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Abstract

:

Celiac disease (CD) is a chronic health condition treated by managing a lifelong, strict, and demanding gluten-free diet. Managing the diet entails effective use of self-management skills. This study aimed to explore self-generated procedures children and adolescents with CD in Israel perform when participating in food-related activities considering their self-management skills and health requirements. Participants included children and adolescents with CD, aged 8 to 18 years, that had been diagnosed more than 6 months prior to the study. Parents completed a demographic questionnaire and reported their child’s constancy in adherence to the diet. Children and adolescents were asked to share the things they do themselves to prepare for participating in the various activities. Responses were qualitatively analyzed, and common themes were identified and categorized using directed analysis. Participants were 126 children and adolescents (Mage = 12.33 yr, SD = 2.85), 67.5% of whom had been diagnosed more than 3 yr prior to the study. Based on parents’ reports, almost all (97.6%) participants “always adhered” to the diet. A total of 10 categories were defined from the qualitative responses describing 125 do and don’t actions used by the children and adolescents to self-manage their diet. The do and don’t actions encompass cognitive planning far beyond the mere act of avoiding gluten. These actions can serve as an initial database of suggested strategies to support acquiring independent self-management. Understanding the cognitive complexity of routinely carrying out the diet while actively participating in everyday activities can assist health professionals in building support and intervention programs, promoting effective self-management, and facilitating optimal adherence to the diet.
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1. Introduction


Celiac disease (CD) is a chronic immune-mediated condition characterized by inflammatory damage to the small intestine. It is an increasingly common global health condition with a worldwide prevalence of around 1% [1,2,3]. Managing a lifelong, strict, gluten-free diet (GFD) is currently the only available effective and accepted treatment for CD [2,4]. Adherence to a GFD is demanding, and the adherence rate can be as low as 45% and among children and adolescents, from 23% to 98%, with incomplete adherence more common in adolescents [5,6]. Thus, the importance of understanding the factors associated with supporting adherence and maintaining the diet is emphasized [7].



As children grow into adolescence and advance into young adulthood, the disease management shifts from pediatric to adult care [8]. Apart from the transition from the health care system and providers’ perspectives, adolescence represents a complex evolving period of transition from childhood to adulthood characterized by unique health and developmental issues [9]. From a developmental perspective, this transitional stage leads adolescents to expand their active day-to-day circles to environments further from their home and especially their social environments [10]. Such activities include, for example, social gatherings, outings, parties, camps, and eating out [11,12,13]. As such, as children with CD transition into adolescents with CD, they gradually must take over the decision-making responsibility from their parents and independently self-manage their health condition [13].



Self-management is the interaction of health behaviors and related processes and the lifelong tasks of actively caring for oneself and living well with a chronic condition [14,15]. In the CD context, the required health behavior is predominantly managing a GFD. Attaining these tasks involves cognitive skills and transition planning, including developing independence in self-management tasks [13,16]. Children and adolescents diagnosed with CD need to maintain a GFD in often-complex food-related daily life situations. Complexity is especially apparent when children and adolescents are away from the comfort and familiarity of their home environments [16].



To fully participate like their friends in a range of daily activities while managing their health requirements, children and adolescents with CD must find solutions, implement cognitive strategies, and develop new habits and routines in varied environments [16,17]. Fishman et al. created an innovative 18-item list of patient-centered CD skill benchmarks to promote self-management skills [13]. Health professionals, parents of children with CD, and adults with CD suggested the benchmarks, highlighting the significance of transition planning to create educational tools and guidance as undoubtedly essential. However, education alone is insufficient to promote the acquisition of self-management skills, knowledge, and confidence for self-management. Instead, self-management is gained through conscious and planned engagement in specifically structured real-life contexts [18,19].



Self-reports are considered an important source of information to measure nutrition and health behaviors [20]. Evidence shows that information and strategies are better learned when self-generated than when provided by others [21]. Additionally, self-management interventions must be self-tailored, focusing on how the individual perceives disease-related issues to support managing the condition [14,22]. Thus, analyzing activities through client-specific subjective perspectives, based on how clients engage in activities in their own contexts, is vital to understanding the activities’ demands [23]. Therefore, obtaining subjective perspectives from 102 children and adolescents with CD could contribute to filling the gap between parental and professional perspectives and self-reported perspectives. Moreover, further the understanding of how they plan and carry out their thinking processes and their actions toward participating in complex, everyday food-related activities is vital [12]. The purpose of the current study was to:




	(1)

	
Explore self-generated procedures children and adolescents with CD perform when participating in food-related activities in light of their self-management skills and health requirements;




	(2)

	
Present an initial database of suggested strategies supporting self-management among children and adolescents with CD using self-management do’s and don’ts that they generated;




	(3)

	
Compare the strategies used by children versus adolescents and by time passed since diagnosis.










2. Materials and Methods


2.1. Participants and Procedure


Participants were 126 children and adolescents (82 girls, 44 boys) diagnosed with CD. They volunteered to participate in the study by responding to advertisements via local celiac associations, local online support groups, and social media from February to September 2015. The inclusion criteria were children and adolescents aged 8 to 18 yr with CD diagnoses confirmed by a physician no less than 6 months prior to the study and Hebrew language proficiency. Children diagnosed with physical or neurological disabilities were excluded. The Ethics Committee on Research with Human Participants, University of Haifa, Faculty of Social Welfare & Health Sciences approved the study (026/15, 18 January 2015). All children and adolescents and their parents provided written informed consent.



Parents completed an online demographic questionnaire, as part of a larger study that included several parent and self-report questionnaires, including, inter alia, a previously published questionnaire, the Celiac Disease-Children’s Activities Report (CD-Chart) (i.e., meals at home, family meals/events, meals on family vacations, eating out with friends, food served at a friend, meals at an overnight camp/trip, eating treats handed out by the teacher, special food activities at school, and meals during overnight school field trips) [12]. For the current study, after completing the CD-Chart, the children and adolescents were asked to recount the things, methods, techniques, or procedures they do to prepare for participating in the various food-related activities: “Thinking about the various food-related activities in the questionnaire, which of the things you mentioned do you do yourself to prepare for participating in the various activities?” The children and adolescents were encouraged to express up to five actions they ensured they did or not do. Their responses were audio-taped and transcribed.



Level of adherence to a GFD was obtained via a parent report as part of the demographic questionnaire, rated from 1 = always adhere to 5 = never adhere to the diet. In addition, children and adolescents completed the Birmingham Celiac Disease Self-Management Questionnaire (CD-SMQ) [24], a four-item questionnaire for assessing self-reported gluten intake in home and out-of-home settings. The frequency of gluten intake or adhering to a GFD is rated on a 5-point Likert scale (from 1, never to 5, all the time). For use in this study, translation and back-translation were performed, and internal reliability for the translated version was found to be acceptable (Cronbach’s coefficient α = 0.75).




2.2. Data Analysis


Quantitative demographic data were analyzed with IBM SPSS Statistics software (ver. 26) to calculate means and standard deviations (SDs) and describe the sample demographic characteristics. The qualitative data were initially analyzed in the original language, resulting in a list of 464 actions. Fluent in both languages, the author translated the results to English to ensure accuracy and maintain the nature of the content. After excluding duplicate responses, 125 actions were included for analysis. Similar responses that expressed different subtle nuances were included. The data were analyzed, and common themes were identified and categorized via directed analysis [25]. Partial results of this data were previously published, after initial analysis, accompanied by some examples only [26]. The content was read repeatedly until a categorization pattern was identified. Then, the content was sorted into categories. A second expert clinician and researcher in the child and adolescent development field also independently sorted the content into the 10 identified categories. Some actions could be associated with more than one action category; thus, the most suitable category was chosen according to the context of the action. The analysis process was followed by consultation concerning minor differences, and a consensus was obtained through mutual discussion to obtain expert agreement. The procedure is illustrated in Figure 1.



To compare answers between children and adolescents, participants were divided into two age groups, children aged 8 to 11 yr (n = 61) and adolescents aged 12 to 18 yr (n = 65), based on the acceptable definition of adolescence in Israel [27]. Pearson’s chi-square test was used to compare the action category use by age group and by time passed since diagnosis.





3. Results


Participants included 82 girls and 44 boys, aged 8 to 18 years (M = 12.33 years, SD = 2.85), diagnosed with CD by biopsy (89.7%) or blood tests (10.3%). The majority (88.9%) had been diagnosed before the age of 11 yr; 67.5% had been diagnosed more than 3 yr prior to the study. Others were diagnosed 1 to 3 yr (29.4%) and 6 months to 1 yr prior to the study (3.2%). Based on the parental report, almost all (97.6%) participants “always adhered” to a GFD, and the remaining 2.4% (three participants) “often adhered” to the diet. According to the CD-SMQ, the adolescents reported sticking to the diet all of the time during in- (95.2%) and out- (89.7%) of-the-home situations, and never knowingly eating food containing gluten at home 90.5% of the time and 83.3% of the time when away from home.



Participants were students in 2nd to 12th grade in mainstream schools, with 54.0% in elementary school (grades 1–6) 24.6% in middle school (grades 7–9), and 21.4% in high school (grades 10–12). Most participants were city residents (69%), and the remaining participants resided in various community settings. The family income was mostly high (63.5%) or average (25.7%), as defined according to Israeli Central Bureau of Statistics classification [28].



The qualitative accounts shared by the children and adolescents were categorized into 10 categories (Figure 2) describing their actions when preparing to participate in food-related activities.



Table 1 lists the 125 do and don’t actions the children and adolescents generated. The first category, Tell, and the second category, Ask, include 30 and 29 actions, respectively. Tell consists of actions in which the children and adolescents tell, inform, and convey information and requests to their parents, friends, service providers, authority figures, and others (e.g., “Tell others what I can and can’t eat”). Ask consists of questions directed to other people to ensure or inquire about their needs for safe participation while maintaining a GFD (e.g., “Ask the event organizer if there are any gluten-free accommodations”). The third category, Check, comprises 17 actions that promote finding and confirming information before deciding and choosing to participate safely in an activity while maintaining a GFD (e.g., “Check information online, on social media” or “Check and then double-check”). The fourth category, Avoid, encompasses 12 actions that remind or help the participant to avoid gluten when participating in food-related activities. The fifth category, Take interest, consists of eight actions that reflect an interest in celiac disease, dietary requirements, and responsibility while participating in food-related activities (e.g., “Keep up-to-date on celiac information”). The sixth category, Take, contains seven actions of bringing gluten-free food or substitutes to an activity (e.g., “Take gluten-free food in a cooler bag”). The seventh category, Make, refers to six cooking or baking actions or preparing other items (e.g., “Prepare reminder notes for myself”). The eighth category, Collaborate, incorporates six actions that involve doing an activity with someone else (e.g., “Take part in planning a social gathering”). The ninth category, Read, includes six actions related to reading information about celiac disease and gluten-free food labels (e.g., “Look for a ‘“gluten-free’” sign or icon”). Finally, the tenth category, Buy, contains four actions related to purchasing gluten-free products.



As presented in Table 2, this was followed by a comparison between the two age groups (children and adolescents), which showed significant differences in three action categories, revealing that the adolescents shared use of ask and make actions significantly more than the children, and the children reported the use of significantly more reading actions than the adolescents.



No gender differences were found among the children. Among the adolescents, a significant gender difference was found only in the take action category. The adolescent boys reported using actions in this category significantly more (45.8%) than the adolescent girls (17.1%), χ2 (1) = 6.25, p = 0.12.



Finally, action category use was compared between the three groups of years since diagnosis. As presented in Table 3, significant differences were found in two action categories, reflecting that those who had been diagnosed for 1 to 3 years reported a significantly higher rate of check and take actions compared to the other two groups.




4. Discussion


Managing and adhering to a lifelong GFD, the required treatment for CD, can be challenging, especially during the complex transition from childhood to adulthood, which comes with its own unique health and developmental issues [8,9,29,30]. During this developmental process, children and adolescents with CD are gradually required to take on the responsibility from their parents for making decisions and independently self-managing their health condition [13]. Much of the literature in the CD field concerns what is safe and not safe to consume when adhering to the required GFD. Further, professional guidelines for managing CD and a growing body of literature over the past two decades address quality of life (e.g., [17,31,32]. Recently, a novel viewpoint of benchmarks was suggested. It combines the knowledge and social skills required to navigate specific tasks while managing a GFD and the sequence of acquiring learning skills in different life settings [13,33].



Health management is a daily life task that entails activities related to developing, managing, and maintaining health and wellness routines, including self-management to improve or maintain health [23]. In this study, children and adolescents with CD shared their experiences of what they do or don’t do while managing their GFD within their daily settings and environments. Examination of the data and common themes for categorization identified these daily actions. The qualitative analysis of the participants’ accounts revealed 10 categories portraying a wide range of actions these children and adolescents with CD perform in their daily interactions with their close family and social environments [12]. These 125 actions compose a list of effective strategies they use to support themselves in planning how to manage, make decisions, and conduct themselves in the many food-related activities they encounter in their daily lives despite their participation restrictions [34]. Strategies include all the methods, techniques, or procedures people use to manage their available cognitive resources to cope effectively and function in different challenging and complex situations [21]. These suggested cognitive strategies can be combined, adjusted, or modified to help others cope with cognitive challenges and to support effective functioning [21] while adhering to a GFD, self-managing, and maintaining healthy routines [23]. Exploring these self-generated do’s and don’ts provides the children and adolescents with perspectives and contexts in which they develop and prepare for life transitions [35,36].



The similarity of actions used in both age groups can reflect these children and adolescents’ ability to act on, manage, and self-advocate their needs, regardless of their age. Self-advocacy is assertiveness and willingness to represent one’s own interests in making life decisions when managing a disease or disability [23,37]. It involves knowing one’s abilities and needs to recognize problems and ways to address them, being prepared to fulfill these needs and solve problems, communicating with others to solve problems and fulfill needs, and initiating change, including negotiating with others. This study’s participants reported the highest number of actions in the first two action categories, Tell and Ask, emphasizing their vast capacity to use these actions in daily life. These actions can be specified as communication actions; indeed, self-advocacy is linked to self-knowledge, independence, and communication [38].



Previous health-related quality research encompassed children and adolescents with CD from different countries and cultures (including the current study sample). The studies found that communication (i.e., how the child feels when speaking about celiac disease) scored highest compared to other health-related quality-of-life components [39,40]. The ability to effectively function in different challenging and complex situations and sufficient self-advocacy skills are imperative for the transitional process of gaining independence from childhood through adolescence and finally to adulthood [21,37]. Furthermore, developing self-advocacy at younger ages to facilitate smoother transitions is significant [40]. Thus, the high volume in the Tell and Ask categories reflects these actions’ crucial role in the daily management of CD.



Interestingly, despite the high costs of consuming a GFD and the economic burden on those diagnosed with CD [2], the last category, Buy (actions related to money), included the fewest actions. Although no significant difference was found between the two age groups, Buy actions were used more frequently in the adolescent group than in the children group. This limited action use may convey the magnitude of the other coping actions required of these children and adolescents, regardless of the gluten-free products’ financial cost, as reflected in the 121 actions in all categories beside Buy. This category might expand as these adolescents transition into adulthood and have more financial responsibilities.



A comparison between the two age groups mainly revealed no significant differences. The high use of Ask and Make actions among the adolescents may reflect the strive for independence that characterizes the adolescence developmental stage and their anticipation of taking on adult roles [9,41]. Conversely, the younger group reported significantly higher use of actions in the Read category than the adolescents did. This finding was surprising, as it was assumed the adolescents’ reading abilities would be more advanced than the younger children’s. Nevertheless, this disparity might be explained by the fact that younger children are still mastering reading, highlighting this ability as a distinct skill. The adolescents might have incorporated reading into other actions, such as Check or Take interest.



Additionally, the use of actions per years since diagnosis was mostly the same. The two actions where a significant difference was found were Check and Take actions. This difference reflects that as the years since diagnosis increase, it is possible that participants’ knowledge, ability to manage their diet, and adherence to routine increase and the need to check and take food with them to food-related daily events decreases. Nevertheless, no differences were found in the use of other actions, highlighting once again that maintaining a gluten-free diet is still the only available treatment for CD, and managing and maintaining a life-long challenging strict diet continues to be necessary regardless of age or time since diagnoses.




5. Limitations and Future Research


This study’s results should be interpreted with caution considering the study’s limitations. First, the participants’ CD diagnoses were based on parental reports of biopsy or blood tests, and adherence to a GFD was determined via parental and self-reports. Future studies should consider collaborating with gastroenterologists and dieticians who specialize in CD to obtain medical confirmation of the diagnoses, adherence levels, and response to accidental or deliberate gluten consumption. Second, data were collected from Hebrew-speaking children and adolescents in Israel who volunteered to participate in the study. They do not necessarily represent all populations in Israel or other cultures. Third, the study included participants aged 8 to 18 yr and not young adults above the age of 18 yr. This limitation was due to the Israeli law that subjects all male and female Israeli citizens and residents to a military draft for a period of twenty-four to thirty-two months at the age of 18 [42]. The characteristics of daily routine, environment, and decision-making possibilities during military service are different to those used in a nonmilitary framework, and therefore this age group was not included in the current study. Further research could explore different cultures in different countries and include young adults. Additionally, future research can look at additional aspects of self-management, such as coping with physical, social, and psychological consequences and how to communicate best with professionals, peers, and school staff. In addition, we seemingly would expect adolescents to use strategies they have accumulated since childhood. Future research can deeply investigate strategies, characteristics, use, and change over time among children, adolescents, and adults.




6. Conclusions


This study’s results show the do and don’t actions that children and adolescents with CD report that they need to carry out to effectively manage their GFD in everyday life. These varied actions compose a web of cognitive planning far beyond the mere act of avoiding gluten. The do’s and don’ts generated by the children and adolescents with CD themselves can serve as an initial database of suggested strategies to support their self-management and that of others with less effective management abilities. This database can assist health professionals in building support and intervention programs to promote effective self-management and facilitate optimal adherence to the diet.







Funding


This research received no external funding.




Institutional Review Board Statement


The study was conducted in accordance with the Declaration of Helsinki, and approved by the Ethics Committee on Research with Human Participants of the University of Haifa, Faculty of Social Welfare & Health Sciences (Approval number 026/15, 18 January 2015).




Informed Consent Statement


Informed consent was obtained from all subjects involved in the study.




Data Availability Statement


The data presented in this study are available on request from the author. The data are not publicly available due to ethical restrictions.




Acknowledgments


The author thanks Yael Fogel for assisting in the content analysis. The author thanks all the children and adolescents for their time and allowing their daily experiences to be recorded. We are grateful to Bar-El gluten-free products and Honigman fashion for donating gift vouchers to the participants.




Conflicts of Interest


The author declares no conflict of interest.




References


	



Lebwohl, B.; Rubio-Tapia, A. Epidemiology, Presentation, and Diagnosis of Celiac Disease. Gastroenterology 2021, 160, 63–75. [Google Scholar] [CrossRef] [PubMed]

	



Makharia, G.K.; Singh, P.; Catassi, C.; Sanders, D.S.; Leffler, D.; Ali, R.A.R.; Bai, J.C. The Global Burden of Coeliac Disease: Opportunities and Challenges. Nat. Rev. Gastroenterol. Hepatol. 2022, 19, 313–327. [Google Scholar] [CrossRef] [PubMed]

	



Catassi, C.; Verdu, E.F.; Bai, J.C.; Lionetti, E. Coeliac Disease. Lancet 2022, 399, 2413–2426. [Google Scholar] [CrossRef]

	



Wessels, M.; Auricchio, R.; Dolinsek, J.; Donat, E.; Gillett, P.; Mårild, K.; Meijer, C.; Popp, A.; Mearin, M.L. Review on Pediatric Coeliac Disease from a Clinical Perspective. Eur. J. Pediatr. 2022, 181, 1785–1795. [Google Scholar] [CrossRef] [PubMed]

	



Myléus, A.; Reilly, N.R.; Green, P.H.R. Rate, Risk Factors, and Outcomes of Nonadherence in Pediatric Patients With Celiac Disease: A Systematic Review. Clin. Gastroenterol. Hepatol. 2020, 18, 562–573. [Google Scholar] [CrossRef] [PubMed]

	



See, J.A.; Kaukinen, K.; Makharia, G.K.; Gibson, P.R.; Murray, J.A. Practical Insights into Gluten-Free Diets. Nat. Rev. Gastroenterol. Hepatol. 2015, 12, 580–591. [Google Scholar] [CrossRef]

	



Crespo-Escobar, P. Gluten Free Diet. In Advances in Celiac Disease; Springer International Publishing: Cham, Switzerland, 2022; pp. 121–136. [Google Scholar]

	



Ludvigsson, J.F.; Agreus, L.; Ciacci, C.; Crowe, S.E.; Geller, M.G.; Green, P.H.R.; Hill, I.; Hungin, A.P.; Koletzko, S.; Koltai, T. Transition from Childhood to Adulthood in Coeliac Disease: The Prague Consensus Report. Gut 2016, 65, 1242–1251. [Google Scholar] [CrossRef]

	



World Health Organization. Adolescent Development. Available online: http://www.who.int/maternal_child_adolescent/topics/adolescence/dev/en/ (accessed on 1 January 2019).

	



Vroman, K. Adolescent Development: Transitioning from Child to Adult. In Occupational Therapy for Children and Adolescents; Case-Smith, J., Clifford O’Brien, J., Eds.; Elsevier: St. Louis, MO, USA, 2015; pp. 102–121. [Google Scholar]

	



Rashid, M.; Cranney, A.; Zarkadas, M.; Graham, I.D.; Switzer, C.; Case, S.; Molloy, M.; Warren, R.E.; Burrows, V.; Butzner, J.D. Celiac Disease: Evaluation of the Diagnosis and Dietary Compliance in Canadian Children. Pediatrics 2005, 116, e759. [Google Scholar] [CrossRef]

	



Meyer, S.; Rosenblum, S. Development and Validation of the Celiac Disease-Children’s Activities Report (CD-Chart) for Promoting Self-Management among Children and Adolescents. Nutrients 2017, 9, 1130. [Google Scholar] [CrossRef]

	



Fishman, L.N.; Kearney, J.; DeGroote, M.; Liu, E.; Arnold, J.; Weir, D.C. Creation of Experience-Based Celiac Benchmarks-The First Step in Pre-Transition Self-Management Assessment. J. Pediatr. Gastroenterol. Nutr. 2018, 67, e6–e10. [Google Scholar] [CrossRef]

	



Lorig, K.; Holman, H.R. Self-Management Education: History, Definition, Outcomes, and Mechanisms. Ann. Behav. Med. 2003, 26, 1–7. [Google Scholar] [CrossRef] [PubMed]

	



Modi, A.C.; Pai, A.L.; Hommel, K.L.; Hood, K.K.; Cortina, S.; Hilliard, M.E.; Guilfoyle, S.M.; Gray, W.; Drotar, D. Pediatric Self-Management: A Framework for Research, Practice, and Policy. Pediatrics 2012, 129, e485. [Google Scholar] [CrossRef]

	



Meyer, S.; Rosenblum, S. Examining Core Self-Management Skills among Adolescents with Celiac Disease. J. Health Psychol. 2020, 26, 2592–2602. [Google Scholar] [CrossRef] [PubMed]

	



Wolf, R.L.; Lebwohl, B.; Lee, A.R.; Zybert, P.; Reilly, N.R.; Cadenhead, J.; Amengual, C.; Green, P.H.R. Hypervigilance to a Gluten-Free Diet and Decreased Quality of Life in Teenagers and Adults with Celiac Disease. Dig. Dis. Sci. 2018, 63, 1438–1448. [Google Scholar] [CrossRef] [PubMed]

	



Bodenheimer, T.; Lorig, K.; Holman, H.; Grumbach, K. Patient Self-Management of Chronic Disease in Primary Care. JAMA 2002, 288, 2469–2475. [Google Scholar] [CrossRef]

	



Packer, T.L. Self-management Interventions: Using an Occupational Lens to Rethink and Refocus. Aust. Occup. Ther. J. 2013, 60, 1–2. [Google Scholar] [CrossRef]

	



Zingone, F.; Massa, S.; Malamisura, B.; Pisano, P.; Ciacci, C. Coeliac Disease: Factors Affecting the Transition and a Practical Tool for the Transition to Adult Healthcare. United Eur. Gastroenterol. J. 2018, 6, 1356–1362. [Google Scholar] [CrossRef]

	



Toglia, J.; Foster, E.R. The Multicontext Approach to Cognitive Rehabilitation; Gatekeeper Press: Columbus, OH, USA, 2021. [Google Scholar]

	



Coates, V.E.; Boore, J.R.P. Self-Management of Chronic Illness: Implications for Nursing. Int. J. Nurs. Stud. 1995, 32, 628–640. [Google Scholar] [CrossRef]

	



American Occupational Therapy Association Occupational Therapy Practice Framework: Domain and Process Fourth Edition. Am. J. Occup. Ther. 2020, 74, 7412410010p1–7412410010p87. [CrossRef]

	



Howard, R.A.; Urquhart-Law, G. Psychological Well-Being of Children and Young People with Coeliac Disease. In Paediatric Gastrointestinal Disorders; Martin, C., Dovey, T., Eds.; Radcliffe Publishing Ltd.: London, UK, 2014; pp. 186–207. [Google Scholar]

	



Creswell, J.W. Qualitative Inquiry and Research Design: Choosing among Five Approaches, 3rd ed.; SAGE Publications, Incorporated: Thousand Oaks, CA, USA, 2013. [Google Scholar]

	



Meyer, S.; Naveh, G. Mobile Application for Promoting Gluten-Free Diet Self-Management in Adolescents with Celiac Disease: Proof-of-Concept Study. Nutrients 2021, 13, 1401. [Google Scholar] [CrossRef]

	



Tyano, S. Growth and Development. In Selected Chapters in Psychiatry; Munitz, H., Ed.; Dyonon: Tel Aviv, Israel, 2010; p. 31. [Google Scholar]

	



Central Bureau of Statistics-Israel. Available online: https://www.cbs.gov.il/en/Pages/default.aspx (accessed on 22 July 2022).

	



Bascuñán, K.A.; Vespa, M.C.; Araya, M. Celiac Disease: Understanding the Gluten-Free Diet. Eur. J. Nutr. 2017, 56, 449–459. [Google Scholar] [CrossRef] [PubMed]

	



Holbein, C.E.; Carmody, J.K.; Hommel, K.A. Topical Review: Adherence Interventions for Youth on Gluten-Free Diets. J. Pediatr. Psychol. 2018, 43, 392–401. [Google Scholar] [CrossRef] [PubMed]

	



Case, S. The Gluten-Free Diet: How to Provide Effective Education and Resources. Gastroenterology 2005, 128, S134. [Google Scholar] [CrossRef]

	



Raiteri, A.; Granito, A.; Giamperoli, A.; Catenaro, T.; Negrini, G.; Tovoli, F. Current Guidelines for the Management of Celiac Disease: A Systematic Review with Comparative Analysis. World J. Gastroenterol. 2022, 28, 154–175. [Google Scholar] [CrossRef]

	



Clerx, E.M.; Silvester, J.; Leffler, D.; DeGroote, M.; Fishman, L.N. Sequence of Acquisition of Self-Management Skills to Follow a Gluten-Free Diet by Adults with Celiac Disease. Dig. Liver Dis. 2019, 51, 1096–1100. [Google Scholar] [CrossRef] [PubMed]

	



World Health Organization. [WHO] World Health International Classification of Functioning, Disability and Health: Children & Youth Version: ICF-CY; WHO: Geneva, Switzerland, 2007. [Google Scholar]

	



Anaby, D.; Law, M. The Role of Participation in the Lives of Children and Young People with Neurological and Developmental Conditions. In Life Quality Outcomes in Children and Young People with Neurological and Developmental Conditions; Ronen, G., Rosenbaum, P., Eds.; Mac Keith Press: London, UK, 2013; pp. 51–64. [Google Scholar]

	



Imms, C.; Granlund, M.; Wilson, P.H.; Steenbergen, B.; Rosenbaum, P.L.; Gordon, A.M. Participation, Both a Means and an End: A Conceptual Analysis of Processes and Outcomes in Childhood Disability. Dev. Med. Child. Neurol. 2017, 59, 16–25. [Google Scholar] [CrossRef] [PubMed]

	



Schmidt, E.K.; Faieta, J.; Tanner, K. Scoping Review of Self-Advocacy Education Interventions to Improve Care. OTJR Occup. Particip. Health 2020, 40, 50–56. [Google Scholar] [CrossRef] [PubMed]

	



Schena, D.; Rosales, R.; Rowe, E. Teaching Self-Advocacy Skills: A Review and Call for Research. J. Behav. Educ. 2022, 1–49. [Google Scholar] [CrossRef]

	



Barrio, J.; Cilleruelo, M.L. Quality of Life in Celiac Disease. In Advances in Celiac Disease; Amil-Dias, J., Polanco, I., Eds.; Springer: Berlin/Heidelberg, Germany, 2022; pp. 193–213. [Google Scholar] [CrossRef]

	



Meyer, S.; Shani, M. Structural Validation and Dyadic Child-Parent Measurement Invariance of the Celiac Disease Quality of Life Questionnaire. Eur. J. Gastroenterol. Hepatol. 2022, 34, 39–47. [Google Scholar] [CrossRef]

	



Test, D.W.; Fowler, C.H.; Wood, W.M.; Brewer, D.M.; Eddy, S. A Conceptual Framework of Self-Advocacy for Students with Disabilities. Remedial Spec. Educ. 2005, 26, 43–54. [Google Scholar] [CrossRef]

	



Levush, R. Israel: Military Draft Law and Enforcement; Law Library of Congress, Global Legal Research Directorate: Washington, DC, USA, 2019. Available online: https://www.loc.gov/item/2019713409/ (accessed on 24 July 2022).








[image: Ijerph 19 14051 g001 550] 





Figure 1. Methodology flowchart. 
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Figure 2. Managing celiac disease: do and don’t actions. 
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Table 1. Do and don’t actions and 10 action categories.
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	Action Category
	Action
	Children

(n = 61)
	Adolescents

(n = 66)





	1. Tell
	
	
Update parents on event or activity information





	13
	7



	
	
	2.

	
Tell the restaurant waiter I would like a gluten-free menu






	0
	1



	
	
	3.

	
Tell the person in charge of the event that I have celiac disease






	0
	1



	
	
	4.

	
Tell the person in charge that I want to see the product packaging






	1
	0



	
	
	5.

	
Request that restaurants use new gloves, knives, etc.






	0
	1



	
	
	6.

	
Deliver a class/school lecture to raise awareness






	1
	1



	
	
	7.

	
Remind those around me not to mix or touch refreshments with gluten to avoid cross contamination






	0
	1



	
	
	8.

	
Mention before dinner that I would like to serve myself first to avoid cross-contamination






	0
	2



	
	
	9.

	
Remind the waiter at the restaurant not to forget that my dish is gluten-free






	0
	1



	
	
	10.

	
Inform friends






	0
	2



	
	
	11.

	
Say what I want to eat






	3
	0



	
	
	12.

	
Draw attention to the menu when organizing an activity so that it will contain gluten-free options






	1
	1



	
	
	13.

	
Say at the event that I need a gluten-free dish






	0
	1



	
	
	14.

	
To be on the safe side, say I’m very sensitive when asked






	0
	1



	
	
	15.

	
Share with parents when there is no gluten-free solution






	0
	1



	
	
	16.

	
Remind people so not to fall between the cracks






	0
	2



	
	
	17.

	
Remind those in charge to record that I have celiac disease






	0
	1



	
	
	18.

	
In the case there are no gluten-free options, when eating out with friends, request that we eat somewhere else






	2
	0



	
	
	19.

	
Tell others what I can and cannot eat






	2
	0



	
	
	20.

	
Choose whether to share with those around me that I have celiac disease






	0
	1



	
	
	21.

	
Explain to others what celiac disease is






	1
	2



	
	
	22.

	
Tell person in charge to take care of gluten-free options






	3
	3



	
	
	23.

	
Inform relevant parties






	2
	4



	
	
	24.

	
Talk to the person in charge of the food at the event






	1
	0



	
	
	25.

	
Remind those around to avoid secondary contamination






	0
	1



	
	
	26.

	
Remind others that I have celiac disease and cannot eat things with gluten






	2
	0



	
	
	27.

	
Tell people who do not understand what celiac is that I’m allergic






	2
	0



	
	
	28.

	
Offer options for gluten-free solutions






	0
	1



	
	
	29.

	
Answer and explain when people are intrigued and ask about celiac disease






	0
	1



	
	
	30.

	
Remind my teacher that I exist






	0
	1



	2. Ask
	
	
Ask questions about what is safe and unsafe





	8
	1



	
	
	2.

	
Ask the person in charge/host what is gluten-free/contains gluten






	3
	6



	
	
	3.

	
Ask the person I am addressing appropriately (e.g., more formally to a teacher or less formally to a friend)






	0
	1



	
	
	4.

	
Ask questions in advance so as not to be disappointed






	0
	1



	
	
	5.

	
Ask the person who prepared the food what the ingredients are






	0
	4



	
	
	6.

	
Ask Mom/Dad/another person if you are not sure or need information






	1
	1



	
	
	7.

	
Ask what dishes are gluten-free






	0
	3



	
	
	8.

	
Ask someone to prepare substitutes for me before an activity with food






	2
	0



	
	
	9.

	
Ask to speak to the person in charge when I am not sure about the information given to me






	0
	1



	
	
	10.

	
Ask inquiry questions before activities without parents






	0
	3



	
	
	11.

	
Ask who the product manufacturer is






	0
	5



	
	
	12.

	
Ask the event organizer what will be served






	1
	3



	
	
	13.

	
Call and ask the event organizer if there are any gluten-free accommodations






	3
	1



	
	
	14.

	
Ask the person who hands out the food






	1
	3



	
	
	15.

	
Ask before an activity is planned if there be refreshments or food






	1
	2



	
	
	16.

	
Ask about whom I should contact about my gluten-free substitute






	0
	1



	
	
	17.

	
Ask the person in charge if there is a gluten-free substitute for me






	1
	3



	
	
	18.

	
Ask parents what I should take with me before an activity with food






	1
	1



	
	
	19.

	
Ask another person when I cannot find information about a product






	2
	0



	
	
	20.

	
Ask parents if they inquired for me before participating in an activity






	0
	2



	
	
	21.

	
Ask my mother or another family member






	4
	1



	
	
	22.

	
Ask my mother to check if the place has ’gluten-free options






	2
	1



	
	
	23.

	
Ask before the event, “What’s in the plan?”






	1
	4



	
	
	24.

	
Call the restaurant






	0
	3



	
	
	25.

	
Call a friend before visiting






	3
	0



	
	
	26.

	
Call friends and find out if it is suitable to go to a place with gluten-free options






	0
	1



	
	
	27.

	
Call the person in charge to find out about gluten-free preparation






	1
	1



	
	
	28.

	
Call to ask for gluten-free substitutes






	1
	0



	
	
	29.

	
Call parents to double-check






	1
	0



	3. Check
	
	
Check information online, on social media





	2
	8



	
	
	2.

	
Check for gluten-free options at the place where an activity is scheduled






	1
	6



	
	
	3.

	
Check where there are gluten-free options to arrange my activities there






	1
	0



	
	
	4.

	
Make sure the information on the Internet is up-to-date and accurate






	0
	1



	
	
	5.

	
Check and do not rely on someone else’s answer that the product is gluten-free






	0
	2



	
	
	6.

	
Check and make sure before eating a dish that is defined as gluten-free






	5
	2



	
	
	7.

	
Check by myself when eating out; rely only on myself






	0
	1



	
	
	8.

	
Check in advance what is safe/not safe to be prepared accordingly






	3
	1



	
	
	9.

	
Check if the menu includes gluten-free options






	2
	4



	
	
	10.

	
Check in advance what will happen; don’t take any chances






	0
	4



	
	
	11.

	
Check and then double-check






	1
	3



	
	
	12.

	
Check in advance what needs to be brought from home






	1
	5



	
	
	13.

	
Check the refreshments/food packaging






	12
	4



	
	
	14.

	
Look and check what gluten-free options are available






	0
	1



	
	
	15.

	
Before a vacation, check online how to say and pronounce “gluten” in the local language






	0
	2



	
	
	16.

	
Check and decide in advance what to eat before eating out so as not to waste time






	0
	1



	
	
	17.

	
Check and use my judgment






	0
	3



	4. Avoid
	
	
Avoid if the ingredients say, “May contain gluten”





	2
	1



	
	
	2.

	
Strictly adhere to a gluten-free diet






	10
	7



	
	
	3.

	
Be sure to check, even when seeing someone else with celiac is eating something






	1
	1



	
	
	4.

	
Have only a drink if there are no gluten-free options






	2
	1



	
	
	5.

	
Be careful not to take any risks of eating gluten






	3
	4



	
	
	6.

	
Be sure to avoid eating if I cannot check if it’s gluten-free






	1
	0



	
	
	7.

	
Maintain self-discipline and do not try to eat gluten






	2
	1



	
	
	8.

	
Be careful not to be tempted by foods that contain gluten






	2
	0



	
	
	9.

	
Be sure to avoid eating things I am not sure do not contain gluten






	1
	1



	
	
	10.

	
If unsure, do not eat






	2
	0



	
	
	11.

	
Avoid eating food I am not familiar with






	0
	2



	
	
	12.

	
Tell myself I came to enjoy myself and not to eat






	1
	1



	5. Take interest
	
	
Know what is safe and what is not





	2
	3



	
	
	2.

	
Keep up-to-date on celiac information






	0
	2



	
	
	3.

	
Take an interest in and search for information from various sources (e.g., read online articles)






	1
	3



	
	
	4.

	
Take an interest in the menu






	1
	2



	
	
	5.

	
Take an interest in cooking and baking






	1
	0



	
	
	6.

	
Rely on my knowledge






	0
	5



	
	
	7.

	
Remember that celiac disease is a chronic health condition that does not go away, and the only treatment is strict adherence to a gluten-free diet






	0
	1



	
	
	8.

	
Take responsibility






	3
	8



	6. Take
	
	
Bring a gluten-free substitute with me





	12
	10



	
	
	2.

	
Keep a box with substitutes at the place of the activity






	5
	0



	
	
	3.

	
Always take a gluten-free substitute, just in case






	1
	2



	
	
	4.

	
Take gluten-free bread or rolls to an activity






	1
	5



	
	
	5.

	
Take basic gluten-free products for a long stay away from home






	2
	1



	
	
	6.

	
Take equipment for preparing gluten-free food






	1
	1



	
	
	7.

	
Take gluten-free food in a cooler bag






	0
	1



	7. Make
	
	
Cook gluten-free food for myself





	2
	12



	
	
	2.

	
Prepare reminder notes for myself






	0
	1



	
	
	3.

	
Send myself cellphone reminders






	0
	1



	
	
	4.

	
Prepare in advance






	4
	8



	
	
	5.

	
Make sure to eat before an event with food






	2
	5



	
	
	6.

	
Bake gluten-free cakes/cookies






	2
	6



	8. Collaborate
	
	
Ask and consult with parents before an activity





	0
	2



	
	
	2.

	
Coordinate bringing gluten-free food with another sensitive participant






	2
	1



	
	
	3.

	
Prepare gluten-free food with someone else






	6
	2



	
	
	4.

	
Talk to friends about finding places with gluten-free options






	1
	0



	
	
	5.

	
Keep up-to-date with friends when planning to bring refreshments






	0
	1



	
	
	6.

	
Take part in the planning of a social gathering






	0
	2



	9. Read
	
	
Read the gluten-free options on the menu





	2
	0



	
	
	2.

	
Read ingredients and allergy information on the packaging






	17
	5



	
	
	3.

	
Look for the “gluten free” sign or icon






	4
	0



	
	
	4.

	
When abroad, look for the words “gluten-free” or the equivalent in the local language






	0
	1



	
	
	5.

	
Read information in gluten-free food guides






	0
	1



	
	
	6.

	
Read ingredients and look for “contains up to 20 PPM”






	1
	0



	10. Buy
	
	
Take a wallet with money in case you need something





	0
	3



	
	
	2.

	
Join parents in shopping and choosing gluten-free products






	1
	0



	
	
	3.

	
Buy gluten-free products to take with you






	2
	2



	
	
	4.

	
Buy a gluten-free dish to take with you and join others at an activity






	0
	2
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Table 2. Comparison of action category use between children (8–11 yr) and adolescents (12–18 yr).
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	Action Category
	Entire Sample

(N = 126)
	Children

(n = 61)
	Adolescents

(n = 65)
	χ2
	p





	1. Tell
	43.7%
	44.3%
	43.1%
	0.018
	0.893



	2. Ask
	46.8%
	37.7%
	55.4%
	3.950
	0.047



	3. Check
	47.6%
	44.3%
	50.8%
	0.534
	0.465



	4. Avoid
	30.2%
	37.7%
	23.1%
	3.197
	0.074



	5. Take interest
	17.5%
	11.5%
	23.1%
	2.939
	0.086



	6. Take
	31.7%
	36.1%
	27.7%
	1.018
	0.313



	7. Make
	29.4%
	16.4%
	41.4%
	9.592
	0.002



	8. Collaborate
	9.5%
	13.1%
	6.2%
	1.770
	0.183



	9. Read
	21.4%
	34.4%
	9.2%
	11.865
	0.001



	10. Buy
	7.1%
	3.3%
	10.8%
	2.662
	0.103
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Table 3. Comparison of action category use between years since diagnosis.
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	Action Category
	Entire Sample (N = 126)
	6 Mon–1 yr (n = 4)
	1–3 yr

(n = 37)
	>3 yr

(n = 85)
	χ2
	p





	1. Tell
	43.7%
	75.0%
	45.9%
	41.2%
	1.889
	0.389



	2. Ask
	46.8%
	100%
	43.2%
	45.9%
	4.763
	0.092



	3. Check
	47.6%
	0.0%
	62.2%
	43.5%
	7.344
	0.025



	4. Avoid
	30.2%
	25.0%
	43.2%
	24.7%
	4.258
	0.119



	5. Take interest
	17.5%
	50.0%
	18.9%
	15.3%
	3.270
	0.195



	6. Take
	31.7%
	0.0%
	45.9%
	27.1%
	6.165
	0.046



	7. Make
	29.4%
	50%
	21.6%
	31.8%
	2.127
	0.345



	8. Collaborate
	9.5%
	0.0%
	16.2%
	7.1%
	2.944
	0.230



	9. Read
	21.4%
	25.0%
	18.9%
	22.4%
	0.212
	0.899



	10. Buy
	7.1%
	0.0%
	8.1%
	7.1%
	0.361
	0.835
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