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Introduction

Don’t be afraid of death; be afraid of an unlived life. You don’t have to live forever, you just have to live.

—Natalie Babbitt in Tuck Everlasting


I grabbed the cold, stainless steel handle of the door to hospital room 575 and entered. It looked exactly like every other hospital room I had been in over the course of my nursing career. The same reflective linoleum flooring, the same perforated ceiling tiles, and the same off-white walls. It was sterile in every way—just as void of vibrancy and warmth as it was void of bacteria.

But when I entered room 575 that particular day, I felt something different. There were four family members gathered around the bedside, looking at my patient. She was unconscious, her breathing shallow and labored. I stood behind them, silently observing. The only sounds were the slow beeps coming from the electronic vital signs monitor and the rhythmic whooshing of the IV pump.

The patient’s mouth was slightly agape. I immediately knew I was witnessing the end of this woman’s life. She was actively transitioning into death.

I was accustomed to witnessing a state of crisis, panic, and fear in moments like these. After all, death is the number one fear in the United States (and probably almost everywhere else on the planet). But in this moment, I felt no fear in the room. There was only calm.

Then, I felt something powerful around me. It was as if I was watching her spirit leave the physical world behind and ascend elsewhere. I was accustomed to witnessing death, but I had never seen anything like this. An incommunicable feeling of love enveloped the room, and for a moment, it felt like time had disappeared. I stood there in complete awe.

The experience was peaceful all the way through to her final breath, and when she transitioned, I quietly left the room so that her loved ones could say their goodbyes in private. As I closed that stainless steel door behind me, my eyes filled with tears of gratitude for what I had just been allowed to witness.

At that point, I had worked in end-of-life care as a registered nurse for one and a half years. After eighteen months of witnessing death on a daily basis, this was the first time I ever saw what I would characterize as a “good death.” All the other times, I watched my patients and their families suffer physically and emotionally until death inevitably came, throwing everyone into traumatic grief.

That day, I realized that as a society, the relationship we have with death is all wrong. Death doesn’t have to be scary, and our fear of it is misguided. I understood then that it can be a beautiful and profound experience for all involved, and I knew if people could see what I had just seen, they wouldn’t be so afraid anymore.

That day was so different from what I usually experienced that it left an indelible mark on my consciousness. I had come from a medical family. My father was a doctor, and my mother worked in hospital administration. My whole life, I heard about patients dying and the importance of showing them compassion. Then, when I dreamed of my own career as a nurse, I pictured myself helping my patients manage both their pain and their fears, helping them get through some of the most difficult experiences of their lives. I envisioned a rewarding career that allowed me to give back and provide real comfort to others. Unfortunately, my first job on the medical surgical floor of a hospital was a far cry from that vision.

The reality was that I wasn’t given enough time with my patients to truly provide the care they needed. Despite working fourteen-hour shifts, my average time with a patient wasn’t long enough to be present with them. I was too busy getting the initial report, assessing their situation, giving medications, making notes on their chart, and then moving to the next person. I felt like a robotic medical machine. The compassionate care I longed to give my patients seemed out of reach.

I couldn’t help but notice the high number of elderly patients who were regularly admitted. They would come in through the emergency medical service, often connected to tubes and machines. It wasn’t uncommon for them to spend days or even weeks in their hospital rooms. What struck me most was that many of them had no visitors. They were barely awake, and some died alone in those sterile rooms.

I yearned for more time to spend with all of my patients, but especially the elderly ones. I wanted to hold their hands, speak softly to them, and let them know they weren’t alone. But in the fast-paced world of medical care, that kind of time simply didn’t exist.

As my frustrations grew in my career, I felt a deep longing to go into hospice nursing. Despite not having any end-of-life care experience at that point, I believed that supporting patients and their families during this precious time was my true calling. I knew that society shied away from open conversations about death, but surely in hospice care, where end-of-life support was provided, I could offer holistic care. I believed I could discuss death openly and create an environment for a peaceful end of life. But again, once I began working in hospice care, I saw that the reality was something else entirely. While people expected their loved one in hospice care to die, thus somewhat reducing the panic and fear, medical practitioners were still not given enough time with them to facilitate a good death.

Over an eleven-year period, I worked with elderly patients in a hospital setting, followed by work as a hospice nurse and an oncology nurse. I can confidently say that during my time in hospice—just like my time in hospitals—nine out of ten times, my patients’ deaths didn’t go as well as they could have.

The truth is that most end-of-life care is provided by family members, but they aren’t given instructions on what to do or how to handle the challenges they will face. Most home hospice nurses are given an average of sixty minutes per week to teach the family how to care for someone who is on their way to dying. It isn’t nearly enough, so my frustrations only intensified.

THE BIRTH OF DOULAGIVERS

As I became more and more disheartened by barriers to the care I was able to provide as a hospice worker, I sat down and developed a three-phase process to teach families how to care for their loved ones at the end of life (which has been incorporated within this book in chapter 3). I decided to take my three-phase process to the administrator of the facility where I was working at the time. “We’re supposed to teach families how to care for their loved ones, but it isn’t going well,” I told him. “I have an idea for a training.” I proceeded to explain to him what I had created.

“This is great!” he said. “But you can’t do it.”

My heart sank. “Why not?” I asked.

“Because insurance won’t reimburse for it.”

Ouch. Bureaucracy was in the way.

Nevertheless, I refused to let that stop me. I decided to offer my training at a local library for free on a Saturday and see what would happen. The very first training, there wasn’t an empty seat in the room. At least fifty people attended, including a man who told the group that his son had just been diagnosed with pancreatic cancer. “I want to learn everything I can to help him,” he said.

At the end of the training, that man was beaming. He felt empowered because he had some understanding of how to be there for his son during the hardest time either of them would ever experience. He had a plan, and clearly that gave him immense comfort in the face of terrible grief.

That day, I realized people were hungry for this information, but I wouldn’t know to what extent that was true until I put the training online. Suddenly, people all over the world were clamoring for it. When I began giving webinars online, I learned that there were people on the other side of the world who were staying up until 2:00 a.m. or 5:00 a.m. to make sure they didn’t miss it.

I had found a way to empower more people to help their loved ones have a good death. Before long, I founded the International Doulagivers Institute and became its CEO. We offer the highest level of education and certification for full-spectrum, holistic, nonmedical end-of-life care practitioners known as “Doulagivers.” Our state-of-the-art Professional Certification Program teaches “death doulas” to guide patients and families through the entire end-of-life journey, providing support before, during, and after death. Besides our Professional Certification Program, we also offer a free Level 1 End-of-Life Doula and Family Caregiver Training, helping family members know how to care for their loved ones at end of life. Each month, between 2,500 and 5,000 people register and attend this online webinar training from all around the world. As of this writing, the organization has trained more than 360,000 people across thirty-four countries.

And this book you’re reading right now is the next step in getting the word out about how to facilitate a good death for the people you cherish so much. It’s a step-by-step, definitive guide to helping your loved one have a good death not just physically, but also emotionally, mentally, spiritually, and financially.

WHAT YOU WILL LEARN

If you have picked up this book, I assume either you are already in the throes of dealing with the impending loss of someone dear to you, or you are perhaps thinking ahead, wanting to be prepared for when that day might come. Either way, you want to ease the suffering of your loved one as much as you possibly can, while also easing your own suffering and the pain your family and friends might feel. I’m here to tell you that the beautiful experience I described at the beginning of the book is possible for you, but you need information to facilitate it. This book is designed to give you that comprehensive information and help you understand exactly what it means to have a good death.

While these chapters have been written primarily for the caregiver of someone who is at the end of life, they can also be used by anyone who wants to prepare for their own death. I also want to note that my experience has been in the United States, and there will be some differences as to specifics if you live in a different country. But through Doulagivers, I have worked with people all over the globe and found that there are many commonalities we all share when faced with the end of life.

Here is what you will learn as you continue reading:

Part 1: Facilitating a Good Death

Chapter 1: We Become Less Fearful of the Unknown When We Embrace What Is Known. We tend to be fearful of what we don’t understand. While no one knows for sure what happens after we die, this chapter is aimed toward helping you understand death a bit better, such as the natural ways in which the body systematically shuts down no matter who we are, where we live, or what our socioeconomic status/belief system is.

Chapter 2: Preparing for Longer Lifespans: The Elder Care Crisis. Life expectancy has nearly doubled over the last century, and we have to prepare for that. This chapter will teach you what you need to know about Living Well Aging Plans, advance directives, and more.

Chapter 3: How to Care for Someone Who Is Dying: The Three Phases of End of Life. Throughout my years of service in this field, I have identified three distinct phases of end of life and the interventions that assist us in getting through each of them. I will cover what can be done to help the dying person, the caregiver, and other loved ones so they may move through each phase with as much comfort and ease as possible.

Chapter 4: Dealing with Common Diseases at End of Life. Knowing what to expect when your loved one has a particular disease will help you care for them better and feel more confident every day. This chapter will provide guidelines for the most common life-threatening diseases that people face.

Chapter 5: How Caregivers Can Avoid Burnout. I have watched so many loving people care for others to the point of exhaustion. People would love to help you, but unless you know how to ask for it, they often don’t know how to offer it. This chapter will help you avoid the traps of burnout.

Chapter 6: The Rebirth of Death. People today are going back to their roots with the readoption of home wakes and funerals. Centuries ago, this was the common way to handle death. In this chapter, I’ll provide you with the various options available besides a “standard” funeral, as well as an exercise to explore plans for a memorial for your loved one and/or for yourself in the future.

Chapter 7: Keeping Death Green: How Our Funeral and Burial Choices Impact the Planet. We can still have a significant impact on the world even after death by making an informed and conscious decision to protect the environment with our burial choice. This chapter will include the growing movement toward rituals that embrace natural body disposition and natural burials.

Part 2: The Peace of Mind Planner

Chapters 8–12 make up the Peace of Mind Planner, which is a complete, practical, and holistic planning guide for end-of-life wishes for individuals and families. It includes the categories I have outlined as the most important during my time in hospice and in training other death doulas: physical, mental, emotional, financial, and spiritual. These chapters will address the concerns that people have expressed to me over my more than twenty years in this field. The planner includes worksheets that will set you and your loved one up for a good death in each of these areas, incorporating what you learned in chapters 1–7.

Chapter 8: A Physical Good Death. This chapter will provide all the choices and questions you need to address to help your loved one achieve a physical good death. What are their physical preferences and needs?

Chapter 9: A Mental Good Death. This chapter will cover how to find mental peace of mind at the end of life, including finding acceptance and calm when someone we love receives a terminal diagnosis.

Chapter 10: An Emotional Good Death. Here, you will learn the most common emotional pain points that you can expect to feel when facing end of life or losing a loved one. I will share the tools to create emotional peace around these pain points.

Chapter 11: A Financial Good Death. Since most families don’t plan in advance, they end up spending far more money than necessary. When we do plan ahead, we can save our family and loved ones thousands, if not tens of thousands, of dollars. You will learn the options available so that you can plan for supporting your loved one in the most cost-effective way.

Chapter 12: A Spiritual Good Death. There’s a moment during the end-of-life journey when a person has one foot in this world and one foot in the next. It’s a sacred and healing moment that I describe as getting their “spiritual eyes.” This chapter will prepare you for when this moment happens and what you can do to facilitate it.

Epilogue: Death as a Sacred Experience

In many cultures throughout history, death was honored and revered as an important phase of life. Today, unfortunately, we have lost this sacred connection to death, which can be our greatest teacher about life. In this final chapter, I will discuss ways that you can open yourself to experiencing the death of your loved one as a sacred experience, as well as ways to facilitate that experience for them.

I WILL HOLD YOUR HAND ON THIS JOURNEY

I know that you’re facing something that is frightening and enormously painful. My aim with this book is to give you the comfort of having a plan and the knowledge to make this process of transitioning from life to death a beautiful, sacred, and profound experience for everyone involved. After my initial unfortunate experiences as a nurse, I have seen this kind of good death happen many, many times, and have taught countless others to facilitate such a death for others. I have seen the peace that it offers, not only to the person who is transitioning, but to the people who are left behind.

As you walk this path, allow me to hold your hand, figuratively speaking, through the words you will read on these pages.
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