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The Changing Weight of Celiac Disease
BY LORI ROWELL, MS, RD, LDN

As recently as the 1980’s, most patients diagnosed with celiac
disease in the U.S. had diarrhea and weight loss.
Over the past 30 years, there has been
a shift in this “classic” presentation to an
“atypical” presentation of vague abdominal
symptoms with a normal or obese weight.
An estimated 22-32% of individuals with
celiac disease in the U.S. will initially
present as overweight or obese despite
some degree of malabsorption (1,2,3). A
higher estimate of 38% overweight and
obese was reported in a study at our
Celiac Center at University of Chicago (4).
The trend toward obesity in celiac disease
in the past decade marches upward (1).
It is unknown whether this trend is due
to earlier disease detection or milder
disease. There may be a bright side to
this, as recent studies have shed light on
the benefits of a gluten-free diet on weight
management, when celiac patients are
educated by a Registered Dietitian at the
time of diagnosis.
Although weight gain is desirable in
celiac patients who experience severe
diarrhea and weight loss, weight gain
becomes a problem in those already
overweight or obese. Weight gain in
treated celiac disease is the result of
more efficient absorption due to intestinal
healing and over-eating. Approximately
81% of celiac individuals gain weight
on a gluten-free diet (5). Excess weight
gain may lead to an increased risk of
cardiovascular disease, as one is able to
more efficiently absorb saturated fat and
cholesterol in foods consumed. Obesity
also increases the risk of hypertension,

Type 2 diabetes and certain cancers.
Gluten-free processed foods are
calorically dense. Gluten in foods is
desirable, as it provides fluffy, flaky crispy,
crunchy texture. In the absence of gluten,
manufacturers “plump” products full of
extra sugar, salt and fat to provide a similar
mouth-feel and palatable product. As a
result, gluten-free products are tastier than
a decade ago when products crumbled
on contact or doubled as a hockey puck.
Gluten-free snacks and processed foods
are convenient and tasty, and can easily
be consumed in excess. Just because
these foods are safe does not mean
they are free of calories or necessarily
a healthy choice. Naturally gluten-free
foods help with weight control. Fruits,
vegetables, beans, nuts, seeds, fish, lean
meat, low fat dairy are some components
of a balanced gluten-free diet.
A study of nearly 700 newly diagnosed
celiac patients in Finland found a third of
those gained weight the first year after
diagnosis, with an average of 6 lbs (2). A
large study out of Columbia University in
New York followed newly diagnosed celiac
patients educated and counseled by a
registered dietitian knowledgeable in the
gluten-free diet. Body Mass Index (BMI)
improved in ALL categories! Fortunately,
66% of those who were underweight
gained weight, while 54% of overweight
and 47% of obese lost weight on a glutenfree diet, with the expertise of a registered
dietitian (6).
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Upon initiating the gluten-free diet,
after years of gastrointestinal upset, many
notice profound, positive changes. It may
be a decrease in bloating, gas, diarrhea,
and constipation. This may be the first
time in years that they have the energy to
exercise, and the ideal time to implement
healthy lifestyle changes.
For those newly diagnosed with celiac
disease, it is important to consult with a
registered dietitian who is knowledgeable
in a healthy gluten-free diet. Expert
nutrition education helps minimize risks
associated with excessive weight gain,
and assures a gluten-free diet is balanced.
It is beneficial to eat less processed
gluten-free foods. This limits the amount
of not only cross-contamination, but
also excess sugar, fat, and calorie-laden
choices. See tips below!
As the prevalence of obesity in celiac
disease continues to increase, the
role of gluten-free diet education and
counseling must evolve to include weight
management to limit the temptation to
cheat for weight control. There may be a
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plethora of gluten-free products available,
but when it comes to weight management
on the gluten-free diet, it still goes back to
portion control and exercise.

4. Move more! Obtain a pedometer.

HEALTHY WEIGHT
MAINTENANCE ON A GLUTENFREE DIET

startwalkingnow.org/

1. Consult a registered dietitian who
specializes in celiac disease to assist with
a balanced GF diet. Trish Thompson has
a great listing of registered dietitians who
specialize in GF diet education: http://
glutenfreedietitian.com/newsletter/?page_
id=14

2. Keep food logs to determine your
ACTUAL intake. www.myfitnesspal.com

3. Read labels on foods. Eat fewer foods
with labels! Think fruits, vegetables and
eat all the colors of the rainbow! For
protein: fish, lean meat, beans, nuts, low
fat dairy. www.fooducate.com

Aim for at least 10,000 steps. The
American Heart Association recommends
150 minutes per week (break into 30
min, 5 days per week) http://www.

5. Find what motivates you to stay healthy!
Is it your grandchildren? Getting pregnant?
Losing weight? Enjoy retirement? Increase
in energy? Concentrating on school or
work?
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CHART ONE
Nutrition Facts

Typical gluten-containing
English Muffin

Typical GF English Muffin

Calories

120

190

Fat

1 gram

2.5 grams

Sodium
Carbohydrates
Protein

200 milligrams
25 grams
4 grams

410 milligrams
38 grams
4 grams
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Increased percentage of overweight and obese in celiac disease patients from 2001-2009. (1).
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Skate for Celiac
On February 24, 2013, a most dedicated
group of families from Chicago’s northern
suburbs reconvened to hold the 7th Skate
for Celiac. The event continued to grow,
surpassing all previous ones in terms of
attendance and money raised, all of which
is earmarked to fund Dr. Bana Jabri’s
research in celiac disease at the University
of Chicago Celiac Disease Center. We
wish to thank all of the families involved,
from the founding Koretz and Sclamberg
families to all the others who have joined
since: the Ginsburg, Isaacson, Kahn,
Kovitz, Rubin, Sommerfeld and Winner
families. Their efforts have become an
integral part of the effort to raise money
for research and they’ve also helped raise
awareness as well. We thank them for all
their help and dedication to our cause.
[Top] The very special Celiac Skate kids with goody bags they’ve prepared. [Bottom] Eager skaters can’t wait to
get back on the ice.

The New ESPGHAN Guidelines for Celiac
Disease: How Many Biopsies Can We Really
Skip?
BACKGROUND: The diagnostic criteria for celiac disease were recently reviewed and a
new set of guidelines published by ESPGHAN in January of 2012 (see Impact newsletter,
1st Quarter 2012, http://www.cureceliacdisease.org/wp-content/uploads/2012/01/CdC_
Newsletter_0112_v4-link.pdf. The aims of this study were: 1) to retrospectively determine
how many patients would avoid the biopsy; and 2) to verify potential drawbacks in
eliminating endoscopy.
METHODS: A retrospective chart review was performed on pediatric patients enrolled in
the University of Chicago Celiac Database from August 2008 to May 2012. Information
was collected on patients with a diagnosis of celiac disease including: gender, date of
birth, date of diagnosis, endoscopic pathology findings, and celiac serologies.
RESULTS: A total of 332 records of pediatric celiac disease patients were reviewed.
Among them, 150 symptomatic patients (98 females) had data available for both tissue
transglutaminase IgA (tTG IgA) and endomysial antibodies (EMA) at presentation.
Average age at diagnosis was 9.1 years. Seventy patients (47%) had tTG greater than
10 times the upper limit of normal and a positive EMA. Of these 70 patients, 59 (84%)
underwent endoscopy with biopsies with the distribution of Marsh scores as follows:
Marsh 0 – 2 (3.5%), Marsh 1 – 4 (6.8%), Marsh 2 – 18 (30.5%), Marsh 3 – 35 (59%). Of
interest, 6 (10%) of the biopsied patients had additional, unexpected diagnoses found on
pathology including eosinophilic esophagitis (1), chronic gastritis (1), reflux esophagitis
(3), reflux esophagitis and antral gastritis (1).
CONCLUSION: Almost half of the pediatric patients diagnosed with celiac disease in
our series would have met the new ESPGHAN criteria allowing to forgo duodenal biopsy.
However, by avoiding the diagnostic procedure, additional, unexpected diagnoses would
have been missed in as many as 10% of such patients .
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What’s New in our
Website Answer
Bank?
Can you have celiac disease
without having the genes for
it?

This topic raises much debate. The
current thought shared by the many
physicians and scientists is that 1-2% of
celiacs may not possess the
celiac-specific genes HLA-DQ2 and/or
DQ8. Celiac Center Medical Director Dr.
Guandalini and Dr. Bob Anderson, chief
scientific officer of ImmusanT, believe
the genes are necessary to initiate
the immunologic response of celiac
disease, hence you cannot have celiac
disease without them.
Dr. Anderson retrospectively reviewed
hundreds of celiac patients, 2%
who did not have the genes, and with
each he was able to conclude that
the celiac diagnosis was actually wrong:
some had Crohn’s disease, some
Giardia infection, and some had
immune deficiencies.

Learn more by visiting our
Answer Bank: http://www.
cureceliacdisease.org/faqs)

Spring Flours
are in Bloom

On April 5, 2013, the nation's

largest gluten-chef event took place
in Chicago. It was a magical evening,
that raised lots of fun in support of The
University of Chicago Celiac Disease
Center's research and programming.
We hope to see everyone there next
year!

Care Package Program
The Care Package Program continues to
expand!
If you are recently diagnosed, with a
biopsy or according to newly published
diagnostic criteria, please contact us
through our website for a free Gluten-Free
Care Package. If you have a company
that might want to join the Care Package
Program as a sponsor, please contact us
as well. Thank you to all of our generous
Care Package sponsors! We could not
provide this resource without you.
Bakery on Main
Betty Crocker
Bisquick
Bob’s Red Mill
Cabot Creamery
Crunchmaster
Dr. Lucy’s Cookies
Dr. Schär
Enjoy Life Foods
Farmo
Glutino Food Group
Lärabars
Lifeway Foods
Namaste Foods
Pamela’s Products
Progresso
Rice Chex
Tasterie
Udi’s
Wildfire Restaurants

Thank you to our generous sponsors &
participating restaurants JILL, PAUL AND NICOLAS MEISTER

MAYA
D E L

S O L

(h( eat +

Sweet li’s
Gluten Free Bakery
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Calendar of Upcoming Events

:

April 27, 2013: The University of Chicago Celiac Disease Center will be at the South
Florida Gluten-Free Expo. For more information, please visit:
http://southfloridaceliacsupport.org/.

April 27, 2013: University of Chicago Celiac Disease Center Executive Director Carol
Shilson will be speaking at the Gluten Free Expo in Asheville, NC.

May, 2013: University of Chicago Celiac Disease Center teams with Mariposa Baking.
Visit www.mariposabaking.com for more information.

May 18, 2013: The second annual Attack Celiac Walk in Woodstock, IL. Proceeds
benefit research at the University of Chicago Celiac Disease Center. For more
information, please visit www.attackceliac.org.

May 18-21, 2013: University of Chicago Celiac Disease Center will be at Digestive
Disease Week, in Orlando, FL. Please stop by our booth if you’re there.

Jessi Fabric, with a display of her product line.

Gloves a Labor
of Love
Recently, eleven-year-old Jessi Fabric,
who has celiac disease, decided to take
matters into her own hands. She created
a special line of gloves with a celiac logo,
Smile 4 Celiac, which she sold at events
over the winter, including at Celiac Skate,
to raise money for research into celiac
disease. Thank you Jessi, for your efforts
and for making a difference. You set a
great example for all to follow, about
getting involved and taking the lead.

May 19, 2013: Beat the Wheat 5K race in Toledo, OH. For more information, please
go to www.BeatTheWheatRace.org. All proceeds go to research on celiac disease at the
University of Chicago Celiac Disease Center.

September 22-25, 2013: International Celiac Disease Symposium 2013, Sheraton
Hotel and Towers in Chicago. Please see www.ICDS2013.org for information and signups, and note the discounts available for early sign-up!

November 16, 2013: Free Annual Blood Screening at the University of Chicago Celiac
Disease Center. Pre-registration will open in the fall. Check www.cureceliacdisease.org
in the coming months for more details.

Our Facebook page is a wealth of information and
discussion about celiac disease. Please friend us, and
join us on Twitter as well: http://facebook.com/cureceliac
and http://twitter.com/cureceliac.

Mariposa Partners with The Celiac Center
Mariposa Baking Company of Oakland and San Francisco will generously
give a portion of sales of their most popular sweet and savory baked goods
during the month of May to The University of Chicago Celiac Disease Center
to celebrate Celiac Awareness Month in May. This offer applies to sandwich
bread and cinnamon rolls. They can be purchased at the store or online at

Support this wonderful gluten-free bakery
and The Celiac Center at the same time!
www.mariposabaking.com.
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