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I
n 1988 when Joseph Murray, M.D., arrived from his native Ire-
land to continue studies in gastroenterology at the University 
of Iowa, the United States looked like a desert for celiac disease. 

The condition was becoming more common in Europe, 
but North American patients were rare. Murray’s career as a 
physician and researcher who focused on celiac disease has 
helped change that picture.

Celiac disease is now known to 
affect more than 1 percent of North 
Americans, mostly undiagnosed. 
Meanwhile, growing awareness of 
the condition has sparked a gluten-
free movement, with many people 
adopting the diet for reasons other 
than celiac disease.

Murray, 53, now a gastroenterolo-
gist at the Mayo Clinic in Minnesota, 
wears hats as both a scientist of im-
mune-related disorders of the small 
intestine and a doctor who cares for 
patients. In his work, he saw a need 
for a definitive resource to clarify the 
problems associated with gluten. 

So he wrote a new book, Mayo 
Clinic Going Gluten Free, available 
in bookstores in early November. As 
the date for the book’s release ap-
proached, Van Waffle, Gluten-Free 
Living’s research editor, talked with 
the busy author.

Van Waffle: Section one of the 
book focuses on celiac disease: 
how it affects the body,  who’s 
at risk, myths, symptoms and 
how it’s diagnosed. Even in 
the past two years, knowledge 
about the disease has grown 
exponentially, but we still have 
many unanswered questions. To 
write definitively on this sub-
ject, you must have had some 
difficult decisions. How did you 
approach this?
Joseph Murray: There’s so much 
new data. Of course you want to 
expound on that and include every-
thing. The most difficult decision for 
me as a scientist is: How do you distill 
the essence of what is important? And then how do you express it in a 
way that is accessible for anybody? They don’t have to be an expert, a 
doctor or even a celiac disease patient.

VW: The book is very approachable. Who would you like to 
read it?
JM: Probably the biggest group is people who have heard about 
celiac disease and gluten and are asking, “Is this something relevant 
to me, a loved one or my business?” For example, those running 
restaurants could read it and learn all they need to know about celiac 
disease, other gluten-related disorders and the practical issues of 
being gluten free. 

Also, for somebody with celiac disease, this is a very detailed and 
enabling reference. How does one live gluten free, and how do they 
do it well? I would even say, do it with style. People have suffered 
from the disease and the diet, and that’s not necessary.

VW: You write mostly about what is known, but what 
would you consider the most important unanswered  
questions?
JM: Why is celiac disease increasing? We need to know, for public 
health reasons, why more and more people are developing celiac 
disease. The second thing is, how do we find it? You would think 
that with 30 or 40 years of advances in diagnosis, new treatments 

and new blood tests, we would 
be a lot further along. But we’re 
still finding less than one in five 
people who have celiac disease. 
This relates to the third question: 
What happens to people who are 
undiagnosed for years or decades? 
Some of it is terrible, and some of 
it’s not so bad, so who should we 
be screening?

VW: In the book you write 
that evidence suggests people 
with no symptoms or very 
mild celiac disease may not 
have the same risks as those 
with more prominent symp-
toms. Could it be argued that 
we shouldn’t worry so much 
about the high rate of undiag-
nosed celiac disease?
JM: It could be and is argued. I fall 
a bit on the other side of that fence, 
from my research. Some people 
who are undiagnosed will remain 
undiagnosed and may never 
have a consequence from their 
condition. But some may progress, 
and by the time they present, it’s 
too late to find the celiac disease 
because they’ve already suffered ir-
revocable consequences, bad ones 
like cancer.

But there’s also what I call the 
missed opportunity for health. 
Somebody who has had ill health 
for 20 years may not even realize 
it. When they’re treated for celiac 
disease, suddenly they feel better, 
but you can’t give them back those 
20 years.

VW: Section two covers the spectrum of gluten-related 
disorders aside from celiac disease. There’s controversy in 
this area. In particular, some specialists question whether 
non-celiac gluten sensitivity even exists. Where do you 
stand on this debate?
JM: In my practice as a clinician I see a lot of people who seem to 
benefit from a gluten-free diet even though they don’t have celiac 
disease. Maybe it’s subjective, but sometimes it’s an objective benefit. 
Within that there are an awful lot of different stripes. Some people 
are benefiting not because they’re gluten free but because they’re eat-
ing healthier food. Emerging research is not all in agreement.

Elena VerdÚ and David Armstrong, researchers at McMaster 
University in Canada, and I wrote a paper on gluten sensitivity as the 
“no man’s land” between celiac disease and irritable bowel syndrome. 
Our concept was that non-celiac gluten sensitivity is actually “celiac 
lite”: the same genetics or minor features of celiac disease. It’s on the Ph
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same spectrum of immune response but not 
enough to make a diagnosis of celiac disease.

VW: In the book you appeal for open-
mindedness.
JM: Absolutely. People get closed-minded, 
saying either non-celiac gluten sensitivity 
doesn’t exist, or they embrace it with complete 
ignorance of science. We tried very hard to 
cover all the gluten-related issues based on 
science and clinical experience, without falling 
on either side.

VW: This follows close on the heels of 
another book on the subject, Gluten 
Freedom, by Alessio Fasano, M.D. Why 
are these kinds of books coming out 
now?
JM: There has been an accumulation of 
information and a drive of interest. We’ve gone from the dark ages of 
celiac disease to a time when there’s a light being shone on gluten and 
gluten-related disorders. But I think both Alessio and I are concerned 
that the science and the disease are being left out of the conversation.

This book is a Mayo Clinic book. It’s got a big stamp of me on 
it, of course, but it’s a collection of expertise over years, not just in 
celiac disease and gluten-related disorders. It’s also the dietitians and 
psychologists. It has cross-flavors in diversity of opinion and approach 
and first-person patient experiences. We are driven by patients, so 
that’s very much part of this narrative.

VW: You say public interest has driven medical inquiry into 
gluten sensitivity. How unusual is this?
JM: I think it’s pretty unusual. Alessio, Peter Green, M.D., at the Celiac 
Disease Center at Columbia University, and I, as well as others, have 
been championing awareness of celiac disease in the United States. 
That awareness drove public perception of wheat and gluten issues. 
Then alternative health practitioners said, “Maybe we should be getting 
people to avoid wheat.” That idea is  not necessarily science based. 

There is a huge problem with the current trend of people going 
gluten free. All of us involved in the science and care of patients 
recognize the challenges when somebody comes to us and has been 
gluten free for a year, and they want to know if they have celiac 
disease. How do we come up with a diagnosis without having to 
make people sick [because current diagnostic tests require them to 
consume gluten]? People with symptoms need to be tested before 
they try a gluten-free diet.

VW: The book also addresses otherwise healthy people who 
choose to adopt the gluten-free diet. Sometimes the diet is 
criticized as not necessarily being particularly healthy, be-
cause some processed gluten-free foods are not nutritious. 
But you seem to take pains to argue that it can be a healthy 
option. Is it reasonable to encourage people who don’t have 
one of these health problems to adopt the diet?
JM: The market research says 30 percent of American adults are trying 
to reduce or avoid gluten. That’s a real movement. We need to address 
that. 

Should somebody who feels totally healthy try a gluten-free diet? 
They don’t need to. If they want to, I see nothing wrong so long 
as they do it in a fully informed fashion and see a clear goal for 
themselves. If I go to my kitchen and empty out everything that’s 
gluten-containing—the pasta, the bread—and I put in the gluten-free 
options, I have not made my kitchen one whit healthier than it was 
beforehand. 

I don’t believe that gluten is all evil. Western 
civilization is based on wheat. There’s nothing 
intrinsically wrong with it.

VW: Section three of your book focuses 
on the gluten-free diet: how to start, what 
foods are gluten free, planning balanced 
meals, how to read labels, dining out and 
caring for children on the gluten-free diet. 
The recipe section starts with how to 
change popular comfort food recipes like 
brownies and mac and cheese. Why not 
something low fat and sugar free?
JM: We wanted to give a sense that you don’t have 
to let go of every treat. As my mother used to tell 
me, a treat is something enjoyed infrequently. I’m 
dealing with patients who are 20 years old and 
going to college or young mothers or fathers who 
have hectic lifestyles. There are also people at the 

other end, people in their 70s, who have been used to eating things 
their entire lives. There’s a huge, emotionally wrenching effect that oc-
curs when you say, “You can’t have that!” And there’s a grief response. 
The book  has a  recipe for  basic mushroom sauce that people can use 
as a base for lots of common foods. But we emphasize that patients 
with celiac disease need consultation with an expert dietitian.

VW: Early in the book, you encourage people newly diag-
nosed with celiac disease to seek out a dietitian, but later 
you also provide practical advice about the diet.
JM: People learn in different ways. Some people learn face-to-face 
with a dietitian. Other people need to read about the diet. I hope 
people will write notes in the book, and it will be dog-eared from use. 

We tried to learn from our patients. How do you go shopping? 
More than 20 years ago I remember diagnosing somebody, then I met 
that same person in the store later that day, and she was in tears.

VW: You try to encourage people faced with this prospect 
of changing their diet. It’s a very upbeat book. How com-
mon is it to encounter patients who are depressed, anxious 
or overwhelmed by the changes?
JM: The experience of frustration, of denial, of anger, is common to 
virtually every patient faced with this. They have lost the  freedom of 
choosing what they want to eat. They have the practical meal-to-meal 
issue of, “Where do I get gluten-free food? How do I prepare it? How 
do I make it tasty? And how do I manage my family at the same time? 
How do I get around the store?”

On the other side are people choosing to go gluten free. For them, 
this is not a journey through a dark tunnel. They are already moti-
vated. But we want them to do it well and in a healthy way.

VW: People have a lot more options now than 10 years ago. 
Gluten-free products have become big business.  Are there 
any pitfalls?
JM: It can lead to trivialization in the minds of people who are provid-
ing your food. We try to get our patients to say, “I have celiac disease. I 
must not get any gluten. Can you provide me a safe gluten-free meal?” 
As there’s more money in it, there are a lot more people jumping into 
the business. Will they take it as seriously as a company whose reputa-
tion is based on being gluten free? The great thing is people don’t look 
at you blankly anymore when you talk about gluten. 

VW: Even so, many people still don’t understand. Do pa-
tients have to be educators as well?
JM: That’s what I think this book can also provide. If you’re running a 
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restaurant, for example, and you 
have clientele who are gluten free, 
this book will tell you a lot of what 
you need to know. It’s not going 
to teach kitchen practices, but it 
gives you a sense of the issues.

VW: What about low-
income families who can’t 
afford expensive products? 
How can people follow a 
gluten-free diet on a lim-
ited budget?
JM: It’s a huge issue. Estimates 
have been that gluten-free foods 
are fi ve to seven times more expensive, and 
that doesn’t even count the cost of getting to a place that can provide 
you with gluten-free food. Processed foods cost more, so you go back 
to the basics: healthful things that are readily available that don’t cost 
much more. Meat, vegetables, potatoes, corn, rice and fruit are inher-
ently gluten free. It becomes very challenging in inner cities where 
they don’t have a lot of access to fruits and veggies. Th ere they need to 
reach out to urban renewal projects or urban gardens that grow fresh 
food. Support groups can buy in bulk to share between two or three 
families. Only invest in gluten-free specialty options as treats or for 
special ingredients to substitute in recipes.

VW: In August new Food and Drug Administration (FDA) 
rules for labeling gluten-free foods went into effect in the 
united States. What do you think of this new law? Does it 
go far enough?

JM: My preference would have been 
that food producers would have to label 
everything if it contains gluten, like they 
do for food allergies. Th is labeling law says 
if you want to use a gluten-free label on 
your food, you have to meet this threshold 
[less than 20 parts per million]. It’s not as 
enabling for patients with celiac disease. 
Certainly if a company wants to mark 
something “gluten free” then it had better 
meet the standard. And that standard is 
pretty robust.

Th ere is also the challenge of enforce-
ment. Th e FDA is not going to have 
somebody out testing everything that’s 
labeled gluten free. It will largely depend on 

consumers complaining and manufacturers complying because they 
have a reputation to uphold. We have seen some recalls of foods based 
on potential gluten contamination. 
VW: What’s the most positive thing on the gluten-free horizon?
JM: When people are informed, they’re armed and can become 

advocates themselves and for their families. Th at to me is the most 
positive thing in the here and now. In fi ve years I hope we have 
reached the Holy Grail of a cure for celiac disease. Can we restore the 
ability of a person with celiac disease to tolerate gluten again? Th e 
second thing I’d like to reach is the prevention of celiac disease. Th ose 
are in the future. GF

Van Waffl e has a bachelor’s degree of science in biology and writes regularly 
for gluten-free living as research editor. A journalist based in Guelph, Ontario, 
Canada, he blogs about nature, local food and gardening at vanwaffl e.com.
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Joseph A. MurrAY, M.D. is one of the world’s leading experts on celiac disease.  A professor of medicine  at the College of Medicine, Mayo Clinic, he also regularly sees and treats patients with gluten-related conditions.
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