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State Legislature Proclamation Toolkit

DATE

Dear <SENATOR/REPRESENTATIVE/DELEGATE> <LAST NAME OF LEGISLATOR>,

I am writing to you as a resident of <CITY/TOWN> to request that you introduce a ceremonial resolution recognizing February 28, 2027, as Rare Disease Day in <STATE>. On that day, millions of people across the United States will join the National Organization for Rare Disorders (NORD) in observing this special awareness day.  

As your constituent, I believe this is important because national statistics indicate that approximately 1 in 10 residents of <STATE> are living with a rare disease. According to the National Institutes of Health (NIH), there are an estimated 30 million Americans living with a rare disease.

 <INSERT 2-3 BRIEF SENTENCES OF YOUR PERSONAL JOURNEY WITH RARE DISEASE AND WHY IT IS IMPORTANT TO YOU TO ADVOCATE>

A disease is considered rare if it affects fewer than 200,000 Americans. There are more than 10,000 known rare diseases. These conditions are often lifelong, and many are terminal. Moreover, approximately two-thirds of those affected with a rare disease are children. 

This Rare Disease Day, special events and activities are planned for February 28th. Individuals and families affected by rare diseases will be sharing their stories on social media; in radio, TV, and newspaper interviews; and at community events here in <STATE> and across the U.S. 

[bookmark: _Hlk88126668]<STATE> has a strong history of support for its citizens’ causes. By declaring February 28, 2027, Rare Disease Day in <STATE> you will shine a light on the challenges facing our state’s rare disease community and demonstrate <STATE>’s commitment to supporting all its residents. I hope that you will join me and let our neighbors living with rare diseases know that while their diseases are rare, they are not alone.

Thank you for your service to the people of <STATE>.

With best regards,


Your name
Your organization (if applicable)
Your address
Your email, Your phone



Resolution

A RESOLUTION RECOGNIZING FEBRUARY 28, 2027, AS “RARE DISEASE DAY” IN <STATE>.

WHEREAS, THE NATIONAL INSTITUTES OF HEALTH (NIH) DEFINES THE TERM “RARE DISEASE” TO MEAN ANY DISEASE OR CONDITION THAT AFFECTS FEWER THAN 200,000 PERSONS IN THE UNITED STATES; AND

WHEREAS, APPROXIMATELY ONE IN TEN RESIDENTS OF <STATE> LIVES WITH A RARE DISEASE, CONTRIBUTING TO AN ESTIMATED 30 MILLION PEOPLE LIVING WITH RARE DISEASES ACROSS THE UNITED STATES; AND

WHEREAS, THERE ARE MORE THAN 10,000 KNOWN RARE DISEASES AND CONDITIONS INCLUDING, <NAME OF YOUR RARE DISEASE>, AMYOTROPHIC LATERAL SCLEROSIS (ALS), CYSTIC FIBROSIS, ALL PEDIATRIC CANCERS, SICKLE CELL ANEMIA, AND PROGERIA; AND

WHEREAS, MANY RARE DISEASES ARE SERIOUS, OFTEN LIFE-THREATENING AND DEBILITATING CONDITIONS THAT HAVE A SIGNIFICANT IMPACT ON THE LIVES OF PATIENTS, THEIR FAMILIES, AND CAREGIVERS; AND 

WHEREAS, WHILE MORE THAN 880 DRUGS AND BIOLOGICS HAVE BEEN APPROVED FOR THE TREATMENT OF RARE DISEASES ACCORDING TO THE FOOD AND DRUG ADMINISTRATION (FDA), 95% OF RARE DISEASES DO NOT HAVE AN FDA APPROVED TREATMENT;  AND

WHEREAS, INDIVIDUALS WITH A RARE DISEASE EXPERIENCE CHALLENGES THAT INCLUDE DIFFICULTY IN OBTAINING ACCURATE AND TIMELY DIAGNOSIS, DIFFICULTY FINDING A HEALTH CARE PROVIDER WITH EXPERTISE IN THEIR CONDITION, AND A LACK OF ACCESS TO TREATMENTS OR ANCILLARY SERVICES; AND

WHEREAS, THE NATIONAL ORGANIZATION FOR RARE DISORDERS (NORD) IS ORGANIZING A NATIONWIDE OBSERVANCE OF RARE DISEASE DAY ON FEBRUARY 28, 2027 AS PART OF A GLOBAL MOVEMENT TO RAISE AWARENESS; NOW, THEREFORE BE IT

RESOLVED, THAT THE <LEGISLATIVE BODY> RECOGNIZE FEBRUARY 28, 2027, AS RARE DISEASE DAY IN THE STATE OF <STATE>; AND BE IT FURTHER  

RESOLVED, THAT A COPY OF THIS RESOLUTION BE TRANSMITTED FORTHWITH BY THE CLERK OF THE <LEGISLATIVE BODY> TO THE NATIONAL ORGANIZATION FOR RARE DISORDERS.
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