
LIVING

WITH CHRONIC ILLNESS

AND MORTALITY
HAPPILY

This booklet and DVD offer decades of experience of patients and doctors in coping and even thriving, sometimes happier than before, in the face of chronic illness, and awareness of the mortality we all face. 

Each person is different. Consider the strategies presented here and use what works for you.
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HOW TO COPE
There are two basic coping strategies, over time:

change your world, and

change yourself.

Change your world by following your doctor’s treatment advice, by changing your living and working conditions to suit the realities of your condition, and by dealing with the changed perceptions of others.

Change yourself by adapting your personal narrative, your story about yourself and your life, to accept the facts of your illness, and affirm that you are far more than that. Continue to grow and change for the better, with those around you.

The Challenges of Chronic Illness

Symptoms and treatments can involve major changes in your life. Many experience three other challenges to overcome.

LOSS - Our body can suddenly start acting up on us, with pain or other symptoms we can’t ignore. The diagnosis of chronic disease can be a shocking reminder of mortality, particularly if treatment options are limited. We want answers, but there may be great medical uncertainties about diagnosis, treatment, and prognosis for the future. We feel a loss of control of our bodies, our abilities, our future, ourselves.

Havi learned to live in the present, accept what can’t be changed, and change what she can. Many who have lost the ability to do certain things, develop new abilities.

HOW DOCTORS TALK – Doctors can quickly deliver more information than we can absorb. They speak to each other in a language we don’t know, and they may be confusing, cold, and impatient when they translate for us. They are interested in our diagnosis and treatment (fortunately!) but they may see us just as diseased bodies, rather than as human beings overwhelmed by changes and uncertainties in our lives that we can barely accept, understand or absorb.

Stewart, one of the few doctors whose practice is helping patients cope, tells patients to bring a tape recorder and/or a friend to doctor visits. Studies show  only 40% of the information given to a patient in a doctor visit is remembered . 

THE STIGMA OF DISEASE – Employers, coworkers, acquaintances, strangers, and even friends, may withdraw from us, make cruel remarks, or treat us as different, when they know we have a chronic illness. Our career and social opportunities may be limited by this changed perception of us.


Julian kept his diabetes secret for many years. Others,


whose illness can’t be concealed, learn to reject 

rudeness, insensitivity, and abandonment.

HAVI’S PHILOSOPHY

LIVE IN THE PRESENT

ENJOY SIMPLE PLEASURES

NO REGRETS, NO FEARS

“People feel terror, embarrassment, and mortification when confronted with illness. … Some overcome the initial sense of panic and surprise; others run a mile, from me, from illness, from themselves. In the same way that distances increase, hills become impossible and simple tasks become titanic, the freedom to go out into the social world … is compromised. A new world … of limitation and fear, a slow, encumbered world to which the ill person must adapt. All people fear this issue arising through ageing. In illness … this world emerges overnight.” 

“Reading about death and illness is nothing like receiving a dire medical prognosis. The cramped doctor’s office, the tightening chest, the cold panic washing over you; these are so visceral, so traumatic, so real. It is the gap between the two – the theoretical contemplation and the lived experience – I aim to bridge here … when I teach, I distance myself from my illness … my students have no clue … that my illness has turned my life upside down, inside out, back to front. That a chaos presenting itself as order, a wall of grief presenting itself as cheerful everydayness, a scream silenced by my good upbringing, are packaged neatly within the young woman teaching them philosophy. … philosophy has been my strongest ally in coming to terms with life as an ill person. There is real pleasure and tangible reward in applying philosophy to one’s own life.” Havi Carel, Illness and the Art of Living
Professor Havi Carel lives her philosophy; her book is “an attempt to bring together philosophical insights and personal experience”, drawing on  Epicurus, Wittgenstein, Nietzsche, Goethe, and others. Her life is not at all easy; her illness has made it hard physically, socially and emotionally, but “it has also given me an ability to be truly happy in the present, in the here and now.” 

The key is to enjoy the pleasures of the present moment, without regret for the past or fear for the future: “perfect pleasure is no less pleasurable if it lasts an instant than if it lasts a lifetime. … If we limit our desires in a reasonable way, by pursuing only natural and necessary desires, we can be happy right now. … It is an attempt not to dismiss life’s challenges and hardships, but to illuminate the attainability of happiness. … ‘the cry of the flesh not to be hungry, not to be thirsty, not to be cold. For if someone has these things and is confident of having them in the future, he might contend even with Zeus for happiness. Epicurus 38” 

How to escape regrets and fears? Remind ourselves that: “If we think about it, the past and the future do not belong to us. The past is already fixed and we cannot change it. The future has not happened so we cannot command it. Both are not within our control. Only the present and our perception and experience of it are within our control. … If we shift our attention away from the past and future to the present, we can concentrate on what we are doing and enjoy it. 

“This does not mean that I have given up. On the contrary, I have become a patient activist. … I was surprised to discover the extent to which patient advocacy and funding can support researchers’ work. I help organize research meetings, promote tissue donation for research and write material for websites. I give talks to raise awareness and funds for research.” 

 “I learned to dwell in the present and stop the train of thoughts about the future, about all the scary painful things that could happen, about needing a lung transplant. Things that seemed surreal became my daily bread. Using oxygen, having a life-threatening illness, suffering severe breathlessness at every twist and turn of my daily routine; these became my breakfast, lunch and dinner. They are with me when I first open my eyes in the morning and are the last thought of the day. I struggle not to let them fill every thought in between. … Most nights I wake thinking about it. I would wake up my husband and tell him my thoughts and fears. Talking about it didn’t help, but surrendering to the thoughts did. Slowly I learned to succumb. I now lie there, thinking how badly things turned out for me. How scared I am. How little control over it I have. … Don’t fight it, I learned. The thoughts will come and go. Battling against your own mind is a bad strategy in these situations. It is better to let go. Let it be. And so I wake up and lie quietly in the dark, no longer frightened. The thoughts swirl in my mind. I let them pour through my consciousness and then vacate that space, making room for sleep. We learn to live with the strangest things.” 

Havi is doing well. She and her husband have adopted a child.

JULIAN’S STORY

J. Seifter: I’ve had diabetes myself for about thirty years and …that was an invisible disease, it was in me, I had to worry about it, I had to worry about what my blood sugar was, what I’d eaten.   I had a lot of inner feelings about it, but it wasn’t something that anybody could notice or pick me out of a crowd.

[So Dr. Seifert kept his illness a secret.]  

I didn’t want to have a label; I didn’t want to be looked at as an illness.  I didn’t want to be denied any opportunities.  it’s something shared by many people, is that they worry that the disease will be held against them

J. Seifter: If the cruise control was broken and you were dependent on your eyes to see what velocity you were going and your foot to determine how much gas to give the car  … you would sometimes be going 70 and sometimes be going 40 … it’s almost impossible to be a diabetic and have perfect control because essentially the cruise control is broken and that cruise control is called the pancreas.  And I decided long ago that I didn’t want to be a pancreas.  A pancreas can do it perfectly if it’s healthy.  My pancreas was not healthy.  And I found that it would be a full time job to concentrate on perfect control. So I sometimes allowed it to not be perfect, though I knew that that could have consequences, that was something that allowed me to think about other things … 

J. Seifter: it’s always healthy to take good care of yourself.  I must say that I sometimes didn’t take good care of myself

J. Seifter: after 30 years of diabetes, I developed an eye problem … I thought I saw people walking on the wall across the room and it turned out it was little drops of blood that were dripping down inside my eye…. .  My response was, ‘I can’t be blind, I need my vision, and I don’t have vision in this eye.’ … this is a common reaction, one almost of anger or impatience, or you know ‘I can’t have this … And he said to me, ‘But you do have some vision.’  And I said, ‘But I need to be able to do x y and z.’ … 

And then he said to me, he said, and I’m not sure that he was trying to be nice or helpful in any way, I’m not sure about this, but he did say something that I thought was wise, he said, ‘well some vision is better than no vision. he did say something that I thought was wise, he said, ‘well some vision is better than no vision….  I can see what I can see, I’ve made adaptations and that was an important thing that I heard from him … when people feel very angry about being deprived, that’s what illness does, but what do you have that you can do? How can you expand what you can do and be happy with what you have? And it can be fairly advanced diseases, some that are so incapacitating , but you have to find out what it is that somebody still can do that gives them happiness.

J. Seifter:  In the last year I developed Parkinson Disease.  I have a little tremor and my speech may be a little slower or awkward; this is a visible symptom, and I’ve begun to think a lot about what’s visible and what’s invisible

J. Sefiter: my eye fortunately has responded to vitrectomy so I can see better.

DR. SEIFERT’S MAXIMS

BE YOURSELF, KNOW YOURSELF

J. Seifter: “it’s important to be yourself … to know yourself … not to have a disease identity, but know who you are.”

J. Seifter: it is very important to take responsibility … when I first had diabetes and found out that I would have to inject myself with insulin.  That was like being hit by a ton of bricks.  I was 28 years old … and I was being told that for the rest of my life I’d have to give myself injections … I didn’t want any part of that.  So I asked the doctor what it be ok if my wife injected me and he said, ‘you own this illness, this is for you to do.’

VO: Who are you? Are you just your body? How can you be more than your body? Even your body changes greatly over time, from infancy to age. Is your identity defined by family, nationality, race, ethnicity, career, gender, sexual orientation, marital status, income, education, and so on? Most of these things, and their importance to you, also change greatly over time. Changes in health are just one of many parts of identity.

J. Seifter: I think that there’s a question of whether a disease is an identity for the person and I feel that it’s unfortunate if it is.  I think that somebody shouldn’t be considered a disease.  What disease does, what chronic illness does, is it takes away something from you.  And I think that’s true no matter how serious.

FORGET YOURSELF

J. Seifter: in the early years when I was relatively fit I didn’t want a disease identity, and therefore denied quite a bit.   I wanted to be just like anybody else, do what others could do.  And I didn’t want to lead my life by constantly thinking about the control of my diabetes

J. Seifter: I rejected the idea of disease identity, and instead wanted to take on a Julian identity, sometimes a doctor, sometimes a little league coach, sometimes a researcher, sometimes a teacher, sometimes a husband and father, and sometimes a traveler.  And I had a lot of things that I enjoyed in my life and I’m pleased that I was able to do as much as I could

FORGIVE YOURSELF

J. Seifter: We can do it all right and still get ill, nobody gets out of this life alive … even when somebody smoked and they develop cancer, you know not everybody that smokes gets cancer, … I don’t advocate smoking and I try to help people quit if they are smokers, but I think it’s very counterproductive judgment to actually blame somebody for their illness and I think that happens a lot.  I’m against it …

S. Fleishman: People somehow feel from way back when that having cancer is a moral failure in that they must have had some sort of character weakness in order to get cancer.  … That’s not so, but some people really do believe that. 

J. Seifter: I’ve actually … held a patient’s hands and said, ‘You did not do this to yourself’ …  there’s such thing as bad luck, you’re not responsible for causing your illness.  

MEANING AND GOALS

TRANSCEND YOURSELF, TRANSFORM YOURSELF, CHANGE

J. Seifter: What disease does, what chronic illness does, is it takes away something from you.

J. Seifter: when something is taken away, that an attempt to gain something back or to grow is a very important aspect of going on and living.  But life goes on, there may be changes in what pleasures and what aspects of life you can pursue, new hobbies, new travel, but I really believe that in the philosophy that when something takes a chunk away from you that you go ahead and try to develop new ways to grow.  

J. Seifter: I think you can play seriously …  someone who’s willing to take risks and do something new and exciting that would compensate for the taking away that illness provides … 

N. Christakis: people who are seriously ill have hopes and dreams and aspirations and joys and sufferings and good days and bad days, I think the unavoidable confrontation of your imminent mortality often can change your perspective on life. … there’s nothing incompatible between being seriously ill and being happy,

S. Lyubomirsky: some people after a trauma or a negative event their well being and their health sort of goes down, and it stays down. They never quite recover. There are other people who take a dip, sort of in their well being and adjustment after a trauma, and then they go back to the previous levels. But the resilient people come out of it even higher, a higher level than they went in. So they’re truly experiencing transformation. They’re really flourishing despite the negative events. Coping is very important. It affects all of us. 

S. Lyubomirsky: people who are able to grow through the experience use trauma as a way to grow. For example, if you realize that you have strength that you never knew you had before the trauma. Or maybe you find some kind of meaning in the experience, in the trauma. Maybe you some people become more spiritual or religious. Some people feel that they have a larger perspective on life kind of they understand better about the meaning of their life, or the meaning of someone’s illness. 

Those people who are able to find meaning, and also find benefits. It might be kind of paradoxical to think about how can we find benefits in a really horrible thing, or horrible situation. And yet people do that all the time. For example, the research on people coping with cancer find that a lot of them feel that their lives are in some ways better after they’ve been diagnosed with cancer. They feel like they were really focused on the wrong things before, and they’ve really re-prioritized their life.

J. Seifter:  I had a patient who has big kidneys that are cystic that eventually may cause kidney failure … He was into extreme sports …  he wanted my opinion as to whether he should take up bungee jumping or hang gliding … I finally said to him, ‘Well, I think I wouldn’t do bungee jumping.  I think bungee jumping would be much harder than hang gliding.’ It helped that I didn’t know much about hang gliding … But I said, ‘If it was between those two, I think if you can protect your kidneys with a sort of kind of thing that football players wear around your abdomen, then I think that might be the better choice.’  But I think that patients very frequently want to do new things

J. Seifter: he developed a condition known as Nephronic Syndrome which can be treated, but it had to be treated with drugs that suppress the immune system so that puts somebody at risk for infections … he said that they had a vacation coming up, he and his wife, and he was very excited because he had arranged a camping trip down the Nile.  So I thought for a moment and I said to him, ‘Well you know, every organism known to man is also camping on the Nile and I think that maybe you ought to reconsider.’ So he said OK and he came back a few days later and he called me and he said, ‘We’ve changed our plans all around with our travel agent and we’re going to be going to the Amazon.’   

So I said, ‘I think I’m not exactly making myself clear.’  I said, ‘Can I talk to the travel agent because they were concerned about losing their money … I don’t always get this involved with people’s lives but I took the liberty and when I called the patient back I said I had very good news for you, you’re going on a walking tour of Scotland … here was somebody that had a serious illness but he actually had an opportunity to be somewhat playful about it

J. Seifter: there is another patient who felt that extremely sad about the fact that his doctors told him he could no longer scuba dive …  it was not safe for him, given his cardiovascular status to do that.  So we talked about that and that same adventurous spirit later played out in the deserts of the southwest where he was very interested in looking for ruins and for fossils and some of the native culture artifacts.  So he used the same adventurous spirit to do something a little different that was a little safer for his body.

J. Seifter: when I had the diagnosis of diabetes, I wanted the freedom to be able to travel, I love traveling, sometimes going to very remote areas, so even though I was putting myself into positions of sometimes getting low blood sugar in the middle of Guatemalan jungles, I was very interested in the Mayan artifacts and ruins, I went off by myself into the rainforest and I had to manage my blood sugar while doing that.  But again, it was these new things, things I hadn’t done that were very satisfying to me in terms of compensating for things I felt I had lost, I didn’t want to lose all freedom

VO: Of course, transformation is  not mandatory; many people are glad to regain their old selves.

S. Fleishman: We generally know that people really on the road to recovery when they tell us this.  “You know, I feel like I did two years ago.  I’m two years older but I sort of feel like I did a few years ago.”  They’re as impatient when they’re driving; they’re as impatient when there’s a long line; or when they’re at the security booth at the airport and they can’t go to the front of the line because they’re not in a wheelchair. When people are back to themselves, then we know they’re really on the road to both physical and emotional recovery.  

N. Christakis: I’m reluctant to comment on stories of bravery and valor in the face of serious illness. Because in keeping with my philosophy that everyone has their own experience, I don’t want to privilege one kind of way of confronting serious disease. There’s no doubt that many people rise to the occasion. But others are, for whatever reason, unable or uninterested to do something like that. And my perspective as a hospice doctor is that everyone deserves terrific care, and that there’s no one right way to confront serious illness. I mean, as a person I find it admirable and impressive that some people are truly able to go about their lives and make accommodations and show tremendous bravery. But I wouldn’t want, in saying that, to diminish the experience of other people who make different choices or are obliged to make different choices.

N. Christakis: society should make reasonable accommodations for them, and they also can make accommodations in their own lives. Trivial things like reorganizing where things are located -- the bedroom can be moved to the first floor, public transportation can be easier, hospitals can be more sensitive. People can control aspects of their own lives which make it possible for them to care for themselves. But also, society has obligations. 

SHARE

It is very rare to find a doctor who sees his role as helping you cope with the emotional and social challenges of chronic illness – coping that you often need to do in order to fully comply with the treatment advice of your doctor, as well as to live happily.

S. Fleishman: I have an odd, unusual practice in the cancer world in that I am a Hospice and Palliative Care physician who works in the Acute Cancer Treatments setting.  There are probably very few of us in the United States and maybe some across the world, . . . what we provide are good symptom management, and good psychosocial support . . . Quality of life is a very important endpoint in cancer treatment.  It’s common sense that if you have some exercise, power naps and good nutrition, you will have less complications from cancer treatments . . . feeling better, I think, is really important during the treatment and that we pretty much know

J. Seifter: I do see couples where one is the patient and the other is the spouse or the next of kin or the partner.  It could be a child; it could be a parent … there’s no doubt that the caregiver plays a major role

The other sort of guilt people feel is the burden that they have on their families and friends

S. Fleishman: We tell people call in favors.  This is the time to call in favors if you have people in your church who you’ve driven to the doctor, ask somebody in their family to drive you and set up a schedule so if you’re coming five days a week, somebody’s taking you five of those days. This is the time to call in favors and promise to pay them back afterwards. The way it works, it becomes your first priority because although you’re not in the hospital, we keep people very busy with all the things that we have them do, be it through the work up that they’re going through for scans for tests in different places at different times at different prep schedules and many, many visits.

S. Fleishman: social support is significant and people know with any major illness, not just cancer, it is easier to go it through with someone.  It’s easier to go through it with someone who, not just for the practical things but just so you don’t feel so isolated and you don’t feel you’re going alone

LIVING WITH PAIN

Chronic illness may, or may not, involve severe or chronic pain. 

J. Kabat-Zinn: We see a lot of people with chronic pain conditions in the stress reduction clinic. … they’ve tried all sorts of drugs, including narcotics. And nothing has really helped them to reclaim the quality of their lives. … it’s somewhat counterintuitive, but really profoundly transformative to actually cultivate intimacy on purpose with one’s own pain. Especially since often there’s nothing else we can do. And when people do this they discover that if you bring awareness to painful sensations, for instance, the first thing that you notice is that the sensory component of the pain is very different from your feelings about it, from your emotions. So you can be very emotional, and angry. and upset, and irritated, because of this pain. None of it is actually the pain itself, the sensory component of the pain. You can also have all sorts of feelings about it that emerge as thoughts. Like I can’t stand this any longer. This is ruining my life. My life is finished. This is killing me. Every single one of those statements is actually a thought. And not the pain itself, but … thoughts and the emotions that circulate around the bare actuality of the pain sensations in the body. They compound the suffering enormously. And when you bring awareness to the whole … pain experience, which has the thought component, the cognitive component, the emotional component, and the sensory component. -- the awareness itself clarifies it, so that you disentangle all these thoughts, that are not necessarily true. 

If you say this is killing me you can ask well, in this very moment is this killing me? And if you stay in the present moment, which is what mindfulness is all about, … say it’s in your knee or in your lower back, and you breathe with it, and you just put your mind in your knee, or your back embracing it with this non-judgmental awareness, in the moment you have to answer, no it’s not killing me. But what if this goes on? … I have every reason to believe it’s going to. Okay, but that’s about the future. And mindfulness is about staying in the present moment…So, when you have this realization that right now in this moment it’s not killing me, it’s a little taste of freedom. … Very often you may actually experience the pain disappearing at that moment. Not always, … we don’t promise people anything….. But what people discover is that even if the pain doesn’t disappear, even if the intensity of the sensation gets bigger you can experiment with the awareness of the sensation. … if you learn how to inhabit the awareness then you can learn. … Doctors often say to their patients is you’re going to have to learn to live with this pain, because we don’t any more treatments that are going to help you. So that’s usually the end of the conversation. But with MBSR you can do the learning of how to live with it. … Live inside your body, your mind. But even more, your experience. And since we only experience things in the present, it’s learning how to live inside your experience in this only moment that you have. It turns out the present is very roomy. It’s unbelievably spacious. ,,, what you thought was a kind of fixed block of pain becomes like a universe that’s continually changing. And you can learn how to work with it, and live with it, and breathe with it in ways that give your life back to you. …. Is the pain gone? no. But, now it doesn’t erode the quality of my life the way it used to. … if you start to watch your thoughts and emotions, whether you have pain or not … they’re like little bubbles coming above the bottom of the pot of boiling water. And when they reach the surface they go puff. 

CHOOSING TREATMENT … OR NOT

TO BE OR NOT TO BE

J. Seifter: Growth and adventure to the end,

J. Seifter: for a doctor taking care of a patient there’s often the expectation that the patient will naturally do everything, and their life will revolve around the disease and taking care of it.  Sometimes there are patients that can very effectively do that and build that into their daily life.  There are others who cannot do that and it interferes with the way that they view themselves or the way they want to take care of an illness.

J. Seifter: I do see patients have a lot of difficulty making the next move. For example with kidney failure, the move toward dialysis … Some patients make the decision not to do dialysis.  My role is to really know these patients and to know why they make these decisions, see if I can help, if I think that it’s an appropriate thing for them to try, I might ask them to give it a try, saying that you know you can always stop some day.  But it’s so final if you don’t do it.  On the other hand, there are some patients that want that, want not to do that and are certain about it and in that case I want to support that as well.  You can’t make people do things that they don’t want to do. I think a physician’s role is to help them understand what the consequences are and to help them with dying if that’s what they choose.  There was a policeman … when he was active in his career, was taking in about a case of beer a day.  He developed diabetes and severe obesity.  He lost a leg, or he was going to lose a leg, and he needed to go on dialysis and he basically said, ‘That will not be the life for me, I do not want to have it.’  We had very intense conversations about it and eventually we accepted, we all accepted this, his wife, his family, me, and he passed away without getting dialysis … But this is something where you have to listen to people.  People have their own agenda.  Everybody has their own cost benefit ratio, balance, it’s not just the physicians’ risk benefit, and you have to take that into account.  Some people decide to do so, do things one way and others choose a completely opposite way.

J. Seifter:  there was a story that I talk about of a steel worker from Pittsburg who at age 40 or so developed a serious skin malignancy and it was spread to the liver and his doctors in Pittsburg essentially said ‘There’s nothing more that we can do for you,  … he was visiting a practitioner who was Korean and practiced a very old traditional techniques that are not in the vocabulary of the ordinary physician … he showed us about acupuncture which he also practiced and cupping which he also practiced …  they were talking about death and they were talking about dying and they were talking about living until you die … I use this as an example of transcending … he was getting something that traditional medicine could not offer him or did not offer him and in that sense since we all die of something at some point, I think we all need something at the end of our lives that gives us, if not hope, then understanding and frank discussion or whatever it is that we need. And he found it there and that’s what impressed me

N. Christakis: the final common pathway of all serious illness, is death. And I think we can and should be able to do better in caring for people at that final stage of life, especially in a society such as ours. . . .  something which makes my blood boils is that terminal care in this country, in the United States, let alone in other parts of the world, particularly the developing world, is still atrocious. … About a third of Americans lose all or most of their life savings in caring for the first person to die in the family, leaving no resources for the other people who also inevitably will die. Over half of Americans have significant suffering before they die. And over half of Americans impose significant burdens on their family members when they’re seriously ill. A family member has to quit their job, or becomes ill because of the person who’s seriously ill. And all of this happens despite the fact that we spend nearly 100 billion dollars every year caring for people in the last year of life, and despite the fact that we’re all going to experience this outcome … You would think we would all have some interest in improving this state of affairs 

hospice care in general provides terrific care. … But often the hospice care is delivered rather late in the course of illness, and it would be better if it were delivered earlier. And there’s still large numbers of people who aren’t getting optimal palliative care

J. Seifter: Growth and adventure to the end,

HAPPINESS AND ILLNESS

J. Seifter: it’s important for people with chronic illness to know that the laughter doesn’t go away.  They need to know that.  This plays out in my clinic all the time…Happiness is certainly not only possible, but it’s a goal and those things that make one happy should be emphasized

H. Carel: “Against the objective horror of my illness I cultivated an inner state of peacefulness and joy. I was surprised at this … ability to be ill and happy. … I cannot choose to be healthy but I can choose to enjoy the present, embrace the joyful aspects of my life and train myself to observe neutrally my sadness, envy, grief, fear and anger. The emotions washed over me. I observed them. By not fighting, by just letting them be, they became less mine, more tolerable.”  

N. Christakis: after the acute shock of the event, the measured happiness of such people is really not very different from the measured happiness of you and me. … human beings have this phenomenal capacity to adapt. We have  a shared humanity, all of us, whether we’re sick or not, and why should we be surprised that seriously ill people are just as capable of happiness as the rest of us.  

N. Christakis: But most diseases don’t decline monotonically, they don’t have every day you’re worse. They have plateaus. In fact, as we discussed earlier, they also have upswings. So one day your LAM or your neurologic symptoms are worse, and the next day, inexplicably they’re somewhat better. And so people typically have a fluctuating course, punctuated by plateaus in their  symptoms, acute worsening, acute improvement. In general, the trend is downward, but there is variation. … A fracture is terrible but you know it will remit. And it’s also maybe different even than paralysis. If you become paraplegic, it’s devastating, but it doesn’t necessarily worsen. It happens, and then that’s it. Whereas things like Huntington’s chorea or ALS or certain kinds of solid tumors, you know, brain cancers and the like. Or lung cancer, sort of just get progressively worse. Now they do so over different time horizons. But even in these conditions that get progressively worse, there can be fluctuation … maybe just our innate humanity which drives us to on occasion just feel good about the world, even in the midst of terrible calamity -- I think those conditions are entirely compatible with happiness as well.
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S. Lyubomirsky: some people are born happier than others. The research suggests that about 50 percent of individual differences in happiness are determined by genes

A small percentage of happiness, maybe about 10 percent is associated with our life circumstances. Now people are really astonished to hear that, because they think that if only I were healthier. If only I had a boyfriend when I move to that city I always wanted to live in. When I have a baby. When I lose weight. That’s when I’m going to be happy. And it turns out that actually that’s not what happens. What happens is you get those things, and then you just adapt to them. You get used to them. So, you move to the bigger house. You have the boyfriend. You get the new car you always wanted, and then you get used to it. You adapt to it, and then you just want more. So, surprisingly only about 10 percent of individual differences in happiness are associated with life circumstances. Those differences are a lot smaller than we expect.the basic premise of my book, The How Of Happiness is that despite the fact that a great deal of our happiness is genetically determined. And despite the fact that actually a small part of our happiness is determined by our life’s circumstances. That still leaves a lot of room for improvement. That still leaves a lot of happiness that is under our control. 40 percent of our happiness is under our power. Is under our control. We can make ourselves happiest through the ways that we think, and the ways that we act. The ways we behave. And so the kind of attitude that people have, the perspective they have on life. They way that they behave in their daily life really affects their happiness a great deal.

S. Lyubomirsky: it’s really what’s inside of you that contributes more to happiness is how you think and how you behave on a daily basis than the external sort of facts about your life.  That’s it.  

N. Christakis: there’s a kind of rhythmic fluctuation in people’s mood when they’re seriously ill. It’s rare to find someone who’s always depressed, or someone who despite serious illness is some constant state of elation. That’s crazy. O more typically one will find a fluctuating mood and this has been described as good days and bad days. So people who are seriously ill will often report days when they wake up in the morning like the rest of us, take a shower, put on their clothes, think about their day, go about their business, often on such days are untroubled by their bodies or their symptoms, maybe even forget that they have had physical or suffering or psychological distress. And they reach the end of their day and they’ve had  a good day. And are just as capable on such a day of experienced happiness and BEING happy. I think having authentic happiness. Even if the next day they are again overcome by concerns about their illness, depressed, ruminating and so forth. So it’s not a kind of even/or state. . . . like the rest of us, they will have fluctuating kind of sensibility. Being seriously ill is not by any stretch of the imagination incompatible with being happy.

Havi discovered that many healthy people were less happy than she was, despite her chronic illness. “I began to notice many healthy people … making excuses for their unhappiness or just accepting it, complaining about trivial things, reliving the past for decades on end, refusing to take responsibility for their well-being, for their lives. I began to see how many sources of unhappiness there are; mine was only one of many sad variations on a theme. I learned to discern excuses from reasons, minor mishaps from crucial events and self-indulgence from true accommodation of inner limits.” 

THE SCIENCE OF HAPPINESS

Ways to Become Happier

VO: Choose the activities that work for you, and make a habit of them. All are familiar, and ways to practice each of these activities are spelled out in detail in The How of Happiness. 

S. Lyubomirsky: I talk about 12 different particular strategies that people can use to become happier, and that’s part of the 40 percent of happiness that people can control. I chose 12 because there all supported by scientific research. And that is actually something really unique about my work and my book is that everything that I recommend to people about what determines happiness, and how to become a happier person, is supported by scientific studies. So it’s not just my opinion or my clinical intuitions or observations. And what are some of those strategies? They’re not anything that’s going to really surprise anyone. They’re things like trying to be grateful for what you have. Doing acts of kindness for others. Being more forgiving. Following important goals. Physical exercise, meditation, spirituality, religion, if that’s appropriate. So lots of different activities that people can engage in.

S. Lyubomirsky: The notion of fit is really important, Some of those things are going to be beneficial for some people and not beneficial to other people.  So it’s very important to determine which kind of strategies you feel natural engaging in, and you think you would enjoy that you might benefit the most, and then really focus on those ones, and not try to do everything.  

All of these strategies take a lot of effort.  It’s something that you need to follow on a regular basis every day of your life, maybe every week for the rest of your life.  

Express Gratitude

Count your blessings.

S. Lyubomirsky: when it comes to gratitude no one’s life is perfect. We all have good things about our lives, and bad things about our lives, and it turns out that people who are happier are more grateful for what they have.  Maybe you have a health problem, but you have a wonderful family that supports you. 

Or you have a job that you like, or hobby, or house that you like. It’s very important to really focus, pay attention to those things, to really appreciate them. In one experiment that I did with my students we asked people to write gratitude letters once a week for a period of 8 weeks, to individuals from their lives that have been kind to them, but who they’ve never really properly thanked. People wrote letters. They didn’t share the letters. They just wrote to themselves. We found that people really got significantly happier, and were able to sustain that happiness for as long as nine months after our study was over.

Cultivate Optimism

S. Lyubomirsky: Think about a year from now, 10 years from now, maybe even a month from now. And things are going well, or things have gone as well as you could possibly have expected. What is that like? It’s basically an exercise in optimism.

Practice Acts of Kindness

Learn to Forgive

Nurture Social Relationships

VO: studies show that if you do nice things for other people, and if you don’t obsess about grudges or hatreds, you will feel better yourself.

S. Lyubomirsky: helping in general and doing acts of kindness is very strongly associated with happiness


S. Lyubomirsky: people can nurture and invest in their relationships. Because research shows that people who do invest in their relationships, who have good relationships are a lot happier than those who don’t. And a lot of those strategies are really pretty simple. I mean they involve making sure you spend time with people. Whether it’s friends or spouses, lovers. And remembering to appreciate them, to praise them.  Say something nice to your husband or wife when they come home from work. So it really has to do with time with the social support, emotional support is very important.

N. Christakis: If my friend’s friend’s friend becomes happy, or conversely suffers some calamity, it ripples through the network and can affect my own happiness.  Individuals who are seriously ill have effects on countless other individuals to whom they’re connected. Sometimes, individuals who don’t even know them, to whom they’re connected indirectly, and ALSO conversely, the well being of the sick individual depends on happenings in their broader social network as well, a kind of cascade out from and back to the affected individual.

Children

VO: Some people find that children bring happiness, but the scientific studies, to the surprise and sometimes disbelief of even some of the scientists, show otherwise.

S. Lyubomirsky: I dedicated the book to my kids, and sometimes I’m asked about that because studies show that people who have kids are actually less happy than those who don’t have kids.  And I don’t really know how to explain that finding.  Part of me really doesn’t believe the finding.  I think that maybe we’re not measuring the right things.  I mean, I certainly feel like having kids makes me incredibly happy.  On the other hand, as I mentioned, people who don’t have children are even happier; and the more children you have, the less happy you are, it turns out.  And this is children of different ages, so it’s not just having babies makes people unhappy.  I do think that children give people a sense of meaningfulness and joyfulness that is really hard to capture in a scientific study. I also want to add that certainly people can and have a very fulfilling and happy lives without children and also without partners, people who are life-long singles and childless and single can be very happy and fulfilled, and have very strong friendships and networks and jobs and hobbies

Avoid Overthinking and Social Comparison

N. Christakis: people who get a very serious illness ask the question “why me” ,,, most people come to terms with the fact that they are ill, they realize that illness affects everybody and that we all die. And some people perhaps more than others are more philosophical, and perhaps are capable of greater or lesser equanimity But I think everybody struggles with the question of what’s the meaning of the fact that they have fallen seriously ill. … every serious illness is unique and every grief is unique, yet grief and illness are such fundamental human experiences that most people have

Develop Strategies for Coping

Whether by writing or talking, try to make sense of what’s happening in your life; develop a personal narrative, a story of your life as it now is.

S. Lyubomirsky: sentences have a causal structure, A leads to B leads to C. And so that really helps you systematically analyze what’s happening and try to understand it, try to gain meaning from it. Whereas if you just sort of think about it you can really be overwhelmed and be dominated random thoughts and images which are more chaotic and less organized than writing. Coping is really about finding meaning and changing your attitude towards a bad situation, and also taking steps to do something about the situation, if not for yourself for others.

Live in the Present, Experience the Flow

Savor Life’s Joys

Be Physically Active

Havi found that living in the present is tremendously important to happiness, and this is reaffirmed not only by philosophers, but by numerous psychological studies.

J. Seifter: fighting this tendency of disease to take something away from you, to find your area of comfort, your comfort zone, is very, very important ,,,  Some people have diseases that are very difficult to find a time to be comfortable or to be happy … I talk about a patient who has a bone cancer known as Multiple Myeloma that provides terrible pain to the patient.  … I ask the question, ‘Do you always think about your illness or are there times that you can escape?’ and it turns out that if he was in an easy chair next to the window looking out in the yard, he could lie in that easy chair and he could forget the illness and he could think about other things, so it might be something as simple as that.  My view is that everyone needs an easy chair and you need to help them find out what it is.

S. Fleishman: From a physical point of view, we encourage people to do some exercise during their treatment, again based upon what they’ve done before. . . . we’ll have people walk around their apartment; if they live in a private home, get a watch walk up and down the steps for ten minutes, timed by the watch.  No matter how much you go, doesn’t make a difference as long as you time it; increase the number of flights of steps, increase the time on the watch twice a day; by the watch, not because the people feel that they have to do it but because it will help them.  And then for people who live in apartment houses, and many do in New York, we have them walk into the hallway and then into the backstairs, again to stimulate the start of movement during the course of their care. When the weather is warmer for our people who live in the suburbs, we encourage people to get outside or even go to a mall.  A shopping mall has great places to walk, about 8 to 9 o’clock in the morning; it’s always 67 degrees and generally not crowded.  So we encourage people to exercise during this period of time. We then have a variety of exercise programs that people can come to and they are varied depending on the type of cancer and where they are in their treatment.  One of them is a very popular yoga program that we run at both of our hospital sites.  It’s run by a yoga instructor and also a cancer survivor and she’s very good at estimating how much movement somebody can have.

S. Lyubomirsky: positive emotions have been shown to undo negative emotions, so that applies to people who are undergoing really difficult experiences where there is a lot of negative emotion.  Just doing even little things that make you feel good, that make you happy, can really be an antidote to some of  the negative feelings and can make you happier overall and can help you cope and adjust with that.   

Commit to Your Goals

S. Lyubomirsky: every happy person has a goal, something that they look forward to, something around the corner, something that they strive for.  And it turns out that it’s really the striving towards the goals that’s more important to happiness then actually reaching the goal …goals can be short-term but it’s very important to have something to look forward to.  To have something that has meaning.

Choose Your Goals with Care

S. Lyubomirsky: You have to make sure that those goals aren’t just any goals.  People who just sort of strive for money, beauty or fame, are actually less happy then those who strive for what I call intrinsic goals,... you own them, they’re your goals not your parent’s goals or someone else’s goals for you, and there are goals that really foster your own growth and connections with others

Practice Religion and Spirituality

J. Seifter: I often now ask how an individual, what belief systems does somebody have that might help them.  …  prayer comes up quite frequently and it’s something that I’m interested in learning about even though it was never in my vocabulary in medical school.

S. Lyubomirsky: a lot of people become more spiritual or religious after or during traumatic kinds of experiences, and the research shows very clearly that the more religious, the more spiritual you are, the more you attend religious services, the happier you are and the better able you are to cope with negative things.  … Part of it might be a sense of purpose in life or meaning in life that you might gain with religion.  … I don’t want to say that you have to be religious or spiritual to be happy, it’s just one of the strategies that might possibly be effective.

S. Fleishman: Religious support is one of those elements of social support that is much more important to some people than others and for those people, we try to help them access whatever spiritual beliefs they have as one of those support mechanisms.  There are people who have never been religious and will maybe toy with the idea of finding religion at a crisis in their lives and I think for some people that works and for some people that doesn’t

Find Ways to Meditate

There are many ways to meditate, and many different states of mind induced by meditation. Dr. Benson’s method elicits a relaxation response to stress – not fighting, or fleeing, but relaxing. All that’s needed is a repetitive action or thought, a willingness to let any other thoughts go, like clouds passing from the sky, and a return to the repetitive action or thought. 

When this happens, your body and mind change.

H. Benson: We discovered that when a person repeats a word, a sound, a prayer, a phrase or a movement and then disregards everyday thoughts when they come to mind, there’s a set of physiologic changes within the body.  Your metabolism decreases.  Your heart rate goes down.  Your breathing goes down.  Your brainwaves get slower. 

Even running is one of many ways to achieve this meditative state of mind, this physically measurable relaxation response. 

H. Benson: people talk in our culture about runner’s high

S. Lyubomirsky: People who do meditation on a regular basis become happier over time, and actually even their brains change . . . actually show patterns in their frontal cortex that are more consistent with positive emotions.

Act Like a Happy Person

S. Lyubomirsky: acting like a happy person turns out to also be an effective strategy; people just respond to you more positively if you look happy, if you smile . . . when you give a genuine smile which is called the dushen smile it actually sends feedback through the muscles in your face that makes you feel somewhat positive.  It sort of gives you a positive boost.  And so acting like a happy person is actually one of the effective strategies for becoming a happier person

DIFFERENT MEDITATIONS

In Living and Breathing we see Havi sit in formal meditation, and also do yoga; we see Amy Farber swim to clear her mind, and we see Corine sing. Scientific studies, and the experience of many experts, show that meditation can heal the mind. Brain scans clearly show that a meditating mind is in a different state than a mind beset with everyday thoughts and fears. There are many different ways to achieve such a state of mind, and indeed many different states of mind to be achieved.

Dr. Herbert Benson of Harvard Medical School wrote The Relaxation Response many years ago, and it is still in print. Practicing a simple form of meditation for 20 minutes a day can trigger a cascade of measurable physiological effects, including lowered blood pressure, heart rate, and breathing, which relieve stress, combating heart disease and other ailments. Specific directions for how you can do this yourself: http://www.relaxationresponse.org/steps  The science and medicine are also addressed at www.thehealingwithin.org and in a documentary available there. 

Dr. Jon Kabat-Zinn is the founder of the Mindfulness Center at the U. Mass. Medical School, and of mindfulness based stress reduction. http://www.umassmed.edu/cfm/home/index.aspx  His programs are taught by over 600 practitioners listed on the website, who teach a wide range of meditative practices for various purposes and circumstances. Listen to our interview with Dr. Kabat-Zinn on the DVD, He is the author of many tapes and books, including Mindfulness Meditation for Pain Relief; Guided Practices for Reclaiming Your Body and Your Life

The benefits of meditation are established by many studies cited in Dr. Lyubomirsky’s book, and referenced by others in these materials.


