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Preface

			I have been writing different parts of what feels like the same book for over a decade now. The process began when my experience with a group of young people with disabilities challenged the relevancy of my doctoral dissertation (Practicing Witness, 2011). It continued as I ministered to and with them and as they helped me to imagine a different kind of youth ministry (Amplifying Our Witness, 2012), and it now finds expression in this book. I humbly offer this work as a foundational contribution to a new conversation that brings disability studies and mission studies into dialogue about the witness of the church. I am hopeful that others will carry this work forward by refining and expanding it.

			I am thankful for the many people who have provided feedback, pushback, and encouragement through this process. Early on, I was supported by a research assistant at Western Theological Seminary, Luke Soderstrom, who continues to explore the connections between disability and theology as a perpetual student. Four different Deaf people (scholars, pastors, and innovators) gave me valuable feedback: Kirk VanGilder, Tom Hudspeth, Chad Entinger, and Noah Buchholz. Bradley Nassif helped me navigate my engagement with Orthodoxy. And there were many others: from mission studies, Darrell Guder; from mission studies and disability studies, Amos Yong, who also served as an editor for this volume; from practical theology and disability studies, John Swinton; Randy Smit offered his poetry; Tom Boogaart offered his experience and wisdom; David Komline provided his expertise in American religious history for chapter three; Kristin Johnson and Jeff Monroe offered their careful editorial eyes; and the Friend residents from Friendship House offered their stories and perspectives. The Summer Institute on Theology and Disability provided a space to work through some of the ideas in this book in the form of plenary session presentations and workshops. My students in our Graduate Certificate in Disability and Ministry provided stimulating and generative conversations. Kristen Peyton (www.kristenlied.com) helped me demonstrate the importance of moving beyond words to communicate by creating sketches. Thanks also to Taylor and Francis for permission to use extensively “Enabling Witness: Disability in Missiological Perspective” in chapter two (informaworld.com) and to those who keep Laura Hershey’s work and impact alive (laurahershey.com) for allowing me to use her poem “Culture Shock, Crip-Style.”

			Finally, special thanks go to the Conner children (Tommy, Victoria, Taylor, and Tessa), who endured my present-absence at times while I contemplated and wrote what follows. And thanks to my wife, Melissa, who is always my partner in coram Deo: life lived before the face of God.

			Benjamin T. Conner

			Pentecost Sunday 2017

		


		
			

			
Introduction

			Megan is a thirty-four-year-old woman with cerebral palsy and a significant cognitive impairment who lives in a group home. She is barely verbal, difficult to understand, and, oddly, when she does speak, says everything at least twice in direct succession. She works a few hours a day at McDonald’s during the week cleaning up the dining area. On weekends, she goes to church with us. She can’t read, so she makes unusual noises during the songs and the recitation of the Apostles’ Creed. Her friend Seth, who has Down syndrome, now comes with her, and they always sit near each other. Once when we were out of town, Megan went to church by herself. Her phone made noise during the service, and she was unable to turn it off. She left.

			Do you think you know Megan?

			Let me try again.

			Megan is a resident at Friendship House, a residence on the campus of Western Theological Seminary where seminary students share housing with young adults with intellectual disabilities. She delights in her housemates, and they are her best friends. She sometimes exercises, prepares meals, or creates artwork with the seminary students. On World Down Syndrome Day this past year (always March 21 to symbolize the value of the extra, or third copy of, the twenty-first chromosome in people with Down syndrome), four of the Friendship House Friend residents were looking forward to being acknowledged and celebrated.1 Megan does not have Downs, but her friends wanted to make sure she was included. When my wife pointed out that Megan didn’t have Down syndrome, they insisted, “Megan has Downs.” Megan nodded her head vigorously and repeated in affirmation, “Yes, I do . . . yes, I do.” Why should she be excluded yet again, this time because she has the “wrong” disability?
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			She has difficulty communicating verbally and knows it, so in an effort to make sure you can understand what she is saying, she tends to say things at least twice. Every day during the work week, Megan takes public transportation to her job. Once a week she rides horses at a therapeutic riding center.2 On her way to work, she often texts her friends the emoji of a hamburger, and when it is time to ride, she texts an emoji of a horse. On the weekends, she joins my family at church (and texts us an emoji of a church to let us know she is there and waiting for us), and she is an important part of our community of witness. Though she can’t read, she participates in all aspects of the worship service and offers habituated responses to the music and the recitation of the Apostles’ Creed.3 Megan has a contagious enthusiasm about church and emits a profoundly joyful and largely nonverbal witness to being included in the body of Christ. When she invited her friend Seth to attend church with her, of course he came. Everyone wants to be loved and included; everyone is looking for a place to belong. Soon after joining us at church, Seth was baptized.

			One Sunday when we were out of town, Megan attended church by herself. She sat in the balcony where we often sit together. No one sat close to her. During the songs, no one found the correct pages in the hymnal for her. At some point during the service, her phone began to buzz, and she was unable to turn it off. People around her “shushed” her and looked at her in a way that she interpreted as harsh and angry. No one helped her. She began to cry. No one comforted her. She quickly left church, ran home, and cried. In the three years we have known her, Megan and her friends from Friendship House have the chance to gather and share highs and lows from the week with my wife and each other. In that time she has had only two lows. One was when my son stopped by McDonald’s when she was working; he didn’t see her, so he did not greet her. The other low was when her congregation failed her: they didn’t make room for her, didn’t value her contribution to the church, and didn’t seem to want her witness.

			It should be obvious that Megan is not suffering because of her cerebral palsy or limited intellectual development. In fact, she is generally one of the most joyful people I know. She does, however, suffer when she feels unwelcomed, excluded, or like she doesn’t belong. Don’t we all? We must complexify the common-sense belief that all people with disabilities suffer as a consequence of their impairments. Unfortunately, disability and suffering are frequently paired in the relatively few seminary courses that engage the lived experience of disability and in books and curricula that address disability from a faith perspective.

			I don’t want to over-interpret Megan’s life and appropriate her experiences in an instrumental way to make my points. Much of my retelling of her story is my attempt to allow her to “speak for herself” when words are difficult for her and to allow her to offer a word of challenge to the church. I want to acknowledge that Megan’s involvement at church, my familiarity with her, and my awakening to her indispensability as a part of a witnessing community are among the many experiences that led me into the type of theological inquiry found in this book.

			Through various communicative modalities, Megan conveyed her delight in attending church with our family, and her Spirit-enabled witness prompted Seth to want to join the church. Megan participated in the congregational practice of Christian witness.

			Her friend Seth was recently baptized. Seth shares Megan’s enthusiasm for church, and while he functions on higher social and intellectual levels than Megan, Seth also lacks the capacity for abstraction that is required to cogitate on deep theological truths. What did he understand about the sacrament? Was the event, in his mind, as much a cause for a party as it was about union with Christ? Does he really understand the Apostles’ Creed, which he recited in confirmation of his baptism? Seth certainly knew that he felt loved, and he responded in the way that the community set forth. One of the most important aspects of Seth’s liturgy of baptism might not have been his understanding of the event but rather the vow of the congregation members to commit themselves before God to Seth’s spiritual nurture.

			Seth was asked, “Will you be a faithful member of this congregation, and, through worship and service, seek to advance God’s purposes here and throughout the world?” Seth responded “yes” to what he understood to be an invitation to join a community where he felt welcomed. Seth took his place as an ordained (baptized) member of the congregation. By virtue of his baptism he is called to participate in God’s ongoing redemptive work in the world and to bear witness to that work, just like Megan. But how will he be able to live out his baptismal identity? Certainly Seth, like all Christians, has received gifts of the Spirit. And I know Seth to have many other characteristics and capacities that he could employ in service of this mission. Still, he is limited intellectually and has a small sphere of social interaction. The clue to Seth’s being shaped and supported in his role as a member of the body of Christ is found in the congregation’s response. The congregation stands and receives the charge (in the form of a question):


			Do you promise to love, encourage, and support

			these brothers and sisters

			by teaching the gospel of God’s love,

			by being an example of Christian faith and character, and 

			by giving the strong support of God’s family

			in fellowship, prayer, and service?4



			Seth’s desire to be baptized provided the congregation with an opportunity to revisit their doctrine of baptism, and it might add a fresh perspective from which the practice of baptism can be more fully appreciated. Seth enters a community of faith just like everyone else—he doesn’t have all of the spiritual gifts for the edification of the church, but he has some of them. Like the rest of us in the community of faith, he is not independent but rather interdependent on the Spirit and others in the community for his growth in the life of faith. While he has not yet and might never pass through some of the anticipated stages of physical, cognitive, and psychosocial development, Seth comes into the Christian community with all he needs to be a disciple. His baptism, like every baptism set within the acknowledgment of the Spirit at work and within the confession of a community, bears witness to this fact. Seth’s baptism reminds the congregation of what is true of all baptisms—they are more about God knowing us and equipping us than they are about knowing exactly what we are doing, choosing, or proclaiming.

			My Location

			I am a professor of practical theology at a denominational seminary who, along with the others in this community, is invested in preparing the next generation of men and women to lead the church in mission. I do not at this point have a recognized disability and acknowledge the challenge of writing on the subject when I am not disabled. I am an outsider to the experiences of exclusion and discrimination that so many people with disabilities face.5 At the same time, I have shared and continue to share life with many friends with disabilities and have found that the concept of disability and the perspectives of people with disabilities can unmask biases and values in our culture that push against human flourishing. Embarrassingly and with great consequence, those biases exist neutrally and go uninterrogated in our churches, seminaries, and divinity schools. In my role as a professor, I have come to recognize that the mere presence of a person with a disability on the campus and in the classrooms at a seminary can make people reconsider received biblical interpretations, theological dogma and formulations, and pastoral practices that we had thought were settled and had become ossified in curriculum. Ultimate questions ranging from creation to telos (“What does it mean to be made in the image of God?”; “What are the qualifications of a minister?”; “How are disabilities and eschaton related?”) must be revisited and reformed in light of the lived experience of disability.

			Examining how disability is constructed and represented in society is of utmost importance for people called together to bear witness to the kingdom of God. We need to [dis]able discipleship and theological education, by which I mean we must expose the ways in which we inhere biases against people with disabilities in every aspect of our life together. We need to do this for the sake of forming disciples in ways that stimulate their theological imaginations toward enabling the witness of their congregations.

			How might this happen?

			In the process of encountering perspectives of people with disabilities and studying disability theory, students might come to embrace their own disabilities, hidden and visible, and find new energy and perspective from them. When students are in relationship with other students and instructors who have disabilities, the elastic and porous category of disability, as a means of predetermining where someone falls on an ability-disability continuum, will be transcended. Instead of disability being a disqualifying category for participating in theological reflection and pastoral practice, disability will be viewed as a unique point of reference from which new insights are gained and practices are reformed and refined. Disability scholar Brenda Jo Brueggemann explains that “disability enables insight—critical, experiential, cognitive, and sensory,”6 so unlocking that insight by acknowledging it, making room for it, and nurturing it by providing discussion platforms and conversation partners enables the sort of theological education that will support congregations in their mission. Disability, rather than being something that gets in the way of a theological education and must be overcome in order to be properly formed for ministry, can provide a perspective from which students can better understand the human condition, doctrines and texts, pastoral skills, and congregational witness.

			Summary

			The twin purposes of this book are to stimulate a conversation between disability studies and theology (particularly mission studies) around a vision of the entire body of Christ sharing in the witness of the church, and to imagine how we might [dis]able Christian theology, discipleship, and theological education for the sake of enabling congregational witness. In the chapters that follow I prepare the way for a dialogue between mission studies and disability studies by introducing theoretical tools and conceptual categories for [dis]abling from both fields, provide concrete examples of the process of [dis]abling, and propose some ways that our congregational witness is enabled when people with disabilities are involved. 

			Here is how I will proceed. In part one of the book, two chapters set the stage for the discussion to follow by introducing the two primary conversation partners: disability studies and mission studies. The first chapter, “An Introduction to Disability Studies for Mission Studies,” introduces the concept of disability and some of the core themes of disability studies and explains their relevance for theology and mission. It addresses the cultural situatedness of disability and explores how the concept and experience of disability can provide a means for critiquing cultural norms and values that reduce our vision of humanity. I argue that taking the experiences of those with disabilities seriously can both enrich congregational ministry and witness and demonstrate how addressing the challenges associated with disability is a matter of justice and reconciliation. The second chapter, “Introduction to Mission Studies: A Disability Perspective,” introduces readers to the field of missiology and proposes the missiological concepts of missio Dei, indigenous appropriation and contextualization, and Christian witness as potential frameworks for liberating and [dis]abling witness. These missiological tools, I contend, are fitted for preparing temporarily able-bodied people to recognize and appreciate the contributions of people with disabilities in the ministry and witness of the church.

			In part two, three chapters draw on the concepts introduced in part one and offer examples of enabling witness through [dis]abling mission studies and theology. Chapter three, “‘Deaf to the Ways of God’?” provides a positive interpretation of the often negatively construed phrase in a way that is oriented toward “Deaf gain” rather than hearing loss. This chapter provides a history of Deaf culture in the United States through a missiological lens that connects Deaf culture directly to nineteenth-century evangelistic efforts. It also addresses ways in which Deaf culture, theology, and ministry pose challenges to the practices of evangelism and witness.

			Chapter four, “Intellectual Disability and Our Iconic Witness,” explores ways that intellectual disability differs from other disabilities and proposes an understanding of evangelism and witness grounded in an appreciative appropriation of Orthodox iconography. My intent is to expand and challenge popular conceptions of witness and demonstrate how people with little or no capacity for abstraction or logical thinking participate in Christian witness.

			Chapter five, “[Dis]abling Theological Education to Enable Witness,” turns our attention to the setting of theological education and attempts to answer the question, “As a theological educator, how can I participate in [dis]abling theological education for the sake of enabling witness?” I survey the current state of theological studies with respect to the lived experience of disability, develop concepts introduced earlier in the book, and introduce heuristic tools such as de-familiarizing, de-stabilizing, disrupting, and dis-locating as means of critiquing and [dis]abling current practice. Finally, I propose a way forward in terms of presence (people with disabilities must be present in all aspects of theological education), intention (the human experience of disability must be directly engaged), and dimension (the human experience of disability must be acknowledged by every field and discipline) for enabling theological education and witness. An epilogue closes the book.

			

			

		

		
			*At points throughout the following chapters, the reader will find artwork created for the book by the artist Kristen Peyton and intended to supplement the ideas communicated verbally. Please use them to engage other ways of knowing and reflecting on the intersection of missions studies and disability studies.

		


		
			

			PART I

			Setting the Stage

			In the following chapters I will set the stage for a conversation between disability studies and mission studies by introducing the dialogue partners to each other. There are many different ways in which one could represent a field of study. For example, mission studies involves contextual analysis, theology, and history, and touches on and draws on many of the social sciences, especially anthropology. Evangelical missions scholar Charles van Engen lists forty-eight separate cognate disciplines with which missiology intersects in its attempt to “describe, understand, analyze and prescribe the complex nature of mission.”1 Each area of emphasis could inform and be challenged by disability studies. My engagement with mission studies will be targeted and guided by the following questions: What concepts or practices from mission studies are most suited to work alongside disability studies to support the flourishing of people with disabilities? What missiological issues are raised by the lived experience of disability?

			Disability studies is equally broad in range and foci, as I will explain below. My guiding questions for engaging disability studies are: How might disability studies help missiologists to better understand and address the human condition? In what ways can disability studies open missiologists to the many embodied ways that congregations participate in God’s mission?

			Given the limits of my inquiry, it would be impractical (and impossible) to attempt a comprehensive introduction to either mission studies or disability studies. Alongside the breadth of the fields, both disciplines involve contested boundaries with respect to the scope of the field and often competing interests. This results in very different understandings of whether one is faithfully representing the field. The following two chapters will avoid such intramural battles and instead offer an introduction to each field of study that will enable them to gaze through each other toward the task of enabling witness.

		


		
			
1

			
An Introduction to Disability Studies for Mission Studies

			In 1988 our portable church was meeting in a Catholic school gymnasium. On this particular Sunday morning, the gym was not available to us to use as our sanctuary because the floor of the gym was being treated, so the church set up in the cafeteria. Signs led us around the outside of the massive structure to a set of concrete stairs that led up to the cafeteria. As Duncan wheeled around the front of the building to the side stairs, it became clear to everyone, especially to him and his parents, that Duncan was going to have a difficult time getting into church. In that pre-ADA world, Duncan’s motorized wheelchair faced several concrete stairs with no ramp or lift.1 Those around Duncan began to feel at once awkward and guilty, so they hastily considered how to get Duncan into church. But I don’t remember anyone consulting Duncan. The solution was for me to carry Duncan up the stairs and to have a few other people carry his heavy motorized chair. I picked Duncan up, but I don’t remember asking his permission. At the top of the stairs and back in his chair, Duncan was gracious, but I don’t remember him coming back to church.

			Duncan was objectified by well-meaning people, and this episode represents the way many churches engage persons with disabilities. The church wants to serve and help, but it has no idea how and tends to do things for people with disabilities rather than with them. There was no sense in my encounter with Duncan that he might not want to be picked up. There was no sense that getting him into church was vital because he might have a contribution to make that the church needed. Evangelism and mission in our churches often follow the same approach—evangelism has disability impairments in view and assumes the person with disabilities needs services and ministry. Churches seldom consider what people with disabilities might contribute to the congregation and even less frequently imagine that someone with a disability could possibly be the minister.
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			Duncan Borland had multiple sclerosis (MS) and died over twenty years ago due to complications related to the disease. After attending MIT, where he played water polo, he attended Union Theological Seminary in Richmond, Virginia (now Union Presbyterian Seminary), and was ordained a Presbyterian minister in 1990. He was the first Mission Road Developmental Center chaplain and concurrently served as a beloved associate pastor at Morningside Ministries in San Antonio, Texas, where he lived until his death. In 1994, Duncan Borland was honored as the Disabled Worker of the Year in San Antonio. But how would I ever have imagined any of that? He was just a disabled guy I needed to get up some stairs so he could attend my church. He needed access, and we gave it to him, right?

			Last year Terry DeYoung, coordinator for the Reformed Church in America (RCA) Disability Concerns, guest taught my Ministry and Margins class at Western Theological Seminary. He spoke about his experience of living with a disability, gave a summary of the kind of work that is being done in RCA churches with people with disabilities, and answered questions regarding disability and inclusion in congregational settings. One student asked what people with disabilities in general think about a certain subject. Terry wasn’t sure how to respond. He politely addressed the question by beginning, “I can’t speak for all people with disabilities, but I think . . .” The question highlighted the underlying assumption, even among sensitive and engaged seminary students, that disability is a homogeneous concept and that one person with a disability can speak for all others.

			“Disability” is a designation with a broad spectrum of referents that is constantly under negotiation. It is at times a label applied to people against their will, marking them as somehow defective, incomplete, or medically or psychologically pathological. At other times, the label is welcomed as an explanation and provides an avenue to resources and educational support that leads to access to goods and experiences people would otherwise be without. In particular, persons with invisible or hidden disabilities or impairments that often can’t be discerned by observation (many mental health issues, chronic fatigue syndrome, debilitating pain, epilepsy, some traumatic brain injuries, cystic fibrosis, deafness, etc.) can find a diagnostic label explanatory, legitimating, and comforting. As disability scholar Tom Shakespeare explains, “Diagnosis can lead to better understanding of the problem and to access to appropriate support mechanisms: resource allocation is label-led.”2

			“Disability” is also, alternatively, a badge or self-selected marker of identity. For example, self-identified “crips” who embrace their embodiment and reliance on wheelchairs or persons on the autism spectrum who embrace their neuro-diversity are not seeking a “cure.”3 Instead, they are asserting the value of their differences and the indispensability of their perspectives and experiences for any full account of the human experience. Disability can be a very important identity marker for some people.4

			Consider, for example, the issues raised by the reception of Shakespeare’s Disability Rights and Wrongs.5 In that groundbreaking work, Shakespeare, a scholar and advocate who has a disability, critiqued the British strong social model of disability, explained below, as inadequate. He contended that for all the benefits of the social model, which rightly highlights the social construction of disability and pushes against conceptions of disability as personal and pathological, it fails to address the reality of the human experience of impairment. As he explains, “Disability results from the interplay of individual and contextual factors. In other words, people are disabled by society and their bodies.”6 What was the response to his critique? A series of largely negative reviews of Shakespeare’s work was penned by leading advocates of the social model of disability in a significant disability journal that cast his book as “an attack on British disability studies and the disabled person’s movement.”7 An article also questioned whether Shakespeare is really even disabled or simply “physically distinct,” as with dwarfism. The article continued to assert that to the disability movement, “Shakespeare is no longer disabled but disabling.”8 Who gets to decide whether Tom Shakespeare is disabled?

			The Curious Case of Julia

			Disability identities are complex. People with disabilities are often defined by others in terms of one feature: the perceived disability or impairment. Julia Watts Belser, an assistant professor of Jewish studies in the Department of Theology at Georgetown University, lives in the intersection of many different identities and negotiates many labels and badges. (In fact, I have just given you one: professor.) She contends, however, that the advocacy, affinity, or interest group that might pay her and reimburse her travel to speak at a conference on the issues and concerns that touch on one aspect of her identity do not dictate her identity. She is, in her own terms, “a queer disabled woman” preferring to use disability-first language to talk about her cerebral palsy.

			Julia is at once a minority as a woman, a minority as a person in a wheelchair with cerebral palsy, a religious minority as a Jew, a minority within Judaism as a female rabbi, and a sexual minority who claims the designation “queer.” Recently, at the Summer Institute on Theology and Disability, she recovered another label or badge, that of “rider,” when she rode a horse for the first time since before she was a wheelchair user (twenty years earlier). Zen, a retired dressage horse, had been ridden moments earlier by a young man with Down syndrome who had no previous riding experience and low muscle tone in his core. A seasoned therapy horse, Zen dutifully followed his rider’s instructions and loped around the perimeter of the arena and between cones, advancing and halting on command. However, when Julia sat on Zen, the horse immediately recognized what the wheelchair had obscured to others, that Julia was a rider. Zen rounded, tucking in his head and rear, raising his withers and flexing his core muscles as he rotated his ears backward to receive commands. Though Julia has little use of her legs for controlling Zen, the horse detected her strong abdomen, steady seat, and advanced reining. Julia’s chair was set aside for the moment as the horse became her legs, and she experienced the intimate connection between human and animal that can only be gained through participating in the practice of horsemanship. Zen was also impacted by the encounter—Zen was enabled to be the horse he had been in the past. At that moment Julia was still a disabled, queer, Jewish woman—and everyone wanted to be her.

			Disability Studies and Disability

			Disability studies is a multidisciplinary and interdisciplinary field that examines the construction and function of the concept of disability in society as a socio-political, medical, and cultural phenomenon. According to disability scholar Simi Linton, it provides “an organized critique on the constricted, inadequate, and inaccurate conceptions of disability that have dominated academic inquiry.”9 And in Ronald Berger’s estimation, disability studies is “vital to an understanding of humankind.”10 Disability studies will be our partner as we explore the experience and interpretation of disability and the implications of disability for the theology and witness of the church.

			People with disabilities, if abstracted as a group, can be conceived of as the largest multicultural minority group in the United States, an open minority group most people will likely enter against their will through accident, disease, or the natural process of aging. It is a group that includes a collection of people who can be found in every class, race, ethnicity, and economic circumstance. That fact that around 19 percent of the US population, or approximately 56.7 million people, has a disability suggests that nearly every person in the America is touched by it.11 So what is disability?

			Perhaps one could begin with a definition such as that offered by the World Health Organization (WHO) or the Americans with Disability Act of 1990 (ADA). Those definitions read:

			WHO: Disabilities is an umbrella term, covering impairments, activity limitations, and participation restrictions. An impairment is a problem in body function or structure; an activity limitation is a difficulty encountered by an individual in executing a task or action; while a participation restriction is a problem experienced by an individual in involvement in life situations.12

			ADA: The term “disability” means, with respect to an individual (A) a physical or mental impairment that substantially limits one or more major life activities of such individual; (B) a record of such an impairment; or (C) being regarded as having such an impairment.13

			The WHO suggests that over a billion people worldwide have some form of disability according to their definition.

			In both definitions, the concept and reality of disability is ascribed to individual or social factors, but all attempts to circumscribe disability fail. These definitions attempt to differentiate between “disability” and “impairment” and struggle to navigate the spaces between a biomedical model of disability, where the “disability” is considered a pathology or a deficit of the person (John is a person with a disability); the American social model of disability, where John is a member of a minority group (again, using person-first language, John is a person with a disability); and the British strong social model of disability, in which the disabling condition is a social construction imposed on the person (making John a disabled person). If a disability is primarily an individual deficiency or deficit related to impairment, as the biomedical model suggests, then the way forward for addressing the “problem of disability” is to invest in developing more reliable diagnostic tools, emphasize the search for cures, and support the work of rehabilitation. If disability is bound up in identity politics, and people with disabilities are primarily to be understood as a minority group, then the problem of disability should be addressed through civil rights legislation. If a disability is fundamentally a social construct, then, to quote Michael Oliver, “disablement has nothing to do with the body.”14 We must address physical and attitudinal barriers, and unmask and tackle unjust social structures and practices, in order to make environments and physical spaces more accessible. According to Deborah Creamer, a theologian who has a disability, medical and social approaches to disability highlight significant features of disability, but neither the medical model nor either social model of disability captures the variability and volatility of human embodiment and the complexity of the lived experience of disability.15

			The poem below by Laura Hershey touches on the complexity of disability that Creamer references. Hershey (d. 2010) was a writer, poet, disability rights activist, and consultant. She was a self-identified “crip.” To Hershey the term crip was a badge, a way of taking ownership of her identity as a wheelchair user that challenged negative assessments of her that were embedded in the dismissive label “cripple.” Her poems are witty and visceral—they allow readers to “feel” the experience of living in an able-oriented world with the challenges associated with spinal muscular atrophy. In the poem below, Hershey relates her experience of culture shock as someone who has worked hard to navigate the ableism of the United States.16 She demonstrates that she is not as disabled as some perceive but finds herself in a culture where she is foreign, even to herself. She does not have the supports she has come to depend on and that represent a sense of home for her. Her poem highlights the complexity of disability, touching on the medical model and impairment effects, the social model and accessibility issues, and crosscultural factors.


			Culture Shock, Crip-Style

			I breathe in

			a chaos of odors, scarcely filtered,

			a noxious bouquet.

			Throat muscles tense,

			push short breaths through drying tissue,

			sounds barely strong

			enough to pass the blue paper

			masking my nose and mouth.

			The language I speak here,

			fed by this fetor, sounds foreign to my Chinese friend, listening so hard,

			leaning toward me on the bus;

			sounds foreign to my American friends,

			wincing behind their own masks;

			sounds foreign to my own ears.

			Emerging,

			my words are

			lost,

			exertion wasted in a roar of motor and wind.

			I pay a price to be here;

			to plunge myself

			into this dense, toxic air;

			to traverse this rough land.

			In China

			I become

			more disabled

			than I am.

			The wheelchair I left at home,

			unwelcome in China—too heavy for lifting, defiant of dismantling

			—beckons more than my home itself.

			Swift, fit, the humming motor—responsive to every pucker and puff,

			to every course I bid—

			holds my autonomy for safekeeping.

			Left behind, it leaves a rift

			between decision and

			movement.

			In this lighter, simpler chair,

			I await others’ presence, energy, and will.

			I speak more weakly here.

			I move less.

			Travel always stretches, revises

			the traveler’s self-definition;

			it aggravates and violates mine.

			This journey makes me

			what I am not

			back home, though thought to be:

			ill, reliant, mute, confined;

			more disabled than I am.17



			Obviously, it is not possible to be in another’s shoes. We can “expand the scope of our sympathies,” but we can never experience what it is like to be in another’s place.18 This is part of the problem with classroom simulations of disability. Jim Swan reports that a discussion among disability studies scholars and people with disabilities considered such exercises detrimental because they focus too much on impairment effects without considering the social construction of disability. Additionally, such exercises offer only a false impression or sense of what it is like to live with a particular disabling condition because the student, when the simulation is completed, can continue life as before. Certainly such exercises can be revelatory and meaningful for some students, but perhaps the experience does more to maintain a “normate” bias when the participant “returns to normal.”19 As my friend April is experiencing as the result of a severe injury to her husband’s eye in a woodworking accident, there is no return to normal. Nonetheless, poems such as those of Laura Hershey can move us beyond our intellect and help us to connect with the feelings of others in ways that other mediums might not.

			Returning to Creamer, in order to address the complexity of disability, she proposes a limits model of disability. This model explains, in summary, that all people have limits and that limits, including the limits related to the experience of disability, are common and unsurprising aspects of the human condition. Disability is simply one of many instances of human limitations.20 In fact, limits “might even be considered an intrinsic element of being human” and should not be discounted as evil.21 At the same time, not all limits are experienced or interpreted by the people affected or limited by them as being good.

			Though definitions can be helpful for identifying and considering the impact of disabilities, whether sensory, intellectual, or physical, most people tend to think they need no help in identifying a disability—we think we know one when we see one. When disability is so “obvious” or “common sense,” people tend to forget how socially embedded notions of normalcy, ability, and disability can be. Crosscultural studies help to dislodge us from our position of certainty.

			Historian Kim Nielsen, examining the concept of disability among native North American people groups, clarifies that impaired people in indigenous cultures would only be considered disabled if they had weak community ties and lacked reciprocal relationships. Disability was viewed in relational rather than individual, body-centered terms. She explains that a young person with intellectual impairments could be excluded from certain roles in society but may have an important community role as a water carrier. “That was his gift,” she explains. “His limitations shaped his contributions, but that was true of everyone else in the community as well.”22 Nielsen’s explanation begs the question, Did the young person she describes really have an impairment or disability? It is often the case in preindustrial societies that there are important social roles for people who would be dismissed as unable to make significant contributions in a postindustrial, technological society.

			Similar to Nielsen’s account of native North Americans, the authors of Disability and Culture draw on research among the Kel Tamasheq—a North African nomadic people—to expose the cultural factors involved in designating someone disabled. Their notion of “disability” includes determining factors such as “old age and immaturity (making one physically dependent), illegitimate birth (making one socially anomalous), and ugliness (rendering it difficult to marry),” and they consider among defects or faults “deafness, excessive freckles, protruding naval, absentmindedness and flabby or small buttocks.”23 Clearly, the concept of disability is one that is rooted in a social context.

			One need not encounter “exotic indigenous peoples” in order to gain a fresh perspective on the problems surrounding the construction of disability.24 Disability as a concept has been used in the United States not simply as a medical diagnostic marker or a label for people society deems too limited, or who fall outside the boundaries of normal or are not able enough to fit in. According to Douglas Baynton, the concept has also been used to justify discrimination against other minority groups by attributing disabling conditions to them, such as irrationality, emotional instability, or physical weakness.25 Racial inequality, the justification of slavery, and unfair immigration restrictions appealed to such disabilities and suggested some racial or ethnic groups are more susceptible to such disabilities and, therefore, represented bad investments for the future of the country. In Baynton’s phrasing, “By the mid-nineteenth century, nonwhite races were routinely connected to people with disabilities, both of whom were depicted as evolutionary laggards or throwbacks.”26 Consider the application of the term mongoloid to those persons with Down syndrome—a term used to amplify the otherness, difference, and developmental deficiency of people with an extra copy of chromosome 21.

			Similar arguments were used to suppress women’s rights. As Bayton explains,

			Paralleling the arguments made in defense of slavery, two types of disability argument were used in opposition to women’s suffrage: that women had disabilities that made them incapable of using the franchise responsibly, and that because of their frailty women would become disabled if exposed to the rigors of political participation.27

			Relatedly, Jana Bennet maintains in a recent publication, “Women are disabled. . . . The very fact of being a woman is a disability.”28 In line with the social model of disability, women’s very bodies have historically limited their social participation and roles, have been deemed inferior to male embodiment, and have been considered more prone to sin. In relation to the medical model, aspects of their embodied lives produce “disabling” conditions (birth and menstruation, in particular), and women’s bodies have been used to justify paternalistic attitudes toward womanhood.

			One particularly helpful perspective on disability is that of Tom Shakespeare, introduced earlier, whose viewpoint carries additional significance because he was instrumental in developing the WHO’s account and definition of disability. He also has a disability, having been born with achondroplasia, or restricted growth (dwarfism). Describing his own situation, Shakespeare explains that restricted growth is a visible impairment that has an impact (people stare, some things are less accessible) and can cause other potential health issues (gastrointestinal issues and vulnerability to back problems). “I have a spinal cord injury,” he explains, “which makes me reliant on a wheelchair, which makes my life much harder, even in a totally accessible environment. I have constant neuropathic pain from the spinal lesion. No amount of civil rights or social inclusion will entirely remove these dimensions of my predicament as a dwarf: they are a predicament, even though my life remains happy and fulfilled.”29 Shakespeare moves the discussion of disability beyond the binary issues of medical models (addressing impairment effects) versus social models (issues of access and legislation). He highlights the involvement of the interaction between intrinsic individual factors and extrinsic and contextual structural/social factors, including even the disposition of the disabled persons toward their impairments or disabilities as a factor impacting thriving.30 A term for Shakespeare’s approach is the cultural model of disability, a model that “explores the disabled body’s interface with the environments in which the body is situated.”31

			The entire conversation about disability and identity becomes more complex if we consider transability, “the persistent desire to acquire a physical disability and/or to seek the actual elective transition of the body from abled to disabled.”32

			Due to the nature of diagnosing and labeling, the discourse surrounding defining disability prioritizes clarifying differences between normal and abnormal, typical and not typical, able and not able, limited and . . . unlimited? Vulnerable and . . . self-possessed/self-sufficient? Nobody would suggest that an unlimited and self-possessed individual exists. Similarly, there is no such thing as a normal, typical, or entirely able or unable person. My point in all of this is to complexify the notions of disability and personhood so that we can address them anew from the vantage point of the theology and the witness of the church.

			Disability and Mission

			One looks in vain to find a text that addresses disability from the standpoint of mission. From the side of mission studies there are texts on healing and medical mission, and biographies of missionaries who spent time with people with disabilities (in leprosariums, such as medical missionaries Paul and Margaret Brand, for example, or the leper priest Father Damien of Moloka’i), but I have found nothing that looks at the contributions from and perspectives of people with disabilities or that considers how their experiences, perspectives, and insights might inform missiology.33 From the side of disability studies, what we often find are critiques of missionary practice and messages (witness) as paternalistic and imperialistic. One of the purposes of this book, as mentioned above, is to stimulate a conversation between disability studies and missiology around a vision of the entire body of Christ sharing in the witness of the church. Such a task requires people who are committed not simply to an academic exercise but also to the flourishing of people with disabilities.

			Tom Shakespeare laments, “All too often, in my view, Cultural Disability Studies seems more concerned with speaking to academic audiences than in advancing the liberation of disabled people.”34 The missiologist can fall into the same trap. We must be reminded by our progenitors that our theology and engagement with disability studies must contribute to the overall witness of the church in welcoming and working on behalf of the kingdom of God. Hence we do well to recall that the entirety of Johannes Verkuyl’s significant Contemporary Missiology is bookended by his cautionary notes: “Missiology may never become a substitute for action and participation”; and, again, “Never—I repeat, never—will missiology be a sufficient substitute for actual participation in the work of mission.”35 Working for the liberation and flourishing of all people lies at the heart of the mission of God in the world—it is the way we practice our witness. As François-Xavier Durrwell has explained in his important study of the concept of witness,

			Concerned as it is with humanity in its totality and fullness, Christ’s resurrection seeks to blaze a trail right to the very heart of terrestrial history; it is the divine movement protesting against all injustice, against the evil of death and sin, and claiming for all human beings the dignity of children of God. The witnesses of Christian hope undertake practical services in overflowing love for human beings, starting now in this earthly life.36

			Christian witness is a response to a divine call to action in the service of human flourishing for the sake of the kingdom of God. We will have much to consider in later chapters about how disability perspectives and the experience of disability are vital to the witness of the congregation, but the predominant emphasis of this book is how people with disabilities can help the church to reimagine mission and witness. For now, consider for a moment the many ways that the missiologist and congregation can engage issues of liberation and flourishing in the lives of persons with disabilities. If they are to be credible partners of Jesus Christ in his ongoing redemptive work in the world, theologians and missiologists must tackle issues such as unemployment, incarceration, loneliness, poverty, homelessness, and mortality rates—all powers and predicaments that push against human flourishing. What we find when we consider such marginalizing and dehumanizing situations in the United States is that people with disabilities are disproportionately impacted.

			As you might imagine, all of the various predicaments addressed above and investigated below are intersectional, meaning that each has an impact on the others in a way that compounds the intensity of the disadvantage. Not all people with disabilities are so vulnerable, but as the numbers below will demonstrate, many are. While we do need to acknowledge the gifts and capacities of people with disabilities in the church—and their gifts and ministries are our gifts and ministries—there are still many people with disabilities who are in precarious circumstances and who need the community, services, and advocacy that a church can provide in the execution of her mission of proclaiming the kingdom of God in word and deed. All of the issues engaged below are found across the spectrum of ability/disability, but as I will demonstrate, the reality of disability amplifies their impact.

			Employment

			There are many positive accounts of employment for people with disabilities. For example, Microsoft recognized how the standard interview process that elevates the importance and value of social skills may be causing them to overlook talents that are frequently associated with the autistic mind. On World Autism Day, Microsoft announced a pilot program for hiring people with autism that involved adjusting their hiring practices and interview processes to make them more suitable to the 80 percent of people with Autism Spectrum Disorder (ASD) who are unemployed and who are particularly suited to be software engineers or data and operations analysts.37

			Still, the percentage of people with disabilities who are employed (that is to say, “the percentage of the population aged sixteen and older that are currently employed or actively looking for a job, are not in the military and not institutionalized”) trails those without disabilities by a large margin. According to the US Department of Labor Bureau of Labor Statistics, in 2015 17.1 percent of people with disabilities were employed versus 64.6 percent of those without disabilities.38 Disability rights activist Marta Russell argues that there is systematic discrimination inherent in our economic system against disabled people that cannot be addressed by the provisions of the ADA. Notions of individualism, the idea that all achievement is based on merit, and, relatedly, the conviction one can rise as high as one wishes if he or she simply puts in the work (meritocracy) ignore the economic structures and power relationships that sustain employment discrimination. Russell explains, “Civil rights laws envision equal treatment, but do not acknowledge the full impact of competition and efficiency governing capitalist economies. The market transgresses on nearly every liberal right, including the right to a job accommodation.”39 The work of the person with a disability may never match up in the evaluative metrics of purely economic considerations because “both pure economics and liberal civil rights law remedies are based on the ‘atomistic individual.’”40 From the standpoint of theology, such evaluative metrics and individualism are undone by a theological anthropology, as we will explore in chapter four below.
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