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Part One: Before the Death
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And life goes on, 

which seems kind of strange and cruel 

when you're watching someone die. 

But there's a joy and an abundance of everything, 

like information and laughter and summer weather 

and so many stories.

― Melina Marchetta, On the Jellicoe Road
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Too Young. Too Much.
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Pain and profound sorrow silently cried within the eyes of the man I loved. I sat beside him at the foot of the bed. My own eyes filled with tears in disbelief, trying to comprehend the identity of “widow.” I was too young. We were both too young. I was not ready to be alone. 

Mark’s body held and protected me with its girth and warmth for thirty years. Now, cancer reduced this healthy body into a skeleton of honeycombed bones. Skin sagged where muscle disappeared. Translucent skin pulled taut across bones where fat melted into nothingness. Mark’s beard dulled, grew grey, wire-like, shapeless. His strong hands were shaky. Tubes, through his nose, pulled the green bile from his stomach. He no longer digested the food he loved to eat, especially French fries and root beer floats. At the age of fifty-one, Mark appeared decades older. 

I watched, feeling helpless and afraid. My husband had been my identity for thirty years. If he died, who would I be? 

Mark reclined in a large hospital bed as he awaited his last dialysis. The room wanted to present itself as cheery on a late October day. Pale yellow paint covered the walls. A picture window on the side overlooked a wooded park. Fluorescent lights buzzed above us. Quiet, smiling technicians scurried about, extending extra kindness amid repetitive procedures. But this dialysis was not routine. This last dialysis opened the door to death.

We tried to whisper. It all seemed too loud. We worked to speak over the sounds of the machines cleaning Mark's blood. Sickening-sweet music piped through speakers above us. Our daughter Sara sat beside her dad on a metal chair near the bed, reaching toward him with her whole body. Her eyes longed to catch glimpses of his love for a few more days. She had enrolled in seminary a few weeks before, expecting her dad would mentor her along the way. They shared a love of theology along with the loving bond of a dad and his daughter. 

Our son Brent had left earlier in the day to handle the preparations for hospice care before Mark arrived home. Brent and his dad shared an enthusiasm for life matched by their dark brown, wild, and curly hair. They both laughed from their bellies, imagined significant dreams, and debated ideas with arrogant assertiveness. Each admired the other’s adventures, though sometimes from afar.

I sat at Mark's feet, my sacred place. The cancer diagnosis of multiple myeloma had toppled our lives only five months earlier. In these last six weeks, a mysterious infection invaded his bowels, joining the cancer that devoured his bones. 

I longed to caress and hold him during this time. However, the brittle bones in his body were too sensitive to touch. His body screamed a silent caution against my desire to embrace him, warning me to stay away. Whenever I did touch him, he suffered pain. With the absence of physical contact with Mark, my body ached with loneliness. Talking was too hard. Being present was not quite enough.

Together we discovered that his feet, hanging outside the bottom of the bed, remained unscathed by the disease. I could touch his feet without causing more pain. His feet became the path for connection.

At the end of each day, I rubbed a lavender-scented lotion on his dry heels, soles, toes. His size-twelve, basketball-loving, hook-shot-trained, golf-putting, resting-on-the-desk-to-think feet became a home of presence. This nightly routine spoke the love we both needed, the love we lived, and the love we knew. Here we touched skin to skin, heart to heart, lovemaking of its own kind. The action calmed his soul enough for him to sleep. This touch expressed my love through a tender caress, sharing with him what I longed for but no longer received.

On this last day in the hospital, I sat at his feet, yet again. When this dialysis treatment ended, Mark would leave to die at home. He would die in our bed instead of the uncomfortable hospital version that barely fit beneath his 6'5" frame. He would die with me beside him. 

I wanted to hold on to him for as long as I could. Each day the cancer consumed more of his bones, destroyed his organs, and emptied his spirit. As he slipped away, my role, my identity, my anchor, and self-understanding diminished with him. 

Multiple myeloma had won the day. The doctors explained to us that in this type of cancer, the M-protein in the blood goes mad. Wildly producing itself, it overworks the bone marrow, bleaching the bones of calcium, leaving behind holes within the bones, echoing in pain. These M-proteins invaded the kidneys, intestines, and other significant organs, taking away the elasticity in the organ muscle, disabling their ability to function, allowing unknown and exotic infections to settle in their wake. The M-protein left deposits called amyloids, which destroyed Mark’s kidneys in the early summer, just a few weeks after the initial diagnosis. To stay alive, Mark required dialysis three times a week. The large intestines became infected late in the summer. At the hospital, the tubes connected to Mark helped him live. Through them, he received nutrition and pain medication. Lines pulled bile from his stomach and pushed antibiotics and much-needed fluids into his veins.

During these last weeks, the monster, multiple myeloma, swallowed his physical strength. There were no more drugs to stop this enemy. In a calm acceptance of the inevitable, Mark decided to stop dialysis. He wanted to die at home, surrounded by family and friends.

Mark took charge of death, grabbing it away from the power of the myeloma, claiming death for himself. These moments in the treatment room began his empowered journey into the final ending. We expected death within seven to ten days, expedited by the poisoning of the contaminants in his blood. This death would be less painful than the continued months of suffering caused by multiple myeloma. Mark believed this was a more painless death than the agony of cancer’s killing.

As he made this decision, Mark exhibited a steadfast calm and clarity of thought. He did not seek advice from our grown children or me. Instead, Mark took it upon himself to boldly lead this dance toward death. A spirit within him re-ignited.

But my spirit grieved. His singular process of deciding to die in this way only left me lonelier and more isolated. He gave me no opportunity to voice an opinion. 

On the one hand, I was grateful Mark was so clear. But this exclusion hurt me deeply. During our thirty years of marriage, we made the big decisions together—decisions for education, moving, which churches to serve, when to have children, parenting, what house to buy. We shared values and beliefs. Over the years, we worked for our marriage to be a partnership where both of our voices mattered. I was working to find myself within my profession as a psychotherapist. At least that’s the story I told myself. 

Mark had been a charismatic leader with his body size, well-defined opinions, and strong voice, commanding the energy of any room. His charm and insights encouraged the respect that followed. My role as a pastor’s wife was one of support, and it defined me. My identity, my thoughts, my life were characterized within this structure as we worked to find ways of mutuality. Yet, when Mark chose to die, he decided alone. Where did this leave me?

I swallowed my hurt. Mark was dying, and we had more significant issues to manage.

Surrounded by dialysis machines and internal musings, we sat in silence. Alone in our thoughts. I tried to stay focused on the immediate now, but my mind kept drifting toward a funeral and then into life as a widow. 

“Widow.” What did that mean anyway?

With each thought of his approaching death, my throat pinched shut. My gut heaved into the depths of the unknown. Panic hit with a steep headwind spiraling me into strange despair. 

"Focus on the now," I breathed. "Protect these moments with your heart."

My world was quickly changing; I had to find a way to hold on. Panic would not help me manage the upcoming chaos. I needed to be a mom for my children, find a way to maintain a private practice in psychotherapy, and work with the staff and leadership of the congregation Mark served as pastor. The congregation was losing a pastor. I would also need to be strong for Mark’s family, my family, our friends, and find ways to stay in touch with a network of people throughout the United States. Mark was a mentor to many. Many tasks and roles required my attention. 

"Breathe," my mind interrupted. My prayer was to find a way to “breathe.” It was the only prayer I could manage to do.
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Is This a Good Time?
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Cancer came into our lives at just the wrong time—as if there is ever a right time. 

When I married Mark, thirty years earlier, I was full of spunk and enthusiasm. We were both intense and purposeful, but different. Mark was blue-eyed and Scandinavian. I was brown-eyed and German. Mark stood 6’5”, but my 5’3” personality pushed at him to maintain a sense of self. I did not want Mark’s bigger-than-life character to swallow me. 

One mentor from our mutual history described me as a “creative and compassionate servant of the Word and full of piss and vinegar,” a Midwestern phrase about a woman of vitality and energy. I often wondered if this was a compliment or a curse. Was being a strong woman acceptable, or did it stink? Was he affirming me? Or making a patronizing statement to keep me quiet?

Mark and I met at Dana College, a small liberal arts college in Nebraska, during Freshman Move-In Day in 1969. I was a sophomore and worked as the floor leader on the top floor of a women’s dorm. Because Mark was a first-year basketball player with a scholarship, the college expected him to help with move-in day. Of course, he chose to assist in the women’s dorm, not the men’s, and decided to carry boxes to the fourth floor to show off his athletic prowess. 

I first met Mark in Julie’s dorm room. Mark rested in a chair after helping her unload her belongings and carrying them to the fourth floor. His tall stature and kind smile caught my attention. I walked in, said hello, laughed, and sat on his lap.

I looked him in the eye and said, “Hello, my name’s Elaine. Who are you?” We quickly became good friends, though he dated Julie during his first year at college.

I joined him and several others in a group called Youth Encounter. On weekends, we traveled to various churches in communities close to campus to sing (I played guitar), talk about Jesus, and encourage others to “love Jesus, too.” With a few other friends, Mark and I met for lunch in the college cafeteria and talked theology for hours at a time. We bantered and laughed from a common purpose and joy. By the time he was a sophomore, we had added dinner to our times to meet. In time, Mark began to walk me back to my dorm in the evenings.

During the summer after his sophomore year and my junior year, Mark and two other friends received a grant to lead a summer ministry for young adults near a small country town in Nebraska. Many teenagers in the county had died from underage drinking and driving. Mark and his friends wanted to find a way to help the kids who lost friends with a message of God’s grace. 

For this project, Mark wanted to learn to play guitar and asked if I would teach him. Of course, I accepted. We agreed to meet in one of the rooms on the third floor of Old Main, the main classroom building on Dana’s small campus. We sat down together. He held my guitar as I put my hands on his to show him how to play a D-chord, then a G- chord. He turned to me and kissed me with a passion I returned.

We were married a year later. Mark’s family was not pleased, as they thought Mark should finish college before we married. Mark told them, “Elaine may be a year older, but I am wiser. Plus, Elaine has a job and a car.” A marriage made sense to both of us. 

I believed in Mark and his work. I believed in him and his call to be a pastor. I had grown up with the church being the center of my life, as my mom played the organ and my dad taught Bible classes. It was home, familiar, and safe. To be the wife of a pastor fit into my defined narrative. I believed God called Mark into something extraordinary. I wanted to walk beside him to support his dreams. I would not get in the way of his call. I believed in him more than I believed in myself. Being “vinegar” was not attractive. 

During Mark’s ordination approval interview, the leader told Mark that he would be a successful pastor because of his insight, intelligence, charisma, and wisdom beyond his years. However, the interviewer said Mark was still rough around the edges, like fresh manure on an open field. The interviewer looked at me and suggested Mark would be successful because I would soften Mark’s rough edges. 

“Elaine, you will bridge Mark’s intense presence so others will experience a care-filled ministry.” 

With this statement, he clarified and commissioned my role and my purpose. The institution of the church called me to be Mark’s wife, a pastor’s spouse, to support his work and help others see his heart. 

Blindly, I fell into the trap of an outside authority. The interviewer defined my strength as a benefit for my husband. But what did this mean for me? What would it mean as Mark was dying?

Mark led as a bold pastor. He pushed his colleagues, demanded thoughtful engagement with scripture to integrate sound theological thought, and pushed the leaders of the institutional church to a broader and more faithful vision rather than only a narrow view of entertainment for church growth. These ideas created trouble with churchwide leadership, who did not always appreciate such a challenge. Yet, when Mark worked with parishioners, he led with compassion. They loved and admired him. Beneath his height and big-boned body, he was a teddy bear at heart. He told stories as he preached, sat down with others to listen to their stories, and delighted in children.

In my role as wife, I was the number one supporter of his ministry and his public leadership. Many saw us as the perfect couple. However, I often pushed Mark at home, expecting his copious soul and body to withstand my challenges and my questions. I longed for my voice and authority to be known, too. Even as I was strong on the outside, insecurity consumed me. When I criticized him at home, Mark would initially listen but then pull away and hide within his thoughts, bury his head in a book, or get lost by watching sports on TV. I lost confidence, felt alone and confused.

I moved from career to career as he moved from parish to parish. I worked as an elementary school teacher, full-time mom, handweaver, and then director of a college program. I tried to appear confident and vibrant externally, while internally, I questioned my own worthiness. I had high expectations for myself, which amplified my self-doubt. With each career move, I hoped to escape the lack of self-esteem, shame, and perceived failures. I experienced periods of depression as I wondered where to fit and how to fit. What was my purpose? My support for Mark did not always mean support for myself. I wandered from profession to profession.

While Brent and Sara were in elementary school, I experienced severe clinical depression. I had lost myself in the role of Mark’s wife. I needed to find myself again. As I started therapy, Mark and I both knew that in seeking help, I would change. In doing so, our marriage needed to change too. As the depression cleared, I found the energy to return to school. I was working with college students at the time and enrolled to earn an MA in the Counseling Program for College Student Personnel Administration. It was the counseling component that fed my soul. I loved it. 

As a licensed professional counselor, I found my voice and purpose. One client told me, “You have ears that don’t quit.” Within this work, I found vision and direction. I did not need Mark’s role to affirm me. I knew how to listen well. I learned how to challenge others carefully when they came to me for help. Because I trusted the journey of transformation, I believed I could lead others through it. The transformative change was the Passion Story in Christianity—a movement from the death and despair of Good Friday through the waiting and watching of Holy Saturday into the new life of Easter. I could accompany someone to ride the monsters deep because there is life on the other side. I was not afraid to accompany others on this journey because it was my story. I lived it. 

Searching for meaning and God was part of my spiritual journey for much of my life. 

I often asked, “Who is God?”  “What does grace mean for me?” 

At times, I only saw my unworthiness. I wrote in journals, prayed the psalms, and recited morning prayers of the liturgy. I prayed with others, finding words to accompany the stories they shared. I led workshops and book groups. Spirituality anchored my life, and I experienced God’s comfort and presence. I read spiritual writers. Even as my image of God transformed from an old, bearded man of judgment in the heavens into an intimate reality of loving kindness and compassion, I pushed and pulled at God the way I pushed and pulled at Mark. Could God withstand the challenge, grow with the questions, and abide in my angst? 

Mark was serving a Protestant church, which was a vibrant and challenging call. The congregation had recently completed a significant building project with an addition for a large gathering space for the community to meet and a daycare center for children called Rachel’s Place. This project was Mark’s pride and joy. Membership was growing. At this church, Mark’s vision flourished. In this ministry, Mark celebrated 25 years as an ordained pastor. I was on the way to affirming my voice and profession.

Our children were successfully on their way. Sara attended seminary at the Lutheran School of Theology at Chicago to become an ordained pastor. Brent enrolled in graduate school for a Master of Arts in Humanities. We met Brent’s girlfriend Connie. We instantly liked this woman who matched our son's life-force, intellect, physical prowess, and passions.

Along with his call in the congregation, Mark continued his work to support and encourage leadership development for laypeople and clergy within the institutional church. He could integrate the current theories on leadership, theological understandings, and reflective writings for practical implementation in congregations. At the beginning of the year, a church publishing house published Mark's second book. Mark accepted invitations for the speaker's circuit to talk about his writings. He led conferences on congregational leadership, shared his well-developed ideas to support and challenge clergy and church lay leaders. 

Mark agonized about the morale of pastors and wanted to find ways to help to improve it. For this purpose, he wrote a blog before it became a thing called "Notes to Eli." In the Old Testament Bible stories, Eli is a high priest who mentored the young boy Samuel. As Samuel grew to become a leader in Israel, he sought Eli’s guidance as he mused and developed. In the blog, he wrote to his mentors and colleagues to share with them what it meant to be a pastor and the meaning of God’s call to be a minister of the church. In these writings, Mark challenged the assumptions of the church hierarchy about leadership and church growth. The list of people who received these emails grew significantly over the six months he wrote them.

Finding our way as empty nesters, Mark and I each developed a professional role of our own. Mark had his pastoral work and writing. I created a private psychotherapy practice where 40% of my work was with clergy and clergy families. As I grew more confident in my gifts as a therapist and teacher, we began to work together at various conferences and programs. 

And then multiple myeloma sped into our lives.
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During the spring of 2002, Mark steadily grew more fatigued. He was so tired in May that he forgot my birthday. I was both confused and, selfishly, angry. He never forgot my birthday! I especially needed his attention because Mark pulled away from me when he grew physically and emotionally spent.

Mark was so tired he nearly collapsed as he led Sunday morning worship at his last service. He mumbled words as he read a sermon. Yet, Mark pushed to speak the words of grace at the baptism of a young child. He could barely lift his hands from the water. With an ashen face and sunken eyes, Mark was so tired he stumbled as he stood before the congregation, trying to lift his hands for the final blessing. The worshippers were fearful for his life. The staff pleaded with him to go to the doctor, but stubbornly, he went home to rest.

Mark waited for me to return from our niece’s college graduation ceremony. I found this out only after the fact; he did not call me. In the midafternoon, I walked in the door. I was surprised to see Mark's subdued body reclined in front of the TV, resting, still, his face white, eyes sunken. 

As I listened to the events of the morning worship, my fear grew. After much pleading on my part and both of us lying awake most of the night, Mark finally agreed to go to the doctor the next morning. From the doctor’s office, they rushed him to the hospital in an ambulance because of the frightening bloodwork report.

The first test revealed Mark almost died of calcium poisoning. The abundance of calcium had shut down his organ functioning. Hours from death, his heart would have been next. The doctors treated the deadly effects of too much calcium, but they needed to discover what caused the problem. 

I called the children. The guilt of wanting Mark’s attention a few days earlier vanished into the fear of losing him in death.

The next morning, we heard the answer as to why – a cancer called Multiple Myeloma. This cancer had taken hold of Mark's body, intensifying quickly and dramatically bleaching the bones of calcium. I wondered what would have happened if we had waited longer?

Had we already waited too long? Anxiety ate at my memories. Eight years before this attack, doctors diagnosed Mark with Monoclonal Gammopathy of Unknown Significance (MGUS) during a routine blood test, the precursor to multiple myeloma. At that time, our family was living out the expected trajectory of a typical pattern as Brent began college and Sara finished high school. Mark had just started work as a pastor in a new parish. I was working as a therapist at a local social services agency. 

At that time, Mark's doctor recommended we seek a bone marrow transplant immediately. Mark talked to the church staff. We had an intensive conversation with his siblings about the process and bone marrow donations. He bought a funky black beret to wear because he would lose his hair on his head, including his beard. Mark worried he would scare the children at church with a bare head. He planned to have the transplant during March Madness so he could watch the basketball games on TV during the healing process. 

With meticulous precision, Mark planned to meet the congregation’s needs. But with each detail of the plan, I grew more anxious and confused.

At the time of this first diagnosis of MGUS, the process for treatment moved very quickly, too quickly. We questioned the opinion of this young doctor. The accidental finding of the abnormal readings of his blood counts seemed too bizarre. The blood counts were high but not abundantly so. Out of growing fear, we asked more questions. Mark sought a second opinion.

After a visit to a doctor at Mayo Clinic, we stopped the process. This doctor explained we only had one snapshot of a moving train called cancer. We did not have a definite answer as to how fast the cancer train was moving. This doctor advised us to wait, to watch, and to continue regular testing. We moved forward, relieved and filled with hope. 

I put all this in the back of my mind, trusting Mark would remain healthy, and our life would move forward as planned, trusting God to keep him well.

Through the next eight years, Mark had regular check-ups and urine tests. We watched, as we knew that MGUS progressed to multiple myeloma within five years in 75% of the cases. Mark was past this time. We knew that the treatment for the disease included a bone marrow transplant and trusted new procedures. If the MGUS did turn into myeloma, we had a plan. We were hopeful, pushing the idea of cancer into the very back of our brains. 

None of the tests during the eight years showed any change in the blood count. Life was normal. Trusting the goodness of God, we moved to another congregation. Brent and Sara finished college.

Except. 

Now, the disease moved even more quickly. 

Except.

Mark’s weariness in the spring should have been a sign.

Except.

I should have been more vigilant with new doctors in the move to Eau Claire.

Except.

I should have pushed Mark to see a doctor sooner.

Except.

I should have stayed vigilant.

Except, what?

Except, now it was too late. 

I sat in Mark's hospital room on a sunny morning after the cancer diagnosis. I was grateful that he had lived. I was thankful the calcium poisoning did not kill him, but I was devastated. Had we waited too long?

Mistakenly, we thought Mark had made it through the crucial time. We did not expect the disease to return at such a furious pace. So fast that the previous plans would not work. Guilt flooded me. Should Mark have had the transplant while he was still healthy? Should we have worked with another doctor? Should we have stuck to the original plan? "We should have..." became the refrain in my thoughts. It fed my guilt. I felt complicit with the disease. Why didn’t God intervene?

After the multiple myeloma progressed rapidly during the next weeks, Mark was no longer eligible for a bone marrow transplant. The large amounts of M-protein could not escape his system. The amyloids settled in the muscles of his major organs, making it impossible for them to work. The tissues were like the elasticity in a sock that had lost its ability to expand and contract. The muscles of Mark's kidneys stopped first and forced him on dialysis within the first month. Three months later, his large intestines sagged like a drooping old sock, allowing infections to settle in where the elasticity had been. 

It had been years since the MGUS diagnosis. Now, death boldly approached. Before the final dialysis, Mark had been in a hospital bed for six weeks with infections raging in the sagging organs and despair roaring in an empty soul. I sat beside him in the hospital room, much of the time in silence. And alone. Mark struggled with what seemed to be spiritual despair. I wrestled with fear. And being alone. Now what?

We prayed for strength, answers, healing, hope. Others prayed too, many others throughout the country. They surrounded our family with petitions for health, for a cure. 

Yet.
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Alone, But Not Alone
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As pastor of a congregation, Mark held strong opinions of what it meant to be the leader. He understood and taught others that the leader was to care for the community of believers so they could serve the community. Mark believed if the church members turned their ministry focus internally on the care of themselves and the pastor, the congregants would lose sight of doing God's work in the world. He believed this shift would compromise the mission and work of both the congregation and the pastor. I followed his lead, thinking he knew best. But was this true? What were the consequences for me? 

Maintaining some semblance of his role as a leader was utmost in Mark's mind. When Mark went on disability because of cancer, he wrote a letter to the congregation to be specific about their role as he was sick. Their purpose was to care for each other and the community surrounding the church. Mark wrote that as their pastor, he coveted their thoughts and prayers, but his care, both physical and emotional, would be the responsibility of his family and friends. 

This belief belied our circumstances. Our extended family lived out of town and was only able to come on weekends. Our children lived busy lives away from home. Our close friends were mostly in other states. Overwhelmed with the immense workload, the parish staff came to visit as they had time. I sat alone, pushing my own needs aside. My role as wife and spouse buried any feelings of resentment. 

During this last hospital stay, Mark appeared imprisoned in the hospital bed, bound in place by the many medical apparatus attached to his body to keep him alive. He pulled away from me, and he seemed lost, deep inside himself. The doctors and medical personnel held several meetings regarding his emotional despair. They diagnosed him with clinical depression. They wanted to medicate him with drugs to relieve the symptoms. The physical therapist thought he should get out of bed and use his body. The hospital chaplains said he was grieving the end of his life. 

Most of these professionals seemed to objectify Mark as a problem to fix—an experiment for new drugs, a body in trouble, a medical diagnosis. I longed for them to see Mark as a person, a person to love, a man with a story to tell and a soul to embrace with deep compassion. 

I watched Mark’s attention drift further and further into himself. He stopped talking to me, either emotionally unable or physically too exhausted to speak. He lay silent, staring, haunted, blank, entirely still, disconnected from me and the world outside of himself. I watched. He seemed to be engaging in a deep inward journey. At times, his eyes opened. He pondered on some focal point in the distance. Where he wandered in his mind appeared to be difficult, as his face winced, his eyes teared, his lips quivered, and he breathed uneasily.

I wondered if Mark was engaging deep spiritual distress lost in meaninglessness and uncertainty. His very soul appeared trapped in agony beyond words and fear beyond hope. Was God absent beyond comfort, just as Mark was absent from me? 

I sat alone beside Mark as he lay in the hospital bed. I could only observe and be present, helpless to respond to his walled-off being. I sat within inches from him, yet he felt miles away. I was unable to be in touch with his thoughts by talking. If I touched him, he winced.

I prayed or tried to pray using the psalms and hymns. But I experienced little comfort. God seemed far from me as well.

I explored the sky through the window on the hospital’s fourth floor, watching geese play in the air, form V-lines in flight, and head south. I observed the tops of trees as summer turned to fall and greens of life changed to dying browns. A lime green recliner with a plastic cover provided refuge for me through the long ordeal, sitting alone beside his bed.

I tried to breathe into the quiet. Within the stillness, I explored memories. Remembering became my silent companion. 

I remembered watching Mark walk across campus from my dorm window in college. I announced to myself I would marry him one day. I remembered musings with him over meals on plastic cafeteria trays at Dana College as we discussed Christian freedom and debated the Lutheran doctrines of grace and sacraments. I saw him hold our small children high above his head as both giggled with joy. I remembered Mark showing these toddlers how to dunk pepparkakor, a Scandinavian spice cookie, into milk to enjoy its flavor fully. He knelt beside their highchairs with a cookie in one hand and a glass of milk in the other. 

“It’s like this,” Mark explained. With a grand gesture, he lifted the cookie into the air, then pushed it into the glass, pulling the tasty treat dripping with milk to his open mouth. He would gobble the whole thing in one bite, licking his lips in delight. Laughing, he handed Brent or Sara a cookie, saying, “Your turn.” 

I remembered the way he rubbed his hands together when he had an audience and prepared to speak. I pictured in my mind’s eye the way Mark rubbed his nose and played with his beard. I saw Mark carry a black, zippered briefcase, stuffed heavy with books, over his shoulder wherever he went. I saw him laugh with his friend Red when they were the only ones to understand the mutual joke. The quiet of the room became filled with stories.

The quiet also spotlighted my aloneness as I sat in the green chair for hours on end. I could not focus on reading. The TV was too intrusive. Yet, I remained committed to being present and accompanying my husband, even in the silence. 

I began to crochet an afghan to keep my mind and hands busy. I found an easy pattern using a large crochet hook creating soft loops and bubbles with thick white yarn to feel the accomplishment of a quick result. Each day the interlocking of stitch upon stitch lengthened and wrapped my lap and legs with warmth and security. Each stitch held feeling I could not express or even allow my mind to explore.  Each pull of yarn from the ball became pleading prayers – Come. Help. Heal. Comfort.

Sitting and being present to Mark, at least in the body, became a learned practice. Initially, I understood it as part of the expectation of my role as a spouse and my stubborn-independent German self. I pushed through the lonely moments with a force of will. As the days and weeks grew long, I came to understand this quiet as a spiritual pattern. Currently, prayer was more of a practiced discipline than a thinking belief. It was what I knew to do – a body memory taking place within my being. It was a ritual, a routine, an active practice. 

Yet, the deep pain of this loneliness rooted itself into my soul without acknowledgment. Denial of my internal struggles was the gift that gave me the courage to proceed.

As the hospital stay grew from one week into the next, the community’s prayers were always present. With cards and written messages, many remained in contact with us from afar. As the fall program at the church began, Mark remained hospitalized. The prayers continued with more intensity. The staff at the church became the bridge for us and the congregation. They planned a prayer vigil for healing at the church with a service of prayers around the cross. With song and periods of silence, people gathered around a cross in a dimly lit church sanctuary. Each member walked forward to light candles, kneel, or sit at the feet of a cross and pray to ask for God's mercy and steadfast Love to abide. 

During the evening of this service, I sat with Mark in the hospital room. From afar, we joined them praying for his healing, not for a cure. We prayed to know wholeness in the journey.

By watching the clock, we were aware of what time the service ended. Soon, we heard a surprise knock at the door. When I opened it, three members of the church staff stood with sheepish, yet cautious grins on their faces. They hurried inside and shut the door, giggling. 

Although it was a cold October evening, their jackets seemed unusually voluminous. One sleeve flapped freely with no arm within it. The other hand of each person held the edge of their coat away from their bodies, hiding something held beneath within their other hand. When they opened their coats, we were astonished at the gift they presented to Mark. They each held a lit candle carried from the prayer service. They had taken these lit candles in their cars, past the hospital staff, into Mark’s room, and into our hearts. 

We laughed. We cried. I looked around and wondered if the oxygen tank might catch fire.
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Kairos Time


[image: ]


––––––––
[image: ]


Mark never shared his thoughts during those silent days in the hospital, so I never knew what he came to know. He had written some ideas in his blog, "Notes to Eli," in the summer. What happened within his soul on the bed in the hospital was only between him and God. After he decided to allow death to come, his eyes shifted from appearing as dark, haunted caves into lanterns, bright with a vision. Mark had a purpose—he would die well. 

Five months of battling cancer, calcium poisoning, kidney failure, intestinal infections, tubes, painful bones, chemotherapy, medicines, intravenous feedings, lost dreams, spiritual searching, and no sign of future relief led Mark to this time. This time is Kairos time, holy time, the right time. The time to embrace the walk of death.

With Sara beside me, Mark opened his eyes and asked us to write as he dictated two letters. The first was to the congregation explaining the next steps. The next one was the final note for "Notes to Eli." He asked us to send this note:


“Sometime in August, the clocks didn’t work. It was the craziest thing. Sometimes I would watch one in the middle of the night, and it would work just fine. Sometimes I would wake up five minutes later and be frustrated as slowly the night was trekking toward dawn. The other times I would squint my eyes to watch as the minute hand would rotate as quickly as the second hand. It was crazy. Sue, our parish administrator, commented, ‘I hope they don’t check your pulse by that clock.’ We got a new clock, but it did not make time go slower or faster.



“I just finished spending five weeks at Luther Hospital attempting to discern and cure raging colitis and a bowel problem, which were by-products of the multiple myeloma cancer. On Sunday, October 27, we knew what time it was. It was time to go to Mayo Clinic and find out exactly what was going on. We found that cancer had taken over most of the systems of my body. At this point, no matter how the minute hand moves, there is no cure for this disease. 



“We decided to return home to our house on Freedom Drive to begin hospice. The doctors indicate that the clock running correctly will offer me days and weeks, but not likely months or more.



“There is no exact time. But there is a promise. Modernity promised us a clock would work perfectly. Modernity promised us a body that would not fail after a few check-ups. Modernity promised us that a world of war, anger, famine, oppression, and abuse could be fixed by well-intended action and ideological pursuits. All of this is like a minute hand running out of control.



“Now I wait for a promise that is sure and true, ‘Nothing can separate us...’ [Romans 8:38-39]



“All else and all other promised ways of keeping time are empty and lead to nowhere.



“In the coming days, I will pray again and again what I prayed from the beginning of this journey, ‘Lord, grant me a quiet night and peace at last.’



“Thank you for being a community of believers that has shared this prayer with me these past months. May we be shaped and molded into a people who dare to trust the vision of a quiet night for all the world and peace at last.



“Eli... I will let you know when the modern mechanical clock stops. Then you will know I rest in the promise of what is here and true and certain; Jesus Christ is our Lord. 



“Mark”



Sara scribbled the words onto a notebook page as Mark dictated. My brain clouded with fear, and I asked him to repeat the words several times. Sara and I both wiped tears from our eyes, trying to stay focused on Mark’s final message to the congregation. He remained calm, direct, precise. 

I tried to internalize this same response. After we finished writing the letters by hand, making sure we could read our swiftly scribbled words in a notebook page for typing later, we sat again in the quiet until Mark completed the dialysis. He took great care to affirm those he served in ministry. He would be their pastor until the end of his life.

But I wondered how we might finally say goodbye. How would Mark be my husband until the end of his life? A dad? Would Mark dictate letters to us too? How would Mark affirm our love? Would he thank us for our support? Would he recognize how I remained present? 

Nurses removed tubes that had cleaned his blood for the last time. They carefully attended to the wounds where the plastic tubing entered his body. Then, they quietly left the room, leaving us alone before sending us upstairs to process Mark's final discharge.

Mark thanked Sara for helping. He touched her hand and looked at her with the eyes of a father's pride. A twinkle of light danced between them. Both were grateful for the gift, a generous smile, and an abiding presence. 

Mark then turned his attention to me. He asked me to come from the foot of the bed. I sat beside him. He took my hand, looked into my eyes, and gently touched my face.

"Now," he said, "When I die, it will be your turn. You will lead the widow's procession." 

I stared at him for a bit, not knowing what these words meant. I was too afraid to ask.
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Coming Home
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Despite the calm of a decision made, confusion hovered around in apparitions, clambering with the demands and preparations needed for Mark to go home. It was October 31, Halloween. Was this a trick or a treat?

The social workers handed me information for hospice care: pages filled with telephone numbers, needed medical supplies, instructions to set up a hospital bed, and booklets of what to expect as someone dies. 

A nurse taught me how to care for the portable pump that continually pulled the green bile and gastric juices from Mark’s stomach through the tubes in his nose into a clear glass jar. 

“The jar will sit on the floor beside the bed, where it will be easy to see when you need to empty the drained fluids,” she informed me. I wanted to gag. 

Another nurse showed me how to manage the intravenous tubes through needles taped to Mark’s upper arms, now only skin and bones. To these, we attached the bags of mysterious fluids to provide hydration and essential nutrition. Mark had not eaten real food for several weeks, and the constant drip of these liquids furnished the nutritional care his shrinking body needed. We joked as each new bag dripped into his body. One was a root beer float. Another was a delicious cheeseburger and French fries. And of course, the dessert bag was always banana cream pie. 

Finally, the head nurse taught me how to give Mark the ultimate pain killer, morphine, through yet another
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