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For

Stanley

Starrett

Lisa


I’m killing time while I wait for life to shower me with meaning and happiness.

—Bill Watterson, Calvin and Hobbes
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INTRODUCTION


This Is Not Life Interrupted. This Is Life


There is nothing wrong with you for dying.

But you’d never know it from the way we talk about death. We actually call it a failure: Her health is failing. He failed treatment. If you believe what you read, the entire enterprise of aging is optional. Eat kale, drink red wine, walk 10,000 steps every day. If we can’t beat death, then clearly our character or will or faith isn’t strong enough.

And what about all those fighting words? Beating death, defying aging, the war on cancer: all battles we’re sure to lose.

Next to birth, death is one of our most profound experiences—shouldn’t we talk about it, prepare for it, use what it can teach us about how to live?

We wrote this book to help make dying something we can get to know a little better.

We don’t mean to suggest that you—or anyone—can take the reins and control how all of it is going to go; part of the challenge is tempering that need for control.

Holding on. Letting go. There will be lots of boths. Not one feeling or another but a combination. Death, as a subject, is not easy, and dying is not painless. We make no promises to the contrary, and we encourage you to run from anyone who does. But we do believe this book will help dying be less painful and more meaningful.

——

Your Goals of Care

ONLY A SMALL FRACTION OF us, 10 to 20 percent, will die without warning. The rest of us will have time to get to know what’s going to end our lives. As discomfiting as that can be, it does afford us time to live with this knowledge, get used to it, and respond. We do have some choice about how we orient ourselves toward the inevitable. Where we’ll die, maybe. Around whom. And, most important, how to spend time meanwhile. To make those choices manifest, you’ll need to be clear about your “goals of care,” a phrase borrowed from the field of palliative care that’s becoming increasingly common. By thinking through how you want the end of your life to look, you’ll find a useful way to face decisions that need to be made along the way. Identifying your goals is more than simply making a list of priorities; it’s a process that helps you figure out what your priorities are while traversing aging or infirmity. That means listening to yourself as well as to others and communicating with those around you about how you feel and what you think. It’s a sure way to land on decisions you (and those around you) can live with.

Your goals of care will follow from your answers to questions such as: What’s most important to you now? What can you live without? How much treatment do you want and what kind? Where do you want to be when you die? How do you hope to be remembered? Your wishes also need to square with the practical realities of your situation, including logistics and costs. We are not suggesting that your goals are fixed—they will change over time, as your life does. But if you can articulate them, they will become a compass.

In this book, we move chronologically through the steps toward the end of life, but you may be on a different schedule, and that’s fine, too. We are not here to load you up with work. We’re here to help you navigate the work that’s coming. Use this material in whatever way fits for you.

The vast majority of you will bump up against the health care system at some point, and it will likely have a significant impact on how you experience life with illness and your own dying process. Our system has profound weaknesses, along with its astonishing strengths, and moving through it can be a counterintuitive and vexing experience. There are many reasons for this, but one way or another they all spring from the fact that the health care system was designed with diseases, not people, at its core. That may change in the years to come, but this book is meant to help you manage the system we have now, not the one we wish we had.

That’s another reason why the care part of health care must always return to you, the human at the center: You need to stake that claim and protect it.

Though it’s impossible to throw a footbridge over every trench, we set out to explain plainly what you’re getting into, with practical advice for how to approach it all: feelings, thoughts, logistics, costs. We must acknowledge that culture, religion, and other belief systems play crucial roles in how we experience life and death. We can’t do justice here to the power of those perspectives, but we can make space for you to consider the specific challenges laid out in these pages. It is you who will provide the depth to this book through the texture and color of your situation and who you are.

It’s natural to arrive at this subject with some trepidation. We all do. In fact, we should caution you that reading through this book, or even just picking it up, might trigger difficult emotions. It certainly did for us while writing it. No one is asking that you give up the fear of death, but with the guidance of those you meet in this book, you might find that it fades or softens. Our ultimate purpose here isn’t so much to help you die as it is to free up as much life as possible until you do.

——

Defining Terms

WE WILL INTERCHANGEABLY ASSUME THE first person. Sometimes “I” refers to Shoshana, while other times it refers to BJ. We wrote this book together, so it feels right for us (and less cumbersome for you) not to have to distinguish between us.

Though we refer to the “patient” throughout, please know that it’s not to reduce you to someone who passively receives a doctor’s orders. At its root, patient means one who bears, and you should reclaim the word—and with it your role as a participant in the care you receive.

Likewise, “For Caregivers” boxes throughout address those of you who have, or anticipate taking on, the role of caregiver. Other words we’ll use include family, friend, and loved one. We trust that you can readily find yourself somewhere in this mix. Whether you come to this voluntarily or kicking and screaming, and whatever term rings truest to you, we salute you—it’s a hard job, even when you love it.

——

ABOUT US

BJ’s Story

PART OF THE REASON I wound up becoming a doctor is that I came close to death in my own life, earlier than expected and in a dramatic enough way that I had little choice but to sit up and take notice.

One night when I was a sophomore in college, a couple of friends and I headed out for an hour or two on the town and then made our way to the Wawa for hoagies. On the way, we crossed the old rail line. There sat the Dinky, a two-car commuter train that ran from Princeton to Princeton Junction, with a ladder up the back. We were exuberant kids spotting a perfectly climbable tree.

I jumped on first, and when I stood up the electric current arced to my metal wristwatch, blowing 11,000 volts up my arm and down and out my feet.

For the lark, I lost half of an arm and both legs below the knee. I was taken to St. Barnabas Hospital in Livingston, New Jersey’s one burn unit. I was intubated but awake, and could hear the trauma team taking bets on my survival, some saying “This guy’s a goner”; others betting “We got this.” The nurse, Joi, who would become a guiding light for me, must have seen my eyes widening, so she told them to shut up and came to my side. She showed me I was safe there, even amidst danger. Together with close friends, family, and the staff of the burn unit, I would begin to learn what it felt like to be cared for. The terror and grace of depending on others for life.

That place would be home for the next four months. One night, it began to snow outside. I remember the nurses chatting about the drive in. There was no window in my room, but it was all lovely and frustrating to imagine. The next day, my friend Pete smuggled in a snowball for me. Drip by drip, that little shrinking thing unpacked a rapture. Snow, time, water. Now, knowing that creation held room for both ends, it mattered less whether I lived or died. For a moment death was in its place: obvious, common, benign.

So began my formal relationship with death.

I returned to college in the fall. I was trying to be a normal college student, but things were not normal yet. I’d ditched the wheelchair for a used golf cart, but I had a giant right arm from pushing myself around for months. The rest of me was rail thin. I wore a brown prescription compression vest over my scar tissue so it wouldn’t ball up. My skin was sallow. I had a hook at the end of my arm stump that I rarely used and just hung there instead. Really, I was pretty disgusting, always drenched in sweat, squishing around in my legs that had their own odor, leaving puddles wherever I sat. I’d go into the dorm showers on my knees, sitting down amid the hair balls and athlete’s foot flakes, so I was never sure if showering actually made me cleaner. But that didn’t matter; water running over my skin didn’t hurt anymore. It felt downright glorious.

My leg prostheses were sheathed in flesh-colored nylons and fitted into style-free orthopedic shoes that took me about twenty minutes per shoe to lace up with one hand and a hook, so I never took them off and they soon molded when the rains came. When you start out on prostheses, you’re constantly building up your tolerance, walking just a few steps more at a time, turning your skin from thin to callused. Making the unnatural natural. Learning and changing, as a newborn does.

I had a service dog named Vermont who saved me again and again. Five minutes playing fetch with him pulled me out of just about every psychological spiral I might spin down. Watching him run and leap never failed to yank me past bitterness: it might as well have been me running around the field. I watched him always be present, never burning time wondering why his life wasn’t different than it was. I aspired to be more like him. Plus, he needed me, and I loved him with every cell I had left, which was plenty.

Tantrums came and went less and less often. I shrunk my needs and got much more specific about couldn’ts versus wouldn’ts. Could I really not get onto an escalator now, or did I need not worry so much about leaning into someone? Could I really not go shopping, or was I too proud to use my wheelchair? Could I really not dance, or was I afraid of embarrassing myself? The practice was tedious, but it got me up and out.

Looking different had its useful bits, too. Had my injury been less obvious, I might have kept trying to pass. But the conspicuousness of it was, eventually, freeing. As a kid, I had been very neat and particular about my appearance. Now I wore shredded clothes and let my hair grow out. I wore shorts every chance I got—for a time, comically short ones; it was as though I needed some skin to touch the air. I needed people to see that I wasn’t afraid, so that I wouldn’t be. I learned not to constantly compare my new body to my old body or to other people’s. Instead, I could engage in the creative process of making my way through the day.

I got close enough to see something of death and come back from the ledge, only to realize that it’s in and around us all the time. And now I see this truth in my patients, looking to change and be themselves all at once.

——

Shoshana’s Story

I OFTEN WISH I’D KNOWN how to write this book before taking care of my dying father, Stanley.

As a child, Stanley was something of a math prodigy. Calculating the infinite riddles of the universe offered an escape from his much smaller life in Brooklyn with my grandparents, immigrants who had a grade school education. At 24, he was hired at Berkeley as professor of engineering. For fifty years, he taught his students the principles of blood flow and jet wakes with a kind, steady hand.

My parents divorced when I was 13, and until Stanley met Beth twenty-five years later, he would come home after work and eat sardine and margarine sandwiches alone in his kitchen nook while reading four newspapers. He had no hobbies. All that mattered to him were his children and the inner workings of his brain.

One night, Beth asked me if I’d noticed how forgetful he’d become. Suddenly it seemed obvious—his forced punch lines after failing to calculate the tip on a meal. It wasn’t long before his colleagues politely suggested that he retire. They’d pulled him from the elevator, where he’d stood frozen, not knowing which button to press, the doors opening and closing repeatedly. He was 73.

My dad spent the next five years in and out of the hospital, regressing to an infantile state, with an ambiguous diagnosis: not Alzheimer’s but somewhere on the spectrum of dementia, aggravated by depression.

He would sit in the office of a young resident at the Memory and Aging Center and attempt to answer a series of inane questions: What is today’s date? In what state do you live? He knew that the questions were insultingly simple, yet he got most of them wrong. The thought that all of my father’s knowledge would be lost in a vault of dead cells was a death I wasn’t prepared for.

When his driver’s license came up for renewal, he failed the test and we took his keys away. Little by little, he was stripped of everything that had made him feel confident, independent, free.

There were endless doctor’s visits. On one drive, he became increasingly irritated by his weakened bladder, punching the dashboard, ordering us to stop the car on the bridge. By the time we arrived, he was trembling violently and unable to speak. I escorted him down the hall to the bathroom, stood behind him in the stall, and held his waist as he fumbled with his penis. Who was I, daughter or nurse?

We hounded his doctors for a plan, and they rattled off an endless array of possible causes (water buildup in the brain?) and treatments (implant a stent!). Every attempt to cure my father’s incurable disease landed him in the hospital again. On one visit, I noticed that his arms and legs were bound to the bed like an animal’s. He kept lurching forward, trying to wipe his nose. I begged the nurse to untie him, but she said he was a danger to himself. I drove home screaming.

Some days he’d be well enough to sit on the couch and watch my children play, and it brought us so much hope. I’d hold his hand and tell him what I was working on, and he would smile and say, “Oh, that’s terrific!” He still knew that I was his daughter and those were his grandchildren. My son has his face.

We urged his wife, Beth, to request hospice care. But to her that meant giving up, and in her desperation for more time, she told the doctors that my father wanted to extend his life at all costs; he’d jotted it down on a napkin somewhere. A social worker explained that he would never return to his former state. Beth finally relented, and we brought Dad home.

One of the hardest things about taking care of a dying parent is the role reversal: you still feel like that person’s child. It’s awkward to ask your father to consider wearing diapers, and by the time such questions come up, it’s often too late. My father helped us understand the mechanics of life, how fluid and air and energy flow. But he couldn’t teach us how to give him the death he wanted.

I remember those years as being full of anxiety and grief but also as a time of drawing closer. My father had always been an intellectual, and while we knew he loved us more than anything, he could be emotionally distant. Now, with his mind gone, words were of no use to us. But there was a universe of feeling in just holding hands.

Now you know a bit more about us.

Who are you? Whether you have a serious diagnosis, love someone who is getting older, want to make your exit easier on your family, or just want to make the most of life while you have it, this book is for you.

And we have good news: you already know more than you think. [image: images]




PLANNING AHEAD


Maybe you’ve already begun making the big decisions about life and death. If not, now is the time to start; ideally, planning for what’s to come begins early in life and kicks off ongoing contemplation and conversation, well before you find yourself in an urgent situation with no time for either. If we had our way, along with driver’s ed and sex ed, we’d all get a course in death ed before graduating high school. In this section, we cover all the things you’ll do well to consider before you have to.
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CHAPTER ONE


Don’t Leave a Mess

Clean out your attic; secrets and lies will catch up with you; say the things that matter most


No matter how much we try to clean up after ourselves, human lives are messy. And when it comes to the end of life, our messes become more consequential.

Part of what we leave behind is material: property, books, clothing—objects acquired over a lifetime. Then there’s the immaterial, emotional stuff. Attending to all of it before you’re gone ensures that your survivors have the opportunity to focus on you and not on how long it took to clean out your condo. As Rabbi Sydney Mintz says, “I have seen the profound difference it makes in the grieving process when someone dies and their house is in order, and when someone dies and their house is a mess.”

Thankfully, there’s a lot you can do to take charge of the situation, repair what’s broken, and leave behind only what you want to be remembered for. And if you set out early enough with the intention to prepare and mend, to clean up the mess, and to earmark the things that you truly value to pass down, it will clear your head, giving you more room to be.

——

1. Clean Out Your Attic

UNLESS YOU’RE GOING EGYPTIAN PHARAOH style, you won’t be taking much more than a suit or dress with you when you die. There is a word for “death cleaning” in Swedish: döstädning. As you age, the Swedish expect that you’ll get rid of what’s unnecessary and tidy up what’s left. Simplifying takes time and commitment—don’t expect it to happen overnight—but it can bring great satisfaction and even a jolt of pride.

Though the process of sorting through your belongings after you go will never be easy for the people you leave behind, you can make it a lot easier. That’s why cleaning up is one of the best gifts you can give loved ones. It will save them time, money, and no small amount of heartache. I was certainly happy to inherit my dad’s collection of Whole Earth Catalogs but not so much his file cabinets full of phone bills and tax returns from ten years ago.

SO MUCH STUFF

It’s important to ask yourself why you’re keeping all of this stuff. Is it because you still use it and it gives you pleasure? Is it the memories embedded in each piece of furniture or cast-iron pan? Or is holding on a symptom of your resistance to thinking about no longer being here? Maybe you’re overwhelmed by the volume of it all and know it’s going to take more time and energy than you have to sort through it? Setting aside time to go through your belongings, reflecting on what each item means to you and letting go of what you no longer need, can be cathartic. And there’s no rush. Occasional purges can be something you do periodically throughout your life.

YOUR KIDS PROBABLY DON’T WANT IT

Here’s a foreseeable truth: your family doesn’t need or want most of your stuff. People develop their own tastes, and though they might appreciate what they grew up with, they may not want to replicate it exactly. If they do take something, it’ll be a few quirky, sentimental items: kitschy coasters from a Las Vegas nightclub; an orange plastic tape dispenser; that one midcentury Danish dresser in need of a new finish. Few are going to go for the big stuff: the brown, curly-edged furniture you think of as antique and boardwalk artwork bought on trips to Florida are likely not going to find a new home with your children.

Prepare yourself for the real possibility that you may not even get to the part where your kids reject your stuff, as they may not be prepared to talk about any possibility of your no longer being there. “Often I’ll hear from clients that they talk to their children and the kids say, ‘I don’t care about your things.’ But after the parent dies, it turns out they really do care but weren’t ready,” says Ross Sussman, a Minneapolis-based estate lawyer.

Grief therapist Julie Arguez had a patient with a terminal diagnosis who had labeled everything in her house. But when her children arrived, they felt ambushed. Why was she accepting her death prematurely? they wailed. “It was really hard for her kids to accept the idea of her physically not being present in their family home,” Arguez says. But once they understood their mother’s point of view—that she was trying to take care of them—they took the stuff. Mom was pleased.

WHAT TO DO WITH FAMILY HEIRLOOMS

Ask family and friends from time to time if they’d come over and do a walk-through of your home. Tell them the backstory of items that are important to you—knowing the why behind a piece of jewelry could be the deciding factor in taking something home, wearing it, and retelling the story going forward.

Here are some simple ways to give away the more meaningful items:

—

TIP

If there are objects that you really want certain children to have, tell them now so it doesn’t become a point of contention between siblings after you die.

• A round robin where each heir chooses one thing. Sussman had a case in which the mother had a fair bit of jewelry, some valuable and some not so much. The daughters didn’t speak to each other. They couldn’t remember why. So Sussman and a lawyer for one of the sisters made a detailed inventory of everything and then went round robin for each sister to pick something until there was nothing left.

• A walk-through of the house with masking tape. Sussman was invited over to a client’s house, and their two kids were there. The purpose was to have each child choose the items they wanted. Sussman would put a strip of tape behind each object, ask who wanted it, and write names on everything. When the parents died, he went back to the house with the children and made two piles of the paintings, sculpture, and all the other valuables they’d marked. Everyone walked away grateful.

SELLING YOUR STUFF

Even if you place great financial value on the things you have gathered over a lifetime (artwork, jewelry, books, furniture), we don’t recommend trying to recoup it by spending endless hours finding buyers, negotiating pricing, and arranging handoffs. Most antiques dealers and auction houses are very picky about what they’ll accept. Even a popular midcentury lithograph that’s numbered and signed and blah blah blah may be hard to offload. Selling on eBay can be a full-time job when you’re wrapping and shipping off packages yourself. But a drop-off at the local Goodwill or Salvation Army takes mere minutes, and your discards may become treasures in someone else’s living room.


[image: images]
Few things are more painful than the idea of your family fighting over your estate after you’re gone. Going through and assigning household belongings in advance will help to avoid conflict later.



There is courage in the trash can and a magic to tidying up. But you don’t have to go crazy and throw out everything that doesn’t bring joy when you hold it up against your heart. The idea here is to make the mess manageable for the people you love.

——


2. Now Clean Out Your Emotional Attic


EVEN IF YOU MEET RESISTANCE from your loved ones, keep pushing for more conversation before you die. We’re not talking about discussing your next treatment or what to do with your hat collection after you’re gone. This is the time to make sure your relationships are in order and that you say what needs to be said to avoid regret at the end of your life. These are the conversations that determine how you’re remembered on an emotional level. In practice, of course, it’s not always easy, especially if there are wounds that have been left to fester.

SECRETS AND LIES

Secrets are so common that nearly every grief counselor we spoke to has dealt with them. “I have had encounters with adolescent children who knew that something was being kept from them,” says Tom Umberger, a social worker who specializes in grief. “Nobody in the family would tell them what the details were, and that made it worse, because it left them to fill in the blanks.”



JOINTLY HELD


This one is for all the people sharing a household. One mess that will keep on messing with your survivors has to do with billing accounts. Cable, internet, cell phones, club memberships, anything else that bills for services on an ongoing basis; if these are not in both your and a partner or family member’s name, that partner will be spending a very long time traipsing through bureaucratic minefields to shut them down or convert the accounts to their name so they can manage them. It can take years to resolve it all. Really. Think of every frustrating call you’ve had with your cell provider, and then multiply it by ten, and you’ll get an idea. By calling these companies now and adding your partner to the account as a joint owner, you can make sure he or she will be feeling relief instead of exasperation.



Secrets have a way of revealing themselves, especially in the age of DNA tests like 23 and Me and heritage sites like Ancestry.com. Test results are uncovering unknown birth parents, hidden siblings, lost nationalities, and buried religious identities, upending the origin stories that many testers long held to be true. If you don’t want your family to find evidence of a secret, get rid of it now, lest you prolong their agony or open new wounds after you’re gone.

Erik’s parents went through a bitter divorce while he was still in elementary school. His father, Bill, went on to date a stream of women, all unknown to Erik, but landed on a second marriage in his late fifties. After Bill passed away, his second wife took Erik aside and told him she had some news for him: “You have a half brother.” He was stupefied. It turned out that a woman his father had been seeing before the divorce had borne a child by him, but Bill had opted to keep the truth from his then wife. The half brother had always known about Erik but had never contacted him out of anxiety. When Bill died, the half brother saw the obituary and reached out to Bill’s second wife, hoping that the timing might be right. The result was that Erik and his half brother became close, able to bond over their understanding of the father who had kept the secret. The happiness they feel together could have included Bill if he had introduced his sons while he was still alive.


[image: images]
If you’re keeping a box of love letters or incriminating photos somewhere, assume they’ll be found after you’re gone. (And you won’t be there to explain.)



DESIGNATE A “CLEANER”

Yes, you can elect a “cleaner” to scrub down your life after you die. That person is a friend or acquaintance whom you trust to shred, erase, dump, and otherwise whitewash any secrets that you wish to keep secret. You can ask that person to go through your home, medicine cabinet, electronic files, and . . . any closet where you kept your sex toys.

THE IMPORTANCE OF WORDS

Where do you begin if you’ve been estranged for a long time and have what feels like a Superfund site of toxic feelings to clean up? We are big fans of the pioneering palliative care physician Ira Byock’s book The Four Things That Matter Most. Here are the things he’s found most people long to hear that can help mend even long-fractured relationships:

“Please forgive me.”

“I forgive you.”

“Thank you.”

“I love you.”

We asked him if he’d add anything, since the book was published fourteen years ago. “It’s so useful for a parent to say to their child, ‘I’m proud to be your mother, I’m proud to be your father,’ ” he told us. “Oh boy, is that the gift that keeps on giving. It’s such a great thing, and I’ve comforted people in their sixties who’ve never heard that from their parents. It doesn’t get easier as you get older.”

But more than guidance for what to say, this is advice on what to do: really love those you love, seek forgiveness in earnest, and, if you can, take time to release those around you to live on. The rest will follow.

RECONCILIATION

Though your pain may die with you, the pain you’ve caused in others won’t. Wayne had had multiple affairs throughout his marriage. A distinguished author and college professor, he’d remained aloof from his extended family while he pursued his career and extracurricular activities. His infidelity was never openly addressed, though his wife suspected it. After the deaths of his wife, most of his peers, and two of his three children, Wayne was diagnosed with advanced heart disease at the age of 94. He began to talk more openly with his remaining son about his marriage and how he wished he’d appreciated his wife more and shown her respect. He had never apologized. Now, softened by age and loss after loss, he sought forgiveness from his family. And when they took comfort in the apology, he was released from his shame.

Though last-minute reconciliations aren’t always within your power—sometimes the damage can’t be undone with a sickbed apology—it’s always within your power to try. [image: images]




CHAPTER ONE


The Bottom Line

DON’T LEAVE A MESS



It’s not an easy thing to do, but cleaning out your attic buys you and the people you love a lot of freedom; freedom from the unnecessary suffering of sorting through baggage, both the psychic kind and the actual suitcases full of stuff. Get the armoires out of the way, and do your best to say what you want to say. Lighten your load so you can be more present for the rest of your life.
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CHAPTER TWO


Leave a Mark

Bequeathing money; capturing your story; writing an ethical will; leaving a letter


Legacy is a loaded word. There’s an air of self-importance to it, as though we have to invent cold fusion or have a building named after us; as though we have to deserve to be remembered. We define legacy as leaving a mark—a trace of who we were in the world. For some, that will mean using assets to fund a scholarship or a trust for the kids; others will have fewer material, but no less valuable, things to hand down.

When they’re asked, it turns out that people care more about inheriting stories and values than stuff. The Allianz Life Insurance Company of North America surveyed baby boomers, and only 10 percent thought it was “very important” to inherit financial assets or real estate from their parents, while 77 percent of all respondents said that receiving and providing “values and life lessons” is very important.

This doesn’t have to be extra work. If it feels overwhelming and you don’t have the energy for any of it, take comfort in knowing that your legacy is already carried by someone out there in the world. If you’ve been alive, you can’t help but leave a mark. One woman told us that every time she smiles, she feels her father beaming through her.

——

Your Legacy

YOU HAVE SOMETHING OF VALUE to give. Maybe it’s a folder of quotations that you’ve collected over the years, a collection of favorite recipes, works of art, a slideshow, a movie, a poem, or some other invention that’s all your own. Jane was a prolific reader and career librarian who ended each day with a book in hand. Throughout her career she worked to ensure that libraries were accessible to everyone. Her father was a librarian as well and her mother the fastest reader in the family. After she passed away, her husband found a typed list of more than five hundred of her favorite novels with the author, title, and a brief synopsis of each—an unexpected gift. He circulated it among her friends and family, encouraging them to pick something to read, and that list created both a connection to Jane and a way to honor her love of reading.

LEAVE YOUR MONEY

Money doesn’t have to be part of your legacy, but charitable donations are a noble way to express your values. This long-practiced tradition of giving back can underscore who, or what, has influenced your life. And your deliberate thought and care will enrich your place of worship, a local animal adoption center, hospice, or homeless program—whatever you care most for and find meaningful.

—

FAST FACT

Most nonprofit organizations, academic institutions, and companies have processes set up to accept bequests.

If you have the inclination and resources to leave money to organizations, you’ll hear the word bequest. That is, a thing of value given through a will or trust, to be doled out after you’ve died. You can bequest cash, securities (stocks), or property through those documents, ensuring that your assets will be transferred to the cause of your choice upon your death. You can also designate your favorite cause as a beneficiary of your will/trust.


[image: images]
The things that fill your days—what you read, cook, wear, and collect—carry your story and are worthy of being handed down. What will be important to others is that it was important to you.




WHAT YOU CAN GIVE


• Cash (either a lump sum or an “annuity” that will be paid out yearly until the full amount runs out; more on annuities and their tax benefits below)

• Stocks and bonds

• Retirement plans and IRAs

• Life insurance policies

• Your car or other valuable property

SET UP A SCHOLARSHIP

Want to help support future students at your alma mater or those studying to work in your field? Anyone who’s been the recipient of a scholarship will tell you how life-changing it can be. You can do this as a lump sum donation set to transfer at the time of your death or you can work with a charity or school to design an annuity. This is essentially a contract where you pay a certain amount to the organization each year and that money is invested. You receive a fixed amount back either quarterly or annually for the rest of your life. Bonus: you’ll get a tax deduction for part of the donation.

—

FAST FACT

If you leave an IRA, the full amount will go to the organization without taxation. So if it’s worth $40,000, the organization will receive $40,000.

CREATE AN ENDOWMENT

If you want to make sure your gift continues giving for years to come, you can set up a continuing scholarship. Note that each institution sets its own rules for how much you need to donate to endow an annual gift. Because the money you donate is invested and (fingers crossed) continues to grow, endowed gifts go on long after your death, without an endpoint.


OTHER WAYS TO GIVE


There are enough possibilities to fill a book all its own. Consult a financial planner for more than this short list.

• Donor advised fund. This is an account that you set up but it is managed by a nonprofit organization. You contribute to the account, which grows tax-free, and you can recommend how much (and how often) you want to distribute money from the fund to a specific educational institution or charity, but in general you cannot direct how you want the organization to use the gift.

• How to give without touching your bank account. You can give real estate in the form of a primary residence, vacation home, timeshare property, farm, commercial property, or undeveloped land. The property must be held longer than one year, and you get a federal income tax charitable deduction for the favor and avoid paying capital gains tax (as you would if you sold it). You no longer have to deal with that property’s maintenance costs, property taxes, or insurance. You can deed the property directly to an organization or ask your attorney to add a few sentences in your will or trust. If you don’t want to move out of the house, you don’t have to. With a “life estate” the donors transfer title to the property to the charity of their choice while retaining the right to live in the house for a specified period of time or for the rest of their lives.

As with creating your will, it’s best to consult a financial or estate planner about how to do this properly. And after all that, we want to reassert that it’s fine to take pleasure in spending every dime you make while you’re alive on what makes you happy.


LEAVE YOUR STORY


What made you you? Telling the story of your life and leaving a record of experiences, people, and ideas that matter to you gives those who love you a feeling of continuity from one generation to the next.

“The minute you sit down to do this, there are going to be all sorts of voices in your head, like ‘nobody really cares,’ and ‘you’re not old enough,’ ” says Susan Turnbull, the founder and principal of Personal Legacy Advisors of Manchester-by-the-Sea, Massachusetts. One way to get around those voices is to imagine that you have been left with a story written by a great-great-grandmother. How revelatory would it be to see the world through her eyes? Once you reframe the exercise as a gift of time and place and family values to future generations, you might feel less self-conscious about it.

—

TIP

Telling your story can be as simple as creating a list of evocative questions and recording your responses.

Who was your first crush, what was your first job, what is the first time you remember being afraid? When was the first time you got into trouble? What was your room like growing up? What were your parents like? Where were you happiest? Whom did you admire? Here are two easy ways to record your (or a loved one’s) stories for future generations:

• Use a story capture service. StoryCorps, for example, records forty-minute conversations between you and the person of your choice and places them in the archives at the Library of Congress. You can also download the StoryCorps app and record stories yourself. StoryWorth sends you or a loved one questions every week and asks for a quick story, which is shared with you. A year’s worth of stories are collected and printed in a book with a picture on the cover.

• Make a family tree. Genealogy sites such as Ancestry.com and the National Archives make tracking your family tree a collaborative exercise. And you can request that the next generation add their branches after you’re gone.

Clear an hour of time to write out your story or to capture audio or video on a phone or with a video camera on a tripod. On a recent trip with my mom, over breakfast in the hotel, I asked her about growing up in New York, and recorded her response as a voice memo on my phone. She ended up talking for an hour. However you record your story, include it in writing or note the link to an electronic audio file somewhere in your “When I Die” file. You’ll read more about that later.

LEAVE A LETTER

Frish Brandt started transcribing letters as a way to leave last words with someone you love, while volunteering with a local hospice agency. People liked the service she provided, so she set up Last[ing] Letters to offer it more widely.

Brandt asked me if I’d like to write a letter, and I decided to direct it to my 11-year-old daughter, Cleo. I didn’t know how to start, so she prompted me: “What would you want to say to your daughter if you couldn’t tell her in person?” Things I hadn’t planned to say started gushing out. She kept asking me questions. My throat tightened and I had to stop a few times, but when it was over, she took ten minutes to arrange her notes and read them back to me in the form of a letter.

Here’s what it said:

Cleo,

You are incredibly strong and can weather anything. In your life there are likely going to be times when that strength is challenged. You may feel like the world is testing you, doubting you, perhaps doesn’t see you the way you see yourself. Remember this: You are capable of anything.

If you can see the world as a series of open doors rather than closed doors, there’s nothing you can’t do.

I learned my bravery from my mother who never heard the word no. A crazy matriarchal spirit comes through our line. There is art in there if you look for it. Your great grandmother Pola could take any misshapen lump of clay and draw a spirit out. You will carry that forward.

As a child I felt like I was being chased and you have that same fear. There is some value in that fear because our time is not unlimited and, in a way, we are being chased by death and have like five minutes here, so do all you can.

Sometimes I felt like our family had a lot of strife. I worried about it . . . I worried about not modeling well what a loving family could look like. I hope you know how deeply your father and I love you.

Cleo, we are on a small blue marble in the sky. Look up, and as all-consuming and overwhelming as life may feel, remember that we are just a small part of everything.

Life is a really grand experiment and I have no doubt that you are ready for it.

I love you,

Mom

I printed it out, folded it up, and slipped it into the file where my husband and I keep our wills and trusts. I felt a huge relief in knowing that it was there for my daughter to discover (though she’ll likely read it here first). I’ll be curious to see how the letters to my children shift as I get closer to death. It will always be too soon to tell your story and let people know how much they mean to you, until it’s too late.

You can do this yourself. Rather than sitting down with a blank piece of paper and high expectations, try writing in a low-pressure format you’re used to, like an email or text to yourself, and then printing it out. The question you’re answering: What do I want to make sure they know? You can give the letter to your loved ones now, store it with your will and other important documents, or deputize a friend to give it to them after you’re gone.

LEAVE AN ETHICAL WILL

Okay, we know what a legal will does, right? But what about an ethical will? This is your way of transferring immaterial things to loved ones: your life lessons and values.

—

FAST FACT

There are ethical wills that are over 3,500 years old. Jacob was said to have orally delivered the first one to his sons, as relayed in the Old Testament.

An ethical will is a complement to your will, not a replacement. “I like to say it’s your values alongside your valuables,” says Dr. Barry Baines, the author of Ethical Wills: Putting Your Values on Paper and a hospice medical director in the Twin Cities. It can act as the explainer for why you made certain choices in your legal will: why you gave your car to the youngest daughter, say (all the other kids already had one). And the exercise of making one is good for you, too: Baines found that 77 percent of his patients felt their emotional well-being improved and 85 percent felt their physical well-being had improved after completing an ethical will. They reported having a deeper connection with loved ones, felt more positive about themselves, and felt they had “more purpose in their life.”

Susan Turnbull, who helps people prepare ethical wills, had a client who had a lavish estate that he hoped would last for many generations beyond him. He wanted to tell the story of his ancestors, who were immigrants, in his ethical will. “You’ll get some money from me when you’re 25,” he wrote. “You need to know where the money comes from—that’s the true wealth.” He wanted his descendants to understand the values that had driven him to persevere and earn his fortune.

Remember, making an ethical will doesn’t have to be a big deal. It can consist of things you’re already doing—collecting quotes you like, or journal entries. Here are some tips to make it easier:

• Begin by asking yourself about your values and beliefs. What did I do to act on my values? What did I learn from grandparents / parents / spouse(s) / children? What am I grateful for? What are my hopes for the future? What life event have I learned a lesson from? To me, the love of my family means _______. The values I hold that I got from my ancestors are _______.

• Decide what format you’re going to create it in. Using your phone or computer is fine, but make sure it’s technology proof. Don’t entrust your will to the cassette tape of the future; it’s best to leave a printed version, too.

• Read a few ethical wills so you can learn by example. Dr. Baines’s site, Celebrations of Life, has several. [image: images]




CHAPTER TWO


The Bottom Line

LEAVE A MARK



You were here. Even if you write no letters, capture no stories, don’t fund a scholarship, and have nothing but moths in your pockets, you will be remembered for something. Your personal legacy may hinge on nothing more than your interactions and words. Some of the people we’ve met who’ve left the most profound legacies had nothing to their names but a deep well of kindness that they and others drew from.
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CHAPTER THREE


Yes, There’s Paperwork

How to prepare a will and trust; what to put into your “When I Die” file; choose someone to manage your health care and finances


Death has its own paperwork.

We wish we could say we’d found a way to make end-of-life planning quick and clear, but the truth is, it’s difficult—both in feeling and in practice. Emotionally, it’s not easy to entertain a suite of life-and-death scenarios, predicting how you’ll feel and articulating what you’ll want. In practice, you’re filling out legal documents, written in arcane language, that require several warm-bodied witnesses to become official. Since we can’t make it painless, we’re at least going to define the terms and tell you what to expect.

It may help to keep in mind that there is something useful and good in filling out these forms: The process will steer you toward important issues, and offer you an opportunity to wield control. Where life can feel out of whack, this is a real way to whack it back. You’ll be protecting your own wishes, and in doing so, you’ll also be making life a lot easier for your heirs. Here’s the paperwork that helps you define what you want at the end of life:

1. Advance directive

2. Durable power of attorney for finances

3. Will

4. Revocable living trust

All of these forms are meant to document important conversations. They are not substitutions for the discussions you should have with your doctor and loved ones, who, when armed with a thorough sense of your personality and beliefs, will be able to speak for you in ways no boilerplate form ever could. And in general, these are series of conversations you should be having over time as you and your health change. Over the course of your life you may change your mind about any and all details within these documents, so you may complete any one of these forms multiple times.

——

1. Advance Directive

    THIS IS A LEGAL DOCUMENT that notes your health care wishes should you become terminally ill and unable to make health care decisions for yourself. It’s a tool you can use to direct your medical care at a future time when you can no longer think and communicate for yourself. Even though it’s a legal document, it’s filled with medical consequences, so be sure to discuss it with your clinical team.

ADVANCE DIRECTIVE OR LIVING WILL?

In most states they’re the same thing. An advance directive is a state-specific legal document that you can get from your lawyer or the hospital or download yourself. The advance directive forms for every state are free—just search online, download, print, and complete one to keep with your important paperwork. (If you live or spend significant time in more than one state, you may want to complete a form for each.) It will ask you to:

• Elect a “health care agent,” a person who will make medical decisions for you should you not be able to speak for yourself. (Note: some states have separate forms: one for the advance directive and one for the agent)

• Make your end-of-life care wishes known, including what approach to treatment you prefer (anything ranging from medically aggressive to comfort-focused care) and what specific interventions (such as resuscitation and artificial nutrition) you want, in the event that you are unable to communicate those wishes yourself

• Say whether or not you want to be an organ donor

Every state has its own advance directive laws and requirements, so make sure you are using a form that is legal in yours. In most states, there are limitations on who can be your health care agent. For example, your health care agent may not be your doctor or someone who works for your health care system. Usually, your advance directive form must be signed in the presence of two witnesses, neither of whom can be your agent.

If you have an estate-planning lawyer, he or she will be able to sign and provide a second witness (like a paralegal). In some states you must also have a notary to make the directive official. No, they don’t make it easy, but those protections are in place to make sure no one is filling out the form pretending to be you or manipulating you into making choices.

—

TIP

If you are downloading the form, ask neighbors or friends not named in the document to be your witnesses and find a local notary online.

As long as you are able to make your own decisions, you may revoke any portion of the advance directive—or the entire document—at any time. You can do this by telling your agent or doctor that you revoke it, by signing a revocation, or simply by tearing up the advance directive and writing a new one.

If you designate your spouse as your agent, that designation may automatically be revoked by divorce or annulment unless you specify otherwise in the document. Check your state’s laws, as they vary.


HEALTH CARE AGENT JOB DESCRIPTION


The single most important function of an advance directive is that it requires you to elect a health care agent (also called a health care proxy or surrogate). That person will make medical decisions for you should you not be able to do so yourself. Asking someone you trust to be your agent, and discussing with him over time what kind of care you do and don’t want, are what matters in the end.

The reason that this decision is so important is that even the most detailed advance directive would not be enough to address all the nuances of every situation you’ll find yourself in and how you would wish to proceed when decisions need to be made. Here are the major rights your health care agent will have and decisions that person will be able to make for you if you have lost the capacity to make decisions for yourself:

• Access to your medical records

• The right to consent to or refuse consent to any care, treatment, service, or procedure that would affect a physical or mental condition

• The right to select or discharge health care providers and institutions

• The right to approve or disapprove diagnostic tests, surgical procedures, and medication programs

• The right to approve, withhold, or withdraw artificial nutrition and hydration and all other forms of health care, including cardiopulmonary resuscitation (CPR)

• The right to sign up for organ donation, authorize an autopsy, and direct disposition of remains


CHOOSING THE RIGHT PERSON AS YOUR AGENT


Our recommendation for a good health care agent is someone who:

• Is 18 or older and legally able to make decisions for you

• Is reachable by phone or in person

• Knows you well

• Will be unafraid to ask questions and be willing to advocate on your behalf, even if it goes against convention or against the wishes of others in the family

• Feels comfortable acting as a diplomat and helping family members communicate

• Is comfortable making emotional decisions under stress

You can add other people as nonprimary agents (secondary and tertiary agents, as backups), if your state allows it. If your primary agent is otherwise tied up with his own health issues or maybe has moved or died, your backups will be on call to step in.

In some states, you can also stipulate that all the agents (if you choose several) collaborate on your care decisions. If you trust them to talk it out and come to a consensus, that can feel just right. But you should still name the ultimate decision maker in case a consensus can’t be reached.

Whomever you choose as your health care agent, make sure to ask them if they’re comfortable taking on the responsibility. I’ve had people try to sign me up as their agent upon meeting me at a party—one of the professional hazards of being a palliative care doctor—and casually mention it after the fact. Not the way to go.


[image: images]
Asking someone to be your health care proxy is not a casual text; it’s a serious conversation or a series of them.



PROTECTING YOUR AGENT

Being someone’s health care agent is a tough job, especially if family members are at odds. You can protect your agent by:

• Talking to your family about your wishes and what you’ve discussed with your agent

• Explaining to other family and friends why you’ve chosen this person to play this role

If you fear that your relatives might disagree with your agent and try to sway your doctors in another direction, make it clear that you want your health care agent to resolve any uncertainties that could arise when interpreting your wishes. A way to write this down is: “My agent should make any decisions about how to interpret my wishes and should work with my doctor on when to apply my living will.”

Even with perfectly completed paperwork in hand, your advance directive could be forcefully challenged by other family members. If this happens in the hospital, their administrative team may deem the situation at an impasse and ask the courts to weigh in. Retired probate judge Peggy Houghton has seen it all: “The estranged child shows up and says ‘I want everything possible to keep my mother alive,’ even though the directive says no external measures, and the hospital will not follow the directive—they want [the court] to tell them to do it.” Talking to everyone in your family about your wishes and ensuring that they understand and respect your choices will go a long way toward preventing such a situation.


FOR PARENTS

When your children turn 18, they will have to complete their own version of this paperwork to name you as their agent, or you will no longer automatically have access to their medical records or have the legal right to make decisions about their care should anything happen to them. This is due to the Health Insurance Portability and Accountability Act (HIPAA), which requires the protection and confidential handling of your personal health information once you are an adult.



YOUR BEST AGENT MIGHT NOT BE YOUR PARTNER

The person you elect does not need to be the person closest to you. Though it seems obvious that you’d want to elect a partner or child to whom you are deeply attached, remember that attachment has its perils. There are many heartbreaking decisions at the end of life, and they can come in rapid-fire succession, short-circuiting your agent’s ability to make rational decisions based on your wishes. If you are afraid of emotions ruling the day, a close friend or lawyer may be the best person to carry out your wishes. And if you’re worried about hurt feelings, remember: you can add loved ones as second or third agents; that way, they will feel included and your voice will still be protected.
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Advance directives aren’t just for your grandparents. The moment you become an adult, at age 18, is when you should consider filling one out.



YOU’LL BE THE ONE TO BRING UP YOUR END-OF-LIFE WISHES

If you’re waiting for your doctor to put his hand on your shoulder and say with great solemnity, “It’s time to get your affairs in order,” don’t.

—

FAST FACT

Medicare now reimburses doctors for discussing advance care planning in an office visit.

The reality is that fewer than a third of doctors report having had any training in how to talk to patients about their end-of-life wishes. Only 23 percent of people say they’ve talked to a medical provider about who would make decisions for them if they were incapacitated. You’re likely to be the one who has to bring it up.

END-OF-LIFE DECISIONS AREN’T MADE ALONE

For some of you, your wishes may matter less to you than the wishes of the people you love. Or, rather, your highest wish may be that your loved one’s wishes are met. Here’s a story that illustrates the point.

Rebecca Sudore, a geriatrician and palliative medicine physician whose career is devoted to studying and developing tools for advance care planning, decided it was time to have a frank conversation with her grandma and grandpa as her grandfather became increasingly frail. As described in an article published in The Journal of the American Medical Association,1 her grandfather told her he’d had a good run—that he loved his wife of sixty-five years and was not afraid of dying. He told her he was tired and didn’t want any mechanical intervention. “No breathing tubes! No shocks, and no pushing on my chest. Just let me go.” He was willing to try treatments that would make him feel better (comfort care), Rebecca says, such as wound care and pain management, as well as the treatments he was already getting. But, he said, “If they are giving it to me just to give it to me, then forget about it.”

At that point, Rebecca turned to her grandmother, who would be the ultimate decision maker should her grandfather become unable to make his own choices. “Well, darling,” she said, “of course I would tell the doctors to do everything possible to keep my husband alive.” Rebecca was stunned. She’d just had a lovely, candid, and specific discussion with her grandfather about his wishes. Hadn’t her grandmother heard what he’d said?

She then asked her grandmother to tell her what she had heard her grandfather say, and her grandmother repeated his wishes but said she loved her husband too much to let him go. “If he is with me just one more day, it would be worth it to me,” she told her granddaughter. It would be worth it to her even if he were “hooked up to machines and not able to talk to me.”

Rebecca then turned back to her grandfather and asked, “Did you just hear what Grandma said?” He said he did. She asked how he felt about her going against his wishes and requesting a feeding tube, ventilator, shocks, and other treatments he had said he did not want. “Is that okay with you?” she asked in disbelief. Her grandfather said it was. “I am ready to go, but if it helps your grandmother to feel that she did everything possible for me, even if it is because she doesn’t want me to go, that is okay. She is the one who has to go on living with her decision. If this is what she wants, then this is what I want because I love her.”

Rebecca realized in that moment that her grandfather’s wishes were being honored; above all else, he wanted a death that his wife could live with. Relieving his wife’s emotional burden was more important to him than all else, and he was willing to grant his wife leeway or flexibility in making medical decisions for him.

For all of the focus on patient autonomy, none of us makes decisions in a vacuum. What we want is often shaped by the people we love and the context of our lives. Giving the people we love agency and choice in our care is something that may feel both right and useful.

—

TIP

Consider having and documenting a discussion about leeway with your health care agent in advance.


IF YOU DON’T COMPLETE AN ADVANCE DIRECTIVE


If you don’t elect a health care agent and there comes a time when you become incapacitated, doctors will typically seek decision guidance from family members, or will decide on their own. In complex or contentious cases, there are laws in place to determine who that person will be. In many states, it will be a friend or family member or a court-appointed guardian the court feels will act in your best interest. Better to pick for yourself while you still can than have the choice made for you.

If you find yourself in a situation where you are not ready to choose an agent or don’t feel there’s someone you trust to make decisions for you, that’s all the more reason to talk about your wishes with your doctor and make sure the doctor has them written down or in your electronic files. But because the forms are often a series of check boxes that do not describe why someone chose what he did, the forms alone can be only so effective.
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For Caregivers


Not everyone is eager to discuss the end of their life, and springing the topic on someone over a casual coffee might feel like an ambush. One way into the conversation is to bring up someone in the family or a close friend who died and ask what they took away from the experience. Often it’s easier to say what we don’t want.

Say something like “Remember when we visited Aunt Genie in the ICU? She had five tubes coming out of her and didn’t seem to know where she was. That was really hard to see, but maybe that was what she wanted. How did you feel about that? Is that what you’d want?”

One approach is to use the opportunity of a holiday meal, maybe not at Thanksgiving dinner itself, but while enjoying leftovers. If this is a family discussion, make sure you and your siblings talk about it beforehand, too, so you don’t trip into a family feud. Here are a few possible opening lines:

• Instead of starting with a direct statement such as “We need to talk about what you want when you die,” which will stop all conversation cold, try asking them to share a story about their life. Once you get reminiscing, it’s easier to move to a discussion about values and wishes.

• Use your own wishes as a springboard: “Mom, it’s important to me that you know what I would want if something happened to me.” Share first, and then ask them if they’ve thought about their own wishes.



IN THE CASE OF ALZHEIMER’S DISEASE/DEMENTIA

You are well within your rights to tell your health care agent about, and write instructions for, what you want concerning feeding and treatment should you develop dementia.

You might say, “If I become unable to make decisions about my health due to Alzheimer’s or other dementia (be as specific as you can to avoid misinterpretation), please do not administer any curative treatments or medications, such as antibiotics, should I become ill, except to keep me pain-free and comfortable. I do not want to be forced to eat or drink or have the reflexive opening of my mouth to be interpreted as giving my consent to being fed.”

If this sounds leading, it is. In my years working in a hospital, I saw too many people with a terrified look in their eyes, their bodies broken down beyond repair, unable to know where they were or what was happening to them, while we dutifully poked and prodded away. Judging from their expressions and the feelings in our own stomachs, our attempts were more akin to cruelty than to healing.

It may seem like excessive planning to write your wishes down in case you get Alzheimer’s one day, but when you consider that one in three seniors dies with (and many from) Alzheimer’s disease or another form of dementia, it’s actually a very good investment. Although research is well under way, we currently do not have any treatments to halt or cure Alzheimer’s. Because of this, in the end stages of dementia, the best route for most is to not get in the way of the person’s body as it is trying to die, and to make sure comfort is paramount.

You or your family can also state that you are not to be taken back to the hospital the next time something goes wrong as long as you are comfortable, in a safe environment, and have access to palliative or hospice care. All of these things can be stipulated in an advance directive.

MEDICAL ISSUES WITHIN AN ADVANCE DIRECTIVE

Some advance care documents will ask you specific questions about what specialized medical interventions you do or do not want for yourself, and it’s imperative that you understand the consequences of what you’re choosing before checking any boxes.

Organ Donation

One choice that you make in an advance directive is whether or not you want to donate your organs to a person in need or to medical science when you die. A few points of clarification here:

• Being an organ donor does not affect whether or not emergency crews will resuscitate you if you’ve been in an accident. The prospect of your organs being of use to others does not trump your own health.

• If you want all your major organs to be donated after you die, you’ll have to be in a hospital at the time of your passing. People who die at home are not within range of equipment that keeps the organs viable and safe for the intended recipient.
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