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			To my grandchildren

			Ethan John, William Collin, Vitoria Mae, and Kyra Joy

			May the stories in this volume help you to know more fully the joy you have brought to your family and ensure you will never forget how much you are loved.

		

	


	
		
			Preface

			People would often say to me, “This isn’t the way it’s supposed to be, children dying before their parents.” They said it when my thirty-one-year-old son, Kenneth, died of AIDS and again, seven years later, when my forty-two-year-old daughter, Corinne, died of breast cancer. When Corinne died, I got a phone call from my cousin, who had lost her own daughter in a car accident twenty years before. “This shouldn’t be happening to you,” she said, in an effort to comfort me. When I asked whom it should be happening to, she said, “Someone who hasn’t already lost a child.” 

			But I prefer not to think this way. When I am in that place of questioning the circumstances of my own life, I picture the gravestones in the historical cemeteries my history-buff father took us to visit as children. We kids would run from gravestone to gravestone, doing the math and discovering children our own ages or younger buried there. I remind myself that it’s only in recent generations and in a country as fortunate as our own that parents can expect to raise all their children and to predecease them. 

			So I set out to write about my experiences as a mother who has lost two of her three adult children to horrific diseases. I voluntarily reentered those years of anxiety, trauma, and hope to better understand what transpired there. I realized that those of us who survived have been profoundly changed, and so I have written partly for my own healing and partly to share with others the learning and strength I discovered. Many people did not understand my spending so much time writing about this, especially my husband, Richard, whose style of grieving was entirely different. Rich and I finally came to an understanding several years into this project. 

			Rich and I are both behavioral health professionals. We share a conviction that many mental health problems are caused by a lack of connection to people’s spiritual selves. In our work and for our own personal development, we use the community- building tools of dance, song, and story. In the jargon of our professions, this is called using the arts for individual and social transformation. For ten years we founded and co-directed a behavioral health care clinic called Iatreia Institute for the Healing Arts. This was the name of the clinic from 1987-1997 until we were purchased by Corphealth. Then it became Iatreia, Inc. You’d think that the experience of our professional careers and the synchronicity of our shared beliefs would have given us some special insight into each other’s grief. Not so. 

			Five summers ago, Rich sent me off to participate in a writers’ workshop with the comment, “I hope someday you will find something more pleasant to write about.” 

			When I returned from the writers’ workshop in Iowa City, held a couple of weeks after the town had suffered a significant flood, I brought back two empty sandbags, like the thousands of bags of sand stacked as barricades against the rising waters. My empty sandbags had been decorated and made into handbags by artists in the community and sold to raise money to help the local Habitat for Humanity fund the cleanup efforts. At home I laid out my decorated sandbags alongside a folder of my writing. “My writings are my sandbags,” I told Rich. “We have to make art out of what happens to us, or at least something useful, and we don’t get to pick what that is.” 

			People have asked me how I’ve survived all the tragedy and loss in my life. Perhaps I’ve written the stories of my journeys with my children, other family members, and my best friend to answer that question for myself. Witnessing how hard both my children fought to stay alive and all that they were willing to endure to gain more life has defined my grieving process. I never wanted to dishonor them by wasting one moment of whatever precious life I am given. 

			Like a prospector searching for gold, with the help of my journal, I have panned and sifted through these experiences—of birth, death, and the places in between. I have shaken the sieve in such a way as to uncover, among the dirt, pebbles, and debris, the valuable shiny elements in these stories. 

			This sifting and sorting has been, like the experiences themselves, tough at times, but also enlightening. I’ve come to appreciate the many ways that people confront illness, diagnoses, treatment decisions, and, yes, even death, and the many faces and masks of grief. And ultimately, I’ve come to see the demands made on me as a mother as requiring me to become a warrior mother. In our lifelong mother roles, whether our children are sick or well, young or old, like warriors, we engage wholeheartedly in a cause, and like spiritual warriors, we are asked to use our compassion and wisdom to help our children and ourselves grow and thrive through whatever life sends our way. 

		

	


	
		
			 

			Part One

		

	


	
		
			Coming Out

			“I am the mother of a gay man,” I said into a “talking stick” microphone in front of one hundred people. I could hear my heart pounding in my chest. I took a breath before speaking again. The year was 1991; the place Marin County, near San Francisco. As a dancer, I was participating in a ritual/performance to highlight the problem of HIV/AIDS, which by then had become a worldwide pandemic. The people listening to my somewhat shaky voice were gathered in an outdoor courtyard of a high school, where we’d been rehearsing together for five days. The rehearsals would culminate in a public performance directed by one of my most admired mentors, dancer/choreographer Anna Halprin. The workshop participants were adults of various ages and cultures, some having traveled great distances. 

			“And,” I continued, “I don’t know how to be his mother.” This statement and its implied question were offered under the rules of this contemporary version of an ancient ritual. I could ask the community any question strongly on my mind and heart. I could say anything I wanted, but, as in the indigenous cultures where the talking stick ritual is practiced, it had to be the truth. 

			The truth was, my difficulties mothering my youngest son, who was twenty-five years old at the time, had been long-standing. I had mothered him through his school years as he struggled with serious learning disabilities, and through the various rituals of his leaving home, returning, and setting out again. Perhaps the accumulation of all those challenges over the years had propelled me to the microphone. 

			Attempting to mother my youngest adult son had gotten me into working a 12-step program. After years of frenzied attempts to manage Ken’s behavior, applying all the reasoned strategies I knew as a therapist and social worker, I started a Codependents Anonymous for Helping Professionals group at our behavioral health care clinic. This group met weekly for four years, and though experiences with clients were occasionally the focus, the support of the group, the twelve steps, and repeated recitations of the serenity prayer were most often applied to the consistent challenges Ken’s life kept providing me. 

			One example: the phone call I got from the Dallas Fire Department. They were conducting an investigation into an alleged arsonist who had bought three gallons of gasoline at a service station in Dallas and had later set fire to a building. Their interest in me was because the credit card used was in my name. It turned out the gas station was close to where Ken lived. Ken had one of my gasoline credit cards along with my permission to use it, but he’d lost it and failed to tell me. 

			High drama. You’ve got my attention, Ken. 

			Once Ken was driving to our clinic with supplies I needed for an open house. When he didn’t show up, my mother-worry alarm sounded. Just as the event was starting, I got a phone call. He had been stopped for a broken taillight a few blocks from the clinic. The officer ran a check, found an unpaid ticket that had gone to warrant, and hauled him off to jail. 

			I consulted a lawyer friend at our event. “Should I let him spend the night in jail?” 

			He returned my question with another: “How big is he?” 

			Why would that matter? I wondered. 

			“I’m not sure the punishment would fit the crime,” my friend continued. Suddenly I understood. I shivered as I was assailed by images of Ken being sexually assaulted by bigger, tougher cellmates. The punishment definitely wouldn’t fit the crime. Horrified, I paid to get Ken out of jail. As I had done with money in the past, I insisted this was a loan he had to repay, which he always did, and that this was the last time I would get him out. 

			That wasn’t the last time—though there finally was a last time. My husband, Rich, and I were packing for a weeklong vacation on my brother’s sailboat around the San Juan Islands near Seattle when I got a call from the jail in Highland Park. This made me smile since Highland Park is a small, wealthy residential enclave completely surrounded by Dallas. Its police station and jail are in the same stone cottage-like structure as its city hall, and the building is barely larger than the homes in the neighborhood. “Leave it to Ken to get picked up in Highland Park,” I thought. 

			But the situation was more complicated. Ken had acquired tickets in several jurisdictions, one as far away as Waco. If he couldn’t pay his tickets, and he couldn’t without me, he would spend two nights in each of the jails of the counties where his tickets were earned. Oh, great, a tour of the Texas prison system. 

			I consulted friends and members of my group. I talked with therapists and lawyers, and I prayed for guidance. “What we’ve been doing isn’t working. That’s clear,” I thought. I fell back on a truism of the Codependents Anonymous program: “I can’t change his behavior. I can only change mine.” 

			I went to the police station/jail, paid the $400, and left. Later that day, a contrite, hangdog Ken sat at our kitchen table. He mumbled a feeble “sorry.” But I felt I needed to let him in on the process I had used to decide on my action, which on the surface looked like all my other actions. 

			“No, Ken, I need to apologize to you. I’m sorry I got you out of jail yet another time after all those times I said I would never do it again.” 

			Ken looked up from the floor, and his eyes darted side to side as if he were thinking, “What has she come up with now?” 

			“I’m sorry I got you out because obviously you need to have an experience of jail. And I keep getting in the way of you having that.”

			Ken tried to interrupt me, but I forged ahead. “I didn’t do this for you, Ken. In fact, it was a totally selfish decision. I did it for myself. Rich and I leave for our vacation this weekend, and I would not be able to enjoy myself knowing you were touring the Texas prison system. I realized that what I needed this week is for you to not be in a series of jails while I’m on a sailboat far from the mainland.” 

			Now Ken looked as if he’d fallen behind Alice’s looking glass alongside a mother who was taking lessons from the Queen of Hearts. 

			“So, as in our usual arrangements, you will need to pay me back, but I’m not going to say that I’ll never get you out of jail again. I don’t know what I’ll do in the future. I feel unpredictable, even to myself.” I began walking out of the room and then turned, as any good actress might, to deliver my exit line. 

			“The only promise I will make is that whatever decision I make the next time, it will come from whatever I need at the time.” 

			***

			Coming to the dance workshop in California at that time and immersing myself in the ritual/performance was what I felt I needed. I’d worked with Anna in the 1970s, when I was in my thirties. Each year, she organized a community ritual on a different theme, and I would get an invitation. Each year I would tell myself, “I’ll go one of these years.” That particular year, at age fifty-one, I came not drawn by the HIV/AIDS theme but by remembering that Anna was nineteen years older than me, so I’d better stop putting it off.

			Yet, with each day of the workshop, I became clearer about how salient its theme was to my life. My concern for my gay son’s emotional health, and my simmering fear that he would contract HIV/AIDS in an era when scores of gay men were dying daily of the disease, finally propelled me to the microphone. 

			“My son seems to be living with a sense of shame.” I said. “Hiding from who he is. I try to show him I love him, but it doesn’t feel like it helps.” 

			 “It’s the culture’s shame,” a tall, burly man called out from the audience, in a voice that needed no microphone. “The whole culture has shame about sexuality, both heterosexual and especially homosexual. This gets internalized by individuals.”

			I continued: “I told my son about an organization of parents of gays and lesbians. I saw the group marching in New York City on Gay Pride Day. He seemed to appreciate my telling him, ‘I will march for you, if that’s what’s right for you.’” I took a deep breath. “I wish he could be here to feel the support of this community.” I told the audience that my husband was flying in for the performance. But after hearing about what we were doing, he wanted to give his plane ticket to our son instead. 

			A voice from the audience called out, “What is your son’s name?”

			“Kenneth.”

			The pause that followed was palpable with his presence. 

			A woman’s voice stated what I was feeling. “It seems like Kenneth just came into the room.” 

			“Well, I’d like to invite Kenneth to come,” another male voice in the audience called out. Several voices chimed in, “Yes, we want to meet him.” 

			“But we live in Texas.” 

			“I live in Vermont,” a man shouted out.

			A slender man in sweatpants and a T-shirt stood up, “I’m from Kentucky. We are everywhere.”

			Participants began shouting out their home states and calling for Ken to come. Then Anna, who knew my husband, suggested, “It would be great if both your husband and son could be here.” 

			After the public part of the talking stick ritual, members of the community came up to me privately. A curly-haired man in his early thirties, now living in San Francisco, approached me. 

			“What you had to say was so powerful for me. My parents in Connecticut were so accepting of my being gay when I came out to them that I had to move all the way across the country to get away from their openness about it! I realize now I couldn’t accept their love until I could accept myself.”

			When a man in his fifties with graying hair came up to thank me for my honesty, I took the opportunity to bring up something that had been bothering me.

			“I don’t understand the wild sexual exhibitionism some gay men engage in. I know my son is embarrassed by it,” I told the man. “And I must admit, it’s off-putting to me as well.”

			“Sexuality for most everybody in our culture is shamed,” he explained, “but especially if it’s not heterosexual. So much exploration of homosexual sex is done in the backstreets. This can lead to further acting out.”

			 Overhearing our conversation, a woman in her forties added her own experience. “I never really accepted my gayness, and I certainly didn’t get any support when I was younger.”

			Her comment reminded me of how I first learned that my then twenty-one-year-old son was gay. He hadn’t come out to his stepfather and me. In fact, it was quite the opposite. He came to me several times during his high school and early college years for support when other people accused him of being gay. Coming home one evening from a seasonal Christmas job at Neiman Marcus, he was in tears. One of the regular sales clerks had confronted him and labeled him homosexual. 

			 “Let’s talk,” I said as I motioned for Ken to sit down beside me on the sofa in the front bay window of our living room. 

			“You don’t have to let other people define you. You can define yourself,” I said, trying to frame this in a way that would give him the most freedom. “I’ve had to do that myself in my own career.” I used the example of being one of only six women professors on a thirty-six-person faculty. “Some of the men professors treated us like we didn’t belong there. Even though, of course, most social workers are women.” 

			 I pointed out that some people think that being a man means you need to be all about sports. “People see that you’re artistic and that you like theater and films, and to them this means you must be gay.”

			I began to question whether I was doing the right thing when I realized that Ken often lied to me about little things, things that didn’t matter—situations when telling the truth would have worked better. One morning, when Ken was about twenty-three years old, as he sat at the kitchen table telling me a story about where he was the night before, I challenged him. 

			“Ken, I don’t believe what you’re telling me. I don’t know the truth, but I know this isn’t it.” 

			He looked down into his cereal bowl in silence. 

			“I try to think about what it is you don’t want me to know.” And standing in the middle of the kitchen, I took a wild guess: “That you were with a man last night?” By the expression on his face, I knew I’d stumbled onto the truth. I’d outed him. 

			I wondered how I didn’t know sooner. But a year later, when he talked with me about his own homophobia, how he didn’t want to be gay, I realized I couldn’t know until he did. 

			“So let me get this clear. You want me to fly to San Francisco for the weekend and you’ll pay all expenses?” Ken said when I phoned to invite him to the performance. 

			“Yep, that’s the invitation.” I also mentioned that his sister, Corinne, and her husband, Bill, would be in the San Francisco area on vacation, so they might meet up with us some time over the weekend. 

			He hung up, promising to think about it. A few minutes later he called back, and his voice quivered with excitement when he said he would come. Ken had gotten into his own Codependents Anonymous group by then, and he’d talked my offer over with his sponsor. “Jeff thinks it’s a great opportunity for me—and he wants to know if you and Rich would consider ‘adopting’ him so he could come too.”

			***

			Kenneth arrived at the high school in Marin in time to catch the end of our rehearsal. We dancers were sweaty and tired, but most everyone became part of a joyful welcoming committee for him. His blue eyes sparkled and his boyish face lit up as people shook his hands. My chest swelled with pride as people asked me to personally introduce them. 

			“We’re so glad you could make it,” they said, their affirming smiles proclaiming, “Welcome to San Francisco. How long can you stay?” 

			Audience members were beginning to find seats in the bleachers as I walked around the high school gymnasium, now transformed into a ritual space. Richard, Kenneth, Corinne, and Bill would all be witnesses. I tried to dismiss the trepidation in my stomach, having ritual and real life intersecting so dramatically. I wondered what my family would make of what they were about to see, especially Corinne and Bill. Some of my uneasiness came from the strong link between HIV/AIDS and homosexuality at that time, and my knowledge that the doctrine of Corinne and Bill’s church rejected homosexuality. Corinne had expressed her worry to her brother that he wouldn’t be able to go to heaven if he lived as a homosexual. When Ken and I had spoken of this issue, he’d smiled and said, “Don’t worry about it, Mom. She doesn’t think you and Rich are going to heaven either.” 

			I remembered a way that Anna liked to describe ritual, and repeating her phrase soothed my jangled insides. “Ritual is love made visible.” As I heard the drums and flutes warming up, I took that as my mantra. “Ritual is love made visible.” 

			As the rabbi, the priest, the minister, and the Native American shaman were reviewing their opening remarks, I walked slowly around the gym, pausing at the first of four elaborately decorated altars. We dancers had been directed by Anna to spend some time meditating at each altar before the ritual began. The altars represented the four directions of the Native American worldview. Lush greenery and art objects created a picture of each direction: flowers in bud form honored the East, where new light comes from; blooms of harvest gold and stalks of wheat depicted the West, where the light goes; full blooming red-and-yellow bouquets of flowers represented the South, where life comes from. The North, in white and dark relief, the place where death comes from, seemed to draw me with a special magnetism. I paused longer before its altar, noticing the smooth texture of the bony animal skull surrounded by a snowy white barren landscape, as in a Georgia O’Keeffe painting. For the first time, I allowed myself to fully feel the fear for my son’s life that I had carried from the time I first learned he was gay. At this time in history, HIV/AIDS and homosexuality had become inseparably linked. And HIV/AIDS had become inseparably linked to death. 

			Out of the fear came a quiet inner voice: “To continue to be the mother to our children, we must walk with them, whatever walk they walk.” 

			The part of the ritual I still remember twenty years later is the Warrior Dance. The hundred-person cast had been divided into five lines of twenty people, standing shoulder to shoulder. Each person’s arms were raised as though lifting weights overhead, and everyone’s hands were clasped with their neighbors’ hands on either side. As the drums signaled the first line to advance, each person, standing with feet broadly apart, looked to the left and stepped to the right. In a synchronicity that rivaled the Rockettes of Radio City Music Hall fame, the dancers lifted their left knees waist-high while pulling their arms in a downward thrust and expelling their breath to create a deep sound of “HO.” 

			Used by practitioners of self-defense systems, the “HO” sound comes from the center of the abdomen, the dan tien, or what Anna calls the “red zone.” Its deep resonance strikes fear in the opponent and leaves no doubt of the warrior’s unwavering commitment to progress forward. Each line of warriors continued the movement: left, “HO,” right, “HO,” left, “HO,” right, “HO,” advancing forward toward the audience. The drums continued their beat. As each line replaced the previous line, the first line circled back to the rear to become the new recruits. 

			With each movement and sound, my sense of power grew—the firm reverberations in my belly, the hum of air coming up the back of my throat, the deep guttural sounds the movement forced out of my mouth. As my feet pounded the floor in rhythm to the drums, I felt connected to the core of the earth. As my hands kept connection to the persons on either side of me, I felt connected to all the shamans, ancient and modern, who were marshaling the powers of collective action to confront this challenge. We were warriors repelling this pandemic threat to our communities, this potential threat to my own son. 

			After the performance, Rich and Ken, Bill and Corinne found me in the crowd of performers and audience members. Hugging my family, I felt the love that ritual demonstrates that Anna spoke about. I didn’t get much chance to find out what Corinne and Bill really thought about the experience, as they declined to have dinner with us. Corinne was fighting off the nausea of the early months of her pregnancy and needed to get to bed early as they planned to head off to the wine country early the next morning. 

			The next day, Ken and I took Rich to the airport and then walked along the beach at Point Reyes National Seashore. As a half-dozen hawks rode the wind currents overhead, I told Ken how frightened I’d been for him since I’d first learned he was gay. “The ritual got me in touch with that fear,” I told him, “yet at the same time, it’s given me confidence that I can walk with you on whatever path your life takes you.” 

			Ken reassured me: “Don’t worry, Mom. I’m taking care of myself, and I plan to keep on doing that.” 

		

	


	
		
			Getting to Yes 

			I was mad: my default reaction when anything big and negative happens in my life. But this time I was really mad. Two years after the ritual, a couple of weeks before Christmas 1993, I was standing in the main lobby of the hospital, just outside the cafeteria, with its smell of burnt coffee and greasy French fries, talking to my ex-husband, George. Dwarfed by the high ceilings, we stood amid hyper polished, antiseptic corridors, struggling to have a private conversation. We’d been divorced eighteen years by then, longer than we’d been married. Our son Ken had been admitted to the hospital the day before with pneumonia, and although the hospital ward was currently hosting people with six types of pneumonia, the doctor had already expressed strong suspicion that Ken’s could be pneumocystis pneumonia. In 1993 that was the working definition of AIDS, and George and I knew that. 

			I pushed the hair back out of my eyes as I attempted to make sense of this frightening possibility. “Of course, he told me he was taking care of himself,” I blurted out at George. “It’s not like we never talked about it.” I could hear the fear underneath the anger in my own voice.

			George, slender, six foot three, with a full head of grayish-white hair, looked like he always looked when I got emotional: stoic and distant. Pacing the narrow hallway, he gestured into the hospital cafeteria. 

			“It’s a disgrace,” he barked. “The only thing on their menu for vegetarians is a dried-out salad bar.” George, a recovering alcoholic and triple-bypass survivor, had determinedly not allowed any alcohol, fat, or meat to cross his lips since his surgery five years before. 

			“How is it we get to go straight to the head of the class?” I spit the words into the atmosphere. “No ten years of symptom-free HIV status, no time to try alternative approaches to staying healthy.” I thought about the university courses I’d taught for social workers in health care and my article “Moving Beyond the Medical Model: What Social Workers Need to Know.” I knew things that strengthened the immune system: herbs and detoxifying regimens, biofeedback and other body-mind approaches. But aloud I said, “Nothing I know will be of any use now.” 

			This conversation wasn’t much different from many others in the thirty years we’d known one another. George seemed to be studying the patterns on the floor. “When are these people gonna wise up? They pay no attention to nutrition and then wonder why people get sick.” 

			“And where was the Centers for Disease Control?” I raged. “Why didn’t they pay more attention when this disease first came on the scene?”

			Finally looking me in the eye, former radio broadcaster George said in his most professional newscaster cadence: “They ignored it because it was discovered in gay men.” 

			***

			These themes and images circled around inside my head, on and off during the daytime, and more persistently at night, when I lay awake reliving the recent past. Earlier in December, the weather in Texas had been cold and damp, the kind of damp that seemed to seep into your bones. Lots of people sniffled with colds, but Ken’s cough just wouldn’t get better. One evening when he was on his way to work, his black wool cap pulled down over his thick brown hair, I suggested he get to a doctor for something stronger than Nyquil. He climbed into the front seat of his small truck, its front grille decorated with a battery-operated Christmas wreath. “Don’t worry, Mom,” he said as he waved good-bye. The tiny wreath lights blinked on and off into the dusky sky.

			When my mother-worry couldn’t stand it anymore, I’d arranged an appointment with a physician I knew and asked George to go with Ken because of my work schedule. The next thing I knew, Ken was in the hospital being treated for pneumonia. The hospital tests regarding Ken’s HIV status weren’t back yet when the physicians released him to our home. They’d prescribed bed rest and Bactrim, just in case he was HIV positive. 

			Ken, George, Rich, and I had planned to meet Kevin, our older son, and spend the Christmas holidays in Nebraska, where Corinne lived with her family. Instead, I celebrated Christmas running up and down the stairs attending to Ken with some help from his two fathers, step-dad Rich and bio-dad George, who slept in his RV, parked in our driveway. 

			Most nights, I’d fall into bed too exhausted to sleep, wishing I’d taken more after my mother, a registered nurse. I’d think of her redheaded take-charge persona and ask, “What would Mother do in this situation?” 

			It wasn’t that my nurse mother had all the answers about taking care of her own children. I recalled that when I was in labor with my first child, Corinne, Mother had wanted to help. But as a labor and delivery room nurse, she had a very different relationship to Western medicine than I had. I had tried to demedicalize my pregnancy and delivery, being among the first wave of women in Western culture that told doctors that having a baby and becoming a mother was not a disease, but a natural process. Following in the footsteps of an older woman I admired, my husband and I took childbirth preparation courses so I could have a natural childbirth. With the popularity of that approach now, it’s hard to imagine how difficult it was at the time to find medical personnel who’d be cooperative. My intent was not to squat down in a field for the birth but to have all the advantages of modern medicine’s technology standing by.

			I was forced to change doctors twice, once when we moved to Michigan from New York and again when the Michigan doctor finally admitted that his version of natural childbirth did not include spouses being present. 

			“Your husband can be there when you’re not in active labor,” the doctor had told me three weeks before my due date. I told him, “I plan to stay home when I’m not in active labor.” I luckily found a doctor willing to allow my husband to assist me in being fully present for the birth.

			But Mother’s role was more difficult to define. According to friends who’d had her on their team when they were in labor, she was the best. But she’d rarely seen a labor and delivery without anesthesia, and never one that purposely set out in that direction. I saw, even in the dim labor room light, her switching back and forth between her role as a nurse and her role as my mother, fighting back tears, upset to the point of occasionally leaving the room in distress. Of course, I was too preoccupied to comfort her. Later, we both agreed: standing by feeling helpless while I appeared to be suffering made this process harder on her than on me. For my next two births, she stayed home and dutifully cared for her grandchildren. 

			***

			After sixteen-plus hours of labor and the birth of my daughter, a young twenty-something male intern was bending over my hospital bed. His voice reverberating with disgust that sounded like accusation, he said, “She looks like she’s been hit by shrapnel.” 

			Pushing on my flaccid, sore abdomen, the chief doctor enlightened the cadre of white-coated male residents surrounding us about stretch marks. “This is a particularly dramatic example of striae gravidarum, a scarring on the skin due to pregnancy. Note the purple lines and red marks caused not just by the stretching of the skin but by hormonal changes and genetics. They will lighten a bit with time but never completely disappear.”

			I was not yet twenty-three years old. I was elated at my good fortune, having delivered a healthy baby girl, yet I was also thinking, “I’m now marked for life as someone who has given life. No bikini bathing suits for me (and just when I was getting up the nerve to wear one). My dancer’s body will now require a cover-up.” 

			In the past forty years, I’ve gotten a fuller appreciation for the “stretch marks” that mothering brings. And I was about to find out for myself how hard it is to be in that mother-of-the-patient role. 

			Help came when five women from my women’s spirituality group invited Rich and me to a pipe ceremony on behalf of Ken and our family. This ritual was familiar to us through our friend Glenda, a women’s studies teacher with Native American ancestry. She led women’s spirituality groups at her retreat center in East Texas. Most group members had grown up in various mainstream religious traditions, but the Native American practices Glenda taught us allowed us to transcend our differences and to pray together in community. 

			Rich and I assembled with friends in my friend Carol’s living room and established a sacred space, with candles and a bouquet of fresh flowers in the center of our circle. Each person said out loud a wish or prayer to place in the pipe. The pipe carriers put a small piece of tobacco in the clay pipe to represent each prayer. Tobacco is sacred in native traditions, its smoke connecting heaven and earth. The pipe is said to contain everything that is, has been, or will be: “All My Relations,” as the native people say, reminding us that we are related to all that is. What we might call good or bad, friend or enemy, hope or despair, health or illness—all dualities are in the pipe. 

			The pipe was passed around the circle, and each of us took into our own bodies “all that is” and exhaled the representational smoke back into the cosmos. 

			One of only a couple of men at the ceremony, our dear friend Randall, told a story, a parable that has stayed with me all the years since:

			 

			A man was running away from a hungry tiger. The man ran so fast that he ran over the side of a steep cliff. On the way down, he grabbed with both hands a branch that was protruding from the side of the mountain. This left him hanging on for dear life, suspended between two undesirable realities. When he looked up, he saw the tiger looking down at him. Looking down below him, he saw another ferocious tiger at the bottom of the culvert, looking up at him. He couldn’t return to where he’d been, and he couldn’t allow himself to drop to the ground. The next moment he noticed a beautiful, plump, rosy-red strawberry within easy reach of one of his hands. Taking a deep breath and hanging on with only one hand now, he picked the strawberry and ate it with complete enjoyment, licking every last bit of juice dripping down his fingers and hand. 

			***

			After Ken had been at our house for about a week, he started complaining of itching behind his ears. Upon a closer look, I discovered flaking red skin covering a great deal of his upper body. When I took his temperature, it showed a fever of 101 degrees. I became determined to take him back to the hospital, disregarding the advice of Ken’s two dads. George cautioned, “Don’t overreact.” I disregarded him.

			Just driving onto the hospital property brought immediate relief to my mother- worry. I dropped Ken at the emergency entrance and circling the parking ramp, I told myself, “Whatever’s causing the rash, the professionals are in the building—help is close at hand.” 

			While we waited in the sparsely furnished emergency waiting area, the police delivered a man on a gurney with a gunshot wound, a couple of teenagers were triaged after an automobile accident, and a social worker arrived with an unidentified newborn found on the doorstep of a convent. I’m ashamed to admit that I welcomed these dramatic ER distractions; they kept my mother-worry otherwise occupied. 

			Eventually, Ken’s bright head-to-toe rash got us into a small examining room, where a nurse took some history and a doctor looked him over. When the doctor learned that Ken had been a patient at the hospital the prior week, he left to look up his hospital record. Returning with the file under his arm, he perched on a stool and, resting the paperwork on a table, began reading out loud items from Ken’s record, including, “HIV status, positive.” He looked up, saw the expression on our faces, and realized we were hearing this information for the first time. 

			“No one called you?” Shaking his head, he said, “I thought you knew.”

			His words fell like lead. We’d hoped and prayed for any one of the other five kinds of pneumonia the hospital patients had been infected with over the holidays. Without knowing what each type of pneumonia entailed, any one would have been a reprieve. Though my son was twenty-seven, looking at his crumpled figure, huddled on the narrow cot in the windowless room, he seemed a very young child, wide-eyed and frightened. His eyes begged me to protect him. I told myself to remain calm and strong for his sake. My mind went to my women’s spirituality group, remembering they were praying for us. This was definitely a moment to call on help from other realms. 

			The ER doctor admitted he knew next to nothing about AIDS and that he would have to consult with an infectious disease specialist. He asked if I knew anyone in particular. If so, we could contact that person to follow up later on Ken’s case. Energized by a tangible task, I began making phone calls. Using my social work contacts, I located a doctor in Dallas with a stellar reputation in the infectious diseases field who agreed to take Ken on as a patient. He spoke with the ER doctor, and they determined that Ken was having an allergic reaction to the Bactrim, so he was taken off it. By the time we left the hospital, we had the promise of an appointment the following week with the Dallas specialist. The only thing we knew about him besides his reputation in my social work circles was that he sounded nice on the phone. 

			My sleep patterns only got worse when it was confirmed that Ken had AIDS. In the middle of the night, I would do the math. Given the usual course of the disease, a ten-year period between initial infection and the onset of serious symptoms, Ken must have become infected at eighteen or nineteen years of age. While he was still in high school? Or shortly afterward?

			I called my friend Cynthia in California for support. We’d met a year earlier, and I’d come to trust what she calls her body wisdom; she was teaching me how to trust mine. Cynthia was a dancer and minister, the cofounder of InterPlay, an improvisational system that involves dance, song, and storytelling. Now the centerpiece of my work life, InterPlay is sometimes used as an expressive art therapy, sometimes to create transformational performances. I adopted InterPlay immediately upon discovering it, since it brought together so much of what I’d done in my life as a professional dancer, social worker, therapist, and teacher. 

			Cynthia let me rant a bit on the phone about Ken’s diagnosis before cautioning, “Don’t get caught up in categories.” 

			“What do you mean?” 

			“A diagnosis is a label, a category, but it rarely defines an experience. You and Ken get to do that.” She told me about people she knew who had AIDS and were doing well, living their lives with a new appreciation for its gifts. 

			Then she said, “Find a way to say yes to it.” This message hit me like the proverbial slap in the face.

			“What?” 

			“Find a way to say yes to it.” 

			Yes to a life-threatening disease? At the time, that seemed more than a tall order; it seemed impossible. But somehow, in the depths of myself, I knew she was right. Life was asking this of my son, and if I was to share in his life, it was asking it of me. 

			As often happens with rituals, it is only later that I realize their power and deeper meanings. After my discussion with Cynthia, I thought again about the pipe ceremony, and I realized that the pipe ceremony was a way of practicing saying yes. Yes to what has been, what is now, and what is to come. And looking again at Randall’s story, which I have gone back to many times in the years since, helps me remember that the present moment is all we really have, so savoring its gifts is a way of living in the ongoing Big Yes! 

		

	


	
		
			Support for a Mother’s Yes

			I had written a book for professional and family caregivers years before my own dramatic need for such advice in my own life, so I knew the importance of taking care of myself. I knew that to be able to support Ken as he was dealing with this life-threatening disease, I needed to do everything I could to stay healthy myself. I also had the example of my own mother and her failure to thrive during and after the ordeal she went through with her son. My younger brother, Kenny, had disappeared a few weeks before his twenty-sixth birthday. 
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