Subject: Media Appeal – 28,000+ Urge FDA to Prevent Further Tragedy for Huntington’s Disease Families
Dear Members of the Media,
We write to you not just as advocates, but as mothers, fathers, spouses, children, and caregivers living under the shadow of Huntington’s Disease (HD). My name is (add name), and together with over 28,000 petition signers, we urge you to share our story and help us move mountains for families desperate for hope.
HD is not just a fatal, genetic neurological illness. It is, as so many signers of our petition described, a cruel and all-consuming family tragedy. It robs people of the ability to walk, talk, think, and ultimately, always ends in death. It is called the “one of the worst condition known to man”—a disease that steals generations, forcing children to become caregivers and families to live in constant fear.
For decades, the HD community has had no viable treatments. Now—at last—there is a glimmer of hope: AMT-130, a gene therapy by uniQure. The FDA recognized its promise, granting both Breakthrough and RMAT designations. Yet, just as hope is within reach, the FDA is wavering on its commitment to an accelerated approval pathway, citing concerns about using natural history controls—a method that is ethically essential for rare, devastating diseases where placebos can be cruel and unethical.
Our petition—signed by more than 28,000 and supported by the lived experiences of 160 families—makes clear: delays are not bureaucratic inconveniences, but death sentences. HD progresses relentlessly; every lost month means lost memories, lost independence, and sometimes lost lives. As one signer put it: “A few years’ delay is literally the difference between life and death.”
We urge the FDA to honor its previous guidance, uphold the accelerated pathway, and act with the speed and compassion that this crisis demands. Our community has contributed to science, trusted the process, and now asks for just one thing: the chance for more moments—because any amount of time is meaningful to us.
We ask you, members of the media, to: 
• Highlight the real, generational and all-consuming devastation of HD 
• Report the urgency and hope tied to AMT-130, and the FDA’s hesitation 
• Amplify the call of 28,000+ signers demanding the FDA honor its commitment 
• Encourage your audience to sign, share, and help hold the FDA accountable
Your voice can help save lives, restore hope, and ensure that no more time is lost to this cruel disease. Stand with us—help us make sure families living with Huntington’s Disease are finally heard.
Sincerely, (add name) 


Subject: Media Appeal – Amplify Over 28,000 Voices Urging FDA Action for Huntington’s Disease
Dear Members of the Media,
I am (add name), writing with thousands of families and over 28,000 petition signers who are fighting for hope in the face of Huntington’s Disease (HD). I urge you to help us bring national attention to the urgent crisis threatening our community and the lifeline that is slipping away due to regulatory delay.
HD is not just a rare neurological illness—it is often referred to as  “one of worst condition known to man,” devastating entire families for generations. (add some of your personal story)
For decades, there was no hope for slowing this relentless progression—until now. AMT-130, a gene therapy by uniQure, is the first true glimmer of hope for our community. The FDA recognized its promise, granting it both Breakthrough and RMAT designations. But just as hope became tangible, the FDA is wavering on its commitment to an accelerated approval pathway, citing concerns over proven, ethical natural history controls. For rare, fatal diseases like HD, such controls are not only scientifically valid but also humane, sparing families the agony of placebo brain surgery.
Our petition has united over 28,000 supporters and features the stories of 160 families. The messages are clear:
· HD is a cruel, all-consuming family disease, robbing people of dignity, independence, and life itself.
· Even a few months of slowed disease progression is precious—giving families more moments, more memories, and more hope.
· Delaying access to AMT-130 is not just bureaucratic—it’s a death sentence for many. As one signer wrote: “A few years’ delay is literally the difference between life and death.”
· Changing the rules now, after families have contributed to science and trusted the process, is a betrayal of trust and a source of deep community anger.
We urgently call on the FDA to honor its previous guidance, uphold the accelerated review for AMT-130, and recognize the dire unmet need in HD. We ask the media to:
· Highlight the real, generational devastation caused by HD
· Report on the urgency and hope tied to AMT-130, and the FDA’s current hesitation
· Amplify the call of 28,000+ voices demanding the FDA honor its commitment
· Encourage your audience to sign and share our petition, and to hold the FDA accountable
Your coverage can help save lives, restore trust, and bring hope to thousands of families who have waited far too long. Please stand with us and ensure that the voices of Huntington’s families are finally heard.
Sincerely,

[bookmark: _Hlk215917159]Subject: Media Appeal – 28,000+ Urge FDA to Prevent Further Tragedy for Huntington’s Disease Families
Dear Members of the Media,
My name is (add name), and I write on behalf of thousands of families and more than 28,000 petition signers desperately fighting for hope in the face of Huntington’s Disease (HD). We urge you to bring attention to the crisis unfolding—one that threatens to take not only time but lives from our community.
HD is a rare, fatal, genetic neurological illness widely regarded as the “worst condition known to man.” It devastates entire families across generations, causing relentless physical, cognitive, and psychiatric decline. My husband was diagnosed at 24 and lost his 14-year battle to HD, and now my children, like so many others, live under the shadow of this disease. HD is a life defined by fear, anticipatory grief, and the knowledge that every moment lost is irreplaceable. (make this paragraph your story)
The approval of AMT-130, the first gene therapy to show real promise for slowing HD progression, was supposed to be our glimmer of hope. The FDA recognized its potential, granting both Breakthrough and RMAT status—and previously agreed to an accelerated approval pathway, using proven, ethical natural history controls rather than inhumane sham surgeries as a comparison. But now, just as hope was within reach, the FDA is wavering, threatening to demand another traditional placebo-controlled trial.
If the FDA requires another trial, the consequences will be catastrophic:
· It will cost millions of dollars, which puts a further trial in jeopardy. 
· More HD patients would be forced to undergo unethical and inhuman sham (placebo) brain surgeries, a practice condemned by many physicians and signers of our petition as cruel and unnecessary for a fatal, untreatable disease.
· Years of additional delay will mean that many patients—who would be eligible for this therapy today—will lose their chance at hope. Every month of delay brings new losses; as signers have stated, "even a few years’ delay is literally the difference between life and death."
· Many families will watch their loved ones deteriorate and die, knowing a potential lifeline was withheld by bureaucracy, not science.
The 28,000+ supporters of our petition and the 160 detailed family stories are united in their plea:
HD is a generational tragedy. "Any amount of time is meaningful"—even a few extra months of slowed progression means more memories, more independence, and less suffering.
The FDA’s hesitation is a betrayal of patients and families who have contributed to science, trusted the process, and now see the rules being changed midstream.
To require another trial, with sham surgeries and years of waiting, is not just a setback—it is an ethical and humanitarian crisis.
We call on the FDA to honor its previous commitments, uphold the accelerated approval pathway, and recognize the urgent, unmet need facing HD families. We ask the media to:
· Highlight the devastation HD brings to families and generations
· Report on the hope represented by AMT-130, and the FDA’s current wavering
· Amplify the voices of over 28,000 petitioners demanding action and accountability
· Educate the public about the consequences of delay: unnecessary suffering, lost lives, and lost hope
Your coverage can help save lives, restore trust, and ensure that Huntington’s families are no longer forced to watch loved ones fade away while a lifeline sits just out of reach. Please stand with us and make sure our voices are heard before more time—and more lives—are lost.

Sincerely, (add name) 


