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More Praise for How to Live Well with Chronic Pain and Illness


“There’s a difference between pain and suffering. For some, pain is almost constant, but how it affects us — how we respond to it — makes all the difference. Toni shows us that difference, and she shows us what it can mean for how we live: that our lives can still be joyful.”


— David R. Loy, author of A New Buddhist Path


“This book is an inside report from the often invisible community around us who suffer from chronic illness and pain. It is deeply human, refreshingly candid, and uncommonly wise.”


— Christopher Germer, PhD, clinical instructor, Harvard Medical School


“The overarching message for those with chronic illness — and for all the rest of us as well — is that self-compassion is the most reliable refuge. Toni has been chronically ill for a long time, but her illness has not affected her perfect pitch.”


— Sylvia Boorstein, author of Happiness Is an Inside Job


“The words between these covers will relieve so much pain in the world.”


— Therese J. Borchard, author of Beyond Blue


“Through Toni’s words you will find a wise friend to turn to during both the rough and the smoother times.”


— Deb Shapiro, author of Your Body Speaks Your Mind


“Everyone with chronic illness, and those who love them, should have this book on their shelf to refer to over and over.”


— Dorothy Wall, author of Encounters with the Invisible


“No other author I know has written as accurately and insightfully about living with chronic illness as Toni Bernhard.”


— Alex Lickerman, MD, author of The Undefeated Mind


“As a psychotherapist, I wish this book had been written years ago. This is an invaluable guide for anyone touched by these challenges.”


— Arnie Kozak, author of Mindfulness A to Z


“If you or someone close to you is coping with chronic difficulties, this book is not to be missed.”


— Phillip Moffitt, author of Emotional Chaos to Clarity


“Toni Bernhard shows how limitation can open onto limitlessness — how suffering can open onto well-being.”


— Thomas Bien, author of Mindful Therapy


“If you have chronic illness, this is the book to keep within arm’s reach at all times.”


— Danea Horn, author of Chronic Resilience


“This excellent guidebook is an absolute must-read for every person facing these difficult circumstances.”


— James Baraz, author of Awakening Joy


“Toni Bernhard shares her own powerful experience of how mindfulness practice can deeply support anyone with chronic illness.”


— Sharon Salzberg, author of Real Happiness


“Warm, stunningly comprehensive, wise, and practical.”


— Carlin Flora, author of Friendfluence


“Practical and inspiring teachings both for those who have chronic illness and for everyone who suffers and struggles in their lives.”


— Mary Grace Orr, teacher at Spirit Rock Meditation Center


“Written with generosity of spirit and mind, How to Live Well offers life-saving, soul-nourishing, helpful help. Each chapter provides practical techniques not only for surviving chronic illness, but for becoming a more compassionate person along the way.”


— Joslyne Decker, author of Fight Like a Mother


“Whether you’re navigating challenges with your partner, physician, or friends, dealing with rampant emotions, or simply learning to accept and value the life that you have, this is the book for you.”


— Joy Selak, author of You Don’t LOOK Sick


“Chock-full of practical wisdom that will bring light and direction to anyone lost in the darkness of chronic pain and illness.”


— Susan Bauer-Wu, author of Leaves Falling Gently


“Toni Bernhard speaks honestly and humbly, leading to a wonderfully balanced series of suggestions presented with compassion and a deep understanding of the complexities of living well while sick. I will recommend this book to friends, family members, students, therapists, and clients.”


— Lizabeth Roemer, author of The Mindful Way through Anxiety


“To read Toni Bernhard is to engage with a friend of uncommon wisdom. I can’t imagine anyone (even those who are well) who would not benefit from this splendid volume.”


— Alida Brill, author of Dancing at the River’s Edge


“This wise and profound book will help transform your experience into one of great compassion, equanimity, and joy.”


— Kristin Neff, PhD, author of Self-Compassion


“A superb and wise application of mindfulness practice during times of illness, the lessons of this book are for everyone, whether ill or not.”


— Gil Fronsdal, guiding teacher of the Insight Meditation Center


“This seminal book could truly be a life-saver.”


— Diana Winston, director of Mindfulness Education at UCLA’s Mindful Awareness Research Center


“Toni Bernhard never disappoints in her ability to share insightful knowledge with a dose of humor. Read this book and garner knowledge and strategies on how to live the best life possible.”


— Lori Hartwell, president and founder of Renal Support Network


“Sometimes when we’re sick, all we want is that flash of recognition — the look that says I know what it feels like to be tired, the touch that says I understand what it feels like to be in pain. Toni Bernhard gives us more; she teaches us how to provide this comfort to ourselves. Self-acceptance is the greatest healer.”


— Susan Milstrey Wells, author of A Delicate Balance


“Toni Bernhard’s wonderfully insightful guidance can help anyone live well. How To Live Well is a gift that offers ways to live fully and deeply with what each day brings.”


— Oriah Mountain Dreamer, author of The Invitation


“This guide lives up to its name. It goes way beyond highfalutin hand-waving and provides useable, time-tested guidance for how to live a full life within pain and difficulty.”


— Barry Boyce, editor-in-chief of Mindful
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“IMMENSELY PRACTICAL AND INFUSED WITH WARMTH, WISDOM, AND UNFLINCHING HONESTY.”


— Dr. Alice Boyes, author of The Anxiety Toolkit


“LET TONI BERNHARD BE YOUR GUIDE IN THIS LIFE-CHANGING JOURNEY.”


— Larry Dossey, MD, author of One Mind


CHRONIC PAIN AND ILLNESS CREATE many challenges, from career crises and relationship issues to struggles with self-blame and isolation. Beloved author Toni Bernhard addresses these challenges and many more, using practical examples to illustrate how mindfulness, equanimity, and compassion can help readers make peace with a life turned upside down.


“Drawing on her own awakening-through-illness, Toni Bernhard guides us in navigating the physical and emotional rough waters of chronic illness. You’ll feel accompanied, understood, and guided by the heart wisdom of a trustworthy friend.”


— TARA BRACH, PHD, AUTHOR OF RADICAL ACCEPTANCE


“A must-have guide for anyone suffering from chronic pain or illness.”


— DR. GUY WINCH, AUTHOR OF EMOTIONAL FIRST AID


TONI BERNHARD is the author of the award-winning How to Be Sick and How to Wake Up. Her blog, “Turning Straw Into Gold,” is hosted on the website of Psychology Today.









For my children Jamal and Mara…


Generous Kind-hearted Honest Dependable.
You can count on me.
I can count on you.
You have made this a good life indeed.









INTRODUCTION


Making Peace with a Life Upside Down


But do not ask me where I am going
As I travel in this limitless world
Where every step I take is my home.


— ZEN MASTER DOGEN


YOU’RE NOT SUPPOSED to fall ill on a trip to Paris. You’re supposed to fall in love — if not with that special someone, then with the city itself. Unfortunately, I fell ill. This was in May of 2001, and I’m still sick. A seemingly harmless viral infection compromised my immune system and turned into a chronic illness that keeps me mostly housebound and often bedbound. It felt as if my life had been turned upside down. I was supposed to be in the classroom; instead, I was in the bedroom. I was supposed to be active in my community; instead, I rarely left the house. I was supposed to be spending time with my newborn grandchild; instead, I rarely saw her.


Many people think it’s somehow their fault when they become chronically ill. They see it as a personal failing on their part. We live in a culture that reinforces this view by bombarding us with messages about how, if we’d just eat this food or engage in that exercise, we need never worry about our health. For many years, I thought that the skillful response to my illness was to mount a militant battle against it. All I got for my efforts was intense mental suffering — on top of the physical suffering I was already experiencing.


The pivotal moment for me came when I realized that, although I couldn’t force my body to get better, I could heal my mind. From that moment, I began the process of learning (to reference the title of my first book) “how to be sick,” by which I mean how to develop skills for living gracefully and purposefully despite the limitations imposed by chronic illness. (Please note: I’ll be using the terms chronic illness and chronically ill throughout the book; both terms include chronic pain.)


None of us can escape disappointment and sorrow in life. They come with the territory. They’re part of the human condition, largely because we don’t control a good portion of what happens to us. If there’s no escaping our measure of disappointment and sorrow, then the path to peace and well-being must lie in learning to open our hearts and minds to embrace whatever life is serving up at the moment. This is a mindfulness practice — mindfulness infused with compassion for ourselves.


Opening in this way is not easy, and I don’t always succeed. And yet when I’m able to be fully present for my experience, even if it’s unpleasant and even if it’s not what I’d hoped for, I feel at home in the world. I vividly remember the first moment when I accepted my life as it is — chronic illness included. I felt a huge burden lift. For the first time since I became sick, the conviction that I absolutely needed to recover my health in order to ever be happy again was absent.


In the space created by that absence, I began writing about chronic illness. I write for those who are struggling with their health, for those who take care of them, and for those who wish to understand what life is like for the chronically ill. In a nutshell, it can feel as if all our cherished plans have been upended, leaving us with a life that is at once confusing and chaotic. For this reason, I refer to chronic illness as “a life upside down.”


Mindfulness is the key to developing skills for living a rich and fulfilling life in the midst of this upheaval. Mindfulness doesn’t just refer to being aware of what’s going on around us and in our bodies; it includes paying attention to what’s going on in our minds. When we become aware of the mental and emotional challenges that accompany chronic illness, not only is it easier to adjust to and accept our new lives, but we’re much more likely to make skillful decisions and wise choices along the way.


Mindfulness is usually defined as paying attention to our present-moment experience. But mindfulness is more than simply paying attention: it’s paying attention with care. In other words, our intention matters. Are we paying attention with the intention to ease suffering in ourselves and others, or are we passive and indifferent observers of life? Without a benevolent intention, mindfulness can become a heartless practice. Are we to watch a child run into the street and — instead of yelling “Stop!” — passively note, “Child running into the street”? Of course not. This is why mindfulness means caring attention.


Caring attention paves the way for the sense of well-being that arises when we treat ourselves and others with kindness and compassion. Caring attention also paves the way for the arising of equanimity. No matter how frustrated and unhappy we feel at the moment, minds are flexible and can change. We can learn not to be lost in painful regrets about the lives we can no longer lead, nor to be overwhelmed with fear and worry about the future. We can move from being caught in relentless stress and anxiety about our health to a place of peace with our lives, however that life happens to be at the moment.


This book covers a broad range of topics related to chronic illness and to the chronic array of challenges that life has in store for all of us. Inspired by nearly twenty-five years of Buddhist study and practice, here is my recipe for peace of mind:




       [image: ][image: ]  One dose stark reality. Our lives, and the people in them, are uncertain, unpredictable, and do not always conform to our desires or our liking; acknowledging and accepting this is the first step toward making peace with our circumstances.


       [image: ][image: ]  One dose practical skills. Learning to pay caring attention to our lives through mindfulness practice, cultivating kindness and compassion for ourselves as well as others, and resting in the peace of mind that comes with equanimity are skills that every one of us can learn, no matter how discouraged or unhappy we are at the moment.


       [image: ][image: ]  One dose humor. Humor is good medicine for the heart and the mind.





May you find a place of peace even in the midst of your health struggles. May every step you take become your home.









I. Skills to Help with Each Day
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Educating Family and Friends about Chronic Pain and Illness


The only way to make sense out of change is to plunge into it, move with it, and join the dance.


— ALAN WATTS


WHEN CHRONIC ILLNESS initially strikes, it feels like a crisis. Family and friends are scrambling to adjust to the many sudden and unexpected changes in your life. They may be confused about why you’re not recovering. Family members, in particular, may also be frustrated over their inability to make you better and may be worried — even scared — about what the future holds.


As the months go by and the feeling of being in a crisis subsides, you may find it difficult to convey to family and friends what your day-to-day life is now like. Unless they’ve experienced it themselves, it’s difficult for people to fathom the debilitating effects — physical and mental — of unrelenting pain and illness. Usually, the only person who truly understands is a caregiver who sees you all day long. (I’ve watched many a friend give me a blank look when I share that I feel as if I’ve had the flu, without respite, since 2001.)


I’ve learned that the burden is on me to make my medical condition visible to family and friends, especially because my chronic illness, as is often the case, is invisible. If I don’t make the effort to educate them, their expectations of me may be way out of line with what I can handle.


In addition, educating those I’m closest to eases the emotional distress that accompanies feeling misunderstood. In the middle of Thanksgiving dinner in 2013, I had to get up from the table mid-meal because I was too sick and in too much pain to continue to sit upright. Despite this, I felt okay about leaving without explanation (which meant I didn’t interrupt the ongoing conversation), because I knew that my husband, my son, and my daughter-in-law would know exactly what was going on with me. Although there were others at the table who may have thought it odd that I suddenly disappeared, knowing that these three understood gave me the courage to get up and take proper care of myself — and allowed me to do so without adding mental suffering to the physical suffering I was already experiencing.


Here are several suggestions for helping family and friends understand what your life is like. If you’re reluctant to try talking with them, I recommend following Alan Watts’s suggestion from the epigraph that begins this chapter: plunge into it. The changes in your life have already taken place, so you might as well do what you can to help those you love “join the dance.”


Share information with them from the internet or other sources.


A good way to educate family and friends about chronic illness is to use a third-party source, such as the internet or a book. If you and a particular friend or family member have unresolved emotional issues or conflicts, using a neutral third party to convey important information keeps the focus on the issue at hand — educating the other person about your chronic illness and its effect on your life.


A quick search of the internet will yield a host of associations and organizations devoted to every conceivable medical condition. Select a few pages to print out, or forward a few links to family and friends. If you have a book that contains information you’d like them to know, buy them a copy or, alternatively, photocopy relevant pages. When you send them what you’ve chosen, I suggest enclosing a short note that’s light in tone but also lets them know it’s important to you for them to read what you’re sharing. To keep it light, you could joke that “there won’t be a test!”


Communicate in writing.


Many years ago, two friends of mine were in couples therapy. They were unable to talk to each other about their marital problems without one of them shouting recriminations and the other shutting down emotionally. The therapist told them that, instead of trying to speak to each other about the conflicts in their marriage, they should try to communicate by writing letters to each other. It turned out to be a major first step in healing their relationship.


If you feel at an impasse with a friend or family member, or simply feel uncomfortable talking to the person in question, consider writing a letter or sending an email. Be sure it’s not accusatory. In composing it, use the word “I” more than the word “you.” Describe your day-to-day life with chronic illness, explain what a difficult adjustment it’s been for you, and convey how much you wish you could be as active as you once were.


You might also explain that the way you’re going to feel on any given day is unpredictable, and that this means you can’t be sure if you’ll feel okay on a day when you’ve made plans to see other people, no matter how much you’ve rested in advance. In chapter 34 on setting the record straight, I write in detail about this particular misconception: people assume that with enough rest, we can always keep our commitments. In my experience, the hardest concept for most family and friends to comprehend is that we can spend weeks in “full rest mode” before a visit or a gathering but still be virtually nonfunctional when the day arrives.


I suggest concluding by going over what your friend or family member might expect when the two of you are together. For example, you could say that, as much as you wish you weren’t limited in what you can do, you may not be able to visit for as long as you’d like. In my experience, spelling out my limitations ahead of time is helpful, not just to others, but to me, because it’s much easier for me to exercise the self-control it takes to bring a visit to an end if I’m aware that the person I’m with already knows this is a very real possibility.


A final point. If you decide to communicate by email, be sure not to click “send” in haste. I recommend that you print out what you’ve written and review and edit it before sending it off. When I read over a hard copy of what I’ve drafted on the computer, I almost always find that the tone isn’t quite right or that it lacks one or more subtle distinctions I was trying to convey.


Ask an ally to help you educate others.


If you find it too hard to talk to family and friends about your medical condition, think about whether there’s someone in your life who truly understands what you’re going through. Then ask that person to help you explain to others what life is like for you. Think long and hard before you conclude that there’s no such person in your life. Your ally might be a friend or family member who’s just waiting for you to enlist his or her help.


Once you’ve found your ally, you could ask him or her to talk with others on your behalf or to be present with you when you talk with them. Having a third party involved like this facilitates good communication; it can magically turn family and friends into careful and compassionate listeners.


If your ally is present at a gathering with you, ask him or her to be supportive if you have to leave early or go lie down. You could even ask your ally to let you know if you’re “wilting,” as my husband calls it when he sees that I’m pressing on even though my energy stores are depleted. It’s so helpful for me to be prompted by him because going beyond my limitations causes adrenaline to kick in. This fools me into thinking I’m doing fine, but using adrenaline to get by sets me up for a bad crash later on.


Work on accepting that some people you’re close to may never treat you the way you’d like.


I used to spend my limited energy going over and over my grievances about how some of the people in my life treated me. “She never asks how I’m doing.” “He never acknowledges my limitations.” “She’s never asked me to explain my illness.” Then one day I realized that the true source of my unhappiness wasn’t what they were saying or not saying; it was my intense desire for them to behave the way I wanted them to. I had thought that the suffering I was experiencing was caused by them, but it wasn’t. It was coming from my own mind.


The fact is, you rarely know why people behave the way they do. A friend who never shows an interest in being educated about your illness may behave that way because she assumes that if you wanted to talk about it, you’d bring it up. It’s also possible that your medical condition triggers her own fears about illness and mortality, or that she’s too caught up in problems of her own (medical or otherwise) to be able to take the time to educate herself about your health. Just as you can’t force people to love you, you can’t force people to behave the way you want them to.


When I feel let down by a friend or family member, I cultivate equanimity, mindfulness, and compassion. These three practices stem from my years of immersion in the Buddha’s teachings, not as a religion, but as a practical path for finding peace with my life as it is.


I recommend that you start with equanimity. With practice, cultivating the evenness of temper that characterizes equanimity can help you feel at ease in the midst of life’s inevitable ups and downs, successes and disappointments. This calm and balanced state of mind paves the way for accepting that some people will treat you the way you want and some won’t.


I practice equanimity by recognizing that even though it can feel as if I’m suffering because of another person’s behavior, the true source of that suffering is my own wanting mind. And even though I can still feel hurt by a friend or family member’s seeming lack of understanding or interest in my health, I don’t actually know what’s going on in that person’s mind. In the end, my sense of well-being depends on my ability to accept that other people’s behavior rarely conforms to the ideal I’ve mocked up in my mind.


Mindfulness and self-compassion are also essential tools for making peace with family and friends whose behavior isn’t as supportive as you’d wish. If you’re angry, frustrated, or hurt — or any combination of painful emotions — first mindfully acknowledge that this is how you feel. Pretending that you’re not feeling what you’re feeling tends to intensify whatever emotions are present, so do your best to fearlessly turn your attention to what’s going on in your mind at the moment. Then allow compassion to arise for any suffering you’re experiencing due to the presence of painful emotions. In my view, there’s never a good reason not to be as kind to yourself as you’d be to a loved one in need.


Next, reflect on how there are many possible reasons why your friend or family member is not giving you the support you’d like to have. These reasons could be related to his or her own conditioning, life history, and current concerns — and the stressful emotions that can accompany all three. It’s not about you, so remind yourself that there’s no reason to take it personally when someone resists your attempts to educate him or her about your health struggles.


Finally, work on wishing the best for your friend or family member. More likely than not, he or she cares deeply about you but is simply unable at this point to be present for you in the way you’d like. Understanding that others have their own “demons” can lead to compassion arising for them, even though they’re letting you down. Compassion for others tends to ease your own emotional pain because it takes you out of your self-focused thinking.


As you experiment with these practices, be patient. Don’t blame yourself if it’s too hard at this point in your life to feel compassion for a friend or family member who is disappointing you. Instead, give yourself credit for having had the courage to plunge in and try.


My heartfelt wish is that your family and friends will be open to understanding and accepting what life is like for you, but that if they aren’t, you’ll be able to accept them as they are without bitterness.
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Letting Go: A Not-To-Do List for the Chronically Ill


Wisdom is learning what to overlook.


— WILLIAM JAMES


BEFORE I GOT sick, I depended on to-do lists. Every day I’d revise and reprioritize them. Now my life is more about what not to do than what to do. Learning what not to do and then marshalling the discipline not to do it has turned out to be a far greater challenge than making my way through those old to-do lists ever was.


It’s hard to live day in and day out with “don’t do this” and “don’t do that” directives, especially when they often entail limiting activities that were once a source of satisfaction and joy. In addition, I can feel as if I’m letting people down if I don’t follow their advice, even when I feel certain that what they’re telling me to do belongs on the not-to-do side of the ledger. However, long experience has taught me that all of us fare better mentally and physically when we’re able to muster the courage and discipline to pay careful and caring attention to what not to do.


Do not spend your precious energy worrying about how others view your medical condition.


When I first got sick, I wasted a lot of time and energy worrying about what I perceived to be other people’s opinions of why I hadn’t recovered. I’d lie in bed and torture myself with thoughts: “What if they don’t understand how sick I am?” “What if they think I’m a malingerer, just trying to get out of doing things?” “If I’m at all animated when people see me, will they assume I’ve recovered and then judge me negatively for not resuming my career?”


I replayed these and other stressful stories over and over in my mind. It took me several years to realize that I felt better mentally and physically when I kept my attention on what was going on right now in my life, instead of spending my time lost in fantasies about what other people might be thinking about me.


Do not treat discouraging and disheartening thoughts or emotions as permanent fixtures in your mind.


I can get discouraged at the prospect that I might feel sick every day of my life from now on. When this disheartening thought arises, it’s often accompanied by the feeling that I don’t have the mental strength to put up with one more seemingly endless day of symptoms.


A few years ago, my husband pointed out that these types of thoughts and emotions invariably make their appearance at nighttime when I’m physically at my worst and that, come morning, life always looks a bit brighter. This had never occurred to me; every time I’d feel discouraged and disheartened, I’d been assuming this was the “new me” — here to stay. But my husband was right, and his observation changed the way I treated these mental states. Now I acknowledge their presence, but I hold them lightly by reminding myself that they’re not permanent fixtures in my mind. They arise simply because I feel so sick at night.


This new perspective has been tremendously helpful because it also keeps me from allowing these distressing thoughts and emotions to mushroom into full-blown “gloom and doom” stories about my life — from deciding that everyone I love is fed up with my being ill, to telling myself I should throw out all the writing I’m working on because I’m too sick to finish it. Now I’m aware that the trigger for these stressful stories is nothing more than how sick and discouraged I feel at night and that I won’t feel the same way in the morning.


You might benefit from tracking your thoughts and emotions. Are there certain times of day when you feel discouraged and disheartened? Are there other triggers in your life for distressing thoughts or emotions? Mindful awareness of your thinking patterns is instructive because, without mindfulness, when you’re caught up in unpleasant thoughts or emotions, you’re likely to feel as if they’ll last forever. By contrast, when you’re feeling good, you tend not to notice because you’re just enjoying the moment. Thus you can sometimes feel as though stressful thoughts and emotions dominated your day when, in fact, you experienced a range of mental states.


Discouraging and disheartening thoughts and emotions are part of the human experience, and both are impermanent. So when they come to visit, there’s no reason to worry that they’ll take up permanent residence in your mind. Like all mental phenomena, they blow in and blow out — just like the weather.


Do not ignore your body’s pleas to say no to an activity.


It’s hard to turn down participating in activities that make us feel more like the healthy people around us. When I break this rule, I feel like a rebellious child, shouting at my parents, “Look at me! I can ride a bike with no hands!” A rebellious activity can take many forms. It could be staying up too late. It could be doing too much housework or gardening. It could be engaging in exercise that’s too strenuous. It could be shopping with friends for too long at the mall. It’s easy to go beyond our limits when we’re chronically ill, partly because adrenaline kicks in and convinces us that we’re doing fine. Unfortunately, when that adrenaline wears off, a “crash” is invariably in sight.


One of my most recent bouts with ignoring my body began innocently enough. Two friends were kind enough to coach me in learning qigong. I learned movements with intriguing names, such as “Against River Push Boat” and “Huge Dragon Enters Sea.” Then came “Ancient Tree Coils Root.” You are to imagine that you’re a strong tree, sending roots down into the ground. Unfortunately (for me), you execute this by pointing the tips of your fingers toward the ground, putting your weight all on one leg, and then squatting down on the knee of that leg.


For the first few months, I put the “one leg” instruction on my not-to-do list. I stood on two legs and squatted down only partway. I was listening to my body. Then one day, I decided I wasn’t progressing fast enough, so I picked up one leg and went all the way down on the other. My knee went “crunch” and for several months afterward I was limping and had knee pain to add to the symptoms of my illness. Why did I ignore my body? I was frustrated by my limitations, and so I rebelled.


Is it ever okay to say yes to an activity when your body is saying no? Each of us has to answer this for ourselves; for me, the answer is yes — on special occasions and with full knowledge that there may be payback. This is a difficult decision to make; I’ll discuss it further in chapter 7, “Dealing with Tough Choice after Tough Choice.”


Do not undertake a treatment just to please whoever is pressuring you to try it.


People have lots of advice for me regarding my health — from the reasonable to the absurd. I used to feel obligated to follow their advice just to please them. In retrospect, that’s quite amazing: in order to please someone, I’d follow his or her advice even if my mind and body were telling me in no uncertain terms that it wasn’t a good idea.


Both my body and my pocketbook have suffered as a result of having ignored this not to do directive. People can be very persuasive, especially if they claim that a treatment cured them. However, from years of hanging out on internet health sites, I’ve learned that for every prescription medication, every dietary supplement, and every alternative treatment (Western and Eastern), I can find people who say it worked, people who say it didn’t make a difference, and people who say it made them worse.


I still experiment with new treatments and I intend to keep doing so, but I no longer try something simply to please the person who is pressuring me to try it. I do my own research and I consult with people I trust, including my primary care physician. For this reason, I’m happy to report that I did not follow the advice of someone who was sure I’d be cured if I’d only jump in a cold swimming pool of water every morning for six months!


Do not be angry when people in your life don’t respond as you’d like.


It took a while, but I’ve finally learned that feeling angry toward people who don’t act the way I want them to serves no constructive purpose. It doesn’t make me any less sick, nor does it change the other person’s behavior. A huge burden dropped away from me the day I stopped expecting everyone to treat me the way I wanted to be treated. And the day I stopped directing anger toward those people was the day I began to find a measure of peace in this unexpected turn my life has taken.


Again, this is an equanimity practice. Unlike in the previous chapter, however, instead of the emphasis being on accepting that not everyone will behave as I want them to, the emphasis is on having that be okay with me. Do I really need everyone to understand what it’s like for me to be chronically ill? No. Do I really need everyone to step up to the plate and be as supportive as I’d like? No, I don’t.


It takes courage to accept people as they are without anger or bitterness, even though they may be letting you down. I’ve let a few close friends slip out of my life altogether, while at the same time doing my best to wish them well. It’s been a challenge at times, but it’s better for me to stick with friends who actively support and accept me rather than spend my time with those who appear to be uncomfortable around me as I am now.


Do not get hooked into believing you always have to “think positively.”


This is known in the counseling profession as the “tyranny of positive thinking.” Are we never supposed to get frustrated or disheartened about our medical conditions? That would be holding ourselves to an impossible standard. People in excellent health get frustrated and disheartened at times about their lives, so of course those of us who are chronically ill do too. Our “unpositive thinking” moods can be particularly intense, because they’re often triggered by stressful thoughts and emotions that arise because of our health problems.


I have days when I’m just plain weary of being sick. I’ve come to think of this “unpositive thinking” as a natural response to the relentlessness of chronic illness. I don’t try to force myself into thinking positively at a moment like this. I wait the feeling out, knowing that, like all feelings, it’s impermanent.


Some people even tell us that positive thinking can cure disease. Although the mind and the body are interconnected, I do not believe that visualizing that we’re 100 percent healthy can cure chronic illness — although I’ve received dozens of emails trying to convince me otherwise.


Do not put your pre-illness life on a pedestal.


Most of us have a tendency to glorify the past. I used to have a recurring fantasy in which I’d recovered my health, and my husband and I had returned to our special hideaway on the island of Molokai — a rental cottage we’d discovered in 1995. It was in a lush, fragrant environment, surrounded by papaya trees. We were within walking distance of the island’s only resort. In the evenings, we’d stroll to the bar, take our drinks outside, and listen to live music while watching the island’s spectacular sunsets. We traveled to our hideaway almost every year until I got sick in 2001.


My fantasy of returning there persisted until one day I looked on the internet and found that an economic downturn and a dispute over land rights have changed life on Molokai. Many tourist businesses have closed, including the resort we loved so much, and hundreds of residents have lost their jobs. The pictures I saw of how the island looks today bore little resemblance to the island of my fantasy.


Life is in constant flux. The environment changes, relationships change, job conditions change, cultural norms change. There’s no reason to assume that pleasures from the past would bring us the same enjoyment should we regain our health and be able to engage in them today. (For more on this phenomenon, see chapter 29, “Beware of ‘Good Old Days Syndrome.’”)


There’s nothing wrong with enjoying fond memories of the past, but that’s different from putting that past on a pedestal and convincing ourselves that life was perfect for us then — or even near perfect. When I find myself doing this, I consciously shift my attention to the present moment and try to get on with the day that’s unfolding before me.


Do not call yourself names or otherwise speak unkindly to yourself when you break one of your not-to-do rules.


Please don’t compound having broken a not-to-do rule by engaging in negative self-judgment. Most of us have been conditioned from childhood to be our own harshest critics. We hold ourselves to standards that we’d never think of imposing on others. Everyone breaks the rules once in a while. When you do, I hope you’ll forgive yourself immediately.


That said, some people don’t know how to forgive themselves. If this describes you, try this exercise. First, write down the self-critical thought you’re directing at yourself. If you stayed out too long with friends, it might be: “I’m so stupid. I knew not to spend so much time at the mall with my friends, but I did anyway.”


Second, call to mind a loved one — perhaps your own child or a best friend. Imagine that this person made one of those statements to you about him- or herself: “I’m so stupid. I knew not to spend so much time at the mall with my friends, but I did anyway.” How would you respond? You’d probably say something along these lines: “Please don’t be hard on yourself. You’re not stupid. You’re so isolated by illness that the prospect of spending as much time as possible with your friends was simply irresistible. Anyone might have done it.”


Third, now say those very words to yourself. “I’m being too hard on myself. I’m not stupid. I’m so isolated by illness that the prospect of spending as much time as possible with my friends was simply irresistible. Anyone might have done it.”


When you try this exercise, if your inner critic is strong, you may feel uncomfortable speaking to yourself in such a kind voice. It may even sound so strange and foreign that it feels fake — not genuine. That’s okay. With this exercise, you’re beginning the process of reversing conditioning that’s been a lifetime in the making. “Fake it ’til you make it” works very well in this situation!


With practice, you can change your inner critic into an ally. This can give you the courage and the confidence to recommit to following your not-to-do list, so that you can take the best care of yourself as possible. Just remember not to hold yourself to a standard of abstract perfection. Self-compassion always comes first.
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Asking for Help Can Be Your Gift to Others


No one has ever become poor by giving.


— ANNE FRANK


LIKE MANY PEOPLE, I always thought that asking for help was a sign of weakness and an imposition on others. Even after I became chronically ill and sometimes needed help badly, this attitude persisted. Then I had an experience that made me realize that asking for help can be an act of kindness toward others. Allowing them to help when you’re struggling with your health makes them feel less helpless in the face of the new challenges in your life. It can mean a lot to someone to be able to aid a friend or family member who is struggling with his or her health.


Here’s what happened that changed my outlook on asking for help. One day, my friend Dawn came to visit and showed me an exquisite handmade dress she’d just bought for her granddaughter at a local boutique. When I told her how much I loved it, she asked if I’d like to get one for my granddaughter Malia. I said, “That would be great,” and before I could finish my sentence by adding, “but I’m not well enough to go shopping,” she was out the door and on her way back to the boutique.


She returned shortly with the dress in two sizes for me to choose from. I picked one and wrote her a check. When she left to go home, she took the one I didn’t want back to the boutique. That made three trips for her to the same store that day. I saw in her face that getting that dress for me to give to Malia was a gift from me to Dawn. She can’t restore my health, but she can buy a dress for me to give to my granddaughter, and doing it made her feel good… and helpful.


And so I think it would be beneficial for we who are chronically ill to develop some skill at asking for help. We often need it, and most of those who care about us want to give it. I said “most” because every relationship is different. There may be people in your life who’ve never learned the joy of helping others. It’s sad for them, and yet that’s the way it is. In that case, think of other people to ask.


It takes practice to learn to ask for help. Most of us have to overcome a lifetime of conditioning in which we’ve been taught that only the weak need help. As a result, we cling to the notion “I can do everything myself,” even though it may no longer be the case. Try following these steps:




        1.  Make a list of what you need help with: cooking, laundry, weeding, walking the dog, a trip to the hardware store, even just a shoulder to cry on. Your chances of success are higher if you give the person a specific task. We tend to think it should be obvious to others what kind of help we need, but family and friends aren’t mind readers. Even if you’re in a longstanding and close relationship, the other person doesn’t necessarily know what would be helpful to you at this moment. Tell people what you need.


        2.  Write down the names of family and friends who might be willing to help. A good starting point would be names of people who’ve already offered, even if their offers were made some time ago.


        3.  Match people with tasks based on their interests, strengths, time flexibility, and your comfort level with them if the task is of a more intimate nature, such as doing laundry. I read about a ten-year-old girl who earned her Girl Scout cooking badge by cooking for her housebound neighbor once a week.


        4.  Now comes the tough part of this new skill you’re learning, so start modestly. Pick one thing from your list and contact the person you’ve chosen. Be direct — no passive-aggressive pleas allowed! And so instead of saying “If only I knew someone who could pick up a prescription for me,” ask outright: “Can you pick up a prescription for me? I’m not well enough to go out.” Remember, the more specific the request, the better. “Can you help with my laundry every other week?” is more likely to be successful than “Can you help with my laundry once in a while?” Even though your friend or family member is likely to say yes to both requests, the wording of the second one is too open-ended, meaning neither of you is likely to follow-up.





The odds are high that the person you’ve contacted will be happy — and maybe even relieved — that you’ve finally asked him or her for help. Think of your request as a gift from you: it gives this person a way to not feel helpless in the face of your health challenges. If you strike out, take a deep breath and try again. Even multi million-dollar baseball players get more than one strike!


[image: image]


It’s ironic that we think we’re imposing a burden on people when we ask them to do something for us — even though, if we did the very same thing for them, we wouldn’t consider it a burden. On the contrary, it would make us feel good to know that our friend or family member feels comfortable enough around us to seek our help.


If you feel unworthy of being helped by others, bring to mind some examples from the past when people were helpful to you. Obviously, they didn’t think you were unworthy. Use those memories as a starting point for changing your self-critical thinking. It’s not a sign of weakness to ask for help. It’s an act of self-compassion.
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