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2015 proved to be the biggest year for Beyond 
Celiac since the organization’s inception in 
2003. It has been a banner year for us and we 
could not be more excited about the future. We 
launched the nation’s first family member testing 
campaign that will be the focus of a presentation 
at Stanford MedX 2016. We solidified our 
research agenda. We changed our name from 
the National Foundation for Celiac Awareness. 
We totally revamped our website. We educated 
141 schools and universities so that we can live 
life to the fullest. Now, we have our sights set on 
our biggest goal yet: Accelerating solutions to 
drive a cure for celiac disease. 

Throughout this annual report, we’ll call 
ourselves Beyond Celiac, even though we 
were NFCA in 2015. Our name change reflects 
the direction we’ve been headed in for a long 
time, and it reflects the changing tide in celiac 
disease.

As you know, the field of celiac disease is 
evolving rapidly. We are helping transform a 
misunderstood disease so that our community 
will not forever have to fight for every diagnosis, 
every resource, every morsel of safe food, every 
accurate food label. When I was diagnosed 
more than 28 years ago, there was no talk of a 
cure. There were no packaged gluten-free foods 
on grocery store shelves. Only a tiny fraction of 
us even had a diagnosis. Things have certainly 
changed for the better, but we have so much 
more to do.

Why did we choose the name Beyond Celiac? 
Because it’s time to move the conversation 
beyond the gluten-free fad. It’s time to move 
beyond having to manage this disease on our 
own, with little to no help from the medical 
community. It’s time to move beyond being 
defined by having an incurable disease. Once 
a cure for celiac disease is in hand, we will be 
poised to help solve the puzzle of all other 
autoimmune diseases.

Beyond Celiac

We are a forward-thinking organization, but 
we do know how important it is to look back, 
acknowledge our accomplishments, and 
appreciate all those who contribute to our 
successes. And 2015 was a very full year! 

Beyond Celiac is leading the way in the field of 
celiac disease with our tradition of being first for 
meaningful breakthroughs and resources for our 
community. I hope as you read this report, you’ll 
become as inspired and optimistic as I am as we 
roll up our sleeves and push for a cure.

Alice S. Bast
CEO
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Improving Quality of Life
In 2015, Beyond Celiac expanded its mission 
statement to reflect our commitment to evolving 
based on the ever-changing needs of the celiac 
disease community. In addition to continuing 
to expand the availability of safe and affordable 
gluten-free food, Beyond Celiac increased its focus 
on advancing research, increasing diagnoses and 
forging the pathways to a cure. To achieve these 
goals, we empower our community to become active 
participants in their healthcare, a critical step to 
ensuring that they can live life to the fullest. 

GREAT Kitchens: Helping You 
Eat Without Fear since 2008
As the need for safe gluten-free meals has grown, so 
have the Beyond Celiac GREAT Kitchens and GREAT 
Schools, Colleges and Camps programs, which are 
designed to educate foodservice professionals on 
safe gluten-free food preparation. 

2015 brought changes and updates to the courses 
that have educated more than 5,000 foodservice 
professionals since 2008. GREAT, a nationally-
recognized program, is listed by the United States 
Department of Agriculture (USDA) as an approved 
training program that helps meet the requirements 
for the new federal professional standards in K-12 
foodservice. It is one of only 99 approved educational 
training providers, including dozens of state health 
departments, the Academy of Nutrition and Dietetics 
and the Institute for Child Nutrition. This means 
that more K-12 schools are taking advantage of 
opportunities to better serve gluten-free meals to our 
children.

In 2015, the GREAT Kitchens and GREAT Schools, 
Colleges and Camps programs trained 600 

foodservice professionals on safe gluten-free 
food preparation for people with celiac disease. 
In addition, the GREAT Kitchens program reached 
new audiences in institutional foodservice – senior 
living facilities, correctional facilities and foodservice 
providers in under-resourced communities, including 
a training for 75 K-12 school, college, hospital and 
restaurant workers in Louisiana, the second poorest 
state in the United States. Utilizing GREAT Spanish 
resources, 40 employees at 5 resorts in Costa Rica 
and Guatemala were able to benefit from GREAT 
training in order to serve guests with special diets 
with care and consideration. 

32 states now have one or more GREAT-trained 
dining service staff members representing colleges 

Fulfilling the Beyond Celiac Mission 

Beyond Celiac Mission Statement

Beyond Celiac advances widespread understanding of celiac disease as a serious 
genetic autoimmune condition and works to secure early diagnosis and effective 
management. We empower our community to live life to the fullest, and serve as a 
leading and trusted resource that inspires hope, accelerates innovation and forges 
pathways to a cure.

Dorothy Binswanger, Harry Cook, Linnie Cook.
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and universities, making the transition to college less 
challenging for gluten-free students.  With the help 
of our donors, we’ll be able to make more headway 
and increase the number of GREAT-trained schools, 
colleges and camps across the country, especially in 
areas that currently do not benefit from the training.  

Over the years, Beyond Celiac has also brought 
GREAT Kitchens and GREAT Schools, Colleges 
and Camps to key industry conferences across the 
country, including those hosted by the National 
Restaurant Association (NRA), the National 
Association of College and University Food Services 
(NACUFS), and the School Nutrition Association (SNA).

In 2015, we launched A Taste of GREAT, a 
professionally-produced online educational program 
that gives community members incredible insight 
into the world of foodservice. Beyond Celiac 
understands the various scenarios that can happen 
when dining gluten-free outside the home.  A Taste 
of GREAT offers many expert tips included in the full 
GREAT Kitchens and GREAT Schools, Colleges and 
Camps programs. Learn more at 
www.BeyondCeliac.org/TasteofGREAT

Gluten-Free Industry: Reliable and Safe Food 
through the Gluten-Free Certification Program
Through the Gluten-Free Certification Program 
(GFCP), Beyond Celiac endorsed bringing safe gluten-

free choices to grocery store shelves in the USA. In 
2015, the GFCP certified facilities which produced 
26 brands which met or exceeded the most rigorous 
gluten-free certification standard in the world. Trusted 
brands, like McCormick and Walmart, recognize 
the value of the GFCP and include its endorsement 
trademarks from Beyond Celiac on the label to ensure 
their customers know they are protected.  

Increasing Celiac Disease Diagnoses 
Biological relatives of those diagnosed with 
celiac disease are the most at risk for developing 
it themselves. We know from talking with our 
community that getting relatives to understand their 
celiac disease risk is no easy task. To understand 
why, Beyond Celiac conducted a research project 
both with people diagnosed with celiac disease 
and at-risk family members who had not been 
tested themselves. We found that at-risk relatives 
actually want to know about their risk. The trick? 
Those diagnosed must use a unique formula to get 

Reknowned Chef and Gee Society Honoree Jehangir 
Mehta receives recognition from Beyond Celiac for his 
contribution to safe gluten-free dining.

Mikayla Morell, (left) the youngest member of the Samuel 
Gee Society, with her best friend Alyce Smith at the 2015 
Samuel Gee Society Reception.
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the message across in a way that will be received 
by relatives. This research-backed approach puts 
the emphasis on having a one-on-one, in-person 
conversation so they understand the seriousness 
of celiac disease and their risk. Based on this 

research, Beyond Celiac developed the Seriously, 
Celiac Disease public service announcement and 
the Talk. Tell. Test. approach for discussing testing 
with relatives. Using proven health behavior change 
models, this robust family testing initiative is the 
first of its kind in the celiac disease community. 
Preliminary results indicate that 95% of untested 
family members surveyed after using these resources 
say they are likely to get tested.  Produced by 
an Emmy Award-winning production agency, the 
Seriously, Celiac Disease campaign reached 530,000 
people and the video was viewed more than 
22,000 times.  

Accelerating Research and Forging 
the Pathways to a Cure
Amplifying the Voice of the 
Celiac Disease Community  
After conducting a formal needs assessment within 
the celiac disease field, Beyond Celiac hosted its first-
ever Research Summit. This Summit brought together 
people affected by celiac disease, doctors, scientists, 
the biopharmaceutical and diagnostic industries, Ciaran P. Kelly, MD, Sam Master, DO and Marion Zarkadas, MSc.

The graphic recording of the culmination 
of the 2015 Research Summit.

2015 Research Summit participants Sheila E. Crowe, MD, 
FRCPC, FACP, FACG, AGAF and Edwin Liu, MD.
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Financials 2015
In 2015, Beyond Celiac had operating revenue 
and expenses of approximately $1.7 million and 
ended the year with a balanced budget. The 
organization received the top level platinum 
status on GuideStar, a major information source  
about non-profits used by donors and potential 
donors to review the financial health of 
organizations.

helped to complete the enrollment of patients 
into the study. In 2015, Beyond Celiac presented 
at the Drug Information Association’s (DIA) annual 
conference to show how partnership between 
advocates and industry can lead to better results in 
the pharmaceutical field. These collaborations directly 
benefit the patients; the more involved educated 
patients are with the drug development process, 
the more targeted a treatment can be in helping to 
address the overall needs of the community. 

Celiac Disease Management: 
Understanding the Effectiveness 
of Beyond Celiac Resources 
Beyond Celiac teamed up with our partners at 
the Jefferson Celiac Center in Philadelphia, PA to 
understand how our patient education resources 
affect and impact community behaviors and overall 
health and well-being. A joint study, presented at 
the 16th International Celiac Disease Symposium 
(ICDS) in Prague, compared screening of relatives 
and overall quality of life scores for those diagnosed 
and managed by a hospital-based celiac disease 
center with those who use Beyond Celiac resources 
but report that their care is not managed by a celiac-
disease specialist. We learned that while patients 
cared for by a celiac disease specialist were 12% 
more likely to have their relatives tested than those 
who are not followed by a specialist, more than half 
of the Beyond Celiac community had secured testing 
for their at-risk relatives. Also of note, the Beyond 
Celiac community had similar gluten-free diet 
adherence and quality of life outcomes compared 
to those followed by a celiac disease center. We’re 
encouraged by this because it may show that the 
type of resources patients access outside of the clinic 
setting impacts their health outcomes.

Fran and Don MacMaster with Alice Bast.

government stakeholders and advocates and 
innovators from various healthcare fields. Together, 
this diverse group engaged in a lively discussion that 
brought down barriers between those who benefit 
from celiac disease research and those conducting 
it. Still in the final stages of solidifying our plan to 
address the unmet needs of the community, Beyond 
Celiac is committed to: 

• Educating patients about how their active role in 
 research can drive better treatment options
• Collecting the community’s unique experiences 
 to stimulate new research and contribute to 
 collaborative research that will help the field to 
 better identify, understand and treat celiac disease
• Propelling earlier diagnosis and treatment
• Connecting people with celiac disease to the  
 researchers who are developing new treatment  
 options and a cure for this autoimmune disease 

Activating Patients for Clinical Trials through 
Meaningful Education and Advocacy
Our commitment to accelerating research includes 
informing the community of opportunities to get 
involved. In 2014, Beyond Celiac recruited the largest 
number of referred patients out of all tactics and 
partnerships for a major clinical trial investigating 
a potential pharmaceutical treatment. Because 
of a long-term partnership with Beyond Celiac, 
the pharmaceutical and recruitment companies 
were better able to understand the celiac disease 
community and its needs and wants. This partnership 
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In December 2015, we changed the name of the 
organization from the National Foundation for Celiac 
Awareness to Beyond Celiac.

This name change reflects the evolution of the 
organization and the landscape of celiac disease 
since our founding in 2003. 

From raising awareness to making it more readily 
diagnosed and treated, Beyond Celiac represents the 
rebranding of celiac disease as the serious genetic 
autoimmune disease that it is. A disease that experts 
say could potentially be cured within just 10 years.  

Currently, only one out of every five people who have 
celiac disease, know it. Those who are diagnosed 
struggle to stay healthy. As NFCA, we made so many 
important strides:

• We raised awareness about celiac disease
• We increased the availability and affordability of 

gluten-free food
• We engaged our community to help them manage 
   their celiac disease

• We accelerated participation from government 
agencies, as well as medical, pharmaceutical and 
research groups

But we need to go beyond.

As Beyond Celiac, we will help our community live 
better, longer by: 

• Amplifying our voice for treatment options and 
advancing science for a cure

• Increasing diagnosis through innovative strategies 
for awareness and screening

• Educating and engaging millions of people 
through rich programs and resources to help them
manage celiac disease, be taken seriously, eat 
without fear, and connect with others.

It is our goal at Beyond Celiac to move beyond the 
gluten-free fad to make sure that our foods and 
medicines are safe, to push for research for more 
treatment options and a cure, and to go beyond the 
social stigma, isolation, inconvenience and the fear 
of food to effective, supported disease management. 
The name Beyond Celiac reflects our aspirations 
for the future and a life free from the struggles of 
celiac disease.

About Our New Name

As the doctor in the family, it was clear to me that my 
first granddaughter, Brooke, then 7, was not growing 
as fast as she should. She also suffered from frequent 
migraines and psoriasis, and had food issues. We 
took her to several GI specialists who were unable to 
pinpoint what was wrong other than Brooke being 
a finicky eater. Finally, when she was eight years 
old, we took her to an endocrinology specialist at 
Johns Hopkins who ran multiple tests on her. The 
diagnosis? Celiac disease. 

Once the diagnosis was made, we looked for 
information to guide us on food choices, recipes, 
products, lifestyle, eating out, and travel. The most 
understandable and inviting online resources were 
those of Beyond Celiac. My wife and I attended the 
FDA’s GREAT3 workshop in 2015 where we heard 
Beyond Celiac CEO Alice Bast talk about the burden 
of disease faced by the celiac disease community. 

We decided to support this organization due to 
their efforts to improve the lives of patients afflicted 
with celiac disease and to help identify those 
with the disease who are not yet diagnosed. I am 
now privileged to serve on the Patient and Family 
Advisory Council as well as on the Research Sub-
Committee. My goal is to help Beyond Celiac focus 
its attention on future treatments beyond the gluten-
free diet and towards an eventual cure. 

I’m happy to report that Brooke has been on a strict 
gluten-free diet since diagnosis and her health has 
improved dramatically. I laud the progress made so 
far, but I want my dear Brooke and others to share in 
what 21st century medicine can bring to them. I’m 
confident that Beyond Celiac can help get us there.

Sam Goldberg, MD

Brooke Goldberg
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PRIOR TO DECEMBER 2015, BEYOND 
CELIAC WAS KNOWN AS THE NATIONAL 
FOUNDATION FOR CELIAC AWARENESS.

BEYOND CELIAC 2015 HIGHLIGHTS
93% of our spending is devoted to programming.

NEED FOR A CURE

EARNED 
REVENUE 22%

FOUNDATION AND 
CORPORATE 33%

INDIVIDUAL 45%

SOURCES OF FUNDS

FUNDRAISING 
AND ADMIN 7%

DIAGNOSIS 18%

ONGOING EDUCATION & SUPPORT 
DISEASE MANAGEMENT 48%

GREAT KITCHENS 9%

RESEARCH 18%

DESIGNATION OF EXPENSE

70% of those
with celiac disease 
continue to have 
intestinal damage 
even when trying to 
stay gluten-free.

1/3 of community members
surveyed have not been under 
the care of a physician for 
celiac disease in the past  
five years.

Nearly 60% of these
people struggle with at least 
one other autoimmune disease 
in addition to celiac disease.

When people with celiac disease 
ingest gluten, the body launches an 
autoimmune response against the 

gluten, which it sees as a foreign invader.  

Gluten exposure doesn’t just damage 
the small intestine; it negatively affects 

nearly every system in the body.

People with 
celiac disease 

had 2.5 times 
the healthcare 

costs than 
people without 
celiac disease.

DRIVING DIAGNOSIS
Beyond Celiac is changing the conversation.

#TalkTellTest campaign 
changed the conversation in 
how family members talk to 
each other.

The Seriously, Celiac 
Disease video models an 
effective conversation to 
encourage at-risk family 
members to get tested. 

It was viewed 
more than 22,000 

times in 2015

Over 530,000 total
people were reached in 
2015 by social media posts 
promoting family testing.95% of those untested 

family members surveyed after 
using Beyond Celiac resources 
say they are likely to get tested.

BEYOND CELIAC REACH

• Getting Started Guides distributed since 2014: 20K
• Foodservice professionals GREAT-trained since 2012: 5K
• Symptoms Checklist completions since 2011: 355K
• Social media following: 140K

BEYOND CELIAC CONNECTS THE COMMUNITY 
TO RESEARCHERS TO PROPEL A CURE.

BEYOND CELIAC 
AS A TRUSTED 
RESOURCE
ALICE BAST:          Research in the 
field will help society and the medical 
industry take the disease more 
seriously, leading more doctors to 
screen patients for the illness. 

Pollock, A. “As Celiac and Gluten 
Sensitivities Find Prominence, Drug 
Companies Race to Find Treatments.” 
New York Times. April 28, 2015.

An audited financial 
statement is available 
upon request.
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Elle and Joss Miller are 14 ½ months apart. From 
the very beginning, they have experienced and 
shared everything in life as sisters and almost as 
twins do. In October 2015, Elle (9 years old) and 
Joss (8 years old) learned that they share celiac 
disease. Their mother, Pninah Miller, shares their 
story.

It started for us when we noticed that Joss was 
having some symptoms and we weren’t sure 
what was causing them. She had a range of 
seemingly unrelated symptoms, from headaches, 
difficulty concentrating and stomachaches. On 
a hunch and because of my own health history, 
I researched celiac disease online, finding the 
resources at BeyondCeliac.org, and discovered 
that her symptoms all fit those connected with 
celiac disease. My husband Marc and I felt it 
was really important for the entire family to get 
tested and it was no surprise when Joss’s testing 
came back positive.  

But we were stunned by Elle’s test results.  How 
could this child with “no symptoms” have a 
biopsy that looked even worse than her sister’s?  
We learned that Elle had silently suffered for 

a significant period with stomach pains. She 
had dealt with the discomfort for so long that 
it became her “normal” and she thought that 
everyone must feel this way. In hindsight, we 
know now that she had other symptoms too. 

They are both gluten-free now and doing well. 
Celiac disease has been a challenge for them. 
The girls have had good days and positive 
experiences which make them stronger, and 
they’ve had rough times too. They are resilient, 
creative and thoughtful; immediately after their 
diagnoses, they began brainstorming various 
ways to raise money to educate people, for 
research for a cure, and to beat celiac disease.  
They made a video on their own and asked for 
donations to Beyond Celiac in lieu of birthday 
presents.  

Elle and Joss are true activists and we could not 
be more proud of them for how well they handle 
all aspects of this disease.  

Pninah Miller
Elle Miller

Joss Miller
10
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What an amazing year 2015 was for Beyond Celiac 
– full of challenges met, groundbreaking programs 
initiated and hope sustained! This organization 
– its staff, volunteers, and donors – created and 
led by a dynamic and committed CEO, Alice Bast, 
continues to exceed everyone’s expectations with 
the sheer volume of work they do on behalf of 
members of our community with celiac disease, and 
other autoimmune and gluten-related disorders. I 
am reminded of anthropologist Margaret Mead’s 
famous quotation: “Never doubt that a small group 
of thoughtful, committed citizens can change the 
world; indeed, it’s the only thing that ever has.” This 
report chronicles the enormous accomplishments 
created by a small group in the last year: Summits, 
campaigns, original research, partnerships, advocacy, 
PSAs, and so much more. 

For me, this work is very personal. My health, along 
with that of nearly 3 million other Americans with 
celiac disease, depends entirely on progress in this 
field. As an attendee of the 2015 Research Summit, I 
marveled at how Beyond Celiac is able to amplify the 
patient’s voice. Researchers working for solutions on 
our behalf need to know about our journey directly 
from us, the patients. Beyond Celiac is connecting 
researchers to those with celiac disease in order to 
promote understanding of the patient experience.

We Couldn’t Do it Without You!

Both we and the research community believe that 
this will improve diagnosis rates, shorten the time to 
diagnosis, and accelerate the development of new 
therapies and – ultimately – a cure for this serious 
genetic autoimmune disease. Our community needs 
Beyond Celiac to be a strong voice, advocating both 
for improved treatments and for safe dining and 
food-purchase options.

Throughout 2015, it was my privilege to work 
with a dedicated Board of Directors, a Scientific/
Medical Advisory Council composed of national 
and international key opinion leaders, a prestigious 
Business Advisory Council, a committed Patient 
and Family Advisory Council, a devoted staff, and 
a community eager to learn about all aspects of 
celiac disease. I hope you’ll join me in congratulating 
Beyond Celiac on the substantial work done to date, 
and I invite you to join our cause. It is your support 
that drives the work that will allow us to live better, 
longer.

Wendi L. Wasik
Chair, Board of Directors

Beyond Celiac board member Gene Kemp and 2015 
Research Summit facilitator and Samuel Gee honoree 
Glenna Crooks, PhD.




