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To the researchers who labor every day to protect the integrity of their work from special interests and the patients who depend on this unbiased science.


An inefficient virus kills its host. A clever virus stays with it.

—James Lovelock

You do not become a “dissident” just because you decide one day to take up this most unusual career. You are thrown into it by your personal sense of responsibility, combined with a complex set of external circumstances. You are cast out of the existing structures and placed in a position of conflict with them. It begins as an attempt to do your work well and ends with being branded an enemy of society.

—Václav Havel


A Note from Judy Mikovits, PhD



My co-author, Kent Heckenlively, said they would come after me. It was at a dinner with him during the Autism One Conference in Chicago, Illinois, in May of 2010. How could I possibly imagine that about a year and a half later, on November 17, 2011, while I was preparing to return to Dr. Frank Ruscetti’s lab in Frederick, Maryland, and participate in the Multi-Center validation study directed by Dr. Ian Lipkin, an email would be sent to Frank by none other than Dr. Tony Fauci, head of the National Institute of Allergy and Infectious Disease? In the email, Fauci stated I could participate in the study, but if I stepped foot on National Institutes of Health property, I would be immediately arrested! Is that science? The next day several police cars would descend on my home, take me away, and have me held without bail for five days in a Ventura County, California, jail. How convenient then for the journal Science to publish my mug shot the next week. They sent a clear message to anyone in research who dared stand by data that revealed an inconvenient truth about corruption in public health.

While I doubt that my co-author expected all of that to happen to me, I don’t think he was surprised. As an autism advocate for many years, he knew the enemy. I did not. I had been a twenty-plus year government scientist and Director of the Lab of Anti-Viral Drug Mechanisms at the National Cancer Institute, and published more than fifty peer-reviewed scientific articles. My career was dedicated to trying to end the suffering of those with cancer and acquired immune deficiencies. Science might have many flaws, such as raging egos and turf wars, but surely it could not be fundamentally corrupt on whether animal viruses from cell cultures were possibly contaminating biological products, including vaccines. I was certain the research community learned from the tragedy of HIV/AIDS. I strongly believed in the scientific process. I don’t believe the scientific method is being followed today in important areas of government- or industry-sponsored science. Or that any of those at the top of government science have the slightest bit of respect for the United States Constitution. They have gone rogue, and they need to be taken down. For five years I have tried to pursue this matter legally but have yet to see the inside of a courtroom or call a single witness. My attorney, one of the country’s top environmental lawyers, says he has never seen a case of such rank injustice.

Hopefully, by the time you are reading this, you will be aware of Dr. William Thompson, the CDC whistleblower who revealed that government scientists deliberately removed study participants to cover up a link between earlier measles, mumps and rubella (MMR) vaccination and rates of autism in African-American boys. The CDC also concealed data about a group it bizarrely calls “isolated autism,” meaning that they were normally developing before their vaccination. I could not believe it when I saw they used the same strategy of fraud that the CDC used for more than two decades in chronic fatigue syndrome/myalgic encephalomyelitis (CFS /ME)! Remove all the real patients and make certain to use esoteric statistics to hide the real meaning of the data. We are all at risk. At the time of this writing, Thompson and those scientists who participated in these crimes against humanity remain employed by the CDC. Why are they not in jail?

I believe the sole duty of a scientist like me is to perform experiments that help us understand why some people get diseases and others don’t and hopefully improve the daily life of people around the globe. What did I investigate? I wanted to get to the bottom of CFS/ME and relieve the suffering of a disease that afflicts approximately twenty million people worldwide. Most with CFS/ME lead horrific lives, often required to spend twenty-three hours of every day confined to their beds, in dark rooms, some wracked with unimaginable pain. Others will look relatively normal to the untrained eye, but they suffer with brain fog, are easily fatigued, and are plagued by the daily question of what happened to their previous vitality. These people are robbed of their lives. I wanted to give back what had been taken from them.

We found that these people were infected with a retrovirus, XMRV (xenotropic murine leukemia virus-related virus, a mouse retrovirus), which had been “discovered” in 2006 by scientists from the Cleveland Clinic and the University of California, San Francisco. In our Science publication announcing the isolation in 2009 (a joint publication with the Cleveland Clinic and the National Cancer Institute), we detected evidence of the retrovirus in about 67% of patients and in about 4% of healthy controls. I stand by that data. The only mistake in the article was the sequence of the viruses we isolated was not that of Robert Silverman, who originally identified the retrovirus. We did not know it at the time, but Silverman had not isolated the virus from an actual patient, as is done in traditional virology. Instead, he had created a molecular clone from three different samples. The clone he created had many mistakes in the sequence. Silverman was a co-author on our Science paper but did not disclose any of this information to us. This is a severe breach of the ethics of scientific research. Yet he was not blackballed from science. He still works and gets grants to this day. Silverman was the one who refused to do the studies blinded, making it more difficult for us to discover his errors. He covered up his mistake for two years and lied to Frank and me. Others found evidence of a family of retroviruses as well, including Harvey Alter, recipient of the prestigious Lasker Award. Not just the gamma retroviruses, but the HTLV-like delta viruses that Elaine Defrietas had isolated twenty years earlier. (Elaine was also taken down by CDC fraud.)

What was my crime? What did I do to cause the furies of the scientific world to descend on me? I performed as an ethical scientist, as I had for more than 30 years. In my previous studies I had worked on HIV-AIDS. When I defended my doctoral thesis, one question the panel of experts asked me was whether the basketball star, Magic Johnson, who had recently been diagnosed with infection by the HIV retrovirus, would go on to develop AIDS (based on the data in my thesis). Our data suggested that the current paradigm of treatment for HIV would have to change. That instead of waiting to treat until the immune system was greatly damaged by HIV, treatment with the antiretroviral therapies should be started as soon as possible. That was a total change and considered a big risk to take the new highly active antiretroviral therapy so soon. Magic was courageous and took that risk and millions of lives were changed for the better. Decades later, my answer is still sound. You can go up to Magic Johnson and shake his hand because he embraced new data and trusted scientists, even though the thought was heretical at the time. Thinking about what has happened in the twenty-five years since still makes me cry. Our discovery of the retroviral association in CFS/ME, autism, and other devastating diseases should have given the victims of these devastating diseases the same opportunity that Magic Johnson had. The benefits of the therapies far outweigh the risk. Billions of tax dollars have been invested to develop these therapies and prove they are safe in children.

My real crime was saying that if this retrovirus was causing CFS/ME in adults, it might be causing autism in children. (Our research and that of others showed that the retrovirus or its closely related cousins infected anywhere from 4% to 8% of the healthy population.) Standard practice in HIV-AIDS is that when a child is born to an HIV-infected mother, that child is immediately put on anti-retroviral therapy, prior to any immunizations. Retroviruses like to hide out in the B and T cells of the immune system, the very cells a vaccination is designed to stimulate. An HIV-infected child might develop AIDS as a result of an immunization. Everybody agrees with that. Maybe an XMRV-infected child was developing autism indirectly as a result of their immunizations. A small study that we presented at a symposium at the National Institutes of Health showed that 14 out of 17 children with autism showed evidence of XMRV infection.

You see, I gave a solid, real-science answer to why parents observed a change in their child after a vaccination. As my co-author discovered and reported in chapter 5, the first outbreak of chronic fatigue syndrome/ME, among 198 doctors and nurses at Los Angeles County Hospital in 1934-1935, was preceded by their receipt of an early polio vaccine grown in mouse tissue and given with an accompanying immune system booster preserved with the mercury preservative thimerosal. This has been a tragedy more than eighty years in the making.

Even worse, in 1994 the scientific community reported the very real possibility that growing human viruses in animal tissue and cells used every day in laboratories around the world, then re-injecting that material back into humans, could introduce new animal viruses into the human population. In fact, our research about the XMRV retroviruses in 2011 showed that this catastrophe had already taken place! It is such a simple idea, so easy to convey, that if people really begin to focus on it, the entire vaccination program would crumble. God did not intend for animal viruses to be injected directly into the human bloodstream.

And what are the current leaders in science doing about this threat to your health? I participated in a study to see if the blood supply was contaminated with these retroviruses. The simple answer? Absolutely yes! But that is not what was reported. Instead, they jailed me, called my work a fraud, and published a mug shot in Science to make certain that the millions who were sick would not seek restitution, and that mistakes of previous decades would remain hidden. They lied about it, while blood banks around the country started quietly spending tens of millions of dollars to purchase something called the Cerus Intercept system, which my lab proved decontaminates the retroviruses in blood supplies. To this day, millions stay desperately ill, unable to receive the therapies that may give them a better quality of life.

Then there are people like Dr. Ian Lipkin, the grand virus hunter of Columbia University, who directed that multi-center study in 2012, after I had been falsely arrested and my mug shot posted in the pages of Science. (Read chapter 20 in the book for the full story.) The same study in which Fauci promised my arrest if I walked into an NIH lab! The same study that fraudulently concluded that neither XMRV nor any similar retroviruses were linked to chronic fatigue syndrome/ME. (The actual report said that 6% of patients and 6% of controls showed evidence of infection with these retroviruses.) Fauci stopped the study early because, against all odds, with me participating in retrovirus isolation by phone, we found many more positives that likely would have revealed far more than 6% and may have revealed the association with CFS/ME. They thought keeping me out of the lab and using the tried and true CDC technique that had worked in the Thompson fraud would work again! Simply use the wrong patients. The patient pool used removed any patients who had “a medical or psychiatric condition that might be associated with fatigue.” The condition has been known for years as chronic fatigue syndrome and they removed any patients with a medical or psychiatric condition that might be associated with fatigue? This is what passes for science in today’s corrupt America.

But the Ian Lipkin of 2012 was singing a different tune on a public conference call with the Centers for Disease Control in September of 2013 when he reported that he’d found evidence of a retrovirus in 85% of a different sample pool of chronic fatigue syndrome/ME patients. (Read chapter 21 in the book for those details.) However, he wasn’t going to investigate that, but rather the abnormal immune markers associated with the retrovirus. The pattern of abnormal immune markers was the very thing that made me suspect a retrovirus. I reported on this on March 29, 2011, when I presented my data within minutes of a Lipkin presentation at the New York Academy of Sciences. That was also the very meeting where we presented data on the contaminated blood supply and the good news that the Cerus Intercept system could decontaminate it! Lipkin confirmed my initial findings, but neither he nor the medical establishment will investigate any further. He got a thirty-one million dollar grant from Fauci and the National Institute for Allergy and Infectious Diseases in March of 2014. That’s 21st century American science.

My co-author has told me he knew I was in danger because I was an honest scientist. He understood the size of the storm bearing down on me and that he was powerless to stop it. But he convinced me that if we wrote this book, it might be a lifeboat for me and the millions who are suffering because of the corruption. Even though I am now bankrupt, living with my husband in a seven hundred square foot apartment in southern California, and virtually ignored by the rest of the scientific community, we have made it through the storm. We consider ourselves blessed. Frank and I are still working every day to help the victims and bring our knowledge and experience to the patients. I am so thankful for the many patients who continue to believe in me, as well as the unfailing support of my husband, David, and my long-time collaborator, Frank Ruscetti.

There is a disturbing pattern in American life that nobody takes responsibility, no solutions are proposed, but all those involved ask for more money so that in some distant future we will find answers. I believe we already know enough to start making significant change in the health of millions. If we tell the truth, we can find answers. Fighting an entrenched establishment that may be continuing these epidemics by following outmoded thinking provokes a response. However, the truth remains, the truth endures, and the truth can heal. This book is my best attempt to tell the truth about my research, the culture in science today which is hostile to new ideas, and what science can really do if is allowed to pursue promising areas of inquiry.


Foreword

A Disease Able to Affect the Economies of Nations



by Hillary Johnson

Hers was the last presentation of the day and the moderator allowed a final question. I raised my hand. “Is it true that you have discovered a novel pathogen in this disease?” I had heard a rumor but my expectations couldn’t have been lower. Silence ensued while Judy Mikovits gripped the sides of the podium as if weighing her options. “Yes,” she finally said. There was scattered laughter in the hall, as if she had just made a joke. Only an audience of people who have been ill for a very long time and who have even the slightest knowledge of the fraught history of their disease could be so devoid of hope that such a claim could be considered laughable. “It’s not a new pathogen,” Mikovits pressed on, suddenly lowering her voice to a degree barely audible. “But it is new to this disease. We have submitted a paper to Science,” she added.

On that intriguing scientific riddle, the annual scientific conference held by the U.K. charity Invest in ME at One Birdcage Walk near London’s Houses of Parliament ended. It was May of 2009. My friendship and professional relationship with Judy Mikovits began. She could not have imagined the inferno she was about to enter, the ups and downs and startling turns of which are described in this book.

I would watch and listen in sympathy over the next three years as Mikovits, challenged and derided by critics in a way few scientists will ever experience, seemed to leap from one circle of hell to another. Ultimately, her crime would emerge as heresy, a sub rosa charge reserved for anyone who dared offer evidence for a viral cause and, worse, transmissibility, in a disease governments on every continent had for three decades effectively disappeared with a contradictory mélange of explanations, none of them logical.

With her pending publication still undergoing editing, Mikovits was about to lead a battle charge in what has often been described as medicine’s holy war. But then, the eleven-syllable “myalgic encephalomyelitis,” understandably shorthanded to “ME,” has never been regarded as an ordinary disease, nor has the public health response to it been anywhere near normal. Instead, it’s been saddled with an extraordinary burden of meaning, a word Susan Sontag employed in her famous essay “Illness as Metaphor.” “Nothing is more punitive than to give a disease meaning—that meaning invariably being a moralistic one,” Sontag wrote. “Any important disease whose causality is murky, and for which treatment is ineffectual, tends to be awash in significance.”

Since its emergence in the late 1970s in pandemic form, ME has been touted as a psychiatric affliction of people “with poor coping strategies or histories of unachievable ambition,” as one American government scientist wrote in an influential paper in 1988. “Ultimately, any hypothesis regarding the cause of [ME] must incorporate the psychopathology that accompanies it and, in some cases, precedes it,” he added. Aided by a passive lay press, government scientists have sought to dismiss the disease by labeling sufferers with all manner of deficiencies and malevolent motives. That list has included malingering and cheating welfare systems, being either sympathy-seekers or Type A personalities who one day simply fell apart, or people who read about the disease and “wanted to have it.” The Centers for Disease Control (CDC) probably wins any contest as to which US government entity has done more to trash victims and belittle the disease. CDC has trotted out “hysteria,” “yuppie burn out,” a genetically-linked “inability to handle stress,” a history of childhood sexual molestation, “doctors working themselves into a frenzy,” “collusion between patients and doctors,” and “an epidemic of diagnoses,” to name a few of the untenable “causes” handed down from on high over the past thirty years.

Any collective memory of just how suddenly and aggressively this disease emerged in the late 1970s and early 1980s, especially in large coastal cities like New York, Boston, Los Angeles, and San Francisco, recedes with each passing year. Anyone born after, say 1985 or 1990, will be unable to recall a period in their own lives when this scourge was virtually unknown. Yet, by the mid-1980s, distressed doctors and desperate patients had turned the disease into the top category of inquiry at both the Centers for Disease Control and public health departments in the major cities of this country; eventually, their calls both to the CDC and NIH exceeded queries about AIDS at the height of the AIDS epidemic.

In 1988 a small group of worried scientists and research clinicians met to discuss the disease and its origins in Newport, Rhode Island. Charles Carpenter, professor of medicine at Brown University Hospital noted, “We’re seeing something that wasn’t there in the fifties and sixties. Most of us feel this is new. If this had been going on in the fifties and sixties, even if we had discarded it as psychiatric, it would have been written about, and it’s not in the literature. And that suggests there is a dominant agent that’s driving the disease.” Another doctor, Paul Cheney, agreed. “How could we have possibly missed this disease for all these years?” he asked. “Although a large number of patients are subtle and may not be that sick, there are a significant number of patients who are really quite incredible, and I just can’t believe the medical profession could have watched this—missed this—for decades, or millennia. It’s too striking.” Twenty-six years after Carpenter and Cheney voiced their concerns, current estimates place the number of sufferers worldwide at twenty million, with a million or more of them in the US, exceeding the number of patients with breast and lung cancer, AIDS, and multiple sclerosis combined. Today, a doctor in New York City Skypes with patients in Uzbekistan, Scotland, and Norway. Japanese, Chinese, and Latvian investigators attend medical conferences in San Francisco. ME is now the most common chronic disease most people have never heard of until they acquire it.

By 2009, when Mikovits appeared on the scene, ME was a disease with a shocking history of neglect that rose to the level of government-sanctioned human rights violations perpetrated upon millions around the world. Patients were denied not merely medical care, pay outs on disability claims, and the emotional support that might have been forthcoming from family and friends had they suffered from a “real” disease, they had been thoroughly disenfranchised and subjected to ridicule and abuse from all quarters. If they were children, they were denied educations. Adults and children were on occasion incarcerated in psychiatric institutions against their wills, a ghastly outcome resulting, in at least some well-documented cases, their deaths. The spiral into years and decades of poverty that frequently accompanied onset of the disease was perhaps the most intolerable outcome of all.

ME was a storm gathering on the horizon in the late 1970s, a rumored malady that sounded too incredible to believe: “Like mono—except you never recover,” was how the disease was first described to me by a fellow journalist who had his ear to the ground. This once rare disease was about to explode in tandem with the AIDS epidemic, but those with ME would share a very different fate. Rather than spend billions of dollars on research and reorder the medical research cosmos on its behalf, public health authorities would seek to disappear ME by any means available, whether by marginalizing its victims or, as documented in my book Osler’s Web, conspiring to prevent Congressionally mandated research on it.

There is a magnificent treatise waiting to be penned about the divergent paths taken by governments of great nations as regards AIDS and ME, so thinly separated as to symptoms and aberrant biological signs. Both diseases have as hallmarks a deranged immune system that allows myriad viral infections to propagate—viruses that normally would remain latent, an elevated cancer risk, dementia, and more. As long ago as 1986, a top neurologist was unable to differentiate the two diseases while studying MRI brain scans of ME patients pocked with multiple small lesions and reduced gray matter and those of patients with AIDS-related dementia, or “ARD.” Patients suffer from a devastating cascade of symptoms rendering them ghosts of the people they once were; more than half become completely disabled, a quarter permanently bed-bound. Recovery is rare. Morbidity studies have demonstrated that ME patients are as ill as end-stage AIDS sufferers, advanced cancer patients, and people dying from congestive heart failure.

* * *

With her publication in Science the following October, Mikovits would provide highly persuasive evidence for an AIDS-like viral infection existing in close to 70 percent of patients and 4 percent of healthy controls. The virus was called XMRV and had been discovered at the University of California in 2006. A member of the gammaretrovirus family, XMRV was classified as a murine leukemia virus, one which likely had jumped from its natural “reservoir”—mice—to humans at some juncture in the recent past. Although XMRV’s discovery had aroused little fanfare, Mikovits’s data drawing an association between the virus and ME, rare immune cancers, and, eventually, autism, raised a firestorm three years later. If her data were right, then ten million people in America alone were infected, but asymptomatic, with this virus. At one juncture during the ensuing scientific fracas an incredulous vice president of the American Red Cross, Roger Dodd, dubbed Mikovits’s findings, “The Doomsday Scenario.” In other words, it was too horrible to be true.

A media-stoked controversy erupted as laboratories around the world sought to replicate the findings in ME patients, a drama that played out over the next three years with a kind of fury rarely seen in science. Famous scientists shouted over each other’s presentations during normally staid conferences; relationships shattered and paranoia blossomed, revealing scientists to be not atypical of the rest of humanity. Publications as diverse as The Economist and Science News followed the story faithfully and with bemused interest, as if the often down and dirty dash to confirm or deny was a tennis match instead of a pressing scientific matter, the outcome of which had the potential to affect the economies of nations. One highly conservative estimate of the annual loss to the U.S. economy from ME was $20 billion, a figure based on the unreasonable assumption that everyone disabled by the disease had been earning just $20,000 a year when they fell ill. Given the history of the long-politicized disease at the center of the controversy, the uproar was hardly surprising.

Yet, the baseball hat and flip-flop wearing scientist at the center of the controversy, who bragged of her shared ancestry with Attila the Hun, was a surprise. She was forty-six, with oftentimes unkempt, sun-streaked hair, and wide, innocent-looking blue eyes. She looked like she would be happiest at the helm of a sail boat in some far reaches of the Pacific Ocean. In reality, she was a molecular biologist and biochemist and the author of approximately fifty publications on the immunology of HIV, its cancers, and the chemistry of drugs to fight its infections. A twenty-two year veteran of the National Cancer Institute, she had been mentored in her early years by Frank Ruscetti in his lab at Ft. Detrick, Maryland. Ruscetti was himself a veteran of Robert Gallo’s brutally competitive AIDS lab.

Perhaps understandably, sufferers of this disease felt that with the materialization of Mikovits and her collaborators—especially Ruscetti, codiscoverer of the first human retrovirus in 1980—the grownups had arrived. Certainly, Mikovits was not and would never be among the beleaguered ME clinicians and researchers of past decades, a stalwart if tiny fraternity in perpetual need of funds, well-known to each other and to patients. Since the early 1980s, the latter had existed as if in some kind of dystopian parallel universe, in possession of information they deemed urgent but in which few besides themselves were interested. A constant at their scientific conferences were the ashen-faced patients, mostly women, lying in fetal positions on the carpeted corridors outside the hotel ballrooms, blankets pulled up to their necks; somehow they had made their way there but the effort cost them everything.

Certainly, there was little doubt that Mikovits was a different kind of scientist, one who didn’t seek the approval of the top guns at the NIH and who wasn’t afraid to upbraid scientists at the CDC whether via email or in person. Indeed, she had a quality of fierceness rarely seen in science. She would call XMRV “… the biggest epidemic in United States history,” one destined “to turn the U.S. into the equivalent of HIV-riddled sub-Sahara Africa” if it continued unabated. She labeled the Centers for Disease Control “criminal” for what she saw as the agency’s failure to control the spread of XMRV. Inside her lab, the Atlanta agency’s acronym stood for “Can’t, Don’t Care.” She and her staff derided the agency’s method of selecting patients—by random telephone surveys—calling the government’s cohort “Publisher’s Clearinghouse” patients.

Judy Mikovits was unshakable in her convictions and harsh on her critics whom she considered biased, occasionally dishonest, and often ill-informed. She was a charming advocate of patients. Startlingly for a scientist, she even consorted with them, seeking them out and befriending them, once posting her personal email address prominently to the blogosphere. Her rationale was not just humane but utterly reasonable: her understanding of this disease arose from patients and their histories and she formulated hypotheses for scientific experiments based on what she heard and observed. The ancient Greeks would have lauded Mikovits for her methods, but in the 21st Century, she was an oddball.

As far as other scientists were concerned, perhaps her greatest sin was her public conjecture about what her data might imply for other unsolved diseases, especially autism, a malady that vied with ME as a bio-political hot-button. She had identified family clusters in which parents and other close adult relatives suffered from ME and children suffered from autism, and found evidence for gammaretrovirus infection in victims of both diseases. It was one thing to pose scientific hypotheses about controversial disorders over drinks at the conference hotel bar with lab colleagues, but to explain in some detail such hypotheses on day-time television talk shows or to journalists from major American newspapers, as Mikovits did, was another matter. Federal scientists, who frequently confuse their mandate to perform research with a mandate to prevent public panic, were especially unnerved by the use of words like “infection” and “transmission” in the same sentence with words like “autism” or “lymphoma,” and certainly in conjunction with what the CDC calls—in preference to ME—“chronic fatigue syndrome.”

Of course, it’s a rare and delicate venture in science to be first and few hazard the risk. Mikovits’s primary Science collaborator and unabashed admirer, Ruscetti, said of Mikovits, “What I always tried to teach her is, learn the scientific method and learn it well so that you can publish something that 99 percent of the [scientific] community might say, ‘You are wrong,’ but which you know is right. That is the courage of a true scientist, and Judy has that.” Perhaps it’s unsurprising that for the next three years, Mikovits stood unbowed at the center of a crackling scientific storm that raged over several continents. If she was correct, and a highly infectious retrovirus was in fact the cause of “chronic fatigue syndrome” and ten million Americans were already infected—well, that not only changed the geometry but shattered the credibility of the nation’s bulwark against infectious disease, the CDC and it’s more prestigious sister agency, the National Institutes of Health.

By year three, pondering the five-foot-five-inch Mikovits and her place in the scientific cosmos brought to mind Abraham Lincoln’s purported remark to Harriet Beecher Stowe, “So you’re the little woman who wrote the book that started this great war!”

* * *

Mikovits had been so insulated in what could be called the HIV-AIDS research bubble, she had never heard of ME until being enlisted as scientific director of a new institute affiliated with the University of Nevada in Reno. What drew her to such a foolhardy fate? A rush of intuition, facts lining up with facts, her knowledge of AIDS immunology, a Eureka moment. “I spent my whole life working on this. I just didn’t know it,” she would say later.

In 2006 she sat in the audience at a conference in Barcelona and listened to a veteran of the ME wars, a doctor who had seen thousands of patients and had learned about the disease in real time right along with them, talk about a group of 300 patients he had followed for years. Dan Peterson of Nevada, an internal medicine specialist with a wait list measured in years, described what Mikovits would call “opportunistic infections” in these patients; multiple immune deficiencies; a kind of sub-acute encephalopathy that lowered IQ and destroyed even the brightest patients’ ability to think straight, complemented by abnormal brain scans using several technologies. The doctor offered data for cytokine “storms,” an onslaught of inflammatory proteins like interferon that leveled victims, generated in response to infections. He noted that 5 percent of patients in this carefully observed group had rare immune system cancers that would be expected to occur in the general population at rates closer to .02 percent. In all, 77 of the 300 had either blood cancers or cellular changes that were predictive of lymphoma.

Mikovits was struck to her core. “It’s a retrovirus,” she thought, almost saying the words out loud. HIV was one of three retrovirus families known to infect humans; maybe there were four, Mikovits wondered. Long known to infect domestic animals such as cats and cattle as well as wild animals, retroviruses caused cancer, immune deficiency, and horrendous neurodegenerative diseases. If the disease Peterson described wasn’t AIDS, it was akin to AIDS or, as Mikovits would say eventually, “the other AIDS,” or “non-HIV AIDS.” She leapt to the microphone when Peterson finished. “I’m a cancer researcher,” she said. “Number one, I look for viruses in cancer and number two, this smells like a virus.” Three years later, having met hundreds of sufferers on both sides of the Atlantic, she would comment, “It’s amazing to me that anyone could look at these patients and not see that this is an infectious disease that ruins lives.”

* * *

There is an immense backstory to Mikovits’s contemporary story; a heart-rending tale of dashed scientific careers and broken-hearted people who have made important-seeming discoveries about ME and ended up on the sidelines, incredulous that their work went unheralded and more importantly, unfunded. Not infrequently, those discoveries were evidence for retroviral infection. Experts familiar with the clinical manifestations of the disease, have recognized retroviruses as a class of pathogens with the power to cause all the symptoms and outcomes they document: immune deficiency, neurodegenerative disease, and greatly elevated rates of cancer. One reads again and again that the cause of the disease is “elusive” and the disease itself “mysterious.” Implicit in these clichés is that some organized, concerted effort has been undertaken to solve the mystery, to no avail. Contrary to popular belief, however, searches for a causative infectious agent in the disease have been rare, limited in scope, and for the most part, either poorly funded or virtually unfunded.

As long ago as the early 1980s, Campbell Murdoch, a local doctor in Dunedin, New Zealand, began referring patients to University of Otago microbiologist and medical doctor Michael Holmes, a dark-haired, enthusiastic, and open-minded young scientist whose appearance and temperament were compared by his colleagues to Henry VIII. Interestingly, the disease was known popularly in Dunedin as “Poor Man’s AIDS.” The South Island of New Zealand was hit by the malady by the late 1970s perhaps most famously in the small town of Tapanui, a village less than two hours inland from coastal Dunedin. Locals there adopted the mellifluous name “Tapanui Flu.” Holmes, whose primary interest was “clinical immunovirology,” spent several years prior to his retirement in 2002 studying “Poor Man’s Aids” for evidence of retroviruses.

In 1986, using the equivalent of $690 given to him by patients, Holmes looked at six sufferers and six healthy controls and discovered reverse transcriptase, an enzyme used by retroviruses in their replication process, in four of six patients. In addition, he found “… cells with convoluted nuclei comparable to those described in the ARC [AIDS-related complex] syndrome. These were not present in controls.”

“We would like to propose a retrovirus etiology for CFS based not only on this pilot study but on the train of deductive observation which led us to consider it in the first place,” Holmes wrote. Part of that deductive observation had been the cytokine “interferon” seen in extremely high levels in ME patients. “… [T]he most powerful interferon inducers are retroviruses,” Holmes added.

Two years later, Holmes was awarded $7,000 from patients to continue the hunt, this time with twenty patients. Again, he saw the “convoluted nuclei” also seen in HIV disease. Four years later, he had scrounged enough money to investigate another twenty patients, with similar results. By then, 1991, American immunologist Elaine DeFreitas had published her own discovery of retroviral gene sequences in 80 percent of adult and child ME sufferers and in 4 percent of controls. Unfortunately, DeFreitas had been, in Holmes’s memorable words, “… [S]avaged and thrown to the wolves.” As a direct result, in his opinion, Holmes’s interesting research reached a dead end with the scientific establishment in New Zealand and the rest of the world. After Holmes presented his findings at an ME conference in 1994 in Ft. Lauderdale, Florida—the only study on causality out of sixty presentations—a CDC epidemiologist, Keiji Fukuda, who today is the Assistant Director-General for Health, Security, and Environment at the World Health Organization, told me matter-of-factly, “To talk about etiologies is to raise false hopes…. It will not be agent X causing disease Y.”

Fukuda’s comments were representative of the denialist mindset the peppery, often sardonic DeFreitas encountered at the CDC when, after her discovery was reported in Newsweek and several major newspapers, scientists in Atlanta approached her. DeFreitas, who was a fast-rising star at the Wistar Institute in Philadelphia and had been mentored by its world-famous director, Hilary Koprowski, commanded about as much respect from the male retrovirologists at CDC as did the patients whose blood she was studying. In defiance of protocol, they refused to follow her methods at every turn. Ignoring her proscription against freezing blood, scientists froze ME blood samples in order to take vacations. They employed chemical reagents DeFreitas had warned against, they cast aside reagents she recommended, they regarded the ratios of particular nutrients DeFreitas used to nurture her cell cultures (and the virus) as unimportant. “There’s always enough time to do it wrong, but never enough time to do it right,” DeFreitas noted at the time. She also said, presciently, “If a plague were to hit this country, the CDC would be the last to know.”

Eventually, DeFreitas urged the agency to send a scientist to her lab in Philadelphia to work side by side with her. She would bring the horses to water and hope they’d drink. Wistar director Koprowski offered the institute’s luxurious corporate apartment to CDC scientists as lodgings. Citing a lack of money to pay the round-trip airfare of a scientist from Atlanta, CDC administrators refused both invitations. That’s how much the US government either didn’t care or didn’t want to know what DeFreitas had found in victims of this rapidly spreading disease.

“The CDC is culpable,” Mikovits told me during one conversation about DeFreitas’s discovery. “They let an entire generation become infected. I think they all know there’s a huge class action lawsuit here.”

By the time CDC officials published their failure to confirm DeFreitas’s finding in not just one but four publications and had written a letter to her boss suggesting she be fired, academic scientists were comparing DeFreitas to Joan of Arc. She had dared propose an infectious etiology for ME; she had dared to turn it into a “real” disease. I always thought a comparison with the mythological Cassandra more apt.

DeFreitas’s then-seventy-five-year-old boss Koprowski was a Polish émigré of the 1930s and considered by many to be personally responsible for the European “brain drain” of the 1950s during which scientists left Europe in droves for America; many of them found a home at the Wistar Institute. Koprowski, who took a great interest in ME and characterized it as an “infectious disease of the brain,” told me he believed the NIH needed an institute akin in size and scope to the National Cancer Institute to fight ME and other burgeoning central nervous system diseases. Koprowski believed all of them would turn out to have an infectious cause, much like polio and rabies.

With DeFreitas’s tantalizing findings demolished by the CDC, research into the cause of ME rapidly slid into a scientific equivalent of the Mojave Desert, where the disease lay like a corpse for twenty years to be picked over by a scavenging psychiatric “lobby,” as patients call the still-influential psychiatrists. The latter have turned ME into a winking euphemism they call “bodily distress syndrome,” characterized by “medically unexplained symptoms,” a.k.a., “M.U.P.S.” They have managed to persuade much of the medical establishment that cognitive behavioral therapy is an effective treatment. Certainly, talk therapy is less expensive to administer than a full-out research effort into the cause.

Federal dollars to search for pathogenic etiologies would never be forthcoming. Nihilism settled over those rare iconoclastic clinician investigators and even rarer scientists who continued to find the malady alarming. They returned to publishing papers about symptoms, things like the pompously titled “post-exertional malaise”—the inevitable crash that occurs in patients who exert themselves—or impaired blood flow to the brain, or pathologically low blood pressure. There are today some 5,000-plus papers on abnormalities in ME that have appeared in scientific journals since the dawn of the 1980s, yet government officials continue to tell reporters “There are no biomarkers.” With Swiftian logic, the same officials tell each other that the disease needs to be broken into myriad “subsets” because, they insist, it’s simply unimaginable that everyone could have the same thing—a new way of saying, as did the CDC’s Keiji Fukuda twenty years ago, “… it will not be a case of agent X causing disease Y.”

After meeting Judy Mikovits in London in the spring of 2009, I wondered: had the day of reckoning arrived? Would Mikovits be the scientist who would resolve this disease or would she go down in flames? Without meaning to be cryptic, I believe the answer is a bit of “yes” on both counts.

* * *

“We have CDC-proofed this paper,” Mikovits assured me in September of 2009 shortly before her study was published in Science. She might have been new to the disease, but she was well acquainted with its political history. Earlier, in July, her work had held up beautifully when two AIDS experts at the National Cancer Institute called a secret meeting of top gammaretrovirus experts to deliberate on the matter. The government’s primary concerns: how to manage an unpredictable public once the news of XMRV and its possible relationship to cancer was publicized and what to do about all those infected, asymptomatic people.

“That’s the piece of the data that scared everybody,” Mikovits remembered. “They didn’t care about ‘chronic fatigue syndrome.’ Ten million people infected with a retrovirus of unknown pathogenic potential? In this country, by comparison, eight-hundred-thousand people are infected with HIV.”

In the tumult that followed, concern turned to scorn when several laboratories were unable to confirm the work and, in time, a persuasive argument was presented by an American scientist, initially a staunch Mikovits supporter, that XMRV was a man-made virus, a “contaminant,” that had been spreading from laboratory to laboratory since the mid-1990s. Mikovits and her collaborators accepted the verdict on XMRV but drowned out in the resulting furor and even ridicule was Mikovits’s voice. She insisted that evidence for gammaretrovirus infection in ME remained strong and was deserving of continued study. As with HIV, she argued, likely there were multiple strains of the pathogen and she noted that her research supported that hypothesis. She also referenced another scientist, a reclusive interferon expert named Sydney Grossberg, who had been quietly pursuing his own discovery of a retrovirus in an ME patient since the early 1990s at the University of Wisconsin. Indeed, in May 2013, once XMRV was laid to rest, Grossberg published his observation that the pathogen was a member of the gammaretrovirus family. Specifically, it was a murine leukemia virus as XMRV was believed to be. It was, he continued, distinct from XMRV. Grossberg went on to suggest that in future studies, his techniques be used to “expand the detection” of a subset of viruses “related to [murine leukemia viruses].”*

* * *

Would Mikovits have been treated as harshly had she been a man? Certainly, the discoverers of XMRV were men and none of them suffered the malignant news coverage, Internet hazing, or public drubbing she would suffer. Would journalists Jon Cohen and Martin Enserink of Science have tagged-teamed Mikovits, as they did in the summer of 2012, to produce an eight-page classic work of character assassination in September of 2011 in Science? Enserink trailed Mikovits around Brussels and the university town of Leuven, Belgium, during a scientific conference there, and Cohen later followed her from California to Reno, apparently in large part to obtain her jail mug shot, which appeared on page one of their story. I witnessed Mikovits talk herself hoarse with Enserink over a period of days in an effort to explain her scientific methods and hypotheses; I failed to recognize a word she had said to him in the article that resulted.

Or was it the fact that the public health establishment largely perceives ME as a disease of women, resulting in derision and dismissal not just of patients but of the scientists who seek to identify the etiology of their disease, especially if they, too, are women? As recently as December 2013, one newly-retired NIH scientist was asked by a patient at a medical conference in New York City what the NIH leadership really thought about this disease. After a pause in which he seemed to be weighing his words, the scientist replied, unsmilingly, “They hate you.” Can the rocky history of an epidemic that so far has impacted two human generations be attributed to misogyny in the way foot-dragging on AIDS during the early 1980s is attributed to homophobia?

Or does the explanation lie with the CDC and NIH imperative to save face, with the need to avoid any admission that taxpayer-supported health agencies have failed so profoundly and for so long? Or is it to do with the avoidance of the class action lawsuits Mikovits predicted? We are not primed as a society to ponder whether these agencies are conspiring, by default or purposefully, to keep the population ignorant of real and present threats to our lives and the lives of our children. The history of this disease, however, and the often devastating experiences of scientists who have tried to crack the case, force any thinking person to consider that possibility.

What cannot be disputed: Judy Mikovits changed a stale quarter-century debate about the legitimacy of ME to a conversation about its biological cause, its modes of transmission, and rational drug therapies. She reopened the Pandora’s Box that was slammed shut when the CDC attempted to bury Elaine DeFreitas. She made the disease real for a while, a momentous feat in itself, and moved the focus of the scientific community away from its symptoms toward its cause. She broke the spell of nihilism. She also proposed a reasonable hypothesis about a possible infectious agent driving the autism epidemic; in a rational world, her hypothesis would be pursued aggressively. More broadly, Mikovits brought a once quiet, even esoteric conversation among molecular and evolutionary biologists out of the closet and into the mainstream: is it possible that one virus or a closely-related family of viruses might be causing the neurological diseases such as ME, autism, even possibly ALS and Parkinson’s disease, as well as the epidemics of non-Hodgkin’s lymphoma and leukemia?

One hopes for greater honesty and a new spirit of open-mindedness from government officials in the future. When so many are sick and the cost to the culture is so high, every discovery should be examined and explored without bias and with great urgency. Honest scientists need to know they will be supported in their endeavors to solve difficult problems rather than “burned at the stake.” One hopes, too, for the salvation of the millions of people who have been disappeared by their governments for having acquired a disease that cannot be acknowledged by those governments and those who will become ill in the years ahead if there is a return to the status quo that Judy Mikovits disrupted for three brilliant years.



* Sidney E Grossberg et al., “Partial Molecular Cloning of the JHK Retrovirus Using Gammaretrovirus Consensus PCR Primers,” Future Virology, Vol. 8, No. 5, April 18, 2013, 507–520.


Prologue

The Arrest



I began comparing Judy Mikovits to Joan of Arc.

The scientists will burn her at the stake, but her

faithful following will have her canonized.

—Dr. John Coffin1

Friday, November 18, 2011

“Is Dr. Judy home? I’m Jamie. I’m a patient and she knows me very well. She’ll remember me. She said to come by any time.”

That’s odd, Mikovits thought. Patients rarely showed up at her door. The only Jamie she could think of was miles across the ocean in Hawaii, hardly a place one comes from unannounced. “That’s okay, David. I’ll take it,” she said. She swept past her husband, giving him a quick glance to indicate everything was okay as she walked to the door of her southern California beach bungalow.

Judy often wondered what David must think of her crazy life. Did he know he was signing up for a roller coaster ride when they married? She might be the world-famous rock-star scientist, but he was the rock. As a teenager growing up in Philadelphia, Judy’s husband David Nolde had danced on Dick Clark’s American Bandstand to musicians such as Sam Cooke, Neil Sedaka, and the Everly Brothers. In his professional life he had been a personnel manager for various hospitals. He was the kind of man who was good at listening, understanding people, and defusing tense situations. She was often called the brilliant one, but it was David who understood what others tried to keep hidden.

The woman standing at the door was tall and dark-haired, dressed in black. “Hi, Dr. Judy,” the woman said. “Do you remember me?”

Judy Mikovits had her PhD in biochemistry and molecular biology from George Washington University and was an AIDS and cancer researcher of more than thirty years, but people often said she had a second career—a calling, in the language of her strong Christian faith—as a patient advocate. Over the years she had run volunteer cancer support groups and would often research and review treatment options for people and accompany them on doctor visits. Most people were terrified to be suddenly thrown into the medical system and were reassured by having someone along who understood the science. She also found that the majority of doctors welcomed the opinion of a researcher as they often complained that they didn’t have time to keep current with the latest research.

Most people she helped referred to themselves as her “patients” even though she was not a treating physician. In the past few years she had moved from cancer research into a high-profile investigation of myalgic encephalomyelitis/chronic fatigue syndrome (ME/CFS), taking the position of research director at the start-up Whittemore Peterson Institute for Neuro-Immune Disease (WPI), housed at the University of Nevada, Reno (UNR) campus. Mikovits developed the entire research program that culminated in an article in 2009 in the highly prestigious research journal, Science¸ showing an association between a newly discovered human retrovirus, XMRV (xenotropic murine leukemia virus-related virus) and ME/CFS.2 There had been a partial retraction of the work a month earlier,3 but for many reasons Mikovits still believed the theory was sound and needed rigorous validation.

Over the past five years Mikovits had counseled ME/CFS patients in much the same manner as she had counseled cancer patients and felt she could tell pretty quickly if a person was suffering from the disorder. Patients were often unnaturally pale, sometimes too thin or overweight in a sickly way, and there was something about the eyes that looked different. She understood that calling what these patients suffered from “fatigue” was like calling the atomic bomb dropped on Hiroshima “fireworks.” Over a spectrum of severity, many of the most severely affected spent twenty-three hours a day in bed with the shades drawn because of their utter weakness and light sensitivity. Many of the patients had been active, vital people before their affliction struck, with a good number engaging regularly in rigorous athletic pursuits, like running marathons or long-distance cycling. Their physical breakdown was often looked upon by doctors as some sort of unconscious psychological disorder, as if these people who lived life to the fullest had simply decided that life was no longer worth the trouble.

But the disease was without mercy, lasting for decades and taking decades from patients’ expected lifetimes. The former chief of Viral Diseases for the Centers for Disease Control and Prevention (CDC) claimed the level of disability of many of these patients was similar to terminal AIDS patients and those in end-stage renal failure, so patient comparisons to a “living death” were apt.4 But the years generally did not bring death, although an unusual number of patients developed rare types of cancers, salivary gland tumors or B-cell lymphomas. This fact more than any other is what drew the former cancer and AIDS researcher toward this research. Why would years of a fatiguing illness result in an elevated rate of rare types of cancer? She felt there were some intriguing avenues to explore.

Yes, Judy Mikovits had learned a great deal about ME/CFS in the past five years. Judy stared at the woman in her doorway and felt a sudden chill. She was certain the woman didn’t have the disease and that she wasn’t a patient she had ever seen before. “I don’t know you,” Mikovits said to the woman and began to push the door shut.

* * *

Regan Harris first got to know Mikovits when she called the WPI in December of 2009, after reading the Science article.5 Regan was surprised and flustered to suddenly be speaking to an internationally recognized scientist, but Mikovits quickly put her at ease and asked Regan to share her story. With a deep breath, Regan began by telling Mikovits she had become sick in October of 1989, at the age of fourteen after a bout of mononucleosis. The following year she had been diagnosed with ME/CFS and from that point on, life had been a roller coaster ride.

Despite her ME/CFS, Regan had been able to graduate high school and had attended college where she received a bachelor’s degree in psychology. While getting her degree, Regan researched the issue of suicide among the ME/CFS population and how these patients presented with a different psychological profile than people with depression. Regan’s work eventually culminated in a poster presentation before a meeting of the American Psychology Society in 1998. After listening to Regan’s tale, Mikovits told her about an ongoing research study and asked if she would like to participate. “I can never give you back the years of your childhood that were stolen from you,” said Mikovits, “but I think we can prevent this from happening to other kids. Will you help me take this thing down forever?”

Galvanized by Mikovits’s confidence, Regan signed the forms and went to the grand opening of the $77 million WPI and Center for Molecular Medicine at the University of Nevada, Reno in August of 2010. There she met Annette and Harvey Whittemore and their daughter Andrea, who had also been struck with ME/CFS from a young age. Regan couldn’t wait to make her own contribution to this effort.

Regan moved to Nevada in September of 2010. She planned on volunteering for the WPI, hoping it would lead to a paying job. Judy and David were warm and welcoming, often taking Regan out to sample the local cuisine. When Regan first arrived, David spent some time driving her around Lake Tahoe, eventually shuttling her to Glenbrook, the exclusive gated lakefront neighborhood where the Whittemores had one of their many residences. When David approached the gatekeeper at Glenbrook the large gates opened as he said, “Whittemore.”

When they got to the Whittemore home, a historical residence known as the Lakeshore House, complete with its own private dock, David motioned with a hand and said, “What do you do when your family is too big to fit in one house? You buy the one next door as well!” The Whittemores owned two houses on Lake Tahoe. When Regan flew home to Massachusetts that Christmas, she couldn’t wait to tell her mother all about her run-in with the Nevada royalty. Regan gushed about the wealth and influence of the Whittemores, noting, “My God! They’ve even got a movie theater in their house. You would not believe this, Mom! Can you imagine what it’s gonna be like if I can work for them? It would be so cool.”

Regan’s excitement was not fully celebrated by her New England mother, who said, “Regan, I never want you to be seduced by money and power. You remember one thing: anybody who is powerful enough to give you everything is also powerful enough to take it all away.”

* * *

Mikovits had almost latched the door when she heard a male voice shouting, “Hold on there!” A man, identifying himself as University of Nevada, Reno campus security, stepped out from behind one of the large bushes in her yard and strode quickly to the door. Dr. Mikovits knew this man—he had investigated the robberies that had taken place at the WPI when she had been the research director. Where she had been research director.

That was in the past now. On September 29, 2011, she was fired, receiving the dismissal call on her cell phone from Annette Whittemore, president of the WPI, as she walked home. While the experience of being fired could shake anybody, how many could claim the news had been reported in the pages of the Wall Street Journal?6 The article by the well-respected journalist Amy Dockser Marcus in her Health Blog section of the Wall Street Journal had given a fair account of her firing:

Whittemore told the Health Blog that she and Mikovits were not “seeing eye-to-eye” on who controlled the cells. Research on retroviruses and their possible connection to CFS as well as other diseases continues, she said. “We will keep going down that path as long as it continues to show promise,” Whittemore says.

Annette Whittemore’s given reasons for firing Mikovits would change several times over the ensuing months, but she detailed them in a letter sent to Dr. Mikovits on September 30, 2011, which among other things accused Dr. Mikovits of “insubordination”.7

On October 1, 2011, Dr. Mikovits sent a response to Annette Whittemore addressing the event that had ostensibly caused her firing as well as more concerns she had about the management of the WPI. Mikovits told Annette that as the principal investigator on the National Institutes of Health (NIH) R01 grant, Mikovits alone was legally responsible for all resources on that grant and that Mikovits alone was the one who should have decided the appropriate allocation of those resources. Mikovits was pleased that Annette hoped for ”a smooth transition” regarding Mikovits’s departure. However, as Mikovits was the principal investigator on three grants housed at the WPI, two from the NIH and one from the Department of Defense (DOD), she told Whittemore that she fully intended to continue her research on those same grants, but at another institution—once one was found. This is common practice in the scientific community; the principal investigator takes the grants with her if she leaves the institution.8

Her break six weeks earlier with the Whittemores had been sudden, but Mikovits was eager to move forward with her life and research. The next day, she was scheduled to fly out to New York City to participate in the celebration of a multi-million dollar ME/CFS initiative to be run by ME/CFS physician Dr. Derek Enlander of Mount Sinai Hospital. Mikovits and Enlander were also scheduled to discuss ways in which they might collaborate after her depature from the WPI. But she would never make that trip.

* * *

A thud at her feet made Dr. Mikovits look down. She realized the woman had dropped a microphone and a recording device. “That’s illegal here,” said Mikovits. “You can’t record me without my permission.”

“We’re just here to get your side of the story,” replied the woman as she picked up the fallen items.

“Fine then. You can come with me to my lawyer’s office. I’m on my way to meet him.” Mikovits again tried to close the door when three burly Ventura County sheriff’s deputies came around from the driveway. One of the deputies was brandishing a yellow piece of paper. “We have a search warrant.”

The deputies came onto the landing, pushed the door open, and proceeded to enter the house, pushing Mikovits’s husband along with them. “David,” she called out. “Call the lawyer!”

Just that morning she had called her attorney’s office to ask if there were any warrants out for her arrest. On November 4, the WPI had filed a civil case against her, claiming she left with intellectual property, specifically her notebooks and computer files. As a principal investigator on three government grants, Mikovits knew she was legally required to maintain and protect copies of all data under federal regulations and her UNR contract as an adjunct professor.

In addition, since her research was being challenged by the scientific community, she needed to possess this information to defend the work. The attorney had found her trepidation humorous and said he didn’t see anything that serious arising out of the civil case. Just to calm her, he had checked. There were no arrest warrants.

But Mikovits still sensed something terrible afoot. She believed she had caused her former employers considerable distress. Viral Immune Pathology Diagnostic (VIP Dx)—a for-profit clinical lab loosely associated with the WPI and owned by the Whittemores and Lombardi—was selling an unvalidated diagnostic test for the XMRV retrovirus, one which they would later discontinue selling. They claimed that she had approved VIP Dx’s tests, including a new serological one announced under her name, when she was not employed by VIP Dx and had not evaluated data or statements made by the clinical lab.9

Mikovits believed she had cut off a lucrative source of revenue for the WPI when she had vocalized all of this on September 23, 2011, at the Ottawa Conference, saying “VIP Dx lab will not continue XMRV testing because it hasn’t been shown to be reproducible in the Blood Working Group [BWG].”10

She was fired one week later.

Others were already concluding the test was problematic after the release of the report from the BWG, the group founded to investigate whether the retrovirus posed a threat to the blood supply.11

Next came the replication study coordinated by Dr. Ian Lipkin of Columbia, one of the world’s most famous virologists. A few days after Mikovits was fired, Lipkin had called to ask if she had confidence in the integrity of her former employers, the Whittemores, to allow her to perform the study in Reno.12

Mikovits told Lipkin that she did not have confidence that the study could be performed at the WPI. It was not until November 14, 2011, that Lipkin emailed Mikovits saying he had decided not to have the WPI participate in the study, a decision which would potentially cost the institute a great deal of money.13

Despite these financial hardships to the Whittemores, Mikovits believed she was acting the only way she knew how—as an ethical scientist.

The woman in black took Mikovits by the arm and motioned for her to come out onto the porch. “We just want to hear your side of the story,” the woman repeated. “Do you have any WPI property?”

“I do not,” Dr. Mikovits answered. “Everything in this house is mine.”

She knew what they were looking for. The research notebooks. The notebooks which she feared would have ended up on the bottom of Lake Tahoe, been altered, or otherwise kept from public view had she not secured them.

The open access to research, especially research funded by the government was the property of all. She didn’t have the notebooks, didn’t even know where they were, but she knew they were safe. She believed that her assistant, Max Pfost, had secured them. Whatever she had discovered, or the mistakes she had made, the evidence would be there for all the world to see.

“Do you have a black laptop?” the woman in black asked.

“Yes, it’s sitting right on the table, but it’s mine. It was a gift.”

“From whom?”

“Annette Whittemore.”

* * *

Mikovits remembered the extravagant 2007 Christmas party, the first WPI Christmas party, when Annette had presented her with the black laptop, a back-up disk drive, and a printer.14 The only stipulation Annette put on her present was that Mikovits had to promise to back up the hard drive on the disk drive that stayed at the lab. Thus, as Mikovits understood it, there should be two copies of all data, one for the principal investigator, Mikovits, and one backed up on the drive at the lab. Annette even gave Mikovits the receipt for the computer in case there were any problems.

The Whittemores were political contributors to US Senator Harry Reid, a Democrat and the majority leader of the Senate, as well as many other politicians.15 All four of Harry Reid’s sons had at one time worked for the law firm where Harvey Whittemore was a senior partner.16 In addition, Harvey Whittemore had personally helped advance the legal careers of two of Reid’s sons—and one of the sons, Leif Reid, had become Whittemore’s personal lawyer.17

In a 2006 article in the Los Angeles Times, Harvey Whittemore is quoted as saying, “You have to understand how close the Whittemore and Reid families are … My relationship with Sen. Reid goes back decades.”18

Harvey Whittemore was often identified as one of the most politically influential individuals in the state of Nevada, earning nicknames such as “the 64th legislator” for his help in drafting the state’s first business tax and being among a select group of four wealthy men known as the “Power Rangers,”19 after the popular Saturday morning children’s show. One reporter of Nevada state politics had quipped, “Governors come and go, but the Power Rangers stay the same.”20 Ominously, one of Harvey former associates said “Harvey Whittemore has a different moral compass than the rest of us.”21

One of the Whittemores’ children, their daughter Andrea, had been struck down with ME/CFS when she was just eleven years old. Her parents were tireless in trying to find a cure for her, and through the work of Mikovits and others, Andrea—now in her thirties—was close to recovering her health. This personal connection to the disease made Mikovits believe that she and the Whittemores would always be on the same side.

* * *

The case brought by the WPI against Mikovits was an unusual one, according to her civil attorney, Dennis Neil Jones. “The complaint alleges what I guess you could call industrial espionage. And the defense is basically a whistleblower kind of defense.”22

It was much different than the typical cases Jones handled. Both Jones and Mikovits’s bankruptcy attorney, David Follin, would be disturbed, however, by the legal maneuverings deployed against Mikovits. As attorneys, they understood the combativeness of the judicial system, but also knew there were rules and an expected logical progression of events.

But this case seemed very different from the start, in both the legal aspects, and the response of the scientific community. “It seems like the field was stacked against Judy and it’s continued to be so. Any allegations she was convicted of a crime or [that] there was a successful judgment against her, is wrong,” said Follin.23 “Judy is just an amazing person. She’s probably one of the most brilliant people I’ve ever met. All Judy wants is fairness and I can’t understand how her profession can turn its back on such a talented individual who has so much to offer and could help so many people.”24

* * *

When Mikovits thought about it later, she realized the problems had actually started soon after Mikovits and Annette Whittemore first appeared on a TV show in 2009 called Nevada Newsmakers,25 shortly after the publication of the landmark article in Science linking a new human retrovirus to ME/CFS.

Mikovits and her team found evidence of the retrovirus in 68 out of 101 patients (67 percent) with CFS as compared to 8 out of 218 (3.7 percent) of healthy controls.26 As if it weren’t enough that they were taking on a disease which had been looked upon for more than thirty years as some form of female “hysteria,” they were now planning to take on one of modern medicine’s most controversial disease: autism.

“It’s not in the paper and it’s not reported,” Mikovits said, speaking hesitantly at first, “but we’ve actually done some of these studies, and we found the virus present in a number, in a significant number of autistic samples that we’ve tested so far.”

The show’s host noted that this news had tremendous potential for the autism community, holding out the possibility that this might lead to treatments or even a cure. Mikovits replied by saying XMRV might be “linked to a number of neuro-immune diseases, including autism. It certainly won’t be all because there are genetic defects that result in autism, but there are also the environmental effects.”

Then, barely taking a breath, she crossed the Rubicon.

“There’s always the hypothesis that my child was fine, then they got sick, and then they got autism. Interestingly, on that note, if I might speculate a little bit … This might explain why vaccines lead to autism in some children because these viruses live and divide and grow in the lymphocytes, the immune response cells, the B and T cells. So when you give a vaccine, you send your B and T cells in your immune cells into overdrive. That’s its job. Well, if you’re harboring one virus, and you replicate it a whole bunch, you’ve now broken the balance between the immune response and the virus. So you could have had the underlying virus and then amplified it with that vaccine and then set off the disease, such that your immune system could no longer control other infections and created an immune deficiency.”

If these children were harboring a retrovirus it wasn’t an outlandish claim to make. It has long been established that children born to HIV-infected mothers shouldn’t be immunized until they’re on antiretroviral drugs and their tests show the virus to be at extremely low levels. As explained at the University of California at San Francisco web page on HIV and immunizations,

Activation of the cellular immune system is important in the pathogenesis of HIV disease, and that fact has given rise to concerns that the activation of the immune system through vaccinations might accelerate the progression of HIV disease … These observations suggest that activation of the immune system through vaccinations could accelerate the progression of HIV disease through enhanced replication … If feasible, it is preferable to have patients on antiretroviral therapy (ART) prior to receipt of vaccination …27

Just as one wouldn’t want an immunization to provoke AIDS in an HIV-positive child, one would also want to be sure a vaccination didn’t trigger autism. Mikovits and Annette Whittemore had both grabbed onto the third rail of western science, the question of vaccine injury and the increasing numbers of children with neuro-developmental problems. The scientific community, often choosing comfortable-yet-unproven dogma over testing controversial ideas, made the funding of routine grant proposals even more difficult after the interview.

* * *

The saga of Harvey Whittemore’s Coyote Springs development had started in 1998 when he purchased 43,000 acres of remote Nevada desert about an hour northeast of Las Vegas. The dry landscape was originally considered to be so barren that its best use was thought to be a weapons test range.28 One reporter referred to the single outpost of civilization they’d been able to build on that God-forsaken land as “The Golf Course at the End of the World.”29

But Harvey Whittemore had big dreams. He envisioned ten golf courses as an anchor for retirees and hard-working families who wanted the good life, but couldn’t afford Vegas prices.30 In addition to the already built Jack Nicklaus signature course, there would eventually be 159,000 housing units. If fully realized, Coyote Springs would become the second largest city in Nevada. But it had all fallen through as the recession of 2008 started to take its toll and real estate markets across the country had bottomed out.

As of 2011, none of the housing units had been built and only the single golf course had been completed. The writer remarked that Nicklaus’s single green golf oasis in the dry brush country of jagged edges and steep lines made it look like a vista out of the classic 1968 science fiction movie Planet of the Apes.31

And yet there was something audacious about Harvey Whittemore’s ambitions, even in light of his troubles. The reporter who dubbed it “The Golf Course at the Edge of the World” also gave what might be considered a eulogy for many of Whittemore’s projects. After first writing that normally when one sees a development gone bad you simply think the developer put his money in the wrong place and give a figurative shrug. The developer will go onto a new project. “But a golf course—at least one made with such high levels of devotion and talent as this one—is different.”32

* * *

“You’re under arrest,” said the woman in black, slapping a pair of handcuffs on Mikovits.

“But it’s my laptop!” Mikovits protested.

The police would take and hold for almost one year not only Mikovits’s black laptop, but also her iPad, iPhone, the MacBook Air she had recently purchased for her Ireland trip, and the silver laptop of her stepdaughter, who had been staying with them for a few days.

“Don’t say anything!” David called out.

“I won’t!” she shouted back.

Four unmarked sheriff’s cars immediately came around the corner from Harbor Boulevard, staging what might have looked to the casual observer like an episode of America’s Most Wanted rather than the apprehension of a figure in a scientific controversy. Mikovits—five foot four inches of her, frizzy blonde hair, and just a shade over a hundred and forty pounds—stood on the road in her white jogging shirt and black knee-length shorts. She was shoeless, having left her flip-flops on the floor in the bathroom. One of the deputies noticed she was barefoot and asked if she had anything back at the house. “I was wearing my flip-flops,” she replied.

An officer went into the house to retrieve her shoes.

“Why am I being arrested?” Mikovits asked one of the deputies.

“You are a fugitive from justice.”

The arrest of Mikovits would confuse every legal expert who looked at the facts of this case for a simple reason. Nobody involved in any of these proceedings ever produced an arrest warrant. Under what law could a middle-aged scientist be taken into custody without an arrest warrant?

The question would remain unanswered.

* * *

A deputy returned with Mikovits’s flip-flops and she was able to put them on her feet. A sheriff’s deputy opened the back door and she was escorted into the squad car for the eight-mile drive to the Ventura police station. At the police station, she was taken to an interrogation room and read her Miranda rights by an officer. “Yes, I want an attorney and I’ll remain silent,” she told him.

The woman who had identified herself as “Jamie,” now revealed as a member of the University of Nevada, Reno campus police, was also in the interrogation room. “We’ll give you a chance to go back to Reno,” she said.

One has to wonder how many times the UNR campus police have crossed the Nevada border to make an arrest of an adjunct professor in southern California.

Mikovits wondered if the whole song and dance had been an attempt to intimidate her so that she would agree to let the WPI participate in the Lipkin study, which would represent at least a quarter of a million dollars for the WPI. Arrest her in her home, drag her back to Reno, and let her stew in a jail cell until she agreed to let the WPI back into the Lipkin study? And if she didn’t agree, who knew what might happen to her in a Nevada jail cell?

“I’m never going back to Reno,” Mikovits replied, as clearly as she could.

“We’ll see about that. See ya!” the campus cop sneered. After about two hours Mikovits was taken to the Ventura County Jail, booked, and told to stand for a mug shot. They gave her a thorough strip-search, including a body cavity search for drugs, took her only jewelry—her wedding band—her baseball cap, and her clothes, and issued her a standard prison orange jumpsuit. She tried to use her allotted phone call to reach David but outdated regulations disallowed calls to a cell phone. The only landline number she could remember was that of her long-time collaborator Dr. Frank Ruscetti back in Maryland. Nobody was home so the machine at his house picked up the call. Instead of allowing Mikovits to speak all that was left on the machine was a disembodied robot-like voice saying, “You have a call from inmate.”

Later, Ruscetti recalled having no idea what to make of the crazy message.

Finally she called a bail bondsman and tried to post the $100,000 bond, which had been levied against her. The bondsman told her with a tone of disbelief in his voice that a “bail hold” had been placed on her case and she wouldn’t be able to be released that day. “You must really have pissed off someone important,” he said.

* * *

“I never had a case where somebody was charged with stealing their own research,” Bill Burns of 101 Bail Bonds later recounted.33

When a potential client contacted Bill he usually performed a background investigation in order to get a sense of the person. Sometimes the people who found themselves arrested could be pretty smooth talkers, but their record usually told the real story. Burns talked to Mikovits’s lawyer, who explained the nature of the dispute with the Whittemores and then he did his own research. He was quickly able to find out she had no criminal history, that she was a well-regarded scientist, and her husband David Nolde had also never been in trouble with the law.

A picture of his new client began to form in his mind. He had seen a similar scenario several times before—whether it was an overzealous district attorney unfairly prosecuting somebody or when a wealthy individual had influence and knew how to make another person’s life miserable. The information he gathered about Mikovits in a short period of time convinced him that something was definitely out of whack.

“A lot of people suffer from this illusion of how great our legal system is,” Burns later recounted, “and it really isn’t great. You talk about third world countries. You could feel like you’re in a third world country when you’re locked up and trying to get out. You can’t use the phone. You don’t have the ability to mount a defense. It’s amazing in a country of this size that a lot of people get screwed very badly in our system. It’s very easy to end up losing everything on a case that shouldn’t have even been brought.”

Determining if a potential client was trustworthy was important to Burn’s business. Bail bonds don’t get exonerated until the case is resolved, whether that takes two months or two years. The bail for Mikovits was one hundred thousand dollars, which meant she would put up 10 percent of that money up front. Burns would normally take a lien on her house or other property as collateral for the bond, but in this case he didn’t have Mikovits or David Nolde sign over anything as collateral.

“I did a hundred thousand on a signature because I thought not only was the case full of shit, but everything about it was wrong,” he later said.

* * *

There were three holding cells in the basement of the Ventura County Courthouse. The cells were six-by-eight feet, with a three-foot-long steel bench, a small wall, and on the other side a steel commode, unfortunately without any toilet paper. The guards would alternate which cell a new prisoner would be put in, usually about five to a cell. When it was full or the hour was late, the group of prisoners would be taken to the new Ventura County facility down the road.

Many of the people in the holding cell were picked up that day for drug offenses or driving under the influence. For some of the prisoners it was their “appointment time” to serve all or part of their sentence. These were people whose cases had already been heard, and due to the overcrowding of the jails and the relative minor nature of their offense, would serve just a few days.

Shortly after Mikovits arrived in her cell, a woman named Karen (pseudonym), entered to serve her appointment time. She worked for a local newspaper, managing several of the vehicles, which made early morning deliveries. She had been picked up on a minor drug possession charge, was convicted, and as she told Mikovits, just wanted to put the mistake behind her and get it over with. Others were a little more frightening. One woman came in, teetering on six-inch heels, her hair eighteen different shades of the rainbow, clearly picked up for drugs. Karen and Judy exchanged thankful looks that she hadn’t been put in their cell.

As the hours passed, the cells continued to fill up, with some of them apparently regulars; they would warmly greet their fellow inmates or guards as they were processed in. At some point, one of the prisoners asked if any of them were first-timers.

“I am,” said Mikovits.

* * *

In the late evening, probably around ten or eleven, Ruth (pseudonym), a distraught woman in her mid-fifties, was brought into the jail. She was coughing and crying at the same time and lamenting that this was all a mistake. In the six or seven hours Mikovits had been in the holding cell she had learned a little about jail psychology: one didn’t look directly at people and one kept one’s head down. Everybody else was avoiding looking at Ruth as well.

“This is all wrong! This is a mistake!” cried Ruth. “I shouldn’t be here! I should be home!” Mikovits knew just how she felt.

* * *

When Dr. Jamie Deckoff-Jones read the October 9, 2009, Science article by Mikovits and her team shortly after its publication, she looked up at her husband and said, “This is it. This is what we’ve got.”34

Deckoff-Jones was a graduate of Harvard and Albert Einstein College of Medicine and a board-certified emergency physician. Her father was a brilliant man and legendary surgeon, who graduated magna cum laude from Yale and finished Harvard Medical School at the age of twenty-one. Deckoff-Jones traced the beginning of her own neurological downfall to a series of hepatitis B shots she received when she was pregnant with her third child. She also often wondered about the sugar cube polio vaccine she received in 1961.35

Her symptoms waxed and waned over the years and she believed the constellation of her symptoms most closely resembled some sort of combination of Lyme disease and multiple sclerosis. Her daughter came down with ME/CFS when she was thirteen years old and around the same time her husband came down with Lyme carditis, a heart condition associated with Lyme disease.

In January of 2010 she wrote to Mikovits and was amazed at the lengthy emails Mikovits wrote in response to her questions as well as her openness and inclusiveness. As their relationship grew, Deckoff-Jones took over the role of answering much of Mikovits’s email questions from patients. It was Deckoff-Jones’s opinion that Mikovits was spending so much time responding to patient emails that it was limiting the amount of scientific work she could accomplish in a day.

Deckoff-Jones eventually came on as the clinical director of the WPI. Her relationship with the Whittemores quickly soured. Deckoff-Jones believed the problems arose because of Annette’s inability to admit what she didn’t know and protect her staff. Eventually Harvey took over as the person at the WPI to whom Deckoff-Jones directly reported. She found Harvey to be a smart man and generally easy to work with but he had his breaking point.36

In a text she sent to Harvey, she used the word “nepotism” to describe many highly-placed individuals who worked at the WPI, like Carli West Kinne, legal counsel for the WPI, and Kellen Monick-Jones, the patient coordinator for the WPI, both Whittemore nieces. Other examples included not just relatives, but others who had long-standing personal or professional ties with the Whittemores.

“Now you’ve really lit my fuse,” Harvey wrote back in a text after the “nepotism” comment. Shortly after that, Annette Whittemore informed Deckoff-Jones they were going to have to shelve their plans for a clinic and her services wouldn’t be needed. They had had conflicts over other issues as well, such as whether the clinic should treat kids with autism. Deckoff-Jones wanted to treat them, but believed Annette saw far too many problems with such an effort.37

For Deckoff-Jones, Mikovits’s story is important in that Mikovits was like Pandora, opening a forbidden box. “She made mistakes like everybody in the story. Me, everybody. An incredible opportunity has been lost as a result. But it’s mostly Harvey and Annette’s fault. Judy never had a chance. They never supported her. She didn’t have what she needed to pull it off. Ever. It was a joke.”38

* * *

Around two a.m. the day after her arrest, Mikovits was driven to the Todd Road Facility located in a lemon orchard about ten miles out of the city of Ventura. Upon being admitted to the facility, she was again required to strip, bend over, and submit to being cavity searched for drugs. Mikovits was given several pieces of paper with directions on how to be a model prisoner, but because she didn’t have her reading glasses couldn’t make out the words. When she complained to a guard about her need for reading glasses, the guard replied, “This isn’t a resort. That’s why they call it jail.” Apparently a model prisoner didn’t “need to read.”

At one point during her processing, Mikovits was asked if she was suicidal.

“No,” she replied.

Even with her clear answer, Mikovits was placed in the suicide watch wing. The suicide watch wing was regularly used for people who were being arrested for the first time. It seemed that being arrested and placed in jail for the first time was such an overwhelming experience for the average person that it was presumed to make them suicidal. The light in the suicide watch cell was on the entire night, which allowed the guards to constantly monitor the prisoners for any signs of abnormal behavior. Mikovits’s cellmate was a woman, Marie (pseudonym), who was undergoing treatment for a methamphetamine addiction. Because Marie was taking several powerful drugs to break her addiction and was thus at risk of falling out of bed, Mikovits was required to take the top bunk.

The cell was made of thick cinder block. The cell was about four feet wide, had a bottom and top bunk made of steel, a commode and sink attached to the wall, and a small window at the top. Instead of bars across the front entrance, there was a thick steel door with a small rectangular window. When the steel door closed, sealing her in, Mikovits felt as if she were in a tomb. The opening and closing of the heavy doors all night sent shivers through Mikovits. She could never have imagined herself in such a place. For a mattress, they were given the equivalent of an exercise mat and no pillow since they were in the suicide watch cell. Marie explained to Mikovits how to put her foot on one side of the small sink to climb into the top bunk. Upon making it to the upper bunk, Mikovits was greeted by the fluorescent, oblong light, which never went off.

Mikovits thought about one particular day in the WPI shortly after she had returned from the Invest in ME conference in England in May of 2011, when Harvey had stormed into her office. He shouted at her because he thought she had insulted Annette’s efforts to reach out to another ME/CFS charity. Mikovits had done nothing of the sort but Harvey demanded, “You’re going to go and apologize to Annette!”

“Okay! Okay!” Mikovits replied, hoping to defuse the situation.

Harvey’s booming voice had no doubt been overheard by other staff members, but as they left Mikovits’s office, he put on a big smile and slid his arm around her shoulder. But his hand didn’t reach all the way to her shoulder, stopping instead at the back of her neck, where it would be concealed by her shoulder-length blonde hair. As he walked past employees of UNR, all smiles and friendliness, Mikovits felt his hand squeezing the back of her neck so hard she thought it would leave bruises. To Mikovits, the message was unmistakable: she felt like he was saying he could end her at any time he wanted and all of these people he supported wouldn’t raise a voice in protest.

Harvey pulled the same little neck-squeeze trick on Mikovits in August of 2011 when they’d been leaving a restaurant with a representative of a drug company that Mikovits had introduced to the Whittemores. Harvey was hoping the company would initiate a clinical trial of a new drug therapy with the WPI and provide significant financing. Mikovits had been unusually quiet during the evening, and by the end of the meal the company had decided not to collaborate.

Since that time, Mikovits had been plagued by a recurring nightmare in which she was driving with friends of hers, having a great time, laughing and talking, when Harvey Whittemore suddenly sat up in the back seat, reached his long arm around her neck, and started strangling her. The metaphor was clear, he could do anything to her and she could not scream.

That first night in jail, Mikovits didn’t worry about her own safety. She believed that Harvey’s plan had been to get her back to Reno and she knew the notebooks containing evidence had been secured by Max.

Who knew what was planned for her in Nevada?

But no matter how long his arms, Mikovits doubted Harvey could reach all the way from Reno, Nevada, to her jail cell in Ventura, California. It was ironic, but she felt safer in a cell with a recovering methamphetamine addict than she had felt in months.

* * *

Mikovits let her thoughts wander to Dr. John Coffin, whom many saw as the grand old man of virology, and his quote in Science comparing her to Joan of Arc.

Science at the highest levels is a territorial game of power. In many cases, if a young person discovers a novel finding in someone else’s turf, the self-appointed head of that domain writes the second paper and first review article and effectively squeezes the young person out. Coffin had actually written an editorial in support of her original article in the journal Science entitled “A New Virus for Old Diseases.”39 Now he was on the other side.

Who Mikovits wondered, compared a fellow researcher to Joan of Arc, a fourteenth century warrior saint unjustly accused of heresy, and prophesized, “The scientists will burn her at the stake”: It was a ludicrous statement. Why should a scientist be burnt at the stake for publishing data that might turn out to be wrong? In the 1970s many papers were published falsely claiming the discovery of human disease-causing retroviruses. None of these people were burnt at the stake, some of them were elected to the National Academy. Was Coffin comparing the scientific community to the agents of the Inquisition? How might they feel about such a comparison? If her research turned out to be incorrect, let somebody else run the same experiments and disprove her. That was the way science went. People can be right one day and wrong the next. She could accept that. Coffin had been wrong about human retroviruses. Had he ended up in jail? Disgraced? No. There was so much more to this story.

But as much as she thought Coffin had acted inappropriately in many instances, she also felt that a great many of her problems stemmed from her former allies, the Whittemores. She believed that the recession had badly hurt the Whittemore’s real estate holdings but also wondered if others with far more power might be forcing them to act against their natural inclinations.

But why would anybody not be interested in helping the millions of patients with ME/CFS and children with autism?

* * *

Even with all that had happened, as Mikovits lay in her bunk, she found herself trying to pray for the Whittemores. Mikovits had genuinely liked them. Many of her friends believed her downfall was due to her misplaced loyalty towards the Whittemores, maybe an emotional naiveté, an inability to tell when people were manipulating her. But there was no doubt that since the 1984–1985 outbreak of ME/CFS at Lake Tahoe, no other individual or group had done more to focus attention on this horrible disease than the WPI.

The poet Henry Wadsworth Longfellow once wrote, “If we could read the secret history of our enemies, we should find in each man’s life sorrow and suffering enough to disarm all hostility.” It was in this vein that Mikovits thought of the Whittemores as she sat in her jail cell.

Mikovits believed Annette was in over her head with the WPI, but she was a parent fighting for her child’s life. She felt that so many things had conspired against them but especially the economy and not fully understanding how much the government wanted to avoid taking an honest look at ME/CFS or autism and the role vaccines might play. Mikovits tried to leave these thoughts behind and concentrate on something more elevated. She struggled to remember the words of certain Biblical verses she had heard over the years at church but couldn’t recall any. It bothered her because she really wanted, needed, to pray.

Only the words to the Lord’s Prayer came to her. She began reciting it over and over, almost like a mantra, and it gave her a feeling of great peace as she faced the uncertain night ahead.

Our Father who art in Heaven,

Hallowed be thy name;

Thy kingdom come

Thy will be done

On Earth as it is in Heaven.

Give us this day our daily bread;

And forgive us our trespasses

As we forgive those who trespass against us;

And lead us not into temptation

But deliver us from evil.

“Act, and God will act,” Joan of Arc had once said. Despite all the times she had acted before and it had come to nothing, Mikovits thought she would try once again.



CHAPTER ONE

The HHV-6 Conference and the Culture of Science



In science there is—maybe—more self-interest, a little more paranoia, a little more narcissism, or else why do we go into it? You think you are good enough to solve problems of nature. Many scientists tend to keep things to themselves. If the other person does not get funded, maybe you will be funded. All these things are in play, but these are the worst elements of science or scientists.

—Dr. Robert Gallo.1

Barcelona, Spain—May 1, 2006

Judy Mikovits searched for a seat just barely within earshot distance of the keynote speech of Dr. Robert Gallo2 at the 5th International Conference on HHV-6 and -7 (human herpes viruses 6 and 7). Gallo was speaking in the stately grand ballroom at the Hilton Diagonal Mar Hotel in Barcelona, Spain. She hoped to fade into the diffuse lighting and subtle European accents of the room. Mikovits knew from previous encounters that she wanted to stay far away from the famed scientist.

Gallo was there to speak about human herpes virus number 6, which had been codiscovered in his lab in 1986 by Dr. Dharam Ablashi.3 Ablashi was also the program’s committee chair of this conference dedicated to the HHV-6 virus and its possible connection to ME/CFS and other disorders.

Many Americans still consider Gallo to be the scientist who discovered the Human Immunodeficiency Virus (HIV), which causes Acquired Immune Deficiency Syndrome (AIDS). The World Health Organization estimates that since the known onset of the AIDS epidemic in the early 1980s, 70 million people have become infected with the HIV virus and about 30 million have died from the complications of AIDS,4 making it the greatest pandemic of the modern era and ensuring a place among the Louis Pasteurs and Jonas Salks of history for those at the forefront of HIV research, hence the ferocious fight among the participants for credit. Gallo’s biography at the Institute of Human Virology at the University of Maryland, which he founded and still directs, claims he is “best known for his codiscovery of HIV.”5 However, when the Nobel Prize committee awarded the Nobel Prize in 2008 for the discovery of HIV to French scientists, Luc Montagnier and Françoise Barré-Sinoussi, Gallo’s name was conspicuously absent.

One can’t doubt the ascendant accolades and recognition Gallo has received during his scientific career. Gallo holds an enviable tweny-nine honorary doctorates. In 1982 and 1986, he received the most prestigious American scientific award, the Lasker Prize, which is often called the American Nobel Prize for medical research. Gallo is the author of 1,200-plus scientific publications, and he authored the book, Virus Hunting—AIDS, Cancer & the Human Retrovirus: A Story of Scientific Discovery. According to Gallo’s own account, he decided to devote his life to science after the untimely death of his younger sister at the age of six from leukemia.6 His story is an archetypal tale in science and medicine: those personally touched by an illness often want to conquer or cure it. His career choice seemed to be his natural métier. Judy Mikovits made a similar decision to enter science after watching her beloved grandfather die of cancer, and later on her stepfather suffered the same fate.

The dispute over who actually discovered the HIV retrovirus, whether it was Gallo or a French team led by Luc Montagnier, became so heated that in 1987 it required intervention by US President Ronald Reagan and the French President Jacques Chirac.7 The truce was struck when Gallo conceded he likely used the French HIV isolate to develop the test and allowed both Gallo and Montagnier to claim credit as “codiscoverers” of the retrovirus. These events likely marked the first time in history that credit for a scientific discovery has been decided by two heads of state.

Pulitzer-prize winning journalist John Crewdson of the Chicago Tribune was paramount among Gallo’s early HIV critics. In several articles over a three-year period, Crewdson scrutinized many of Gallo’s claims about his role in the discovery of the HIV retrovirus. Crewdson’s investigative reporting culminated in a book-length special supplement to the Tribune of 55,000 words in November of 1988, entitled “The Great AIDS Quest”.8 In a later article in 1992, the Chicago Tribune’s public editor Douglas Kneeland summarized Crewdon’s conclusions and the unresolved controversy:9 After noting that Gallo’s lab had not discovered the AIDS virus as they long claimed, they had benefited from the resulting test.

As a result, the United States has collected $20 million in patent royalties over the years from an AIDS test Gallo developed by using what even he now acknowledges was the French virus [emphasis added].

Kneeland finished his lengthy editorial by reflecting on what this investigation of high-profile science exposed about the pitfalls of money, ambition, and controversy.

This case was not of abiding importance because it was typical. It was not. But as a worst-case example, it tells us about the treacherous quicksands greed and ambition place in the path of even professional truth-tellers in the scientific research community. And it shows too well what happens when politicians, bureaucrats, lawyers and marketers get too close to science.

Mikovits found that many of the same criticisms would be just as applicable to her investigation of the XMRV retrovirus and ME/CFS, her own version of “treacherous quicksands” that would entrap her in distortions and legal battles. But she was nothing like Robert Gallo.

She had seen the illustrious scientist at close range at the very beginning of her scientific career and did not want to imitate him.

* * *

Three years of investigation by the Federal Office of Research Integrity culminated in a report they released on December 30, 1992,10 which found that Gallo had committed “scientific misconduct.” Gallo vigorously and vocally disputed the findings. However, on July 11, 1994, the Department of Health and Human Services stated “… a virus provided by the Institut Pasteur was used by the National Institute of Health scientists who invented the American HIV test kit in 1984” and promised the French $6 million dollars in restitution.11
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