Letter to the Editor Template:

Raising Awareness to Identify Undiagnosed Women with LAM
Correct Form of Address for Representative/Senator [xxx]
I believe we have a critical need for raising awareness about Lymphangioleiomyomatosis (LAM). We need to support those who have the disease, and all those who may be affected by it but do not yet have a clear diagnosis.

LAM (short for Lymphangioleiomyomatosis) is a fatal, rare, multi-system disease that kills women from all races, classes and countries, primarily while in their child bearing years. It affects the lungs, kidneys, lymphatic system, and at times the brain. The disease progressively destroys lung tissue, replacing it with cysts that choke the airways, making walking, talking – end eventually breathing impossible.

Deficiencies in women’s’ healthcare leave the women with LAM facing many challenges while being undiagnosed with a rare life-threatening disease. It is estimated that hundreds of thousands of women unknowingly suffer from LAM. Some face years of misdiagnosis as asthma, psychological problems, laziness, and my favorite diagnosis, the “tall, thin women tend to have unexplained lung collapses”. 
Many women participate in potentially hazardous practices like birth control pills, childbirth, smoking, and dietary regimens as seemingly innocent as a Starbuck’s latte with soymilk. Women have suffered as many at 30 lung collapses before receiving a high resolution CT scan or lung biopsy necessary for a definitive diagnosis.

Another diagnosis discrepancy relates to race and socio-economic issues. Only two percent of 1000 identified LAM patients are African American. Scientists believe this inconsistency is due to inadequate health care, and the challenges to order expensive CT scans – not to mention the many physicians who are unfamiliar with LAM symptoms. This resulted in inaccurate demographics that portray LAM patients as highly educated, upper-middle class, Caucasian women who are employed in the medical field and located in or near a major city. 
The need to raise awareness and identify women with LAM is more critical than ever. The LAM Foundation and LAM Treatment Alliance offer disease education and emotional support.

I have joined The LAM Foundation and LAM Treatment Alliance with the goal of locating undiagnosed women in jeopardy. I’m asking you Representative/Senator [xxx] to directly support my LAM awareness efforts in the following:

Medical Professionals
· Direct mail to pulmonologists, internists, gynecologists, radiologists, ER physicians, respiratory therapists, nurses, teaching hospitals, and Tuberous Sclerosis clinics.

· Medical Association and Medical Journal Publications, including RT Magazine and the New England Medical Journal

· Conferences and websites of medical associations, including the American Thoracic Society (ATS), American College of Chest Physicians (ACCP), National Organization for Rare Diseases (NORD), European Respiratory Society (ERS), Society for Neurologists, and the Internist/General Medicine Conference.

General Public

· Engage public relations firm to tailor approach to target audience

· Communicate through television and radio news, health and talk shows

· Use print media, including major newspapers and magazines to publish information on LAM

· Inform civic and women’s organizations

· Make possible Public Service Announcement (PSA) filming and distribution through the Ad Council, and celebrity spokesperson

We hope you will find that changing the future for women with LAM worldwide is worthy of your attention.

I urge you Representative/Senator [xxx] to support women here in [xxx] living with LAM by working as a lawmaker to increase funding for LAM research at a minimum at the rate of medical inflation.  

Simply put: The greater our investment, the more lives we can try to save.

Sincerely,

[Name]

The LAM Foundation and/or LAM Treatment Alliance Volunteer

[Volunteer’s Phone Number and Address]







