Compliance and attitudes towards the gluten-free diet in celiac patients in Italy: what has changed after a
decade?

Thanks to the collaboration with the Italian Coeliac Association (AIC), it was possible to describe the
characteristics and attitudes (diet-related limitations, health worries, sources of dietary information, and
transgression of the gluten free diet) of a sample of coeliac patients aged 1 to 84 years and compare some
variables from the most recent survey (2022) with those collected in the first survey conducted by AIC in 2011.
In 2022, the prevalence of patients adhering to the gluten-free diet was 91%, with the highest rate among
children under 10 years old and adolescents and the lowest in young adults, who were the most concerned
group. After about 10 years, a decrease was observed in transgressions, temptations, and general and health-
related concerns, but an increase in social isolation.

The only treatment for coeliac disease is a strict gluten-free diet, which generally leads to an improvement
in symptoms within a month (1). However, despite the recent drastic increase in the availability of gluten-
free products, adhering strictly to this diet is complicated, especially in Italy, where gluten-containing cereals
like wheat are the basis of many traditional foods. In addition to the practical difficulties encountered in
following the diet, there are psychological and social barriers which manifest, for example, during social
events and when managing meals away from home. From a methodological perspective, since duodenal
biopsies are not feasible for routine follow-ups, adherence to the diet is typically assessed using
questionnaires. However, the use of different questionnaires makes it difficult to compare results, which,
according to the literature, vary between 42% and 91% in adults (2) and between 23% and 98% in pediatric
patients (3). In the study presented hereby (4), a self-administered digital questionnaire was used, based on
the one previously administered by AIC and modified for ease of compilation and analysis. The questionnaire
consists of 50 main questions, some of which (N=11) include sub-questions organized in a table. Coeliac
patients were reached through AIC’s official channels (social media, website, newsletter). No exclusion
criteria were applied, so minors could participate in the study, assisted by a caregiver who was advised to
intervene as little as possible during the completion.

The result was a convenience sample of 3529 coeliac patients, mostly female (75%), resident in Italy (99%),
and adults (18-59 years old) (71%). Although this may seem like an uneven distribution, 2021 data from the
Ministry of Health (5) show that the Italian coeliac population has similar characteristics. The only exception
is AIC membership, which was indicated by 84% of the respondents in the study sample, compared to 15%
of the total coeliac population in Italy, according to recent internal estimations from AIC. It was observed
that 63% of the sample complies with follow-up checks regularly, while 15% never. Most coeliac patients
(83%) had been diagnosed for more than 3 years and had received adequate information about the gluten-
free diet and the effects of non-adherence. However, many respondents reported relying on online sources
to get information about their diet. About half sample was diagnosed due to severe clinical symptoms. The
other half reported the following causes: mild symptoms (17%), no symptoms but diagnosed through
screening for other diseases (12%), family history (8%), or other causes.

Regarding attitudes towards the gluten-free diet and perceived limitations, more than a third of respondents
stated that following a gluten-free diet strongly limits their food choices (44%) and leads them to avoid social
situations for fear of not being able to control the served foods (34%). 69% reported having declined an
invitation at least once due to fear of eating unsafe food. Only a third stated that their food choices are not
influenced by health worries. Young adults (18-39 years) were the most concerned group and felt more
limited by their diet in daily life. They were also more likely to feel confused when in a grocery shop and to
spend a great deal of time thinking about where and what to eat. However, only 22% of young adults,
compared to 31% of older adults, declared to go out less frequently with friends after the diagnosis.

Nine percent of coeliac patients reported having violated the diet in the past month, although more than half
of these did not consider this behavior a problem. Violations mainly occurred on social occasions, during
meals away from home or while traveling, and were mainly caused by practical difficulties (53%) and the
belief that occasional violations do not affect their health (27%). Young adults were the most likely to
transgress (11%), while children under 10 years old and adolescents showed the lowest transgression rates
(6%). These data may be explained by the fact that, as previously noted, young adults are the group that feels
most limited by the gluten-free diet. Overall, although 91% of coeliac patients had not violated the diet in



the past month, 42% reported thinking about transgression occasionally, frequently, or often. This
information allows us to identify a "grey area" of coeliac patients (33%) at risk of transgression who did not
violate the diet in the past month but were tempted to do so.

Comparing the answers over about 10 years, the results regarding adherence to the gluten-free diet are
encouraging. An increase in the prevalence of strictly adherent patients (+5%) and a reduction in the
temptation to violate the diet (-17%) were observed. This improvement can be attributed to the greater
availability of gluten-free products and the increasing awareness among both operators of the food sector
and the general population, which may have contributed to the reduction in the social pressure related to
the disease. However, many respondents are still dissatisfied with the available gluten-free alternatives,
often refraining from consuming certain foods because there are no available or tasty alternatives.
Furthermore, although violations and health-related concerns have decreased after 10 years, the percentage
of patients who report limiting their social life due to coeliac disease has increased. Therefore, the
management of social occasions remains a significant issue to be addressed.

In conclusion, surveys like this are essential tools for monitoring patient habits and beliefs and generating
useful information for designing effective intervention strategies. The results of this study on a large sample
of Italian coeliac patients show high (self-reported) adherence to the gluten-free diet and a positive trend
after 10 years. Moreover, young adults are identified as the group that could benefit most from targeted
interventions.
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