Testimony of Cynthia Toussaint

My favorite word in the world is grace.  Ironically, we are here today to discuss exactly the opposite.  Because you see, we have fallen from and we must work together to find our way back…

In the words of the great American writer, Henry Miller: “Man torturing man is a fiend beyond description.  You turn a corner in the dark and there he is.  You congeal into a bundle of inanimate fear.  You become the very soul of anesthesia.  But there is no escaping him.  It is your turn now…”

Here are four quotes from women who have had their “turn” and written about it on my Women In Pain petition:

“…I have been living in so much pain for so long that I have forgotten what it is like to be normal.  I have been condescended to, belittled, lied to and patronized by ‘medical professionals’ for so long that I have forgotten what it was like to have dignity…”

“…If I am in complete, desperate pain, I know not to seek medical help until I can get my emotions under control or I will be told my crying is a symptom of emotional distress, not true physical need.”

“…I’ve had to endure going to the doctor month after month and coming home with the same horrendous pain, being told I am a drug seeker, it’s all in my head and that I must be going through menopause.”

“…is it reasonable to allow me to be in so much pain at times that my only option is to stay in bed, rock myself and cry?…”

These quotes, along with thousands of other testimonials on my petition, meet the United Nation’s definition of torture, which reads, “any act by which severe pain or suffering, whether physical or mental, is intentionally inflicted on a person.”

We are here today to discuss the gender bias and chronic under treatment of women who suffer pain in this country.  This is a healthcare crisis, and sanctioned torture, that has been ignored for far too long.

Women are predisposed to all of the chronic pain diseases.  Studies support we feel pain more severely than men and we have a lower pain threshold.  However, when we women complain to our doctors about pain, we’re told it’s “hormonal” or “all in your head”.  We’re given sedatives and anti-depressants, whereas men are much likely to be believed and given painkillers.  I want equal treatment for women who suffer pain in this country.

It is time our cries are heard and our names cleared.  We have committed no crime.  And “First, do no harm…” must apply equally and without bias.   

I am truly happy to announce February has been proclaimed Women In Pain awareness month in California.  Thank you Senator Soto, Senator Figueroa and Senator Ortiz for sponsoring this resolution, for working with me—and believing in me—in order to make this hearing possible.  

It has been my privilege to work with the extraordinary women in your offices.  Laura, Jackie, Liz, Carlota and Nicole—it has been my honor, ladies.  And to the Legislative Women’s Caucus and the Health and Human Services Committee—I am in awe.     

I was 21 years old, more than two decades ago, when chronic pain became my new identity.  Up until that time, I had a love affair with performing and as a ballerina, actor and singer, there was no doubt in my mind I would have a long-life in the bright lights of show business.     

Then one day, a simple hamstring tear at the ballet barre triggered the chronic pain disease, Reflex Sympathetic Dystrophy, in my right leg.  The pain was so fierce, it felt as though my leg had literally been doused with gasoline and lit on fire.  

For the first thirteen and a half years of my illness, my doctors told me all of my physical problems were in my head while the RSD spread throughout my entire body, leaving me bedridden and screaming in pain for nearly a decade.   

During these hellish years, my physicians told me I was suffering “stage fright”, had “tendonitis from Mars”, was “enjoying the secondary gain I was receiving from my attentive partner”—one doctor suggested I shoot myself in the head.   And when my arm folded into a permanent contracture, another told me “I was folding up my arm with my mind just the way one levitates oneself.”  All of this abuse was framed by a constant reminder that I was only a woman anyway—it didn’t matter.  

Suffering the endless indignities from these men, for me, became worse than battling the RSD—the disease was innocent, these doctors were not.   And there was a high price I paid for their harsh words and dismissal of my pain.  My chance for a cure is long gone and I will continue to live every moment of my life in physical and emotional pain.  I lost my career as a performer—that was my absolute passion.   I am unable to marry my partner of 23 years, John, the only person who has stayed by my side throughout this ordeal.   I lost my ability to have a child.   All of my family and friends abandoned me—and while some have returned to a point, my family will never again be whole.  And throughout all of these years with no hope, I constantly struggled with thoughts of suicide.  Taking my own life appeared my only way out—the ultimate painkiller… 

Though I never for one moment believed the pain was all in my head, I was filled with anger and a sense of violation, which later turned to shame and guilt.  Somehow this was all my fault because I was undiagnoseable.  Of one thing I was certain—I was alone.

In 1995, my life took a dramatic turn.  I was at last diagnosed with RSD and began receiving excellent medical care.   I focused my energies on HMO reform, often telling my story to the media.   Specifically when I mentioned being told my pain was not believed, I always received a wave of response from women with like stories.  At first this was a comfort to me as there was definitely a pattern immerging—this was not personal and I was not alone after all…

After founding For Grace and reaching a broader audience, these stories from women in pain became a part of my everyday routine.  This was no longer a comfort—these numbers were disturbing.  I heard from women with RSD and every other kind of pain I could imagine; fibromyalgia, TMJ, pelvic pain, migraines, etc.  They all told the same story of having their pain dismissed while being labeled “hysterical”, “malingerers” and “drug-seekers with ulterior motives”.  Many of these women were thrown into psyche wards and many took their own lives.

These collective experiences crystallized the day I read “The Girl Who Cried Pain; A Bias Against Women in the Treatment of Pain.”  This report, written by Diane Hoffmann, perfectly articulated and exposed the unfolding tragedy of women’s pain being systemically discounted in this country.  The report confirmed my suspicions of an epidemic—I was no longer comforted and long past disturbed.  I was now haunted and horrified and I knew I must take action.

I drafted my Women In Pain petition and posted it on-line in the summer of 2002, a manifesto to rally around so women’s voices would at last be heard.  Today, I am presenting to the media and this legislative body over 3500 signatures and testimonials of support. Women have spoken out loud and clear and I believe we have only scratched the surface of an issue ready to boil over.

We live in extraordinary times.  Medical and scientific advances abound.  Biogenetics, stem cell research, gene therapy.  The previous White House administration proclaimed this decade “The Decade of Pain Control and Research”.  The eradication of suffering associated with chronic pain may be within reach over the next horizon or two.

But I submit, the greatest advance in pain and its management is well in our grasp right here, right now.  And that is to simply believe a woman when she reports she is in pain.  In the AMA’s Continuing Medical Education Program for Primary Care Physicians, it states, “…the best indicator of the patient’s pain experience is the patient’s self-report.”  Further, a study published in the Proceedings of the National Academy of Sciences last summer found that “subjective response to painful stimuli is an accurate indication of pain experienced.”    

Simply believe her, simply believe her.   To the physicians who continue the practice of contempt and disregard for the women you treat with pain, I request that you reassess your old, dated misconceptions, re-examine your faded pre-conceived cultural biases and find in yourselves the humanity to treat all those in pain to the best of your ability as you swore you would do.

Under treatment of pain is probably the most inhumane and unethical inaction, as well as the most obvious, complete form of patient abandonment, a physician can practice.

I’d like to share one final quote from my petition; ironically, it’s from a woman named Grace…

“The doctor who is supposed to be managing my pain today informed me ‘There are some treatments, but they are tedious.  So I guess I’m just going to let you dangle for now.’  My life is falling apart due to chronic pain.  I believe if I were a man, I wouldn’t be left ‘dangling’.  I’m on the verge of giving up altogether.  And I don’t think this petition will help because women in pain aren’t deemed worth treating and no amount of begging and petitioning can change the prejudice of doctors against us.”

When I first read this quote, I was stunned and I was frightened.  I thought, what if Grace is right?  What if we women in pain continue to be witches burned at the stake?  Because if she is right, we are truly lost.

But I look out at the faces that fill this room today.  Faces filled with passion and expectation, faces expressing initiative, commitment and resolve— and it is these faces, along with my absolute belief in the human spirit, that are my comfort and my hope that this torture will end.

Let’s do it for ourselves and for our sisters, let’s do it for our mothers and our daughters.  Together, let’s find our way back.  And let’s do it for grace… 
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