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Introduction


How To Build a Barn: Rethinking the Ars Moriendi



The end of life is almost never pretty, but it can be almost overwhelmingly beautiful.


One afternoon I worked with an older woman who spoke only Spanish. Her teenage granddaughter was at her bedside, ready to serve as a translator. This woman was very weak, so I just smiled and asked if I could hold her hand for a moment. The woman took my right hand in her left, and in Spanish she said that my hand felt so fresh. A great sense of peace passed through us, and the woman closed her eyes and fell asleep. As her granddaughter witnessed this exchange, I invited her to take her grandmother’s other hand so that the three of us formed a circle around the bed. The counselor who had accompanied me into the room that day later commented that this experience was so valuable because, among other things, it taught the young woman what it means to provide a presence.


This encounter had a magical quality, in part because of the peace that flowed through us all, and in part because of the atmosphere that filled the room. From the moment I stepped through the doorway I noticed not only the two women, but an enormous glass vase perched on a windowsill that held two dozen long stemmed roses in every color imaginable. The sweet scent of the rose petals permeated everything. As we sat together silently, I could see and feel how, in this lovely space, every element had joined together to “provide a presence.”


Providing a Presence: An Artist In Residence


Since March of 2009, it has been my privilege to serve as an Artist In Residence in the Department of Palliative Care and Rehabilitation Medicine at the University of Texas M. D. Anderson Cancer Center. In my “day job,” I am Professor of Art History and Religious Studies at Rice University in Houston, Texas, where my research areas include modern and contemporary art history and museum studies, comparative mysticism, and the medical humanities. Despite the notable differences between my research fields, each of these areas shares a common set of themes and challenges, namely: How do we find language to describe states of being for which there is no language? How do we represent the unrepresentable and translate the untranslatable? How do we formulate metaphors of transience to describe subjects that are simultaneously coming into form and going out of form, sometimes within the framework of a single image? And how do we represent the fragile zones of contingency that mark both gradual transitions as well as more dramatic shifts between states of being? Notably, these issues are as pertinent to theoretical discussions of abstract painting’s simultaneously dissolving and crystallizing structures as they are to the contemplation of spiritual experience and mystical ecstasy, as they are to the very real challenges of people at the end of life. Thus, throughout all of my work I am fascinated—and profoundly moved—by subjects and situations that repeatedly exceed our capacity to represent them, even as we repeatedly attempt to do so, often through imagery that conveys transitional states and transformational visions.


At M. D. Anderson, my work is sponsored by COLLAGE: The Art for Cancer Network, a non-profit organization conceived and founded by Dr. Jennifer Wheler. Working on both the Acute Palliative Care Inpatient Unit and on the Palliative Care Outpatient Clinic, I assist patients and their caregivers in constructing meaningful narratives to express their insights and experiences. As an Artist In Residence, I serve not as a visual artist, but as a creative writer. While the other artists who participate in COLLAGE’s programming variously work in watercolors, Chinese brush painting, sculpture, textiles, and video montage, my creative practice is literary. In turn, the illustrations that appear in The Heart of the Hereafter were commissioned specifically for this project from the West Coast visual artist, Lyn Smallwood. While each of the drawings is unique, their soft and gentle qualities display a sense of stylistic coherence. Their appearance is open and general enough to be evocative, yet sufficiently descriptive to convey the details of the individual scenes. Thus the illustrations’ delicate features are razor thin, yet just thick enough to hold everything to present a vision of the visions.


Because my primary materials are words, I work in the creative media of language and human consciousness. As the patients and I produce poetic narratives together, my role can perhaps best be described as that of a scribe and a curator of thought, as I ask questions and record the responses they inspire. Thus I primarily serve as a translator, yet much of what I translate is ineffable. I create a context, and provide critical skills, so that people facing extraordinarily difficult life situations have an opportunity for personal and symbolic expression, which then becomes clothed in aesthetic form.


Each situation is unique, and you never know what you will find on the other side of a patient’s closed door. As an Artist In Residence, I constantly confront the challenge of creating human connections across a formidable gulf of separation. Frequently, when I initially approach a patient I am told that the work “sounds interesting, but I have no artistic ability.” This invites me to respond, “Well, let’s just say for a moment that you did have artistic ability. What images would you want to write about?” Depending on the circumstances I might also ask, “Where are you from?” or “What do you love to do?” or even more simply (yet never simply), “What do you love?” If the person mentions their family, I will ask them to name their family members and then, working our way down the list, I will say to them, “Can you tell me something wonderful about your husband? About your daughter?” etc. When we reach the very end, I will turn to the person and say, “Now I’ll ask you the hardest question of all: Can you please tell me something wonderful about yourself?” While people may find this question challenging, it often provides the crucial thematic element that ties the story together while expressing an insight that other family members cherish.


Sometimes if a person is particularly weak or short of breath, I will just ask them directly, “If you had an image in your mind of something that holds special meaning for you—and it can be anything at all—what would that be?” Very often a flash of illumination will become visible on the person’s face, and they will share an image with me. They will describe a subject or a scene, while I gently encourage them to talk and make notes to help crystallize their thoughts. Once the artwork is complete, I read the person’s words back to them, while making any additions or corrections that they indicate. The text is then inscribed into a handmade paper journal, which the person is able to keep and share with their family, either as a medium for further creative expression or as a legacy gift that performs a memorial function. The portable microenvironment of the text thus provides a durable yet tender memory of this transient moment in their lives.


Open to the Open


When things are working well, the visits can become quite intimate. As the person and I talk together, they will often imaginatively see, hear, touch, and experience the various loves in their lives. This occurs twice: first, when the person initially tells me their story; and second, and more intensely, when their story is read aloud and they hear the intrinsic beauty of their own words reflected back to them on the surface of the artwork. As we walk gently through this terrain, my status temporarily changes and I go from being an outsider to a momentary insider as we pause together inside the sheltered warmth of the moment.


Yet beyond this brief initial description, there is not an established protocol or predetermined procedure for our interactions. Instead, I have found that the opposite approach works best, as this creative practice requires a significant degree of self-overcoming. People come from all over the world, as well as from half a mile down the road, seeking treatment at M. D. Anderson. Not only are each person and each situation unique, but at the end of life dramatic physical and emotional changes can occur almost immediately. Thus I have found that it is necessary to exercise subtle discernment and to practice the art of allowance while stepping lightly, speaking softly, and meeting everyone’s gaze directly so as to see the person and not the illness. In turn, this experience has reaffirmed for me the great value of uncertainty, of not asking for or insisting on anything, while maintaining an open mind, an open gaze, and an open heart. In these tender circumstances, the key is to place no predetermined limits on an unlimited reality. In my own mind, I think of this practice as remaining open to the open. By remaining open to whatever arises, it is easy to welcome whatever comes forth.


Not surprisingly, I receive a wide variety of responses to this offering. While many people are open, curious, and enthusiastic, not everyone is equally receptive to the idea of producing an artwork together. Sometimes people are physically exhausted after having returned from a medical procedure or treatment, while others can be emotionally drained after having spent much of the day interacting with a succession of care providers. Others still are drowsy and simply need to rest after having received pain medication. Occasionally, people are intimidated by the idea of working with an artist. And some individuals are emotionally unresponsive because they are living in various states of anger, shock, sadness, grief, or opposition after having received some “very bad news.” Sometimes people are either unable or unwilling to confront the gravity of their situation, so they place themselves at a distance from their immediate surroundings and erect a variety of barriers in an attempt to mitigate pain and reduce emotional distress. This can be particularly evident when people are still newly adjusting to difficult news; in these delicate circumstances, a person’s emotional withdrawal can be greatly amplified if they are surrounded by overwrought caregivers, or by the overwhelming presence of grieving family members or friends filling the room.


One day I met a middle-aged woman who was the mother of five young children, including a baby who was a little more than a year old. The nurses had informed me that this woman was experiencing “emotional turmoil,” and they hoped that I could alleviate some of her anxiety through creative expression. Yet when I asked this woman if I could work with her, and perhaps make something for the children, she immediately recognized the potential emotional impact of the encounter and she categorically refused. With a flat affect and tone of voice, she said, “I’m familiar with your services, and I’m not interested. I’m just not in that place.” Notably, such points of resistance can emanate not only from the patients themselves, but from overwhelmed and wary caregivers who assume the role of protective gatekeeper for the person.
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