
PAGE | 03

Spring Flours : 
Chef Stations 
are back this 
year!

A PUBLICATION OF THE UNIVERSITY OF CHICAGO 
CELIAC DISEASE CENTER | CURECELIACDISEASE.ORG

A
P

R
IL

 | 2
0

16

PAGE | 08PAGE | 07PAGE | 06

Research Wrap 
Up

Calendar of 
Upcoming 
Events

10th Annual 
Celiac Skate: A 
Huge Success!

ABNORMAL BIOPSY ALONE 
DOES NOT DIAGNOSE 
CELIAC DISEASE   
BY CAROL SEMRAD, MD

Often when I am in clinic, a Gastroenterology Training Fellow will inform 
me that another patient has “biopsy proven” celiac disease. Each time, I question 
the fellow: “Do you mean this patient had a small bowel biopsy that was abnormal, started a gluten-
free diet, and then repeat biopsy returned to normal?”  This was how the diagnosis of celiac disease 
was made before modern day antibody testing combined with an abnormal duodenal biopsy.  The 
fellow’s answer is usually that only one biopsy was obtained at the time of diagnosis.  My next ques-
tion is, “was celiac antibody testing positive”?

Why is antibody testing necessary? Why is an abnormal duodenal biopsy alone not sufficient 
to diagnose celiac disease?  Because the type of inflammation found in celiac disease (increased 
lymphocytes at the surface and underneath the intestinal lining with associated shortened villi ) is 
found in other small bowel diseases or injury as well.  Other causes, particularly with milder inflam-
mation, include acid injury, bacterial overgrowth, Crohn’s Disease, and an entity that we are seeing 
more of in our increasingly global economy, tropical sprue. More problematic is the older adult 
population.  Many have been incorrectly diagnosed with celiac disease by small bowel biopsy alone, 
only to find out the real cause was a drug, such as olmesartan (for high blood pressure), mycophe-
nolate (an immunosuppressant), or a chemotherapy agent (for cancer). When a pharmaceutical agent 
causes the inflammation,  a gluten-free diet will not cure symptoms but stopping the drug will.   

Remember, duodenal 
(small bowel) 
inflammation is found with 
active celiac disease but not 
all that is inflamed in the 
duodenum is celiac disease.
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Additional pitfalls of small bowel biopsy include 
distorted villi due to glands beneath the lining 
of the duodenal bulb (entry way from stomach 
to duodenum), inadequate number of biopsies 
taken for interpretation, and poor orientation 
while making the biopsy slides.  In addition, 
pathologists may miss-diagnose celiac disease 
if they do not consciously look for other causes 
such as infection (giardia, cryptosporidium) or 
loss of plasma cells seen with immune deficien-
cy states.  In these more difficult situations, it 

The biopsy is a critical component in the diagnosis of celiac disease.  Neither 

biopsy nor antibody blood tests alone is enough to make a diagnosis. It is true 

that ESPGHAN, the European Society of Pediatric Gastroenterology, Hepatology 

and Nutrition, has released guidelines for diagnosing celiac disease in children 

without a biopsy in very limited cases, but even in those situations, antibody tests 

done are not sufficient (see Impact from 1st quarter of 2012).  While ESPGHAN’s 

guidelines are meant for children, many adult practitioners use them in practice 

as well.  In the vast majority of cases, a biopsy is still warranted. Here is some 

important information about the biopsy:

>> In a subset of celiac patients, the duodenum appears normal to the

endocopist’s eye at the time of biopsy. Tissue must be extracted and studied by

an experienced pathologist to determine whether there is inflammation present

and the cause.

>> Multiple tissue samples, targeting abnormal areas, are vital to make an

accurate diagnosis—this assures adequate orientation during processing for

interpretation.   Celiac disease can cause patchy lesions in the duodenum, which

can be missed if only one or two samples are taken.

>> Dermatitis herpetiformis is diagnosed by a skin biopsy, which involves

removing a tiny piece of skin near the rash and testing it for IgA antibody

deposits.

>> Clinical experience shows that children and adults who have not had a biopsy

as part of their diagnosis for celiac disease tend to take the diet less seriously and

eat gluten when they shouldn’t.

>> Research shows that when only 2 duodenal biopsies are obtained, diagnosis is

confirmed in 90% of cases. However, 3 and 4 biopsies increased detection to 95%

and 100%, respectively.

WHY IS THE BIOPSY STILL 
SO IMPORTANT?

may take an expert gastrointestinal pathologist 
to accurately interpret the biopsy findings.

Remember, duodenal (small bowel) inflamma-
tion is  found with active celiac disease but not 
all that is inflamed in the duodenum is celiac 
disease. This is why celiac antibody studies, 
duodenal biopsy, and sometimes genetic test-
ing for the HLA DQ2 or DQ8 risk alleles are 
needed to make a secure diagnosis of celiac 
disease while the patient is eating gluten.

Other causes, particularly with milder inflammation, 
include acid injury, bacterial overgrowth, Crohn’s Disease, 
and an entity that we are seeing more of in our increasingly 
global economy, tropical sprue.
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Please join us for Spring 
Flours on May 6, at the Chicago 
Cultural Center. So many of you 
missed the chef stations last year, 
that we are reintroducing them. We 
are so excited to welcome these 
wonderful restaurants and beverage 
companies to Spring Flours:

Thanks to all our sponsors: 

Beatrix

Big Bowl

Cooper’s Hawk 
Winery & Res-
taurants

Da Luciano 
Restaurant

Lyfe Kitchen

Marcello’s Res-
taurant

Maya del Sol

Mity Nice Bar & 
Grill

Mon Ami Gabi

My Bread

Pinstripes

Stella Barra

Summer House  
Santa Monica

Sweet Ali’s 
Gluten Free 
Bakery 

Swirlz Cup-
cakes

Vitamix

Wheat’s End 
Artisan Foods

Wildfire

Libations from: 
Crispin Ciders
Frey Vineyards
New Planet 
Beer
Woodchuck 
Hard Cider

CHEF TASTING 
STATIONS  
ARE BACK!

GLUTEN-FREE GALA

http://beatrixchicago.com/
http://bigbowl.com/
https://www.coopershawkwinery.com/
http://www.dalucianos.com/
http://www.lyfekitchen.com/
http://www.marcellos.com/
http://www.mayadelsol.com/
http://www.mitynicechicago.com/
http://www.monamigabi.com/
http://www.mybreadbakery.com/
http://www.pinstripes.com/
http://stellabarra.com/
http://stellabarra.com/
http://www.sweetalis.com/
http://www.swirlzcupcakes.com/
https://www.vitamix.com/Home
http://www.wheatsend.com/
http://artisanspecialty.com/
http://wildfirerestaurant.com/
http://www.crispincider.com/av?url=http://www.crispincider.com/
http://www.freywine.com/
http://www.newplanetbeer.com/
http://www.woodchuck.com/age-gate/
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Check it out: 
www.cureceliacdisease.org

OUR WEBSITE HAS A 

WHOLE NEW LOOK! 

>> VITAMIN AND MINERAL
DEFICIENCIES ON THE GLUTEN-
FREE DIET: The most common

nutrient deficiencies in patients

with newly diagnosed celiac

disease are iron, vitamin B12, folate,

calcium, vitamin D and zinc. The

risk of nutrient deficiency is related

to the degree of malabsorption,

inflammation and intestinal damage

at the time of diagnosis. Here’s the

good news: Strict adherence to

a gluten-free diet will enable the

damaged villi to heal. Once healed,

the body begins to absorb essential

vitamins and minerals.

>> IRON: The duodenum (the first

part of the small intestine) is the main

site of iron absorption and where

most damage to the villi occurs in ce-

liac disease. In most adults, hemoglo-

bin levels (the iron-containing protein

found in red blood cells) return to

normal within a year.  Supplementa-

tion may be needed if anemia is pres-

ent, but not necessary in all as the

intestines heal and normally absorb

with a gluten-free diet. Beef, turkey,

liver, egg yolks, sardines and oysters

are good sources of iron.

>> ZINC: Chronic diarrhea can lead

to low zinc levels.  If zinc deficiency is

found, typically one month of supple-

mentation, followed by a repeat lab

test to ensure levels have normalized.

Oysters, beef and crab are excellent

sources of zinc.

>> VITAMIN B12: Vitamin B12 plays

an important role in the production

of red blood cells. In newly diag-

nosed celiac disease, the rate of B12

deficiency varies. It correlates with

extensive disease, as most absorp-

tion takes place in the ileum (the third

portion of the small intestine). A mul-

tivitamin is often sufficient, although

supplementation may be necessary.

Dietary sources of vitamin B12 include

shellfish, liver, dairy, beef and eggs.

Due to avoidance of all animal prod-

ucts, vegans are at risk of developing

a vitamin B12 deficiency.

>> FOLATE: Women of childbear-

ing age must be mindful of adequate

folate levels due to the importance

of folate to the development of the

fetus. Spinach, dark green leafy veg-

etables are excellent sources. Folate

levels are often checked at diagnosis

and annual follow-up visits.

>> CALCIUM AND VITAMIN D:
Bone mineral density is related to

inflammation from active disease as

well as poor absorption. Calcium and

vitamin D are absorbed in the duo-

denum, which is why malabsorption

is common. Dairy products, includ-

ing milk, cheese and yogurt are the

best sources of calcium. Non-dairy

sources include broccoli, sardines and

canned salmon.  Vitamin D should be

checked at diagnosis, to determine if

supplementation is necessary.

A gluten-free diet and a multivitamin 

should provide adequate nutrition, 

once all deficiencies are corrected 

in celiac disease. Gluten-free prod-

ucts are not uniformly fortified with 

vitamins or minerals like gluten-con-

taining foods. There may be gaps in 

the common gluten-free diet of chil-

dren or adults in the United States. 

Hopefully more companies will be 

uniformly fortify gluten-free foods. 

Bottom line: Not everyone has nutri-

ent deficiencies, but once these are 

corrected, a multivitamin and a bal-

anced gluten-free diet should cover 

your needs! 

To find out which vitamins 
are gluten-free, check out: 
www.glutenfreedrugs.
com  

DIETITIAN’S 
CORNER
By Lori Welstead, RD, MS
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Helping Young People Cope with Celiac Disease  
BY TINA DROSSOS, PhD

Tina Drossos, PhD, is a psychologist
at The University of Chicago Medicine, with 
special expertise in helping children and ado-
lescents cope and adjusting to chronic medi-
cal illness. We asked her to share some of her 
knowledge on helping this population adjust to 
a diagnosis of celiac disease, and how to help 
them maintain a positive outlook in spite of 
its many challenges. Here is a summary of our 
discussion:

Toddlers: When a toddler is diagnosed, the
explanation is relatively simple. Parents can 
frame the discussion in terms of food that 
the child’s tummy does not like, and can offer 
alternatives. While some parents might be 
tempted to frame the discussion in terms of 
good food or bad food, it is best to avoid judg-
mental terms and to teach the child that certain 
foods are not healthy for him or her, but others 
can eat them. 

Elementary school age: At this age,
children may feel very sorry for themselves, 
which is a completely understandable reaction. 
Dr. Drossos advises that parents talk with their 
child about his or her strengths, and compare 
strengths and weaknesses in general. They 
can explain that everyone has positives and 
negatives, and for this child, celiac disease is a 
negative, but this same child has many other 
wonderful traits. Parents can point out that ev-
eryone has strengths and weaknesses, and that’s 
what makes us all different and unique. And of 

course, if the child has a classmate with a food 
allergy, they can draw comparisons with that, 
possibly finding common ground.

Adolescence: Adolescence is particularly
tricky. Adolescence is normally a time to build 
independence and parental trust. Obviously 
adolescence has many stressors, and manag-
ing a new disease on top of them can be very 
challenging. One factor that can be very helpful 
in lessening the burden is developing a core 
supportive peer group, through sports or other 
shared interests. 

Generally, it is best to allow teens to share 
as much or as little as they like—rather than 
insisting on information or going behind their 
backs in dealing with other parents or teach-
ers. The one exception to this is of course if a 
parent believes that a child is putting himself 
in danger. In that case, parents do need to 
speak up.  

Whatever the child’s age, stresses Dr. Dros-
sos, it is so important to be honest and open, 
and to recognize that sadness and anger are 
completely normal reactions to a diagnosis of 
celiac disease. It is recommended that parents 
acknowledge and validate those feelings, and 
move forward with an age-appropriate version 
of the following: “Sometimes things in life are 
unfair, and this is one of them. But let’s figure 
out how to work together to help you feel better 
and stay healthy.”

Avoid overcompensating for celiac 
disease: A common mistake that parents
make is to compensate for a diagnosis by treat-
ing a child more favorably than others in the 
family. The child should have the same chores, 
television time, etc. as his siblings. When par-
ents treat a child with a diagnosis differently, it 
can actually back fire, stoking fear in the child 
that something is seriously wrong, and it can 
create strain on other siblings. Instead, it’s best 
to restore normalcy as soon as possible.

When to seek professional help to 
cope with a new diagnosis of celiac 
disease? When a child is first diagnosed, he
or she can feel ashamed, targeted and stigma-
tized, and may start to resent the parents and 
the illness that put them in this situation. At 
this point, non-adherent behaviors may in-
crease, either as a way of “acting out” or trying 
to avoid the illness in hopes that “it will just go 
away.” A parent should consider getting profes-
sional help for their child when the child’s 
mood and behaviors change in such a way that 
it impacts daily functioning. Important symp-
toms are increased irritability, anhedonia, social 
withdrawal, isolative behaviors, and a decrease 
in grades. Parents can begin by talking to their 
pediatrician about possible referrals or even 
contacting their celiac specialist to determine 
if they have any specific referrals for therapists 
who work with children and adolescents who 
have co-occurring celiac disease and mental 
health problems. 

KING ARTHUR 
FLOUR

PARTNERS:

The University of Chicago Celiac Disease Center is required to raise its own 

funding, for all research and programming, each year.  Our partners are an 

important part of this effort. We are pleased to partner with the companies 

listed below, and we thank them for their support.  

If your company is interested in partnering with us, please email us at  

http://www.cureceliacdisease.org/contact-us. 

http://www.pamelasproducts.com/
https://www.barilla.com/en-us
http://www.kingarthurflour.com/
http://celimmune.com/
http://www.wheatsend.com/
http://enjoylifefoods.com/
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WE ARE ALWAYS LOOKING FOR 
interesting topics of concern to 
celiac patients TO EXPLORE AND 
COVER IN OUR NEWSLETTER. 

Let us know your ideas. 

PLEASE SEND THEM TO 
HTTP://WWW.CURECELIACDISEASE.ORG/CONTACT-US 

WHY DO I NEED TO BE 

TESTED MORE THAN ONCE?

>> Celiac disease can develop, in a 
person at risk, at any time. There are 
three factors that come together to 
cause celiac disease to occur—an 
over-responsive immune system, 
genetic predisposition, and factors 
in an individual’s environment. 

>> We know that people are born 
with the genes for celiac disease, 
and that gluten is what turns on the 
autoimmune response. However, 
the factors in an individual’s 
environment act in unpredictable 
ways. Some people can eat gluten 
for fifty years and then develop 
celiac disease, while others eat 
gluten for only nine months 
before they are diagnosed. Many 
individuals have silent celiac 
disease, which means that the 
absence of symptoms does not 
indicate they are healthy.

>> What is known is that the 
early diagnosis of celiac disease 
can prevent the development of 
other autoimmune disorders and 
additional complications in many 
people. Regular antibody testing is 
the key to early diagnosis. 

RESEARCH WRAP UP
Since 2006, our physicians 
and researchers have 
published over 100 
articles and chapters on 
celiac disease. They have 
continued their hard work 
over this past winter, and 
have accomplished a great 
deal. Below is a short list of 
some of the highlights:

University of Chicago Fellow Jona-

than Cordova, DO, will present his 

abstract on his study, “Optimizing 

Behavioral Health among Adoles-

cents with Celiac Disease” in an oral 

presentation at the Digestive Dis-

eases Week conference in May; his 

coauthors for the study are Jericho 

H, Keenan K, McKiernan D, Shilson C, 

Guandalini S.

Dr. Hilary Jericho of The Celiac Cen-

ter has been particularly busy. She 

has the following articles in various 

states of publication: 

 

>> Review: “The Changing Faces of 

Celiac Disease and Wheat Intolerance 

Syndrome,” submitted to The Journal 

of Pediatrics (with Dr. Guandalini). 

>> “Extra-intestinal Manifestations of 

Celiac Disease: Effectiveness of the 

Gluten Free Diet,” JPGN. 2015 (with 

Naire Sansotta, MD and Stefano Guan-

dalini, MD), which was accepted with 

revisions.

>> “Commentary to Introduction of 

Gluten, HLA Status, and the Risk of 

Celiac Disease in Children,’ (with Dr. 

Guandalini), published in the 2015 Year 

Book of Pediatrics. 

 

In addition to the above articles, Dr. 

Jericho, along with her colleagues 

Drs. Amirikian and Guandalini, is 

working on a new project: “Effect 

of the Gluten Free Diet on BMIs in 

Children Versus Adults,”  and was 

also featured in Gluten-Free Delight 

magazine, in an article about “Early 

infections and onset of Celiac Dis-

ease”. January 2016.

 

Justin Tomal, MD, a University of 

Chicago resident, and Dr. Sonia Kup-

fer recently administered a survey 

to celiac patients identified through 

the University of Chicago Celiac 

Disease Center database regarding 

novel therapies. Some of the results 

they found were that patients are 

more interested in a therapy that 

would supplement the GFD rather 

than replace it and that patients are 

more concerned about protection 

from bowel inflammation than from 

GI symptoms. They will be present-

ing their results at DDW, and they 

have submitted their manuscript to 

Digestive Diseases and Sciences for 

publication.
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MAY 5, 2016 >> Dr. Guandalini 

will be presenting in Abu Dhabi (UAE) 

on May 5 an invited talk on “Celiac 

and non-celiac gluten  sensitivity:  a 

review”. This is part of the 4th an-

nual “Elite” congress co-organized by  

NASPGHAN (North American Society 

for Pediatric GI), BSPGHAN (British), 

PASPGHAN (PanArab), SASPGHAN 

(Saudi Arabia) and Sheikh Khalifa 

Medical City, UAE.

CALENDAR of Upcoming Events:

MAY 6, 2016 >> Spring Flours, 

at the Chicago Cultural Center. Chef 

stations are back! Please visit TKTK 

for more information and to buy 

tickets.

MAY 21-24, 2016 >>  

Digestive Diseases Week, San Diego, 

CA. The Celiac Center will have a 

booth, and we urge all physicians in 

attendance to stop by and learn more 

about our resources, available to both 

doctors and patients. 

OCTOBER 22, 2016 >> 

Celiac Education Day, and free annual 

celiac disease blood screening. Visit 

our website in the coming months for 

more information.

10th Annual Celiac Skate:
A HUGE SUCCESS!

CELIAC SKATE IS TEN 
YEARS OLD, and going 

strong. The event, whick started as a 

small skating gathering and gluten-

free bake sale run by two families, 

has now evolved into a major event 

that takes place every February. 

Celiac Skate now includes skating, of 

course, a silent auction, a smorgas-

bord of gluten-free goodies, Celiac 

Skate-branded winter garb for sale 

and lots of fun contests. Through this 

annual event, Celiac Skate has raised 

hundreds of thousands of dollars for 

research into a cure at The University 

of Chicago Celiac Disease Center. It 

has also been a huge force in raising 

awareness about celiac disease in the 

communities it touches, in Chicago 

and its suburbs. Our winter hats are 

off to the Ginsburg, Isaacson, Kahn, 

Koretz, Kovitz, Rubin, Schneiderman,

Sclamberg, Sidney, Sommerfeld, 

and Winner families, especially their 

devoted moms, who work so hard 

all year to host this event and raise 

crucial funding for our cause. 




