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The Transition to a Special Needs Consumer: My Ethnographic Journey Caused by Celiac
Disease and Diabetes

Lawrence Lepisto, Central Michigan University

ABSTRACT
About two years ago I was diagnosed with celiac disease for

which the only treatment is a strict gluten-free diet which eliminate
all foods with wheat, rye, or barley. Then, nine months ago I was
found to have developed diabetes which added further dietary
restrictions, blood sugar monitoring, and medications. This paper
describes, in ethnographic fashion, the multitude of changes in my
consumer behavior and offers insights into the behavior of many
other consumers who face dramatic restrictions in their diets.

INTRODUCTION
About two years ago I was diagnosed with celiac disease.

Celiac disease (or celiac sprue or sprue) is caused by the intake of
gluten which limits the ability of the small intestine to absorb food.
There is no cure other than a strict diet which eliminates all gluten
from the food being consumed. The challenge with this diet is that
gluten is found in wheat, rye, and barley which means that I cannot
eat traditional bakery items (e.g., breads, rolls, pizza crust, cake,
cookies), crackers, most canned soups, many sauces, beer, and
breaded items. Then about nine months ago I was diagnosed with
diabetes which necessitated reducing carbohydrates, timing meals,
and instituting new medications, including insulin.

As a marketing professor who teaches consumer behavior, I
observed myself over the past two and a half years as I drastically
changed my purchasing, food preparation, self perception, and
other aspects of consumer behavior. While I am a sample of one, it
raises issues that millions of consumers face as they attempt to
adjust to new lifestyles and priorities when confronted by diseases
or other limitations introduced into their lives. There are many
consumers who find that they must live on newly restrictive diets.
People with allergies, especially food allergies, find themselves
avoiding certain foods or additives. Diabetes forces multitudes of
consumers to monitor their intake of carbohydrates. Lactose intol-
erance limits the intake of diary products. Therefore, my experience
presented in this paper would, in varying degrees, likely parallel the
experience of millions of these consumers. Hopefully, this ethno-
graphic experience can identify areas of research that lead to better
understanding of consumers who face similar situations. To de-
scribe my journey, I will discuss these personal and consumer-
based changes when I first faced celiac disease and then diabetes.

FIRST, CELIAC DISEASE
I had been losing weight and I lacked energy. The ordeal of

diagnosing celiac disease is often a challenge because the symp-
toms can vary from person to person (American Family Physican,
2003). Celiac disease is an autoimmune disease in which the body
attacks gluten which in turn attacks the villi, the microscopic hairs
in the small intestine which absorb nutrition. These villi atrophy
resulting in nutrition not being absorbed which can affect those
organs nourished by that part of the intestinal track (Jahar and Jahar
2001). The only treatment is a strict lifelong gluten-free diet (Green
et al., 2001). Another symptom, which I had the pleasure of
experiencing, was months of diarrhea. Finally, my gastroenterolo-
gist did a scope into the stomach and the opening of the small
intestine which produced biopsies which found blunted villi. A new
blood test finally confirmed celiac disease. He gave me a few
brochures, told me that I cannot eat anything with flour, barley, and
rye and sent me on my way. I remember walking out to my car

wondering how on earth am I supposed to eat. It was very much a
life changing day for me.

Celiac disease affects about 1 in 133 people although a
significant percentage are not aware they have the disease (Fasano
et at., 2003). They (referred to as “celiacs”) may be asymptomatic
or may have symptoms which physicians may not associate with the
disease (Lohimiemi, 2001). It is becoming more recognized but
physicians continue to have difficulty diagnosing the disease be-
cause it can manifest itself in so many ways.

As I was struggling to adjust to my new diet and my new life,
I certainly didn’t approach this struggle as a consumer researcher.
However, over time I began to notice how different my consumer
behavior was becoming. Two and a half years have added greater
perspective to these changes and this paper will identify the dimen-
sions of consumer behavior that have changed. I will present these
consumer behavior dimensions roughly as I became aware of them
over time.

Evaluative Criteria
An average consumer looks at the array of food products and

evaluates them on the basis of taste, price, calories, etc. Glanz, Basil
and Mailbach (1998) noted that taste is the most important attribute
of food for most people. For those with celiac disease, foods must
first be evaluated to determine if it is gluten-free. Everything else is
secondary. The problem is that so many foods contain gluten, it is
estimated that gluten is the second most prevalent food substance in
Western civilization (Harder, 2003). As a result I needed to become
very focused on ingredients to which I previously paid little
attention. Gluten can come in different forms: flour, rye, barley, and
for some people, oats. However, they are often not listed on the
ingredients in that form. They are often camouflaged as “modified
food starch” or “malt” which contains barley. There are literally
hundreds of forbidden foods and ingredients ranging from brewer’s
yeast to some soy saucez to some vegetable gums (Celiac Sprue
Association, 2001). Gluten might also be found in aspirin, preser-
vatives, dental fillings, toothpaste, and colorings. To add further
confusion, “wheat-free” does not mean “gluten-free” because malt,
rye, etc. could be in the product. As a result, in a grocery store and
in our kitchen, the assessment of ingredients became an obsession
for me and my wife.

This task of deciphering ingredients should improve with the
Food Allergen Labeling and Consumer Protection Act (FALCPA)
that will go into effect on January 1, 2006. In plain English food
labels must indicate if the food has one of eight major food allergens
responsible for over 90% of food allergies: milk, eggs, fish, crusta-
cean shellfish, peanuts, tree nuts, wheat, and soybeans. The intent
of this law is to allow consumers to more easily note if these
problem ingredients are present in the food.

Perceived Risk
Before my diagnosis food was something to be sampled and

savored but after my diagnosis food was a potential danger. I had to
completely eliminate gluten from my diet to recover because any
gluten would exacerbate my symptoms. I avoided restaurants for
many weeks and my first visit required a phone call to the cook to
reassure me that it was indeed safe to eat in that restaurant. In an
incident a few weeks later, a salad dressing at a luncheon that a well-
meaning waiter assured me was fine, set me back for three weeks.
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I now realize that cooks in many restaurants don’t even mix
ingredients, they merely assemble pre-made foods and they are not
even aware of what might be in a sauce. French fries that used the
same oil as breaded items would pick up gluten. Potato salad at a
family get together could have gluten. Some instant rice contains
gluten but how do you know if it is instant or regular rice?

Gradually the risk was reduced as I learned what was safe (e.g.,
most fast food restaurants use separate fryers for french fries while
sit down restaurants do not), I took more food with me (e.g., gluten
free power bars, packets of gluten-free salad dressings), and adopted
other options (e.g., bunless burgers, no sauces). It got to the point
where I traveled to France knowing little French but, equipped with
a sheet describing my problem written in French that I gave to
waiters, I managed quite well.

Social support
My primary care physician and even my gastroenterologist

give me little guidance in just how I should change my diet. Lee and
Newman (2003) found that only 17% of newly diagnosed celiacs
received information from physicians and 13% found dietitians
helpful. I had a useless appointment with a dietitian who gave me
information printed off of web sites, some of which my wife and I
had already found. The only real assistance my gastroenterologist
offered was the phone number of the local celiac support group.
They provided innumerable and invaluable suggestions and sup-
port in terms of how to shop and how to cook-gluten free. Lee and
Newman found that 71% found the most assistance from the
Internet and support groups. My wife bought gluten-free cook-
books, reminded me at restaurants to watch out when I became a
little too casual about checking ingredients, and was a real partner
in helping develop my new diet.

Store choice
Mass marketers essentially do nothing for celiacs. However,

there are niche marketers in the health food market that provide
gluten-free options and also insights and advice. The day after my
diagnosis I went to a new health food store in my community. After
I outlined my problem, the assistant manager walked me through
sections of the store that offer gluten-free products. I remember
feeling so grateful that I really do have some options that I was
misty-eyed walking out with food that I could actually eat. Food co-
ops generally offer more options of gluten-free foods. I also found
numerous web sites that specialize in gluten-free foods, and while
they vary considerably in quality, I began to realize there was hope.

Impulsive purchases/consumption behavior
Nothing can be done on impulse. One mistake, especially in

the early months, exacerbates and prolongs symptoms. I had to look
at the ingredients first. No more sampling in the copy room at work
when someone brings in snacks, restraint is needed at buffets or
luncheons, and those Saturday samples at the grocery store are now
generally ignored.

Self reliance
When a person is on a restricted diet you cannot assume that

you can just pick up something to eat when you get hungry. I am
used to bringing my lunch to work but now I bring my own snacks.
I have a refrigerator in my office and my car always has food in the
glove compartment. Going to a party means taking something in
case there is nothing “legal” to eat. A fellow celiac developed a
strategy of ordering frozen gluten-free sub rolls on-line and bring-
ing one to luncheons to make his own sandwich.

Vacations and traveling bring self reliance to another level.
Hotel breakfast buffets usually mean bagels, rolls, and cereals

which are off limits so I pack my own cereals. I now have several
coolers of different sizes to accommodate trips of varying lengths.

Stages of transition and self image
When I went from “normal” to a celiac, my self image seemed

to evolve, not unlike Kubler-Ross’ (1969) stages of dying. In
retrospect, there were four stages of transition of my self image.
First, the diagnosis was not unexpected after months of assorted
tests and researching my symptoms, but there was an initial period
of shock, disbelief, and “why me.” I loved whole grain breads and
savored bakery items which I could never again eat. I felt no control
of my life. I had to give up seemingly most foods and I was very
unsure of how I was to manage. Second, my mental state evolved
to acceptance that I could probably get a handle on this as I began
to understand that there were alternatives. I began to gain confi-
dence that I might be able to get control over my life again. Third,
a sense of mastery evolved where I developed strategies to manage
travel, we bought a bread machine to make my own gluten-free
bread, my wife began to gather and use excellent gluten-free
recipes, and I my symptoms gradually faded away after a year.
Fourth, after gaining back control over my life and my health, I must
admit to feeling a bit of superiority compared to people who
complained about their ability to stay on their diets, their difficulty
of staying away from sweets, etc. They can’t stay on a simple diet
when half the grocery store is off limits for me? Maybe it was the
draconian changes that I endured to make that made me feel I could
do anything, maybe it was a way for me to reduce the dissonance of
having to restrict my diet, but it was like going through boot camp
and now I can handle anything.

Rituals and symbolic representation of food
There are some rituals in which we participate that are dramati-

cally changed for celiacs. For example, Thanksgiving dinner now
means no stuffing, bread (unless I bring my own rice-based bread),
or pumpkin pie. I cannot have a hot dog in a bun at a ball game. I
cannot have a beer and pizza watching a game on TV with friends
or just a beer after a long day. I grew up in northern Michigan where
pasties (meat and vegetables baked in a crust) are enjoyed at family
gatherings but, unless one is made without crust for me, I must eat
something else. In these types of situations, food serves as a
common binding focus that the group can share. The result is these
rituals lose some of their affective appeal for celiacs. This kind of
exclusion also leads to a sense of alienation because I cannot enjoy
things like everyone else.

There are other comfort foods that I enjoyed as a child, such as
cinnamon rolls and real home made bread that are no longer an
option. There is no chicken noodle soup when I am sick. If someone
has a birthday, unless they really plan ahead and make a gluten-free
cake (there are such things), I must pass on the cake.

Life satisfaction
Food is integral to providing satisfaction in everyday life.

When the previously described comfort foods (e.g., breads, past-
ries, pies, pasta, or even beer) are removed from a diet, it would be
expected that life satisfaction would be reduced. The research on
life satisfaction with celiacs is conflicting. Some have found lower
quality of life satisfaction (e.g., Hallert et al., 2003, 2004) while
others found that celiacs had similar quality of life scores as the
general population (e.g., Greco, Mayer and Ciccarelli, 1997;
Lohiniemi et al., 1998). In my situation, I have gradually accepted
the elimination of gluten and those old foods are barely a memory.
Pies and pastries were an occasional treat and whole wheat bread
was a staple. Now, I haven’t had a sandwich in a year because
gluten-free bread quickly dries out and makes sandwiches a crum-
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bly mess, but that is something that seems in the past. However,
there are times such as at parties or during the Christmas holidays
when I do miss sampling the special dishes and treats.

NEXT, DIABETES
About two years after being diagnosed with celiac disease

(about nine months ago) and several months after my celiac
symptoms finally disappeared, I gradually began to notice that I was
again fatigued, had groggy thinking, and was losing weight. My
doctor told me that I had diabetes even though I was an active,
physically fit person, not at all overweight, obviously had a con-
trolled diet, did not smoke, and did not have a family history of
diabetes. Here we go again.

Diabetes occurs when the pancreas does not produce enough
insulin. The body digests carbohydrates and converts it to sugar.
Insulin is used by the cells to take in the sugar for nutrition and
energy. Insufficient insulin means that the sugar is not being
absorbed by the cells and the sugar levels in the blood increases. My
diabetes is something between Type 1 and Type 2 meaning that my
pancreas still works but produces insufficient insulin. After months
of experimentation I found a combination of oral medication and
insulin injections brought down my sugar level. This added another
layer of food issues revolving around closely monitoring my
carbohydrate intake, monitoring my blood sugar level, and regulat-
ing my meds.

My progression through the process of treating diabetes is
remarkably similar to that experienced with celiac disease. I went
through parallel stages of disbelief to acceptance, I started a new
learning curve of monitoring foods, and I am now counting carbs
along with eliminating gluten. That learning curve is not quite
complete since, while I have brought down my blood sugar levels
to normal, low sugar levels occur with some frequency since my
pancreas is not completely predictable. Of course the two diseases
cannot be separated; the diabetes issues were just added to the celiac
issues. The addition of diabetes exacerbated many of the consumer
behavior changes experienced with celiac disease.

Evaluative criteria
Carbohydrates are the second determinant attribute added to

my evaluative criteria on foods. Too many carbs relative to insulin
leads to high blood sugar so monitoring carb intake is critical. This
is also important even if one takes insulin injections because the
volume of insulin for each injection is dependent on the blood sugar
level and the amount of carbs in the upcoming meal so lower carbs
allow for better prediction of the appropriate level of insulin to
inject. Fortunately low carb foods are now much more common and
give me far more alternatives than diabetics had in the past. After
I was diagnosed with celiac disease, I felt that I could at least have
orange juice and a big bowl of fruit for breakfast. That big jolt of
sugar was the last thing a diabetic needs in the morning and had to
be drastically reduce and the new low-carb orange juice helps.

Perceived risk
The risks associated with celiac disease gradually retreated as

I was able to get my diet under control. The perceived risk related
to diabetes is more immediate and is constantly present. If my blood
sugar is too high, that is temporary and I usually feel no symptoms
but still needs to be minimized. However, if I use too much insulin,
if I work out in late morning or afternoon (exercise sharply drops my
blood sugar level), if my meal has fewer carbs than I realized, or if
my pancreas decides to produce a little extra insulin for a few hours,
my blood sugar can quickly drop. The symptoms can be a shaky
feeling, fuzzy thinking, or with very low blood sugar levels, coma

(which I have thus far avoided). I find myself making sure I have
food with me if a meeting might extend over the lunch hour, keeping
sugar packets in my brief case in case I start to feel wobbly in class,
and planning meals and snacks to head off the potential low blood
sugar. My level of risk has declined as I have gained a better grasp
of anticipating potential blood sugar levels and my confidence
correspondingly has increased.

The combination of celiac disease and diabetes exacerbates
risk. If I am at a meeting where lunch is provided and there are no
gluten-free options, I cannot just eat the salad because I need
enough carbs to keep my blood sugar up. Another risky situation is
being stuck on an airplane for longer than anticipated with no
gluten-free options (which is common) but needing carbs. Hence,
I keep gluten-free power bars in my brief case just in case and an
even bigger stash of these bars when I am traveling.

Symbolic representation of food
To most people, food is often presented in attractive ways and

can be an adventure in new tastes, textures, and flavors. Restaurant
menus and new recipes are offer tantalizing options. Food can be a
treat, an indulgence, a pleasant reward. That is the also the goal for
celiacs and diabetics but there is a layer of restrictions that first must
be satisfied. In most settings the threats that foods present must first
be avoided and, since that cannot often be determined (no one really
is sure what is in that sauce), it is best to pass on that item. The result
is the food is usually viewed warily and has lost some of its
excitement. However, when my wife or friends make a new gluten-
free meal with reasonable carbs, it is just as tantalizing and is
probably more exciting because it happens less frequently. (My
wife and I share cooking duties but I tend toward the predictable.
Fortunately, my wife enjoys the challenge of new recipes.)

Situational perceptions of food
The same foods can be viewed differently depending on the

situation. I have found that my perception of certain foods changes
depending on my: blood sugar level (impending low blood sugar
suggests eating some fruit but high blood sugar levels means fruit
is off-limits); the other foods in the upcoming meal (I need to add
some carbs if the rest of the meal is low carb, such as meat and
vegetables, but I will minimize carbs if the rest of my meal is higher
in carbs such as potatoes and bread); or time of day (having an apple
as dessert after lunch is not usually a good idea because it will
increase my blood sugar level too much but having an apple handy
in the late afternoon gives me the assurance that I can eat the apple
to pop my blood sugar back up). Even a candy bar, usually
problematic because of its high carbs, becomes a comfort in my coat
pocket to be used if low blood sugar hits. Of course it is gluten-free.

Self reliance
Self reliance is now even more pronounced. I have to plan and

anticipate meals and snacks even more and, in the end, only I am
responsible. I have blood testing kits at home, in my car, and at the
office. In this situation, being a slightly obsessive person is helpful
and probably contributes some self reliance.

Self image
Even though I am well along on my diabetes learning curve

and generally have my diet and blood sugar levels under control, I
have occasional low blood sugar levels. It takes a considerable
commitment to check my blood sugar levels and plan my meals and
my meds. I haven’t reached the level of perceived mastery that I felt
dealing with celiac disease. My unpredictable pancreas, and there-
fore my unpredictable blood sugar levels, put me in the category of
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a “brittle” diabetic, meaning quick changes in blood sugar levels
can result from my insulin or from my diet. The feeling of control
that I experienced with celiac disease is not yet there.

There is also the feeling of being alienated or “being different”
from others at a buffet or in a restaurant as they ponder their options
or when discussions turn to the merits of various foods. It doesn’t
seem to be my conversation; I am more of an observer. There are
other situations when I am the center of concern. If my family is
evaluating restaurants, some are excluded because “there is nothing
there for Dad.” Everyone is being very considerate but that too is
sometimes uncomfortable because there is the feeling that others
are working around my limitations.

During the last days of writing this paper I received a call from
my endocrinologist’s office with the news that my A1C score (a
three month cumulative blood sugar level) is back to normal.
Finally. In retrospect, I don’t think I have been “normal” for many
years. My blood sugar levels had increased dramatically only in the
past year but I suspect that my celiac disease has been problematic,
but at a sub-clinical level, for a number of years. I could not think
as crisply and often felt rather blank. Lately I am beginning to be
more productive and felt more clear-headed than I can remember.
My life, any my self image, have probably been suboptimal for
many years. I got things done because I forced myself to do them,
not from an internal spirit. I now realize that I did not have the
energy and drive that I am again beginning to feel. For many years
I did not realize that I was just sick, but only sick enough to cast a
cloud over me, and in a way, over my family.

Family and social impact
As a celiac/diabetic, who is being careful with his diet, I find

that I affect my wife and family and others in a social setting. They
select restaurants based on my diet, I am checking my blood sugar
levels, giving myself shots, checking ingredients, making sure we
eat early enough before my blood sugar drops, coming home from
running errands with low blood sugar, or thinking out loud about my
day’s dietary plans. It can be consuming, especially when a celiac/
diabetic is learning the ropes. This can be a bit much for my wife
although she is very supportive and understanding. In fact, she has
been a true partner in helping figure out these dietary problems over
the past few years. Hopefully in the future many of these activities
and concerns will become unstated and be less of an annoyance to
everyone around me.

Another dimension of social impact is how others make
adjustments to accommodate my diet. If we are visiting friends or
relatives, some are not sure if I can eat something, some are
bewildered about what is gluten-free, or some just don’t think about
it and then feel embarrassed that I can’t eat the wonderful meal
they’ve prepared.

An interesting phenomenon occurs with spouses of someone
who has my kinds of problems where it seems the spouse takes on
the disease with his or her partner and it becomes “their disease.”
Fortunately my wife is supportive and we work well as a team.
However, we are aware of some couples where the spouse becomes
frustrated and even suggests cheating by suggesting “oh go ahead,
a little won’t hurt you” or by clearly communicating how irritated
he or she has become. This seems to be more common with diabetes
because the effects of high blood sugar are not obvious.

Perceived age
My cognitive or perceived age used to be well under my

chronological age. Since I work out virtually everyday, I was in
excellent physical shape and my blood pressure and cholesterol
were to be admired. In retrospect, celiac disease started to close this
age gap and diabetes hastened the process. In part it may be the

physical impact on my body but it is also the physical and mental
energy of planning meals and checking blood sugar levels that takes
some toll. Physical challenges (e.g., blowing the snow from the
driveway, starting a project in my shop) and intellectual challenges
(e.g., starting a new paper, revamping a course) now seem a little
more daunting and gives me pause. It is irritating and even feels a
little embarrassing but, maybe as a sign of true aging, I am
beginning to accept it.

Then there is the previously described restaurant example
where my family eliminates restaurant options based on me and my
diet. Could this be the first whiff of what my parents used to worry
about of “becoming a burden. . .?”

Quality of life
Considerable research has been conducted on diabetics and

their life satisfaction and quality of life. Generally, these findings
suggest a decrease in quality of life for diabetics (e.g., Ahlgren et al.,
2004; Naess et al., 2005). However, as diabetics gain control of their
diet and medications, their quality of life approaches that of the rest
of the population (e.g., Rubin and Pegrot, 1999; Senecal, Nouwen
and White, 2000). As previous discussion suggests, I am still
adjusting to diabetes but am making progress. It seems that as the
extraordinary (restrictive diets, injections, packing food, etc.) be-
comes just another part of my life, it then approaches ordinary.
Hopefully, I will continue to evolve to that stage in the near future.

CONCLUSION
My experience is obviously not representative because I have

several advantages. First, I have a Ph.D., as does my wife, so I
understand my issues, ingredients, and what is necessary to deal
with my problems. There are other segments of the population who
sometimes don’t have the capabilities to deal with all of these
issues. Second, my wife is bright, resourceful and dogged in
assisting me while many others either do not have a supportive
spouse or have no one to provide support. Third, we are comfortable
enough financially which allows me to buy any gluten-free food
that is of interest to me. Gluten-free foods are more expensive which
can be a significant financial burden for many people. Fourth, I am
59 years old, which in this case is probably an advantage. I feel
sympathy for teenage celiac/diabetics who cannot eat most foods in
a school lunch line or have a pizza or burger with their friends. I was
able to drink beer in college but college age celiacs will not have that
experience. My limited feeling of alienation as an adult, because I
cannot enjoy the same foods as others, must be magnified for a child
or teenager. Lastly, I am fortunate to be disciplined and fitness-
oriented. Now I just have to be more extreme about that so, in some
ways, the adjustment was not terribly dramatic. People who have an
unhealthy diet and have little willpower may just not be able to
make the significant changes necessary to become healthy.

It is surprising how little consumer research has focused on
what consumers experience as health problems force changes in
their lives. I could find no consumer-based research articles on
diabetics or celiacs. While less than one percent of the population
have celiac disease, 18 million people have diabetes (Elder, 2004).
Millions of others develop food allergies or allergies to additives,
become lactose intolerant, are on chemotherapy, or contract other
diseases that force radical changes in their diets. Not only are these
consumers compelled to alter their diets and experience the accom-
panying challenges and adjustments, but their families also are also
affected by these changes.

There are other changes that are creating more special needs
consumers. Childhood and adult obesity has increased two to three
times the rates of previous generations are causing dramatic in-
creases in diabetes (Ebbeling, Pawlak and Ludwig, 2002). Increas-
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ing awareness and improved diagnostic techniques will likely result
in more people being diagnosed with celiac disease (Harder 2003).
As aging baby boomers approach 60 years of age, health issues are
certain to increase.

Clearly consumer researchers could contribute to these con-
sumers by helping to understand the myriad challenges faced by
these consumers and their families. I hope that this paper facilitates
this process by highlighting the issues that I faced and increases the
sensitivity toward these special needs consumers.
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