Dear Senator/Representative [Last Name],
My name is [Your Name], and I am a [patient living with {type of porphyria} / caregiver to someone living with {type of porphyria}] in [City, State]. I am writing in observance of Rare Disease Day 2026 and to ask for your leadership in supporting Americans living with rare diseases and the families who care for them.
Rare Disease Day is recognized each year on Capitol Hill and around the world to shine a light on the more than 30 million Americans living with one of approximately 7,000 rare diseases. While each disease may affect a small population, together rare diseases impact 1 in 10 Americans. Most rare diseases are genetic, many are chronic and progressive, and nearly half affect children. Despite significant scientific advances, patients still face delayed diagnoses, limited treatment options, and barriers to accessing approved therapies.
Rare Disease Day brings patients, caregivers, advocates, clinicians, and researchers to Capitol Hill to share their stories and highlight the urgent need for policies that promote innovation, protect access to care, and support families navigating these complex conditions. It also allows individuals like me to engage virtually. 
As someone personally affected by{type of porphyria}, I respectfully ask you to support the following:
Protect the Orphan Cures Act from Repeal (S. 2447)

Breakthrough therapies mean little if patients cannot access them. Yet individuals living with rare diseases such as porphyria continue to face restrictive coverage determinations, unaffordable cost-sharing, and age limitations, even after FDA approval of treatments. The Orphan Cures Act was enacted to help close these gaps and ensure that the promise of the Orphan Drug Act translates into real-world access for patients.
I urge you to reject and push back against any efforts to repeal the Orphan Cures Act. Reinstating barriers Congress sought to eliminate would weaken the return on federal investment in rare disease innovation and leave patients exposed to coverage instability and delayed or denied care.
Support the Bipartisan Credit for Caring Act (S. 925 / H.R. 2036)

For rare disease patients, access to treatment is only part of the journey. Unpaid family caregivers are the backbone of care, providing daily support that makes treatment adherence and quality of life possible. Yet caregivers often absorb thousands of dollars each year in out-of-pocket costs not covered by insurance.
The bipartisan Credit for Caring Act would provide up to a $5,000 federal tax credit to working family caregivers. Just as rare disease policy must ensure therapies are developed and accessible, it must also ensure that caregivers are not left carrying an unsustainable financial burden. Supporting this legislation affirms that rare disease policy protects both patients and those who stand beside them every day.
Rare Disease Day is about more than awareness; it is about action. I respectfully ask you to stand with the 30 million Americans living with rare diseases by protecting access to orphan therapies and supporting family caregivers.
Thank you for your time and for your commitment to serving the people of [State]. I would welcome the opportunity to share more about my experience.
Sincerely,
[Your Full Name]
[Address]
[City, State, ZIP]

