Testimony for the Public Health Council

December 22, 2014

RE: Proposed changes to regulations governing influenza vaccination for health care workers
My name is Sandra Ciarlone.  I am a registered nurse who has worked at Brigham and Women’s Hospital for more than 26 years, beginning my tenure there the summer after I graduated from Boston College School of Nursing in May of 1988.  At some point, the hospital began offering the flu shot to employees. I typically got the flu shot when it was offered at work, though sometimes my primary care doctor would administer the vaccine, but it was always my choice.  In 2009, another strain of the flu virus was forecasted to affect patients in addition to the influenza A and B strains.  It was the H1N1 virus.  I had heard of it as a child, and had heard that it was very dangerous if contracted.  The immunizations were offered to me by my primary care physician when I went for my annual physical.  They were administered individually, one month apart without event.  In 2010, the pharmaceutical companies manufactured the vaccines together, to be given in one shot.  This was a trivalent vaccine.  I saw my PCP again, as usual, for my annual exam in late September 2010, and received the shot.  The next morning, I awoke feeling sluggish, achy, and had a headache.  I assumed it was a mild reaction to the immunization, took some Advil and went about my day.  However, the exhaustion, aches, sore throat and eventually a dry hacking cough continued on for a couple of weeks.  I went back to see my PCP.  She decided to give me a prescription for Zithromax, an antibiotic, to be taken for 5 days.  She told me to allow a total of 10 days to elapse before deciding if it helped or not.  Time passed, and I felt no better.  I was constantly tired, had a strong, dry hacking cough and began to have no appetite.  I tried cold and flu remedies, to no avail.  As the weeks passed, I noticed that in addition to my other symptoms, I began to feel shortness of breath.  I was in my later 40’s, worked out on a regular basis, but felt exhausted and winded .  I remember walking the kids around for Halloween and needing to stop every few minutes to catch my breath.  Finally I was too exhausted to do anything but work and sleep.   I would feel a little better one day, then poorly the next.  Finally, I went back to my PCP in early November and told her physician’s assistant about my symptoms.  I remember saying to her “please find something wrong with me”.  This was really beginning to affect my everyday life.  She drew a few vials of blood andsent me for a chest x-ray.  The next morning I received a panic call from the PA telling me that my labs were terribly off, and that I should go to Mount Auburn Hospital ASAP for evaluation.  They re-ran all of the lab tests, and told me that my potassium was 6.1, my BUN was 53 and Creatinine was 4.5.  I had a sed rate of 64.  I was in acute renal failure.  I was then admitted to Mount Auburn Hospital, under the care of  a nephrologist.  I spent one week in the hospital, on a cardiac monitor, and underwent a renal biopsy.  The renal biopsy revealed an autoimmune cause.  The doctors were at a loss as to why an otherwise healthy woman would end up in renal failure.  I was started on Prednisone, an oral steroid, and eventually discharged home.  Over the next several weeks, my steroid was tapered with the idea that it could be eventually discontinued.  In Late January 2011,  I was at work and began to have pain in my eyes.  They were very reddened, tearing, painful and I couldn’t look directly at light.  A pediatrician noticed my eyes and strongly recommended that I go to the ER.  I eventually did.  The ophthalmologist at BWH performed a careful exam and told me that I had grade 4 uveitis.  He then told me that I had a very rare {fewer than 200 cases in the world}  autoimmune disease called tubulointerstitial nephritis and uveitis (TINU). He asked if I had been ill with a virus or flu recently.  I told him that I had received the flu shot and had never felt normal since receiving that.   He explained that my immune system was way overstimulated by the trivalent flu shot.  As a result, my immune system attacked my kidneys, putting me in renal failure, and later, affected my eyes.  I wasn’t aware of the attack on my eyes until the Prednisone had been tapered down, no longer hiding the symptoms.  I spent  a year on high doses of prednisone.  Each time that my renal doctor or my uveitis doctor tried to taper it down my immune system would attack my eyes and kidneys and we would have to go back to the higher dose.  The prednisone had many very undesirable side effects as well.  I gained 30 pounds from being on it.  I also developed nearly blinding cataracts in both eyes.  My vision deteriorated to the point that I was not able to drive and couldn’t do much at work either.   My doctor started me on an immune reducing drug called cellcept which is typically used for patients who have had kidney transplants, so that my now defective immune system would not attack my own kidneys or eyes.  Finally we were able to discontinue the prednisone.  It was too late for my vision.   In 2011 I underwent cataract surgery to restore my vision.   I missed three more weeks of work for each eye.  I have remained on the cellcept since that time.  This drug has the side effects of possibly causing melanoma, lymphoma and a whole host of other fatal illnesses.  Because of being on these agents, I am susceptible to every virus, cold and bacterial infection that goes by.  I am often sick, which results in my immune system attacking my eyes again.   It takes me weeks to get over the simplest cold or virus. I often end up on an antibiotic for what started out as a simple cold that eventually turns into a sinus infection or bronchitis.  This summer alone, I ended up on antibiotics three times.      
There was not something wrong with the particular flu shot I received.  I didn’t get a “bad batch” or a tainted syringe, rather this vaccine awoke a horrible autoimmune disease that was quiet for my whole life in my body.  I have suffered the consequences of this for four years now, and will for the remainder of my life. I do not want anyone else to endure what I have.  It is not right to mandate nurses to take something that might cause an untoward effect, as did mine.  I freely chose to take that shot, and have never blamed anyone for it, however what happened to me could happen to someone else who does would not have a choice if you change the existing state regulations which allow health care workers to decline the flu shot.  Nurses know when it is safe to go to work and when they are not well and could infect their patients.  We should be given the right to choose what enters our bodies.  The mainstay immunizations, such as the MMR and polio vaccines, are mandatory for those in school, those who work in hospitals and so forth.  These blends have been tested and proven safe, and have been around for many many years.  Most recipients have little or no problem with them.  The flu shot mixture changes every single year and is based on a prediction of which viruses will be prevalent each flu season.  There is a fair amount of error in this, there is very little time to test these formulas for reactions and lastly, sometimes, such as this year, the mixture is not even an effective blend.  
I ask you to please reject the proposed amendments to the existing flu vaccine regulations.  Health care workers should be able to make an informed decision about what they will and will not put into their bodies.  I do not want what happened to me to happen to anyone else- and I certainly don’t want it to happen because they were forced to accept a vaccine against their own better judgment.

