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Local Filmmakers Release Documentary About Fibromyalgia, Sell House to Help Finance

San Francisco filmmakers Daneen Akers and Stephen Eyer were first introduced to fibromyalgia, a chronic pain and fatigue condition, when Daneen’s mother was diagnosed with it in 2001. 

Watching their family hunt for good information and struggle with the implications of a chronic illness convinced them to make a film in order to help other families in their situation. “This story needed to be told,” Akers said. “People learn through stories, and this story just hadn’t been told on film yet.”

They were so convinced that this story needed to be told that in 2004 they sold their three-bedroom home in the booming San Diego real estate market and moved into a studio in San Francisco to start a small media company. “We had been working corporate jobs and just didn’t feel fulfilled,” Eyer said. “We wanted to do something worthwhile and we realized that this fibromyalgia story was one we cared about. But we couldn’t keep up a mortgage and have any time or money left over to produce a film. 

Eyer had a background in filmmaking, but Akers had been an English teacher and technical writer with no prior experience. “Looking back, I really had no idea what I was getting into,” she said. “My first schedule shows the whole project taking six months! It’s laughable how naïve I was. Everything took longer and cost more than I had originally thought. I think Stephen just held his tongue about how hard it would be so I wouldn’t get scared off!”

Their target audience for the film has always been patients and their families, who often are uninformed and unsure of how to best be supportive. “Fibromyalgia is still a misunderstood condition, and while there is excellent information available, there is also a lot of misinformation,” Akers said. “I kept imagining how great it would be for a family to be able to sit down together and watch a film where they meet other people just like themselves and learn that there is hope, and that their mom or dad or aunt isn’t crazy.”

After more than two years of interviews and research, their documentary, Living With Fibromyalgia, premieres on November 18 at a screening sponsored by the National Fibromyalgia Association in Orange, Calif. The film features Akers as she tries to understand her mother’s illness. She interviews her mother and six other patients who share their stories candidly and often poignantly, as well as doctors and health-care providers. “I didn’t originally think I would be in the film,” Akers said. “But it ended up making sense—it really was our family that was the motivation for the film.”

Fibromyalgia patients and advocates were supportive of the project from the beginning and are happy with the results. Lynne Matallana, president and founder of the National Fibromyalgia Association, who is also interviewed in the film, is happy to finally have a story about fibromyalgia on film. “Living with Fibromyalgia is the first documentary to explore the most intimate feelings and life-altering experiences of seven individuals living with the daily challenges of fibromyalgia,” Matallana said. “It will make you laugh and cry… a must see for anyone who is living with or knows someone with fibromyalgia.”

At a test screening in August with several dozen patients and their families, the film got rave reviews. Patients felt validated seeing others share such similar stories, “You’ve told my story, you’ve told the story of millions,” Sharon Squires, an RN and fibromyalgia patient, told the filmmakers after the screening. 

Fibromyalgia patients are a tight group because fibromyalgia tends to suffer from some respect issues. Like many invisible illness such as chronic fatigue syndrome, irritable bowel syndrome, and post-traumatic stress disorder, fibromyalgia has suffered from accusations of being a psychosomatic illness—something that mainly bored or unhappy women got. That attitude isn’t often seen anymore due to the fast-growing body of respected research that shows several distinct physiological differences between fibromyalgia patients and healthy controls, but it does till surface.

Fibromyalgia is characterized by widespread pain and fatigue. It’s estimated that as many as 8-10 million Americans suffer from fibromyalgia, and although it’s more commonly seen in women, children and men also get this condition. Fibromyalgia isn’t new, it’s been around in the medical literature since at least the 1800s, but it used to be called muscular rheumatism or fibrositis. It’s even suspected that Florence Nightingale, who was essentially bed bound after her heroics in the Crimean War, suffered from fibromyalgia. Even with a long history, it wasn’t until 1990 that the American College of Rheumatology published a diagnostic criteria for physicians to use.

Bringing respect and dignity to fibromyalgia patients was one of the filmmaker’s goals. “The evidence just keeps growing that the pain and fatigue is very real,” Eyer said. “Just the last few years have seen huge leaps in terms of respect in the medical field due to double-blind, placebo-controlled studies, but most patients still do run into this attitude and it’s difficult to be in pain and have to feel like you have to justify why you are in pain.”

Although Akers and Eyer will both admit that selling their house to jumpstart a production isn’t the wisest financial choice (and they’ve both had to get jobs in the past year in order to finish), they don’t regret it. “I realize this was a little extreme--everybody tells you not to finance your own movie, but I’m really happy we had the courage to do something we felt was important,” Eyer said. “I felt particularly happy when we had a roomful of crying, laughing patients at our test screening this summer thanking us for finally telling their story. It felt good to be able to bring a voice to such an underrepresented population.”
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