
 

 

A Legacy Born of Love, Loss, and Relentless Hope 

 

NTSAD Honors Alison & Tim Lord and Blyth & Charlie Lord 

In the fall of 1999, two babies—first cousins—were diagnosed with Tay-Sachs disease just three 

weeks apart. Hayden, the bright-eyed son of Alison and Tim Lord, and Cameron, the spirited 

daughter of Blyth and Charlie Lord, were not even 2 years old at the time of this shattering news. 

Two families confronted a disease for which there was no treatment, no cure—a disease that 

would steal two futures too soon. 

The Lords are family in every sense—Charlie and Tim are identical twins, Blyth and Alison 

were college roommates and best friends. Suddenly, they were bound by a shared grief no parent 

should ever have to endure. But what followed was not just heartbreak. It was action, leadership, 

and love transformed into legacy. 

They found their way to the National Tay-Sachs and Allied Diseases Association (NTSAD), 

attending their first Family Conference in Denver in 1999. It was there, surrounded by people 

who had walked similar paths, that they found community, understanding, hope—and oxygen. 

“You suddenly find yourself one day with nowhere left to turn. That’s when we turned to 

NTSAD,” Alison said. “This organization has been a gift in the legacy of our children.” 

Hayden died in December 2000. Five months later, Cameron died—just four days after her 

second birthday. In their grief, the Lords made a courageous decision: they would not let their 

story end in loss alone. They would honor their children. They would fight for other families. 

They founded the Cameron and Hayden Lord Foundation, grounded in two beliefs: that science 

must move faster to find answers, and that families deserve compassionate, dignified care as they 

navigate the impossible. These convictions would guide their work—and help reshape NTSAD. 

Tim was part of a team that included parents, NTSAD staff and board members, and researchers 

that established the NTSAD Research Initiative, pushing for investments in promising science 

and giving families more of a voice in shaping research priorities. “It was — and is — the most 

powerful collaboration. There’s a kind of energy that comes from contributing to research and 

knowing you are working together to do something important,” Tim said. 

Blyth became a pioneer in pediatric palliative care, advocating for honest, values-based 

conversations about comfort and quality of life at a time when such topics were rarely discussed. 

 “At first, there was not much talk about the philosophy of care or options and choices.” she said. 

“But now a palliative-minded framework is baked into the NTSAD values. While NTSAD has 

invested heavily in research, it has never taken its foot off the gas of family support. That’s why 

we have remained part of this vibrant community.” 

In 2014, Blyth founded Courageous Parents Network, a groundbreaking national non-profit with 

a digital platform and online programming that empowers families facing serious pediatric 

illness. The platform amplifies the wisdom and lived experience of families and caregivers, 



 

 

creating a community that validates grief, embraces healing, and elevates shared decision-

making. 

For more than two decades, the Lords have remained an unshakable presence in NTSAD. They 

have rotated on and off the Board of Directors, with Tim and Blyth serving terms as chair—

stewarding the organization through change and growth while holding fast to the values rooted in 

their children's memories. 

“There was a family at an NTSAD meeting that literally pulled us aside and told us—almost 

secretly—‘you don’t have to do it this way,’” Tim recalled, referring to choices around end-of-

life care. “This felt like the passing of the flame of a very intimate moment. NTSAD has a strong 

legacy of courage and caring. It has offered families a safe, nonjudgmental place to make 

complex and personal decisions.” 

The impact of the Lords’ leadership is far-reaching. DNA screening reaches more people. 

Pediatric palliative care has gained the recognition it deserves. The Day of Hope, once a 

grassroots idea, is now a national movement. 

And the Lords have never stopped showing up. Twenty-five years later, they are still here—

offering guidance, connection, and hope to newly diagnosed families walking the same painful 

pathway. 

They speak Hayden’s and Cameron’s names often—and with joy. Their other children, even 

those born after the deaths, remain closely bonded. “All the surviving cousins have been scooped 

into the legacy—a very active legacy,” said Blyth.  

“One concept that has helped us over the years is the idea of the children’s lives creating ripples 

that extend their impact far beyond their short lives,” Alison said. “Looking back now, I don’t 

think we ever could have imagined just how far those ripples would flow.” 

NTSAD has been an important platform and partner for the Lords, a means to honor their 

children, help other families, and support the search for answers, for treatments, for cures.  

“Our story was so rare, so unusual—first cousins, twin fathers, genetics,” Charlie said. “We 

recognized that the way we were able to support each other was incredibly rare. That’s why half 

of what we have focused on has been palliative care. We had a special architecture that helped us 

so much. We couldn’t just let it pass. We had to share what we learned. We had to do something 

with it.” 

And the Lords have done more than just something. They built a legacy—a force for good that 

has helped shape a community grounded in science, sustained by compassion, and powered by 

relentless hope. And their partner along the way has been NTSAD. 

This November, as NTSAD looks to honor Blyth, Charlie, Alison, and Tim at its annual Imagine 

and Believe event, it is not just for their decades of leadership. It is for their courage. For turning 

unbearable loss into strength. For making sure that the lives of their beloved Cameron and 

Hayden—though far too short—will continue to make a meaningful difference for generations. 



 

 

Their legacy is in every family that feels less alone, in every researcher who is funded, in every 

hard conversation made gentler because of what the Lords have helped to build. 

Cameron’s and Hayden’s names still echo loudly—in purpose, in progress, in love. And because 

of the Lords, they always will. 


