full recognition of disabled people’s rights has been enshrined in the constitution of South Africa.  A legislative environment has been created that requires that disabled people must be treated equally, and a secretariat to implement disability affirmative action policies is located within the President’s Office.

In Zimbabwe, there is legislative protection of disability rights and ADD supports the National Council of Disabled People in Zimbabwe in a program called legislation into action.  They have translated the content of the laws into local languages and presented these at seminars of local authorities and service providers to ensure that disabled people and their communities are aware of their rights.  They have taken action on behalf of their members to ensure the law is recognized, e.g., where there has been inappropriate discrimination against disabled people by employers or where public buildings are inaccessible. 

In Zambia, groups of careers of disabled children supported by ADD have been pushing for local services to include disabled children, e.g. physiotherapy services for children with cerebral palsy and inclusive schooling for disabled children who can be accommodated in mainstream schools.  In Tanzania, a disabled women’s group in Tabora took up the case of a blind disabled woman being denied access to family planning advice.  They ensured that the medical center understood that disabled women had the same rights for access to family planning services.

These examples are not only limited to disabled people’s groups lobbying for their members.  In Kampong Speu, in Cambodia, a disabled people’s group, supported by ADD, lobbied an international NGO operating in their area to include their village in a program of wells building for the community benefit.  Disabled women’s groups in India include non-disabled women in their skills training and in disseminating health messages.  In Bangladesh, disabled people’s organizations have campaigned to ensure that banks and credit unions include disabled people in their micro-credit activities, and have helped change the approach to traditionally excluded groups.

Conclusions

There is a long way to go before the rights and needs of disabled people are routinely considered as part of planning and implementation of development initiatives.  ADD considers that one of the most sustainable ways to ensure that this occurs is by supporting the growth of an effective and representative disability movement as part of civil society, that can continue to push for disabled people’s rights locally, nationally and internationally.
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Independent Living and Our Organizations: 

A Definition

Independent Living and Our Organizations

-Dr. Adolf D. Ratzka

Institute on Independent Living, Stockholm, Sweden

Independent Living is a philosophy and a movement of people with disabilities who work for self-determination, equal opportunities and self-respect.

Independent Living does not mean that we want to do everything by ourselves and do not need anybody or that we want to live in isolation. Independent Living means that we demand the same choices and control in our everyday lives that our non-disabled brothers and sisters, neighbors and friends take for granted. We want to grow up in our families, go to the neighborhood school, use the same bus as our neighbors, work in jobs that are in line with our education and abilities, start families of our own. Just as everybody else, we need to be in charge of our lives, think and speak for ourselves. To this end we need to support and learn from each other, organize ourselves and work for political changes that lead to legal protection of our human and civil rights. 


Statistics show that disabled people have less education than the rest of the population, have worse housing, are more often unemployed; fewer of us get married and have children. We have been told that we are different and that our lives are worthless. In many countries babies with disabilities are not even given the chance to live, they are killed before they are born.

One of the most important causes of our second class citizenship is the way society looks at persons with disabilities. There is a tendency to label people who are different as "sick". Sick people do not have to work and are exempted from the normal duties of life. As long as we are considered sick by the general public, there will be little understanding, for example, why we need to use regular public transportation, why we demand real jobs and not just therapy.

If we let other people treat us as if we were sick persons, we should not be surprised, if they try to protect us and in the process control and limit our lives. If we consider ourselves sick and in constant need of a "cure", it will be difficult for us to accept our disability as a normal part of life and to carry on with our lives.

The medical model of disability sees the problem in the individual. I cannot use public transportation in most countries. Is it because I had polio some 30 years ago or is it because the busses are constructed without consideration for the needs of all users, including people like me who use electric wheelchairs? As long as society believes that the problem lies within me, there will be no accessible busses.

The medical model uses diagnostic labels which tend to divide disabled people into many different groups. Diagnoses make us feel different when, in fact, we share many of the same problems. In the Independent Living philosophy it does not matter for what reasons we have a disability. What matters is the recognition that all people regardless of type or extent of their disability can learn to take on more responsibility, to make more decisions concerning their lives and to contribute more to their families and the community.

Rehabilitation is an intervention that is limited in time and scope. We need to have access to the best medical and rehabilitation services including assistive devices. But real life starts after rehabilitation, only then we find out whether society is ready to accept us. Unfortunately, most often we find that society needs to be rehabilitated more than we do.

Many of us are shut away in institutions. There, it is claimed, we can be better "cared for". With this argument we are put into special kindergartens, special schools, special workshops, special housing and special transportation. Special schools or special workshops make us feel different and prepare us poorly for the competition in the real world. Our movement is fighting to shut down institutions and to force our way into the mainstream of society. 

In many countries there are charity organizations, headed by non-disabled individuals, which raise funds by depicting us as helpless, pitiful and miserable beings. Often these organizations speak out on behalf of disabled people and advise governments on disability policy. Disabled people themselves are seldom asked about what they need.

How can we improve our situation? How can we empower ourselves?


We must break the monopoly of non-disabled professionals who speak on behalf of us, define our problems and suggest solutions to our needs. We must build effective organizations that represent the views of disabled people themselves. Governments have to recognize our organizations as partners in shaping disability policy. 

Disabled people have to utilize the political process and run for office. In most countries, about 10% of the population have a disability. The world would look different, if in each country 10% of the politicians had a disability.

By the same statistics, with only 10% of the population we are a minority. In a democratic system we cannot expect to get legal reforms and support systems approved by parliament unless we are able to convince other voters. We need political allies, we need to build up alliances among the various organizations of persons with disabilities. We also need to look for allies among the non-disabled. There are many non-disabled persons who support our fight for equal opportunities, for human and civil rights. And we have to reach out and convince more people of our just cause. But one thing has to be made very clear: We are the experts. Disabled people have to run, represent and control their own organizations. We have to be at the forefront of this struggle. Non-disabled people can support us from behind.

In fighting for our rights we can be more effective when we help each other in changing our attitudes towards ourselves. To see yourself as a profoundly ordinary person is difficult when you have always been told that you are different, that you can not do this and can not do that. In this struggle we need to talk with somebody we can identify with, with people who are in a similar situation. We call it peer support. Peer support means to share the fruits of one's experience. 


In a number of countries, disabled people are helping each other in Independent Living Centers by sharing information, advice, legal aid and peer support and by organizing the disability community. The people who work in Centers for Independent Living are themselves disabled and know what they are talking about from first-hand experience. The centers work for changes in the community, such as improved access in housing and transportation. In several countries, Centers for Independent Living receive regular government funding, because it is recognized that disabled people are the best experts on matters concerning disability.

Any society that claims to be a democracy and respects human rights has to extend these rights to all its citizens. In order to guarantee our rights there has to be proper legislation including monitoring, periodic revisions and effective sanctions. The organizations of disabled people have to be decisively involved in all these stages. Legislation must protect us from discrimination in all areas of public and private life. The United States has set an example with its Americans with Disabilities Act that was highly influenced by the Independent Living philosophy. Such legislation is now in place or is being worked on in a growing number of countries. But we disabled people must realize that no piece of legislation by itself will automatically guarantee our equal rights unless each of us in his or her everyday life actively claims and uses these rights.

Throughout history there has been the attitude that disability is a catastrophe for the individual and the family, that we depend on the mercy or solidarity of other members of society, that we can not contribute, that we are a burden. This brainwashing has distracted us from the realization that disability is a political problem, a question of unequal distribution of power, not a medical or technical problem.

Because we have been told we cannot do much for ourselves, we have relied on other people to fight for our cause. 

Because we have been ashamed of our disability, we have stayed in the background.

We are the last minority to fight for our rights and we will not go away. Even with the most sophisticated prevention, early detection and rehabilitation services there will always be people with disabilities and we have to build our societies in such a way that everybody can live in them with dignity and self-respect. And we have to start now. 

-5-

Four Views of Independent Living in Asia 

Disability status, perceived health, social support, self-efficacy, and quality of life among people with spinal cord injury in the People’s Republic of China

- Nan Zhang Hampton

Keywords:  China; quality of life; self-efficacy; social support; spinal cord injury

Introduction

Quality of life (QOL) of people with spinal cord injury (SCI) has attracted the attention of researchers in many countries.  A large body of literature pertinent to QOL of people with SCI has been assembled (Tam, 1998).  The majority of studies, however, have been conducted with people who live in Western countries.  Few studies have investigated QOL of people with SCI in developing countries such as China.

China has the largest disabled population in the world.  According to the Chinese government, at least 60 million Chinese have a disability (Sate Council, 1996).  Although there is not an official record of the incidence of SCI in China, the number of people who have sustained SCI is expected to be high given the increased incidence of automobile and construction accidents in this country.

A few studies with Chinese people who had SCI indicated that the components of QOL identified by participants with similar to those found among people with SCI in Western countries.  For example, Hampton (1998) interviewed 40 individuals with SCI in China.  The participants identified the following aspects as the important components of the quality of their lives:  (a) being able to contribute to society; (b) having good relationships with parents, spouse, children, and friends; (c) being in good health; (d) having material well-being and financial security; and (e) living in an accessible environment with government support.  The participants also emphasized that personal beliefs (self-efficacy beliefs) about one’s ability to cope with difficulties imposed by SCI and an inaccessible environment played a very important role in achieving the quality of their lives.  In a study of QOL of Chinese people with SCI (Hampton 2000) it was found that self-efficacy beliefs, defines as an individual’s beliefs about his or her ability to cope with life’s exigencies (Judge et al., 1998), accounted for a substantial amount of variance (P = 0.39) in the QOL of the participants.  Also health status, income, educational level, and time spent on voluntary work contributed to QOL.

The aforementioned two studies provided preliminary evidence on the influence of self-efficacy on QOL of Chinese people with SCI.  However, they did not include the social support variable that had been found to be influential on QOL of people with SCI elsewhere.  Also, little is known about the relationships between disability status, self-efficacy, social support, and QOL of Chinese with SCI.  Accordingly, the purpose of this study was to explore relations among these variables in Chinese people with SCI.

Materials and methods

Materials

Three instruments (the Life Situation Survey, Chubon, 1995; the Self-Rated Health Status Scale, Lawton, et al., 1982; and the General Self-Efficacy Scale, Sherer et al., 1982) were used to measure QOL, health status, and self-efficacy.  Social support was measured by four items on a Likert scale.  These items included individuals’ perceptions on support provided by family members, friends, the community, and government agencies.  A demographic information sheet was also developed.

All Instruments were translated into Chinese using a back-translation method (English-Chinese-English) by two bilingual counseling professionals.  The Chinese versions of the instruments had been tested in studies of people with and without SCI in China and the results indicated that the instruments were reliable (Hampton, 1998, 1999, 2000).

Procedures and participants

Permissions were obtained from the presidents of hospitals and a university in a Chinese city.  A total of 366 questionnaires were sent to all outpatients with SCI from the hospitals and to a group of university students without a disability.  Two hundred and thirty-one useful questionnaires were returned and the return rate was 63%.  In the SCI group (119), 61% were males; 39% were females; 64% were single, and 36% were married.  Their mean age was 26 years (SD – 6.71).  Time after the injury was 12 years (SD = 2.60).  All participants with SCI resided in non-institutional residences.  Fifty-seven percent of them were unemployed, 42% held part time or full time positions.  The causes of the injury and the severity of the disability are listed in Table 1.  In the student group (112), 48% were males and 52% were females.  Their mean age was 23 (SD = 0.92) years.  All of them were college juniors and were single.

Table 1.  Causes and severity of disability of Chinese with spinal cord injury

Injury


      Percentage


Causes

     


     Car accident


35

     


     Job related


29

    


     Fall



29

     


     Natural disaster

 
  7

Levels

     


     Cervical


17

     


     Thoracic


38

     


     Lumbar



45

Types

     


     Complete


53

     

     Incomplete


47


Results

Means and standard deviations were calculated for both people with and without SCI.  The mean scores of people with SCI on the health, efficacy, support, and life satisfaction scales were 5.92 (SD = 1.84), 112.10 (SD = 26.96). 13.05 (SD = 4.77), and 74.36 (SD = 21.20), compared with the mean scores of 8.69 (SD = 1.65), 118.71 (SD = 20.96), 18.44 (SD = 5.77), and 87.81 (SD = 21.20) in people without SCI.  The difference was significant (F = 79.44, P < 0.0001).

The results of a multiple regression analysis (Table 2) indicated that the combination of perceived social support,  self-efficacy beliefs, and health status accounted for 68% of the variance in life satisfaction (F = 63.23, P < 0.0001).  The major contributor to life satisfaction was the social support variable.  Disability status, age, educational level, and gender did not significantly contribute to QOL when other variables in the model were controlled.

Table 2.  Summary of regression analysis for age, educational level, disability status, gender, perceived health, self-efficacy, and social support predicting life satisfaction


Variable

B

SEB

B


Age

-0.34

0.21

-0.09

Education

-0.94

0.51

-0.11

Disability

3.98

0.11

0.09

Gender

-0.10

2.04

0.00

Health

3.01

0.53

0.32****

Self-efficacy
0.24

0.04

0.28****

Support

1.98

0.17

0.49****


Note:  R2 = 0.68, P < 0.0001; ****P < 0.0001

Discussion

This study focuses on relationships between disability status, psychosocial variables, and QOL of Chinese people with SCI.  The results indicated that disability status did not explain unique variance in QOL when the influences of social support, self-efficacy, and health were controlled.  The findings support the assumption of Nosek et al. (1995), who postulate that the low QOL of people with disabilities may result from environmental and additional barriers rather than disability itself.

Congruent with the previous studies (Schulz and Decker, 1985; Fuhrer et al., 1992; Nosek et al., 1995) the current study found social support to be the most influential factor on QOL of Chinese with SCI.  Individuals who perceived themselves as having support from family members, friends, the community, and government service agencies were more satisfied with their lives than those who did not.  These results imply that relationships developed and maintained in family and social environments may be crucial elements in maintaining QOL among Chinese with SCI.

Like previous studies (Schulz and Decker, 1985; Hampton, 2000), this investigation also found a significant contribution of health status to QOL.  This finding suggests that improving health status would improve the perceived QOL in people with SCI.  Furthermore, self-efficacy beliefs were found to contribute to the prediction of QOL when the influences of social support and health were controlled.  This implies that the level of individual internal resources or personal sense of mastery may play an important role in achieving QOL among the participants.  Despite the lack of social support, individuals with a higher level of confidence in their abilities to cope with the difficulties imposed by SCI and an inaccessible environment appeared to be more satisfied with their lives than those who had a lower self-efficacy belief.

However, several limitations in this study should be noted.  First, college students rather than randomly selected adults made up the comparison group.  The generalizability of the results is limited.  Secondly, instruments used in this study were developed in the U.S.  They may not cover the components that are unique to the QOL of Chinese people.  Future research with a Chinese population may require a different comparison group and a Chinese measurement of QOL.
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The Movement of Women with Disabilities and Independent Living 

Movement in Japan

-Masako Okuhira

Japan Council on Independent Living Centers Japan

Abstract

The leaders of women with disabilities are very active in the disability movement in Japan. Most of them are powerfully involved in developing the independent living (IL) movement and also campaigning for women's issues enthusiastically. Their final goal is to change society. This paper introduces the IL movement and the movement of women with disabilities in Japan.

The Independent Living Movement in Japan

It has become very popular for disabled people to exchange knowledge and experience among different countries since the International Year of Disabled Persons in 1981. People with disabilities in Japan have visited the USA and also learned a lot from their leaders. It was especially worth mentioning the seminars held in 1983 that many IL leaders of the USA came and introduced IL movement to Japan. The IL movement had a great impact on disabled people in Japan. Learning from the IL movement in the States, disabled people in Japan realized that independence means the right to self-determination and that everyone has the right to live as he or she wishes. Learning from the activities of the IL centers in the USA, they then established Japanese style independent living centers.

Independent living centers are organizations in which disabled people, who have been recipients of services, take the initiatives in providing services they really need for living in the community. In 1991 the Japan Council on Independent Living Centers (JIL), an association of centers for independent living, was established to coordinate the independent-living movement. Its goal is to realize nationwide consumer-directed personal attendant programs that enable persons with any kinds of disabilities, regardless of the severity, to live independently in the communities. Organizations must fulfill certain requirements if they want to join the JIL. First, both the president and the director of the organization with a majority of its board of directors must be disabled persons. Second, the organization must provide a "packaged service" consisting of at least two out of the following four programs: peer counseling, personal attendants program, housing service, and independent living program. Finally, they must admit all disabled clients, regardless of the type or severity of their disabilities. The membership of the JIL started with ten centers in 1991. By the spring of 2000, there were 90 centers for independent living in Japan associated with the JIL. The JIL provides assistance for the creation of new centers, promotes cooperation among existing centers, and strives to gain public recognition for their work in order to receive government contracts and private foundation grants to help maintain and advance their activities. It also educates the general public about violation of human rights of disabled persons and advocates for the eradication of all such violation.

With their activities at independent living centers, disabled people are not recipients of services any more but they are providers of social services. It can also be said that they have managed to create a work place where disabled people can make use of their expertise effectively. At these centers, they have promoted advocacy as well as peer counseling and independent living skill programs by always emphasizing that they are the consumers and have rights to live in a community like non-disabled people.

While providing services, the centers for independent living have, both jointly and separately, continued negotiations with governmental agencies to increase official support for attendant services. As a result, one quarter of all Japanese citizens now live in regions where disabled persons can receive more than eight hours of attendant services daily, provided by government agencies. In Matsuyama City, Takamatsu City, and 17 regions in Tokyo, disabled persons can receive round-the-clock attendant services covered by government agencies.

Both national and regional governments have gradually accepted the idea of consumer-directed community based programs. In 1996, the Ministry of Health and Welfare established the City-Town-Village Living Support Program for Disabled Persons and contracted out its services to three centers for independent living in Tokyo. In 2000, Machida City also contracted out its Home Helper Program for Disabled Persons to a center for independent living in the city. It is important for independent living centers to ask the government to pay for attendants so that severely disabled people, who constantly require attendant care, should be able to live in the community.

The Movement of Women with Disabilities

Through the activities of the centers, disabled women in Japan have recovered their self-confidence and are now in the forefront as leaders. They organized the Disabled Women's Network in 1986 and have met regularly to share personal experiences and exchange information since then. Through peer counseling, they have disclosed their disability-related sufferings in order to heal their trauma.

Disabled women in Japan have suffered serious human rights violation, due to the Eugenics Protection Law, which aimed at preventing the birth of disabled children. Severely disabled women and intellectually disabled women had their wombs removed. They, as individuals with disabilities, unconsciously regarded themselves as less-valued people, and their pride and dignity used to get hurt. Moreover, for women with disabilities, their reproductive rights were denied, and there are a number of female disabled individuals who were forced to have their uterus removed by the judgement of their families or staff of institutions.

After their long fight to change the law, it was finally revised in 1996. The revision of the law resulted mainly from the international condemnation on this issue based on the accusations from the members of the Disabled Peoples' International (DPI) Women's Network, Japan. They revealed this inhumane legal system to the international community at the World Conference on Population and Development held in Cairo in 1994 and the Non-Government Organization Meeting of the United Nation World Conference on Women held in Beijing in 1995.

The problem, however, still remains: the government named the law "Maternal Protection Law" despite the opposition from women's groups, and the law does not protect the right of women's self-determination on abortion. Moreover, within a year of this revision of the law, it was reported that some doctors' groups were considering making suggestions to the government on introducing an article on the fetus (that the abortion can be performed if the fetus has some disabilities) to this law. Disabled women's groups, then, sent letters of objection against this article, together with other women's groups to relevant organizations. Consequently the doctors' groups expressed this issue to be an ongoing discussion, and made their board members' announcement that they wished to raise an issue on prenatal genetic diagnosis to the society. The board organization implies to stir up the public option on domestic genetic treatment in concert with international movement.

Japanese DPI Women's Network has been campaigning very strongly to set right those problems even though the law was revised. The following describes the Report on DPI Japan Women with Disabilities Network.

Report on DPI Japan Women with Disabilities Network

The continuous of the group is the inclusion of fetal impairment as a legal condition for an abortion and the Rise of the Anti-Eugenics Campaign.

Their Activities 1997/1998

DPI Japan Women with Disabilities Network decided to "be active as a forum for networking and information exchange among disabled women in Japan and to be a window to the international community", when it met after the Eugenics Protection Law was revised to the Protection of Mother's Body (Maternal Protection Law) in 1996.

Following the decision, from April 1997 to March 1998 (fiscal 1997), they have organized monthly organizational meetings and published newsletters three times. Their major activities included the following:

1. International Exchange

a. Participation in the First International Leadership Forum for Women with Disabilities in USA

b. Participation in Japan-Korea International Exchange Meeting in Korea

2. Domestic Exchange

a. Regular participation in the meetings of "Women's Group for a Law on Body and Sex" and "Nakuso Kaeyo Group"

3. In-House Informal Seminar

a. Overnight stay and discussions on women's body, which was co-organized with SOSHIREN

b. Meetings demanding apologies

c. Setting up a telephone hot-line for victims

4. Activities against the inclusion of fetal impairment as a legal condition for an abortion

a. In February and March of 1997, it was reported that the Japan Society for the Protection of Maternity and Obstetrics and Gynecology as well as the Japan Society for Human Genetics were going to ask the government to include fetal impairment as a legal condition for an abortion. They submitted their views and campaigned against this move.

b. In May 1997, it was reported that the Ministry of Health and Welfare was establishing a research group on the current status of prenatal screening. They sent a letter to the Ministry asking for their participation in the group. After a few days, there was a response by telephone to the effect that their participation was not possible but that the Ministry would contact them when it needed views of disabled women.

c. On 27 February 1998, they participated in a symposium on the Law for the Protection of Mother's Body and the Fetal Impairment Clause

d. On 18 March 1998, they expressed their views at a public hearing organized by the Evaluation of Medical Technology Task Force, Council of Science, Ministry of Health and Welfare

e. On 31 March 1998, the Ethical Committee of the Japan Society for Obstetrics and Gynecology prepared a draft view supporting the implementation of the pre-implantation diagnosis (PID). This draft was expected to be formally endorsed by its board on 18 April. They protested against this.

Activities in 1998/1999

In 1998/1999, they promoted their activities on the following three priorities:

1. information exchange among women with disabilities, domestic and international;

2. demand apologies for forced sterilization, and

3. protest against the inclusion of impairment as a legal condition for an abortion.

The first one is an essential activity for the Network and they organized an in-house informal seminar in autumn. The second one is to verify what the former Eugenics Protection Law has done to them and to let the government know its mistakes. This is also an action on behalf of further proliferation eugenics. By showing to the public that disabled women are active and happy, they intend to eradicate the fear of "having a disabled child" and the fear of "living with disabilities" from society. Furthermore, they wish to stop the move to include fetal impairment as a legal justification for an abortion.

Activities in 1999/2000

1. An In-house Informal Seminar : Overnight stay and discussions on women's body and disabilities was held in February, 1999.

2. A Study Workshop on the Current Women's Movement was organized in October, 1999

3. In April, 2000: Participated in the WHO International Meeting on Women and Health: "Better Health and Welfare Systems: Women's Prospects".
Conclusion

In November 1998, the UN Human Rights Committee has stated in its Concluding Observations to the government of Japan that the Committee, while acknowledging the abolition of forced sterilization of disabled women, regrets that the law has not provided compensation to persons who were subjected to forced sterilization, and recommends that the necessary legal steps be taken.

Disabled women have been encouraged by the event, to some extent. By asking for help, by being close to each other, by sharing personal experience, and by changing the society, they know that their life is to be rich, no matter how severely disabled they are, no matter how short their life might be.  To create a society in which disabled people can live, to let the world know that there should be no fear to have a disabled child, and not to let the eugenics survive in the legislation on genetic cure in a number of countries, they have to build a strong solidarity among women with disabilities.

Through these activities, disabled women have come to realize that they can lead a productive life with confidence. In the DPI Japan Women with Disabilities Network, there are younger generations in their 20's and 30's coming up. Many of them gain confidence and have come to be aware that they can change the society and they can be citizens and enjoy life. I call this "Empowerment". They would like to expand this network and keep it working to make more women with disabilities get empowered.

India: Independent Group Living for Women's Vocational Training 

-Emily A. Boyce, William F. Boyce, and Shoba Raja 

Abstract 

Independent Living is a western concept that has not achieved wide acceptance in developing countries due to its emphasis on individuality and self-sufficiency, and its lack of consideration of family and cultural norms. However, young women with disabilities in many countries are significantly affected by such cultural norms which disadvantage their ability to access vocational training programmes. This study demonstrates that a culturally appropriate form of Independent Living can be implemented to address this problem. Nine young Indian women with disabilities were interviewed over a two year period while undergoing a training programme in prosthetics and orthotics. Most of the women also lived together during the training. The qualitative analysis demonstrates that women with disabilities may be able to benefit from independent group living as an adjunct to vocational training and can make significant improvements in their personal, social and professional development. 

Introduction 

Women with disabilities have been largely neglected when it comes to research, state policies, the disability and women's movements, and rehabilitation programmes, and this has become a widely accepted fact in recent years (1, 2, 3). Specifically, the lack of vocational training programmes for women with disabilities in developing countries has become a factor contributing to women's continued disadvantage and oppression. Agendas for action arising from major disability and women's conferences in the past decade have all recognised the need for more vocational, training and educational programmes for women with disabilities. However, unequal access to vocational training programmes remains a reality for most women in India, despite the widespread opinion that equal opportunity should exist (1). 

The inability of Indian women with disabilities to access vocational training programmes is not always a simple reflection of a lack of programmes. In many cases, women cannot participate because of structural and societal barriers resulting from factors related to gender, class and disability (4). Boylan (5) identified several such barriers to disabled women's participation in rehabilitation services which included: poverty, rural isolation from services, inaccessible buildings and transportation to services, parental overprotection, and low self-esteem (cited in 4). Kern (4) argues that even when women with disabilities are able to participate, vocational training programmes tend to be male-dominated and do not provide women with adequate social support. As a result, many women are compelled to leave the programmes before they are completed. Kern advocates for training and rehabilitation programmes in which sufficient numbers of women participate, to ensure the social and moral support required to build their self-confidence. She insists that these programmes recognise the barriers specific to women with disabilities, and that they implement strategies that facilitate women's full participation. 

This article examines independent group living as a strategy that can facilitate women's access to vocational training programmes. More specifically, it examines independent group living as an arrangement that can provide women with the support required to develop at the personal and social levels, thus enhancing their self-esteem, independence, and motivation to succeed in training and future employment. 

Method 

The opportunity to live independently of their families, and as a group, was an experimental arrangement offered by the Association of People with Disability (APD) and Mobility India (MI) in Bangalore, India. It was a key strategy to ensure that poor, rural women with disabilities could access a training programme that would teach them prosthetic and orthotic manufacturing skills for two years, and help them set up a cooperative mobility aids workshop in the third year. A small house was rented near APD's Orthotic Centre, and women enrolled in the programme were encouraged to reside there. The women received monthly stipends which covered the rent costs. It was recognised that the provision of this living arrangement was necessary if the women were to transcend their barriers of poverty, rural isolation, and the difficulties (both financial and physical) of daily travel to and from the centre. Without the opportunity to live independently and at no cost, these women would not have been able to access the training programme due to the distant location of their family homes and the poor financial situations of their families. 

Further, living as a group was considered the most viable arrangement due to the women's gender. It was understood that the women would face considerable opposition from their families if they resided alone in the city, and that they would not feel safe or comfortable doing so. This initiative was therefore attentive to the multiple issues facing these women, such as rural location, class, gender, and parental overprotection. Independent group living was a strategy intended to assist in gaining family permissions for training, to provide social support to the women, and to be a safer and more economical arrangement than living alone or travelling long distances from family homes. 

A study was conducted in 1996 and 1997 to examine the effects of independent living on this group of young Indian women with disabilities. Individual and group interviews were conducted with the nine women over the two-year programme. The focus of the study was to examine independent group living as an arrangement for enhancing women's development at the individual and social levels, while simultaneously providing them with the support and confidence needed to maintain access to vocational training. The results presented here describe the key areas of development that resulted from independent group living: 

1. Development of independent living skills; 

2. Social Development (increased sociability, public confidence and ability to support others) and 

3. Personal Development (improved self-image, independence and professional motivation). 

Results and Discussion

Independent living skills

In total, there were nine young women engaged in the orthotics and prosthetics training programme. Three of these women lived in their parents or relatives' homes for the duration of the programme, because their houses were in close proximity to the training centre in Bangalore. It was possible, then, to draw certain conclusions about the differences in levels of development between the six women who lived independently in the group house and those that remained with their families. It became evident, for example, that the women living as a group developed practical and independent living skills in ways that were not possible for the others. Upon joining the programme, most of the women reported that their parents were overprotective and did not think them capable or expect them to do household chores: "Even coffee she (mother) brings it wherever I am. I am not allowed to remove the lunch plate. By chance if I removed the plate my father used to scold my brothers' wives. 'Her leg is not all right, why do you allow her to do that? What is wrong with you people?' My brothers and my father used to scold them saying, 'Don't make that child do things.'" 

Living in the group house, the women were able to share the skills they had with each other, and learn many things that would not have been possible had they remained with their families. They invented several systems that facilitated their ability as a group to live independently and comfortably. For example, they began a routine of cooking in pairs, so that the women who did not know how to cook could learn from those who had experience. For chores involving heavy labour, such as carrying water, they all participated in completing the task: "There is a tap next to our room. Rajni, Mira, and Rajasri cannot get water from that tap. But Namita is okay. Mohua also can lift. Only I can lift alone. Mohua will lift the water, give it to Namita, and she gives it to me and I carry it." 

The women also developed money-management skills. They organised a "mess-system" in which they each contributed 300 rupees of their stipend each month, and then collaborated on which foods to buy. With these funds, the women went to the market and purchased food sufficient to last for a month - a responsibility that would have been impossible had they lived at home: "We ourselves do the work, we ourselves go for purchases. How much money we save, how much is spent we learn. All this we like. Because at home our parents will take care of everything. We don't know at all. Which item is costly, which item is cheaper. . ." 

In sum, living independently of their families gave the young women a chance to run a household and learn such tasks as cooking, cleaning, and money-management. These skills gave the women self-confidence, and helped prepare them for a future in which they would need to live independently to continue their work in the city. 

Social development 

Increased Sociability and Confidence 

Women with disabilities, especially from rural areas, are likely to be left out of family interactions and community activities. In addition, they are exposed to social stigma and stereotyping within their communities, which leads them to feel devalued, isolated, and ashamed (1,2). Among the women in this study, all but one had felt embarrassed, isolated and alone at social functions, festivals, or when people came to their family's houses to visit: "Since I was young I never used to go out. I never attended marriages. I used to feel shy because I am handicapped. In my house I am the only one who is like this and I used to feel very bad." 

The experience of independent group living seemed to have a beneficial impact on the women's levels of sociability and their confidence to venture out in public or to social functions. Living among other women with disabilities and in a non-judgmental environment was of great benefit in raising self-esteem and in developing social skills. All of the women who resided in the group house reported feeling accepted, sociable, and confident to venture into town. Because they went on social outings as a group, they did not feel isolated or personally affronted if someone stared at them. Together, confidence in their abilities was strengthened and they could carry out their business with mutual support. 

This social support also gave the women confidence to be more sociable and extroverted when they were visiting their families: "My mother says, 'I had never thought you would live independently and boldly'. Before I was very shy. I never used to stay alone. When there were visitors I used to go inside and sit. I never used to talk to anybody and got scared easily. When I wanted to go outside I used to take my mother or father. . . Now I go everywhere independently." 

It is important to note that those women who lived with their families or relatives during the training programme did not notice any significant changes in their levels of sociability. Although they reported feeling more accepted and talkative while at work, they continued to feel isolated and stigmatised in their communities after work. The women who lived as a group, however, felt accepted, confident and sociable on a more constant basis. 

Mutual Support and Taking on Caring Roles 

From childhood on, many women with disabilities are regarded as social and economic burdens by their families and communities (1,2). Boyce (3) and Pruthvish (6) state that discrimination based on gender and disability decreases disabled women's chances of marriage, having children, or earning a living. Women with disabilities are deprived of their traditional roles and status as wives and mothers, and often feel emotionally unfilled and inferior to other women as a result. Some women with disabilities often lead lives of total dependence - both emotionally and financially - and never have the chance to provide care for themselves or for others. 

Opportunities to fulfil caring roles arose immediately for the six women upon moving into their group house. The women reported that they missed their families deeply and provided each other with emotional support through this period. As time went on, they reported that this atmosphere of mutual caring and support allowed them to adjust to being separated from their families. The women cared for each other in many ways, both emotionally and physically, through their stay in the house. 

In addition to taking on the roles of caregivers within the group house, all six of the women concluded that they would provide for their parents in the future. Confidence in their ability to provide and care for others was so strong that, in several cases, they came to see themselves as being more responsible for maintaining their parents' well-being than their brothers and sisters. One woman said: "I have this desire to tell her (mother) not to go to anyone, not even to my younger brother. . .I told mother, 'I won't leave you in anybody's house. I want to earn money myself and keep you. You should not have any difficulties'." 

The other women reported similar sentiments, and expressed the desire to rent houses and bring their mothers to Bangalore after the orthotics workshop was underway. Thus, the women's perceptions of themselves in relation to their families developed significantly during the two-year training period. They went from feeling completely dependent on their parents for economic, emotional, and physical security, to feeling that they could provide support and security to their parents in the future. 

Personal development 

Improved Self-Image: Attitudes towards Disability, Marriage and Gender 

The women's attitudes towards their own disabilities improved dramatically as they spent more time around others like themselves. There were two aspects to this development. First, the women reported that after working with clients at the orthotic centre they no longer felt powerless or disadvantaged by their disabilities. In fact, all women in the training (both those living in the group house and those living with their families) said that they now felt privileged in relation to others with disabilities. The women's acknowledgement of their relative privilege contributed to an enhanced self-image and also motivated them to continue training as orthotic technicians. 

Second, the experience of independent group living enhanced the women's self-image with regard to their disabilities. As mentioned earlier, the three women who remained with their families during the training programme felt isolated and stigmatised when they returned home in the evenings. The women who stayed in the group house, however, did not feel alone with their disabilities, and expressed that they now felt as capable and normal as anyone else: "At home I used to think among so many brothers and sisters, I am alone like this. After coming here, I realised that I need not sit in a wheelchair, I need not sit at home. At least I have legs to walk. I have some strength in my hands and legs, I can work. Thinking this I have hope to further improve. Now I don't think that I have a disability." 

It is evident that the women's attitudes towards their disabilities became increasingly positive as they spent time among their co-workers and other people with disabilities who came to the orthotic centre. The experience of independent group living, however, also facilitated an improved self-image on a constant basis. 

Likewise, the women's attitudes towards marriage and their options for the future became more defined and opinionated as time went on. The experience of being self-sufficient - both at work and in the group household - caused the women to value their ability to self-determine their lives. They came to value their freedom and independence, and many were unwilling to have this taken away by a husband: "If someone asks (me to marry him) I will say no. I want to be with mother till the end. . .I will be fine, enjoying and free. I can eat when I want, do what I want, watch TV. Marriage means I have to look after all different people. . .Now, I just keep my bag on the table and sleep. Can I do that after marriage? Not possible. We won't have so much freedom." 

The women also developed an awareness of the gender dynamics involved in marriage, and about how these dynamics could intensify if a woman was disabled. They were aware of the expected work roles in the family, in that the male would expect to be the breadwinner and the female would be expected to stay home. After living independently and working in the orthotic centre, however, the women said that they would only marry if they knew they would be able to continue working and earning their own wages. 

The women also became aware that disabled women were at higher risk for abuse in marriage. They made many references to able-bodied women who were being abused by their husbands, and expressed fear that their disabilities would heighten their chance of being mistreated by their husbands. The women expressed an unwillingness to expose themselves to such abuse, regardless of the status and security that marriage could bring. 

In summation, living and working independently gave the women increased self-confidence in their ability to survive without being married. This was a very important development, because many of the women reported that they used to feel depressed about their low prospects of finding a husband. Now, they felt happy and self-sufficient, and reported that they would never sacrifice their new-found independence, even if they had the chance to marry. 

Professional Interest and Motivation 

All of the trainees excelled in the two-year programme, learning technical skills, patient-care skills, and the business and organisational skills necessary to successfully run an independent workshop. However, the opportunity to learn skills and find future economic independence is not always enough to motivate women to complete vocational training programmes. Women with disabilities often abandon their training before it is completed, because of unwelcome and non-supportive social environments and male-domination in training centres (5). Of interest then, is how the experience of independent group living while in training affected the women's interest and motivational levels with regard to the programme and their future careers. 

The study found that the women's attitudes towards work and training underwent significant change over the course of the programme. The women had, for the most part, joined the training in pursuit of employment that would help themselves and their families financially. Although they initially exhibited some interest in the idea of doing prosthetic and orthotic work, they were relieved at that point to find any employment. 

After the training was underway, however, there was a growing belief amongst the women that their work was socially valuable and necessary for the well-being of persons with disabilities. This sense of inspiration and moral obligation to help others developed because of the women's experiences while at work, both by seeing how their work was directly helping others and by becoming aware of the great need that existed for their services. Of significance is that the six women residing in the group house reported that they would not leave the training programme or the orthotics workshop even if they were offered a job with a better salary. The three other trainees, who lived with their families during the course of the training, reported that they would indeed quit the training if offered a better salary. In the end, two of these trainees did quit the programme. 

In addition, the women who lived as a group reported that their ability to learn was facilitated by the fact that each evening they did their homework together, and discussed the events of the day. In contrast, the women living with their families reported that it was difficult to keep up with their homework because of family interruptions, lack of family support or interest, and other dynamics in their households. 

It is possible that the three women living outside the group house had a lower commitment to their training and work because they felt less committed to the other women in the programme. For the other six women, the experience of living as a group resulted in high group cohesion, strong friendships, and emotional commitment to one another. Leaving the training programme did not seem like an option for the women who lived independently, because they were as committed to each other as they were to their new profession. In summation, independent group living provided the women with a support system that allowed them to maintain interest, motivation and excitement about their training and their futures as orthotic and prosthetic technicians. In August 1997, the seven remaining women completed their training and received their certificates as prosthetic and orthotic technicians. Shortly thereafter, the co-operative workshop was formally inaugurated, and it is still operating today. 

Conclusion 

The study has shown that the success of this particular group of women was linked as much to the experience of independent group living as to the vocational training opportunity itself. All six women who lived independently as a group completed the training and went on to run their own self-supporting business. Only one of the three women who lived with her family during the training accomplished this feat. Independent group living allowed the women to develop in ways that would not have been possible had they remained with their families, and the benefits were many. 

First, the opportunity to live as a group within the city clearly gave the women access to the programme. Without this option, these women would not have been able (physically or financially) to travel each day to the vocational training centre. Independent group living was therefore a successful strategy put forth by these organisations to facilitate poor, rural disabled women's basic access to training opportunities. 

Second, the women learned independent living skills on a practical level, acquiring experience in household management and self-care that will benefit them for the rest of their lives. Living independently as a group gave them the confidence they needed to live without their parents in the city and to pursue their professional interests following the training program. 

Third, the experience of living amongst other women with disabilities benefited the women's social development. The social support and mutual caring that developed in the group house enhanced the women's self-esteem and confidence in terms of sociability and courage to interact with the general public. The social skills and public confidence they acquired living as a group may benefit them for the rest of their lives, especially in terms of succeeding in business within the city. In addition, the women were able to take on caring roles, providing emotional and physical support to others in ways that they had never permitted in their family homes. This new role benefited them in terms of emotional fulfilment, and also allowed them to explore the idea of providing for their parents in old age. This confidence to care for themselves and for others was a remarkable development considering that they had spent most of their lives depending on others. 

Finally, the women experienced major growth at the personal level. Their self-images improved drastically, both with regard to their disabilities and in their attitudes towards marriage and the future. Living independently during the two-year training programme showed them that they were relatively privileged in relation to many others with disabilities. Consequently they could succeed in a household or working environment despite their disabilities, and they also could be self-sufficient and happy without being married. Further, the experience of living as a group contributed to enhanced motivation and professional interest among the six women, due to high group cohesion and the social support that such a living situation provided. In summation, the benefits of independent group living during this training initiative were immense. 

Independent living, as a concept, originated in the western world to improve the lives of persons with disabilities. However, independent living has been criticised in the developing world for its focus on individualism over communalism and its apparent rejection of family interdependence and cultural tradition (7). This study demonstrates that the basic benefits of independent living, an increase in self-esteem and social integration, can be achieved with a uniquely eastern approach that also respects cultural norms and values. 

Indeed the definition of Independent Living that was adopted by the Asia Pacific Regional Conference of Rehabilitation International in 1995 is applicable to the APD experiment: "Independent living means living just like everyone else - having opportunities to make decisions that affect one's life, being able to pursue activities of one's own choosing - limited only in the same ways that one's non-disabled neighbours are limited. Independent living should not be defined in terms of living on one's own. Independent living has to do with self-determination. And, it is having the freedom to fail - and to learn from one's failures - just as non-disabled people do." 

The provision of financially-supported group living arrangements is strongly recommended for future vocational training initiatives of this type, in order to combat the barriers of class, disability, gender, and rural poverty experienced by many women with disabilities. 

*Social Program Evaluation Group, McArthur Hall, Queen's University, Kingston, Ontario, Canada K7L 3N6 email : boycew@post.queensu.ca 
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Researchers Find Limited Support for Independence in Japan:   

People with Physical and Mental Disabilities Face Two Distinct Sets of Obstacles 

-Laura Hershey 

When Chikako Kumora was a college student, she needed a job. She answered an ad to work as an assistant to a physically disabled woman, and was hired. She enjoyed the job, and became increasingly intrigued with the independent living movement. Seeing her own employer provide clear directions, while other people with disabilities struggled to make their needs known, Kumora found herself thinking a lot about issues of independence, equality, and respect. 

Five years later, still working as a personal assistant, and enrolled as a graduate student in social work at the University of Tokyo, Kumora decided to study these issues in depth. So she conducted interviews with 31 disabled individuals who use personal assistance services. Her research focused on the relationship between the disabled employer and the assistant. 

That relationship, Kumora believes, is crucial to increasing independent living options for people with disabilities. "My employer knows what she wants to do, and what she wants me to do," says Kumora. The attitude in institutions, she says, is very different. There, "the workers know what to do, and users don't know what is best." 


Disabled persons still in institutions 

Unfortunately, that is where the majority of people with severe disabilities live. Only about 2000 significantly disabled people are living independently in Japan, Kumora says. "Most people live with their parents, as long as their parents have the power to care. After the parents have no energy to care, or die, most go to institutions." 

Some people with disabilities can get support, training, and advocacy from one of Japan's 97 independent living centers. There are 26 centers in Tokyo. Among the programs they offer is training in how to manage attendant services. Staff counselors work with personal assistance users to determine what they need. The users also have opportunities to practice working with personal assistants until they are ready to do so on their own. In this way, says Kumora, "they gradually learn how to ask, and how to decide." 

Lack of funding major obstacle 

Lack of funding remains the biggest obstacle, both to getting personal assistance in the first place, and to be able to exercise consumer control. If enough assistants are available, Kumora points out, "people with disabilities can select who they want. [More] assistants are needed; to increase the number, the allowance budget should be more." 

The government of Japan is just starting to make more resources available to enable people with disabilities to live independently, outside of institutions. The nation's two largest districts, Tokyo and Osaka, provide funding for personal assistants. In Tokyo, people with the most severe disabilities can get around US$5,000 per month for assistance. A typical part-time job in Tokyo pays $8 to $10 per hour, Kumora points out; and so, for someone who needs round-the-clock attendant services, $5000 is not enough. 

The situation is even more difficult for people with mental disabilities, Kumora acknowledges. "Physical disability and mental disability are divided in Japan," she says. The two groups' independent living needs differ somewhat, Kumora adds. Traditionally, people with mental disabilities are seen as needing more expert medical care, while physically disabled people's needs are not as medical. Services for people with mental disabilities are more difficult to provide in the community, and to fund. In addition, while the independent living centers "want to include every disability, in reality most of the users in the centers are physically disabled." 

Mentally disabled people have few social resources, less information 
Yuka Maruama's research confirms the difficulties encountered by people with mental disabilities in Japan where, says Maruama, there are "few social resources." Psychiatric hospitals are privately funded, while public hospitals are few. "Private hospitals' power is strong," Maruama says. Estimates suggest that 10,000 patients "may be able to go out into the community. But medical power is too strong" to allow independent living for so many people. "Private hospitals hold their patients," Maruama adds. 

Another problem is that "people with mental disabilities are not given enough information about social services," says Maruama. Many have spent such a long time living in psychiatric hospitals, without knowing of alternatives or the resources which might support them, that "they lost hope," she says. 

New home helpers program 

However, the situation could soon change, at least for some of those currently confined. The Japanese government is initiating a program, set to begin next year, to provide home-helpers to people with mental disabilities living independently in the community. The service will be modeled on personal assistance services offered to people with physical disabilities, except that instead of physical tasks like feeding and providing transportation, workers will support clients by talking, monitoring daily activities, and assisting with routine reminders and safety checks. 


Housing shortage severe 

Major obstacles to independent living remain for all disabled people, especially for those with mental disabilities. One of the biggest problems affecting the Japanese in general is the severe housing shortage. "It is difficult to live alone," says Maruama. The financial and support systems available to disabled people do not adequately address housing, she adds. And the private sector offers few opportunities. Says Maruama: "Lenders don't like people with disabilities."
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Independent Living in Africa

Mozambique: Evaluation of the effects of a CBR programme in changing attitudes towards people with disability 

-Francisco Manuel Tembe

Community based rehabilitation programmes, which in Mozambique are called community based support for people with disability, were established in this country in 1993, through the training of the so called Provincial coordinators of this programme. The first trainees for this came from various Institutions and/or from Organisations such as Social Welfare, Red Cross, Associations of People with Disability, Education and even from the communities. They took a nine-month course divided into modules of three months each with different contents about how to deal with people with disability within communities, with strong emphasis on utilisation of existing local resources. 

The program was planned and implementation initiated by the recently established Ministry of Women and Coordination of Social Action through its Provincial Directorates, nevertheless with the involvement of other sectors as mentioned above. 

Trying new models 

The main objective of this programme was to shift from the former model practiced in the disability area by the Social Action Ministry, and to adopt the preferred practices of maintaining the person in his/her family and in the community as well. At the same time, the aim is to try to transfer the necessary knowledge to these communities in order that people can identify for themselves, problems of this social group and try to find solutions using the existing local resources.

On the other hand, the programme was established in order to change negative attitudes towards people with disability. 

The long range plan is to gradually transfer management responsibility to the respective communities, so that the role of the Ministry of Women and Social Welfare can be fundamentally to "enable" or provide capacity to communities, as well as providing support and monitoring services. 

The initial idea was that people with disabilities themselves would take an important role on the management of this programme, after receiving training for this responsibility through the disability associations. Therefore, the Ministry of Women and Coordination of Social Action always tried to motivate the creation and development of the associations of and for people with disability. 

Ten years later 

Now, nearly ten years later, the programme has been extended to some degree throughout the country, however with some differences in terms of strategies, methodology and developmental levels in the various Provinces and regions of Mozambique. 

Introducing human rights concepts 

According to the preliminary report of KEPA's (Finnish Organisation) evaluation, one result of this substantial support of disability programms in Mozambique for more than ten years, is that the community based support programme has managed to re-conceptualize and promote the problem of disability as a human rights issue. 

In this regard, many actions were undertaken within the scope of changing attitudes, and in fact, we can observe that in many regions throughout the country people changed the way and how they see and understand people with disabilities, and their role within their families and even communities as well. 


Significant progress observed 

Many children and even adults who before were hidden away in houses-- they can now enjoy life with non-disabled people. Of course, in these communities we still face a lot of taboos and different levels of understanding about how to interact with and support people with disabilities in cases of needs. It is a question of knowing exactly what to do in order to promote the development of this social group. At last, it seems that people within the local communities are more aware of the importance of opening full familial and community integration for people with disabilities, and also to enable them to achieve full and active participation in the society. 

During visits to the families with disabled children it is possible to see some aids and equipment developed on the basis of local resources which they (community based support workers) use for mobility training for children with difficulties in movements. In many cases, we can see they have succeeded in improving the physical and mobility development of these children. 

Mobilising support for school-integration 

In another sphere of activity, the community based support programmes for people with disabilities have contributed substantially to increasing awareness of the need for pre -school and school integration of disabled children. The programmes have succeeded in identification of the children's needs, in mobilising parents to allow their children to participate in the schools, and in sensitising teachers to include children with different types of disabilities in their schools. 

Therefore, this programme has helped to firmly establish inclusive education initiatives which started about four years ago, in terms of raising awareness in the families so that they will take actions to help their children with disabilities to obtain an education. 

Employment - the continuing challenge 

One of the greatest challenges to this programme is that in fact it did not manage to accomplish much in solving the situation of extreme poverty which faces the majority of adults with disability. They continue to need some kind of economic integration through facilities on the employment market or through self -employment schemes. 

Some still weak links 

On the other hand, the programme is aimed at the motivation of people with disabilities to set up their associations, according to their interests and different categories of disabilities, in order that gradually, these associations and other interested people can then directly become the implementers and managers of this programme. At this moment, this is not possible because the existing Associations are still very weak, particularly at the grassroots level which means that the Ministry of Women and Social Coordination will continue to play this role for a longer time than intended. 


A Provincial experience 

One interesting experience of the community based support programme for people with disabilities has been developed in Manica, one of the Province of the Centre of Mozambique. While the majority of the Provinces develop the programme through volunteers, in Manica they decided to create local nuclei within the communities where the majority are comprised of people from Social Welfare Ministry, technicians from Health, Education, community leaders and traditional healers. 

The idea is a nucleus will deal with all the needs and problems in the community including ones of people with disabilities and of their families. 

The curious aspect of this situation is the existing combination or balance in practices between modern and traditional medicines. I had a long dialogue with a traditional healer who has a big space with many houses, where he admitted about 24 persons who are mentally ill to receive spiritual treatment towards recovery. 

According to this traditional healer, in the cases where the individuals present anemia or other illness which can only be treated at the hospital, he takes them to the hospital but in addition continues to give them spiritual treatment to reduce the mental illness. 

In the case of epilepsy, the traditional healer says that he is aware that this is a chronic disease, so he only gives them medicines prepared from roots of some plants, just to reduce attacks and counsels them not to be marginalised because of this disease. 

When presented with someone who has paralysis, the traditional healer says that he gives some roots and leaves of plants to the "patients", just to reduce spaciticy and to help make the body stronger. 

It was interesting to note that in the community where this traditional healer lives and does his work, he is given a lot of trust and is very respected by people who say that he has been helpful to a lot to people not only from Manica Province, but also from other Provinces, especially with the treatment of mental illness and in the prevention of secondary effects of disabilities. 

Next: from darkness to light 

As we can see, this community based support programme tries in fact to be a community programme and also to bring out problems within the community. Nevertheless, there is a need of people with "know how" to transfer more knowledge to the local levels, so that they can work with the necessary light and not in darkness. There is a wish in the community to do a lot of things, but there is little knowledge or experience, and probably limited resources like bicycles to use to make home visits. 

On the other hand, there is a need of strengthening those nuclei and the necessity of increasing the participation of people with disabilities themselves and their families in running this programme. Then they will feel it is their programme and therefore that its implementation and management depends fundamentally on them.

Southern Africa: Building a Movement 

-William Rowland 


At the heart of any social movement has to be the sense that something is not right, for yourself and for others, and that it can be put right. And then people begin to discover each other in a common cause, and as that cause is translated into action it becomes a force of increasing irresistibility. 

That's certainly how I see the genesis of the disability rights movement in South and Southern Africa: at the beginning a handful of activists; later a mass movement of many thousands, brought together by accident or design, from the extremes of poverty and violence. 

I myself came down the more conventional track of a good education at a school for the blind, professional training as a physiotherapist in London, job in a children's hospital with post-polio youth and infant orthopaedics, and then my career at the South African National Council for the Blind (SANCB), first in fundraising and public relations, and, after increasing self-involvement in rehabilitation and other programmes, as executive director, from 1976 onwards. 

Fork in the road 

And then the fork in the road... 

In 1981 the United Nations declared an International Year of Disabled Persons, but sanctions-isolated South Africa refused to recognize the event, because of its antipathy towards the UN. When our protestations went unheeded, we decided to celebrate the IYDP with our own national conference. What stands out in memory from that occasion is a presentation by a young occupational therapist, Pam McLaren, on an outreach programme at the Manguzi Hospital in the far northeastern corner of KwaZulu-Natal, on the Mozambican border. Most striking was the plight of over 3000 people with Mseleni Hip Disease, which had reduced their mobility to painful crawling. 

Straight after the presentation I introduced myself to Pam with a simple question: would she, if I found the funds, include blind people in her outreach work. She immediately said yes, but a few days later she attached a prior condition: I would have to spend a week on the Makatini Flats to learn about rural conditions, or to be "sensitized", as we might say today. 

A week of awakening 

It was a week of personal awakening. By day we went to pension pay points with the community health workers to talk to people about their problems, and visited people in their tiny thatched reed homes to find out how they lived. To my question "how are you?" the answer was unvarying: "I am hungry." 

In the evening Pam would cook a meal and take out some wine, while we discussed at length the experiences of the day. We debated the possible causes of Mseleni Hip Disease and concluded that it had to be the outcome of harsh living conditions. The sufferers were mainly women and they were the ones who every day, over many years, had to trudge to distant wells or rivers to fetch back heavy containers of water for family use, balanced on their heads. 

I joined a local family to observe their daily routine, from early morning till late afternoon - the fetching of water, the tending of children, the coming and going of neighbours, the collection of wild plants for relish, the grinding of mealies in a wooden stamper, the winnowing of the grain in a winnowing basket, the collection of wood for the fire, and the making of putu for the evening meal; but I realized that this was no ordinary day for them when I was given cake, their offering to an honoured guest. These were of course mainly women, as the men would be migrant labourers. 

At the hospital I examined with my hands the limbs of a woman with leprosy - no fingers, no toes; just blunted stumps. 

In translation I listened to her story as a disabled Mozambican refugee. Renamo rebels had attacked their house, killing all the men, and raping the women on top of the dead bodies. Somehow she had escaped with her injuries and her life over a land-mined border into South Africa. 

At Zamazama I met with a group of twelve unemployed blind youths. Their leader was Zacharia, also known as Isikhindisemali (the short pants with money in his pockets), because of his uncanny ability always to earn a little cash by singing his songs to the accompaniment of a homemade guitar. He had remarkable mobility skills, being able to walk unaccompanied over long distances in rural terrain, simply by following the natural landmarks. None of these young people had ever met a disabled person who was employed. How could they themselves find work? 

Implementing CBR with flexibility 

My visit to Manguzi was the beginning of an unspoken partnership with Pam that lasted many years, I, the theoretician, she, the practitioner. What emerged was an initiative to implement community-based rehabilitation (CBR) in South Africa according to the precepts of the World Health Organization. At the community level was the rehab worker, several of whom were coordinated by a health professional at the district level. Also at the district level was a referral hospital to deal with surgery and difficult cases. 

The key was the rehab worker who had to train family and community members in what to do when someone couldn't see, couldn't hear, couldn't speak, couldn't walk, or showed "strange behaviour", to use the WHO terminology of the time. 

What we soon learned, though, was that each situation had to be approached with utmost flexibility and that the rural initiative had to include solutions of income generation. Over time there developed a network of some 200 individuals and projects engaged in rural activities ranging from rehabilitation work in the community to self-help enterprises - one of them at Zamazama. That which had begun as the Rural Disability Action Group ended up in 1986 as the organization RURACT. 

Personal independence, income generation and mobilization 

While the objectives of RURACT were personal independence and income generation, through training and self-help, there was another outcome that, looking back, I think was even more important: the mobilization of disabled people in rural areas. It meant that the groundswell of activism across the country, spearheaded by Disabled People South Africa (DPSA) and its urban leadership, could link up with parallel processes in the remoter parts of South Africa. However, it also meant conflict between disability leaders and the professionals, attacks and recriminations, which left many therapists and social workers angry and disillusioned. Some fled the scene, but there were others who well understood their enabling role and the absolute necessity of self-representation. 

It would be a mistake to regard this attack on professionals - and by extension on service providers - as just a minor aspect of the political struggle that was unfolding on every side. Disabled people felt that the very system that was supposed to alleviate their circumstances and provide them with a means of livelihood was in reality a barrier to their progress. That, then, was where change had to begin. 

But the majority of disabled people were also black and therefore experienced the effects of poverty and racial discrimination first-hand in their own lives every day, a situation made worse if you were a woman and doubly worse if you were disabled. And so the rising militancy all around, from the fight against apartheid, spilled over into the disability rights movement and gave it its liberation aspect. 

Political struggle spills over into disability rights movement 

This was also true of other countries in the region. In Zimbabwe a war of liberation had ended with independence in March 1980 and many of the disabled people there were war veterans, while everybody had inherited the attitudes and vocabulary of the political struggle. There existed a natural affinity between the disability leaders of Zimbabwe and South Africa and a special relationship developed, a kind of two-country axis to drive the struggle of disabled people across the sub-continent. 

At the founding of the Southern Africa Federation of the Disabled in Durban in 1986, Zimbabwe, South Africa, Zambia, Namibia, Lesotho, and Botswana were represented. The South African Federation of the Disabled (SAFOD) headquarters was established in Bulawayo and it was there that I attended my first cross-border congress. Alexander Phiri, who would later become our secretary-general, opened the congress with a rallying cry: "Comrades in the struggle for social justice!" 

There followed a revolutionary address such as I had never heard before. And then, when President Robert Mugabe failed to show up, it was my turn, as his somewhat bewildered substitute. My greetings from the movement in South Africa were well received, as was my message of solidarity. 


Ten country strategy developed 

Our strategy in SAFOD was to activate and support disability movements in all ten countries of the region and our handbook was the World Programme of Action Concerning Disabled Persons. This UN instrument, adopted in 1982, proposes practical measures to be implemented by governments in the fields of rehabilitation, prevention, and the equalization of opportunities. Rehabilitation and prevention, we argued, were indeed the business of government, and sometimes NGOs, but the equalization of opportunities was our domain, our agenda to be negotiated with policy-makers in government. 

Funds were found to promote the World Programme of Action and the mechanism used was two-country seminars, to allow for the sharing of experience and the interaction of membership. We had rules about the participation of women and to ensure the regular inclusion of new delegates, and events were always attended by one or more of the SAFOD leaders - Joshua Malinga (our mover and shaker), Alexander Phiri, AK Dube, myself, and others. Also, there were the biennial SAFOD congresses that rotated around the region and the founding rallies of the stronger movements, sometimes attended by cabinet ministers and, in one instance, by President Sam Nujoma of Namibia himself. 

The movement seemed to take a firmer hold more quickly in those countries familiar with liberation-style politics, such as Zimbabwe and Mozambique, whereas it proved extremely difficult to go beyond first individuals in countries with traditional or dictatorial regimes, for example, Swaziland and Malawi. Lesotho was an exception, perhaps because of its close connection with South Africa, but also because of the strength of the founding group, ably led by blind lawyer Moses Masemene, today Minister of Justice in that country. Angola remained a hopeless case because of the civil war being waged there, a civil war that ended only in 2002. Maybe their turn has come at last. 


Strong contributions of African women 

Running programmes from a regional level was often problematic, although two initiatives did, in my opinion, show returns - grass roots development and, particularly, the women's programme. Here I give credit to AK Dube, our programme director and a formidable fundraiser, and to women leaders such as Susan Chitimbi, now Minister Responsible for Disability Affairs in Malawi, and Maria Rantho, recently deceased. 

Disabled women, on the widest possible front in Africa, felt themselves to be unwanted and abused and marginalized. Therefore SAFOD women's seminars were about strengthening self-image, taking charge of your own life, and demanding representation. Men were excluded, unless invited in, and when this happened it often turned out to be a harrowing experience. Men were also commanded to keep their distance and it became regular practice to read out a sexual harassment warning at the commencement of SAFOD gatherings. 

While self-help projects were few and far between outside of South Africa and Zimbabwe, we did produce very useful training materials for the setting up of these worker co-ops. Emphasis was laid on a fairly lengthy process of preparation, to allow the group to bond and natural leadership to emerge, and of course on careful planning and selection of products for manufacture. Record keeping and the basic principles of management were also taught, with much stress, in the latter case, on consultation and democracy within the group. Leadership skills were taught in their own right. 


Mozambique: "I am your enemy - convert me!"

As Chairperson of SAFOD, I from time to time carried out country tours to learn about local conditions and make contact with the membership. It meant visiting projects and consulting with groups, but often individuals would turn up unexpectedly at the hotel or be waiting at the arrival point and they, too, would expect to discuss their problems. The itinerary included media interviews, and always one or more meetings with senior government representatives to explain the role of the national movement and hand over copies of the World Programme of Action. 

One of the most memorable of these tours was through Mozambique, in the company of George Tinga, a university lecturer and a man of great dignity. Dignity that was sorely tested the day of our interview with Dr Simao, the Mozambican Minister of Health. 

Arriving on time for our afternoon appointment, the delegation was dismayed to find the elevators out of operation because of a power cut. "What do we do now?" I wondered. "Let's go," said George, slipping out of his wheelchair onto the floor and launching himself on a six-storey slide on his buttocks up the stairs, in his best suit. 

None of us will ever forget Dr Simao's first words to us at that very successful meeting: "I am your enemy. Convert me!" 

"Mr Minister," I said, "the fact that you say that means you understand our problem." 

South of the capital, Maputo, was a camp accommodating around 2000 disabled war refugees, living in tents on the bare ground. In one of these tents I met with nine blind people to learn about the Mozambican movement's first project, the equitable distribution of food in the camp so that the blind people could get enough to eat. Paolo, the only one able to speak English, slept on a bed frame without a mattress, all his worldly belongings in a cardboard box underneath. "How long have you been here?" I asked. "Nine years," he said. I was appalled, and astonished to find that he still had a plan for his life. 

Outside the northern coastal city of Beira, we visited a self-help project where they manufactured coffins. It was a very hot day and on the drive back George and I fell asleep in the car. We were awakened by a thunderclap of sound off to our left. "Renamo rebels," was my instant thought. "The shot of an AK47 rifle?" 

A blow-out of a worn tyre on our vehicle was the explanation. 

In Beira we put up at a government guest house, by official invitation. A beautiful old colonial mansion all to ourselves, and two cooks. We ate well and, on the insistence of our hosts, I entertained a sizeable group of the local comrades to dinner. It was a sumptuous meal, with South African wine, and even a little brandy appeared on the table. 

Our shock came the next day when we were handed the unanticipated bill. We said that we had no money to pay and set off for the airport, with the cooks in pursuit. We were still arguing as we passed through the barrier to board our flight. 


Rattling across Zambia in a London taxi 

At some point SAFOD acquired a genuine London taxi as a means of transport and it was in this antique vehicle that Alexander Phiri and I rattled across Zambia, with a group from the local movement. Arriving late one evening in Ndola in such an unlikely conveyance made us very conspicuous, which possibly triggered the incident that followed. 

We were given shared rooms in a derelict training centre and it was there, sometime after midnight, that we heard heavy boots coming down the passage and a loud knock at our door. "Where is the white man?" a voice called out. 

It was Alexander's presence of mind and adroit handling of the situation that averted serious trouble. Our visitors claimed they were security guards, but were unable to repeat their identity numbers after passing their cards underneath the door. Alexander then resorted to teasing and banter until they went away. 

Another incident in Ndola makes for a more poignant memory. It was our meeting with an old man, Mr Chimanya, who had travelled to see us from the remote Luapula Valley in the northern part of Zambia, his sole purpose being to extract from us a promise to visit his people and talk to them about possible livelihoods, which he thought might be fishing in Lake Bengueulu or weaving with local grasses. When we had not yet arrived in the town, he put up in a bus shelter for three nights until we came. 

So, these were some of our adventures, but the point of it all was to spread the message that by organizing ourselves we could change things around us and the attitude of governments. This we have continued to do everywhere in the countries of South and Southern Africa for twenty years and more, and yet the process is far from ended. 

Abbreviations and Unfamiliar Words used in this article 
DPSA = Disabled People South Africa 
IYDP = International Year of Disabled Persons 
KwaZulu-Natal = One of the nine provinces of South Africa 
Mealies = Maize 
Putu = A thick porridge made from ground maize 
SAFOD = Southern Africa Federation of the Disabled 
SANCB = South African National Council for the Blind 
WHO = World Health Organization 
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Global Perspectives on Independent Living for the New Millennium: 

An International Summit Conference on Independent Living

Global Perspectives on Independent Living for the New Millennium

-Kathy Martinez

An International Summit Conference on Independent Living

Washington, DC September 21-25, 1999

Approximately 125 leaders in the international disability advocacy movement known as Independent Living met in Washington, D.C., September 21-25 to formulate new strategies for the 21st century. The delegates, representing 50 diverse countries based on all continents, were invited in recognition of their outstanding accomplishments in improving life for disabled citizens. The International Summit, with strong delegations from Africa, Asia, Europe, the Arab nations and the Americas, adopted The Washington Declaration, a strategy to promote and implement the independent living movement worldwide. 

Summit Declaration

The Declaration underlines the principles of the independent living movement, founded in the 1970s by visionary disabled leaders who recast their struggle for full citizenship in a human and civil rights context. Summit participants agreed that the basic principles of the Independent Living Philosophy are human rights, self-determination, self-help, peer support, empowerment, community inclusion, cross-disability inclusion, risk-taking and inclusion.

Recognizing that in each society there is a cluster of interrelated conditions and services that together can substantially improve life for people with disabilities, participants committed themselves to an action plan to promote comprehensive disability rights legislation in each country in order to create a worldwide environment to foster independent living, inclusive education, accessible and affordable housing, transportation, health care, personal assistance services, a barrier free environment, accessible communication, and assistive technology incorporating universal design features. 

The Summit convener, Judy Heumann, Assistant Secretary for Education and independent living pioneer, was particularly impressed with the numerous new leaders from developing countries. She pointed out that to promote the IL philosophy in these areas would be the next major challenge for the movement.

Partnerships 

Participants also noted that the most significant progress benefiting people with disabilities around the world had been achieved through strategic partnerships. In the Declaration, they identified partnerships that must now be created, with governments, development agencies and overseas development assistance programs, especially to introduce the independent living approach to countries where it is not yet widely known. 

As an example, the Summit was developed by an international committee of IL experts and supported by the U.S. Departments of Education, State, Social Security, Agriculture and Transportation.

Other important partnerships designated included international disability organizations that can further educate their diverse memberships, and universities that can help to educate the next generation about disability rights, and research and evaluate progress through their newly developing disability studies programs. 

Areas for Collaboration 

In addition to agreeing to hold future international conferences on a regular basis, participants decided to establish working groups on specific aspects of the International Independent Living Movement, including definitions of IL, IL philosophy, peer support, personal assistance services, advocacy and increasing the cross-disability focus of independent living. 

Final Report Web Site

The Conference Final report includes a range of interesting reports and research.  It can be viewed on the World Wide Web at: http://www.ilru.org/summit/. Conference sessions looking at IL philosophy, leadership issues, advocacy, employment, and independent living services in an international perspective were recorded and analyzed. In addition, 11 country portraits were created, profiling some of the unique aspects of independent living in Brazil, Canada, Japan, South Korea, Nicaragua, South Africa, Sweden, Thailand, Uganda, the United States and Vietnam. 

Unique International Timeline

Another result from the conference is the International Independent Living Timeline, which was based on a review of independent living literature and research conducted prior to the conference by Anne Finger. Finger's work was supplemented by contributions of many of the disability leaders who participated in the Independent Living Summit and by Rehabilitation International and the World Institute on Disability staff. This timeline includes 272 country-specific, regional and international entries from 53 countries, spanning from the mid-eighteenth century through the year 2000. The timeline is accompanied by an informal analysis designed to draw attention to two phenomena: 1) a pattern of development which suggests precursors or prerequisites to an identifiable independent living movement in the various countries; and 2) certain clusters of activities which illustrate the influence of external political events and/or the growing international and regional collaboration within the international independent living movement. 

Finally, the Summit report includes an international discussion paper on definitions of independent living, prepared by Tanis Doe, Ph. D.

Conference Program

The program was developed by an international committee chaired by Lex Frieden of ILRU--the Independent Living Research Utilization program, with support from Disabled People's International, Rehabilitation International, the World Institute on Disability, the Inter-American Institute on Disability and the U.S. National Council on Independent Living. 
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International Timeline on Independent Living: Some Analysis

An International Timeline on Independent Living: Some Analysis

-Anne Finger in 1999 and some updates in 2000 by Barbara Duncan

An international timeline was prepared as one of the activities of the 1999 International Living organized by the Houston-based Independent Living Research Utilization program.  A preliminary version was placed on a conference wall and many participants from around the world added key dates concerning IL development in their countries.  This article provides some basic analysis of the significance of the timeline.

Introduction

The following analysis of the international independent living (IL) timeline is based on a literature review conducted by Anne Finger, who served as the 1999 IL Research Fellow for the World Institute on Disability and Rehabilitation Research.  Finger’s work was supplemented by contributions of many of many of the 110 disability leaders who participated in the Independent Living Summit held in Washington, D.C. in September 1999 and by Barbara Duncan of RI and by Marc Behrendt and Bruce Curtis of WID.

In the future, it is hoped this unique timeline will serve as a research tool. This analysis, however, is informal, designed to draw attention to two phenomena: 1) a pattern of development which suggests precursors or prerequisites to an identifiable independent living movement in the various countries; and 2) certain clusters of activities as given points in time which illustrate the influence of external political events and /or the growing international and regional collaboration within the international independent living movement.

The differences between “independent living” and “disability rights”

Independent living has been defined as social movement that promotes the philosophy of self-organization, self-help, civil rights, and improved quality of daily life for people with disabilities. In contrast to medical/rehabilitation model, the independent living paradigm focuses on environmental and societal change rather than adjustment of the disabled individual.

We could not find in the literature any clear-cut definitions of the parameters of the independent living movement vs. the parameters of the disability rights movement.  Instead we report here some descriptions of the relevant social movements that imply distinct differences. 

In describing the increasing disability related activism worldwide of recent decades, some use the terms “disability rights” and “independent living” as interchangeable.  While the independent living movement is usually allied with the disability rights movement, in many countries it can be distinguished by its core concern with empowering disabled individuals to take charge of their own lives.

In contrast, the disability rights movement is usually characterized as focused on improving the quality of life of disabled people as a whole, as a minority population or group or “class” in the legal sense of the word.  It is also usual but not automatic that both movements may develop simultaneously.  Often there are shared strategies and coordinated efforts towards the distinct but complementary goals.

As an example, in Canada and Brazil, the disability rights movement worked towards legally binding obligations in the Canadian Bill of Rights and the Brazilian Constitution, while the independent living leadership moved to establish IL centers throughout major metropolitan areas across these two large countries;

Numerous German disability activists have been working for the last decade to coordinate their long term goal of anti-discrimination legislation (proposed) with their short term goal of an anti-discrimination clause in the new Constitution (achieved) and their on-going program of expanding the number of independent living centers throughout East and West Germany;

In Japan the disability rights activists have in the last decade put pressure on two different fronts: carrying out demonstrations and national lobbying efforts to improve accessibility of the physical environment (transport, airports, train & metro stations) at the same time as pushing for the gradual increase of the number and training capacity of independent living centers;

In the USA disability rights activism recently has centered both on the national need for legislation guaranteeing personal assistance services that will enable aging Americans to remain in their homes and on revitalizing the mandate of independent living centers to service increasingly diverse populations;

These few examples illustrate that in general, disability rights movements work to remedy inequities and discrimination a national and usually legal (legislative) basis, while independent living proponents strive to create services and/or centers that empower disabled individuals in the everyday life of their communities.  Independent living services and activities can be implemented on a community level with endless variety of the components of creativity, design and dedication.

In many cases the telling differences between the two movements may be more temporal than ideological—disability rights goals requiring tenacity across generations to achieve change on behalf of a defined population, compared to independent living goals that can be achieved here and now, degree by degree, community to community, group to group, house to house, person to person.

Basic Questions

How did the independent living movements arise?  What were the key events that led up to its development? How has the development of the independent living movement varied across national borders and among disability groups in different social and economic circumstances?

Prerequisites for Independent Living

The first prerequisite to the formation of an independent living movement seems to be a sense of commonality among people with disabilities. This may arise out of shared experiences in hospitals and rehabilitation centers and residential schools, or in the aftermath of events in which large numbers of people become disabled—such as polio epidemics or wars.  Schools for blind or deaf people were also important early institutions that fostered a sense of shared identity and community.

In industrialized countries, one of the first precursors to the establishment of independent living is the provision of benefits and services to people with disabilities—such as income support, rehabilitation, education (often initially segregated), and creation of government organizations which address disability, albeit usually in a paternalistic manner.

In the United States, modest benefits and services were introduced following World War II; and extended to the polio survivors of the late forties and early fifties, many of whom returned to their families after their initial bout with polio rather than being institutionalized.  In the aftermath of both World War II and the Vietnam War, important cultural representations of disabled people living independently emerged—films such as The Best Years of Our Lives and Coming Home are of note in the U.S.  In general, European nations have a longer tradition of social welfare, often established just following World War I, although many disabled people were institutionalized, ostensibly for their benefit. 

These basic services allow disabled people some measure of autonomy and are part of the process of framing disability personal one.  In Latin American and Spanish and Portuguese-speaking Europe, Africa and Asia this step arose in the 1960’s.  In the poor countries, because of far fewer financial resources, income supports were a rarity, and rehabilitation services reached a very small percentage of the population.  However, the kernel of the disability movement often arose from those who were able to gain access to rehab center—Brazil and Nicaragua are two notable examples. 

The dominant paradigm at this juncture is the medical model: that is, the conception of disability as deficiency and of people with disabilities as in need of “cure”—or, failing that, special services controlled and administered by professionals.  Such experts would determine who was disabled, how disabled they were, what services disabled persons needed to aid them in their quest for “normalcy,” and if those services would be institution or home-based.

Another important step on the road to independent living was the establishment of organizations addressing specific disabilities.  Organizations of blind people—who were at least able to enter inaccessible spaces and could communicate with officials in the dominant language—were often the first groups able to lobby for work programs and income supports.  For example, in the US, the “March of Dimes” founded by the Franklin Roosevelt administration, offered charitable services and created a “public persona” for polio; it was followed by any number of “disease-based” charitable groups.  The disease focus of these groups continued to locate the problem within the disabled individual, rather than as apart of a broader social structure.  However, these organizations also brought disabled people into contact with each other and, although their focus was most often on cure, also did provide some support and assistance.

Shedding the Role of Difference

One of the significant contributions that these charity organizations made towards the IL movement was their sponsorship of regularly held summer camps, many in the US established between the First and the Second World Wars, which were usually targeted to people with specific disabilities.  Some IL leaders recall that these camps were often the first opportunity for many people to shed the role of difference, to develop peer relationships and a sense of community.

The next significant develop occurred when disabled people began to for social organizations: these might be organizations that sponsored sports activities for disabled people, or clubs where disabled people met and interacted.  In 1948, in conjunction with the Olympics, a competition was held for disabled athletes—primarily disabled veterans; in 1960, the first official Paralympic Games in Rome brought disabled people into contact across national borders.  Through the connections formed by social networks, disabled people began to interact with each other, and began to discover commonalties.  It is interesting to observe that in some countries the right to form associations was granted to sports groups long before it was granted to social change groups, and therefore today’s IL centers and disability rights groups often grew out of associations of disabled athletes.

The next development is self-organization: people with disabilities moving beyond social networks to form groups working for social change.  The philosophy of the IL movement espoused that independent living organizations are cross-disability, growing out of the understanding of disability as a social, rather than a medical, issue.  However the majority of disability organizations are still disability-specific.  The concept of Peer support—based on the notion that disabled people are the best “experts” on disability is a cornerstone of the independent living movement.  De-institutionalization and access are most often the goals of these organizations. 

In France, this happened as early as 1962, with the formation of the Group for Integration of Physically Disabled Persons (GIHP)—student who wanted to speak for themselves and create services they needed.  In the United states, the organization of the Berkeley-based Center for Independent Living in 1972 is the best-known example of disabled people as a group establishing their own cross-disability organization, and similar movements were also underway in Houston and St. Louis.  In 1981 the British Council of Organizations of Disabled People, an umbrella organization of groups controlled by disabled persons was established.  In Latin America, these steps were undertaken in the five-year period from 1975-1980; independent living centers were begun in Canada and Germany in the early 1980’s; with centers begun in Ireland, Austria and the Netherlands in the early 1990s.  In South Africa, the Self-Help Organization of Paraplegic was founded in Soweto in 1981.  The National Union of disabled Persons of Uganda was founded in 1987.

A Social Model emerges

Concurrent with the rise of self-organizations and cross-disability groups an important shift in the way that disability is conceptualized begins: the medical model gives way to the social model.  No longer is disability seen as a problem located within the individual who needs to be treated and adjust her/himself to the prevailing social order.  The need for individual change recedes; the focus is now on social change.  The creation of the Symbol of Access by RI 1969 was a universal signpost that disabled people around the world were envisioning the possibility of architectural change and demanded its implementation.

As an outgrowth of this self-organization, people with disabilities begin to work for legislative change along with government and UN action.  Some of this legislation was specifically oriented around disability rights (for example, provisions which prohibited discrimination in employment, housing, and education) while other legal changes funded personal assistance services, brought about accessibility of transportation, and economic support of independent living centers.

In 1971, the UN’s Declaration of the Rights of Mentally Retarded Persons—framed the needs of disabled persons in terms of “rights” for the first time, as did the subsequent Declaration on the Rights of Disabled Person in 1975.  The disability focus was beginning to comprise more than prevention and rehabilitation: the issue was re-framed to emphasize full participation of and equal opportunity for people with disabilities.  

Re-examining the Role of IYDP

The United Nation’s International Year for Disabled Persons (IYDP) in 1981 supported the growing focus on the rights as well as the self-identified needs of disabled people.  Along the subsequent International Decade of Disabled Persons, this played a key role in focusing international attention and funding on disability issues.  National groups of disabled persons were formed in many countries, including Fiji, Thailand, Sri Lanka, Uganda, China, Jamaica, the UK, South Africa, Brazil and the Philippines, which raised disability issues throughout their respective countries.  With substantial support from the UN, Disabled Peoples International was formed, which has been a key organization in bringing disabled people together across national boundaries and raising the visibility of the independent living movement.

Following this article is an extract from the IL timeline of what took place in 1981—how many international, regional and national disability organizations were “jump-started” into existence b the confluence of natural development and external events.

Cross-national Networks

The next building block for independent living was the formation of cross-national networks, with disabled people sharing ideas and resources across national boundaries.  In South Africa, one step in this direction happened when disabled people from the minority white population attended a Rehabilitation International Congress in 1980, and returned with the philosophy of independent living, which was in many ways already being lived by blacks disabled in the anti-apartheid struggle.  In Europe, ENIL (the European Network on Independent Living) was formed in 1990 to lobby within the EEC, now the European Union, for personal assistance services and the promotion of the independent living philosophy among political parties and governments.  Many European and US leaders of the independent living movement have traveled abroad and helped spar the formation of movements in other countries.  This is particularly evident in Japan, which has had a 20-year partnership with US IL leader, and is now supporting IL development throughout Asia.

Other regional clusters of activity visible on the timeline include: the emergence of national cross-disability organizations in Russia and the countries of the former Soviet Union and Eastern Europe between 1988 and 1995.  In addition, during the 1990s, self-help groups began to form in the poorer Asian countries, reflecting support provided within the framework of the Asia-Pacific Decade of Disabled Persons.

“Independence” as a loaded term

International exchange of IL has certainly not been a one-way process.  For instance, disabled people in developing countries have critiqued the whole notion of “independence” as a culturally loaded term, and substituted language, which conveys the notions of self-determination and self-help.  This perspective has been helpful in the US, for example, when examining the cultural relevance of independent living concepts for minorities and immigrant communities.  The independent living movement that exists beyond the borders of the industrialized world has focused more on income-generation and obtaining basic assistive devices such as wheelchairs and prostheses, than on the development of personal assistance services and independent living theory.  The belief in self-organization and the right to a self-determined existence appears to unite the disability movement across borders and socio-economic differences.  

Timeline Extract

This page features an extract from the timeline showing developments all over the world in one selected year—1981, the International Year of Disabled Persons.  To view the entire timeline, please visit the website www.ilru.org/summit –which is the official report of the 1999 International Summit on Independent Living.  If you do not have access to websites, please request from RI or ILRU a printed version of the timeline

Events in Independent Living 1981

International: United Nations International Year of Disabled Persons; people with disabilities included in UN human rights resolutions1
International: Disabled Peoples’ International (DPI) established; first meeting held in Singapore2
South Africa: Soweto Self-Help Organization of Paraplegics3
Zimbabwe: National Council of Disabled Persons founded4
UK: British Council of Organizations of Disabled People, cross-disability organization5

Jamaica: Combined Disabilities Association6
USA: Mobility International USA (MIUSA) formed to develop exchanges between people with disabilities1
Brazil: First congress to create a cross-disability organization1
Japan/USA: Japanese students with disabilities come to study at US IL Centers (funded for 10 years by “Mr. Donut”)1
USA/Mexico: First Community Based Rehabilitation (CBR) project operated by disabled persons starts7
Western Samoa: National Society for the Disabled8
Pakistan: National Council for Rehabilitation of Disabled Persons8
China: Sports Association of Disabled Persons9
Jordan: Sports Federation of Handicapped10
St. Lucia: National Council for Disabled11
Norway: Telethon raises funds enabling Norwegian disability organizations to begin projects I developing countries12
Sweden: Swedish Handicap Organizations International Aid Foundation, founded by 14 Swedish disability associations to support organizations of disabled persons in developing countries13
Hungary: National Federation of Associations of Disabled Persons (MEOSZ) founded

Germany: disability rights coalition stages a mock tribunal, putting the country on trial for abuse and segregation of people with disabilities14

References:

1 IL Conference

2 Nakanishi, Shoji, e-mail correspondence, January 2, 2000
3 www.independentliving.org
4 Charlton, James, Nothing About Us Without Us, 1998, p.12

5 Response to IDEAS questionnaire

6 Bartley, Monica, combine Disabilities Association, IL Conference

7 Curtis, Bruce, IL Conference

8 International Rehabilitation Reviews, II & III, 1987

9 International Rehabilitation Review

10 International Rehabilitation Review, I, 1986

12 Rabby, Ami, IDEAS Portfolio II, 1991

13 International Rehabilitation Review, 1987

14 “Personal Assistance Services in Europe and North America: Report of an International Symposium,” WID/RI (1993), p.56
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Timeline of the International Independent Living Movement: 

Milestones through 2003

International Independent Living Timeline

-Marc Behrendt, Barbara Duncan, and Bruce Curtis 
Legend 

· Establishment of rehabilitation centers, schools, vocational rehabilitation programs (SR) 
· Social clubs, arts groups and sports organizations formed (SC) 
· Groups and charities dealing with specific disabilities begun (SD) 
· Cross–disability organization started (CD) 
· Disability rights resolutions, legislation (DR) 
· Independent living groups founded and services provided (IL) 


1755 – France: Charles Michel Abbe del’Epee established first free school for the deaf in the world1 (SR) 

1760 – England: First school for deaf 2 (SR) 

1784 – Italy: First school for deaf 3 (SR) 

1817 – USA: First School for Deaf 4 (SR) 

1832 – USA: Perkins School for the Blind in Boston admits first two students 5 (SR) 

1864 – USA: Columbus Institution (later National Deaf–Mute College; now Gallaudet University) offers first degrees 6 (SR) 

1868 – Sweden: Stockholm Deaf Club7 (SD) 

1880 – International meeting of educators of deaf children, held in Milan, Italy, bans use of sign language in teaching deaf children8 

1880 – USA: National Association of the Deaf founded as an advocacy group to oppose Milan decisions9 

1887 – Portugal: Association for the Promotion of Education of the Blind10 (SR) 

1901 – USA: National Fraternal Society of the Deaf, fraternal life insurance company managed by Deaf people, acts as advocacy group11 (SD) 

1918 – USA: Smith–Sears Veterans Vocational Rehabilitation Act establishes vocational rehabilitation program for disabled soldiers12 (SR) 

1919 – USA: 41 states have some form of worker’s compensation, allowing those injured at work some measure of income support and rehabilitation13 (SR) 

1920 – Fess–Smith Civilian Vocational Rehabilitation Act creates voc. rehab for disabled civilians14 (SR) 

1920s – Norway: Norwegian Association of Disabled Persons founded15 (CD) 

1920s – Soviet Union: In 1921 the All-Russia Cooperative of Disabled Persons was formed by the Soviet government; in 1925 the All-Union Society of the Blind and in 1926, the All-Union Society of the Deaf were formed with government support.268 (SD, CD)

1921 – USA: American Foundation for the Blind16 (SD) 

1922 – USA: Rotary International, Easter Seal Society and Rehabilitation International founded 

1923 – Soviet Union: Soviet Society of the Blind17 (SD) 

1927 – USA: Warm Springs Foundation facility for polio survivors becomes model rehab and peer counseling program18 (SD) 

1927 – Soviet Union: Soviet Society of the Deaf 19 (SD) 

1927 – Portugal: Louis Braille Association, first organization of blind people20 (SD) 

1932 – Greece: Panhellenic Association of the Blind21 (SD) 

1933 – Great Britain: Mass march on London organized by National League of the Blind focuses on job discrimination22 (SD) 

1935 – USA: Social Security Act established income supports for blind people and disabled children; extends vocational rehabilitation programs23 (SR) 

1935 – USA: League of the Physically Handicapped formed to protest discrimination against disabled people in federal relief programs24 (CD) 

1935 – USA: In November, the New York League of the Physically Handicapped picketed for 3 weeks at the headquarters of the federal government's Works Progress Administration, protesting employment discrimination269 
1938 – USA: March of Dimes begins treatment centers and fundraising for children and adults with polio25 (SD) 

1940 –– USA: National Federation of the Blind26 (SD) 

1940 –– USA: American Federation of the Physically Handicapped27 (CD) 

1945 – Soviet Union: Law on disabled veterans adopted28 (SR) 

1946 – USA: National Mental Health Foundation founded by conscientious objectors who worked in state mental institutions, begins movement towards de–institutionalization29 (SD) 

1946/7 – Kenya: special school for children with intellectual impairments founded at St. Nicholas; a rehabilitation center for veterans who lost their vision during World War II opens in Thika30 

1948 – UK: Precursor to Paralympic Games held in London, primarily for disabled Second World War veterans31 (SC) 

1948 – USA: Disabled students program begun at University of Illinois, providing accessible classrooms and transportation32 (SR) 

1949 – USA: United Cerebral Palsy begun by parents 

1950s –USA: Establishment of charitable organizations, directly or indirectly modeled on March of Dimes33 (SD) 

1950s – Norwegian umbrella association on disability issues established34 (CD) 

1951 – International: World federation of the Deaf is established in Rome 

1954 – Malaysia: National Federation School for the Deaf35 (SR) 

1957 – USA: Little People of America36 (SD) 

1958 – USA: Gini Laurie, considered by many Americans as the "grandmother of IL," starts the Toomie J. Gazette (renamed Rehabilitation Gazette in 1978) as a forum for international information exchange by people with substantial disabilities, especially people who used respirators or had polio. 

1959 – Sweden: First meeting of self-advocates with cognitive impairments37 

1960 – Italy: First official Paralympic games, Rome38 (SC) 

1960 – Europe: European League of Societies for Persons with Mental Handicap39 (SD) 

1960 – Scandinavia: Normalization movement, primarily affecting people with developmental disabilities40 (IL) 

1960s – Sri Lanka: All–Ceylon Blind Union41 (SD) 

1960s – Soviet Union: Over 90% of disabled veterans employed in workshops42 (SR) 

1962 – International League of Societies for Persons with Mental Handicap43 (SD) 

1962 – USA: Disabled Residents’ Program at University of California at Berkeley44 (SR) 

1964 – France: Group for Independence of Physically Disabled Persons (GIHP)45 (CD) 

1964 – Japan: Second Paralympic games held: Japanese participants living in institutions meet participants from other countries living independently46 (SC) 

1967 – USA: National Theatre of the Deaf founded47 (SC) 

1968 – USA: Architectural Barriers Act passed, mandated physical access to federally constructed facilities48 (DR) 

1969 – Thailand: Center of Alumni of Schools for the Deaf49 (SC) 

1969 – Rehabilitation International World Congress introduces “Symbol of Access”, community-based rehabilitation “One in Ten” statistics 

1970s – Brazil: Establishment of social clubs50 (SC) 

1970s – Estonia: Association of the Blind formed, followed by the Association of the Deaf51 (SD) 

1970–75 – Germany: Formation of disabled social clubs and groups52 (SC) 

1970s – Canada: Coalition of Provincial Organizations of the Handicapped53 (CD) 

1970–72 – USA: Peer Counseling starts through disability–specific social clubs54 (IL) 

1970 – USA: Advocacy groups, Paraquad in St. Louis and Disabled in Action in New York founded55 (IL) 

1971 – Japanese edition of Rehabilitation Gazette was published56 (CD) 

1971 – Uganda: Uganda Association of the Handicapped57 (CD) 

1972 – USA: Cooperative Living established in Houston58 (IL) 

1972 – USA: Berkeley Center for Independent Living, Independent living project at Boston University59 (IL) 

1972/3 – USA: Boston Self-Help Center founded60 

1973 – USA: Section 504 of the Rehabilitation Act prohibits federally funded programs from discriminating against people with disabilities (DR) 

1973 – Finland: First Independent Living Program established – The Threshold; first cross–disability association in Finland61 (IL) 

1973 – Finland: Federation of 6 ILCs established62 (IL) 

1974 – Sri Lanka: Sri Lanka Association of the Visually Handicapped63 (SD) 

1974 – Fiji: Fiji Paraplegic Association64 (SC) 

1974 – USA: People First, self–organization of people with developmental disabilities65 (SD; IL) 

1975 – USA: To promote cross-disability advocacy on a national level, the American Coalition of Citizens with Disabilities (ACCD) was established 

1975 – USA: First national conference on independent living, held in Berkeley, CA (IL) 

1975 – Asia: First Far East and South Pacific Games for the Disabled66 (SC) 

1975 – UK: Union of Physically Impaired Against Segregation founded67 

1975 – Zimbabwe: Group of disabled people living in a residential home organize themselves for advocacy68 (IL) 

1975 – Zimbabwe: Organized programs for people with disabilities in existence, including rural, women’s, educational and advocacy programs69 (IL) 

1975 – Korea: Chung–Nip Polio Center established, included people with all types of physical disabilities70 (CD) 

1975 – USA: Education for All Handicapped Children Act passed, establishing right of children with disabilities to education71 (SR) 

1975 – International: UN adopts Declaration of Rights of disabled Persons 

1976 – Korea: National Youth Games for Physically Disabled72 (SC) 

1976 – USA: Independent Living Research Utilization (ILRU) program established in Houston73 (IL) 

1976 – International: UN proclaims 1981 as International Year of Disabled Persons (CD) 

1976 – Asia: Asian Federation of Deaf74(SD) 

1977 – Sri Lanka: United Front of the Handicapped75 (CD) 

1977 – Sweden: Building codes stipulate accessibility in multi-family housing76 

1977 – USA: Disability activists occupy Federal buildings in 10 cities, to compel implementation of the first Federal anti–discrimination legislation77 (CD) 

1977 – USA: Film Coming Home. Hollywood film positively portrays people with disabilities living independently78 (IL) 

1977 – USA: White House Conference on Handicapped People includes representatives from all states producing the first White House Action Plan with the full participation of people with disabilities79 (CD) 

1977 – USA: Second national conference on independent living is held in Houston (IL) 

1977– International: Declaration of Rights adopted by World Conference on Deaf–Blind80 (DR) 

1977 – Netherlands: Umbrella association of 30 groups of disabled persons formed81 (CD) 

1977 – UK: Self-advocacy “Gang of Five” sparks national movement to liberate disabled people from institutions82 

1977 – USA: Definition of “independent living” is developed by leading disability rights advocates (IL) 

1978 – USA: Federal government agrees to fund Independent Living Centers83 (IL) 

1978 – Scotland: First National Forum for Disabled People84 (CD) 

1978 – Japan: Radical self–advocacy movement begins85 (IL) 

1978 – Switzerland: First conference of self–help groups in rehabilitation86 (IL) 

1978 – ADAPT begins demonstrations and advocacy for accessible public transportation 

1978 – Russia: Disabled dissidents (Kiselev, Fefelo, Husainov, Muraktanov) set up "Committee on the Rights of Disabled Persons in the USSR," granted official status by the Helsinki Human Rights Watch270 (CD)

1978/79 – USA: Five regional conferences held across the country to introduce the concept of independent living and to provide directions for establishing ILCs (IL) 

1979 – International: UN Advisory Committee for IYDP adopts theme of “Full Participation and Equality” and urges self–organization of disabled people (IL; CD; DR) 

1980 – Brazil: National Meeting of Entities of Disabled People87 (CD) 

1980–81 – Canada: First Canadian ILCs founded in Winnipeg and Ontario88 (IL) 

1980–81 – Nicaragua: First organization of people with disabilities created, providing IL services and conducting advocacy89 (IL) 

1981 – South Africa: Soweto Self–Help Organization of Paraplegics90 (IL) 

1981 – UK: British Council of Organizations of Disabled People, cross–disability organization91 (CD) 

1981 – Jamaica: Combined Disabilities Association92 (CD) 

1981 – International: United Nations International Year of Disabled Persons; people with disabilities included in UN human rights resolutions93 (CD; DR; IL) 

1981 – USA: Mobility International USA (MIUSA) formed to develop exchanges between people with disabilities94 (CD) 

1981 – Brazil: First congress to create a cross–disability organization95 (CD) 

1981 – International: Disabled Peoples’ International (DPI) founded96 (CD) 

1981 – Japan and USA: Japanese students with disabilities come to study at US IL Centers (funded for 10 years by “Mr. Donut”)97 (IL) 

1981 – USA/Mexico: First Community Based Rehabilitation (CBR) project operated by disabled persons starts98 (IL) 

1981 – Western Samoa: National Society for the Disabled99 (CD) 

1981 – Pakistan: National Council for Rehabilitation of Disabled Persons100 (SR) 

1981 – China: Sports Association of Disabled Persons101 (SC) 

1981 – Jordan: Sports Federation of Handicapped102 (SC) 

1981 – St. Lucia: National Council for Disabled103 (CD) 

1981 – Norway: Telethon raises funds enabling Norwegian disability organizations to begin projects in developing countries104 (IL) 

1981 – Sweden: Swedish Handicap Organizations International Aid Foundation, founded by 14 Swedish disability associations to support organizations of disabled persons in developing countries105 (IL) 

1981 – Hungary: National Federation of Associations of Disabled Persons (MEOSZ) founded106 

1981 – Germany: Disability rights coalition stages mock tribunal, putting the country on trial for abuse and segregation of people with disabilities107 

1981 – Zimbabwe: National Council of Disabled Persons founded108 

1981 – Singapore: Establishment of Disabled Peoples’ International109(DPI) 

1982 – Japan: Independent Living Seminar formally introduces Independent Living to Japan110 (IL) 

1982 – Nepal: Enactment of “Disabled Protection and Welfare Act”111 

1982 – Philippines: Enactment of “Accessibility Law, BP 344”112 

1982 – International: UN General Assembly proclaims 1983–92 as UN Decade of Disabled Persons (IL; CD; DR) 

1982 – International: Eighth World Congress of International League of Societies for Persons with Mental Handicap (now Inclusion International) held in Nairobi: first sessions organized by self–advocates113 (SD) 

1982 – USA: National Council on Independent Living (NCIL) established (IL) 

1982 – Germany: First European Independent Living Conference in Munich114 (IL) 

1982 – Germany: The Organization to Promote the Integration of Disabled Persons (FIB) founded115 

1982 – Costa Rica: Congress on the Rights of People with Disabilities116 (DR) 

1982 – New Zealand: Disabled Persons Assembly117 (CD) 

1983 – South Africa: Disabled People of South Africa founded as nationwide, nonracial, democratic organization linked to anti–apartheid struggle118 

1983 – USA: World Institute on Disability (WID) founded (IL) 

1983 – Thailand: Establishment of the Council of Disabled People of Thailand (DPI-Thailand)119 

1983 – Japan: US IL specialists organize training seminars in six cities120 

1983 – Philippines: National Congress of Disabled Persons121 (CD) 

1983 – Zambia: Meeting to establish common secretariat held by Zambian associations of physically disabled, blind, and deaf122 (CD) 

1983 – France: Council of Ministers adopts action plan emphasizing access and integration123 (IL) 

1983 – UK: First ILCs founded in Great Britain (Hampshire, Derbyshire)124 (IL) 

1983 – Thailand: National Association of the Deaf125 and the Association of Physically Handicapped126 founded (SD) 

1983 – Europe: First Scandinavian Independent Living Conference127 (IL) 

1983 – Brazil: Foundation of National Federation of Disabled Persons128 (CD) 

1983 – Brazil: Foundation of other national disability organizations for specific types of disabilities (e.g. blind, deaf, etc.)129 (SD) 

1983 – Canada: Human Rights Act expanded to include prohibition of disability discrimination130 (DR) 

1983 – International: United Nations establishes December 3 as International Day of Disabled Persons271 (DR)

1984 – Fiji: Fiji Disabled People’s Association131 (CD) 

1984 – China: China Welfare Fund for Handicapped (forerunner of China Disabled Persons Federation)132 (CD) 

1984 – USA: First national conference on rural independent living133 (IL) 

1984 – Korea: Protest–suicide of wheelchair user galvanizes Korea’s disabled community (CD) 

1984 – Estonia: Formation of disabled sports clubs134 (SC) 

1984 – Sweden: Stockholm IL Cooperative founded135 (IL) 

1984 – International: World Blind Union created by merger of International Federation of the Blind and World Council for Welfare of the Blind136 (SD) 

1984 – International: Conference on Civil Rights of Mentally Ill People137 (SD) 

1984 – South Africa: In September, Disabled People South Africa was founded in Durban as part of the liberation struggle against apartheid272 (CD)

1985 – Canada: Five independent living centers in Canada138 (IL) 

1985 – Oman: Oman sports clubs for disabled people begin through the Ministry of Social Affairs139 (SC) 

1985 – Canada: National Association of Independent Living Centers formed140(IL) 

1985 – Australia: Australian Bill of Rights amended to include disability141 (DR) 

1986 – Sri Lanka: Confederation of Organizations of the Handicapped People142 (CD) 

1986 – Nicaragua: Center for Promotion of Integral Rehabilitation (CEPRI) founded by disability activists 

1986 – International: Action on Disability and Development founded143 (IL) 

1986 – Japan: First Independent Living Center established in Tokyo; Wakakoma–no–ie (day activity center for disabled people run by disabled people) outside of Tokyo144 (IL) 

1986 – Japan: DPI Japan founded145 (CD) 

1986 – Africa: Southern Africa Federation of the Disabled founded146 

1986 – Oman: For the first time, person with a disability sits on the National Committee for the Disabled (a governmental policy committee)147 (CD) 

1986 – USA: Toward Independence published by National Council of the Handicapped (now National Council on Disability), recommending creation of the Americans with Disabilities Act (DR) 

1986 – Southern Africa: Founding of Southern Africa Federation of Disabled (SAFOD) in Durban, with representatives from Zimbabwe, South Africa, Zambia, Namibia, Lesotho & Botswana273 (CD)

1987 – Uganda: National Union of Disabled Persons Uganda148 (CD) 

1987 – International: Self–Help Group organized within World Congress of Mental Health149 (IL) 

1987 – Belgium: Independent Living Flanders founded150 (IL) 

1987 – Finland: Personal Assistance Services legislation adopted151 (IL) 

1987 – International: World Federation of the Deaf elects deaf president, hires deaf secretary general152 (SD) 

1987 – Korea: More than 500 disability activists protest lack of accessibility153 

1987 – Estonia: Sports Games for Disabled Adults154 (SC) 

1987 – Indonesia: Disabled People’s Association founded155 

1987 – Lebanon: More than 100 disabled Lebanese march for peace through war torn Beirut and across the country156 

1987 – Lebanon: Peace march of thousands of disabled people and their allies proceeds from north to south of country, organized by a group disabled by war274 

1988 – France: First IL seminar held157 (IL) 

1988 – Germany: Center for Independent Living158 (IL) 

1988 – Belorus: Small groups of disabled people organize on local basis159 (CD) 

1988 – Poland: Without Barriers Foundation160 (CD) 

1988 – Canada: Funding partnership CAILC and Federal government161 (IL) 

1988 – Belgium: IL Flanders Foundation162 (IL) 

1988 – Soviet Union: Founding of the All–Russian Society of the Disabled163 (CD) 

1988 – USA: “Deaf President Now” protest march draws thousands of supporters to the streets of Washington, DC resulting in the first deaf President of Gallaudet University164 

1988 – Vietnam: Disabled persons’ organization “Bright Futures” organized, providing peer support to its members165 (IL) 

1988 – Korea: Paralympics held in conjunction with the Seoul Olympics, accompanied by protests on the part of disabled Koreans about the lack of accommodation and accessibility in Korea as a whole166 (SC) 

1988 – Estonia: Establishment of organization for people with mobility impairments167 (SD) 

1988 – China: Disabled Persons Federation founded168 (CD) 

1988 – Europe: Epilepsy Self–Help Groups organize European Congress169 (SD) 

1988 – Soviet Union: Federation of Physical Culture for Disabled People created by State Sports Commission170 (SC) 

1988 – Soviet Union: Beginning of the movement for people with physical disabilities with the establishment of the All–Russian Society of Disabled People171 (CD) 

1988 – Soviet Union: After pressure by activists, government authorizes formation of All-Union Society of Disabled Persons, formalized by its first conference in Moscow in May275 (CD, DR)

1989 – Europe: Disabled people from 12 European countries met in European Parliament, focus on PAS172 (IL) 

1989 – Brazil: Center for Independent Living, Rio de Janeiro173 (IL) 

1989 – Zimbabwe: After the UN Women’s Conference in Nairobi, disabled women began to organize into a strong national movement for women with disabilities174 (CD) 

1989 – Czech Republic: First IL organizations formed175 (IL) 

1989 – Hungary: National Consultative Council on Disability composed of five main associations of disabled persons, government ministries, NGOs176 

1989 – Estonia: Estonia–wide disability association established177 (CD) 

1989 – UK: 12 ILCs established and 90 personal assistance support schemes178 (IL) 

1989 – Singapore: Adoption of “Accessibility Code”179 (DR)

1989 – Korea Enactment of “Law for Welfare of Disabled Persons”180 

1990 – International: DPI establishes Independent Living Committee181 (IL) 

1990 – Europe: European Network on IL formed182 (IL) 

1990s – Korea: Self–help organizations form183 (IL)

1990 – Austria: BICEPS (Viennese Center for Self–Determined Living)184 (IL) 

1990 – Germany: Institute for Self–Determined Living185 (IL) 

1990 – Philippines: KAMPI – Federation of 231 grassroots organizations of people with disabilities established by Second Congress of Persons with Disabilities186 (CD) 

1990 – European Network on IL formed (ENIL)187 (IL) 

1990 – Japan: Asia Disability Institute founded to promote independence of people with disabilities in the region188 

1990 – Philippines: Establishment in July of the Federation of Disabled Persons in the Philippines (DPI-Philippines)189 

1990 – Thailand/Philippines: United States Human Care Associations invited representatives of DPI-Philippines and DPI-Thailand to an IL Study Program in Houston and St. Louis (August-September)190 

1990 – China: Enactment of “Law for the Protection of Disabled Persons in People's Republic of China” in December191 (DR)

1990 – Korea: Enactment of “Disabled Persons’ Employment Promotion Law”192 (DR)

1990–1995 – Germany: Education and Research Institute for Independent Living of Disabled Persons founded: offers seminars, meetings and congresses of disabled people; publications on IL193 (IL) 

1990 – Czech Republic: TITAN, group of disabled people focusing on self–realization and economic independence194 (IL) 

1990 – USA: Americans with Disabilities Act passed (DR) 

1990 – Romania: Romanian Association of Handicapped Persons195 (CD) 

1990 – Thailand: Enactment of “Welfare and Rehabilitation of Disabled Persons Act”196 

1991 – Japan Council on Independent Living Centers197 (IL) 

1991 – Oman: Association for Children with Disabilities founded, a cross–disability NGO198 (CD) 

1991 – Netherlands: Independent Living, Netherlands launched as a network rather than center199 (IL) 

1991 – Norway: Personal assistance cooperative founded200 (IL) 

1991 – Malaysia: Amendment of “Uniform Building By-Laws”201 

1991 – Thailand/Philippines: Sweden Human Care Associations invited representatives of DPI-Philippines and DPI-Thailand to the IL study program in Stockholm202 

1992 – Asia/Pacific Decade of Disabled Persons begins, adopted by UN-ESCAP at its General Assembly, for which DPI member organizations in Asia have played vital role203 (CD) 

1992 – Ireland: First center for independent living in Dublin204 (IL) 

1992 – Ireland: Irish government allowed payment of personal assistance services under the community employment scheme, meaning that ILCs can now employ personal assistance users205 (IL) 

1992 – Japan: First IL Study Program in Japan was organized by the Catholic Association of Disabled Persons, and since then it is organized annually206 

1992 – China: A workshop on IL movement was included for the first time in the DPI Asia/Pacific Regional Assembly207 

1992 – Japan: Sponsorship of IL study program for Philippines and Thailand begins208 

1992 – Philippines: Magna Carta Legislation (RA7277) passes, supporting the IL approach209 (IL) 

1992 – Nicaragua: Federation of Disabled People is established210 (CD) 

1992 – France: Groupement Français des Personnes Handicapée (GFPH)211 (CD) 

1993 – UN adopts Standard Rules on Equalization of Opportunities for Disabled Persons 

1994 – Sweden: Adoption of personal assistance legislation212 (IL) 

1994 – Vietnam: Unofficial (not formally recognized by the government) disability organizations begin to organize213 (CD) 

1994 – Vietnam: Association of the Blind becomes the first disability organization recognized by the government214 (SD) 

1994 – Philippines: First Asia–Pacific IL Workshop215 

1994 – Norway: PAS is included in the government action plan216 (IL) 

1994 – Ireland: Government provided funding for personal assistance services217 (IL) 

1994 – Korea: Korean women with disabilities organized for the first time218 (CD) 

1994 – Mexico: First ILC is established in Oaxaca219 (IL) 

1994– Cape Verde: ACD – Associaço Caboverdeana de Deficientes220(CD) 

1994 – Cambodia: Foundation of the National Coordination Self–Help Association and the National Employment and Economic Center, the Cambodian Disabled People’s Organization, Disability Action Council and the National Center of Disabled Persons221 (CD; IL) 

1994 – Malaysia: People with disabilities carry out a demonstration to demand accessible monorail running in Kuala Lumpur222 

1995 – Russia: Law on Social Protection of Disabled People adopted223 (DR) 

1995 – Korea: The participation of one Korean woman with a disability at the 4th NGO Forum for Women held in Beijing was a catalyst for women with disabilities to organize and raise their issues in Korea224(CD) 

1995 – India: Enactment of “Persons with Disabilities Act” guaranteeing equal opportunities, protection of rights and full participation225 

1995 – Cuba: International conference on disability rights held in Havana by ACLIFM, a national organization of disabled people (DR) 

1995 – Lebanon: First Arab regional conference on IL (10 countries participated)226(IL) 

1995 – Netherlands: Research on independent living carried out by University of Utrecht; one of primary goals is funding for PAS227 (IL) 

1995 – Estonia: Medical Association promotes IL228 (IL) 

1995 – Yugoslavia: Center for Independent Living in Belgrade founded229 

1995 – Uganda: Constitution revised to require that 5 members elected to Parliament have disabilities and represent this constituency276 (DR)

1995 – India: Enactment of first comprehensive rights-based legislation, "Persons with Disabilities (Equal Opportunity, Protection of Rights and Full Participation) Act"277 (DR)

1995 – Georgia: Founding of Union of Disabled People and Veterans Assistance, in Tbilisi with 500 members278 (CD)

1995 – UK: Disability Discrimination Act comes into force in December279 (DR)

1996 – Vietnam: Organization “Bright Futures” provides training in English, computer skills, leadership development and advocacy to empower people with disabilities230 (IL) 

1996 – Sri Lanka: Enactment of Disability Rights Protection Law231 

1996 – First Swiss ILC established in Zurich232 (IL) 

1996 – UK: Direct Payments Act passed233 (IL) 

1996 – Russia: First Russian ILC founded in Novosibirsk (Finist)234 (IL) 

1996 – Irish Council of Disabilities founded235 (CD) 

1996 – Zimbabwe: Government appoints people with disabilities as Sports Commissioners236 (SC) 

1996 – Costa Rica: Adoption of Action Equal Opportunities for People with Disabilities237 

1996 – Thailand: Mr. Narong Patibatsarakich representing DPI-Thailand was appointed as Senator238 

1996 – Indonesia: Disability law passes 239 

1996 – India: A demonstration is held demanding legislative change and budget redistribution 240 

1996 – Uganda: 5 Members of Parliament with disabilities elected and 1 appointed to serve as Minister of State for Elderly & Disability Affairs280 (DR)
1996 – Serbia: Center for Independent Living founded in Belgrade281 (IL, CD)

1997 – Korea: Adoption of access legislation241 

1997 – Belgium: Flemish government begins experimental PAS program242(IL) 

1997 – Estonia: Independent Living Center established in Tallinn 243 (IL) 

1997 – UK: National Center for Independent Living244 (IL) 

1997 – Belgium: First IL Center opens. First experiment with personal assistance budget245 (IL) 

1997 – Russia: Perspektiva founded as independent living organization in Moscow, after serving for 3 years as Russian office of World Institute on Disability282 (IL, CD)

1997/98 – Brazil: National Council of Independent Living Centers formed 246 (IL) 

1997 – Flemish Independent Living Center opens247 (IL) 

1998 – Switzerland: Second ILC opens in Berne248 (IL) 

1998 – Sweden: National Association on Independent Living founded 249 (IL) 

1998 – Korea: First Korea–Japan Independent Living Seminar 250(IL) 

1998 – Korea: The Korean Welfare Center develops service program for women with disabilities 251(IL) 

1998 – Oman: Al Noor Association of the Blind opens. First disability–specific organization in Oman 252(SD) 

1998 – Egypt: Organization of disabled people founded in Cairo 253 (CD) 

1998 – Hungary: Law enacted on "Rights of People with Disabilities and their Equal Opportunities"283 (DR) 
1998 – Arab Region: The Arab Organization of Disabled Persons was founded in Egypt by representatives of 14 countries; now headquartered in Lebanon284 (CD)
1998 – Georgia: Georgian Disabled Women's International Association established285 (CD)

1999 – Switzerland joins European IL Network (ENIL)254 (IL) 

1999 – Ireland: Development of independent living centers explodes. ILCs in Dublin, Cork, Kerry, Laois, Bray, and Tullamore. ILCs open almost every week. 255 (IL) 

1999 – Vietnam: National Law on Disability protects the human rights of people with disabilities and requires employment quotas and inclusive education 256(DR; SR) 

1999 – Korea: Cross–disability Institute of Independent Living forms 257 (IL) 

1999 – Thailand: Successful demonstration demanding that the Bangkok Sky Train system being constructed be made fully accessible for persons with disabilities. Over 450 persons with all types of disabilities participated 258 

1999 – USA: Supreme Court upholds “Most Integrated Setting” requirement 259 (IL) 

1999 – Zimbabwe: Government appoints a person with a disability to be the Education Minister on disability education issues260 (DR) 

1999 – Vietnam: Accessibility requirements included into the Building Code 261 (IL) 

1999 – France: Demonstration for increased funding for personal assistance and technical equipment, participated in by 23, 000 people with disabilities and their allies 262 

1999 – Thailand: First Independent Living seminar263 (IL) 

1999 – Malaysia: First IL seminar organized by disability advocates supported by Asia Disability Institute 264 

1999 – Jamaica: National policy for people with disabilities submitted to the Cabinet for adoption 265 (CD) 

1999 – France: Peer counseling training begins266 (IL) 

1999 – USA: The first international summit conference on independent living held in Washington D.C., in September. 

1999 – Peru: In January the "General Law for People with Disabilities" comes into force, creating an entity to oversee implementation: the National Council for Integration of People with Disabilities (CONADIS)286 (DR)

1999 – International: Global Perspectives on Independent Living for the Next Millennium: An International Summit Conference on Independent Living assembles 125 leaders from 50 countries in Washington, DC in September, adopts declaration of principles287
1999 – International: In September, Rehabilitation International adopts Charter for Third Millennium, calling for UN convention on rights of disabled persons and for adoption of accessibility standards in development assistance projects288 (DR)

Expected: 

2000 – France: First French Independent Living Centers will open in Lyons and Grenoble267(IL) 
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Timeline of the International Independent Living Movement:  Milestones from 2000-

 (with links to DisabilityWorld or other source coverage of milestone)

-Jennifer Geagan and Barbara Duncan

2000

2000 New Zealand: Parliament launches major revision of Access Standard (http://www.disabilityworld.org/03-04_01/access/nzaccess.shtml)

2000 South Africa: In February, Parliament adopted "Promotion of Equality and Prevention of Discrimination Act of 2000," including discrimination based on disability (http://www.disabilityworld.org/01-02_01/gov/southafrica.htm)

2000 New Zealand: In response to lobbying, government's first official recognition of NZ sign language adopted, embedded in amendment to Mental Health (Compulsory Assessment & Treatment) Bill (http://www.disabilityworld.org/April-May2000/whatsnew.htm)

2000 International: In March in Beijing, a Declaration calling for a UN disability rights convention was issued jointly by 5 international disability organizations: DPI, RI, II, WBU & WFD (http://www.disabilityworld.org/April-May2000/IntntalNews/IntnatlDevelop.htm#Five)

2000 UK: Disability Rights Commission begins operations in March, charged with overseeing implementation of Disability Discrimination Act; majority of 14 appointed Commissioners have disabilities (http://www.disabilityworld.org/June-July2000/Governance/UKDisabilityRights.htm)

2000 Lebanon: In May, Parliament adopted a comprehensive "Directory Law Concerning People with Disabilities," supported by National Association for the Rights of Disabled People in Lebanon (http://www.disabilityworld.org/03-04_01/gov/lebanon.shtml)

2000 USA: 10th anniversary of Americans with Disabilities Act marked by exhibit on history of disability movement at Smithsonian National Museum of American History (http://www.disabilityworld.org/June-July2000/International/Smithsonian.htm)

2000 Niger: Several hundred disabled demonstrators met in Niamey, citing broken promises by politicians to support a national day of disabled persons (http://www.disabilityworld.org/Aug-Sept2000/whatsnew.htm)

2000 Lebanon: Disabled women participated in a 2000 strong march in Beirut to protest sexual discrimination and gender based violence (http://www.disabilityworld.org/Aug-Sept2000/whatsnew.htm)

2000 Norway: Lars Oedegaard, Secretary General of National Association of the Disabled, became first Parliamentarian using a wheelchair (http://www.disabilityworld.org/10-12_00/gov/oedegaard.htm)

2000 Japan: In response to advocacy groups, Government reviews and modifies 63 laws preventing disabled people from entering medical and allied professions (http://www.disabilityworld.org/10-12_00/gov/briefly.htm)

2000 Kosovo: In October disabled citizens participated in accessible election initiatives, coordinated with new disability NGO, Handikos, supported by International Foundation for Election Systems (http://www.disabilityworld.org/10-12_00/gov/kosovo.htm)

2000 Japan: In November, the Diet (Parliament) adopted "The Law Promoting Easily Accessible Public Transportation for the Aged and Disabled" (http://www.disabilityworld.org/11-12_01/access/japan.shtml)

2000 El Salvador: In December, El Salvador adopted a law requiring businesses to employ 1 disabled person per every 25 workers (http://www.disabilityworld.org/01-02_01/employment/elsalvador.htm)

2000 Ghana: 77 disabled Ghanaians were trained as election observers in the December Presidential and Parliamentary elections (http://www.disabilityworld.org/01-02_01/gov/ghana.htm)

2001

2001 European Union: In February, European Parliament adopted the "Bus and Coach Directive," requiring all buses in EU to be fully accessible http://www.disabilityworld.org/01-02_01/access/briefly.htm
2001 Norway: In response to lobbying by Norwegian National Disability Council, Parliament amended main labor law to prohibit discrimination against disabled persons in the labor market and specified sanctions (http://www.disabilityworld.org/05-06_01/employment/norway.shtml)

2001 Bangladesh: In April, Parliament adopted first significant disability legislation, as recommended by the Bangladesh Organization of Disabled Persons (http://www.disabilityworld.org/05-06_01/gov/bangladesh.shtml)

2001 Uganda: In May, Prime Minister announced a fund for support of micro-enterprise of disabled persons in response to requests from Uganda National Action on Physical Disability  (http://www.disabilityworld.org/05-06_01/employment/ugandanfund.shtml)

2001 USA: In June compliance with Section 508 of Rehab Act became mandatory throughout federal government, requiring accessibility of information provided, ranging from kiosks in parks to websites http://www.disabilityworld.org/05-06_01/access/accessibleinfo.shtml
2001 Japan: Number of independent living centers reaches 100, 15 years after founding of first one in Hachioji City in Tokyo (http://www.disabilityworld.org/11-12_01/il/briefly.shtml)

2001 Thailand: In November, approximately 500 disabled activists demonstrated against employment discrimination, in front of Bangkok's Government House (http://www.disabilityworld.org/11-12_01/employment/thailand.shtml)

2001 Costa Rica: Human Rights Forum for People with Disabilities established in December (http://www.disabilityworld.org/01-03_02/gov/costarica.shtml)

2002

2002 Hungary: Disability Rights Advocates opens office in Budapest to provide equality and access training across Central Europe (http://www.disabilityworld.org/01-03_02/il/dra.shtml)

2002 USA: Electronic Disability History Museum established at www.disabilitymusuem.org (http://www.disabilityworld.org/01-03_02/il/briefly.shtml)

2002 Germany: In February Parliament passes an Equal Rights Law for People with Disabilities (http://www.disabilityworld.org/01-03_02/gov/germany.shtml)

2002 USA: Proyecto Vision, first national technical assistance center for U.S. Latinos with Disabilities, established by World Institute on Disability (http://www.disabilityworld.org/01-03_02/il/vision.shtml)

2002 Peru: In April the National Confederation of Disabled Persons organizes successful protest, requesting government to reorganize department overseeing disability issues (http://www.disabilityworld.org/04-05_02/gov/peru.shtml)

2002 Spain: In response to advocacy by disability groups, Spain approves law requiring accessibility of public websites and their content (http://www.disabilityworld.org/09-10_02/gov/accesslaw.shtml)

2002 Caucasus: In May leading disability organizations create Network to Protect Rights of Disabled Persons, comprised of 30 representatives from 11 regions (http://www.disabilityworld.org/04-05_02/il/caucasus.shtml)

2002 Japan: 8 month scholarships to study Independent Living concepts initiated for disabled students from Mongolia, South Korea, Indonesia, Sri Lanka, Philippines, Malaysia, Pakistan & China (http://www.disabilityworld.org/06-08_02/il/empowerment.shtml)

2002 Mozambique: 10 year review of CBR practices finds independent living approach has taken hold and disability organizations accepted as part of civil society http://www.disabilityworld.org/06-08_02/il/mozambique.shtml
2002 Philippines: President Gloria Arroya Declares 2003-2012 as Philippine Decade of Disabled Persons and requests National Plan of Action (http://www.disabilityworld.org/11-12_02/il/briefly.shtml)

2002 Afghanistan: Disability groups protest in Kabul for increased social benefits (http://www.disabilityworld.org/11-12_02/il/briefly.shtml)

2002 Guatemala: 2002 Census includes disability component due to pressure from Guatemalan National Disability Council (http://www.disabilityworld.org/11-12_02/gov/guatemala.shtml)

2002 Argentina: In December 2002 the Congress of Argentina approved an accessibility law (962) in response to pressure from Rumbos Foundation and the Disability Rights Network (http://www.disabilityworld.org/01-03_03/gov/buenosaires.shtml)

2002 Ibero-America: In December 2002 the Ibero-American Network of Organizations of People with Disabilities and their Families was created in Caracas, Venezuela by more than 100 representatives from 15 countries http://www.disabilityworld.org/11-12_02/il/network.shtml
2002 Bangkok, Thailand: Asia Pacific Development Center for People with Disabilities Established in 2002 (http://www.disabilityworld.org/04-05_03/il/briefly.shtml)

2003

2003 Costa Rica: After more than 1000 disabled persons protested in March with signs stating, "Without access, democracy is impossible," government began negotiations to address access to education and training (http://www.disabilityworld.org/06-08_03/gov/costarica.shtml)

2003 Serbia: Center for Independent Living reports 250 members, organizing 30 workshops in 20 cities 2000-2001, and launching pilot project in 2003 setting up first personal assistance service (http://www.independentliving.org/docs6/raijkov200303)

2003 India: Indian Rights Group Sues to Force Implementation of Act concerning people with disabilities (http://www.disabilityworld.org/04-05_03/gov/india.shtml)

2003 Togo: in 2003 the Togolese Federation of Associations of Disabled Persons was launched, together with its project, "Rights of Disabled Persons in Togo” (http://www.disabilityworld.org/04-05_03/gov/briefly.shtml)

2003 Sierra Leone: Amidst post-conflict chaos, the Handicap Action Movement & the Sierra Leone Union on Disability were founded (http://www.disabilityworld.org/04-05_03/violence/sierraleone.shtml)

2003 UK: In April Direct Payment became mandatory in England (came into force in June 1999 in Scotland), requiring that if a person is found eligible for community services, they must be offered direct payment of those funds as an alternative (www.independentliving.org/docs6/evans2003.htm)

2003 International: Tenerife Declaration on "Promoting Independent Living, Ending Disability Discrimination" adopted by 400 participants in European Congress on Independent Living (www.independentlving.org/docs6/tenerife20020426en)

2003 Uganda: Over 280 students with disabilities enrolled at University of Makerere, expected to form bulk of future disability rights workers (http://www.allafrica.com/stories/20030507085.html)

2003 Cuba: International Conference on Rights of People with Disabilities, May 6-11 in Havana, sponsored by the National Council for Attention to Disabled Persons, attended by representatives of 12 countries (http://www.disabilityworld.org/04-05_03/news/cuba.shtml)

2003 Mexico: Government adopts comprehensive legislation recognizing rights of disabled persons to education, sign language & public services (http://www.disabilityworld.org/06-08_03/gov/mexico.shtml)

2003 Spain: Spanish disabled citizens protest inaccessible voting (http://www.disabilityworld.org/06-08_03/gov/spain.shtml)

2003 Central Europe: "Cage Beds” protested in Czech Republic, Hungary, Slovakia & Slovenia http://www.disabilityworld.org/06-08_03/news/budapest.shtml)

2003 Global: UN Launches New Disability Website in Context of Rights Approach: http://www.un.org/esa/socdev/enable
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