
Dear [Staff Member],

My name is [INSERT NAME] and I [live with Facioscapulohumeral Muscular Dystrophy (FSHD)/am the parent/caregiver/loved one of someone with Facioscapulohumeral Muscular Dystrophy (FSHD)]. My family and I live in [INSERT CITY/STATE]. I am writing to request your support on the attached resolution recognizing June 20th as World FSHD Day.

FSHD is a genetic disorder that leads to the weakening of skeletal muscles. FSHD can spread to any muscle, but typically affects muscles in the face (facio), shoulders (scapula), upper arms (humerus), and legs or core. Symptoms of FSHD usually begin in the teenage years, although Early-Onset FSHD can begin as early as age 5.

While symptom may begin at an early age, diagnosis can take anywhere from a few months to 10 or more years. Around 20% of FSHers will need a wheelchair by age 50. Over 70% of FSHers experience debilitating pain and fatigue. Unfortunately, there is no effective treatment or cure - but there is hope.

[PLEASE ADD 1 OR MORE PARAGRAPHS: These paragraphs should add additional context on FSHD and your connection. For example: I was diagnosed with FSHD when I was XX years old. Living with FSHD has impacted my life...]
The resolution was introduced on June 18th by Representative Debbie Dingle (D-MI-6) with Rep. Mike Kelly (R-PA-16). We would love your office's support. If you are interested in co-sponsoring, please reach out to William Seabrook (william.seabrook@mail.house.gov) in Rep. Dingle's office.

I can be reached at [INSERT CONTACT INFORMATION].

I look forward to hearing from you soon! Thank you for your consideration.

Sincerely,

[YOUR NAME]
FSHD Society
75 North Main Street, Suite 1073, Randolph, MA 02368 | 781-301-606 | Info@FSHDSociety.Org


