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Symptoms
Many people with celiac disease suspect that they have accidentally ingested gluten when they experience 
symptoms. Symptoms can mimic other conditions, so it can sometimes be hard to determine if gluten 
exposure has occurred.

Long-Term Health Implications

summary of acg guidelines for 
monitoring celiac disease

relevant research

What’s Wrong with This Picture?

everyday risks

monitoring 
tools

People with celiac disease face risks 
when they eat outside of the home and 
purchase processed foods. Gluten can 
be hidden in ingredients and can get 
into gluten-free food exposed to gluten-
containing food or a shared preparation 
area. It’s impossible to be 100% gluten-
free and scientists have concluded a 
trace amount of gluten up to 20 parts 
per million is safe for most people with 
celiac disease. There are now testing 
kits available for home use that can test 
for gluten in food before it is consumed, 

but it is unclear how those tests align to food safety 
standards.

Measuring the  
Effect of Gluten
Doctors sometimes use blood tests to 
monitor antibodies triggered in 
those who have celiac disease when 
a damaging amount of gluten gets 

in the diet. The blood tests, which work well for diagnosis, 
are not foolproof in monitoring celiac disease but are 
currently the only ones available. 

Measuring the Amount 
of Gluten in the Body
New tests can actually measure gluten 
fragments—called GIPs—that are found 
in the urine and stool of anyone who 
eats gluten. GIPs can be detected in 

urine for 24 hours after gluten is ingested and in stool 
from 2-6 days after ingestion. Currently, urine tests are 
positive if you have consumed a fairly significant amount 
of gluten, while stool tests will pick up a trace amount.

Ongoing gluten exposure has long-term health effects for people with celiac disease 

The American College of Gastroenterology is a professional 
association for gastroentroloogists in the United States. Their 
Guidelines for celiac disease were released in 2013.

Neurological symptoms like fatigue, 
headache, brain fog and tingling skin are 
common signs of gluten exposure for 
people with celiac disease and gluten 
sensitivity.

ACG guidelines recommend that people with celiac disease need to actively manage the condition by:
•	 Getting follow-up care from a doctor and dietitian knowledgeable about the disease
•	 Paying attention to symptoms and adherence to the gluten-free diet

The guidelines advise doctors treating patients with celiac disease to:
•	 Use patient reported information about symptoms and diet and blood tests to determine if celiac disease is under control, particularly looking for a  
	 return to normal blood test levels following diagnosis and adoption of the gluten-free diet
•	 Recommend an endoscopy to determine if intestinal damage is occurring in patients whose symptoms can’t be controlled by the gluten-free diet 

Despite these recommendations, a recent study by Beyond Celiac and other researchers found that more than one out of four celiac disease patients 
diagnosed at least five years ago have not had follow-up healthcare for the condition in the past five years.
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The guidelines for monitoring celiac disease are nearly five years old. Unfortunately, it takes more than 10 years from 
research to enter everyday practice. There are new tools available to detect gluten in food and to monitor accidental 
gluten exposure, such as using glutendetective.com. That means that the average gastroenterologist may not be aware of 
this new technology for a decade or more. Be proactive. Learn about these tools and work with your healthcare providers 
to use them appropriately to improve your long-term health outcomes.

Many people associate gluten exposure 
with intestinal distress like bloating and 
abdominal pain. Not everyone with celiac 
disease has GI symptoms when they are 
exposed to gluten, and even those without 
symptoms may have intestinal damage.

Cramping and diarrhea are also common 
symptoms for people who have been 
exposed to gluten.

People with dermatitis herpetiformis, a form 
of celiac disease that affects the skin, may get 
itchy rashes when they have ingested gluten. 
It is a common myth that gluten can break the 
skin barrier, so ingestion must occur in order for 
these symptoms to be related to a celiac disease 
immune reaction.

Joint pain can be another signal that accidental 
gluten ingestion has occurred. Not everyone 
with celiac disease experiences the same 
symptoms or severity of symptoms.

of people with celiac disease are exposed
to gluten despite their best efforts to
adhere to the gluten-free diet

of those diagnosed after age 10 suffer 
from other autoimmune diseases (also 
known as “autoimmune cascade”)

children still have intestinal damage after 12 months of eating gluten-free
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