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Celiac Is a Social Disease: Family Challenges and Strategies

Gonzalo Bacigalupe, EdD, MPH and Aleksandra Plocha, MS
University of Massachusetts Boston

Celiac disease is the most common autoimmune inherited disorder in the United States,
affecting approximately 1% of the population. Little research exists on the impact of
family processes on adherence to a gluten-free diet (GFD), the only treatment for celiac
disease. The objective of this qualitative study was to examine the barriers that families
with a celiac child face and the strategies they use to adhere to the recommended diet.
In-depth interviews were conducted with 10 families with a child between the ages of
6 and 12 diagnosed with celiac disease. Grounded theory and narrative analysis were
used to analyze interview transcripts. Social isolation and misunderstandings about
celiac disease and the GFD emerged as the most significant barriers to diet adherence
including the reproduction of traditional gender relations among parents. Diet adher-
ence facilitators included various types of institutional and societal support and idio-
syncratic family arrangements. Successful diet adherence strategies used by families
included planning ahead and taking their own food to social functions. Family pro-
cesses play a critical role in GFD adherence. Implications for health care clinicians
working with families with a child with celiac disease are discussed.

Keywords: adherence, celiac disease, family rituals, gluten-free diet, social support

Celiac disease is the most common autoim-
mune inherited disorder in the United States,
affecting approximately 1% of the population
(National Digestive Diseases Information
Clearing House, 2013). Research based on new
serology and genetic testing suggests higher
prevalence rates, as many as one in 86 men and
52 women (Anderson et al., 2013). Celiac dis-
ease is an autoimmune disorder that occurs in
genetically predisposed individuals and is
caused by the ingestion of gluten, a protein
found in wheat, barley, and rye. The immune
reaction of ingesting gluten in celiac patients
can result in an array of symptoms. In addition

to its genetic and immunological components,
celiac includes environmental, social, neurolog-
ical, and clinical dimensions (Carrie & Chan,
2008; Jackson, Eaton, Cascella, Fasano, &
Kelly, 2012; James, 2005). Strict adherence to a
gluten-free diet (GFD) is the only treatment. As
a result, how eating is organized in the patient’s
context is critical to the amelioration of the
diseases’ symptoms and long-term risks (Lio-
netti & Catassi, 2011; Tack, Verbeek, Schreurs,
& Mulder, 2010). The gluten-free diet is com-
plex because the elimination of gluten-contain-
ing food also requires avoidance of cross-
contamination as trace amounts of gluten can
cause intestinal damage (Black & Orfila, 2011).

Chronic illness forces families to confront
difficult challenges that affect the most impor-
tant family eating rituals and processes (Ro-
sland, Heisler, & Piette, 2012; Santos, Crespo,
Silva, & Canavarro, 2012). The preparation and
exchange of food not only constitutes a biolog-
ical necessity but involves deeply embedded
relational and sociocultural experiences (Fiese,
Hammons, & Grigsby-Toussaint, 2012).
Choices about what food is purchased, pre-
pared, and eaten have significant ramifications
in the lives of families and children in particu-
lar.
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Numerous studies highlight the impact of
family dynamics on the treatment of food-
related chronic illness such as diabetes (Ievers-
Landis, Burant, & Hazen, 2011), cystic fibrosis
(Grossoehme, Opipari-Arrigan, VanDyke,
Thurmond, & Seid, 2012), sickle cell disease
(Gold, Treadwell, Weissman, & Vichinsky,
2011), inflammatory bowel disease and Crohn’s
disease (Loga et al., 2012), phenylketonuria
(Sharman, Mulgrew, & Katsikitis, 2013), and
obesity (Fiese et al., 2012; Wansink & van
Kleef, 2014). Similarly, the clinical literature in
mental health and pediatrics has addressed the
impact on family process of emotionally laden
eating illnesses like anorexia and bulimia (Le
Grange et al., 2012) and feeding disorders (Mar-
tin, Dovey, Coulthard, & Southall, 2013).

Studies indicate considerable variation in
rates of GFD adherence. A systematic review of
38 studies of GFD adherence found that rates of
adherence ranged from 41% to 91%, depending
on the method of assessment and the definition
of strict diet adherence (Hall, Rubin, & Char-
nock, 2009). Diet adherence has been strongly
correlated with the child having professional
parents, membership in celiac self-help organi-
zations, the child’s knowledge of the disease,
confidence in the treatment information pro-
vided by the child’s gastroenterologist, affluent
background (Barratt, Leeds, & Sanders, 2011),
university education (Treem, 2004), and age at
which the child was diagnosed (Fabiani et al.,
2000). The salience and severity of celiac symp-
toms have also been associated with higher rates
of diet adherence (Sainsbury, Mullan, &
Sharpe, 2013). Common strategies for manag-
ing the GFD include reading product ingredi-
ents, labeling all gluten-free flours, having
snacks on hand at school or work, and bringing
gluten-free food to social events (Zarkadas et
al., 2013). Parents of children with chronic ill-
ness also describe a need for professional dis-
ease-related education and support (Byström et
al., 2012).

The impact on quality of life in families with
a child with a food allergy or intolerance has
been widely studied in the past five years (Flok-
stra-de Blok et al., 2010; Lieberman & Sicherer,
2011; Resnick et al., 2010; Wassenberg et al.,
2012), and a small body of this research is
related to the impact of celiac disease on family
processes (de Lorenzo, Xikota, Wayhs, Nassar,
& de Souza Pires, 2012; Kurppa, Collin, Mäki,

& Kaukinen, 2011; Norström, Lindholm, Sand-
ström, Nordyke, & Ivarsson, 2011). Families of
children with celiac diseases report significant
disruption around social activities such as fam-
ily gatherings, school field trips, and eating out
at restaurants (Cummings, Knibb, King, & Lu-
cas, 2010). Some parents choose to avoid such
events entirely in an attempt to reduce the risk
of consuming gluten. Families have also re-
ported feelings of alienation, shame, and fear of
eating something that may contain gluten, while
children with celiac have described feeling like
a “nuisance” (Byström et al., 2012). Children
also experience social stigma associated with
their need to eat different foods (Bongiovanni,
Clark, Garnett, Wojcicki, & Heyman, 2010),
frustration and isolation (Zarkadas et al., 2013),
and increased levels of anxiety compared with
the general population (Häuser, Janke, Klump,
Gregor, & Hinz, 2010).

The hypervigilance and daily management
that are necessary when an individual has a food
allergy can have a profound psychosocial im-
pact on children, adolescents, and their families
(Cummings et al., 2010). Close relatives of ce-
liac patients have reported disease-related wor-
ries, guilt, changes in managing daily life (e.g.,
meal preparation, restricted freedom in meals,
and changes in family members’ power and
control), and disturbances in social life as the
most significant issues (Sverker et al., 2007).
Lack of knowledge about the illness forces fam-
ilies to shift from being tolerant of others’ care-
lessness around cross-contamination to advo-
cating for food that is safe for the individual
with celiac. Although some research has been
published on the impact of the GFD on family
rituals, a paucity of research exists on the im-
pact that these factors have on diet adherence or
the barriers parents of children with celiac dis-
ease face, and the successful strategies they
employ in adhering to the GFD. Research on
barriers to GFD adherence has focused on psy-
chological dimensions (Sainsbury et al., 2013;
Compas, Jaser, Dunn, & Rodriguez, 2012;
Skjerning, Mahony, Husby, & DunnGalvin,
2014), rather than on family process.

Recent research specifically highlights the
need for more insight into the impact of family
process on GFD adherence (Flamez, Clark, &
Sheperis, 2014). Increased awareness of the
family processes that help or hinder GFD ad-
herence has implications for the clinical prog-
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nosis of celiac, as well as for the ability of
physicians and other health care personnel to
more effectively guide families in diet adher-
ence. The objective of this qualitative study was
to examine the family processes when a child
has been diagnosed with celiac disease, with
specific attention to the barriers these families
face and the strategies they utilize to adhere to
the GFD.

Method

The study design used grounded theory and
narrative analysis. Analysis of family history,
which is common in evaluating other chronic
diseases but has not been employed in the case
of celiac disease, was also used (Yoon,
Scheuner, & Khoury, 2003). Data were col-
lected from a theoretical sample of 10 families.
A theoretical or purposeful sample was used
with the aim of selecting individuals who would
provide a deeper understanding of a phenome-
non that is partially known or understood (Gla-
ser & Strauss, 2009). To increase the trustwor-
thiness of the results, to triangulate the data
analysis (Flick, 2008), qualitative findings were
disseminated to participants for feedback that
was then incorporated into the study results.
The University’s Institutional Review Board
approved the study protocol.

Participants

Participants were recruited from an annual
conference hosted by a large celiac support
group in the Northeast United States. Families
with children between the ages of 6 and 12 who
had been formally diagnosed with celiac dis-
ease—either through blood work and/or an en-
doscopy—were invited to participate in the
study. After an initial list was collected, we
e-mailed all respondents inviting them to con-
firm their interest. The first families interviewed
were those who responded to this e-mail; fol-
low-up e-mails were sent to all remaining fam-
ilies. Because qualitative data analysis and data
collection are iterative processes, we capped the
sample (n � 10) when data no longer presented
new information—or when data saturation was
achieved. Ten participating families consisted
of two heterosexual parents and one to four
children (M � 2.5; Mdn � 2.5; SD � 0.85).
With the exception of one family in which the

father was Indian, all participants were Cauca-
sian. In half of the families, both parents worked
full-time outside the home. In four of the fam-
ilies the mother stayed home either full-time or
nearly full-time. The parents’ occupations var-
ied and included two researchers, three medical
professionals, three engineers, and two trade-
workers. All families had the financial means to
attend the conference at which recruiting took
place. The age at which the celiac child was
diagnosed ranged from 5 to 10 years old (M �
7.1; Mdn � 7; SD � 1.75), and the amount of
time since the diagnosis was between 1 and 7
years (M � 3.1; Mdn � 3; SD � 1.75). In seven
of the families, the child diagnosed with celiac
received an endoscopy; in the other three, the
doctors determined that the results of the blood
work were conclusive enough to make the di-
agnosis without the endoscopy. Families varied
in the amount of support they received around
the celiac diagnosis, with only one parent par-
ticipating in a regular support group.

Procedure

Interviews, which ranged in length from 60 to
90 minutes, took place either in the family’s
home or a place of their choosing, including a
coffee shop and a restaurant. In nine of the
interviews, only the mother was present; in one
interview, both the mother and father were pres-
ent. In seven of the interviews, the child with
celiac was present. The second author was pres-
ent for all the interviews, with the first author
attending four of them. Written consent for par-
ticipation in the study and for audio recording of
the interviews was obtained. The interviews fol-
lowed a semistructured interview format, with
interviewees being asked a series of open-ended
questions about the history of the diagnosis and
the gluten-free diet.

Data Analysis

Grounded theory and narrative analysis were
used to systematically analyze the families’ per-
sonal accounts of their experiences managing
the GFD (Bryant & Charmaz, 2007; Glaser &
Strauss, 2009). We collected narrative data via
interviews and verbatim were produced of au-
dio-recordings (Bryant & Charmaz, 2007). The
transcripts and qualitative results of the assess-
ment measures were entered into the qualitative
research software data analysis package NVivo
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9 for coding (QSR International, 2010). Case
and line numbers were added to each transcript
to cite quotations. For example, 04:414–417
indicates a quote from the fourth interview be-
ginning at line 417 of the transcript. Consistent
with analytical triangulation procedures (Flick,
2008), both authors collaborated on theoretical
memo writing reflecting the coded data from
each family case. A summary of the findings
was e-mailed to study participants for their in-
put. Their feedback aided in the triangulation
and was integrated into the results.

Results

Barriers to diet adherence were clearly
identified by families and under three primary
categories: social isolation, gender inequity,
and misunderstandings about celiac disease
(see Table 1).

Social support was identified as a primary
facilitator of diet adherence. Four forms of so-
cial support were identified: accommodation by
family and friends, school and community sup-
port, group support, and having acquaintances
who are also under the gluten-free diet (see
Table 2).

Strategies that aid in diet adherence include
continuous planning and carrying food to social
functions (see Table 3).

Discussion

This study examined the family processes
that impact adherence to the GFD, with specific
attention to the barriers families face and the
strategies they utilize. Social isolation was iden-
tified as a significant barrier by nearly all par-
ticipants. Tables 1, 2, and 3 summarize the
findings and provide representative quotes from

Table 1
Barriers to Diet Adherence

Social isolation Traditional gender arrangements Misunderstandings about celiac

Feeling left out/different because of diet Maternal assumption of dietary
responsibilities

Cross-contamination

Birthday parties are hard because my
daughter doesn’t like to be the person
with a different food. She doesn’t want
people talking about what she’s
eating. (01:414–417)

I’m the one. I don’t know if my
husband’s been to any
doctor’s appointments. (07:
1313–1314)

[The pizza shop manager] said, ‘On
those pizzas everything is gluten
free—I’ll show you.’ And then he
took the gluten free pizza out and
showed it to us, getting flour and
dough all over the crust. (04:
604–618)

Social exclusion Unequal impact of diagnosis Severity of consequences of eating
gluten

You get more and more isolated because
food is very social . . . Celiac is a
social disease. (08:1008–1009, 720)

My husband doesn’t really get
caught up in the drama of it.
In some ways it hasn’t impacted
him as much as it has me,
because he hasn’t had to leave
work . . . And he doesn’t
research the products; he
doesn’t make sure all the things
are safe. (08:1486–1508)

I wasn’t worried about my daughter
eating [the Play Doh], just
playing with it. And people look
at you like you’re crazy because
they’re like, ‘What’s the big
deal? If she’s not eating it, then
there’s no reason she can’t play
with it.’ And it’s like no, that’s
just not true. (09:369–372)

Lack of social spontaneity Hindrance to going gluten-free in
the home

Need to educate others

[Socializing] needs more planning and is
less spontaneous now. [My husband
and I] have fewer parties at our home.
When there are potlucks or things
down the street and people invite us, I
feel more hesitant to say I’ll come,
because I feel like I have to plan
much more. (04:1036–1050)

If it weren’t for [my husband], I
would have gotten rid of
gluten in the whole house (04:
1186).

Depending on your personality, you
feel more or less comfortable
about it when you get annoying,
ask five times, make a fuss, and
send stuff back when you’re not
sure [if it’s safe]. (04:1520–1525)
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participants. Consistent with other studies, we
found that children often felt isolated or differ-
ent on account of their need to eat different food
(Bongiovanni et al., 2010; Byström et al., 2012;
Zarkadas et al., 2013). The social disruption
caused by the GFD was also similar to cases of
other food allergies, with a repercussion on
family rituals (Cummings et al., 2010). Our
participants’ accounts revealed the additional
impact of this isolation on family processes
including shifts in marital dynamics and pat-
terns of socializing, exclusion from family cel-
ebrations, altering vacation destinations, and
changes in the nature and frequency of social
interactions to accommodate the GFD. There-
fore, celiac disease has an impact not only at the
individual but on a family systems level as well.

This finding supports other research that draws
attention to the social impact that having a child
with a food allergy has on the family, particu-
larly related to isolation (Rouf, White, & Evans,
2012).

A critical and unexplored dimension in past
celiac disease research is that mothers, not fa-
thers, appear to assume the majority of the
responsibilities associated with managing the
GFD, including educating others. In nearly all
of the interviews, the gender differences asso-
ciated with overseeing all aspects of the child’s
GFD adherence were salient. This finding is
congruent with literature on families with a
chronically ill child, in which mothers have
been shown to assume primary caregiving re-
sponsibilities (August & Sorkin, 2010; Rosland

Table 2
Primary Facilitators to Diet Adherence: Social Support

Accommodating
friends/family School/community support Group support

Knowing others
who require dietary

accommodations

My sister is really good about
making sure that we have a
variety of dishes to choose
from. She’ll take a certain
color plate and say.
‘Anything on a red platter
is safe to eat.’ So it isn’t
noticeable to anybody else,
it’s just part of what she
does. (03:296–305)

[My daughter’s teacher] went
all out to make sure she
was included. It makes me
feel like crying for
someone to go that length
to include your child in an
activity, just incredible,
moved by that. (08:693–
699)

I’ve posted a ton on Facebook
since the diagnosis, and the
mom’s of all my daughter’s
friends read it, comment,
and ask questions. They’re
super supportive. (09:562–
563)

Sending children to
celiac camp to
meet peers with
celiac, knowing
another family
with a child with
a food allergy

Table 3
Strategies for Maintaining the Gluten-Free Diet

Planning ahead Bringing own food to social functions

Calling manufacturers Matching gluten-free food with what will be served at
social functions

I call every company—a huge time commitment. I check
out every art supply. Even things like [my daughter] is
in a play and she needs make-up. I research and I
make sure I order make-up that’s gluten free and safe.
Everything has to be checked. (08:182–189)

If we go to a child’s party, we’ll usually try to find out
what the menu is and we bring our own food. But
try to make it something similar to what they’re
eating. (03:286–288)

Finding out what will be served at a party or available at
a restaurant

Sending children with gluten free food to sleepovers,
camps, and other situations involving multiple
meals; keeping gluten-free food at school

Calling friends to see what would be served at a birthday
party, looking at restaurant menus to ensure that there
will be gluten free options, choosing vacation
destinations where it would be easiest to access gluten-
free food (e.g., a place with a kitchen)

I tell [my daughter] that she needs to bring extra food.
If she doesn’t eat it all, fine, but just to have in
case. (02:626–627)
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et al., 2012). Some researchers have assessed
this using psychopathological assessment and
concluding that these parents in some cases
exhibit a tendency to be overbearing, control-
ling, and/or vigilant (Sparud-Lundin, Hallström,
& Erlandsson, 2013). We believe the adaptation
and urgency that the illness poses may explain
the anxiety and pushes mothers to respond ac-
cordingly. Mothers who care for a chronically
ill child have also displayed high rates of de-
pressive symptoms, burnout, reported higher
burden, family stress, and role strain (Berge et
al., 2006; Lindström, Aman, & Norberg, 2010;
Pinquart & Sörensen, 2006). In contrast, in fam-
ilies in which the mother considers the father to
be involved, supportive, and helpful, both par-
ents have reported higher marital satisfaction
and more optimal levels of family functioning
and adjustment (Gavin & Wysocki, 2006).

Research also suggests that given a conflict
between work and family, heterosexual couples
often return to traditional gender roles in which
men are the financial breadwinners and women
assume responsibilities in the home, including
caring for the children (Coontz, 2011). The rea-
sons for this shift include sociopolitical factors
such as gender inequity in financial compensa-
tion across all jobs and educational levels. From
this standpoint, it is possible that the multifac-
eted burden of the celiac diagnosis might be
connected to the tendency for mothers, and not
fathers, to assume the majority of caregiving
responsibilities. The parallel between our find-
ings and the existing literature elucidates the
need for further investigation into how tradi-
tional gender inequity impacts diet management
responsibilities in families with a celiac disease
child. No studies to date have explored how
gender roles have been adaptive for, or a hin-
drance to, diet adherence in families with a
child with a food-related chronic illness.

The general public’s lack of knowledge about
what it means to have celiac emerged as another
significant barrier to diet adherence. This is
consistent with other studies that highlight ed-
ucating others about celiac disease and the GFD
as necessary components of diet management
(Byström et al., 2012; Sverker et al., 2007). Our
inquiry revealed the need for increased educa-
tion and support for parents that include advo-
cating strongly for their children with celiac
disease and prevent burn out. The identification
of support as a facilitator of GFD adherence was

another significant finding. Although the bene-
fits individuals derive from celiac support
groups has been previously documented (Bar-
ratt et al., 2011), our results revealed that sup-
port can take many other forms. Participants
drew attention to the tremendous impact of hav-
ing even a few friends and/or family members
who make an effort to understand the disease
and accommodate the celiac child’s GFD.
Knowing other families with a child with celiac
disease or other allergies that necessitate a spe-
cific diet was found to be a significant facilitator
to diet adherence, as was using social media to
both educate and garner support from others.
These results indicate that looking beyond tra-
ditional, established sources of support (e.g.,
support groups) could be beneficial for families
who have a child diagnosed with celiac disease.

The primary strategies cited by participants
in this study for managing the GFD included
planning ahead and bringing food to social
functions. These findings are also consistent
with previous research on managing the GFD
(Zarkadas et al., 2013). Participants reported
doing research on the foods that would be avail-
able in various situations and providing their
children with gluten-free food options at school,
birthday parties, sleepovers, and summer camp.
The results also shed light on the familial pro-
cesses that impact the level of preparation as-
sociated both with planning ahead and provid-
ing gluten-free food for social functions. This
was most apparent in the mothers who go to
great lengths to plan ahead and prepare. This is
particularly important given our findings that all
10 families felt initially overwhelmed by the
diagnosis and the transition to the gluten-free
diet.

There are several limitations of this study. All
participants were heterosexual; with the excep-
tion of one parent, all participants were Cauca-
sian. Most participants had the financial means
to purchase and prepare gluten-free food and
were able to make other accommodations that
facilitate diet adherence. Future studies should
consider the inclusion of a more diverse sample
and explore how to reach families who are not
participating in celiac support activities.

This study highlights the need for clinicians
to identify sources of support that the family can
employ considering (a) the amount of time that
has elapsed since the diagnosis; (b) the type(s)
of support that will be most beneficial for the
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family (e.g., support groups, online communi-
ties, etc.); and (c) the familial processes that
may promote or hinder support. It is core not to
assess social isolation as only a barrier but also
an adaptive strategy for responding to others’
misunderstandings about the disease and the
dangers of cross-contamination. Finally, explor-
ing and addressing proactively the distribution
of caregiving tasks among parents may present
an opportunity for family clinicians to address
gender inequity in parenting.
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