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Praise for

Becoming Dead Right

“Parker gently leads us to examine the serious and undiscussed topic of death in this country by focusing on the lives of Gail, Crosby, Bea, and others who teach us that the end of our lives can be meaningful. This book is filled with poetry, stories, wisdom, and common sense that can help boomers, students, caregivers, and policy makers understand their own aging and realize that our society can—and should—make important changes that can ensure safe, dignified, individualized care at the end of our lives.”

—Alice H. Hedt, Executive Director

National Citizens Coalition for Nursing Home Reform

Washington, DC

“Becoming Dead Right gives us a blueprint for how we should approach dying and death. The author, through her impelling personal experiences as a hospice volunteer and her descriptive details of how each individual claims death, enfolds the reader into the many short stories that make us understand what hospice is all about.”

—Karyne Jones, President and CEO

National Caucus and Center on Black Aged, Inc.

Washington, DC

“Before I read this book, I knew very little about hospice care. Reading this book was extremely enlightening. It is so interesting and well written that I could hardly put it down. While maintaining universal appeal, perspectives of people of color are emphasized. I highly recommend this book as a “must read” for every individual who has ever experienced the illness and death of a loved one or who ever will. That includes everyone.”

—Naomi Long Madgett, Ph.D.

Poet Laureate of the City of Detroit, Michigan

“There is no better description of cross-generational bonding and mutual learning than is found in Becoming Dead Right. Parker opens an amazing door of possibility with her lucid description of the loving intersects between students and nursing home residents. Drawing deeply from her own vivid experiences with elders in her family, Ms. Parker makes the case for more formal attachments between schools and nursing homes, using the emergent pedagogy of service learning.”

—James C. Kielsmeier Ph.D., President

National Youth Leadership Council

Saint Paul, MN

“Ms. Parker leans on her years as educator and hospice volunteer to challenge us to look beyond stereotypes that pigeonhole our beliefs about what the elderly and the young can do when given the opportunity. For many, this door of opportunity is opened by service-learning, a teaching and learning method that engages young people in solving problems within their schools and communities, as part of their academic studies or other intentional learning activities. Ms. Parker’s book is a blueprint for action and an example of compassion that I hope many will read and also follow.”

—Nelda Brown, Executive Director

National Service-Learning Partnership at the Academy for Educational Development

Washington, DC

“The author, an inner-city hospice volunteer, pits her humanity against the neglect, shame, guilt, and fear that death and terminal illness provoke in modern urbanites. She weaves the invaluable lessons that she had gleaned from her vast experience with loving but unflinching sketches of her charges, her own poetry, and scathing, compelling dialogs. It is an incredible read, suffused with the surrealism that is an inevitable part of daily life in slums and housing projects, hospitals and care centers.”

—Sam Vaknin, PhD, author Malignant Self-Love
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Foreword

In his book, Time of Our Lives: The Science of Human Aging, Tom Kirkwood examines the biology of aging and notes that death is unfamiliar to so many young-adult and middle-aged individuals. Whereas in the 1880s only 74% of children born reached the age of 5, now over 99% do. Even at age 45, 96% of those born will survive to that age compared to barely over 50% in the 1880s. Thus, death is unfamiliar, uncomfortable, and increasingly a taboo topic. The dying are invisible to us, as they are mostly engaged in the dying process in hospitals or other institutions. Frances Shani Parker makes death and the dying a vivid part of life in her book Becoming Dead Right: A Hospice Volunteer in Urban Nursing Homes.

Ms. Parker describes the beginning of her journey into the world of hospice in the early chapters, engaging us in stories about men she knew who had HIV/AIDS and were dying. Her writing is excellent, and we see these men as whole individuals and not just as people dying. Ms. Parker brings her extraordinary gift of being able to see the many aspects of a person even when often these are covered up by pain, disease, or dementia. Section 1 of the book contains many stories of people and her experiences with them in nursing home settings. Ms. Parker astutely observes the challenges of nursing home staff as well and eloquently writes some of their stories. Ultimately, though, we are treated in this first section to Ms. Parker’s love and compassion for those she serves and her humility in serving them. Her writing is tinged with profound respect for the individuals she worked with and helped. Each chapter closes with her lessons learned and her own poetry, much of which is compelling.

In part two, Ms. Parker broadens her book and gives advice and resources for the problems of caregiving, funerals, bereavement, hospice, and her dream for the future: Baby Boomer Haven. This part of the book is full of useful guides and facts, which will benefit all people caring for a loved one.

Ms. Parker was a school principal by profession. That title conjures up images of authority and power. It is thus striking that this book brings the stories of urban elders to the fore. Poverty, which so often makes people invisible, is not ignored here, but the stories of the human struggle, fear, kindnesses, and hopes predominate. This may be Ms. Parker’s greatest gift to her readers: bringing to life people and events that are indeed so often invisible. This book is truly a gift. The writing is eloquent and powerful, and the stories are instructive and lasting. After finishing this book, I wanted to do more for other individuals who are dying, for as Ms. Parker so clearly imparts, the dying teach us so much about living well.

Peter A. Lichtenberg, Ph.D.

Director

Institute of Gerontology

Wayne State University

Detroit, Michigan





Introduction

The writing of this book rose from a restless literary hunger that confronted me with the urgency for promoting positive conversations about end-of-life healthcare, death, and nursing homes. An inner-city Detroit hospice volunteer for nine years, I ventured weekly into nursing home worlds where many patients lived final phases of their lives. Insights gained through my experiences became the food source for this book. Including both general and racial-ethnic minority perspectives, I wrote these stories, poems and commentaries to feed inspiration and information to readers about hospice, nursing homes, caregiving, health care disparities, death, and bereavement. Story themes and characters, some who are composites, are true. Dialogue approximates what was actually said. Names and descriptions are changed often for confidentiality.

Death is a necessary portion of life. Expressing our feelings, ideas, and plans regarding death and its challenges empowers us and enhances how well we adjust when faced with the mortality of others and ourselves. As America’s buffet of populations continues to increase in age and diversity, important end-of-life concerns crave our attention. This book offers solutions for savoring, so we can all be nourished by gourmet satisfactions of dignified death journeys.





Part I:

Everybody’s Story, Ready for the Telling
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	Message from the Universe
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They watch me all the time, even when I use the bathroom,” Jake lamented almost childlike. “They get mad when I don’t leave the television on the cartoon channel. I can’t sleep at night.”

“Is that still going on? Are you still having those same problems? I thought things were getting better for you. What about your friend? Did you visit him to get your mind off this like we discussed a few weeks ago?” I asked.

“Yeah, I went to see him over the weekend, and they came, too,” he responded wearily. “After I went inside, they made a big ruckus on the porch. It sounded like a whole bunch of them jumping, screaming, and laughing, just to get me all worked up. I kept running to the front door, opening it to catch them, but they would disappear too fast. My friend didn’t understand what was going on. I tried my best to explain it to him. Finally, he told me I had to leave. I got the feeling he meant for good. What do I do now?”

Jake was a tall, brown, wiry man I knew from the neighborhood where I worked. He was well mannered and concerned about the community. Over a period of time, however, our infrequent conversations slowly began to revolve around his personal troubles. While I empathized with his sincere pleas for help, his stories became more bizarre each time we talked. We had discussed his unseen stalkers on several occasions. They chastised him about anything he said or did wrong, even small things like forgetting to hang up his washcloth after taking a shower, or leaving a light on when he left a room.

In the mornings, they stood outside his front door and hollered out what he was eating for breakfast. A mocking tone of laughter always accompanied their loud recitation of the breakfast menu. Jake waited for them to start hollering. Then he would jump up, run to the door, and swing it open to a nothingness that shocked him. He tried to trick them one day by eating salad, but they still knew he was eating salad and harassed him more for trying to fool them.

Most of the time, they stayed home to watch television cartoons when he left to go to work or go on errands. Occasionally, they followed him and sometimes spent the day at his gas station job. They insisted that all his work be done correctly. If Jake didn’t do something right, they criticized him until he started over and performed successfully, even if it took many attempts on his part. At night, they made scratching noises on the ceiling above his bed to keep him awake. Sometimes they stomped on the back porch or beat on the walls, just to be mean.

These harassing hunters watched him through closed doors, from every corner of every room, on the street, in stores, at the bank, everywhere. There was no escape, no exit from this hell’s ghetto. Although they despised him, they had no plans to leave anytime soon. Jake was a desperate man grasping for control of his life. A drowning man, he kept grabbing the non-existent leaf. Although he said he was seeing a doctor, he insisted no one understood him like I did. The truth was I only understood he was a good guy with some dangerous demons.

For several months, I had watched Jake deteriorate from a confident conversationalist into a paranoid caricature of himself. Watching him wrestle with terror fascinated and frustrated me. When he showed up one day with Noxzema dotted all over his upper body, I felt sure my suspicions were correct about his having AIDS (Acquired Immune Deficiency Syndrome). I had read how AIDS-related dementia could affect a person’s mind with delusional thoughts. A closer look at his skin revealed scattered clusters of bumps like patches of ant bites. Anybody could see he needed medical treatment. We had discussed my concerns before, but he bristled with denial whenever I suggested he might have AIDS. Standing there looking like polka-dot confusion, he insisted his doctor said he only had a rash that would go away soon. He said he felt fine, but he surely didn’t look like it.

I was a Detroit public school principal working in a low-income, housing-project neighborhood that had one of the highest HIV/AIDS, drug abuse, and prostitution rates in Michigan. The many challenges inherent in this position were what attracted me to the job and location. Although I loved the school and community, the last thing I needed was another problem to solve. I certainly didn’t think talking with Jake in a friendly manner would escalate into life-threatening revelations. But Jake was in no mental condition to save himself. Ongoing chaos had become normal to him. Whether I wanted it or not, his agony, with all its desperate fury, had landed on my desk.

I asked him for his phone number, so I could explain my concerns to his family and encourage them to get him medical treatment. During my call to them, they told me they knew about his problems. They were tired of dealing with him and his fantasies. His brother added that I should quit wasting my time with Jake’s attempts to get attention. Jake had clearly been written off, in terms of their support for his condition. He had told me I would get that response. He said he had heard it all before, that they never took him seriously. In his starring role in this real-time horror movie, he continued to ride his catastrophic car of fear and helplessness. Somebody needed to steer this runaway ride. As much as I dreaded the task, I seemed destined to be that somebody.

Getting medical treatment for Jake became another item on my long list of priorities. I couldn’t trust him to handle the escalating pandemonium anymore. At the same time, I knew I wouldn’t ignore him. Convincing him to go with me and the invisible stalkers to see a doctor wasn’t easy. Everybody had jam-packed schedules, including me. However, sleep deprivation was smothering Jake with exhaustion. Although he denied the seriousness of his situation, a part of him welcomed the possibility of relief. Deep down inside him, memories of peace, privacy, and ordinary days, days that most people take for granted, struggled to maintain their presence.

Jake finally agreed that it made sense for all of us to go together. Maybe the stalkers were curious about this new twist in his routine. Perhaps he was tired of feeling beaten up all the time. Whatever the motivation was, an unknown number of passengers and I piled into my compact car. Jake sat in front next to me. Looking at him and toward the back seat, I told everybody to buckle up and waited while they did.

A few weeks later, my visits with Jake took place in a hospital where he had undergone a series of tests. Doctors told him he had advanced AIDS, but he continued to deny his diagnosis. When I mentioned to him that he had AIDS, he immediately responded, “Look, I don’t have AIDS. I don’t know why that doctor keeps saying that. Don’t believe him. He’s lying on me.”

The decline of Jake’s distorted mind and worn-out body progressed. The invisible people’s visits dwindled. They preferred staying home watching television, rather than spending time in a crowded hospital. Jake was taking tests and too sedated to notice them most of the time. Besides, they had his whole flat to themselves with him out of the way. Jake still kept me abreast of their activities the few times they did come to the hospital. They looked around and made sure he followed the rules. Eventually, he was transferred from the hospital to a secluded area in a nursing home on the other side of the city.

The stigma attached to AIDS caused several people, including some of Jake’s friends and family members, to treat him with contempt. Some felt he deserved the disease for being gay. Others avoided him because they were afraid the disease was contagious if they touched him or had contact with things he had touched. After researching AIDS, I thought I would be safe as long as I avoided contact with his body fluids. I noticed that staff members treating him always wore gloves.

When Jake finally accepted his approaching death, he requested that a close male friend come visit him. Maybe he was the same man who had told Jake to leave his house earlier. This simple request for a visitor meant everything to Jake because he knew he would die soon. The friend refused to come, saying he didn’t want to see him in that condition. Jake was left with his last request denied.

I participated in Jake’s end-of-life care, along with his daughter Cherelyn, a young woman in her twenties who showed real concern. We saw each other a few times at the hospital and started comparing notes regularly on the phone. After discussing Jake’s worsening condition and his impending death, we realized a lot needed to be finalized before he died. Personal information about him had to be gathered. We contacted insurance companies and former employers. We explored every possible death benefit. I was impressed with Cherelyn’s dedication in staying centered as we completed various tasks. Trying to be her cheerleader, I advised her when she experienced obstacles. When I asked her why she stuck by Jake when several other family members hadn’t, she said, “I always looked up to Papa Jake. He’s the first person in my family to finish high school. He kept me going until I finished high school myself. That means a lot to me. Plus, I love him as a father. Even though he didn’t raise me, he did what he could. His life has always been hard with a lot of rejection.”

I admired her as she nurtured Jake at the nursing home. Neither of us had handled a situation like this before, but we made good progress. We talked and learned as we stumbled along in this new territory that confronted us with thoughts about life, death, and people’s reasons for acting in negative ways during a crisis. In the midst of all these responsibilities, Cherelyn struggled to take care of her husband, children, and job duties as a waitress. She mentioned several family incidents of disloyalty toward Jake that frustrated and saddened her, but she never faltered in her personal devotion to him.

Knowing how stressed she was, I offered to write Jake’s obituary for her. But Cherelyn felt that was something special she had to do herself. Writing in an informal voice, she soulfully described times she remembered with Jake. Sprinkled with exclamatory bursts of excitement like “Papa Jake’s the greatest!” with a few typos and misspellings, it was the sweetest, from-the-heart obituary I’ve ever read. This young woman made of topnotch titanium was a living example of service being nothing but love in work clothes.

One quiet night, Jake lay quietly with a morphine pain patch on his chest. The damaged car of his life had reached its final destination. His previously fluctuating breathing eased slowly into a silent breeze. He closed his weary eyes for the last time as his engine stopped. The invisible demons left for good. His only stalker was Death.

Without either of us realizing it, Jake had introduced me to hospice care. I thought my experience with him was a once-in-a-lifetime occurrence. Like a flowing river, time passed while I labored to swim with the current. A year later, an acquaintance named Sam broke down crying in the parking lot after an exercise class we attended. I only knew him from the class, and he had stopped coming regularly. He told me he had been diagnosed with AIDS. He had kept this secret from others as long as he could. Because he had been absent so often from his job at a hardware store, he knew he couldn’t go on working much longer. Family problems increased his need for help. His story resonated with déjà vu that I had no desire to revisit. Perplexed that a similar crisis could be happening to me again, I imagined familiar thorns invading my life’s pruned rose garden.

Sam’s stable mind concentrated on improving his health. He acknowledged he had AIDS and committed to fight for his life. He knew the time had come when he would have to tell others his secret. We both knew judgment and rejection would follow. I became a better listener by staying quiet while he rambled on about his plans for coping with his illness. He had already started his treatment regimen with a doctor. We went to his clinic appointments together sometimes. His nurse taught him a complex system of using pennies to keep track of the many medications he took around the clock.

Ongoing nausea and diarrhea suppressed most of his desire to socialize with others. He didn’t seem to have many friends who were supporting him. Rotting teeth continued to add anguish to his growing list of illness issues. Hoping to get some help, he finally went to a dentist. The dentist examined his mouthful of decayed teeth and promptly announced, “Your teeth are all beyond saving. Any work done to replace them would be extensive and also expensive. There’s no reason to go forward with this anyway. You have AIDS and probably won’t be around much longer.” Some words are better left unsaid or said differently, even when they might be true. The dentist’s response angered Sam tremendously. He saw this as another hole in his rapidly sinking life raft.

Sam and his family disagreed on several matters. A few relatives had concerns about visiting him at his home. This bothered him because he felt they thought he would contaminate them with AIDS, even after he had explained to them that he wouldn’t. In spite of these problems, there was definite support from a few family members who genuinely cared about him. On rare occasions, relatives came by to visit him. But usually he visited them at their homes.

Even though Sam mentioned seeing a few friends now and then, something was still missing. That something was communication with people who shared his condition, people who could hold on with him to the raft of one another, people who lived his inner turmoil like the rest of us didn’t. He joined an AIDS support group and attended regular meetings that offered him opportunities to share his feelings with others who had AIDS.

Sam explained to me, “We go around the room, say our names, and talk about our problems. I thought my situation was bad, but I was surprised to hear about other people who are worse off than me. Some people are out there by themselves with no support, except for this group. I was also surprised to see somebody else there that I knew. This was awkward at first, but later on, it was a relief seeing a familiar face. At first, I didn’t want to talk to anybody in the group because I didn’t trust them. I felt like I didn’t know them well enough to tell them my personal business. Finally, I loosened up. They are the only people who really understand what I’m going through, so I had to open up to them. I know they help me.”

“How do they help you?” I asked.

“Well, when I’m with them, I feel like I’m not the only outcast in the world. You think I don’t know what I look like in the mirror? That I don’t remember how built my body was when I went to exercise classes? I do. Now, I look like a bony freak. I can see why other people stare at me and move away. I’d probably do the same thing if I was in their shoes. But when I’m with my support group, they don’t care how I look. They can see past the ugliness of my outside. It’s like I’m fighting a war with other people like me on my side. We tell each other any information we know that will make our lives better. Even when it looks like I’m losing the war, they give me hope for the future. I give them hope, too.”

Knowing how important this kind of communication was to Sam, I started collecting books for him about people with AIDS. Reading about other people who had what he often called “the virus,” he stayed home many days resting on a bed full of his own bones. He delighted in reading words spoken by loving families and friends of people who lived and died with dignity, in spite of society’s obstacles and the overall trauma of the disease. Their powerful words formed a rope he could hold onto when the temptation to surrender pressured him to let go.

Christmas came with all the usual holiday gatherings and excitement. Sam remained miserable about his declining condition. He knew his days were numbered and that every holiday could be his last. I had a live, decorated, tabletop tree sent to his house to cheer him up. I could not have imagined how ecstatic he would be about receiving that tree. Displaying it in his living room, he took great pride in reminding guests, “This is a real tree, not a fake one. It came in the mail to my front door. And guess what? It had all the decorations on it!” Not wanting to throw his tree away, he managed to plant it in the back yard after the holidays ended. Even after the tree died, he still wanted to replace it with a similar tree.

Sam’s skeletal body, decaying teeth, and persistent thrush—a white, patchy, fungal infection of the mouth—chilled him with cold winds of depression. That year the Centers for Disease Control and Prevention reported that 62% of the 501,310 people who had been diagnosed with AIDS across America had died, and many more were being added daily. Some days, Sam made no effort to do anything beyond basic survival, and that entailed a lot. Death seemed to be the only major event left in his future.

Around this same time, word started spreading around the country about an upcoming Million Man March in Washington, D.C. Sam warmed up to the possibility of going, even though his participation there appeared to be the longest shot in the world. This undertaking seemed impossible because he had no way of getting there without help to sustain hardships of traveling in his weakened state. He told everybody he knew how badly he wanted to attend, especially people he knew would be going. Although they encouraged him to keep trying, most of them did not want the responsibility of taking care of him. Days came and went, distancing his dream from reality. The day before the deadline date arrived, a couple who had heard about his plight decided to take him with them. His desperate request had delivered an energetic call, and the universe responded. We rejoiced when the couple committed to being caregivers who promised to look out for him during the entire trip.

Sam made history on October 16, 1995 when, joined by thousands of people across America, he marched proudly with fellow Detroiters—mostly men, but also women and children—demonstrating commitment to a cause that would benefit humanity. Like many who participated, his involvement in the Million Man March ignited a fire in his spirit that reinforced his desire for creating positive changes in the future. It was a day of atonement and reconciliation, a day that called African American men to rededicate themselves to improving self, family, and community. Sam reached his goal that day and literally became one in a million.

Several weeks after Sam returned, he witnessed a large man brutally beating a woman in the street. He watched as long as he could and then resigned himself to get involved. Even though he was extremely weak, he persisted in trying to make the man stop by talking to him about the purpose of the Million Man March. Miraculously, the violence ended when the man freed the woman and listened. Sam told me later he was afraid of getting hurt, maybe even killed, but he still had to try to end the brutality. This was no small accomplishment for a thin man weighing about one hundred pounds. The march had empowered him to confront fear and take a stand for righteousness. I thought he had experienced his last joyous milestone.

One day, Sam told me that during the previous night, his head was spinning so fast, he didn’t think it would stop until he reached outer space. That was the night he was sure he would die. When he tried to sit up, he fell back. Breathing seemed like lifting a boulder on his chest. Calling 911 or anyone else wasn’t an option because his limp hand couldn’t pick up the phone. He just lay there and waited for forever to pass. He felt so bad, he welcomed death. It was the closest he had ever come to giving up.

But daybreak came like it always did. Sunlight fingers of warmth crept through each gap in his bedroom blinds. Sleepy eyes opened slowly to a new awareness that he was still alive. Advancing bars of brightness gradually decorated his blanket. Sam smiled, knowing the falling sky was lifted for another day.

Death, sitting patiently outside Sam’s bedroom door, still wasn’t ready to leave with him. When his body was ravaged in the last stages of AIDS, Sam started taking new drugs called protease inhibitors that revolutionized the treatment of AIDS. The drug “cocktail” changed AIDS from being an automatic death sentence to a chronic, but manageable, disease. As a result of this major advance in medical science, the number of deaths due to AIDS began to decrease. The prevalence of AIDS continued to increase, however, because infected people were living longer, while new ones were continually being infected.

Thrilled with improvements in his life, Sam no longer needed to take various medications day and night. His skin cleared, leaving a physical glow that reflected his inner light. His weight increased, along with his strength. Looking almost as good as he had before the disease stole most of his physical assets, he spoke with new enthusiasm for life. The gnawing pain that had gripped his body daily like a gigantic fist became much easier to bear. Most of all, he felt reborn.

Physically and mentally, Sam rose from a grave of suffering after being closer to death than most people can ever imagine. He experienced the Lazarus Effect that normalized his blood cell count and restored him to productive living. I was elated to be an eyewitness to this wondrous resurrection. His life became a book with unread chapters of future possibilities, beginning with a network of new friends he had met through his support group. He and his friends helped one another, sharing a bond that only comes through experiencing mutual long-term tragedy.

Sam had come full circle through a medical maze of potential hopelessness. Although I felt optimistic about his future, I knew that the epidemic of HIV/AIDS in America continued to spread in all sectors of society, increasingly among women, young people, and people of color. Sam and I kept in touch until he stopped returning my phone calls. Intuitively, I knew he hadn’t died. A few years later, we happened to see each other at a street festival. We spoke briefly, and he appeared to be doing well. When I asked him why he had stopped returning my phone calls, he responded, “I’m a busy man.”

During the years before I saw Sam that day, my life had normalized. I thought about the two men whom I’d hardly known before I’d found out about their illnesses. Somehow I had woven my way through their forests of misery over a three-year period. Nobody was more surprised than I was. A person who never liked being around sick people had been transformed into an urban Florence Nightingale. What did it all mean? I listened to the universe for answers.

A few weeks later at a grocery store, I had a chance meeting with a friend named Ellen, whom I hadn’t seen in quite awhile. She mentioned how much she enjoyed being a hospice volunteer, a form of volunteer work I hadn’t seriously considered, even as I had been unknowingly performing it. Although I had been actively involved in various kinds of volunteer work most of my life, I felt her words inspire me, open my windows of curiosity higher. Later, it occurred to me that I had been a hospice volunteer for Jake and Sam. The following week, I saw a newspaper advertisement for hospice volunteer classes. I signed up for the training and felt my ship getting closer to harbor.





Remembering Jake


A lonely leper with AIDS,

you existed in a colony of inhumanity,

seldom felt life’s caring caresses.

While demons dragged your body

through gutters of deterioration,

you relinquished your confused mind

to unseen terrorists who stalked,

robbed you of much needed rest.

I watched your painful decay,

witnessed abuses by family and friends

treating you like toxic waste.

Rare handfuls of love brought

limited smiles in your leper’s life.

Sweet Death delivered your only peace.

—Frances Shani Parker






This poem was read at the 13th International AIDS Conference in South Africa. Jake was there in spirit, enjoying all the caring caresses he missed in life.
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	Defining Moment
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I like educational settings where interesting ideas grab me by the collar, confront me with opportunities to learn and solve problems. But taking classes in volunteer hospice training seemed like an entirely different undertaking. Death was the ultimate topic. Most people don’t even want to discuss death briefly. To take a whole course on people dying seemed strange. I was curious about how this subject would be taught. The class schedule included twenty hours of hospice training for certification. Some institutions require fewer hours.

My first class consisted of a dozen students from varied backgrounds. All were as eager as I was to learn what hospice entailed and what our future responsibilities might be. Looking around the room, I wondered what had motivated others to come. Had they been listening to the universe, too? Everyone had questions that needed answers. Our teacher reassured us that concerns would all be addressed as the class progressed. After a warm welcome and introductions, she introduced the history of the hospice movement. I learned how attitudes about aging and dying evolved through the years and led to a new approach to caring for the terminally ill.

Americans’ tendency to strive for longevity, even when people are in the process of dying, is one reason the hospice movement in the United States has been slower to advance than in Europe. The hospice philosophy embraces support of the dying and their families through high-quality patient care physically, emotionally, socially, and spiritually. Because all of these areas are interwoven in patients’ lives, they must be addressed as a unit during patients’ treatments. Input from patients and primary caregivers involved in the plan of care is welcomed and respected. Hospice beliefs must be understood and accepted by all persons involved in hospice care, including patients, medical personnel, and caregivers.

Hospice care refers to non-aggressive treatment of patients who have been diagnosed as terminally ill. It is available for individuals who have a life expectancy considered to be in months, usually within six months. Cases are subject to renewal after the six-month period. Hospice neither hastens nor postpones death, a natural part of living. The primary focus of hospice care is to provide support and relief for patients. Palliative care, an approach for treating incurable illnesses, can be given no matter how long a patient is expected to live and while doctors are still seeking a cure. Relieving pain and other symptoms, palliative care extends the hospice philosophy to a larger population that can benefit earlier in the illness process. Ideally, it precedes hospice care.

I learned that hospice services should start as soon as the terminal phase of illness begins. Anyone can make a hospice referral, but doctors write the orders that begin official hospice care procedures. Patients or those legally in charge of making medical decisions for patients make the decision for beginning or ending hospice care. Depending on their health progress, patients can be discharged or readmitted by the hospice team.

Patients with various kinds of illnesses, including AIDS, cancer, stroke, heart disease, dementia, and kidney disease are eligible for hospice care. Services are provided to patients whether they live in private homes, apartments, or group facilities. Medicare and most insurance plans pay for hospice care and cover people of all ages. Hospice pays for medications and provides supplies and equipment related to the hospice diagnosis.

Dying is a natural part of life, not something to be dreaded or feared. It is a process in which the body slows down and is a unique experience for each person. Several speakers joined the class periodically to share their expertise and answer questions. They gave interesting information about various aspects of hospice care such as the use of equipment in assisting patients. They described signs of dying such as decreased desire for food or fluids, increase or decrease in pain, or increased weakness in terminally ill patients.

The basic role of a hospice volunteer is to enhance the quality of life for patients during their end-of-life stages. Patients should be comfortable. Their bodies should serve as resting places for peace, so their deaths will be positive experiences. This allows them to know dignity during this critical time in their lives. Volunteers provide companionship and assistance with normal tasks such as letter writing and wheelchair rides. Another important service volunteers provide is advocacy for patients when they need it. For example, if a patient has not been fed or cleaned properly, a volunteer brings this to the attention of those who can correct the problem.

Fortunately, a volunteer does not work alone. A hospice team, consisting of a medical director, nurse, certified nurse aide (also called CNA or certified nursing assistant), social worker, dietitian, chaplain, and volunteer coordinator, is available to serve patients. Working together, members of the hospice team provide support in decisions regarding patients’ total treatment during their last phase of life, including the implementation of patients’ advanced directives. These are documents that give healthcare providers directions regarding patients’ treatment preferences under certain circumstances. The hospice team provides not only medical support, but also social, nutritional, and spiritual support for patients and their families.

In order to work best with the team, I needed to know the various roles each team member played. These were explained as the class unfolded. The medical director manages clinical care. Volunteers work directly under a volunteer coordinator. She manages volunteers through recruitment, record keeping, training, assignments, and recognition of their contributions as volunteers. Nurses, with the assistance of nurse aides, work closely with the medical director and other doctors to facilitate patients’ care. Dietitians address food-related concerns. Social workers help patients and their families with illness and death concerns. Chaplains assist with spiritual matters.

I listened to everything being said, wondering if my own philosophy matched those of the hospice program. At a personal level, I did not fear death. I assumed it would be a transition to a life better than this one. In that sense, I certainly didn’t dread its coming. But a terminal illness has the potential for being a very difficult and painful journey for some people. Becoming a part of others’ death journeys on a long-term basis presented another perspective. I had experienced this already with Jake and Sam. My ability to empathize with future patients would require frequent and intense use. Because I know I am a strong person, I felt certain I could succeed in my efforts to provide needed support. However, I still had a lot more to learn.

Class members were told to use the words “death” and “died,” instead of euphemisms like “eternal rest” and “passed.” As a child, I had noticed how people used indirect words when they spoke about death. Pets were “put to sleep” or “put down.” Even jokingly, death was referred to as “kicking the bucket.” These terms are still used today.

Society sends a strong message that dying is not a subject that should be embraced. Death is the elephant in the room that we pretend not to see until it sits heavily in our unfamiliar laps and pokes its intruding trunk in our faces. One certainty in life is that everyone will die. Many people refuse to say actual death words because of emotions the words generate. Others refuse to discuss death, particularly their own, even when they are well. Clouds of discomfort hover over death discussions. Fears center on how they will die, what happens after they die, and how their lives mattered. I knew I would have to analyze my own feelings thoroughly if I expected to help others.

During the class, I learned about various religious practices related to death. One of the beauties of diversity is having opportunities to become familiar with the cultural and spiritual practices of others. Ongoing evaluations of patients’ spiritual needs foster greater understanding during interactions with patients and their families. Religions have varied practices for responding to death. Some religions oppose last rites at death, while others welcome these rituals. In Native American traditions, religious rituals and urban medicines differ among tribes. There are religions that encourage “laying on of hands,” along with medical therapy, in order to fully treat illness. Other religions state there is no life after death or oppose organ donations and cremations. The volunteer’s role is to be respectful of patients’ religions. At no time should the volunteer attempt to force personal religious beliefs on patients.

An important part of the class familiarized volunteers with disease processes and treatment of terminal illnesses. This included general knowledge about nutrition, cancer, heart failure, AIDS, multiple sclerosis, renal failure, and dementia. Communication techniques, procedures for positioning patients, and use of oxygen and medical equipment were also explained. Much of this information was new to me. Having a broad understanding in these areas gave me confidence. I knew this information would be helpful in my dealings with patients and conditions encountered later.

One aspect of service that really concerned me was the depth of care I would be expected to provide patients. While I looked forward to talking, writing letters, reading, and participating in other social activities with patients, I had reservations about performing intimate procedures related to hygiene. Because questions and discussions were encouraged, I mentioned my apprehensions during the class. I was relieved to learn that bathing, diaper changing, and other intimate patient care would be performed by others.

Physical concerns were only one component of care for hospice patients. Psychosocial issues of patients and their families were also addressed. Knowledge of pending death can cause depression, stress, fear, and anger demonstrated in numerous ways, depending on how people cope with their feelings. Previous family dysfunctions could escalate and aggravate situations. Relatives and friends might interact with one another and patients in ways that require guidance from a third party such as a volunteer, who acts in the best interest of patients. Problems related to finances, guardianship, and other legal matters can add to growing mountains of pressure that plague patients and families during this time. Hospice is also available to assist families during the bereavement process after patients have died.

The volunteer can use resources of other members of the hospice team whenever help is needed. Working as a unit focused on quality in patients’ lives, they can solve problems. In order to sustain communication with team members, a volunteer must turn in a brief, confidential, written report each time patients are visited. Knowing that this supportive structure is available helps the volunteer maneuver through the maze of successful patient care.

While advocating for patients, the volunteer must always consider personal responses toward them. Honest introspection regarding choices in decision-making relating to patients must be done on a regular basis. Knowing how to act in the presence of patients is important. Treating them with the same respect one would want in their position is a good rule to follow. Without realizing it, a volunteer can become an enabler of negative behaviors in patients, or even a martyr by focusing on patients’ needs at the expense of her own. Using good common sense and being positive can go a long way in establishing harmony.

A volunteer must maintain good personal hygiene and health while caring for patients. This includes wearing gloves when necessary to protect both herself and her patients, not being around patients when she is ill, and getting annual tuberculosis testing. Hepatitis shots can be taken as an additional precaution. Hand washing is considered the most effective method for preventing infections. Two verses of “Happy Birthday” are considered a satisfactory time estimate for washing hands. Good health for the volunteer includes coping with personal feelings when patients die.

After several meetings, class members knew one another on a more personal basis. Opportunities to joke, express concerns, share food, and encourage one another had helped us grow into candidates motivated to make confident decisions about committing to hospice volunteer service. Several classmates had previously been involved in caring for dying loved ones. For some, their positive interactions with hospice volunteers had been catalysts for their decisions to become volunteers themselves. All were very open about sharing their inner feelings regarding their personal involvement as caregivers.

On the last day of class, I realized that my experiences with Jake and Sam had been part of a larger plan that had brought me to that point. They had taught me the importance of being with patients and advocating for them. The training class taught me what I would need to do in my role as a future volunteer offering support and assistance to patients and their families. I felt comfortable making a commitment.

I was given a choice of serving patients in nursing homes or in their own homes. Although most patients would prefer to die at home, the probability that more terminally ill patients will die in nursing homes is increasing. I chose to serve in nursing homes because I suspected terminally ill patients there might feel more isolated and because more medical personnel would be available if I needed immediate assistance.

Volunteers sign a yearly commitment form with the hospice program and are evaluated annually. Ongoing meetings, in-services, and newsletters for volunteers are also available to give them continuing support. November is National Hospice Month, a time when hospice staff, volunteers, and supporters are celebrated, along with the mission of hospice care.

Hospice could not function without the dedicated services of thousands of volunteers across America. Volunteers add life to the decreasing days in the lives of patients. I looked forward to being a part of this caring group of people who bring comfort to others during their final stages of life. I had found my song and was ready to sing.





Defining Moments


They come without warning,

grab us in chokeholds of change,

fling us into outer space

where past meets future.

In this realm resonating

with first-time knowledge,

we awaken wide-eyed,

infused with wisdom

to turn around, stand still,

or move forward with clarity.

No matter how they smack,

stroke, lift, drop, push, kiss,

or kick us to get our attention,

when they finish their mission,

we are permanently scarred.

—Frances Shani Parker
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