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  This book is dedicated to the life and legacy of


    JUDY HEUMANN (1947–2023),
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    TO LESLIE, AIDAN, AND ALISTER,


    you are the community in which I learn


    about life, limitation, and love.


  Jody


    TO MY FRIENDS WITH SEEN


    AND UNSEEN DISABILITIES,


    you are awesome.


  Andrea


    TO ABIGAIL, SHILO, AND ASHER,


    you are the reason I have dived into the
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Series Preface


CENTER FOR DISABILITY AND MINISTRY BOOKS present fresh insights into ministry from the perspectives of disabled and nondisabled theologians and practitioners. The series editors, Benjamin Conner and John Swinton, are committed to creating resources to support congregations in identifying ableist theology and practices while offering frameworks for reimagining practices such as evangelism, the discernment of vocation, baptism, building community, leading communities, prayer, and children’s ministry, to name a few.

Disability theology is an emerging theological discipline that has multiple interdisciplinary conversation partners, sources, and approaches. One aspect of theology that has received relatively little formal attention from disability theology is the discipline of practical theology. Practical theology seeks to cultivate critical theological reflections on the practices of the church with a view to enabling more faithful participation in God’s ongoing mission. It is a discipline that takes formal, credal theology seriously, but seeks to examine and explore how such theology actually works itself out within, is refined by, and emerges from the experiences of the church in the world. A practical-theological approach to disability assumes that the specificities of human disability have theological and practical significance for our articulation and practice of the faith, and that reflection on such experience is necessary for the faithful ministry of the church.

In line with some of the thinking that has emerged from the field of disability studies, the series presumes that disability theology is committed to promoting the idea that the term disability is complex. At one level it is a way of naming difference. However, the nature of that difference is often socially constructed in ways that serve to stigmatize certain human differences. Such stigmatization inheres values and maps exclusion, thus filtering out disabled bodies and voices from important conversations. In a world where differences in mobility, processing, vision, and hearing, among others, are unexceptional and unsurprising, the series strives to overcome stigma and stereotypes and to point toward a way of living where difference is merely that: difference.

Using practical theology as a basic framework of understanding, this series seeks to initiate a range of conversations around key issues in disability theology with a view to increasing knowledge and creatively and faithfully shaping Christian practice. Books in the series will be supplemented by additional resources on the Center for Disability and Ministry website.
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  Introduction


  Disabling Leadership


  

    THE PASTOR LED THE CHURCH LEADERS through a tour of the historic building into which the congregation would be moving. Everyone commented on the beauty of the early twentieth-century building and discussed the ways God had led them to this place. Everyone except for her. The pastor had assured her the building was wheelchair accessible. The moment she realized she could not operate the wheelchair lift on her own, her hopes were dashed. As the tour began, feelings of despair crept up on her. The narrow doorways, the steep and dangerous downstairs hallways that led to meeting rooms, and the lack of accessible restrooms made her feel unseen.


    How could the pastor have thought this place would be welcoming to people with disabilities? She felt the tears, hurt, and anger well up in her. She prayed she would remain calm and composed until she got home. However, her guard crumbled when the tour ended in the sanctuary. As she steered to the back of the sanctuary, the pastor asked her opinion about the wheelchair seating. She stared at the section where the church had removed several pews to provide a section for people with wheelchairs. As the sobs came, any hope of fruitful conversation was gone. Unable to keep the hurt and anger buried any longer, she explained that they would have to discuss it another time.


    A few days later, the two siblings in Christ had an open discussion about the need to remember they were on the same team. She called the pastor into the sanctuary to show him what she had been saying about segregated seating. He walked behind her as they moved to the back of the sanctuary. She explained that having a segregated disability section was like being forced to sit in the back of the bus. The pastor mentioned that he appreciated her concern but thought there were differences between Jim Crow segregation and a lack of accessibility for people with disabilities, particularly in regard to the financial outlay necessary to make a space fully accessible. She grew angrier, countering that there had also been plenty of financial excuses for maintaining racial segregation.


    She had his attention. She explained that the hurt she was experiencing was because she knew he cared about disability issues and yet still didn’t get it. She had been a part of the young congregation for several years and yet she had not been consulted about accessibility before the church had settled on a permanent building. In the space they had previously rented, the congregation had used movable chairs for worship, which had allowed her to choose where and with whom she sat. She explained that removing a few pews was insufficient because it took options away from people with disabilities. It meant that if people with disabilities desired to sit beside able-bodied family or friends, they could not. Additionally, it forced all people with certain mobility limitations into a separate area. She moved to the front of the sanctuary and demonstrated that if she wanted to be closer to the pulpit, there was nowhere for her to sit.


    This interchange happened between Jody and Andrew, two of the authors of this book. Along with Andrea, we worship together in a local congregation committed to a ministry of reconciliation. The leadership of our church is passionate about justice. Yet some of us had missed the ways in which our physical space was enacting an ecclesial disruption—the ways in which the priorities we communicated in our building layout also communicated the limitations of our beliefs about inclusion. We had made sure that the old building that was new to us had a wheelchair lift. But we had not thought much further. Nor had we considered whether the wheelchair lift was user friendly. This inability to fully consider disability stemmed from the reality that, at that time, people with physical disabilities were not in leadership. Leaders caring about people with disabilities is not the same as people with disabilities leading.


    We open this book on disability and leadership with this brief story to demonstrate that, while church leaders will not always get it right, being the church means being committed to listening, learning, and working to better embody the diversity of Christ’s body. We will utilize stories throughout the book, including revisiting this one, to show that reconciliation is a work in progress. “Getting it right” means sometimes first “getting it wrong” while learning and growing from our mistakes. Confession of sin and spiritual disciplines aimed at growth have always been core components of Christian faithfulness. As we experiment with how to live more fully in the diversity of Christ’s body, we confess when we fall short and we engage in practices to help us grow.


    

      A PRACTICAL THEOLOGY OF LEADING FOR THE BODY OF CHRIST



      This book is a practical theology of leading for the body of Christ. It is “practical” in that it is meant to be lived. It is “theological” in that it is rooted in Christian doctrine, Scripture, and ethics. As a discipline, practical theology “is dedicated to enabling the faithful performance of the gospel and to exploring and taking seriously the complex dynamics of the human encounter with God.”1 Practical theology recognizes that faith is always necessarily performed and enacted. Practical theology is not best understood as putting belief into practice, but as the mutually articulating relationship of divine life and human life. As John Swinton and Harriet Mowat explain: “Human experience is a ‘place’ where the gospel is grounded, embodied, interpreted, and lived out.”


      Practical theology reflects on the practices of the church as they interact with the practices of the world. This interaction is oriented toward “ensuring and enabling faithful participation in God’s redemptive practices in, to and for the world.”2 A practical theology of disability and leading will articulate faithful Christian practice that is open to, and receptive of, God’s manifold wisdom revealed in the world, in human bodies and minds, and in communities of people, especially congregations. This book is a practical theology born out of the relationships, joys, and struggles of working toward reconciliation between people of diverse abilities. Its lessons are grounded in a particular worshiping community, but it is written for the broader body of Christ, including local churches in many different contexts. It is also written in a posture of reception to the many positive aspects of the work of inclusion in society, thereby describing this work in a theological register.


      People with disabilities are often excluded from full participation in church communities in both explicit and implicit ways. Similarly, people with disabilities are often excluded from full access to many places and many systems in society. Increasing accessibility is a key component of the ministry of reconciliation, both for the sake of the church and the sake of the world. And yet, as we will see, increasing accessibility is only the beginning of considering the implications of disability for the body of Christ. Reconciliation is costly work that requires concrete action. Yet action without a deep understanding of what it means to be human and what Christian leading entails is both insufficient and harmful. This is where practical theology is a helpful guide.


      In this book, we will contend that local churches must be communities in which people with disabilities lead. If people with disabilities and their advocates are not at the leadership table, then the decisions that are made will exclude and hurt people, whether intentionally or not. Disability perspectives will not be heard, the gifts and experiences of people with disabilities will not benefit the church, the implications of church practices on people with disabilities will not be considered, and ministries aimed at inclusion will be paternalistic. This will result in a truncated vision of what it means to be the church for the world.3


      People with disabilities leading in the church is a matter of experiencing the whole body of Christ. It is not a matter of including a few folks with disabilities as tokens. We are taking the radical step of claiming, with the apostle Paul, that if all the body parts are not present and honored, then the body of Christ is not present (1 Corinthians 12:14-25). The church is the one group in society that is necessarily constituted by the diversity of its members, especially those deemed by society as weaker, less productive, or more disposable. More than any other community, the church is recognized by the ways people who are marginalized, especially people with disabilities, are included and honored in her midst. In a homily on Matthew 25, early church father John Chrysostom noted that the way Christ desires to be honored is through the adorning of the marginalized members of his body before the adorning of the sanctuary.4


      The authors of this book worship and lead together in a local church. We are writing from the center of our shared experiences, from our life together. We will include stories and examples where appropriate. Each of us has engaged in study, education, and vocation driven by our experiences with disability and inclusion. In other words, our personal experiences along with our academic study and vocations inform one another and in turn inform and are informed by our shared life together. We are not claiming to have all the answers, but the interchange of our work, studies, and experiences positions us to speak a word to the church regarding disability and leadership. If this book motivates faith communities to dream together about how they can increase access and inclusion on the path toward reconciliation and justice, we will have met our mark.


      Disabling leadership means interrupting common conceptions about what leadership is and how it is practiced. We are reappropriating the term disabling much as Snyder, Brueggemann, and Garland-Thomson reclaim the language of enabling. They explain that the field of disability studies


      

        seeks to redress the exclusion of disability and disabled people from our critical discourses, our scholarly imaginations, and our classrooms. It seeks to enable in the way that some of us in disability studies scholarship and activist work have attempted to reclaim enabling as a term of our own rather than one rooted in rehabilitation, social welfare, and medical discourses. Appropriating vexed terms like enabling to designate power and foster community echoes other acts of renaming in the disability community—taking back, with pride, terms like Deaf and crip in place of euphemistic tags like hearing-impaired and physically challenged.5


      


      Disabling is subversive language. In practical terms, disabling acknowledges the full humanity of disabled people and the full range of experiences of disability, thereby making space for a variety of ways of leading. Disability calls into question visions of leadership that focus on capacity or ability. Disability also calls into question visions of leadership that have too much to say about the mechanics of how leadership works. We will investigate leading in an embodied sense and consider the ways that Christian leading manifests the living presence of Christ in response to the Spirit of God. In this sense, disabling clears the way for us to hear and live the gospel anew.


      In the article “How Do You Think You Are Going to Be a Pastor?,” Benjamin T. Conner shares the story of a disabled seminarian named Chris whose path toward Christian ministry was encumbered in many ways by the ableist assumptions of Christian educators. Conner recognizes that a faulty vision of Christian vocation animated this resistance and he works to “(dis)able the theological concept of vocation with the goal of recovering a richer and more inclusive understanding and practices of discerning Christian calling and leading.”6 In this book, we aim to disable leadership by recovering a richer and more inclusive vision of Christian leading that points to concrete practices that make the church accessible to all.


    


    

    


      WHO ARE WE?


      We are distinct people with distinct experiences of disability. We are two women and one man. Jody is a disability advocate and minister who has cerebral palsy and was married to a man with bipolar disorder. Andrea is a special education service provider and mother of three children with disabilities, including a daughter with Down syndrome. Andrew is a pastor and theologian who lives with severe obsessive-compulsive disorder. He is father to Aidan, who is Autistic, and husband to Leslie, who is a professional educational administrator leading an inclusive school and who lives with physical limitations due to rheumatological disorders. Each of us faces our own challenges in regard to mental health. Each of us is an American who benefits from access to technology, medical care, and Americans with Disabilities Act (ADA) legislation that, while imperfect, affords us a certain amount of privilege. Each of us has experience in writing, consulting, speaking, and advocating around issues related to disability. Each of us strives to live as a devout Christian.


      Jody. I truly love Jesus. God came in the flesh to demonstrate his ultimate desire to ignite a relationship with the human race, with me. Jesus communicated this to me during my college years. This simple truth may be cheesy to some, but not to me.


      Before that time, I had to initiate practically every relationship I had, and it was my responsibility to maintain those relationships. I was born with cerebral palsy that made me unable to walk, gave me limitations in the functioning of my hands, and affected my speech and my vision. I learned from an early age that I had to prove that I was just as good as nondisabled people. For example, every year during my elementary school years, the special education teacher and I had to go to the general education teachers to sell them on the idea of allowing me to be in their classrooms. We would assure them that I was bright and a hard worker. I remember using my charm and smile to win them over. I learned to use this charm and humor to start and maintain friendships with my classmates.


      Because I believed I was a physical burden to my family, I withheld my emotions so I would not be a burden in that way as well. As for my church experience, I really enjoyed children’s church. When I was ten years old, the adults gathered around me. I remember liking the attention, but my heart fell when they started to ask God to allow me to walk and talk. In my young mind, I equated healing with the need to be fixed. I felt extremely sad. Why did they think I needed to be fixed? I didn’t remember feeling or expressing a desire to walk and talk like the other kids. I just wanted to be included and accepted. This experience turned me off to church.


      As a young adult, learning that I didn’t have to do a song and dance to have a relationship with God was a soothing balm to my soul. I wanted to share the dignity I found in Jesus with other people with disabilities and to bring them into the body of Christ. I came to believe that the church was the solution for the social justice issues that people with disabilities faced. The world may have believed that some people were worth less than others and treated them as such, but the church had to know better. Jesus-lovers just needed a bit of guidance from people like me.


      Little did I know that bridging the gap between the disability community and the church would be so difficult, slow, and even painful. At the same time, however, it cannot be denied that progress has been made as Jesus faithfully breaks barriers. A few years ago, I witnessed someone with cerebral palsy deliver a talk at a large national Christian conference. I am also a licensed minister at my church, have preached in the service several times, and have led multiple groups.


      Through various organizations and boards, I speak and write about social justice for people with disabilities. I don’t do these things just for the sake of social justice; I see them as the work of Jesus. I believe that Jesus would rather have his church proclaim and demonstrate the dignity of human beings than leave it to the world to do so. For it is in God that we find our true value and worth. God created people and, in Jesus, suffered and died for people—including people with disabilities. Jesus uses people with disabilities to show his beauty and power. He welcomes us to find refuge in him. No wonder I truly love Jesus.


      Andrea. I grew up around an older cousin with Down syndrome. She was one of my favorite people and led me to begin volunteering as a peer tutor with students with disabilities in middle school and high school. As an adult, I am now the parent of three children with disabilities. Two were adopted and the third came along as an unexpected pregnancy, rounding out my parenting role as a mother of kids with disabilities.


      My oldest daughter has neurofibromatosis 1, a genetic disorder that has caused multiple tumors, executive functioning struggles, and learning disabilities. My middle child has Down syndrome, epilepsy, and a hypoxic brain injury that has left her unable to walk. My youngest son was born with a whole host of anomalies that best fit into the VACTERL association definition but also has multiple symptoms that don’t fit into that cluster of conditions. He’s my genetic mystery. I also work with students with disabilities at the elementary/middle school that Leslie Draper leads.


      I have spent much of the last twelve years using my voice to advocate for my kids. As I’ve done so, I have also stepped back and taken in the broader world of disability, feeling it necessary to use my voice for more than just my children. As a result, I’ve advocated at schools, with government entities, with public entities, and at my church.


      I have watched as people with disabilities have been excluded not just from buildings and bathrooms, but from conversations about what they need to make it in the door. As we live out a faith that proclaims that each individual is an important member of the whole body, it is important to include the voices and experiences of those who aren’t able-bodied and neurotypical. People with disabilities need to be at the leadership table, at the Sunday school table, and in the pulpit.


      Andrew. I have lived most of my life with an often-debilitating obsessive-compulsive disorder. As I have grown in understanding my own experiences, my wife’s physical limitations due to rheumatological disorders, my older son’s social interactions and views of the world as a person with autism,7 and the experiences of my parishioners with disabilities, my understanding of disability as a theological issue has been formed.


      I pastor Urban Light Community Church, a multicultural worshiping body committed to reconciliation and justice. As a scholar, I write about theological ethics, anthropology, and identity. My academic training includes a Master of Divinity and a PhD in theological ethics, the latter completed under the supervision of Brian Brock, who has written extensively in the field of disability theology. My interest in theological anthropology was initiated by studying race, racism, and whiteness, and grew out of the experiences of reconciliation in our local church. As we engaged in the hard work of justice and inclusion, we began to see connections between white supremacy, patriarchy, and ableism.8


      For instance, as a pastor I saw how tacitly agreeing with normative (white/able-bodied) cultural expectations in worship often excluded both people of color and people with disabilities. Similarly, my wife, Leslie, through her work in leading an inclusive public charter school, showed me how prevailing views about learning styles and testing formats often marginalized both students of color and students with disabilities (including through the overrepresentation of Black and Brown students in special education). Both racism and ableism operate by designating certain bodies and experiences as normative and other bodies and experiences as inferior. This is a theological problem because it is connected to faulty ideas about what makes people human, what it means to be created in the image of God. As we explicate a theology of disability, we will investigate what it means for leading in the body of Christ. Along the way, we will communicate what we have learned from our shared experiences.


    


    

    

      LAYOUT OF THE BOOK



      In chapter one, we investigate some of the common conclusions of leadership studies and ask how these assumptions affect our thinking and practices in regard to leading in the church. In the academy, this is known as a literature review. We include this perhaps cumbersome work because it is important for church leaders to understand the lay of the land at the intersection of leadership studies, theology, and disability studies. We want to draw from the most promising ideas and practices in the church and the world to demonstrate that our work relies on that of many others and is also a constructive addition to the conversation.


      First, we review Christian and secular leadership literature to explore ways in which the body of Christ is uniquely positioned to model practices of leading that are inclusive of people with disabilities. Then we read Saint Paul’s great invocation of the body in 1 Corinthians 12 as including people with disabilities in the diversity of the body as participants and not just recipients. Finally, we present an anti-ableist view of leadership grounded in the best of disability studies and drawn from our theological focus. Readers who are interested in more practical concerns may want to skim the first chapter. Another option is to read the rest of the book to gain familiarity with the practical issues at hand and then come back to chapter one to better understand the framework undergirding our practical theology of disability.


      In chapter two, we explain the importance of learning from people with disabilities. In this chapter, we explore common misconceptions about what it means to be created in the image of God, what healing and suffering mean in regard to disability, and who we will be in our resurrection bodies in the new heavens and new earth. As we explore and attempt to correct common misconceptions, we look to the voices and experiences of people with disabilities to help us hear the Christian tradition and the Scriptures afresh.


      In chapter three, we present a vision of inclusive church leadership. We look at the leadership table and ask what it has in common with the eucharistic table. We explore power dynamics and investigate what it means to see divine power as the sharing and laying down of power. We consider the manner in which the power disparities often inherent in the helping professions can be disrupted by the inclusion of people with disabilities on committees, boards, and staff positions. We also address some practical considerations in regard to working alongside people of varying abilities.


      In chapter four, we present a vision of inclusive church ministry. We look at corporate worship, Christian education, preaching and teaching, and disability justice and advocacy as components of church ministry that must be enacted in light of God’s gift of disability. We also address various accessibility matters, including policies and procedures, building layouts, access, and assistance. We consider the financial ramifications of these matters and explore how churches can prioritize accessibility in their limited budgets. Finally, we address various issues to be considered in a holistic vision of ministry, including housing, unemployment, poverty, social isolation, transportation, health care, caregiving, assisted living, and abuse.


      In the conclusion, we revisit the lessons we have learned regarding leading through our limitations, valuing the whole body of Christ, and working for justice in society. We will end with a vision for the church as the body politic constituted by local reconciling communities committed to disabling leadership.


    


    

    

      A BEAUTIFUL AND MESSY JOURNEY



      We recognize that this work entails uncomfortable and difficult conversations and costly commitments. We encourage you to press into the discomfort in order to engage in the messy and beautiful work of reconciliation in regard to disability. Alongside and through the mess, there is beauty. We encourage you not to despair when you feel far from the goal but instead to join in the conversation as together we seek to be the people God has called us to be. As we prepare to move into the heart of our argument, Andrea offers this picture of disabling leadership:


      Shilo loves music and people. She would beg to come into the first part of the church service each week to listen to and dance to the music with me. I never felt comfortable honoring her request because she made loud vocalizations and wanted to move around the sanctuary to see people and watch the band play. I didn’t want her to distract. And I was afraid it would be the thing that led to me being asked not to have her in the service.


      One Sunday, I decided to oblige her desires. We sat in the front so she could see the band and so that I was unaware of how people around me were reacting. She was begging to get down and go hug the choir director. I was struggling to prevent her from going on stage.


      Pastor Andrew walked over and asked me what she wanted. “She wants to hug the choir director.” He responded with, “Let her go.” So I put her down and she crawled up on stage and hugged her friend. She sat in the middle of it all and danced. And, in the final songs, as the music slowed down, she began signing along, accompanied by loud vocalizations of indistinguishable noises. It was everything I had hoped wouldn’t happen.


      After the music, Andrew spoke from the pulpit about what our church was experiencing. He told the story of David dancing in his linen ephod and his wife being embarrassed. He shared that the problem was not David’s seeming indignity in worship but the pejorative assessments of an onlooker. And he told the congregation that Shilo was worshiping freely in the ways God made her. Andrew welcomed her, with her chaos and noise, as an important part of the body of Christ. And in doing so, he set me free of the fears I had of having her in the service.


      While Andrew provided the descriptive categories for the congregation to interpret what they were experiencing, Shilo provided her embodied experience of worshiping freely. In so doing, she offered herself. Other children Shilo’s age are often asked to read from the front, hand out fans or be greeters, take up the offering, or even serve the Communion elements. While these are not formal leadership roles, they are opportunities for children to participate by being themselves. Because our church sees Shilo as an important part of the body, she was allowed to be who she is, deepening our experience and understanding of corporate worship. May we as the body of Christ learn what it means for people with disabilities and their advocates to lead in the church and may these lessons inform our view of what it means to lead as Christians.


    


    








Chapter One

A Theology of Leadership and Disability


IN THIS CHAPTER, we will present a theology of leadership and disability. First, Andrew will investigate leadership literature to develop a theology of leading that paves the way for an inclusive ecclesiology1 responsive to and integrative of the insights of disability studies. Second, Andrea will explore the body language of Saint Paul’s invocation of the church, offering an inclusive vision of leading for the body of Christ. Finally, Jody will examine disability studies literature to present the church with an anti-ableist view of leadership that offers a compelling vision of the body of Christ leading in the pursuit of justice. We offer this overview to identify the conversation partners we have had along the way and the resources we are building on in hopes that readers will be encouraged to more fully enter the conversation. When we distinguish our own vision from the thinkers and practitioners we are drawing from, it is not to criticize their work but rather to demonstrate the nuances that we have learned in our shared journey.


LEADERSHIP STUDIES


Leading in the name of Jesus. In his reflections on Christian leadership, In the Name of Jesus, Henri Nouwen tells the story of his transition from teaching pastoral theology at Harvard to serving as a priest at Daybreak, the L’Arche community in Toronto. L’Arche is an international association of communities comprising people with and without intellectual disabilities who live and work together.2 Nouwen presents this transition to living with “the poor in spirit” as saving him from burnout and spiritual death.3 He explains that the path of academic success and popularity had slowly led his soul to a place of deep danger. At L’Arche, he found a “hidden life” with people who “had few or no words and were considered, at best, marginal to the needs of our society.” He found that this community offered him “new words to use in speaking about Christian leadership.”4

It was during the early years of experiencing this new life that Nouwen was asked to speak about Christian leadership in the twenty-first century for the fiftieth anniversary of the Center for Human Development in Washington, DC.5 He overcame his hesitancy to do so by focusing on the ways in which the Spirit of God was leading him in his present moment and the lessons about leading that he was learning in his new life. He came to see that he could not adequately convey a message about Christian leadership alone and that it would be necessary for someone from his community to travel with him to share in ministry. As Nouwen reflected on Jesus sending out his disciples two by two, the L’Arche community commissioned Bill Van Buren, a resident with cognitive disabilities, to accompany him and minister alongside him.6 Nouwen confesses that he did not really know what to expect, but saw in the opportunity a moment to continue to unlearn what he had known about Christian leadership in favor of learning what is entailed in leading in the name of Jesus.

Before examining Nouwen’s thoughts about leadership, it may be helpful to make a distinction in terminology. In this book, we will use the terms leadership and leading. While Nouwen uses these terms as functionally interchangeable, we read his theological trajectory as subtly dismantling many of the assumptions inherent in classic leadership studies literature. For this reason, we will tend to use the term leadership when it comes to the formal study of the attributes and capacities of leadership, but we will prefer the term leading when it comes to thinking about what it means to lead in the way of Christ. We believe that disability interrupts thinking about leadership in terms of capacities or attributes and serves to instead focus us on the practices of shared ministry, especially among diverse followers of Jesus. In this sense, we will read Nouwen’s insights about shared ministry with Bill as disabling leadership. We will also interpret our own shared experiences as calling into question common assumptions about leadership in the body of Christ. We will claim that the inclusive ecclesiology prefigured in the body language of the New Testament and experienced in inclusive local worshiping bodies holds important lessons for leadership studies in general.

Nouwen’s reflections on Christian leadership are guided by the stories of Jesus’ temptation in the wilderness and Jesus’ commissioning of Peter as a shepherd after the disciple’s denial of his Lord. Nouwen’s text is organized into three sections of three movements each. In each section, Nouwen first presents a temptation faced by Jesus at the beginning of his ministry and subsequently faced by Christian leaders at various points throughout our ministries. Second, Nouwen offers one of Jesus’ commissioning statements to Peter as indicative of the Lord’s call to each of us as we seek to shepherd those in our care. Third, Nouwen suggests a spiritual discipline for leaders to practice as we seek to be formed in the way of Jesus.

In this manner, Nouwen presents the temptations faced by Jesus as temptations faced by all Christian leaders as we resist specific common ways of thinking about leadership. He reads the tempter’s offers to Jesus as the temptations to be relevant (“Turn these stones into bread”), spectacular (“Throw yourself from the parapet of the temple”), and powerful (“I will give you all the kingdoms of the world”).7 In turn, Nouwen pictures Jesus as offering to Peter, and thereby to the Christian leader, an identity found in the first love of God (“Do you love me?”), a shared and mutual ministry (“Feed my sheep”), and a path of being led where we might rather not go (“Someone else will take you”). Finally, Nouwen offers three spiritual disciplines as practices to resist these temptations through responding to the call of Christ: contemplative prayer, confession and forgiveness, and theological reflection. By meditating on the love of God, sharing in vulnerability with others in the body, and carefully considering how we are being led, Christian leaders are pointed in the direction of leading in the way of Jesus.

This book was very formative for me, Andrew, as in 2004 my wife and I made the transition from ministry in a large mainline church to moving into an underresourced neighborhood in a postindustrial town. At that time, we sought to follow the call of God in joining several other young families engaging in community development work. When I resigned my ministry position, I did not yet know that God would call us to plant a worshiping community alongside our friends and neighbors. During the first year and a half of living and forming relationships in our neighborhood, I worked various part-time jobs as I was commuting to seminary to finish my Master of Divinity degree.

Here I was in a new town, fixing up a former slumlord property and drug house to become our home, delivering water softener salt and waiting tables, while not yet being known or supported by the formal and informal leaders in our city. I viscerally understood Nouwen’s description of the emotional journey involved in leaving a place in which you are known and respected and finding yourself in a small, hidden life in which you have to begin again with little more than your identity as one who is beloved.

Interestingly, however, while Nouwen’s work was very helpful to me in thinking through what it means to lead as a follower of Jesus, I did not at that time recognize the importance of disability in forming this vision of Christian leading. My vision of Christian leadership still largely remained one of individualistic and heroic self-sacrifice. In a later section, I will explain how the vision of leadership offered in In the Name of Jesus differs from many of the common assumptions baked into formal leadership studies. For now, however, my point is to demonstrate the role that the community of L’Arche, particularly Bill Van Buren, played in the formation of this vision of leading.

In the epilogue, Nouwen explains that, while he did not yet have a framework in which to consider how he and Bill might lead together, Bill seemed untroubled by such a proposition.8 When Henri rose to deliver his speech, Bill joined him at the podium. After Henri would read a page, Bill would take it and place it on a table nearby. At several points, Bill interjected, explaining to the audience that he had heard one of Henri’s illustrations before or that what Henri was saying was in fact what their community experienced. While we could be tempted to read this as inspiring in a paternalistic way, Nouwen recognizes the profound implications for a theology of leading. He explains that Bill was making clear that “my thoughts were not as new as I wanted my audience to believe.” At one point, when Bill named a person whom Henri had referred to in an anonymous way, Nouwen recognized that Bill “wanted people to know about his friend” and was “inviting them into the intimacy of our common life.”

After Henri finished speaking, Bill rose to address the audience. Nouwen admits that his first reaction was fear of embarrassment. Bill took the microphone and, in words shaped by his speech impediment, acknowledged the common ministry that he and Henri shared and thanked the group for coming. That evening and the next morning, Bill spent hours engaging the guests, asking about their experiences and sharing stories about life at Daybreak. As he and Henri flew back to Toronto together, Bill emphasized the reality that they had ministered together. At that moment, Nouwen recognized that, while much of what he had said likely would not be remembered, their shared ministry would have a lasting impact on those who had gathered for the event.

In this book, when we use the term disability, we mean any exceptionality or limitation that demonstrates substantial difference from what society considers “normal.” Defining disability often rests more on society’s perceptions of people with specific limitations than it does on the particularities of people with disabilities. At the same time, there are particular challenges associated with specific physical, cognitive, mental, and emotional limitations. Disability can refer to various categories:


	Physical (mobility, visual, auditory, verbal, chronic conditions, etc.)


	Cognitive (autism, Down syndrome, etc.)


	Mental (mental illness, obsessive-compulsive disorder, etc.)


	Emotional (severe depression, anxiety, compulsion, etc.)




We recognize that this is a somewhat arbitrary and broad grouping that does not necessarily present a clear convergence of shared characteristics. For instance, Bill Van Buren’s cognitive disability is different from Shilo Mann’s Down syndrome. Certain cognitive disabilities may not offer the same challenges as my daily navigation of obsessions and compulsions or my son’s daily navigation of the social stigmas placed on people on the autism spectrum. Developmental disabilities such as those associated with Jody’s cerebral palsy do not necessarily indicate cognitive or mental limitations. As imperfect as language of disability may be, we will deploy it in both conventional and subversive ways.

Much as we must resist lumping everyone with a disability into clearly delineated descriptive categories, so we must not offer a totalizing vision of what leading looks like for all people with disabilities. Just as we should be wary of conflating the varied leadership styles of nondisabled folks, we cannot and should not do so for people with disabilities. While it may be the case that the universal reality of human limitation is readily recognized through the category of disability, this observation calls into question notions of leadership as neatly defined by either capacities or attributes. Disability itself disables many common conceptions of leadership. In this book, we will build on Nouwen’s contention that leading in the way of Christ is not the domain of those who are relevant, spectacular, or powerful but those who experience being loved in weakness, being sent in community, and being led in surprising ways. After all, it is only in human weakness that God’s power is made known (2 Corinthians 12:9).

Christian leadership. The seminal overview text for understanding common Christian evaluations of leadership studies is Robert Banks and Bernice M. Ledbetter’s Reviewing Leadership.9 Reviewing Leadership is a survey text, summarizing key concepts in secular leadership studies and evaluating them from a Christian case-study approach. As such, it doesn’t seek to make a distinct contribution to the field of leadership studies as much as to “evaluate current approaches” through theological and ethical lenses.10 Banks and Ledbetter summarize key streams of contemporary leadership studies, including the “great men theory,” “traits characteristic of leaders,” “leadership activity,” “context in which leadership [takes] place,” “emphatic situational method,” “the transforming leadership approach,” “partnering between leader and followers,” and “situational, relational, and cultural factors.”11 In each case, they define the theory and then evaluate its relative strengths and weaknesses according to “biblical perspectives on leadership.”12

The strength of this text is its inclusion of historic Christian streams of thought in regard to leading, including Pauline, Benedictine, Lutheran, Presbyterian, and Pentecostal.13 However, rather than using these trajectories to build a broad Christian understanding of leading, Banks and Ledbetter offer them more as historical moments preceding and leading up to modern leadership theory. None of these five trajectories of Christian spirituality is carried forward in a thick way to advance a distinctly theological vision for Christian leading. Rather, Banks and Ledbetter’s treatment of leadership tends to summarize contemporary leadership studies and then attempts to add a “moral” component to it.

In sum, then, leadership involves a person, group, or organization who shows the way in an area of life—whether in the short- or the long-term—and in doing so both influences and empowers enough people to bring about change in that area. Such leadership may be good or bad depending on the leader’s style and the content of what the leader is advocating. From a Christian point of view, it is only when the direction and the method are in line with God’s purposes, character, and ways of operating that godly leadership takes place.14


While Reviewing Leadership serves as a helpful primer to leadership studies, it is precisely at the point of Christian evaluation that it falls short. The text does not sufficiently unpack an understanding of what God’s purposes or character are or the ways godly leadership may be distinct from other sorts of leadership. The premise appears to operate on a form/content dichotomy that inadequately explores how the authors’ otherwise helpful summation of Christian thought could do the heavy lifting of providing a theological vision for leading. Instead, the authors seem to move forward with an implicit American Reformed evangelical understanding of moral theory, seeking to evaluate the “good” and “bad” of various approaches toward achieving a sort of ethical balance.15

While Banks and Ledbetter offer evaluative components, such as intentionality, reflection, self-evaluation, intellectual and ethical integrity, and perpetual learning and development, they do not explain what constitutes the ethical content they are seeking. This leaves these questions unanswered: What are distinctly Christian ways of leading? Is Christian leadership simply moral content infused into contemporary leadership forms? How does following Jesus offer a theological vision of leading different from simply being a good person engaged in organizational leadership? Is there nothing germane to leading in the way of Christ that opposes the spirits of our age?

Banks and Ledbetter gesture toward this problem as they summarize the biblical accounts in which the apostle Paul talks about leading in the church.16 They recognize the “danger of reading the priority we accord these matters [leadership, chains of command, and lines of authority] into Paul’s ideas about the church.” They acknowledge that the specifics of what we today understand as organizational leadership were not of primary importance to Paul. As Banks and Ledbetter read Paul, their theology of leadership sets out in a promising direction.

In studying the Pauline body language of 1 Corinthians 12, they explain that there is a scarcity of language devoted to power, organization, order, regulation, or authority, except when it comes to the authority afforded Christ as head of the church. They demonstrate Paul’s preference for family language, even acknowledging the way that his use of the household codes of his age subtly undermines common contemporary assumptions about gender roles. They also note Paul’s invocation of the diffuse move of the Spirit in corporate gatherings, his subversion of status distinctions, his preference for function over position, and his preference for motivation by persuasion rather than command.

However, Banks and Ledbetter still read back onto Paul and the faith communities he helped plant a constellation of modern assumptions about organizational structures that feels profoundly anachronistic17 and out of place. They describe Paul leading a “parachurch mission team and organization,” Paul’s vision of leadership as “democratizing” the role of leaders, and Paul’s evocation of the household as evidence of the necessity for leaders to have “business experience.” Finally, they describe the Antioch church as “essentially a nonprofit organization engaged in mission activities.”

They do not address the difficulties caused by such an uncritical appropriation of language. Did the church at Antioch really think of itself as operating outside the structures of a worshiping community (“parachurch”) or as an organization with a distinct mission from the church (“nonprofit”)? Did Paul’s vision of bodily mutuality in shared leading really operate according to “democratic” structures, with all the individualist anthropology that such a political structure entails? Are Banks and Ledbetter really claiming that because Paul understood connections between household and economy, contemporary church leaders must therefore be businesspeople who successfully navigate late modern capitalism? One has a hard time discerning how the vision of Christian leadership offered in this text is more compelling than being a successful CEO for Jesus.

Banks and Ledbetter end by invoking Pauline leadership “qualities,” adding to the sense that they envision exemplary Christian leadership as a particular moral posture overlaid onto whatever cultural leadership practices are currently in vogue. Again, they do not allow the helpful insights they find in Paul’s understanding of the communal working of the body of Christ to shape a distinctly Christian vision for leading. Instead, they summarize the biblical account as chronologically prior to later visions of leadership, attempting to draw a bit from each stream as they present a summative view of secular leadership studies infused with virtue. We appreciate the early theological focus of Reviewing Leadership while finding that we must push beyond as we build a theology of leadership and disability. Again, our goal is not to single out this text for criticism but to demonstrate that the best of Christian leadership literature often lacks a distinctly theological vision of leading.
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