
F ast forward to 2003. Alice found-
ed Beyond Celiac (formerly the 
National Foundation for Celiac 
Awareness), and made it her life’s 
mission to transform the lives of 

those combatting this invisible illness.
Jump to today, and Beyond Celiac is the 

largest celiac disease nonprofit in the U.S. 
Gluten-free is a household term, and celiac 
disease is publicly recognized as a serious 
disease. The cost of gluten-free pasta no lon-
ger sets you back as much as a good steak. 
You can find gluten-free options at the Wells  
Fargo Center, Citizens Bank Park, major 
retail grocery chains, local restaurants 
throughout the Philadelphia area—and even 
at Walmart stores across the country. All 
thanks to Alice Bast.

So, what was the turning point for Alice? 
The day she finally got the answer she had 
been seeking for so many years—a diagnosis. 
The key to her diagnosis would come from an 

unlikely source. A veterinarian friend 
discerned that her sy mptoms resembled 
those in animals who had trouble digest-
ing wheat, and suggested she get tested 
for celiac disease.

When she finally found a doctor who ac-
knowledged the possibility that she had celiac 

disease, Alice heartily volunteered, “Here’s 
my arm, give me the test!’” Sure enough, the 
mystery was finally solved. That day, Alice 
says, was the best day of her life. “I looked at 
it as a gift of life—I wasn’t dying of cancer as I 
had feared,” Alice says. “I thought I would, as 
they say, turn lemons into lemonade.”

And that’s exactly what Alice did. After 
years of running a support group as a volun-
teer, Alice’s entrepreneurial spirit found its 
calling. “I noticed that there were celiac dis-
ease support groups around the country but 
there was not one organization dedicated to 
raising awareness and advancing research,” 
she explains. “Back then, 97% of the people 
with celiac disease were undiagnosed or mis-
diagnosed. We needed better.”

Despite her demanding schedule working 
in business development in the medical in-
dustry, Alice decided to pursue a certificate 
program at night to learn how to establish 
and run a successful nonprofit. “I wanted to 
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It’s 1994, long before gluten-free was an aisle in the grocery store. Alice Bast was ready to give 

up. After suffering through hair loss, migraines, three miscarriages, a full-term stillbirth, and a 

child born weighing just two pounds, she was still without a diagnosis. She felt helpless.

“Back then, 97%  
of the people with  

celiac disease were  
undiagnosed 

or misdiagnosed. 
We needed better.”
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transform this misunderstood disease and 
fight for every diagnosis,” she says.

After completing the University of 
Pennsylvania’s Executive Administration  
program, Alice began knocking relentlessly 
on door after door for grant money. She  
finally secured a grant from the National  
Institute of Health (NIH), and what was 
once “just an idea” soon became her  
passionate, full-time focus.  

It’s hard to believe how much progress 
Alice has made since then. For those living 
with celiac disease, it’s almost an entirely 
different world. The only current treatment, 
a strict gluten-free diet, has gone from ob-
scure to mainstream in the last 13 years, 
thanks to the efforts of Alice and her team. 

Their efforts got a big boost with the 
birth of the gluten-free fad diet. “The mes-
saging was about weight loss; it was about 
beauty,” she explains. “We had to shine a 
light on the fact that the gluten-free diet is 
the only treatment for this serious genetic  
autoimmune disease.”

As commander-in-chief of Beyond Celiac, 
her first order of business was to increase 
affordability and accessibility of gluten-free 
foods. She’s done that and then some. “Now 
you can actually go into a grocery store and 
get gluten-free pasta for $1.69 a pound,” 
Alice explains. “That’s a big deal. My entire 
team and our volunteers—we did that.”

Of course, the change didn’t happen 
overnight. Making gluten-free foods at-
tainable to the masses only came after tire-
less outreach efforts—and countless trips  
to Arkansas.

“I was sitting with the vice president of 
groceries at Walmart and showed him all the 
facts and figures,” she recalls. “He asked me 
why I was doing this, and I told him my per-
sonal story. He just looked around the room 
and said, ‘Why aren’t we doing this?’”

But it’s not just about accessibility. Thanks 
to a hugely successful national awareness 
campaign, Alice and her team have helped 
improve the celiac disease diagnosis rate 
almost sixfold. “When I founded the organi-
zation, only 3% of people were properly diag-
nosed, and now 17% are properly diagnosed. 
We’ve moved that needle.”

Add to the list of successes countless 
events such as Appetite for Awareness, the 
Gluten-Free Cooking Sprees, and the Beyond 
Celiac 2015 Research Summit—plus regular 
media appearances and contributions in na-
tional publications—and the overall impact 
of Alice’s work are impossible to quantify.

Alice’s groundbreaking accomplishments 
have earned her the notoriety of entrepre-
neur, risk-taker, advocate and pioneer. But 
for Alice, it’s not about the recognition. “I’m 
not doing this to be a pioneer,” Alice says. 
“I’m not doing it to be innovative. I saw the 
need and we, the patients, have got to have a 
voice at the table.”

It all started in Philadelphia, she says. 
“I’m really proud of the fact that I was able 
to partner right here at home with universi-
ties, students, hospital centers, restaurants, 
corporations and volunteers to make all of 
this happen. This is a city that has really em-
braced our cause and the work that we’re do-
ing right here.”

Alice humbly insists that she didn’t get to 
where she is today alone. “It’s been a lot of 
blood, sweat and tears from a lot of people,” 
she says. She credits the drive of her nine 
staff members for helping the organization 
reach its many milestones. She’s grateful for 
the mentorship she received from the late 
Suzanne Rosenthal, founder of the Crohn’s 
& Colitis Foundation of America. And, she 
couldn’t have done it without the unwaver-
ing support of her husband, Will, and two 
daughters, Elizabeth and Linnea. “We need 
everyone’s help as we can’t cure a disease 
alone,” she says.

Alice attributes her success to the values 
instilled in her by her parents early on in life. 
“My dad and I used to talk about how moun-
tains can be moved with vision, passion and 
persistence.” Her mother’s constant reas-
surance that there are no boundaries still 
motivates her today. 

There certainly are no boundaries in sight 

for Alice. The organization’s recent name 
change to Beyond Celiac along with a new 
website, www.BeyondCeliac.org, is a reflec-
tion of a new era for celiac disease. Looking 
forward, she says, their strategy and efforts 
will focus on “where [they] can bring maxi-
mum value to the community,” with an em-
phasis on patient-centered research and col-
laboration with scientists as they, together, 
forge pathways to a cure.

“We’re looking to go beyond living with 
the stigma of celiac disease, beyond the glu-
ten-free diet, and beyond the fear of food. We 
have our sights set on the cure, and we’re go-
ing to push for life beyond celiac.”
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