[Your Name]
[Your Address]
[City, State ZIP Code]
[Email Address]
[Phone Number]
[Date]
The Honorable [Governor’s Full Name]
Office of the Governor
[Governor's Address]
[City, State ZIP Code]
RE: Request for Proclamation – Rett Syndrome Awareness Month, October 2025
Dear Governor [Last Name],
Imagine a disorder that combines the most challenging aspects of autism, cerebral palsy, Parkinson’s disease, epilepsy, and severe anxiety—this is Rett syndrome. My name is [Your Name], and my [daughter/son/relative], [Child’s Name], lives with this devastating condition. I am writing to respectfully request that you proclaim October 2025 as Rett Syndrome Awareness Month in our great state of [Your State].
In previous years, we have been fortunate to receive proclamations from various state, city, and county leaders, including your office, for which we are truly grateful [if applicable]. We hope to continue building that momentum again this year to raise critical awareness.
Rett syndrome is a rare, non-hereditary neurodevelopmental disorder caused by genetic mutations that interfere with normal brain development. It primarily affects girls and, in rare cases, boys. Symptoms typically emerge between 6 and 18 months of age, often following a period of seemingly typical development. Parents may begin to notice missed milestones, followed by a sudden loss of acquired skills. This regression leads to severe, lifelong challenges—such as the loss of speech and motor abilities, seizures, irregular breathing patterns, scoliosis, and repetitive, involuntary hand movements. Most individuals with Rett syndrome require full-time care and support for even the most basic daily activities.
Rett syndrome occurs approximately 1 in every 10,000 births worldwide. Because it is caused by a random genetic mutation, every family is at risk.
[Child’s Name], my [relation], is now [age] years old. [Add a few personal sentences about your child’s journey—her strength, challenges, or the love and joy she brings into your life. Make it heartfelt and genuine.]
There is currently no cure for Rett syndrome. There is, however, reason for hope. In 2007, researchers successfully reversed Rett syndrome symptoms in lab models, showing that this disease can be cured. In March of 2023, the U.S. Food and Drug Administration approved the first-ever drug treatment for Rett syndrome, and there are currently 2 gene therapy trials enrolling patients. Continued research may not only lead to a cure for Rett syndrome but could also unlock treatments for other neurological disorders, including autism and schizophrenia.
A state proclamation recognizing Rett Syndrome Awareness Month would be a powerful tool. It would support vital awareness efforts, enhance our fundraising activities, and help educate the public, medical professionals, educators, and policymakers about this life-altering condition.
I would be honored to provide any further information or materials needed to support your consideration. More resources are also available at the International Rett Syndrome Foundation website: www.rettsyndrome.org.
Thank you for your time, compassion, and support of families affected by Rett syndrome. We hope you will stand with us this October.
Sincerely,
[Your Name]
[Your Contact Information]

