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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.















PART 1



FACILITATING A GOOD DEATH


MANY OF US WILL HAVE to show up for someone we love at the end of life. Knowing how to do that changes everything. After working with more than one thousand people at end of life, I can confidently say that in my experience, planning ahead makes end of life dramatically better, no matter the disease process.


So in part 1, my goal is to give you the knowledge you need to make your loved one’s transition as smooth as possible—not just for them, but for you and everyone involved. We’ll start by addressing our fear of death head-on and look at how that fear has only made the end-of-life process harder.


We’ll also talk about the kinds of documents your loved one will need to make sure their wishes are known ahead of time.


I’ll take away the guesswork of caring for someone who is dying so that you know what to do and what to ask hospice nurses, including a rundown of the most common diseases you’re likely to encounter.


I’ll address you and what you need to do to make sure you don’t overextend yourself and become exhausted by the caregiving experience. I’ll also provide options for funerals, memorial services, and burials.


Caring for a loved one at this pivotal time may be the most moving and profound experience of your life. Let’s make it easier!















1



We Become Less Fearful of the Unknown When We Embrace What Is Known




The most beautiful and profound emotion we can experience is the sensation of the mystical.


—Albert Einstein




My patient, Vivian, was scheduled for exploratory surgery as her entire family gathered in her oncology ward hospital room, feeling a mixture of anxiety and hope. But when I examined her, I could see the tumors visibly protruding through the skin of her abdomen. There was no question that her intestinal cancer had reached an advanced stage.


Despite my efforts to find a suitable spot on her stomach to listen for bowel sounds with my stethoscope, I already knew the likelihood of detecting any was slim. The cancer had seized control of this elderly woman’s body, and it was clear her life was nearing its end.


Yet, because of the fear of death and the lack of a truthful conversation between the family and the doctor, everyone involved pretended that death was either not happening or at least optional. As a result, Vivian’s care went into “default” or what I call the “medical treadmill,” subjecting her to a futile major surgical procedure that would only confirm what we already knew. I had no doubt the surgeon would see that the cancer was widespread in her body, and he would just close her back up because there was nothing more he could do. And that’s exactly what happened.


For Vivian and her family, this was not a good death. It was a heart-wrenching, harrowing one. And time and again, this is what I saw in my career as a nurse.


Why were we offering false hope to this woman and her family? Why were we subjecting her to the rigors, pain, and recovery of an invasive surgery that would do her no good? Why does the medical field do this repeatedly?


Fueled by our society’s intense fear of dying, our end-of-life care doesn’t work well because we lack an understanding of the difference between keeping people alive and allowing them to live with quality of life. Instead, we expect doctors to somehow fix the unfixable and to defy the inevitable. In cases like Vivian’s, there would always come a point when their efforts did more harm than good.


Clearly, our end-of-life care is dysfunctional, and this dysfunction is preventing most people from having a good death.


In this chapter, let’s talk about this fear, how it makes end of life even harder, and how we can begin to quell it by learning more about what happens as we near death. In other words, we can become less fearful of death if we embrace what we do know about it.


WHY ARE WE SO AFRAID?


Has the language we use within the medical system inadvertently contributed to our subconscious war with death? We speak of “losing battles” against illnesses, urging patients to fight. And when all options have been exhausted, we apologize for our inability to offer further assistance. In this relentless fight, it seems that death has become the ultimate adversary. Regardless of our wishes or efforts, it’s an enemy that will always emerge victorious in the end, despite countless treatments, procedures, and surgeries. We cannot beat it. And even though we can sometimes postpone it, does it truly make sense to do that at all costs regardless of the quality of life during the time we have left? While doctors should certainly do what they can, there does come that moment when letting go and accepting the inevitable would be the most compassionate choice for the patient, the patient’s loved ones, and also for the doctor.


As an oncology nurse, I have witnessed overwhelming fear of death in my patients, in their loved ones, and in medical professionals. It has become clear to me that this fear often leads to misguided decisions and unnecessary procedures and treatments that cause more pain, discomfort, and side effects in patients who still ultimately succumb to their illnesses.


Perhaps the real source of our fear is the fact that we have stripped death of its natural place in the journey of life. By trying to shield ourselves from it and by using language that reinforces our fears, we may have unknowingly nurtured an unjustified dread about this sacred and integral part of life’s progression.


Our unhealthy fear prevents us from having necessary conversations about the end of life and from embracing the timeless wisdom death can offer us. This fear prevents us from caring for each other in a way that lessens the suffering and increases the quality of life of all involved, while maintaining the dignity of the patient.


It hasn’t always been like this. In the distant past, the way we cared for those who were dying wasn’t as dysfunctional as it is now. It’s important that we look back for a vision of how we might move forward with more grace and less fear.


HOW DID WE GET HERE?


Up until about a hundred years ago, caring for the dying was a skill passed down through generations from grandparents to their children and grandchildren. Death was embraced by rituals that allowed loved ones and communities to gather together and comfort each other toward the end.


When illness struck, people were historically cared for in the comfort of their own homes. They died surrounded by loved ones, and their wakes were even held in the home. People who came to the house to pay their respects congregated in the “living room” before entering the parlor, where the deceased was laid out for viewing. This is why we all have a “living room” in our homes.


With the progression of science, however, death has become increasingly medicalized, stripping away its humanity. With the advancements of modern medicine, life expectancy in the US soared from about forty-eight years in 1900 to about eighty years today.1 Worldwide, life expectancy was only thirty-two years in 1900 and increased to seventy-one years by 2021.2 While this is undoubtedly a remarkable achievement that we all benefit from, it has also brought about significant changes in the way we approach death.


Families are left feeling disempowered as medical systems take control and send the terminally ill to medical institutions designed to treat and cure ailments even when it’s clear the end is near. Modern medicine’s primary focus is to keep people breathing at all costs, but those costs are great—and not just financial. One of those costs is that concentrating on keeping people alive means we fail to provide the support that those transitioning out of this world truly need.


Since medical school is designed to equip doctors with the skills to prolong life, there are generally no courses on the topic of death. During their education, medical students endure demanding schedules, rigorous classes, and extensive internships with long hours. This grueling process, lasting anywhere from six to ten years depending on their chosen specialty, leaves little room for “outside the box” thinking. It’s no wonder that doctors are set up for inevitable failure when it comes to appropriately treating death and the dying. It’s an unfair burden for them to bear. After all, they are human, too.


The current fragmented health care system fails to allocate enough time for discussions about end-of-life care, and doctors are not trained for those discussions. Instead, they are constrained by strict time limits when interacting with patients, sometimes as little as fifteen minutes. Informing someone and their family of a terminal diagnosis, along with the impossibility of reversing the disease, can’t be condensed into such a short conversation. And when it is, it’s unbearably insensitive.


Of course, this is a symptom of our societal lack of awareness about death and lack of willingness to discuss it openly, as well as the fact that doctors are often perceived as failures if their patients die, regardless of age or diagnosis. All of this leads doctors to avoid broaching the subject altogether. It would be much more compassionate for all involved if health care providers felt they could be transparent about the limitations of aggressive treatments when the chances of disease reversal are minimal at best. People like Vivian would then be spared painful surgeries that medical professionals know are pointless but feel obligated to perform; this medical treadmill has become the norm since there is no conversation about death between the patient, family, and doctor.


In end-of-life health care, there is a delicate balance between being helpful and potentially causing harm. The question is: Who should decide where that line is drawn?


In my opinion, responsibility for end-of-life care lies with both the individual and their health care providers. It’s crucial for people to reflect on their own values and preferences, determining what quality of life means for them personally. To ensure these wishes are honored, it’s essential to document them in advance directives (which we will discuss in the next chapter) and talk about them openly with family members and doctors.


To do this, we must get past our aversion to accepting the inevitable. When we talk about death frankly and compassionately without pretending that doctors can work miracles, we save ourselves a lot of pain in the future.


For example, Alice was a ninety-three-year-old woman with advanced breast cancer in my hospital’s oncology unit. Despite her frailty and failing health, she didn’t have a do not resuscitate (DNR) order in place.


As a nurse familiar with end-of-life situations, I could foresee that she was close to a critical point. Her lab numbers were declining, she appeared pale and unresponsive, and her journey with cancer was nearing its end. But without a DNR order, I was legally obligated to perform cardiopulmonary resuscitation (CPR) if her heart stopped. CPR was originally developed to save healthy individuals who experienced sudden cardiac arrest. It has since become a standard procedure in all health care situations, including terminal ones like Alice’s. This raises the question of its purpose and the quality of life that sometimes results.


Performing CPR on Alice would have involved breaking her ribs and potentially placing her on a machine to keep her alive—a machine that she would undoubtedly be unable to survive without. This would leave her family with the eventual decision of whether or when to turn off the machine. What kind of life would that be when death was still inevitable in a short period of time?


In my role in the oncology unit, I would often inform the doctors when I believed a patient was nearing the end, and I would advocate for an honest discussion with the family about signing a DNR order if one was not already in place. Of course, I knew these conversations would have been so much kinder and less stressful if held way before someone was admitted to the hospital.


In Alice’s case, the doctor eventually recognized the need for a DNR order and was able to obtain the family’s signature. The following day, she died peacefully with her loved ones by her side and with her dignity and ribs still intact. It was a good death. What if that could be our ultimate goal rather than striving for a breathing body? If the problem lies in the unrealistic expectation of prolonging life at all costs, perhaps managing expectations is the solution.


Could withholding honesty about someone’s impending death be part of the harm that doctors have taken an oath not to do? I know of one instance when a woman’s mother had gone through numerous cancer surgeries. An oncologist told her, “From a scientist’s point of view, I could tell you to try this next surgery for your mother. But as a human being, I’m going to tell you to go home and make her comfortable.”


In my opinion, it’s time to bring back the awareness that death is not a medical experience—it’s a human one.


THE HOSPICE GAP


If hospitals are problematic because of the insistence on keeping people alive no matter what and the lack of transparency around death, are hospice facilities the solution? After all, death is expected there, and comfort is considered key. People receive nonstop care there, right?


By definition, hospice care is considered to be the model for quality, compassionate care for people facing a serious or life-limiting illness or injury. It involves a team-oriented approach to expert medical care, pain management, and emotional and spiritual support for the patient and their loved ones, all expressly tailored to the patient’s needs and wishes. In the US, health care providers use Medicare guidelines to determine eligibility for hospice care, and according to Medicare, someone is eligible if their life expectancy is six months or less if their illness were to run its natural course. Some of the most common diseases that qualify for hospice services are ALS, Alzheimer’s disease/dementia, cancer, heart disease, kidney disease, and Parkinson’s disease. It’s a beautiful model… in theory.


Unfortunately, there are very few hospice facilities in the US that offer twenty-four-hour care. Because the majority of hospices today are for-profit businesses, and the Medicare hospice benefit pays a fixed per diem rate regardless of the quality of care provided, the ones that exist have few beds and are often understaffed.


The circumstances aren’t much better in other parts of the world. While the majority of countries have some form of hospice care, few have enough available beds for the growing numbers of elderly patients. Sadly, therefore, it isn’t an option for many people.


Well, then, is the solution to send the dying home? Yes, since nine out of ten people say in polls that they would like to be at home if they become terminally ill. The problem, however, is that family members are expected to provide around-the-clock care without proper training. As someone with years of experience in home hospice care, I have all too often seen tragic situations created by a combination of fear and lack of caregiving knowledge. But the problem is that home hospice workers aren’t given enough time to train family members properly. So there is a gap between the time required at the bedside of patients and what can be fulfilled by overtaxed hospice workers.


Where does that leave you? It leaves you with a book like this, which will give you all the tools you’ll need for when you’re faced with caring for someone who is nearing the end of their life. You will also learn a myriad of ways to be prepared so that you can ensure a good death for your loved one and be prepared for what you will face after their death.


Again, this includes making informed decisions about the kind of care they would want or not want in the final stages of life. When we think about it ahead of time and have a plan, fear doesn’t hijack the experience from us and deny us the space to spend quality time with this person we love so much. Whether this window of time goes well or poorly, we’ll remember it forever. A positive memory is what we want, and it’s the kind of final experience we want for our loved ones. That’s what a good death affords us. With that in mind, let’s talk about some of the potential decisions that can ensure the dignity of the dying.



PALLIATIVE SEDATION


“Palliative” means that the treatment relieves symptoms but doesn’t cure the illness. It’s used to make people comfortable when their illness can’t be cured.


Every year, millions of people are unable to resolve their physical, psychological, and spiritual suffering at the end of their lives. In fact, the World Health Organization (WHO) says that each year an estimated 25.7 million people at end of life need palliative care, but only about 14 percent of them actually receive it. Considering the amount of intolerable pain a person can face, palliative care is so important. Yet WHO cites unnecessarily restrictive regulations throughout the world for access to medicines that would reduce pain. It says, “The global need for palliative care will continue to grow as a result of the ageing of populations.”3


Palliative sedation (also sometimes called terminal sedation, continuous deep sedation, palliative coma, or sedation for intractable distress of a dying patient) is a means of administering ongoing medication to keep the dying person asleep and comfortable. It’s a last resort for people at end of life who are in a lot of pain, and it’s administered to the terminally ill patient in the last days or hours of their life. It can provide a more peaceful and ethical solution for someone in this situation. (Note that there is also something called a “sleeping coma,” which often happens naturally as a person nears the end of life. A “palliative coma,” on the other hand, is a sleeping coma that has been facilitated by medication.)


If the person is in a hospital or hospice facility, it’s usually administered intravenously. Other methods include (1) a sedative drug infused under the skin, (2) a specialized catheter via the rectum, (3) medication taken under the tongue, or (4) patches on the skin.


This type of sedation can be done at home. In fact, I have seen better control of pain in the home than in the hospital. This is because nurses have so many patients, and although they try hard, they will inevitably be spread thin. If medication needs to be increased to ease someone’s pain, there’s usually a hospital protocol that can delay it. In the home, on the other hand, family members are focused on one person and can monitor them more carefully.


The harsh reality is that the progression of pain must be broken on its way up when it reaches a level of 3 or 4 on the pain scale of 0 to 10. Once the patient rates their pain at 5 or higher, it’s virtually impossible to reduce it. This is the key to pain management.


It’s understandable that family members are often afraid of administering pain medication to their loved one. What if they do it wrong?


But when a doctor determines a diagnosis that states your loved one has six months or less to live, your loved one is generally sent home from a hospital and admitted to home hospice care. The hospice organization will then order a comfort kit that contains pain medications. Your hospice nurse can then train you how to administer these properly, and this is one of the most vital skills to learn for home hospice care. In chapter 3, you will also learn the nonverbal cues that let you know when someone is in pain. These can help if you are ever called upon to provide pain control to a loved one who can no longer communicate what they are feeling. This way, they don’t have to be able to let you know when they need more medication to be comfortable.


It’s important to note that palliative sedation is legal everywhere in the US and in many countries throughout the world. It is not euthanasia or physician-assisted suicide. When a patient needs more medication to ease their pain, however, some people view it as a version of slow euthanasia. But that is inaccurate. It is merely used to control symptoms, not to shorten someone’s life.


Obviously, whenever possible, it’s important to discuss the use of such medications with your loved one before the necessity to use them arises. When someone can make their wishes known, you can feel confident that you are abiding by what they want and helping them avoid unnecessary pain.


People will either die comfortably, or they will die suffering.


VOLUNTARILY STOPPING EATING AND DRINKING (VSED)


Phyllis Shacter had been happily married to Alan for twenty-six years. But then he was diagnosed with both Alzheimer’s disease and laryngeal cancer. In a TEDx Talk and her book, Choosing to Die, Phyllis told the story of Alan’s decision to end his life through VSED, which stands for voluntarily stopping eating and drinking.


While VSED is legal in all fifty US states for terminal patients to hasten their death, Alan had to make that choice while he was still mentally competent to do so. He decided it was time to implement it when he became too tired to take part in the activities he had always enjoyed. He fasted for nine and a half days, and as his body became dehydrated, he asked only for mists of water and some medication to keep him comfortable.


Phyllis watched him gradually go into a coma as his breathing quieted, and he died peacefully at home. As she put it, “There is a very important distinction to make between suicide and Alan’s choice.… Suicide is about saying NO to life. Alan was saying YES to life, up to his last breath, on his terms.”4


VSED usually causes death within seven to fourteen days, and it mimics the natural way the body dies. Some people find the extra time reassuring because it provides space for them to say goodbye to their loved ones. Most people don’t find it uncomfortable to stop eating, but it’s important to keep the patient’s mouth moist and have medication available (see the previous section on palliative sedation) so that the dehydration doesn’t cause discomfort. Most hospices condone VSED if the patient has set forth their wishes in writing while of sound mind, and patients don’t have to get government or physician approval to do it.5


VSED certainly isn’t recommended for everyone, however, especially those who are suffering a great deal. When that’s the case, palliative sedation, which I discussed in the previous section, is the preferred option as someone nears the end of life.


If you are not in the US and your loved one is interested in VSED, research the laws and practices in your country, as acceptance of this method varies greatly.




MEDICAL AID IN DYING (MAID)


While medical aid in dying (MAID) is currently legally available in only ten US states plus Washington, DC, and a few other countries, there is a movement to make it law in more US states in the years to come. It’s a medical practice in which a terminally ill, mentally capable adult may request a prescription from their doctor for medication to end their life. This medication is self-administered by the patient; it isn’t given to them by anyone else. Unlike palliative sedation, it is indeed a form of self-induced euthanasia.


In the states where this is legal, the patient must meet all four criteria: (1) a prognosis of six months or less to live, (2) mental capacity to make this decision, (3) being age eighteen or older, and (4) ability to self-ingest the medication with their own hands.


The movement for MAID is driven by a fear of pain and loss of control, but palliative sedation and VSED, which are already available in all fifty states in the US and many other parts of the world, address pain and loss of control without the need for self-induced euthanasia. If more people understood that palliative sedation and VSED are available and how they work, they would realize they already have everything they need right now for a peaceful and painless death. MAID is another option but not as necessary as people think.





DYING WITH DIGNITY


Most people want to die with dignity. It’s important to distinguish, however, between the organization called Death with Dignity, which is fighting for MAID, and simply dying with dignity, which for most people means being comfortable without pain and suffering, knowing they are being cared for, and having as much control over their end-of-life choices as they can, especially when what they consider “quality of life” is no longer possible for them.


Planning ahead to make our desires known is the best way I know to control our end of life as much as possible. When our loved ones know what we want, they can ensure we get it when we can no longer speak for ourselves. To a great degree, that’s what this entire book is about.


THE GROUNDBREAKING RESEARCH INTO PSYCHEDELICS


Contrary to what some people think, psychedelic medications do not lead to addiction or dependency. A 2020 article in Scientific American reported the following: “Scientists are rediscovering what many see as the substances’ astonishing therapeutic potential for a vast range of issues, from depression to drug addiction and acceptance of mortality.”6 A great deal of research was conducted on these substances in the 1950s and 1960s, but then they got an unfounded reputation as dangerous and were banned.


Psilocybin is one such substance that naturally occurs in some kinds of mushrooms, which is why it’s colloquially called “magic mushrooms.” It has a long history of use among Indigenous cultures for healing and ceremonies. Currently, in the US, it’s still a Schedule I substance under the Controlled Substances Act, which means it’s illegal except for research and supervised use in some cities and states that have decriminalized it. Psilocybin also remains illegal in most countries, with only a handful of them having legalized it. Hopefully, this will start to change.


The studies involving psilocybin’s potential for therapeutic use in a controlled environment are certainly promising. For example, for the treatment of the acute fear of death, studies have found that one standard dose is enough to recalibrate how someone feels about dying.


Dr. Anthony P. Bossis of the New York University School of Medicine calls psilocybin and other psychedelic substances like it “meaning-making medicines.” He outlined his research in a TEDx Talk called “Psychedelics and Psychology: Modern Medicine Meets Ancient Medicine.” He talked about dying patients who took psilocybin and described having feelings of wonder, awe, humility, gratitude, transcendence, and transformation. He said the drug provided them with a mystical experience and a strong sense of interconnectedness. One patient dying of cancer said, “Death doesn’t matter.” Another reported feeling that they weren’t just their body or their illness. One woman felt completely encompassed by love, and even though she was an atheist, she felt she couldn’t describe it any other way than God’s love. As a result, these patients experienced dramatic reductions in anxiety and depression toward the end of their lives.7


Naturally, we can’t prove that what people experience under the influence of psilocybin or other psychedelics is real, but we can’t prove it isn’t either. In the future, thanks to the research of scientists like Dr. Bossis, this experience may be available to more people who are suffering from an intense fear of death as they near the end of their life.


EASING OUR FEAR OF DEATH


In the past, observing the profound fear of death in most of my patients, their families, and the medical professionals around me, I believed there must be something incredibly terrible that awaits us after we die. What else could justify the desperate attempts to cling to life that I saw on a daily basis? Yet in my search for this awful truth, I found nothing of the sort. Many patients who were nearing the end of their lives shared beautiful experiences and visions similar to those described by the patients taking psilocybin.


Personally, I have never felt more alive than when I began working with individuals nearing death. It has given me a deep sense of gratitude that permeates every aspect of my existence. I will share these gifts with you as you continue reading these chapters, but one of them is the recognition that death is the ultimate equalizer of our shared humanity. No one is spared this reality regardless of their economic status or societal standing. No one can buy their way out of it. Whether we live in one of the world’s largest cities or on a tiny island in the South Pacific, our body shuts down at the end of life in the same way. Therefore, death serves as a powerful reminder of the similarities that bind us together.
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