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Submitted by: Jonathan and Leslie Bari, May 28, 2019 

Testimony for the U.S. Senate Committee on Appropriations, Subcommittee on Labor, Health 

and Human Services, and Education, and Related Agencies Addressing:  

National Institutes of Health (NIH) Funding, Department of Health & Human Services (HHS); and 

Centers for Disease Control and Prevention (CDC). 

 

Overview 

We are the Pennsylvania parents of a 6 year old son who was diagnosed in 2018 with Celiac Disease, 

a serious autoimmune disease that afflicts about 3 million Americans. We echo the recent testimony 

of Marilyn Geller, CEO of the Celiac Disease Foundation, to the U.S. House of Representatives 

Committee on Appropriations, Subcommittee on Labor, Health and Human Services, Education, and 

Related Agencies, when Geller stated, “If I leave you with one message today, it is that Celiac 

Disease is, in fact, a serious autoimmune disease that is not being taken seriously enough by our 

government.”1  

 

Today, many people have conflated the popular Gluten Free diet craze with the medically required 

Gluten Free diet for people with Celiac Disease. In 1952, it was first discovered that Gluten was the 

trigger of Celiac Disease.2 To cure Celiac Disease, we need to fundamentally shift how our 

government leaders are educated on this disease. Why? Because the current research paradigm for 

Celiac Disease, one that has existed for many decades, has not delivered a cure or even a way to treat 

accidental ingestion of Gluten. There is no medicine or surgery available to treat Celiac Disease. To 

date, Celiac Disease research has produced only a single approved treatment -- strict adherence to a 

lifelong Gluten Free diet with no exceptions! However, as Celiac Disease researchers have found, 

“[t]here is no such thing as a gluten-free diet because of the constant risk of cross-contact with 

gluten, and gluten is in 80% of our foodstuffs.”3 Additionally, for up to 30% of patients, diet alone is 

inadequate for remission in that it alleviates some symptoms, but does not heal and resolve intestinal 

damage caused by Celiac Disease.4 

 

Anecdotally, we can attest to the treatment burden including the constant concern over cross 

contamination and inclusion of our son in life’s numerous daily activities that involve food at home, 

at school (in Kindergarten) and away from home. Research has shown that the treatment burden of 

Celiac Disease is comparable to end-stage renal disease, and the partner (or parent) burden is 

comparable to caring for a patient with cancer.5  

 

While the NIH purportedly makes allocation decisions on what diseases deserve Federal research 

funding based on disease burden and prevalence, NIH has seriously under-funded Celiac Disease 

over the last decade, even as the number of Americans diagnosed with Celiac Disease has kept 

                                                
1 Testimony of Marilyn G. Geller, CEO, Celiac Disease Foundation (Los Angeles, CA), to the U.S. House of 

Representatives Committee on Appropriations, Subcommittee on Labor, Health and Human Services, Education, 

and Related Agencies, April 9, 2019, https://celiac.org/april-2019-congressional-testimony-by-ceo-marilyn-g-

geller/? 
2 “From Mussels to Bananas to Gluten: Celebrating Samuel Gee & Advances in celiac Disease Research,” Beyond 

Celiac, August 27, 2018, https://www.beyondceliac.org/celiac-disease-news/celebrating-celiac-awareness-day-2018/ 
3 Testimony of Marilyn G. Geller, April 9, 2019. 
4 Celiac Disease Foundation, https://celiac.org/about-celiac-disease/poorly-responsive-celiac-disease/ 
5 “Patient Perception of Treatment Burden is High in Celiac Disease Compared to Other Common Conditions,” 

PMC, National Library of Medicine, National Institutes of Health, July 1, 2014, 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4159418/ , and “What is Celiac Disease?”, Celiac Disease 

Foundation, https://celiac.org/about-celiac-disease/what-is-celiac-disease/ . 
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increasing. Moreover, as detailed herein, NIH funding for Celiac Disease has significantly trailed 

comparable diseases that have the same or less prevalence, the same or less disease burden 

measurements, as well as more than one available treatment option.  That is unacceptable! We need 

the U.S. government, including the NIH and CDC, to step up and invest meaningful resources to find 

a cure to this debilitating disease that directly impacts the lives of 1% of Americans, in addition to 

their families and/or partners, on a daily basis. Celiac Disease is so serious that it is a “disqualifying 

condition” from service in the U.S. Military.6  

 

Suggested Report Language to the NIH 

We are respectfully asking that the Senate Appropriations Committee include the following Report 

Language to the National Institutes of Health: 

 

“The Committee recognizes the serious issue of Celiac Disease which affects more than 3 million 

Americans, and that the number afflicted is growing. The Committee urges NIH to devote sufficient, 

focused research to the study of Celiac Disease. To date, NIH has examined symptoms of Celiac 

Disease and has not focused upon antecedent Celiac Disease and the autoimmune causation 

underpinning the affliction. Today, the only known treatment for this disease is a Gluten Free diet; 

but, recent private sector research has revealed that such a treatment is insufficient for many who 

suffer from Celiac Disease. Therefore, the Committee directs the Office of the Director to dedicate 

sufficient resources and robust investment toward multi-institute research to better coordinate 

existing research and focus new research efforts toward understanding causation and ultimately, 

finding a cure. The Office of the Director is directed to submit its plan for coordination and execution 

of this research to the Senate Appropriations Committee, including the funding and FTE associated 

with implementation of this plan, no later than 60 days after the date of enactment of this Act.” 

 

What is Celiac Disease? Answer: An Invisible Illness with a Major Impact on People’s Health 

According to the University of Chicago Celiac Disease Center, “Celiac disease is an inherited 

autoimmune disorder that affects the digestive process of the small intestine. When a person who has 

celiac disease consumes gluten, a protein found in wheat, rye and barley [gluten helps food items 

maintain their shape, acting as a glue that holds food together7], the individual’s immune system 

responds by attacking the small intestine and inhibiting the absorption of important nutrients into the 

body.”8 “Specifically, the tiny fingerlike protrusions called villi on the lining of the small intestine 

are lost [damaged].”9 30-40% of Americans carry the genes for Celiac Disease, but only about 1% 

have Celiac Disease.  No one knows what causes Celiac Disease to activate in some people, but not 

others. This is one of the key research areas that needs funding. Additionally, Celiac research has the 

potential to enhance understanding and improve therapies for other auto-immune conditions and 

unlock the mysteries of the microbiome which may enable treatment for a wide spectrum of diseases.  

  

Our Son’s Potential Reactions to Ingestion of Gluten  

For all Celiac Disease sufferers such as our son, the Gluten protein (even in trace amounts such a 

crumb) can pose a severe health risk for:  

A. Short-term sickness including abdominal pain, gas, diarrhea and/or vomiting; and  

                                                
6 U.S. Department of Defense, “DOD Instruction 6130.03, Medical Standards for Appointment, Enlistment, or 

Induction into the Military Services,” Section 5.12.c.(3), May 6, 2018, https://www.esd.whs.mil/DD/ 
7 “What is Gluten?”, Celiac Disease Foundation, https://celiac.org/gluten-free-living/what-is-guten/  
8 University of Chicago Celiac Disease Center, Facts and Figures, https://www.cureceliacdisease.org/wp-

content/uploads/341_CDCFactSheets8_FactsFigures.pdf 
9 University of Chicago Celiac Disease Center, https://www.cureceliacdisease.org/overview/ 
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B. Long-term damage to the small intestine (which affects his ability to absorb nutrients required 

for proper growth and development), and an increased risk of other medical conditions including, 

but not limited to, auto-immune thyroiditis, liver disease, inflammatory bowel disease, 

osteopenia, osteoporosis, infertility, neurological conditions, cancer (lymphoma),10 and 

immunological scarring.11 

 

Food Allergies Significantly Impact Psychosocial Well-Being12 of Children with Food Allergies 

For all intents and purposes, Gluten is poison to our son’s body, and it is analogous to the serious 

danger that peanuts pose to those who are afflicted with nut allergies. Eating Gluten does not initiate 

an anaphylactic cascade reaction in Celiac Disease patients. However, the ingestion of Gluten, even 

accidental ingestion of a trace amount of Gluten, can sicken and endanger (set back) the healing of a 

patient’s small intestine enabled through his/her strict adherence to a Gluten Free diet, and/or trigger 

new damage to the small intestine that could take additional years to heal. There is no medicine 

available (i.e., epinephrine pen for nut allergies) to take to treat any accidental ingestion of Gluten. 

 

According to the CDC, “Many studies have shown that food allergies have a significant effect on the 

psychosocial well-being of children with food allergies and their families.”13 According to the 

University of Chicago, “Living healthily with Celiac Disease requires skill in negotiating the 

everyday environment -- especially for children and teens, where most positive social encounters, 

from school lunches to prom, is organized around food.”14  

 

Disparities Among Gastrointestinal Disorders in Research Funding From NIH 

To understand and correct the historically inadequate NIH funding of Celiac Disease, it is instructive 

to read the peer reviewed academic analysis published in 2017 by the American Gastroenterological 

Association entitled, “Disparities Among Gastrointestinal Disorders in Research Funding From the 

National Institutes of Health.” This analysis was written by some of the world’s leading GI 

researchers, which found that, out of various Gastrointestinal Disorders, from 2011-2015: 

A. “Celiac disease consistently received the lowest amount of NIH funding over the 5-year 

period, at approximately $3 million per year.” 

B. “Celiac disease consistently received the lowest amount of NIH grants, at approximately 

eight grants per year.” 

C. “Barrett’s esophagus, with a prevalence of approximately 1%, received $64.1 million over 

the 5-year period. Celiac disease, with prevalence very similar to that of Barrett’s Esophagus 

at approximately 1%, received significantly less funding over the 5-year period at $15.4 

million -- the lowest amount of all the diseases studied.” 

D. “Although there is no global metric for disease importance, it is difficult to justify on medical and 

scientific bases a reason for such large and persistent funding differences. Although Crohn’s 

                                                
10 Beyond Celiac, Fast Facts about Celiac Disease Infographic, www.beyondceliac.org , and 

https://www.beyondceliac.org/60forceliac/Fast-Facts-about-Celiac-Disease-Infographic/1448/ 
11 Celiac Disease Foundation, “Chronic Inflammation Permanently Alters Immune Cells in Celiac Patients,” 

https://celiac.org/about-the-foundation/featured-news/2019/02/chronic-inflammation-permanently-alters-immune-

cells-in-celiac-patients/ 
12 Beyond Celiac, Psychosocial Impacts of Celiac Disease Infographic, 

https://www.beyondceliac.org/60forceliac/Psychosocial-Impacts-of-Celiac-Disease-Infographic/1450/ 
13 U.S. Department of Health and Human Services, Centers for Disease Control and Prevention, “Voluntary 

Guidelines for Managing Food Allergies in schools and Early Care and Education Programs” (footnotes 39-45), 

https://www.cdc.gov/healthyschools/foodallergies/pdf/13_243135_A_Food_Allergy_Web_508.pdf 
14 University of Chicago Celiac Disease Center, 2018 Year End Report, https://www.cureceliacdisease.org/wp-

content/uploads/CdC_YearEnd_Report_18_WEB.pdf 
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disease has many available and emerging treatment options, celiac disease, for example, is 

more prevalent and has no current treatment available to patients beyond the burdensome 

gluten-free diet; however, celiac disease received only a small fraction of the funding that 

Crohn’s disease received from the NIH over the 5-year period.” 

E. “In conclusion, NIH funding of GI diseases is not proportional to disease prevalence or 

mortality. These data further suggest that a few diseases, including IBS and celiac disease, are 

underfunded in comparison with other diseases, especially when the prevalence, burden, and 

available treatment options are considered. Plausible reasons for this disparity include varying 

numbers of established research programs to recruit young investigators, fewer grants 

submitted because of a lack of investigators in the field owing to poor funding, and narrow 

expertise of peer reviewers on NIH review committees. In contrast with disorders with low 

funding levels, ample public and private funding of Crohn’s disease allows for excellent research, 

which in turn, favors more awards of research funding. This may seem circuitous; however, 

funding of Crohn’s disease research provides an example of the way in which success 

breeds success.”15 (emphasis added) 

 

Research in Celiac Disease has lagged behind in the biomedical imagination of other more well NIH 

funded research diseases. This has been a vicious cycle adversely impacting the Celiac Disease 

research ecosystem whereby there have been fewer grant submissions, more limited interest among 

young researchers as well as very limited funding available from the private and philanthropic 

sectors. Public funding is perceived as validation of the seriousness of a disease and its research 

needs. Absent public funding validation, a vacuum is created, which causes private funding to be 

scarce. In contrast, the NIH funded Crohn’s disease research model is an example of “success breeds 

success” that has created a positive feedback loop (network effects) with ongoing and meaningful 

government validation, more established research programs recruiting more young investigators, 

increased grant submissions, increased private sector funding, and increased philanthropic funding.  

 

For FY 2020, we are respectfully requesting that NIH model its funding of Celiac Disease research 

on its funding model and scale for research on Crohn’s Disease.  In spite of a lower number of 

disease specific mortalities as well as many available and emerging treatment options, Crohn’s 

disease received about 40 NIH grants per year averaging about $16 million annually from 2011-

2015, in comparison to Celiac Disease which received about 8 NIH grants per year averaging about 

$3.0 million annually from 2011-2015. In 2018, the NIH RePORT suggests that Celiac Disease 

research received a modest increase to 13 grants totaling approximately $4.7 million. In contrast, in 

2018, NIH research funding for Crohn’s disease encompassed 210 grants totaling $69 million.  

 

Notwithstanding the Herculean efforts by some brilliant, small and under resourced research teams 

and advocacy groups, the paucity of NIH funding has created a vacuum and stifled innovation in the 

efforts to treat and cure Celiac Disease. This can change in FY 2020 with meaningful NIH funding 

that validates research ready initiatives at multi-institute translational research centers including at 

the University of Chicago Celiac Disease Center, Celiac Disease Center at Columbia University, the 

Harvard Medical School Celiac Research Program and the Children’s Hospital of Philadelphia 

Center for Celiac Disease. 

                                                
15 “Disparities Among Gastrointestinal Disorders in Research Funding From the National Institutes of Health,” The 

American Gastroenterological Association, By: Emma Clerx, Harvard University; Sonia Kupfer, Celiac Disease 

Center at University of Chicago; and Daniel Leffler, North American Society for the Study of Celiac Disease, Beth 

Israel Deaconess Medical Center; September 4, 2017, https://www.gastrojournal.org/article/S0016-5085(17)36084-

5/pdf  
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