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Above the water level 
The visible peak of the iceberg represents the 
group of the different clinical manifestations of 
celiac disease. They include both gastrointes-
tinal and extra-intestinal symptoms: the most 
common are chronic diarrhea, abdominal pain 
or bloating, vomiting, and weight loss. There 
are numerous and diverse extra-intestinal mani-
festations as well, the best known of which are 
listed in the box.

•  Dermatitis Herpetiformis and other skin dis-
orders

•  Short stature
•  Delayed puberty
•  Changes in the tooth enamel  
•  Osteoporosis (reduced bone strength)
•  Anemia due to iron deficiency
•  Kidney stones
•  Liver disease
•  Pancreatitis
•  Arthritis
•  Neurological problems:
 •  Ataxia (disturbed gait)
 •  Peripheral neuropathy
 • Epilepsy
• Psychiatric disorders
• Fertility problems (women only):
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• Miscarriages
• Low birth weight babies

All the patients “above the water” have in com-
mon, by definition, the characteristic damage 
of the small intestinal lining (flattening of the 
villi), an elevation of their blood antibodies 
against tissue transglutaminase (“tTG”), and at 
least one of the genetic markers known to be 
necessary in order for celiac disease to occur: 
HLA-DQ2 or DQ8.

Beneath the waves
The first submerged part of the iceberg repre-
sents the patients who share, with those who 
have symptoms; the genetic asset, the damage 
to their intestinal lining and the elevated tTG. 
This section of celiac disease is also referred to 
as “silent” celiac disease. These patients show 
no or very minimal symptoms (hence their 
“invisibility”). Why is that? We don’t know. 
Perhaps their intestinal damage is very lim-
ited (just enough for the biopsies taken in the 
early part of the small intestine to show it), or 
perhaps they need more gluten in their diet to 
become sick. We simply do not understand why 
some celiacs may have no symptoms in spite of 
having all the inflammatory changes that their 

counterparts who suffer have. 

What we do know, however, is that if they con-
tinue to eat gluten, they may in due time begin 
to experience symptoms, but also that they are 
exposing themselves to all the ominous com-
plications that celiac patients can get if they 
choose not to go on a strict diet. In other words, 
the fact that they have no symptoms today is 

In every presentation or book dealing with celiac disease, 
you’ll find an image of an iceberg. In fact, since the late 
80s, after an English epidemiologist, Dr. Logan, first 
produced this visual analogy between an iceberg and 
celiac disease, the icy floating rock has been used to 
convey the complex reality of the celiac condition. Let’s 
try to explore it.
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by no means a guarantee that they will stay 
healthy in the future.

Deep down
The lowest part of the floating rock is arguably 
the one that encompasses the largest number of 
celiac individuals. These persons share, again, 
the genetic marker of celiac disease, and may 
also have high levels of tTG in their blood. 
However, not only do they have no symptoms, 
but they also lack even the intestinal damage, 
as their biopsies (when done) are perfectly 
normal. This status is referred to as “latent” or 
“potential” celiac disease. Do these individu-

als need a gluten-free diet? Are they at risk of 
developing complications later in life if they 
continue eating gluten? These extremely im-
portant questions are still without an answer, 
and the scientific community is hotly debating 
them. In reality, research (as one of the projects 
currently going on at the University of Chicago 
Celiac Center) is looking into this with the aim 
of being able to detect intimate, subtle changes 
in the immune function of the intestine that 
would tell us who has the potential to develop 
celiac disease in the future, hence poised for 
prevention by a gluten-free diet; and who 
won’t. Stay tuned....

>> continued from page 2

CELIAC CENTEr PArTNErS 
WITH CrATE & BArrEL FOr 
HOLIDAy SHOPPING SPrEE
Crate & Barrel opened its flagship Chicago store to benefit the Celiac Center 
for a wonderful night of holiday shopping on November 6th.  Ten percent of all 
sales were donated to The University of Chicago Celiac Disease Center.  To make the evening 
complete, Crate & Barrel offered wine and passed gluten-free appetizers catered by Wildfire 
restaurant.  More than 200 people came to shop, raising nearly $15,000 for our research and 
programming.  We thank Crate and Barrel for making this event possible.

[COUNTERCLOCKWISE 
FROM TOP] Dr. Guandalini 
chats with mother-to-be 
and Celiac Center Executive 
Director Carol Shilson and 
her husband Jason.  •  The 
raffle ticket sellers brigade 
is hard at work!  •  Celiac 
Center supporters come out 
to Crate & Barrel on a rainy 
November night.

Special Diet & Wellness Fair A number of Chicago-area Whole Foods 
stores are holding a Special Diet & Wellness Fair during the last three weekends in Janu-
ary. Call your closest Whole Foods to check if it’s participating, or to find out which stores 
are. Diet information and samples will be available.
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2009 ANNUAL BLOOD SCrEENING— 
BIGGEST AND BEST EvEr!

SAvE thE DAtE!
thE AnnuAl CElIAC CEntEr BEnEFIt WIll movE From 
AprIl to mAy In 2009, to help honor the congressional action making May the new 
Annual Celiac Disease Awareness Month. Mark the date on your calendars now—May 6, 2009, 
at the Chicago Hilton and Towers. We are already lining up Chicago’s most enticing chefs and 
restaurants to put their best gluten-free dishes out there. you’ll have so many different options to 
try, so come hungry!
 We’ll also have a great silent and live auction, and you can try your luck at the raffle as well. 
Please check our website, www.celiacdisease.net,  for more details, and look for your invitation in 
the mail in the spring.

on october 18, 2008, the Celiac Center held its Annual Blood 
Screening. We had our biggest turnout ever—nearly 1,000 people attended 
for the screening, Question & Answer panel discussion and exhibitor 
booths. The blood screening was generously sponsored by Prometheus 
Laboratories, which donated the tests for the blood screening event, 
and Peapod, the online grocery delivery company which offers a robust 
selection of gluten free products.
 This year, nearly 500 individuals were screened with the +TG IgA test, 
and 5% of them were found to be positive. All of the individuals with 
positive results were contacted and counseled by our physicians as to their 
next steps in confirming the diagnosis.
 Other co-sponsors of the event were Marcello’s Father and Son Pizza, 
Deerfields Bakery, Enjoy Life National Brands, Square One, roh & Jo’s 
Gluten-Free Sweets, PureFit Bars, Cecelia’s Marketplace, the Gluten-Free 
Grocery, the Confection Diva, 1-2-3 Gluten Free, Swirlz, Full Flavor 
Foods, and Breads from Anna. 

We thank all of our generous sponsors.

[CLOCKWISE FROM TOP]  Volunteer clowns 
entertain kids while they wait for their screening.  
•  Dietitian Beth Wall, Drs. Semrad, Guandalini 
and Onel (from left) with Executive Director 
Carol Shilson, answer questions from the audi-
ence.  •  Peapod’s booth at the Annual Celiac 
Screening.

Symptomology of 
Celiac Disease.
Our Celiac Disease Information Line 
frequently gets inquiries about the symptoms 
of celiac disease. Celiac disease has so many 
different signs and symptoms, some occurring 
only rarely, that it is virtually impossible to 
know them all. When we are stumped, we 
turn to the book, Recognizing Celiac Disease: 
Signs, Symptoms, Associated Disorders & 
Complications, by Cleo J. Libonati, rN, 
BSN (Fort Washington, PA: Gluten Free 
Works Publishing, 2007). The book contains 
a comprehensive list of symptoms and signs 
of celiac disease, along with lots of other 
information. We recommend it. 



nEW CArE  
pACkAgE pArtnEr
Riceworks, one of our new Care Package 
partners, that is providing a bag of 
delicious chips in every care package 
distributed to a newly diagnosed celiac 
patient, wants to hear from you. They have 
created an online survey, and you will 
receive a coupon for a bag of their delicious 
chips upon completion:

riceworks® Wants You
Share your thoughts.  
get your Free Bag of riceworks®
Take the riceworks® Celiac Research 
Survey
As you may know, riceworks® gourmet 
rice crisps are not only whole grain, low in 
saturated fat and are gluten-free, which 
makes them a favorite snack for celiac 
patients and those adopting a gluten-free 
lifestyle. Naturally, we want to help those 
who are gluten-sensitive in whatever way 
we can.
 Help us get a better understanding of 
the education materials needed to support 
the celiac community. For completing the 
survey, we’ll provide you with a gift voucher 
for one free package of riceworks®.
http://www.audioacrobat.com/note/CQS9l5Fs/

Click on this link to learn more
www.glutenfreesnacksforme.com

plEASE Support rICEWorkS AnD All our 
WonDErFul CArE pACkAgE pArtnErS:
123 Gluten Free
Breads From Anna 
Cali Spice Packets
Casava Chips 
Chebe Bread 
Ener-G  Pretzels
Enjoy Life National Brands
Erewhon/New Morning 
Ferrara Pan Candy
Food Should Taste Good 
Gluten-Free  Passport
Living Without Magazine
Mary’s Gone Crackers
Namaste
Riceworks  
Schar table crackers
The Gluten-Free Grocery Guide
Tinkyada Rice Pasta

Dr. Guandalini greets guests at the annual 
Preceptor Dinner. • The 2008 Preceptors 
with Dr. Guandalini and Dr. Jabri (center).

the university of Chicago Celiac Center 
Sponsors the American Dietetic Association’s 
Annual Food & nutrition Conference & Expo
The Celiac Center sponsored a booth in one 
of two Gluten-Free pavilions, as well as an 
all-day workshop on celiac disease where our 
medical director, Dr. Guandalini was the featured 
presenter at the American Dietetic Association’s 
Food & Nutrition Annual National Conference & 
Expo, at McCormick Place in late October.
The event was a huge success. Hundreds 
of dietitians stopped by our booth, to get 
information, find out how their newly diagnosed 
patients can receive care packages (dietitians—
have your patients call us at (773) 702-7593!), 
and to learn more about the disease and its 
treatment. We also learned about many new 
gluten-free food options on the market, and were 
thrilled to see so many of our old friends and  
Care Package partners there as well. 
 We have greatly expanded our network of registered dietitians across the country and will be 
working with them to spread the latest accurate and reliable information about celiac disease to 
encourage proper diagnosis and treatment. 

THIrD ANNUAL UNIvErSITy OF 
CHICAGO CELIAC DISEASE CENTEr 
PrECEPTOrSHIP PrOGrAM
The first week in December brought not only frigid weather but also 18 Preceptors to Chicago, 
to participate in the nation’s only two-day course in celiac disease.  Our network of experts gave 
lectures, commented on case presentations and allowed the candidates to shadow them on clinic 
visits with patients. The Preceptors came from all over the country, from Seattle to New Jersey. 
The candidates were physicians, registered dietitians, nurse practitioners as well as registered 
nurses. The one commonality among the group was a desire to learn more about celiac disease and 
to return to their practices able to better diagnose and treat the disease. The Preceptorship Program 
was generously underwritten by Prometheus Laboratories, in San Diego.
 During the two days they spent at the University of Chicago Celiac Center, the Preceptors heard 
lectures from Celiac Center founder Dr. Guandalini, dietitians Lara Field and Beth Wall,  Dr. John 
Hart, on the pathology of celiac biopsies, endocrinologist Dr. Lou Philipson, on the comorbidity 
of diabetes and celiac disease, and many others. They had a chance to discuss their most difficult 
cases with some of the doctors and dietitians, and get feedback on them. Finally, they and many 
other supporters of the Celiac Center enjoyed a wonderful meal at the Quadrangle Club, while 
they heard a Keynote Address from Dr. Bana Jabri, on the ground-breaking progress of the celiac 
research of the University of Chicago. 
 The Preceptorship Program is a wonderful way for the Celiac Center to fulfill its mission of 
educating medical professionals about celiac disease. This year, we recorded the entire program, 
in hopes that one day soon, we can offer an online course to exponentially expand our reach and 
impact.

Executive Director Carol Shilson and Uni-
versity of Chicago dietitian Beth Wall speak 
to registered dietitians about celiac disease 
and the gluten-free diet.
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