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Global Disability Inequalities, Rights, and Culture: Anthropological and Disability Studies Perspectives (lecture delivered at the Center for Independent Living, Jerusalem) 
   There are numerous historical, economic, political, and cultural factors and forces that have contributed to significant inequalities in the lives of disabled persons worldwide. They include inaccessible or uneven geographies, underdevelopment, globalization, the strengthening of state structures and surveillance mechanisms, eugenic thinking and practice, the imposition of Western-style rehabilitation models, warfare, a burgeoning refugee population, indigenous beliefs and practices, and cultural representations that circulate through art, film, literature, the media, and theater. These factors and forces are refracted through the lens of race, class, gender, and sexual orientation, creating multiple and intersecting forms of marginality and invisibility for some. 
    Alongside the factors contributing to inequality, there is an emerging and expanding global disability rights movement that is seeking recognition from national and international bodies, demanding that disability rights be recognized as human rights. There is also a growing acknowledgement of past (recovered histories) and present enclaves of disability cultures, as well as sites of disability cultures that are currently in the process of formation. Thus, forces of inequality and liberation do not proceed in absolute linear fashion; they no not conform neatly to a Western narrative of progress in which there are continuous societal improvements. Rather, there are always setbacks, veiled agendas, ironies, and contradictions of which one must remain vigilant.
   The material I’m presenting here is based on a selective review of anthropological and disability studies material that surveys the global landscape. When relevant, I will also draw on observations, insights, and queries derived from my preliminary research on the disability rights movement in Israel last summer.      
Global Inequalities
   Approximately 80% of all disabled people live in the majority world (Third World). James Charlton, a disability rights activist who is the director of an organization called Access Living in Chicago and has a strong interest in global disability rights issues (has traveled in Nicaragua, Zimbabwe, Indonesia, etc.), argues that the imbalance between minority (First World) and majority worlds needs to be placed in the context of world-systems theory. This theory purports that wealth inequities between these spheres emerged as formerly colonized countries were forced to remold their economies to meet the demands of the West. Leaving these countries resource poor has produced disability by generating inadequate food supplies, unsanitary living conditions, and unsafe working conditions. It has also stripped these countries of assets necessary to guarantee disabled citizens integration and self- determination, contributing to underdevelopment and a sense of internalized oppression for some disabled people. This pattern of underdevelopment has been exacerbated by globalization processes that support unfair trade policies propelled by profit-seeking capitalists promoting a world open-market economy. 
   The pattern is also bolstered by structural adjustment policies devised by the World Bank and the International Monetary Fund requiring debtor nations to repay loans at the cost of undercutting basic safety nets, health care, education, and employment opportunities and training. These policies disenfranchise already disenfranchised disabled populations. Additionally, these policy restrictions and stipulations perpetuate paternalistic models of development, silencing majority world voices from whom the minority world needs to hear.
   In my estimation, neo-liberal policies have also been potentially harmful for disabled people in Israel as well. We can see this in the way foreign workers are recruited to provide personal attendants; in the way that employment issues are debated; and in the way that notions of social responsibility encourage the internalization of self-monitoring and disabled people from “taking too much.” The retreat of the Israeli state in certain arenas of Israeli life and the emergence of a more individualized ethos may have created significant openings for discussions about human and civil rights. At the same time, however, these shifts in discourse, economic practice, and ethos can undercut the responsibilities of the state to dismantle and transform societal sources of exclusion. Additionally, if disenfranchised groups see themselves as competing for scarce resources and societal recognition, opportunities for dialogue and coalition-building among and between diverse social justice movements may be stymied.            

Culture and Development
    One focus of cross-cultural comparison includes examining mind/ body understandings, concepts of personhood, and values that determine an individual’s social worth. For example, in sub-Saharan Africa, people often seek explanations of disability in violations of the natural (breaking of food taboos), social (breaking of social norms), or spiritual orders. Seeking what is perceived as the ultimate cause of disability takes the stigma off the disabled person him/herself. This orientation also encourages its believers to restore order rather than to “fix” the disabled individuals.  
    Despite the variety of ways of looking at disability, there is a movement in many majority world countries to adopt Euro-American style institutions and government procedures, often an artifact of colonialism. This style rests on the premise that equates equality with sameness, supporting uniform legal codes and uniform bodies and suppressing or replacing local or populist interpretations and practices, even when they are beneficial to the disabled.  Although there is a trend toward community-based rehabilitation (CBR’s), the CBR’s appear to be driven more by cost concerns than by a desire to re-imagine criteria for social belonging, encouraging input from disabled people themselves.

    An interesting  example of the ironies of a majority world country’s struggles to establish criteria to determine eligibility for disability services and rights can be found in research conducted in China on a state-run institution, the Disabled Peoples’ Federation. Founded in 1988 by Deng Pufang, Deng Xiaoping’s eldest son, himself paralyzed in an attempted suicide during the Cultural Revolution, the Federation has attempted to redeem the moral status of the Communist Party, demonstrating its concern for China’s most vulnerable citizens.  The ironies of the efforts of state bodies are at least threefold. First, the criteria sometimes confuse and exclude persons applying for eligibility because they fail to consider functional limitations as imposed by disabling environments and because they ignore more fluid local categories. Second, government officials initially omitted mental illness because of its cultural associations with destabilizing social structures until pressure was brought from psychiatric elites who argued that recognizing mental illness was a mark of advanced civilization. Third, China established its goal for the total number of disabled to be located on the basis of a 10% worldwide statistic first put forward by Rehabilitation International and then adopted by the United Nations. The statistic was not derived from rigorous evidence, but was meant to impress relevant national and international bodies that the magnitude of disability deserved immediate attention. However, when Chinese statisticians fell short of the 10% quota, they felt that they had lost face and embarked on another statistical count. Unfortunately, then, the desire to be accepted as modern may actually draw energy away from more creative problem-solving forums that enable distinct nations to arrive at unique solutions.

Disability and War  
   Contemporary warfare, with its “advanced” strategies and technologies of death and destruction, serves as another catalyst for global inequality. The consequences of warfare are not random but intentional such that “spoiled” and displaced bodies are evidence of the power of the victors over the vanquished, creating injuries and amputations that societies are unprepared for and generating refugees unhinged from familiar arrangements, social networks and modes of survival. International policies, such as the 1997 Landmines Treaty, set the tone for “fairness” in war, while reconstruction efforts are often hampered by a lack of consideration for disabled citizens. Modern nation-states also insist on preparedness for war, placing an emphasis on physical fitness as a requirement for full citizenship. Those who return from war may be classified as heroes or martyrs, potentially generating a two-tier system, with nonmilitary disabled citizens on the bottom of the social rung. 

    This military/civilian hierarchy is apparent in Israel; yet ironically, military and civilian life seems enormously intertwined. Having been here for part of the war last summer, I was especially struck by two things. One concerned nationalist sentiment and witnessing the personal and social conflicts that ensued over whether to publicly pursue certain disability rights agendas, such as the right to representation at the UN convention, when Israel was at war. The other was the enormous amount of responsibility that disability rights organizations, such as Mate Ma’avak, were given in the war context, to evacuate people from the North and insure that they had proper supports in place. Given the ideology of Israel as a state in constant alert, it must be enormously difficult to sustain activist agendas. On the other hand, given the extent of military/civilian hierarchies, I wonder if that doesn’t create a unique opportunity for the civilian disabled to identify and reveal the societal drawbacks of placing war heroes on a pedestal.
Gender and Sexuality
   Gender and sexual inequalities are another important factor to be taken into consideration when analyzing global inequalities. Granting or denying people sexual agency is a political act; sexual and political agency work in tandem. In many societies, the disabled are either considered asexual or regarded as suffering from an unbridled sexuality. Disabled girls and women are often the targets of various forms of violence, have their reproductive rights violated, are kept more sequestered than males, and are less likely to have access to education and employment opportunities than their male counterparts. Disabled girls are particularly vulnerable in India for the reasons stated above. In an interesting twist, disabled sons are thought to be a threat to lineage capital, a form of capital that emphasizes the ability to fulfill expected family obligations, resulting in greater attention being paid to their rehabilitation needs.

   Additionally, disabled female voices may be dismissed and discounted, contributing  further to a sense of non-personhood and invisibility. Take  the case of a woman in Delhi who was diagnosed with chronic schizophrenia and placed in a state-subsidized hospital. While there, she attempted to express concerns about her mistreatment by her husband and mother-in-law but was ignored because anything that she said was attributed to her “madness.” In this case, the patriarchal structures of the state and the domestic spheres served to reinforce this woman’s status as a persona non grata. 

   Either a disabled male or female may be looked upon as lessening the marriage opportunities for their siblings or otherwise symbolically polluting the kinship domain.  Take the story of a Indian female born with a major facial blemish whose relatives wanted her quickly married off to a person of lower social standing as a means of containing the threat that she posed to their extended domestic circle. In this instance, her parents were her allies, ensuring that she acquired some education and allowing her to wait to get married until she found a suitable match. Such a stance necessitated that the parents be cut off from an ongoing relationship with their relatives. 

   Cultural associations with gender may create differential access to mobility as well. Again research on disability advocacy in contemporary China, establishes a connection between constructions of masculinity, notions of speed representative of modernity, and the increasing emphasis on privatization and neo-liberal market ideology in the post-Maoist era. Moving quickly through public space is an important facet of masculine role performance and distributing motorized tricycles to physically disabled men has been a means of restoring the masculinity of the individual and the state. Disabled women, on the other hand, are not seen with these tricycles both as a result of bureaucratic exclusion and a greater concern for not being subjected to stares in non-domestic arenas, a concern potentially magnified by objectifying images of women in Chinese consumer culture. In tandem with these vehicles, the China Disabled People’s Federation has extended more support to physically disabled men than women in the area of entrepreneurial development and affirmative action. Federation officials perceive women as more difficult to converse with and more incompetent than men, and therefore poor subjects to invest in for the purpose of showcasing their reforms.
    Disability Culture, Activism, and Global Rights Movements
   Despite these long-standing and contemporary inequalities, shared social settings from which disability cultures emerge are nothing new (for example, Japanese guilds for blind musicians, mid-1600s-mid-1800s, or Buddhist temple schools for the deaf and blind established in the late 1800s) . It is important to note that disability culture is not born in a single arena. It is probably best to speak of disability cultures, which may or may not overlap, interact, or engage one another. Some are found in locations where dominant ideologies (medical institutions or assisted-living communities, for instance) define institutional practices. Yet, within those institutions, vibrant disability cultures may exist in which disabled people mentor each other in survival strategies, act out their sexual desires, and/ or participate in collective acts of subversion. In Israel, I’ve observed or heard about multiple sites of disability culture, from Alin to the strikes to the leadership course organize by Shatil, with the support and input of the Commission on Disability Rights.        

   In recent decades disability rights activism has been sweeping the globe, confronting myriad inequalities. Global disability activism may be overlooked because of stereotypes that equate activism with fitness or majority world with dependency and a passive femininity, making disability and Third World appear redundant. Activism may pose specific challenges for the disabled. In Canada, a women’s activist group was formed in 1977 called the Disabled Women’s Network (DAWN). They made an effort to extend themselves to women who had originally been excluded from the women’s movement (people of color, immigrants, lesbians) in order to formulate broad-based objectives for their organization. Nevertheless, they were faced with multiple constraints such as lack of transportation, inability to afford the cost of conferences, inaccessibility of places in which to meet or places in which to stage their protests, and uneven access to computer technology. These obstacles, of course, are likely to be even more magnified in majority world countries, but even the urban slums of India are beginning to give rise to parental groups fighting for the rights of their children and disabled people advocating for their own concerns. Moreover, disabled activists in late-industrial societies are not necessarily guaranteed a voice because their bodies are often seen as lacking or contaminating corporate capital (meaning that they are not viewed as consumer or profit-makers).

   Disabled activists will often articulate strategies for social change that draw on pre-existing models that are embedded in the institutions and values of their own societies. For example, while there are ethnic minorities in Japan, these minorities have not struggled for their civil rights using minority group models. Therefore, post-Pacific War deaf groups have positioned their claim to rights and resources in terms of their Japaneseness. They don’t differentiate between early onset and later onset deafness in order to make their organizations more inclusive; they play down the difference between the Japanese language and various forms of Japanese sign; and they address their exclusion, in part, by creating a micro-Japanese culture for their members, organizing their own baseball teams and outings to enjoy hot spring spas and spring blossoms. This form of self- and group fashioning is intended to convince the government that it has a responsibility to help improve the lives of deaf citizens because they are members of the Japanese body politic; it also scores the importance of nationalist identity to this generation of deaf Japanese.       
   One of the benefits of globalization has been the circulation of information about global disability activism such that disabled activists can learn from each other and form coalitions. As with the minority world women’s movement, though, caution needs to be exercised concerning disabled activists from first world countries imposing their priorities and strategies on majority world activists who may face different conditions and political structures. It is equally important that the elites of majority world countries not be solely the ones to determine what discrimination and access issues be raised with local, national, and international bodies. A case in point is the Philippines where a disabled talk show host launched a campaign against disabled people in freak shows. These carnival entertainers protested his actions because they preferred this form of employment to sheltered workshops, the only alternative supported by government officials for poor, disabled Filipinos.    This case underscores the importance of demanding economic and social rights and not simply focusing on individual civil rights.

   Additionally, global discourses on disability rights may radicalize a younger generation of activists but dismiss or devalue other positive sources of identity for disabled people. This can be seen in the case of deaf identity politics. Many international deaf organizations are promoting an international deaf identity, arguing that the deaf are a linguistic minority that don’t have any real national belonging because they don’t fit in anywhere (Nakamura). This stance assumes that deafness trumps all other identities; yet anthropologists have found that in Japan and India, this isn’t the case. While this discourse has encouraged Deaf pride and community, it may also detract from our understanding of the multifaceted nature of identity for deaf people in certain locations.   
Concluding Thoughts
   We know that conventions, such as the recently ratified UN convention on disability rights, can prove useful to nations interested in developing their own policies and methods of implementation concerning disabled people. While such conventions can raise international awareness of disability issues, the process and outcome are also fraught with problems. For example, underscoring economic rights incites resistance from some minority world countries who benefit from the underdevelopment of the majority world. Additionally, there are problems with enforcing the stipulations of this and similar conventions and ensuring broad-based input, including the most disenfranchised, into deciding the process of implementation.
    As an anthropologist, I also don’t want to see alternative sites of knowledge and strategy, and alternative models of an ethical and inclusive society obscured by the language of an abstract universalism or by narratives of progress that create misleading hierarchies by which some nations are cast as advanced and others as backwards. One of the things that fascinated me about being in Israel last summer was the way in which diverse discourses, from religious to anti-militarist, were called upon to critique existing social arrangements and envision alternatives. These discourses engaged the language of rights but reformulated them as well. They need to be listened to and considered in order to entertain diverse moral claims and broaden the scope of people who benefit from such claims. I also came to Israel last summer, not with the intent of situating it on a ladder of progress, but in order to learn about how global and local forces shape, inhibit, and create opportunities for social change in the disability rights arena. Anthropologists know that social change always takes place in a dynamic arena, sometimes accommodating, sometimes contesting dominant ideologies and practices. The outcomes can’t always be predicted.    
   Finally, I’m reminded of the insights that the American journalist John Hockenberry (himself a wheelchair user) says he gained about his own culture from reporting in Israel/Palestine on the first Intifada. He grew up in a culture in which people not only valorize independence (obsessively, destructively) but one in which people don rose-colored glasses, always assuming their plans and dreams will be realized. In Israel and Palestine, he said the political uncertainties and myriad other obstacles to social success mitigate against such absolute assumptions, leaving people with the understanding that the best laid plans can and do go wrong. He didn’t see this as a bad thing but rather as a potential opening for the fostering of the value of interdependence. What Hockenberry learned is that there’s power in imperfection and uncertainty is simply an element of the human condition.              
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