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Beyond the Social Model of Disability: An emphasis on disabled peoples’ status as citizens and consumers is needed for self-determination and full participation
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Organizations of disabled people are facing difficult times. Membership is falling in terms of numbers and rising in terms of age. Younger persons do not seem to be interested in joining and we desperately need a new leadership generation to take over. Despite the widening gap between disabled people and the majority population in employment, income, housing conditions and other important indicators it is getting very difficult to motivate our group to work for social change. This is the trend in Sweden but I am told it also applies to other countries. 
In order to mobilize our fellow disabled citizens and the general public we need to project a vision for the future, a clear goal of what we work for, a message that can unite us, that we can rally around and that is easily grasped and shared by all. For this the message has to be brief and intuitive, has to have connotations of dignity and self-respect, and should ideally invite to analysis, have obvious implications for our work and provide us with arguments. 
Over the years I have seen a number of terms used by professionals, government officials and international documents as guiding principles in disability work.
“Rehabilitation”, “normalization”, and “integration” have been around for a long time. These are terms coined by professionals and imply a division of roles in those who do the work and those who are being rehabilitated, normalized and integrated. I like “Inclusion” better, perhaps because it has not been around long enough to get sufficiently abused. In “inclusion” I miss a reference to our active participation. “Full equality and participation” as well as “Equalization of opportunities” describe the goal very well but again what is our role, our contribution in the process? 
A concept that has been very fruitful for our work is the “social model of disability”. While the term itself does not contain a goal description it is a very useful analytical tool, mainly by contrasting itself against the arch enemy, the medical model of disability. Here, in the country of the social model, I feel no need for enumerating its merits. You can do better justice to it than I. Rather, I would like to spend a few minutes on some of its drawbacks, minor as they might be.
As a programmatic slogan it does not work well; it’s long and it takes some time to explain its implications to the uninitiated. Further, the term “social” is ambiguous because it can be used in the sense of “societal”, “pertaining to society” as in “the social costs of car ownership”.  But another and perhaps more common meaning is social as in “social welfare” or “social work”. The latter meaning is closer at hand in the context of disability than the former, especially in cultures with strong welfare state traditions where disability issues are commonly considered to be of social welfare and not of legal nature. For example, when the UN CRPD was to be examined in respect to any changes in Swedish legislation its ratification would necessitate, it was the Ministry of Social Affairs not the Ministry of Justice that was charged with the task. Somebody not familiar with the term’s intended meaning can easily get the message that disabled people are cases for social workers. 
While the medical model of disability sees the individual with an impairment as the problem bearer, the social model puts the problem in society’s lap. But if taken to the extreme somebody could derive the argument: “I cannot do anything until society changes and provides me with everything I need to participate”. In my view, the social model has been used more often for claiming our rights than for claiming our obligations. Our ability to claim our rights, however, improves with a better balance between rights and duties.
The social model does not tell us how we can empower ourselves as individuals in taking on more responsibility over our lives or how disabled people can contribute to the work of changing society. Perhaps non-disabled experts could do the job just as well by themselves without us. Sweden’s policy has long been guided by the notion that disability is a function of the interaction between individual and environment. But this insight has not led to the realization of the slogan “Nothing about us without us!”  
According to the social model, the built environment and the attitudes that it reflects create “disability”. The remedy implied by the social model against systemic disabling conditions is inclusion through Universal Design enforced by anti-discrimination legislation. But removal of physical and attitudinal obstacles is not enough for those whose needs require more than “reasonable accommodation”. What good is the accessible bus at the corner for my ability to live and work in the community as others, if I don’t have anybody to help me get out of bed? The social model has not been a strong instrument in working for individual support services.
The area of individual support services is better developed in the concept of Independent Living. Here we have an underlying philosophy and analysis as well as a number of implications for our work such as de-medicalization, de-institutionalization, de-professionalization, self-representation, self-determination, and an emphasis on our duty as best experts on disability to propose, test and promote the solutions we need. Initially meant as our answer to the professional concepts of rehabilitation and integration the movement stresses the need for individual empowerment through peer support, the need for controlling one’s support services such as personal assistance as well as the need for anti-discrimination legislation for promoting self-determination, freedom of choice and equal opportunities. The individual and grass-roots level, the provision of support services and the policy level are addressed. The Independent Living concept encompasses not only the need for antidiscrimination prohibition. It also spells out the need for positive rights such as the right to personal assistance services and provides us with the tools for getting the most out of the services. 
Having worked within this movement for some time I am aware of the difficulties in conveying its message to a wider audience. First of all, the programmatic catalog which I just enumerated is not obvious from the term “Independent Living”. It takes a lot of explaining to unravel the beauty of the concept and its principles. 

Another problem is the word “independent”. The term “Independent Living” was used in Californian legislation in 1959 giving county governments the option to enable county hospital patients with extensive disabilities to leave hospital wards and move to the community by supporting them with direct payments for housing adaptation and attendant services, as they were called then. In the early 1970’s the incipient movement, at that time consisting of young adults, chose the name Independent Living to emphasize its initial program: services that make us more independent rather than more dependent. 
"I'm tired of well-meaning noncripples with their stereotypes of what I can and cannot do directing my life and my future….I want cripples to direct their own programs and to be able to train other cripples to direct new programs. This is the start of something big - cripple power."      Ed Roberts

But the word “independent” gets us a lot of resistance. Who is independent anyway, ordinary people might ask. Why should our group be more independent than the rest of humanity who can be described as interdependent. In cultures with strong family and neighborhood ties the term is seen as an expression of Western individualism. In Asian countries, I understand, “independent” connotes “to be separate, away from”, something undesirable. In Western cultures the term is often taken to mean that disabled people are to do everything by themselves, not needing anybody else.
The concept that has gained ground during the last few years, not the least due to the United Nations Convention on the Rights of Persons with Disabilities, is that of citizenship. It has a number of advantages. For one, citizenship does not single us out as a special group. Its focus is on the characteristic we share with all people. As citizens in a democracy we all are equal: one person one vote. As citizens we have both duties and rights. In calling ourselves “citizens” we have a strong argument for getting what we need in order to fulfill our duties as citizens such as access to information and freedom of movement , protection of privacy, freedom of expression and so forth. Civil rights and duties are much stronger enshrined in our countries’ laws than legislation that is exclusively aimed at our group. 
In a modern interpretation of democracy – I hope this is controversial – citizenship is associated with not only freedom of choice at the ballot but also freedom of choice in the market place. As consumers of goods and services we enjoy anti-trust and consumer protection laws. The European Union has been pushing deregulation of state monopolies to ensure citizens’ access to technological advances and to quality improvements due to competition. Only in the field of goods and services for disabled people we still see remnants of yesteryear’s central planning economies. 

Here, is one of the biggest promises in using the citizen-consumer argument. In many countries goods and services for disabled people are still provided by public or quasi-public monopolies where consumers have very little say in the matter. How can freedom of choice and quality through competition be best promoted? Is it by having state monopolies provide goods and services as in the days of the poor houses before the welfare state instituted the pension system? Why do retired persons prefer pensions that are paid out in cash instead of, say, in the form of cans of food enriched with minerals and vitamins depending on recipients’ age, gender and the season of the year? Because retired citizens consider themselves to be more capable of deciding what is best for them than a government agency. The same holds true in our case. Cash benefits open the way to demand-driven markets where suppliers listen to what consumers want. Services in kind are characteristic for supply-driven markets where you get what’s on the shelf, where one size has to fit all, where your individual combination of resources, needs and preferences is not acknowledged, where you are denied your identity as a unique person.
Civil rights and citizenship are closely linked to country-specific political, social and cultural contexts. Solutions are not easily transferable from one country to the next. But everywhere there are citizens who are less equal than others. Disabled people can benefit from their struggle to enter the mainstream, we can join forces with them and piggyback on their movements. For this we need a marriage between the citizenship and Independent Living models. Citizenship points to the destination, the independent living model gives us the road map. As citizens we have a role in society with rights and duties. The Independent Living approach offers us the tools to fully take on the role.  

