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For most people, a diagnosis of cancer is the most serious threat to their existence they will experience.  Regardless of the type of cancer, it forces them to confront their own mortality and re-evaluate their life.  Managing the fear and anxiety can be an enormous challenge, requiring a profound shift in orientation. The new reality presents a torturous road to navigate.  They need all the help they can get. When one is most fearful, overwhelmed, easily confused, and unwell, one cannot digest complicated information about drug options and choices.  Yet that is what is demanded at the most vulnerable of times.

The enormous groundswell of sadness and fear on diagnosis often comes and goes with treatment, depending on how the cancer is responding. Progress or lack of it is subjective and unreliable as a base on which to assess one’s likelihood of survival, yet it is hard not cue on any sign of hope.  Hope and fear trade places from time to time in the minds of many cancer patients.

Once conventional treatment is over, there are no words to describe the new reality that sinks into consciousness:  that cancer can return at any time, and if it does, a cure is unlikely. Hyper-vigilance sets in. 

I am speaking from the perspective of a cancer patient who has been there. I am a 62 year old Caucasian Canadian woman, who was diagnosed in November 2007 with stage 3 inflammatory breast cancer, a locally advanced, invasive carcinoma. IBC is considered to have a much lower survival rate than other kinds of breast cancer – 18% survive five years.  I am in the final weeks of treatment that has included the primary allopathic therapies of chemotherapy, surgery and radiation (in that order), more surgery and hormone manipulation - over the past 14 months.  I still suffer from persisting side effects that may or may not resolve, and a weakened body, every part of which has been impacted by the treatments I have endured.  I have also relied on complementary preventative therapy in the form of lifestyle changes, diet management, alkaline water, supplements, exercise, meditation, hypnotherapy, energy psychology therapies, belief reorientation, emotional healing, quantum biofeedback, therapeutic massage and physiotherapy.  I am currently considered to be ‘in remission’ and am reclaiming my body and my life.

In many respects, I feel well served by the medical professionals I have worked with over the past 14 months. I have encountered many caring and highly competent practitioners, who have made the journey so much easier for me.  I feel fortunate to have had an oncologist that ‘listens’. (She told me of a recent study, which identified that only 22% of oncologists ‘listen’ to their patients!)  She has been supportive and kind to my family and me and I am very grateful to her for that.  She has managed my treatment in a very professional way.  

Her job has also been to advise me of my options and chances.  She identifies for me widely accepted statistical averages, and the most conservative estimates on my chances. For me, that translates into a 50% chance of the cancer recurring in two to five years.  

If there is nothing I can to do change these odds, then to absorb and accept this prognosis puts me in the untenable position of having no control over my life and succumbing to helplessness. Loss of control is one of the most difficult aspects of dealing with cancer. The arising despondency has a suppressing effect on my immune system. Yet I am of the firm conviction that taking responsibility for my own well being to the greatest degree possible is the healthiest thing I can do for myself. Frankly I’d rather do everything in my power to heal, than accept the statistics as the story of my life, even while knowing that the ultimate control of my fate does not rest in my own hands – or my oncologist’s.

It is no wonder that many have rallied to declare we are all on one journey with the destination of conquering cancer.  It would seem to me that new ways of thinking are required if we are to step up our current approaches.  To do this, the field has to pull together, open to new perspectives and access all resources available. 

Yet, with few exceptions, the Western medical community remains firmly conservative when it comes to the inclusion of non-medical or health therapies which are sometimes referred to as ‘unproven”. I refer to the use of preventative complementary or alternative therapies. These are not accepted or encouraged because they have not been subjected to clinical trials, even though they may have extensive anecdotal evidence to support their efficacy.  (‘Preventative’ in this context means treating cancer and the side effects of treatment, preventing its recurrence or promoting health and well-being.) Despite this discouragement of the use of preventative therapies, it is estimated that up to 70% of patients use these therapies, during and/or after treatment. The medical community appears to close their collective eyes or remain in denial on this widespread use by their patients. There appears to be disinterest in testing the benefits of even a limited range of preventative therapies.  

Instead, most practitioners of the allopathic medical tradition focus on the potential negative outcomes that preventative therapies can produce.  They are dismissive of all preventative therapies that have not been subjected to the rigor of clinical trials, and use this lack of conclusive evidence to justify their position:  preventative therapies could cause complications. Speaking with professional authority and expertise, they identify the issue of drug interference or treatment interference as the justification for avoiding any “questionable” or unproven substances or therapies.  They claim no safeguards from unethical practitioners, and prohibitive costs as disincentives. All of this is very hard to argue with when one is a novice in the world of cancer, not wanting to diminish the effect of one’s conventional treatment, and knowing that drug interference is a very legitimate medical concern. An informed choice is not available to the patient when negatives are highlighted and positives are minimized by the medical professionals one turns to for help.  If, despite this biased orientation, large numbers of patients still choose to include complementary therapies, what does this infer about the patient’s ability to make wise choices that are in her own best interests?  That she is foolish, naïve, blind or in denial? Such inferences do patients a great disservice and are highly disrespectful. 

Yet to prove conclusively that preventative therapies are effective to their users, huge clinical trials would have to be done that track these therapies over many years. Research will never be adequate to be conclusive.  The current goal of clinical trials is to establish a new “gold standard” for treating a particular type of cancer, improving on the effectiveness of the previous standard treatment.  This keeps the focus of research within the existing parameters of the western medical system. 

Giving women a sense of control over their lives and keeping hope alive are extremely valuable in their own right.  It would appear to a cynical end user, that by not recognizing these and other potential benefits of preventative therapies, conventional medical practitioners protect their turf and can take full credit for positive outcomes and not be required to consider other “outside” influences on outcomes.  Unless, of course, those outcomes are negative, and then preventative therapies can be blamed for providing interference, misleading or harmful encouragement, or false hope, thereby contributing to negative results. 

It’s not that I am in denial or unrealistically optimistic. I believe that if it is my oncologist’s responsibility to be conservative, it is mine to take care of myself, on a physical, emotional and spiritual level every day.  It is my belief that one needs to think positively about surviving this disease.  My life experiences do not allow me to believe that my orientation is irrelevant or harmful.  Her ‘reality check’ tends to ignore the interconnectedness of the body, mind and spirit, and the effects of one on the others.  It relies on cell biology and the clinical trials that support different drugs and treatment options and ignores the biology of belief and intention and their effects on healing, as well as the spiritual base of life. Her conservative attitude, to me, inevitably feels negative and is based strictly on the medical system’s estimates based on response to medical treatment models.  Of course, she tends to see much more of the 50% whose cancers return, than the 50% whose cancers do not. By her own recognition, her perspective is affected by this. 

 I have found my oncologist reluctant to discuss complementary therapies.  She deflects my questions on supplements and other non-medical remedies to the oncology pharmacist. This has the effect of invalidating my search for helpful approaches outside of the medical system, and reducing the benefits that can be accrued by pursuing health.  Her perceived bias creates a barrier between us. It is not just my oncologist:  it is a system in general that holds tightly to the view that “external” therapies are to be managed and not encouraged.  

Case in point:  therapeutic massage.  Friends were of the view that it would be comforting, and reduce the stress which most cancer patients, myself included, find inevitably accompanies treatment.  But I hesitated to pursue it because I was confused as to whether it would be helpful or not, based on conflicting information about how it might stimulate the movement of the cancer cells in the lymphatic system. (There was no basis for this concern that I was ever able to identify.)

 The benefit of stress reduction in its own right is not to be underestimated.  Therapeutic massage was greatly relaxing. When I started weekly sessions some time after my last surgery – my only regret was not starting it much sooner!  But the relief it also provided for the lingering effects of the surgery – namely the clearing of scar tissue and adhesions, the facilitation of lymphatic drainage, and the pain related to these - was unfathomable.  In fact, after several sessions, I could only think that every breast cancer patient should have an opportunity to benefit from this treatment as I did.  I was so very fortunate to be connected to a highly skilled practitioner, Susan Chapelle, who understood the healing process as an integral part of her training, and had worked with hundreds of cancer patients.  

Referral or the suggestion that I seek out therapeutic massage did not come via the western medical system, even though my surgeon and oncologist were aware of my symptoms relating to lymphatic fluid build-up in particular.  I am not even sure if they would have suggested it for stress relief!  Had my oncologist been open to its benefits, she might have earlier suggested it to reduce the stress associated with chemotherapy.  Had the cancer clinic been interested in ameliorating the discomfort and fear associated with chemo, they might have explored how to incorporate it into treatment in the clinical setting.  I am left to assume that the abyss separating the medical profession from the supposedly unorthodox practice of the preventative therapy of therapeutic massage was too great to bridge!

Here is what I have learned about cancer.  Cancer is silent; wait for symptoms and it may be too late when they emerge. One lives in fear or in faith, or in acceptance of this reality.  This is called ‘living with cancer’. One knows that whatever one’s approach, one may die. One’s journey through cancer is far from predictable.  There continue to be many unknowns when it comes to its causes, how and under what conditions it responds to treatment, and what causes or prevents recurrence.

Conflicting information makes it impossible to have confidence in any test results:  a ‘cure’ is to be symptom free at 5 years from diagnosis.  Terminology is ambiguous:  ‘cancer free’, “no evidence of cancer” does not tell the story at a cellular level.  As I understand it, only a pathology report can do that, and still the pathologist analyzing the tissue could have missed one elusive cancer cell. And one cell is all it takes for the risk to continue, and effectively removes the immense relief of knowing that one is ‘cured’ or could ever be cured, especially as it may take many years for cancer to re-establish itself.  One lives with that uncertainty.  Of course, it is a life lesson in the wisdom of insecurity, however, cancer ups that ante also.

As cancer patients, we don’t have years to wait to get the profession’s green light for exploring preventative therapies. What stands in the way of the established western medical community changing their approach to preventative therapies, especially since 70% of patients are using them and so much of conventional treatment is experimental anyway? The following comments are respectfully offered from a patient’s perspective. 

1. Occupational blindness to other ‘therapies” practiced around the globe that are outside the bounds of allopathic medicine as practiced in the Western medical model is irresponsible. Open mindedness is required. 

2. The medical community needs to welcome innovation and new approaches to healing. Conventional medical oncology professionals, whose focus is on disease, would do well to work in partnership with practitioners whose focus is health, wellness and healing. If so many people turn to complementary treatment, wouldn’t it be more helpful to try to work with preventative therapists in the overall treatment plan rather than marginalize those therapists to patients and minimize the effects of their work? Only by bridging the difference between the two fields of practice can answers be found that more fully benefit the patient and a wider range of treatment options and services be identified.

3. To undertake time-consuming clinical trials to obtain ‘proof’ of efficacy is to delay the potential for help and healing for many years.  In my view, there is sufficient anecdotal evidence to justify allowing patients the opportunity to choose and take responsibility for their own choices, with the knowledge that results are not proven or conclusive. After all, medical professionals don’t know with certainty how one will respond to conventional treatment.  There is no proof that anything will “work” if work means cure.  This includes chemotherapy, radiation and surgery.  A double standard seems to dictate practice.  No one knows why some people beat the odds and others succumb. There continue to be many unknowns when it comes to cancer and its treatment.

4. Responsible testing of preventative therapies needs to be encouraged and accelerated.  While not being as extensive as clinical trials, such studies may provide a significant basis for use of a preventative strategy in combination with conventional practices. It is the patient who stands to benefit from this testing.

5. Oncologists would do well to encourage open communication with patients regarding complementary therapy, not limited to discussion of potential drug interference or potential negative outcomes.  If oncologists were to encourage unbiased communication on this subject, there would be less distrust on the part of patients towards the medical community in general. 

6. The responsibility for initiating this conversation should rest with the oncologist, not the patient. 

7. Autonomy, responsibility taking and informed choice are powerful factors in healing that should be encouraged whenever possible, whether they relate to conventional or preventative treatment. We all need to ask different questions that take us outside conventional thinking and conventional medicine.  It is in the ongoing interest of patients as they deal with their disease.

8. The medical community would do well to consider creating a position of “mentor” for cancer patients, at arms length from the medical team, (or a required discussion group for patients led by such a mentor) to talk openly about therapies and help patients deal with the information overload and emotional overwhelm and to encourage and support them on an as-needed basis.  This person could be informed about conventional and complementary therapies and have personal experience of cancer.

It is my belief that the inclusion of preventative therapies in the treatment plans of cancer patients would go a long way to assisting those patients to take responsibility for their own healing, increase their comfort level, reduce the effects of some side effects, re-orient people to health, improve their quality of life and decrease their dependence on the medical system. Patients need all the empowerment available to them. They need to know as much information about their options as possible.  Hope is not irresponsible and patients are not misguided when they engage in it in the pursuit of their own health. It is a more powerful healing attitude than fear and helplessness.

Entrenched thinking and a need to control the treatment package, doesn’t acknowledge that there are many ways and approaches practiced around the world; it doesn’t allow for innovation and growth, and it doesn’t recognize that ultimately we can all do our best but the mystery of life will always remain the domain of a higher power.  

All cancer patients and survivors would benefit from these changes. It is time for change.  To defend the status quo is irresponsible when so many who suffer stand to benefit.
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