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Monitoring for Celiac Disease: What and how often to follow? 
What problems might occur?
BY C A RO L SE M R A D,  M D

The diagnosis of celiac disease is made 
by detection of specific antibodies in the 
blood (tissue transglutaminase,  endo-
mysial or deamindated gliadin peptide 
antibodies) and characteristic findings 
of inflammation in the duodenum (first 
portion of the small intestine exposed to 
gluten).  Chronic intestinal inflammation 
also creates antibodies that may be asso-
ciated with autoimmune damage to distant 
organs such as the thyroid gland, as well 
as inflammatory molecules that promote 
bone loss.  Celiac disease is unique in 
comparison to other inflammatory bowel 
diseases because the cause, gluten, is 
known.  The disease can be treated by 
removal of gluten found in wheat, rye, and 
barley from the diet in the majority of cas-
es with full recovery of the intestinal lining 
and nutrient absorption.   Gastrointestinal 
symptoms usually improve within two 
weeks of starting a gluten-free diet due to 
rapid regeneration of cells in the intestinal 
lining.  The most common cause of failure 
to improve on a gluten-free diet is ongoing 
ingestion of gluten, often unintentional.

What to monitor and how often?  In-
dividuals with celiac disease need to be 
monitored by a physician and dietitian for 
adherence to the gluten-free diet, nutri-
tional status, and complications.  There 
are no agreed upon guidelines on the 

interval for follow-up.  Initially 3-6 months 
is adequate for most but those with more 
severe disease may require more frequent 
visits.  Improvement in symptoms and con-
version of antibodies to negative is cor-
related with improvement in small bowel 
inflammation.  The deamidated gliadin 
peptides and/or tissue transglutaminase 
antibodies in blood are most commonly 
monitored as a measure of intestinal re-
covery. Once recovery has occurred on 
a gluten-free diet, monitoring can be ex-
tended to every 1-2 years or sometimes, 
especially in adults, longer. However, if 
symptoms or nutrient deficiencies persist 
despite a gluten-free diet, a follow up in-
testinal biopsy may be needed.
 The most common nutrient deficien-
cies in celiac disease are iron, folate, 
and calcium as they are absorbed in the 
upper intestine, the first site of gluten 
exposure.  Low bone mass is common 
in celiac disease and may result in bone 
fracture in young adults who participate 
in high impact sports.  Therefore, these 
nutrient levels and a bone density study 
are evaluated in adults with celiac disease.  
Vitamin and mineral deficiencies, includ-
ing iron deficiency and bone mass loss, 
often improve on a gluten-free diet alone.  
Those with severe disease may require 
blood tests for other vitamins and minerals 
to guide supplementation of deficiencies 

until the intestine has recovered.  The only 
treatment for celiac disease at present is 
a strict gluten-free diet.  While this sounds 
easy, gluten is found in most processed 
and restaurant foods.  Therefore it is 
critically important that those with celiac 
disease are educated in the gluten-free 
diet by a knowledgeable registered dieti-
tian and seek reliable information on the 
internet at government or qualified support 
group or University-based celiac center 
sites. 

What problems might I develop in the 
future?   Individuals with celiac disease 
on a gluten-free diet may develop obesity, 
increased cholesterol levels, constipation, 
and select vitamin or mineral deficiencies.  
With recovery of inflammation, the intes-
tine is much more efficient at absorbing 
nutrients.  Gluten-free foods are not low in 
calories.  Rice grains are absorbed more 
efficiently than wheat grains and have a 
higher glycemic index (higher rise in blood 
sugar after rice grain ingestion).  Individu-

As those of you who follow our Newsletter surely know, celiac 
disease is an inflammatory condition in the small bowel that 
is triggered by gluten in the diet in genetically susceptible 
individuals. This results in intestinal damage and decreased 
nutrient absorption.
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The University of Chicago Celiac Disease Center is 
dedicated to raising awareness and diagnosis rates 
and meeting the critical needs of people affected by 
celiac disease nationwide through education, research 
and advocacy.
The contents of this newsletter are not intended to 
diagnose or recommend treatment for celiac disease. 
Please consult your healthcare provider with questions 
about your condition.
For more information about The University of Chicago 
Celiac Disease Center, please contact our office:
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Chicago, IL  60637
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als with celiac disease often eat more to 
compensate for poor absorption, which 
can lead to weight gain when the bowel 
recovers on a gluten-free diet.  Smaller 
portion size and increased exercise may 
be necessary to maintain normal body 
weight.  Cholesterol is also absorbed 
more efficiently and may result in an ele-
vated cholesterol level when compared to 
the lower cholesterol levels found prior to 
starting a gluten-free diet.  In half of celiac 
patients, the increase in cholesterol may 
be beneficial in the form of HDL, good 
cholesterol.  Constipation may develop 
due to low fiber in the diet.  Certain vita-
min deficiencies may develop as gluten-
free products are particularly low in iron, 
folate and B-vitamins.

  
Brown rice grains and other whole grains 
have a lower glycemic index and provide 
more dietary fiber.  A multiple vitamin with 
minerals is recommended with a gluten-
free diet.  A calcium supplement with vi-
tamin D may be needed if milk is avoided 
due to lactose intolerance.  Autoimmune 
diseases such as diabetes and thyroiditis 
usually develop prior to discovery and 
treatment of celiac disease, but others 
may occur after a gluten-free diet.  There 
is a small increased risk for gastrointes-
tinal cancers and lymphoma in celiac 
disease warranting timely screening for 
colon cancer.   There are no other cancer 
screening tools for prevention available at 
this time. 

New Study for Individuals with Refractory 
Celiac Disease or Refractory Sprue at 
The University of Chicago Celiac Disease 
Center

Adults with refractory celiac disease needed for a research study.

Do you have celiac disease but continue to have symptoms despite a strict gluten-free 
diet? Have you been diagnosed with refractory celiac disease or refractory sprue? Dr. 
Bana Jabri, in collaboration with Drs. Kupfer and Semrad, of The University of Chicago 
Celiac Disease Center is launching a study to better understand and identify potential 
therapies for individuals diagnosed with refractory celiac disease. 
 
To qualify for this study, you must be a patient at The University of Chicago Medicine 
or be willing to schedule a new patient consultation at The University of Chicago 
Medicine. You must be diagnosed with refractory celiac disease, which is celiac 
disease that does not respond to treatment with a gluten free diet. Participation in this 
study would only add about five minutes to your regularly scheduled appointment with 
your gastroenterologist. There will be no direct benefit to you for participating in this 
study, but your participation may provide information that could assist with developing 
future therapies for individuals with refractory celiac disease.

for more information on follow up testing, please visit our website at: 
www.cureceliacdisease.org/living-with-celiac/guide/fact-sheets
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Two New Studies for Patients with Possible or 
Established Celiac Disease at The University of 
Chicago Celiac Disease Center
1. Adults with positive screening blood tests for celiac disease needed 
for a research study:
The University of Chicago Celiac Disease Center is beginning a study to develop a 
new survey of symptoms of celiac disease. 

TO QUALIFY FOR THIS STUDY YOU MUST: 
• Have a positive screening antibody test and intestinal biopsy to confirm the diagnosis 
of celiac disease (recently performed or planned).
• Have gastrointestinal symptoms or other symptoms of celiac disease
• Be eating gluten (found in wheat, barley, and rye)
•Have internet and telephone access

Participants will take the survey every day for 12 weeks. Participants will come to The 
University of Chicago Medicine in Hyde Park for a visit five times during the study. 

For participation in this study you will receive $50 for each study visit and two phone 
calls that you complete, in the form of a check, a total of $350. You will also be 
provided with parking passes to cover the cost of each study visit.

2. Adults with established celiac disease needed for a research study:
The University of Chicago Celiac Disease Center is beginning a study to develop 
a new survey of symptoms of celiac disease. We are looking for people with celiac 
disease to test the new survey while eating a food with or without a small amount of 
gluten. 

TO QUALIFY FOR THIS STUDY YOU MUST: 
• Be biopsy-diagnosed with celiac disease by an upper endoscopy (EGD)
• Been on a gluten-free diet for at least 12 months
• Have internet and telephone access

Participants will take the survey every day for eight weeks. Participants will come to 
The University of Chicago Medicine in Hyde Park for a visit five times during the study. 

For participation in this study you will receive $75 for each study visit and one phone 
call that you complete in the form of a check, a total of $450. You will also be provided 
with parking passes to cover the cost of each study visit.

If you would like to participate in any of these studies or have further questions 
about them, please email or call our Clinical Research Coordinator, NurAlima 
Grandison, at ngrandison@uchicago.edu or (773) 702-3572.

The Celiac Center 
Travels Back to Its 
Italian Roots
Drs. Guandalini, Jabri, Patton, Newland, 
and Discepolo of The University 
of Chicago Celiac Disease Center 
Featured at the International Meeting on 
Celiac Disease in Florence, Italy

Dr. Stefano Guandalini, founder and 
medical director of The University of 
Chicago Celiac Disease Center gave a 
lecture presentation at the International 
Meeting on Celiac Disease, March 29 – 
30, in Florence Italy. Dr. Guandalini gave 
a presentation on the evolving clinical 
presentation of celiac disease. 
Dr. Bana Jabri, Director of Research at 
The University of Chicago Celiac Disease 
Center was invited to give a lecture 
presentation as well,  titled, “Animal 
models of Celiac Disease.” Dr. Jabri is 
one of the leading researchers of celiac 
disease in the world. With her leadership, 
The University of Chicago Celiac Disease 
Center research team continues to make 
great strides in determining what triggers 
the abnormal reaction to gluten in celiac 
disease and is working toward finding a 
cure for the disease.

In addition, two research abstracts 
have been selected from The University 
of Chicago Celiac Disease Center 
for presentation at the International 
Meeting on Celiac Disease. The first 
is “Role of Type 1 Interferons in Celiac 
Disease Pathogenesis,” by Discepolo 
V., Uzunparmak B., Sakuraba A., Tang 
F., Ciscewski C., Semrad C., Kupfer S., 
Barreiro L.B., Troncone R., Jabri B.  
Dr. Jabri is of course the Director of 
Research of The University of Chicago 
Celiac Disease Center, and with Drs. 
Semrad and Kupfer, serves on the 
Celiac Center Advisory Board. The 
second abstract is “Celiac Disease and 
Eosinophilic Esophagitis: Outcome of 
Dietary Therapy in a Pediatric Cohort,” by 
Drs. Patton, Newland and Guandalini, of 
the Pediatric Gastroenterology Department 
at The University of Chicago Medicine.

For more information on these and other 
events, please visit The University of 
Chicago Celiac Disease Center Events 
page at http://www.cureceliacdisease.
org/who-we-are/events.
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Care Package Program 
The Care Package Program sent out a 
record number of Care Packages furing 
the first three months of 2012. We thank 
all of our Care Package sponsors, as 
well as the many donors who have made 
this program possible. If you are newly 
diagnosed with a biopsy and need to 
receive a Care Package, please contact 
our office at (773) 702-7593. We will 
determine your eligibility for the Care 
Package, and will then send you a link to 
the form, with a temporary password. 

Apple’s Bakery and Gluten-Free Kitchen
Bakery on Main
Betty Crocker
Bisquick 
Bob’s Red Mill
Bready
Cabot Creamery 
Chebe
Crunchmaster
Dr. Lucy’s Cookies
Dr. Schär
Enjoy Life Foods
Glutino Food Group 
Kettle Cuisine
Lärabars
Lifeway Foods
Lucini Italia
Namaste Foods 
Progresso
Rice Chex
Rudi’s Gluten-Free Bakery
San-J

Calendar of Events
April 14, 2012: Dr. Guandalini and Celiac Center board member and dietitian Lara Field have 
been invited to the Pediatric Celiac Disease Conference hosted by Children’s Hospital & 
Research Center in  Oakland. Dr. Guandalini will give a presentation titled, “Celiac Disease 
and Beyond: Why Gluten is Bad for You.” Lara Field, RD, will be presenting a lecture titled 
“Nutritional Considerations on the Gluten-Free Diet.” For more information, go to: http://www.
childrenshospitaloakland.org/documents/CeliacDiseaseConferenceregistration2012.pdf

April 14 and 15, 2012: The Gluten & Allergen-Free Expo (www.gfafexpo.com), at the Westin 
Lombard Yorktown Center. This is a spectacular event, with vendors, cooking demos and infor-
mation about the gluten-free diet, with lots of information for those suffering from food allergies 
as well. 

April 20, 2012: Spring Flours 2012—the gluten-free event of the year—takes place at the Sher-
aton Hotel and Towers in Chicago. Tickets are on sale and going fast. This is the University of 
Chicago Celiac Disease Center’s major annual benefit. Visit www.cureceliacdisease.org for 
more information and to buy tickets. See full article below.

April 28, 2012: Dr. Guandalini will speak at the Celiac Disease Foundation’s Annual Education 
Conference & Food Faire, from 7:30 am– 4:30 pm, at the Hilton Hotel, Los Angeles/Universal 
City.  The theme of the event is “Finding the Keys...” and his talk is entitled, “Connecting the 
Keychain”. The Celiac Disease Center will also have a booth at the vendor fair, so please stop 
by—we’d love to meet you! For more information, visit http://www.celiac.org/.

April 28, 2012: The University of Chicago Medicine’s Kovler Diabetes Center is holding an edu-
cational luncheon on April 28, 2012 in Glenview, on Type 1 Diabetes: Innovation in Care and 
Research, with Dr. Louis Philipson, MD, PhD,  and dietitian Amy Hess-Fischl, MS, RD, LDN, 
BC-ADM, CDE. For more information or to register, please visit  
http://conta.cc/diabeteslounge.

May 15, 2012: Celiac Center dietitian Lara Field will run a “Celiac Boot Camp” at Centered 
Chef Studios. The event is open to all, and proceeds benefit the University of Chicago Celiac 
Disease Center.  For more information, please visit: http://celiacbootcamp.eventbrite.com/. 

May 20-22, 2012: Dr. Guandalini and Dr. Sonia Kupfer, one of the adult celiac specialists at 
our Center, will both present  at  the annual Digestive Disease Week  2012,  in San Diego. Dr. 
Guandalini’s talk is   titled “Probiotics in Children: When and How?” In addition, Dr. Kupfer’s 
research abstract, “High Prevalence of Overweight and Obese Adult Celiac Patients in the 
Midwestern United States,” has been chosen for a lecture presentation at Digestive Disease 
Week 2012. For more information: http://www.ddw.org/

July 19, 2012: Our annual Pinstripes Bowling & Bocce event will take place at Pinstripes in 
Northbrook, IL. Tickets will go on sale soon—please visit our website for more information in 
the coming months. This is a fun event for the whole family, and the ticket price includes bowl-
ing, bocce, and a delicious gluten-free dinner. 

October 6-9, 2012: The University of Chicago Celiac Disease Center will again be at the Ameri-
can Dietetic Association’s annual Food & Nutrition Conference & Expo, at the Pennsylvania 
Convention Center in Philadelphia. This year Dr. Guandalini will be speaking as well. We en-
courage dietitians at the conference to stop by our booth to learn about our many resources to 
help your patients. For more information, please visit www.eatright.org.

December 6 and 7, 2012: Applications for our annual Preceptorship Program will be online soon. 
The Preceptorship Program is a unique, two-day  intensive course in celiac disease for medi-
cal professionals, including doctors, dietitians, pharmacists and nurse practitioners. It will take 
place at The University of  Chicago Medicine. To apply, please check our website regularly 
(www.cureceliacdisease.org). Applications will be accepted starting late spring. 

September 22-26. 2013: Planning for the International Celiac Disease Symposium 2013 is 
well underway! Mark your calendars now, and visit www.ICDS2013.org for more information 
and to register. This is the first time the conference will take place in the U.S. since 2006, and 
it won’t be here again until at least 2019, if then. So this is a great opportunity to hear the very 
latest in research and treatment from the world’s foremost celiac researchers. Register soon—
early bird discounts apply!
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Spring Flours is About to Bloom
Although we have been feeling spring-like weather for a while, we are as excited as ever 
for our upcoming Annual Benefit, Spring Flours. We will have 27 restaurants participating 
this year, and a fabulous Grand Raffle, featuring great dining, wine and travel packages, 
as well as hard-to-get sports opportunities and electronics. Tickets are on sale now, and 
if you can’t attend but would like to participate in our raffle, you can buy tickets online. 
Please visit http://www.cureceliacdisease.org/who-we-are/events/spring-flours-2012  for 
event and raffle tickets, and for more information.

We wish to thank the restaurants that have donated so generously of their time and 
efforts, as well as our sponsors, without whom this evening would not be possible:

RESTAURANTS

Drs. Guandalini 
& Kupfer To Be 
Featured at Digestive 
Disease Week 2012

Dr. Stefano Guandalini, founder and 
medical director of The University of 
Chicago Celiac Disease Center has been 
invited to speak at the annual Digestive 
Disease Week, to be held this year in San 
Diego, May 19 -22, 2012. Dr. Guandalini 
will give a presentation titled, “Probiotics in 
Children: When and How?” 

Dr. Sonia Kupfer, Director of Clinical 
Genetic Research at The University of 
Chicago Celiac Disease Center, has been 
invited to give a lecture presentation on her 
research abstract titled “High Prevalence 
of Overweight and Obese Adult Celiac 
Patients in the Midwestern United States.” 
Dr. Kupfer will present her research 
findings at the research forum “Neither 
Rare Nor Trivial,” held May 20, 2012 from 
10:30 am to 12:00 pm. 

For more information on these and other 
events, please visit The University of 
Chicago Celiac Disease Center Events 
page at http://www.cureceliacdisease.org/
who-we-are/events.

PREMIUM
VODKA

inc
.

Centered Chef 
Chicago q 
The Claim Company/City Park Grill 
Cooper’s Hawk Winery and Restaurants 
Da Luciano Restaurant 
Deerfields Bakery 
Harry Caray’s Restaurant Group 
Marcello’s Restaurant 
Mastro’s Steakhouse 
Maya del Sol 
Mity Nice 
Mon Ami Gabi 
Nacional 27 
Café Ba-Ba-Reeba 

OMG…It’s Gluten Free
Osteria Via Stato 
Pinstripes 
RL 
Real Urban Barbecue 
Roy’s Hawaiian Fusion Cuisine 
Salpicón 
Senza 
Sweet Ali’s Gluten-Free Bakery 
Swirlz Cupcakes 
Wildfire 
Zapatista-Cuisines of Mexico 
ZED451

Buy tickets online  http://
www.cureceliacdisease.
org/who-we-are/events/
spring-flours-2012 
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Eight Dedicated 
Moms Make a 
Difference
Once again, the suburban Chicago 
group that we affectionately refer to as 
“The Skate Moms” put together another 
incredible “Skate For Celiac” afternoon last 
February, in Highland Park, IL. The event 
was a fun-filled afternoon,  that raised 
nearly $50,000 for celiac research at The 
University of Chicago. Between all eight 
families, there are 23 children, 10 of whom 
have celiac disease. These dedicated and 
hardworking families all pitched in to make 
this an incredible event. We thank the eight 
moms and their entire families for their 
help and dedication to furthering research 
toward a cure.

We launched our Facebook page about a year ago, and now have 
well over two thousand followers (click here to follow us: http://
facebook.com/cureceliac). Our page serves as a tool for readers 
to exchange information, and to get their questions answered. 
Here are five of the most frequently asked questions that have 
been sent to our site, followed by Dr. Guandalini’s answers:

QUESTION: Is the prevalence of celiac disease increasing or 
decreasing?
ANSWER:  The most recent study in the United States showed 
that 1 in 133, or roughly 1% of the population, has celiac disease. 
More recent studies in Europe show the prevalence has increased 
to approximately 2% of the population. Logic tells us that we’re 
following the same trend as Europe since we share the same ge-
netic pool. 

QUESTION:  How much gluten should be consumed prior to 
being screened for celiac disease? 
ANSWER: We recommend those being screened eat one serving 
of gluten (1/2 slice of bread or a cracker, for example) every day 
for 12 weeks prior to a blood test or biopsy. 

QUESTION:  At what age should children get tested for celiac 
disease?
ANSWER: Generally, children are screened for celiac disease 
at age two or three unless symptoms are seen beforehand. In 
children younger than three with symptoms, antibody testing 

may not always be accurate. Children must be eating wheat or 
barley-based cereals for some time, up to one year, before they 
can generate an autoimmune response to gluten that shows up 
in testing. A pediatric gastroenterologist should evaluate young 
children experiencing a failure to thrive or persistent diarrhea for 
celiac disease.

QUESTION: How does a genetic test rule out celiac disease?
ANSWER: Two genes are responsible for celiac disease (HLA-
DQ2 & HLA-DQ8). If you have either of them, then you have the 
potential for the disease to activate at any age. Having the genetic 
test is important for two reasons: to understand your risk factor for 
the disease and to understand the prevalence that your 1st and 
2nd-degree relatives have for the disease. To be clear, the genetic 
test does not diagnose that you have the disease, only the pos-
sibility for you to have it. On the other hand, if you don’t have the 
genes for celiac disease then the disease is not likely to be caus-
ing your symptoms.

QUESTION: Can you confirm celiac disease from only a 
blood test?
ANSWER: Not as a general rule. New guidelines allow for 
diagnosis by blood test, but only in very rare cases. The gold 
standard for diagnosis is still a biopsy of the small intestine.

[TOP]16 of the 23 hardworking and dedicated Celiac 
Skate kids

[BOTTOM] L to r: Left to right: Cindy Ginsburg, 
Stephanie Koretz, Nicole Sommerfeld, Sari Kovitz, 
Stephanie Isaacson, Amy Sclamberg, Laura Rubin, 
Caryn Kahn, Nina Winner

Facebook Educates Public About Celiac Disease


