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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 ageing 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 ageing, 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 both. 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 proportion of us, 10 to 20 per cent, 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 orientate ourselves towards the inevitable. Where we’ll die, maybe. Around whom. And, most importantly, how to spend our 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 ageing 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 towards the end of life, but you may be on a different timeline, and that’s fine, too. We are not here to give you more work. We’re here to help you navigate the work that’s coming. Use this material in whatever way suits you.

The vast majority of you will bump up against the healthcare system at some point, and it will likely have a significant impact on how you experience life with illness and your own dying process. Every system we know of has weaknesses to match its strengths, and moving through any modern healthcare system can be a counter-intuitive and challenging experience. With political will and the force of the public, systems will evolve and improve in years to come, but this book is meant to help you manage the system you have now, not the one you wish you had. That’s another reason why the care part of healthcare must always return to you, the human at the centre: 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 colour 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 Our 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 (we all should), and with it your role as a participant in the care you receive.

Likewise, ‘For Carers’ boxes throughout address those of you who have, or anticipate taking on, the role of carer. Other words we’ll use: 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 college student, a couple of friends and I headed out for an hour or two on the town and then went out to buy a snack. On the way, we crossed the old rail line. There sat a small two-carriage commuter train, known locally as ‘the dinky’ 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 that lark, I lost half an arm and both legs below the knee. I was taken to a specialist burn unit. I was intubated but awake, and could hear the trauma team in my unit 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 during those times, 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 amid 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 their drive to work. There was no window in my room, but it was both 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 autumn. I was trying to be a normal college student, but things were not normal yet. I’d ditched the wheelchair for a used golf buggy, but I had a giant right arm from pushing myself around for months in the wheelchair. 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 which just hung there instead. Really, I was pretty disgusting, always drenched in sweat, squishing around in my legs that had their own odour, 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-coloured nylons and fitted into style-free orthopaedic 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 grew mould 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 calloused. 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 draw me past my bitterness: it might as well have been me running around that field. I watched him always be present, never wasting 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 real 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. I could engage instead 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, New York, with my grandparents, immigrants who had a grade-school education. At twenty-four, 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 thirteen, 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 insides 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 seventy-three.

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 doctor 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 licence 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 doctors’ visits. On one drive, he became increasingly irritated by his weakened bladder, punching the dashboard, ordering us to stop the car on a 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 urinal, 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 conceded, 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.

But 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.


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 driving lessons and sex education, we’d all get a course in death ed before leaving school. In this section, we cover all the things you’ll do well to consider before you have to.
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Chapter 1

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 those who survive you have the opportunity to focus on you and not on how long it took to clean out your home. As an American 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.

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 even 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 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 holiday in Greece; an orange Sellotape dispenser; that retro 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 the paintings picked up from Parisian street artists 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, an estate solicitor from the United States.

Grief therapist Julie Arguez had a patient with a terminal diagnosis who had labelled 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 children 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 relented and took the stuff. Their mum 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 jewellery 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:

•A round robin where each heir chooses one thing. Ross Sussman had a case in which the mother had a fair bit of jewellery, some valuable and some not so much. The daughters didn’t speak to each other. They couldn’t remember why. So Sussman and a solicitor 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.


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.



Selling Your Stuff

Even if you place great financial value on the things you have gathered over a lifetime (artwork, jewellery, books, furniture), we don’t recommend trying to recoup it by spending endless hours finding buyers, negotiating pricing and arranging handovers.

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 charity shop takes mere minutes, and your discards may become treasures in someone else’s living room.

There is courage in reaching for the rubbish bin and a magic to tidying up. But you don’t have to be extreme 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.
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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.

Now Clean Out Your Emotional Attic

Even if you meet resistance from your loved ones, keep pushing for conversations before you die. This isn’t 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 counsellor 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.’

Secrets have a way of revealing themselves, especially in the age of DNA tests like 23andMe and heritage sites like Ancestry.co.uk. 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 primary 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 now feel together could have included Bill had he introduced his sons while he was still alive.

[image: image]

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, throw out 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 planning website Everplans, www.everplans.com, has a thorough checklist.

The Importance of Words

Where do you begin if you’ve been estranged for a long time and have what feels like a toxic landfill site of sour 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:


JOINTLY HELD

This one is for all the people sharing a household. One mess that will really challenge your survivors relates to bills and direct debit payments. Cable, internet, mobile phones, club memberships, anything else that demands payment 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 mobile provider, and then multiply it by ten, and you’ll get an idea. By contacting 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.



‘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 ninety-four. 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 his family 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.




The Bottom Line

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 emotional kind and the actual suitcases full of stuff. Get the wardrobes 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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