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Coping with Cancer: It’s not a Battleground
I have been living with cancer in one form or another for eight years now.  Perhaps you’ll notice I don’t use the phrase ‘fighting’ cancer or ‘battling’ cancer. For me the key phrase is ‘living with’.  

During these years I’ve been privileged to have many enlightening conversations with my consultants about the language of coping with cancer.  Very early on, I noticed that the usual language about dealing with the disease, both from other patients and in the media, involved war metaphors.  My doctors and I agreed how unhelpful this language could be for a patient.  
I have now been around many cancer patients over these years. Some have lived and some have died. I’ve heard patients say: “I am going to fight this thing.” Other people have told me how ‘brave’ I am.   Does that mean that the ones who died should have ‘put up a better fight’?  Could they have ‘faced down the enemy’? If they died, did that mean the disease ‘won’ and they ‘lost’?  Am I surviving because I am a ‘better soldier’ than those who did not? The answer is emphatically NO.  So I began looking for another language to describe what was happening to me and what I could do about it.  In short, a way to cope that generates real and practical options.
In medical terms, here is what happened to me. My cancers reside in my blood. I was first diagnosed with a form of myelodysplasia syndrome (MDS) in 2004, and also at that time with small cell lymphocytic lymphoma (CLL). However, although the CLL was seen in my bone marrow, there was no indication that it was active in my body.  The plan was to ‘watch and wait’ and start red blood transfusions for the MDS. Over the years the CLL started to become more aggressive, so I began chemotherapy along with my transfusions.  In June 2011, I became very ill.  It turned out that not only did I have CLL but also chronic myelomonocytic leukaemia (CMML). The only course of action was a bone marrow transplant which took place in October 2011.
Having rejected war metaphors as a way of thinking about coping with cancer, what was left for me? I am not a spiritual or religious person, so turning to those arenas was not a viable option for me.  I work as a coach and consultant, helping clients work with chaos and unpredictability in their world. But the advent of my cancer, gave me the opportunity to draw on my professional knowledge for myself. I looked to what I was learning, teaching and practicing in my daily personal and business life and created a framework of options:
Using the knowledge of systems

Writing this now makes it seem that what I did was a conscious and well planned path.  But of course, it was totally haphazard and often not successful at living with the terror that accompanies a life-threatening disease. Changes to systems, be it a corporate structure, the human body or the weather, create unpredictable outcomes.  I know this.  I teach this to clients and students.  But it was quite another thing to make this connection when cancer came crashing into my life.  This disease is chaos and unpredictability writ large.
In addition, I also had to question my deeply held, old beliefs about medicine which suggested the specialist knowledge and training of my doctors would take me from A to B to C - and I would either be cured or die.  If only it was that straightforward.  My relationship with my doctors helped me to see that they would draw on anything in their power, confer with colleagues and stay on top of the latest research. But they were not fortune tellers.  Giving up my old view of medicine hugely helped me manage my expectations. I found I had fewer questions for my doctors about reassurance and comfort. I asked for facts and they gave them to me.  Did they know more than they said? Absolutely. Would it have helped me cope if they had laid out every possible outcome?   Almost certainly not. The fact is, for every case they treat there are many variables. No doctors could have the powers of prediction that would comfort me.
My focus turned to questions that I asked myself about what having cancer meant to me.  Intriguingly, the answers keep changing but the questions have held firm. This self-inquiry quite simply gives me a more realistic way to view and cope with the hideous cancer world in which I find myself. Here are a few of my questions:
· How has cancer affected me? 
· What effect is this illness having on those around me?
· What will I keep from all of this and what will I discard? 

· Over the course of this experience I have learned to accept the underlying reality of chaos and complexity as a given and a truth. Can this truth provide a sort of sanity when the whole world and my place in it seem insane?
· I can’t change the facts of my diseases, but I have power to choose which story I tell myself about them.  How can I best use this power?

Acceptance
All that alone could never have helped me cope successfully. I needed to deal with my emotions, which ranged from despair through anxiety to serenity. In his book The Happiness Trap, Russ Harris reminds us that it is unrealistic to try to be happy all the time.  He also outlines many simple and useful strategies for having feelings we can neither predict nor control.  That means dealing with all feelings - including hard, sad, terrified ones. For example, ever since my stem cell transplant the spectre of my illness stays firmly implanted in my brain. Has it really gone away? Will it come back?  When could that happen?  Will there be a possibility of yet another transplant? (Doubtful, as I am 62 years old.) I don’t know how long these thoughts will be as upfront as they are now, and I hate them being there. But rather than doomed attempts not to think about them, I try simply to acknowledge these feelings and move on. I try to make them the background noise rather than the focus of my thoughts.  And occasionally they even slip away.
Mindfulness

Learning about acceptance is very close to mindfulness.  For me, mindfulness is trying to stay in the moment without judgement; easy to say, hard to do.  Whatever I am feeling at any given moment is not wrong or right, good or bad, helpful or harmful. It just is, and it will pass.  Catastrophic apprehensions overwhelm me; what if I am dying? Will I see my beloved grandchildren turn 5, 6 or 7?  How will my husband begin to cope? What should I be doing better or different to enhance my chances of survival? I’m sure you have your own list. But acknowledging and accepting the feelings, no matter what they are, help me enormously.  It is as if I would say to you “Don’t think about an elephant.  DO NOT think about an elephant”.  Could you do anything but think about an elephant?  The same is true with feelings. Telling yourself not to think about them makes them bigger, stronger and more prominent. Acknowledge them in the moment without judging yourself and let them slide to the background, like a CD you are listening to but then realise you missed four tracks.
For the most part, people in my life have been extraordinary in their support, good wishes and love.  But sometimes they say or do things I find strange, upsetting, unhelpful or totally alien to me. Some people have even gone away.  As I had to learn to shift my expectations for my doctors, I have also had to change my expectations about other people in my life.  Without exception, no one has any malice or ill wishes toward me.  But as we all do, they are seeing my illness from their own subjective reality and trying to make sense of it in their own way.  Usually they get it right but sometimes they get it wrong.  I consider it a big part of my job as the patient not to stand in judgment on any of them.  An important piece of research shows that a key aspect of dealing with stress is finding something positive in yourself that you didn’t know was there before being in highly stressful circumstances.  I didn’t know I could accept people’s thoughts, comments and actions without judgment.  I am glad to be learning how to do this. It is a real stress buster.
Breathing

I have also found one purely physical strategy of great benefit: I practice a lot of deep breathing.  The science behind this is irrefutable.  Deep breathing creates a strong variable heart rate which is the best possible way for your body to deal with stress. Here is a download that explains what deep breathing does for you:
http://services.brainresource.com/resources/public/MyCalmBeatFinal230609.wmv . 
(This is an early intro to a product called My CalmBeat, which I use, but you can ignore the short plug at the end and just listen to the science.)  What I found useful is that it taught me what breathing can do.  I can’t tell you how many times I have been in bed feeling sick and tired from the treatments, the stress, the worry and the pain. Using deep breathing brought me a calm that no medications could provide.  It isn’t mystical, it is science.
So, that is my story.  I am now post-transplant and signs are encouraging that it is working.  But it takes a long time for the word ‘remission’ to enter the conversation.  My recovery is very mixed with good days and bad days, opportunistic infections, unexpected admissions to hospital, masses of drugs and trying to rebuild my physical strength which was hugely depleted by long-term use of steroids.  Added to all that is the desire and real financial need to get back to work. 
I am not sharing this as a blueprint or a signpost.  I am offering an alternative to the metaphors of war for people experiencing serious illness, replacing the stark dualities of ‘win/lose’, ‘right/wrong’ and ‘good/ bad’ with language that is open and allows for more nuance. It may not work for everyone; we all find our own ways. These are mine.
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