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www.LivingWithFM.com
Grassroots Efforts Results in Documentary by Local Filmmakers Screening Nationwide for Fibromyalgia Awareness Day

A new documentary by San Francisco filmmakers Daneen Akers and Stephen Eyer is being screened at over 125 locations nationwide in theaters, community centers, churches, libraries, and homes as part of a grassroots effort to raise awareness about fibromyalgia, a chronic pain and fatigue condition suffered by 8-10 million Americans.

Akers and Eyer, who are married, were first introduced to fibromyalgia when Akers’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. They even took the rather unusual step of selling their home to help finance the film, a move which they admit was a bit extreme, but satisfying all the same. “I’m proud we were able to produce a project we believed in,” Eyer says.

Their documentary, Living With Fibromyalgia: A Journey of Hope and Understanding, was two and a half years in the making, and is the film Akers say she wishes her family could have watched when they first heard the word “fibromyalgia” so many years ago. 

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, sister, or aunt isn’t crazy.”

That hope has been realized whenever the film has screened. Audiences alternately laugh and cry together as they recognize their story in the lives of the patients on screen. “People keep thanking us for finally telling their story,” Akers said. “They all emphasize how  good it feels to realize that they aren’t alone—they completely identify with the patients we interviewed.”

The film’s warm reception by the fibromyalgia community convinced the National Fibromyalgia Association (NFA) to make the film a centerpiece of this year’s May 12 Awareness Day event. Local support groups in over 30 states (and even internationally from the UK and India), have signed up to host screenings and discussions in their communities. The filmmakers are thrilled that so many communities will be discussing fibromyalgia next weekend. “There is power when we come together as a community,” Eyer says. “Not only is there power for patients, but also for their families and friends who realize that this condition is real. The big screen validates in our culture.”

Without a known cause or cure, fibromyalgia has often baffled patients and health care practitioners alike. In the past, lack of scientific information led to myths and misleading claims about FM. 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 because existing lab tests showed no distinct abnormalities. That attitude isn’t often seen anymore due to the fast-growing body of respected research that shows several distinct physiological differences and biochemical abnormalities between fibromyalgia patients and healthy controls, but it does till surface. While FM is most common in women (at least 75%), the illness affects men, women, and children of all ages and ethnic backgrounds.
Bringing respect and dignity to fibromyalgia patients was one of the filmmaker’s biggest goals. Eyer said, “It felt good to be able to bring a voice to such an underrepresented population.”

It’s even suspected that Florence Nightingale, the “Lady With the Lamp” who was essentially bed bound after her heroics in the Crimean War by a mysterious illness, suffered from fibromyalgia. In fact, May 12 has been chosen as Fibromyalgia Awareness Day because it’s her birthday. “I love that Awareness Day is on Florence Nightingale’s birthday,” Akers says. “I think of fibromyalgia patients as heroes in their own right. They won’t all get the fame of Florence Nightingale, but the simple act—on many days not so simple—of living well with fibromyalgia, living with grace and hope in the face of immense challenges, is truly heroic.”

For more information, or to view a trailer of the film, visit www.LivingWithFM.com.
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