Disease or Dis-Ease

A Conversation between patient and doctor

Laura had completed her adjuvant chemotherapy 4 months ago.  I was glad to see her back, this time without a wig and looking more fit. When I asked her how she was feeling she told me she was worried that the cancer would come back.  “I feel as if it’s stalking me, just waiting for me to let my guard down,” she said.  “And I have this pain in my back.  How do I know it isn’t a metastasis?”

After a few more questions it became clear that as much as she hated the chemotherapy she felt safer knowing that anything strong enough to cause those side effects had to be powerful enough to protect her.  She missed seeing the nurses every few weeks and even the lab technicians who had become familiar.  Without the frequent encouragement she felt alone.  Even her friends who had taken her to appointments called on her less often.

What have you been doing for yourself? I asked.  She had tried a support group but it was too depressing because one of the women there had a recurrence.  She was taking 14 different herbs and vitamins because she saw on the internet how they cured cancer.  She was eating only raw fruits and veggies and no sugar or meat; this was a problem because she had to cook separate meals for herself and her family.  She had returned to the gym and yoga classes, which did make her feel better. She was beginning to lose some of the weight she had put on during treatment.

She admitted that the back pain, which had only begun yesterday, was probably a result of the gardening she did over the weekend.  She still wanted to know if she needed a bone scan.  “My friend Sonya gets blood tests and scans almost every visit.  Why don’t you do that?  She worries until they come back normal and then feels better knowing there is no cancer.”

How long does the reassurance last? I asked.  Laura admitted that her friend’s worries returned quickly, as soon as she read or heard about somebody having cancer or a new “miracle” treatment she hadn’t received.

The cancer isn’t stalking you, I explained.  A normal test doesn’t prove you don’t have cancer, just that the test is not sensitive enough to show cancer if it’s there.  Sonya’s anxiety will never be eliminated no matter how many tests are done.

Cancer is a thief, not a stalker.  Cancer steals your peace of mind.  It robs you of the happiness in your life you have earned. It diverts your attention away from the joy of your children, the beauty in nature, your relationship with your husband. 

Laura sighed, “I just wish I could go back to my normal life before cancer.  I was happy then.”  

I answered the implied question. Unfortunately, you can’t become a ‘cancer virgin’ again.  The experience of cancer alters your view of life permanently. For almost everyone, it becomes a frame around his or her experience.  Everything is put into the context of ‘I had cancer.’  For some people it becomes a reminder of how precious and fragile life is.  For others it is only a constant shadow that makes them think of death.
The good news is you are inherently healthy.  Just as your body is healing from the treatment, your mind and emotions are healing from the entire experience.  Eventually you will not react each time you feel a pain and assume it’s cancer.  Eventually you will be less vulnerable to those accidental reminders that you had cancer.  You do need to learn some skills to speed the healing.


First of all you have to discriminate between having cancer and the fear of having cancer.  Both are real.  Both require treatment.  The treatment for distress, however, is different from the treatment for the cancer.  The fear of cancer is different from the cancer itself.


Laura interrupted, “How do I know if it’s the cancer or my fear.  They feel the same to me.”

You make a good point, Laura.  Sometimes a new symptom will develop and you won’t know what it is immediately.  Pay attention to it.  What does it feel like?  Where is it?  What makes it worsen?  What makes it better?  Is there a pattern to it?  Is it associated with eating, with movement, with a bowel movement?  The more information you bring to me the easier it is for us to figure it out.

You can’t always know if a symptom is cancer or not until you analyze the circumstances.  The context of the symptom is important.  If you have had chronic allergies and asthma and you develop a cough and feel short of breath, an asthma attack is more likely than lung metastasis.  If the pain in your side goes away after a few days it’s more likely muscular than a bone metastasis.  Investigating the symptom sometimes takes detective work shared between patient and doctor.


Sometimes I may have to observe its pattern for a longer time.  Generally a pain that lasts less than 2-3 weeks is not dangerous. With your observations and my medical experience often I can figure out what is happening just from examining you.  Sometimes we need some kind of test to sort things out. It doesn’t have to be a PET scan or MRI, however, for every complaint.  Of course, if the symptom is dramatic—vomiting blood, pain so intense it interrupts your activities, passing out—that deserves immediate attention.  Unless we already knew the cause of such a severe symptom, tests would be appropriate


There are clues that suggest the problem is fear of cancer rather than the disease itself.  Sometimes you will have suffered an “emotional ambush” that reminds you of your own cancer. You read about a movie star’s death or there’s an article on new treatments.  It makes you think about your own experience.  Your health hasn’t changed but your worries have been triggered.


Some people are by nature worriers.  They may feel more equipped to deal with bad news if they anticipate it. They may be familiar with the accompanying feelings of palpitations, tight muscles, diarrhea, etc. that accompany their fears and recognize the worry element in the symptom.


Sometimes you have insight that the symptom is not a big deal but need reassurance that you’re not missing something.  It’s okay to ask for the reassurance directly.  Acknowledging that it is your fear speaking allows it to be heard for what it is, a genuine sense of vulnerability that accompanies any significant illness.


Laura, you are intelligent and have a good intuition. You have the wisdom to know if something is really wrong.  You haven’t regained your confidence yet.  The aftermath of cancer is like a Post Traumatic Stress Disorder, PTSD. Like a soldier in Iraq, after being exposed to war—the war on cancer—it can be a challenge to trust in peace again.


Your fears are just as legitimate as any other medical problem.  They need to be treated effectively so that the quality of your life is protected, just as the cancer treatments protected the length of your life.


Laura responded. “What about the tests my friend Sonya gets? Aren’t they important?  I know a normal bone scan would help me be more confident in my intuition. Right now I trust a test more than myself.”


Tests are important.  I use them to get information I can’t get otherwise.  But tests have their limits.  They can’t provide 100% certainty.  Every test has both false positives and false negatives.  That means that sometimes they will indicate there is a problem when actually you are fine.  Sometimes they will be normal when there really is a problem.  


The desire to know you are safe, to have a guarantee, is the most human of wishes.  Doctors look for certainty also.  They want to reassure themselves as well as their patients that all is well.  What doctors know, however, is that a normal test does not prove there is no cancer.  Every test has its limits.  A PET scan cannot find a cancer if it is too small.  A blood test cannot detect cancer if it is too small. 

There is an irreducible level of uncertainty in life.  The diagnosis of cancer can shatter the illusion that nothing bad will happen to you.  It inevitably brings up deep thoughts about life and death. A near miss in an auto accident does the same thing but it’s over quickly and you can go back to feeling safe.  Because many cancers have some lingering risk of recurrence, regardless of favorable prognosis, the sense of vulnerability remains. At some point you have to accept that uncertainty and go on.
“I don’t want to keep running to you with every little thing,” Laura said.  “What can I do to reassure myself when I’m afraid?  What are the coping skills you mentioned?”


I told her about an article, Overcoming Fear: HALF Can Make You Whole, which described the nature of fear and four specific tools to use. I told her they were Hope, Action, Love and Faith.

 Fear is always about the future.  If there is a tiger in the room there may be danger.  If you are afraid there might be a tiger outside the door when you leave, that is fear. 

“But how do I know for sure there isn’t a tiger waiting for me?  I can’t see through the door,” Laura burst in.

Fear is just the anticipation of something happening that you don’t want.  Hope is the anticipation of something happening that you do want.  If you can redirect your thoughts to a desirable future you convert fear to hope.  If you can’t redirect your thoughts to a more optimistic goal, return to the present moment.  Concentrate on your breath. If you stay in the present, you can be fearless, since fear only occurs when you leave the present moment and to the past or future.

“ What if I simply can’t change what I’m thinking?  Sometimes I feel stuck.”

Fear can be paralyzing.  Taking action removes its grip on you. If you need to improve your diet, exercise or lifestyle because it will help you become healthier, take that first step.  If you have questions about your illness or treatment, do the research or ask someone to get the answers.  If you do something constructive you are moving toward a healthier future.  You are no longer immobilized by the fear, having escaped its grip, even for a moment.  Sometimes fear masquerades as an endless search for ‘the Answer.’ While you are reading yet another article or seeking yet another diet in hopes it will offer ‘the perfect solution,’ you are unable to act upon the information you already have. There is a saying, ‘Perfect is the enemy of good.’  Be willing to act even when some fear remains if you know that it is fear that is holding you back.

Laura confided, “Some days I feel so small and helpless and alone.  All I want is to feel my mother’s loving arms around me and hear her tell me everything will be all right.”

Fear occurs when the problem you face seems larger than you are.  By gathering the support of loving family and friends, you become larger than the cancer.  Fear depletes your energy, leaving you too exhausted to do the very things that would overcome the fear.  You receive energy from the people who care for you.  It can be as tangible as feeling your spirits lifted after hanging out with friends at dinner.  It can be as subtle as knowing they are praying for your wellbeing.  Cancer can bring out the best and the worst in people.  Some mere acquaintances may be so sensitive and understanding that they become important parts of your support system.  Other friends, because of their own limitations, may not know how to help you with your problem and burden you with theirs.  Selecting the people to help you overcome fear requires knowing who can help you emotionally and being with them when emotional resources are needed.  

“I wish I had more faith in the future,” Laura said quietly. 

I pointed to the sign on the wall that says “Trust Goodness.”  Faith is not limited to religion.  Sometimes, even after redirecting your thoughts to a more optimistic future, acting decisively and surrounding yourself with loving friends, there are doubts and worries that have no answers.  We really don’t know what the future holds until we arrive there.  Faith in a Deity, faith in yourself, faith in your doctors or in medicine all work.  Faith is a legitimate response when no other answer is acceptable.  Faith is the illogical belief that things will turn out okay even when you don’t know exactly how that will happen.  Faith is not denial, where the reality of possible adverse outcomes is ignored. .  Faith is the confidence that no matter what happens you will cope with it.


It was clear that Laura was thinking about what I had said.  She wasn’t fearless yet but she had less fear than when she came in.  Developing the coping skills to deal with uncertainty and vulnerability only comes with the experience of being afraid at times and finding out that good things happen, not just bad things. Overcoming fear and trusting goodness, as well as healing, takes time.

William M. Buchholz, MD

June, 09

References 

 Overcoming Fear (http://www.buchholzmedgroup.com/publications.html  Overcoming Fear
