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INTRODUCTION

Madam Chair, distinguished members of the Senate Committee on Health and Human Services and the Legislative Women’s Caucus, honored guests:  Good morning, and thank you for inviting me here today to share my story of as a cancer thriver and chronic pain patient, and the impacted these medically challenges have had on my life.  

My name is Susan Matsuko Shinagawa and I am a Sansei (third-generation Japanese American), two-time primary, one-time recurrent cancer thriver and chronic pain patient.   I was born in Oakland, California and raised in the east San Francisco Bay Area.  In 1987 I moved to southern California, where my husband and I now own a home in Spring Valley, an unincorporated city in San Diego County. 

MY PAIN ODYSSEY (or How Many Ways Can a Women in Pain be Told It’s All in Her Head?)

The past seven years notwithstanding, I always considered myself to be an active, healthy individual.  Having said that, pain has been a part of my life odyssey since early childhood.  As far back as I can recall, I experienced leg pains so severe that it would awaken me from my sleep, causing me to cry out in pain.  It most often occurred in one or the other thigh, radiating down and around my knees.  I can remember my Dad massaging my legs, while Mom prepared a hot water bottle.  The combination of massage and heat usually did the trick, and I would fall back asleep.  The pain occurred so often (about every 3 to 4 weeks) that Mom would have my pediatrician assess my pain during my annual check-ups.  Of course, I was never in pain when I saw my pediatrician, since the pain almost always occurred in the middle of the night.  It was hard for me to describe the pain.  It wasn’t in my muscles; I remember trying to explain to the doctor that it felt like fire burning inside my veins.  No tests were ever ordered, just a couple questions and a few knee bends, and the diagnosis was always the same -- “growing pains”.  I stopped growing soon after I started menstruating at the age of 10, but those leg pains continue to this day.  

By the time I was 12, my menses had become regular – I’d start a new cycle every 28 days; you could set your calendar by my periods.  By age 13 I was experiencing dysmenorrhea, including severe pelvic cramping with pain radiating down both thighs beginning 2-3 days before the 8-9 days of heavy blood flow accompanied by explosive diarrhea.  I often missed school on Day 2 (and occasionally, Day 3) of each menstrual cycle, associated with the heaviest flow and most painful cramping.  Once again, Mom took me in to see a doctor, this time a gynecologist, who first prescribed aspirin for the pain, and later recommended to my mother that I take birth control pills (BCP) in order to better manage my monthly cycles.  Although BCP helped to regulate the duration and intensity of my menstrual flow, the pain never resolved.

Complicating my dysmenorrhea was a mishap that occurred at the age of 11 as I was learning to water ski.  I wiped out and hit my tailbone on the tip of a ski; the pain so great that I was temporarily paralyzed in the water.  Anyone who’s ever experienced trauma to the coccyx knows that this type of pain is agonizing.  For over 15 years I suffered with intermittent, sudden onset of acute pain in my coccyx that would literally render me paralyzed for several minutes, with horrific pain that would continue anywhere from minutes to hours.  The pain was always worse just before and during my periods, but it could just as easily be triggered by a bowel movement, sitting, standing, walking, laying down, rolling over, and sometimes laughing or sneezing.  These pain episodes occurred at least once or twice a week; at its worst, even more often.  Over a period of many years, I saw numerous physicians in multiple specialties, as acute and emergent cases, regarding this problem.  The only diagnostic tests ever conducted were either a rectal or pelvic examination (or, seldom, both).  Other than serving as a trigger for more pain, the tests revealed nothing.  One doctor told me that, if I really wanted to, I could make the pain go away.  [That would be the first, but certainly not the last time a doctor would tell me that my pain was not real.]  

Finally, in my late teens, and after having nearly a decade of pain in my coccyx (coccydynia), an emergency room (ER) physician ordered a radiographic exam, which, he explained, revealed an “arthritic-like” condition in my tailbone.  He also told me that nothing could be done to correct the problem; that I would have to learn to live with it.  So for years, everywhere I went, I had two constant companions:  a donut-shaped pillow, on which I sat, and prescription codeine tablets, which I consumed upon the first sign of pain.  As the decade of the 70’s advanced, so too did my coccydynia.  The attacks continued to increase in intensity, frequency, and duration.  However, as bad as they seemed at the time, I could not have fathomed a whole new chapter of pain and frustration that was about to begin.  

In August of 1981, I was 24 years old and had just moved back to the San Francisco Bay Area from Washington, D.C., where I had been living and working for the preceding 18 months as a Congressional liaison for a nonprofit national minority organization advocating on behalf of the elderly.  Back in San Francisco, I was assistant to the professor and chair of the department of anesthesia at the University of California, San Francisco (UCSF) School of Medicine; however, I received my medical care at San Francisco’s Kaiser Permanent Medical Center.  I began to experience sharp, stabbing pelvic pains that did not seem to be associated with my menstrual cycle.  As these pains rapidly grew in intensity, they nearly always triggered my coccydynia; the combination rendering me incapacitated for hours at a time.  As a result, over a two-year period, I saw my gynecologist (GYN) approximately ten times in Kaiser’s acute care clinic (same-day appointments).  During each visit, he would conduct a pelvic exam and then explain to me that there was no physical reason for my pain.  In the first six months, I saw him nearly monthly, during which time he prescribed three successive pain medications.  On the first appointment after (those first) six months had passed, he conducted no examination; rather, he lectured me that I clearly had an “ulterior motive” for being in pain, since there was no medical reason for my pain, and because, despite his having prescribed me increasingly more powerful pain medications, I showed no signs of improvement in my pain status.  He lectured me as I sat in his office, clearly in excruciating pain, with tears rolling down my checks.  Of course, I was not then the health advocate I am now, and so, at the time, it never occurred to me that he arrived at his conclusion having never ordered a pelvic ultrasound nor any other diagnostic test that could have informed him as to the source of my pain.  Instead, not knowing any better, I simply left his office the same way I arrived: in pain and in tears.

Despite his lecture, over the subsequent 18 months, I made another 4 or 5 acute clinic appointments with my Kaiser GYN.  It was always the same routine: he conducted a pelvic exam and then told me that there was nothing (physically) wrong with me.  Then, one day I had the misfortune (perhaps fortune) of suffering a combined pelvic/coccyx pain episode at work, collapsing to the floor as my boss worked in the adjacent office.  As I waited for my husband to pick me up at work and take me back to Kaiser to see my GYN, my boss (chairman of the UCSF department of anesthesia) placed a call to the chairman of the department of obstetrics & gynecology (OB/GYN) at UCSF.  Before I left for Kaiser, my boss told me that the chair of OB/GYN at UCSF would be waiting to see me as soon as my Kaiser appointment was concluded.  I saw my GYN at Kaiser, who, once again, conducted a pelvic exam and explained that there was nothing wrong with me.  Less than an hour later, I was seen by the chair of OB/GYN at UCSF, who also conducted a pelvic exam and almost immediately exclaimed that I had “a cyst the size of a grapefruit on (my) right ovary”.  Continuing with the exam, he found a second cyst the size of a lemon on my left ovary.  I explained to him the problems I had been experiencing over the preceding 13 years since my water skiing accident, and specifically about the severe pelvic pains I had endured over the preceding two years.  He told me that, not only were the cysts most likely the cause of my pelvic pain, it was highly probably that the cysts were creating pressure on my coccyx, thereby triggering my coccydynia, as well.  He further explained that I would require surgery to remove the cysts, as well as to ascertain their etiology and pathology.  He graciously contacted Kaiser’s chief of OB/GYN on my behalf, and, needless to say, another Kaiser GYN was assigned to my case.  Surgery revealed widespread endometriosis throughout my entire pelvic region with damage to my fallopian tubes so severe that they were both clubbed shut.  Thus, in the two years during which my (original) Kaiser GYN cavalierly dismissed my pain, he also allowed my endometriosis to advance unchecked, rendering me infertile and denying me my dream of motherhood.  

Advancing forward in my pain odyssey to January of 1991, I was living in San Diego County and working as the executive assistant to the director of the UC San Diego (UCSD) Cancer Center.  At the request of a friend and colleague, I attended an American Cancer Society (ACS) Special Touch course on breast self-examination (BSE), which she was instructing.  Having learned that my early onset of menses and being over 30 years of age without having borne children increased my risk for breast cancer, I decided to take BSE seriously and immediately began practicing it on a monthly basis.  Five months later, during routine BSE I found a prominent breast lump in the inner-lower quadrant of my right breast.  After monitoring the lump through two menstrual cycles, I asked another friend and colleague – an oncologist at the cancer center – to take a look at it.  She wasn’t overly concerned, but since the lump was easily palpated, she ordered a STAT (immediate) mammogram.  The mammogram was negative, but (again, because the lump was palpable) the diagnostic radiologist ordered a sonogram, which showed the lump to be a solid mass (as opposed to a fluid-filled cyst).  Accordingly, the radiologist referred me back to the cancer center to be examined by a surgical oncologist (cancer specialist).  After taking my medical history, reviewing the films, and examining my breasts, he explained to me that I had fibrocystic breast disease (a.k.a., lumpy breasts); taking Vitamin E tablets and lowering my caffeine intake would resolve the lumpiness.  He said to me, “You’re too young to have breast cancer, you have no family history of cancer, and, besides, Asian women don’t get breast cancer.”  According to the surgeon, I had “nothing to worry about”.  When you’re young, that’s exactly what you want to hear.

But when I went home that night, it was all I could think about.  The following morning I left a note in his office, which read, “I don’t drink coffee, tea, or sodas.  I have difficulty swallowing pills, so I won’t take an aspirin unless I’m in unbearable pain, and I don’t like chocolate.  Therefore, I really don’t think caffeine consumption has anything to do with this lump in my breast.  I am about to take a personal leave of absence, thereby giving up my medical insurance.  Before I do, won’t you please perform a biopsy -- for my peace of mind?”  I later ran into the surgeon at the cancer center.  He had read my note, and this was his response:  “Susan, I see thousands of young women like you every year.  You’ll just have to trust me; you do NOT have breast cancer, and I absolutely refuse to perform a biopsy.”   

If those words were meant to reassure me, they fell short.  I inquired with other medical professionals at the cancer center, explaining that I believed the lump had continued to grow, and that it was painful to the touch.  Unfortunately, in 1991, a widely held belief was that “breast cancer does not hurt”.  Therefore, I couldn’t possibly have breast cancer, and any concern I continued to express was passed off as “paranoia”.  

Within the month, I took my personal leave of absence from UCSD and moved to Florida to join my (then) husband, who was in the second year of Naval flight school at the Naval Air Station Milton, just outside of Pensacola, Florida.  We rented out our San Diego home and shipped all our home furnishings to Milton.  Although l was busy setting up our new home in Florida, the pain associated with my breast lump kept it in the forefront of my mind.  As a result, one month after arriving in Florida, I decided to seek a second opinion, and made an appointment at the closest academic medical center – the University of Southern Alabama in Mobile.  By this time, I was not going to take “no” for an answer, and demanded a biopsy.  I was fully awake as the surgeon excised my lump under a local anesthetic; showing it to me, he told me that it was “definitely not a breast cancer”.  When I inquired as to how he could tell, his answer was that there was so much fat around the lump, it had to have been present in my breast for “at least ten years”.  He was wrong.  It’s as vivid for me now as it was the moment I first heard the doctor say, “I’m sorry, Susan, but you have breast cancer”.  I was just 34 years old.  

I used to say that the day I was diagnosed with breast cancer was both the worst day and the best day of my life.  I’m sure it’s obvious why that would have been the worst day of my life, but it was also the best day of my life because, at the time, it seemed to be a gift -- I could see more clearly, colors were deeper, sounds were crisper, tastes were sweeter; as if facing one’s own mortality makes you appreciate and understand things at a level not before possible.  It was like being handed a map with clear directions on exactly where my life was headed. It gave even more meaning to my life than I already had.  

After I finished treatment for my first primary, someone asked me what the most difficult thing about having cancer was; my immediate response was “dealing with the medical system” – all of it.  From doctors and nurses too easily dismissing my breast lump because (they all believed) “breast cancer doesn’t hurt”; to the surgeon who outright “refused” to biopsy the palpable lump because I was “too young to have breast cancer”, had “no family history of cancer”, and because “Asian women don’t get breast cancer”; to the medical oncologist who made an entry in my medical chart that I was “hysterical and in need of psychiatric counseling” because (after being told that he didn’t have time to answer my questions) I demanded that he address all the concerns I had written down and patiently waited to discuss with the doctor since my last once-every-three-week appointment; to the hospital that continued to bill me four years after I finished chemotherapy because they wanted to collect additional monies over and above the fees they accepted from Champus (medical insurance for military dependents); and to the insurance carrier who gladly accepted my $550 monthly premium, but refused to pay for the prosthetic breast I selected because it exceeded the covered amount by $70.  Despite all that, I thrived.  

I thrived after my first mastectomy at the age of 34; I thrived when doctors labeled me as paranoid when I sought adjuvant chemotherapy for my stage I breast cancer, just months before the first reports appeared in the medical literature describing a clear survival benefit (for premenopausal women with early stage breast cancer who underwent mastectomy followed by adjuvant chemotherapy).  I even thrived after a neuro-oncologist, sitting at the opposite end of a long conference table, pompously told me that I had only 10 months to live; 24 months if I was lucky when he diagnosed my recurrent cancer.  I admit that I suffered a temporary setback during my 75-pound weight gain due to steroids, but only as I struggled to get out of bed, climb into a car, wipe myself after a bowel movement, or looked at the stranger in my mirror.  Throughout my life odyssey, there have been many times in which I have felt my medical concerns were being dismissed solely because I am a woman.  In fact, on many of those occasions, I felt that being Asian in addition to being a woman made my concerns even less valid to those whose stated profession is to help others.  However, during the period of my 75-pound steroid-induced weight gain, the callousness and ignorance exhibited by the medical profession (and the public, in general) seemed only to be surpassed by the level of my apparent invisibility.  For a while I was wheelchair bound, which seemed to seal my status as a non-person even stronger.

This was never more true than when I was in work-up for what was eventually to be a diagnosis of recurrent breast cancer presenting in my cerebrospinal fluid.  The clinical symptoms leading to my recurrent diagnosis were acute left hip pain radiating down my left leg, causing numbness, weakness, and a drooping left foot, and radiating up my left arm to my hand, and eventually, the left side of my face and retina until, within 3 weeks, I was exhibiting complete unilateral weakness.  This was combined with severe pain in my lumbar spinal area, acute chronic headaches, and severe chronic nausea and vomiting.  Even before a diagnosed was reached, I was prescribed high-dose steroids for pain and chronic nausea.  When I inquired about any potential side effects, my physician told me that I “might experience some minor weight gain”.  Thus, I was completely unprepared for a 75-pound-self-esteem-eroding weight gain and numerous other ensuing health problems (including the added pressure all that weight placed on my back and spine).  Having been given a prognosis of 10-months, my husband and I sought additional opinions from several experts.  More times than not, the doctors would talk to my husband about me in my presence, as if I was not there.  (To my husband’s credit, he always admonished them to speak directly to me.)  

In March of 1997 I began intrathecal chemotherapy (administered directly into the cerebrospinal fluid) (daily x 5 days every other week) administered via an Ommaya catheter that had been surgically implanted in my brain, plus radiation therapy to my lumbar spine (daily x 5 weeks).  Almost immediately, my chronic nausea and vomiting became even more debilitating.  Completely unable to keep any foods or liquids down, I required IV hydration provided by home health nursing.  (The cruel irony of that living hell was that I continued to gain weight.)  Two-and-a-half weeks into my daily x 5-week radiation regimen, I told my husband that I wanted to quit; a week later I asked him to call Dr. Kevorkian – and I wasn’t kidding -- the combination of unaddressed, excruciating pain and relentless nausea and vomiting was unbearable.  But he convinced me to hang on for the remaining two-and-a-half weeks.  Even before I completed radiation, I began to notice that my left-sided weakness was resolving, and by the time I completed radiation therapy, it had all but disappeared.  Through seven more weeks of additional intrathecal chemotherapy, with persisting headaches, nausea and vomiting, and lumbar pain, I relished a small victory in no longer being bound to a wheelchair.  

One week after I completed radiation, I developed a headache so intense that I became unintelligible.  By the time my husband drove me to the ER, I was delirious.  It was 6:00P on a Friday night.  I was put in a room right away so that I could lie down, but despite my obvious pain and suffering, two hours passed before we saw a doctor -- the ER Resident (physician in training) in charge of my case.  When my husband inquired as to why there had been such a long delay, his response was that they couldn’t locate my medical records (!).  Begging for relief, I was denied all pain medication; the Resident explained to my husband that he had ordered a head CT (computed tomography) scan, and didn’t want the medication to mask my pain or relieve any pressure, which might be identified during the scan.  The CT was in use at that time, and we were told we would have to wait another hour before they could get me in.  One hour turned into two; 2 hours turned into four; 4 hours turned into eight.   It wasn’t until 2:00A the following morning – after the Attending Physician (instructor physician) reported to the ER – that I was given an injection of morphine.  I suffered in agony for eight long hours in a hospital ER because my treating Resident physician was unaware that the effect of morphine is easily reversed.  I was finally taken to the CT lab at 2:45A; it revealed inflammation of the meninges (protective membrane covering the brain and spinal cord).  At 4:00A, I underwent two lumbar punctures, which revealed bacterial meningitis.  Thus, at 6:00A – 17 hours after the pain commenced, and 12 hours after my arrival at the ER – I was admitted into the hospital, for treatment with three simultaneous intravenous (IV) regimens of antibiotic over eight days, before being discharged on May 8, 1997 – my 41st birthday!

By the end of June, I had completed all my chemotherapy and radiation treatments pertaining to my recurrent diagnosis, and although the unilateral weakness had diminished, the headaches, chronic nausea, vomiting, and lumbar pain that initially pointed at recurrent disease, endured.  I first met Dr. Mark Wallace, Director of the UCSD Center for Pain and Palliative Medicine on July 1, 1997.  Dr. Wallace was the first physician I had seen since my recurrent diagnosis who treated me as a person instead of a “case”.  He told me that he wouldn’t give up until my pain was gone or at least under control.  Sadly, my pain has been very stubborn; but true to his word, Dr. Wallace has not yet given up on me.  

Thankfully, my pain condition has improved with treatment over the past 6.5 years from a baseline score of >8 (on the numeric scale, in which the patient assigns a number to his/her present level of pain, with 0 being no pain and 10 being the worse pain you have ever felt) to my current baseline of 6.  On a “good day” I can get down to a 5, but my breakthrough pain, appearing every two to four days, can go as high as an 8 or 9 (those are my “really bad days”).  Although it took over two years, I was eventually able to lose the 75 pounds gained while on steroids.  Still, it becomes more apparent to me each day that I have a long way to go before my life will return to some semblance of normalcy, with major setbacks occurring every two to three years. 

On March 2, 2000, I awoke in a Bethesda, Maryland hotel (where I was attending a National Cancer Institute advocacy meeting) with severe, uncontrollable nausea and vomiting.  With access to several physicians, I was able to obtain a prescription for a strong anti-emetic/amnesic medication, and was able to fly home comfortably (essentially, I was knocked out).  I awoke at home the following morning with the most severe lumbar spinal pain I had ever experienced in my life (“30” on the 0-to-10 numeric pain scale).  Combined, all of the breakthrough medications available to me at home were only nominally helpful, and at 6:00P that evening I was back in the ER, where I, once again, I spent over 8 hours.  Intravenous opioid medications were administered only after several hours, but they provided little relief from the excruciating pain.  I was finally hospitalized at 3:30A Saturday morning for uncontrolled pain. The pain service set up a patient-administered opioid IV, but not before I had endured through an additional 12 episodes of the most unbearable pain.  A first attempt to conduct an MRI (magnetic resonance imaging) was unsuccessful, as it had been scheduled during one of my pain attacks.  Both my husband and the paramedic (required to transport me from the hospital to the MRI lab down the street) pleaded with the medical team to sedate me prior to transport, but their appeals were ignored.  A second attempt the following day occurred only after I was heavily sedated by the anesthesia service, and was successful; the MRI was negative.  During my hospitalization, I was evaluated by the neurology service, which found profound left-sided weakness had returned to both my upper and lower body.  Still, two attending neurologists advised me that they could find no physical reason for my pain, once again suggesting to me that it was all in my head.  Six days after my admittance, I was discharged from the hospital on March 9th with my pain under control.  However, my baseline pain had increased to 8.0-8.5 (on the 0-10 numeric pain scale), markedly higher than that, which I had experienced (formerly 6.5-7.0) prior to my travels to Bethesda.  Gradually, over the following two years, my pain level settled down to its former baseline score of 6.5.

In April of 1997, with nominal improvement of my pain status, my oncologists decided that it was time for the Ommaya catheter, implanted in my brain in March of 1997, to be removed.  The surgery was performed under a local anesthetic, and I was wide awake for the scheduled 30-minute outpatient procedure.  Unfortunately, the surgical team ran into complications (difficulty in removing the catheter), extending the procedure to more than 4 hours.  By the third hour, my local anesthetic was wearing off, but (for reasons I am unable to recall at present), the neurosurgeons could not administer additional anesthesia.  Thus, every pull and tug on the catheter, which had become embedded in tissue or bone, felt like someone was attempting to pull my brains down over my face.  Eventually, the catheter snapped in half, with the portion still embedded disappearing into my brain tissue.  After consultation with the attending neurologist, they decided to terminate the surgery, leaving the embedded portion of the catheter in place, fearing that a continued attempt to locate and dislodge the catheter could cause severe damage.  Accordingly, they sewed me up and, after a very brief stay in the post-anesthesia recovery room, they sent me home, where I finally fell asleep.  At approximately 6:30P that evening, I once again awoke to excruciating pain, only this time it really was in my head - literally.  Amazingly, nearly five years to the day after my horrific 1997 ER experience, I once again found myself back in the ER being diagnosed with bacterial meningitis, this time following surgery to extricate the Ommaya catheter from my brain.  I was again placed on three simultaneous antibiotic IV regimens, plus IV steroids, which continued in the hospital for six days, followed by an additional three weeks of IV antibiotics plus an oral steroid regimen at home.  Once again, not only did my baseline pain level increase (albeit this time it only increased to 7.5), but the nearly four-week IV and oral steroid regimen added a new 30 pounds to my 5’3” frame, which also contributed to my increased baseline pain level.  

The lasting legacy of my recurrent cancer diagnosis has been chronic lumbar pain so severe that it has rendered me disabled.  Having been on disability since December 1996, I intentionally immersed myself into my cancer advocacy activities in order to keep my mind sharp and my spirits high. Desiring to overcome the myths and fallacies surrounding chronic pain, in 1998 I added chronic pain management and education to my list of national advocacy activities.  I have tried my best to live as “normal” and productive a life as possible, but despite undergoing numerous pain treatment regimens, including four clinical trials, adequate pain relief eludes me, and the quality of my life over the past 7 years has eroded to the point that the ability to maintain both my mental acuity and my spirits is also wearing away.  

I am so sick and tired of being sick and tired!

The most infuriating side effect of my combined opioid narcotic treatment for my chronic pain is the significant lag in my thought processes, actions and reactions -- everything I say, do, or feel happens in slow motion.  My short-term memory is impaired, my cognitive skills are slow, and my vocabulary has diminished.  I often am unable to recall words; sometimes I can't recall meanings.  I have difficulty remembering the names and/or faces of people I meet.  It can take me hours to do the little, mundane things in life that I used to do without even thinking.  Although people often expect me to be bright and quick witted, it is often pure torture for me just to open my mouth in the hopes that something meaningful will come out.  Thus, I no longer say that being diagnosed with breast cancer was the worst day and the best day of my life, because neither is any longer true.  
Nonetheless, I knew I had to come here today to share with you my frustrations and my hopes.  I want to tell you that existing pain regimens have thus far been unsuccessful in managing my pain.  I want to tell you about the ridiculous hoops I have had to jump through with my insurance carrier (MediCare administered through HealthNet Seniority Plus) to obtain authorization nearly every time my pump has to be refilled, as if to admonish me that my pain really could go away if only I desired it bad enough.  I want to tell you that my carrier’s nearly nonexistent pain formulary forces me to pay out-of-pocket for many of the medications my physicians prescribe for me, as if to indicate that I don’t really need these medications.  And I want to tell you about the incredulous looks and comments I get from physicians who don't understand chronic pain, and think that those of us who have it should be able to "will" it away.  In my experience, the vast majority of such physicians are male, although a comparatively smaller number of female physicians are equally unenlightened.  

I am willing to accept my share of the blame, for I realize that I suffered far too long with unrecognized pain because my wonderful and well meaning Japanese American parents taught my three brothers and me to “Gaman” -- not to burden others with our problems and pain, and to endure in silent stoicism.  They were good teachers and I was a good student.  When I was 11 years old, in an attempt to water ski, I wiped out and cracked my tailbone on the tip of a ski; the pain so great that I was temporarily paralyzed in the water.  That accident has caused me repeated problems with pain to this day.  One evening when I was about 16 years of age, I was “hit” by one of those pain episodes.  The pain was so great that, unable to sit, lay, stand, or walk, my father rushed me to the Emergency Room.  We sat in the waiting room for over an hour prior to my being placed in an exam room, and another hour passed after that.  The pain was excruciating, but, just as I had been taught, I made not a sound; just silent tears flowing from my eyes.  Finally, my father commanded to me, “I don’t want you to Gaman any more.  I don’t want you to hold back.  Cry out loud and let them know that you’re in pain”.  An ER physician finally came to examine me soon after I cried out, but I had to have permission in order to do so.  

BEING AN ADVOCATE FOR CHANGE
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It took me a long time to overcome this self-imposed barrier.  However, I was able to do so by educating myself to be my own best and informed medical advocate, and by my willingness to take a stand and speak out against the injustices I see and have experienced in our western mode of medicine, which continues to practice in an atmosphere of institutional bias against women, but also against communities of color and poverty, the physically and mentally challenged, as well as the GBAT (gay/lesbian/bisexual/transgender) and other diverse communities.

While I have your attention, please allow me to also advocate on behalf of women and men in California’s Asian and Pacific Islander communities.  Unfamiliar with the mainstream, Western health care system and compounded by language barriers, Asians and Pacific Islanders, especially recent immigrants, most often seek treatment from practitioners of traditional Chinese medicine or cultural healers such as the (Chamorro) suruhanu or (Cambodian) kru khmer.  Most traditional healers base the concept of illness on imbalance of yin and yang (positive and negative energy), or the abundance of “bad wind”, while others attribute illness to evil spirits. The common practice of coining or cupping in Southeast Asian communities is believed to remove excess “bad wind” and promote appropriate circulation. However, these practices often leave bruising on the patient’s body (see above photograph).  To avoid embarrassing questions by health care providers and law enforcement officers, many Southeast Asian patients avoid visits to clinics or hospitals if and when traditional healing is unsuccessful.  

The lack of understanding of Western health care concepts and practices highly impact the heath seeking behaviors of Asians and Pacific Islanders.  Lack of provider sensitivity to cultural beliefs, in addition to the lack of patient education on medical procedures and consequences, lead to the proliferation of horror stories that can spread like wildfire throughout a community.  Refugees relaying their experiences through staff interpreters at PALS (Pacific Asian Language Services, a Southern California-based non-profit community service agency providing medical interpretation, medical translation, training and advocacy services) spoke of Western-trained doctors who performed autopsies at a refugee camp in Thailand.  These doctors were thought to be demons that unnecessarily removed the brains of the deceased. Many refugees still believe that Western doctors have no reservations about using them as guinea pigs. This is especially true of the poor and uninsured.  One Laotian man said, “Doctors do not really treat the poor people the same as the rich people.”  It is a common belief among many Asian communities that hospitals are a place where the sick go to die.

Cultural and linguistic barriers also promote non-compliance to medication regimens. It is not uncommon for many refugees and immigrants to save and share medications. This practice is a detriment and can be dangerous for chronic pain (cancer, and other) patients and those with whom they share their medications.  Unaware of drug resistance, tolerance, and potentially fatal complications, patients tend to stop taking their medications once they start feeling better. The remaining pills are saved and ingested if symptoms recur, or they are shared with friends and family members who demonstrate similar symptoms.

Various religious and spiritual beliefs in Asian and Pacific Islander communities also impact health care.  Staunch Christians in some Pacific Islander communities, believing in the power of healing prayer, often leave their health care in the hands of God.  Buddhists’ belief in reincarnation may lead some to the extremes of stoicism, enduring pain and suffering, which they view as punishment wrongdoings in a previous incarnation.  Fatalism and the belief in “self-fulfilling prophecy” also discourage access to health care services, including for acute and chronic pain.

There are numerous barriers that challenge access to preventive, acute and chronic health care services for non-English-speaking and limited English proficient (LEP) persons of any descent, including Asians and Pacific Islanders. From the long list that includes transportation, payment, childcare, immigration status, and linguistic and cultural barriers – language consistently appears as one of the top three barriers to health care access.  

I believe chronic pain is a silent epidemic.  This is particularly true for Asian, Pacific Islander, and other cultures in which stoicism is a taught family value.  Imagine what it must be like for an individual who does not speak English or a LEP individual to seek (and obtain) help for chronic pain.  Add to that the cultural practice of hierarchical relationships practiced by many Asian and Pacific Islander groups, in which doctors are to be revered to the point that the patient will not complain of side effects or pain for fear that doing so is an insult to the doctor and will cause him or her to lose face.  Then add stoicism to that picture.  How do these individuals find information about pain and pain management resources?  How can they reach for help, and even if help is available to them, how do they describe their pain so that the doctor understands them?  We cannot forget these patients, for the problem of health disparities in the U.S. extends to chronic pain, and perhaps this is where the gaps are the widest and the silence is the loudest.  

RECOMMENDATIONS FOR CHANGE

Most importantly, I wanted to be here today to tell you that had it not been for Dr. Wallace, my pain physician, and his incredible and dedicated team of professionals, who refuse to give up on me, I would have given up long ago.  We need more doctors like Dr. Wallace and we need more pain management programs in hospitals all across our state (and beyond).  We need programs and funding to train culturally competent pain management specialists, to educate other medical providers about pain and pain control treatment regimens, and to conduct more research on pain pathways and treating pain effectively.  We need programs and funding for culturally competent research to examine intended and unintended biases against women who present with pain, as well as to examine the institutional, professional, and cultural barriers that preclude appropriate and timely pain management for women, people of color, and individuals living in poverty.  Further, we need programs and funding for research to examine culturally relevant interventions to overcome those barriers.  And we need programs and funding for the recruitment and retention of more female pain specialists, as well as those who come from communities of color and poverty, so critical to addressing disparities in pain diagnosis, treatment, and support.  We need to ensure that the teaching curricula for all medical specialties in each of California’s academic medical centers and their associated community hospitals include a series of required courses on pain management, including gender and cultural biases in the diagnosis and delivery of same.  We also need to ensure that the state medical board requires continuing medical education (CME) and continuing education (CE) credits in pain management, including gender and cultural biases in the diagnosis and delivery of same, for all medical professionals to maintain their California medical licensure.  

Before any of the above recommendations can be successfully implemented and accomplished, there must be full disclosure and acknowledgement at the highest levels that both gender and cultural biases – intended and unintended – in the diagnosis and treatment of pain exists within our state (and nation), followed by a statewide educational campaign to expose the myths and reinforce the realities about pain and pain management.  We need look no further than right here in Sacramento, at California’s own highly successful and award-winning anti-smoking/anti-tobacco campaign, developed by the Department of Health Services Tobacco Control Section (TCS).  The innovative employment of a social norms change approach to indirectly influence our citizenry by creating an atmosphere in which tobacco is less desirable to both current and potential future smokers – delivered throughout all of California’s diverse communities through cultural-, gender-, and age-appropriate messengers and messages – can be adapted and modified to address the critical problem of gender (and other) bias(es) in the diagnosis and treatment of pain (as well as other health disparity arenas).  In doing so, we can make California a(n even) better place, in which everyone will have an equal opportunity to live and work well, and to play hard.
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My name is Susan Matsuko Shinagawa and I am a two-time primary and one-time recurrent cancer thriver and chronic pain patient.  Your work matters, and for what you have done and will continue to do to bring much, needed attention to the important issue of gender bias in the diagnosis and treatment of chronic pain and health disparities, I applaud you.  

Thank you very much. 
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