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Abstract

Introduction: The objective of this study was to explore the experiences and percep-
tions of children with food allergies at summer camp. Methods: Qualitative draw-
and-tell interviews were conducted with 14 food allergic individuals aged 5 - 12 years
to capture their lived experience with food allergies at summer camp. Results: Four
key interdependent themes: trust, accommodation, proactive parents and coping
strategies were identified in how children perceive their food allergies in unregulated
summer camp environments.
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1. Introduction

In 2013, a 13-year-old girl died from a fatal allergic reaction to peanuts at a summer
camp in California, US. Similarly, in 2006 the death of a young girl in Ontario brought
risk of anaphylaxis to the forefront of public policy. Both tragedies gained widespread
media attention that led to the development of policies and recommendations to reduce
fatal reactions for this at-risk group. Aspects of school policies, such as Sabrina’s Law in
Ontario have seeped into unregulated spaces in various manners as well [1].

A recent Canadian survey found 6.9% of children (<18 years old) self-report at least
one food allergy [2].

To address the needs of children with food allergies, summer camps have begun to
adjust their policies to provide a safer environment for children with severe food aller-
gies. The aim for many of these camps is to provide an equal opportunity for all child-

ren to develop meaningful social relationships and increase confidence. Summer camps
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have become a popular means of addressing the psychosocial needs of children with
chronic disease to develop self-confidence, self-efficacy and independence [3] [4]. Yet,
potential “life threatening” risks in such unregulated environments mean that many
children with severe food allergies do not attend such camps. Indeed, Bollenger and
colleagues, 2006, reported that as many as 26% of food allergic children’s parents
avoided letting their child go to camp [5]. Other research indicates that children and
adolescents with chronic conditions (i.e., food allergy) are at heightened risk of social
isolation, psychological distress and burden on quality of life (QOL). These findings
were suggested by Wood and Mudd, 2011, who found increased distress and anxiety, in
part, attributed to the exclusion and rejection from peers in such social activities as
summer camp [1]. Furthermore, these authors suggest that social isolation, secondary
to school and other environment policies, adversely affect self-esteem and self-efficacy.
Therefore, it is crucial to explore various unregulated settings such as camps to under-
stand how children experience the social and emotional aspects of being at risk of ana-
phylaxis in their day-to-day lives.

Most summer camps in Ontario, Canada are considered “nut-free” or “nut allergy
friendly”. In a climate of heightened concern about pervasive food ingredients, indi-
viduals with severe food allergies are considered at risk in public environments. Food
allergy policies in such unregulated areas and stories in the popular press are evidences
of the widespread awareness of food allergies as an important public health issue [6]
and a mounting quality of life concern for children at risk of anaphylaxis. In particular,
in this study we are interested in understanding how children at risk of anaphylaxis
perceive the variable food allergy policies in unregulated spaces like camps and how

they adapt to them.

1.1. Health-Related Quality of Life

Health-related quality of life highlights the social and emotional factors related to cop-
ing that modulate the personal burden of a health condition. This has been shown to
have a profound effect on a child’s day-to-day life [7] [8] [9]. Quality of life has been
shown to be more impaired in children with food allergy than children with insulin-
dependent diabetes mellitus. For instance, children with food allergies reported more
fear, anxiety, and restrictions than children with diabetes [10]. Although diabetes has a
greater potential to cause long-term complications and impacts on life expectancy, food
allergy has a greater immediate impact on day-to-day functioning and health-related
quality of life. A daily insulin regimen to manage diabetes may be bothersome, but it
gives individuals some sense of control over their illness. Children and adolescents with
food allergy live in a constant state of vigilance and uncertainty, due to the fear of ex-
posure to the allergen. Similarly, Sicherer and colleagues, 2001, findings showed that
food allergic children and adolescents (aged 5 to 18 years) experience significantly
poorer results than their healthy counterparts for general health perception and paren-
tal perceptions of distress and worry [7]. The burden of avoidance and fear of an acci-

dental exposure can increase anxiety and result in reduced health-related quality of life
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(HRQL) [11]. To date, there is a small body of exploratory work on experiences of risk
[12] [13] [14] and psychological well-being among the food allergic population [15]
[16] and even less research exploring health-related quality of life of food allergic
children in unregulated physical settings such as summer camps.

The impact of food allergy on health-related quality of life (HRQL) was first ex-
amined using generic instruments. The findings revealed significant fear, anxiety, and
restrictions in day-to-day activities associated with food allergy, especially in children
aged 5 - 11 and their families [17]. In most cases, these effects were within the range
expected for a potentially life-threatening disease. However, in some families the im-
pact was significant, in that it interfered with normal psychosocial development of the
child [18]. Disease-specific food allergy questionnaires tend to be more sensitive and
responsive to issues around managing food allergies. For example, these tools can iden-
tify differences between subgroups, such as children with multiple food allergies versus
those with a single food allergy. However, while several food allergy-specific question-
naires are now available, most still require longitudinal validation [19] [20] [21]. In ad-
dition, food allergy-specific questionnaires have not yet been used longitudinally to de-
termine the impact of interventions on HRQL, although it remains one of the major
measurement goals for using these instruments. While the Food Allergy Quality of Life-
Parental Burden (FAQL-PB) was the first validated food allergy-specific questionnaire
developed to measure parental burden in families with a child with food allergy and did
address the physical domain of camps, it is from the parent’s point of view and not a
direct measure of the child’s perspective [22]. Other questionnaires, such as the Scale of
Psychosocial factors in Food Allergy (SPS-FA) [23] and the Food Allergy Impact Scale
(FAIS) [24] are neither validated nor from the child’s perspective. For those less than 8
years of age, the Food Allergy Quality of Life Questionnaire-Parental Form (FAQLQ-
PF) is utilized and is standardized for patients 0 - 12 years of age [25]. The Food Allergy
Quality of Life Questionnaire-Child Form (FAQLQ-CF) questionnaire was the first
food allergy-specific questionnaire developed for self-administration by children 8 to 12
years of age [26]. This tool addresses important issues around allergen avoidance, risk
of accidental exposure, emotional impact, and dietary restrictions; however, it does not
delve deeper into how children cope and adapt with their food allergies. In this regard,
the FAQLQ-CF is quite limited in developing a deeper understanding of children with
food allergies.

Despite these limitations, there has been significant progress in our understanding of
children’s experiences within some unregulated spaces such as the home [27] [28] and
spaces of play [29] [30], however, there is a paucity of research related to unregulated
environments such as camps, sporting events, and daycares where policies depend on
the organization themselves. Even fewer studies have explored the emotional context of
experiences of children at risk in these settings. Key contributions to this nascent area
are primarily from children’s geographers’ through indirect reflection upon their own
childhood and/or adulthood experiences [31] [32]. These studies have detailed the ways

in which emotional aspects of everyday lives matter [33], but few studies directly ex-
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plore the emotional experiences of anaphylactic risk-scapes [34] [35]. This research
study moves beyond a dictated policy response characteristic of current research by
privileging the voices of affected children to understand their emotional experiences of

summer camps spaces as unregulated settings.

1.2. Research with Children

By conducting research with children and rather than on them represents a recent pa-
radigm shift [36] [37]. Traditionally, children’s lives have been explored through the
views of adults [37] thereby excluding them from the research process. Involving child-
ren as social actors in the research process has meant a revisiting of epistemologies and
methodologies [38] [39] and shifting the gaze from viewing children as passive reci-
pients to viewing them as active participants in constructing and determining their own
experiences [39].

Methodological techniques, such as drawings, are considered effective methods to
understand children’s experiences thereby to “actively engage” them directly about is-
sues that matter to them [40] [41]. In particular, the use of children’s illustrations has a
long history in psychiatry, psychology, and education [42] and is increasingly being
used to explore children’s life experiences [39]. These child-centered techniques [43]
[44] have been shown benefit in at least three ways: 1) they help children organize their
thoughts more effectively, particularly younger children [45] [46]; 2) they serve to ad-
dress any power differences between adult researchers and children [36] and 3) they
generate rich descriptions of lived experiences [38].

Research with children’s drawings increasingly makes use of a variety of analytic
techniques to interpret their experiences [41] [47] [48]. Mitchell used a critical visual
methodology to analyze the content, production, and circulation of children’s drawings
[36]. An adaptation of this method was used to explore conditions of illness in children
[46]. Finally, Kostenius and Ohrling employed a three-step phenomenological analyti-
cal approach: seeking meaning, theme analysis, and interpretation with reflection to
analyze children’s illustrations [47].

A meta-analysis of this literature has shown that asking young children to draw prior
to being interviewed (draw-and-tell) is a robust strategy that facilitates memory per-
formance, verbal reports of emotionally laden experiences, and more detailed narratives
[44]. It is important to note that the use of drawings has been found to be inadequate as
a stand-alone method; for drawings to be a useful research method, they are best used
in dialogue [41] [45]. Health-related research with children is increasingly using inter-
pretative methodologies in combination [45] [46] [47] [48] to explore psychosocial ex-
periences. For example, research on asthma among inner-city school- aged children
and their families used drawings, along with explanatory models, to explore beliefs
about asthma [48]. Illustrations, along with interviews, were also used to explore expe-
riences of childhood chronic illness [46], stressors of children with cancer [49], hospita-
lization of children with pervasive developmental disorder [50], and pain [51]. Sartain
and colleagues used illustrations to explore childhood chronic illness and found that

children were competent interpreters of their world [46].
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Seldom do we consult with the impacted group when it comes to children. While
children with severe food allergies at risk for anaphylaxis have been asked to complete
surveys regarding their quality of life [10], very few studies have asked children to share
the details of their experiences, their concerns, or their psychosocial stresses. This re-
search attempts to fill this gap by directly engaging affected children in order to allow
them to describe their experiences, their concerns, and their psychosocial stresses asso-

ciated with the risk of anaphylaxis.

2. Research Design and Methods

This exploratory study employed a qualitative approach that included in-depth inter-
views and drawings to investigate the experiences and perceptions of food allergic
children. Inclusion criteria included children age 5 - 12 years old with a history of phy-
sician diagnosed food allergy, attending summer camps in 2015, in the Province of On-
tario, Canada that could be contacted by phone or email. We excluded patients under 5
years of age and those with unclear or mixed history of IgE mediated food allergy (ie.
celiac disease, eosinophilic esophagitis, lactose-intolerance). The sample was recruited
utilizing the Anaphylaxis Canada Registry (now Food Allergy Canada), a non-profit
organization that provides information for families dealing with life threatening aller-
gies. Anaphylaxis Canada sent out a “Call for Participation” from this registry. Upon
contact with researchers, parents were asked to provide consent for their child or ado-
lescent to participate in the study. Permission, in the form of “assent”, was also pro-
vided by children and adolescents. The study design was approved by the University of
Waterloo (Ontario, Canada) Ethics Board.

After receiving parental consent, children were asked to draw a picture that illu-
strates “what it was like to have a food allergy while at a summer camp”. Two weeks
later, they participated in a 45-minute face-to-face interview. In advance of the inter-
views, a copy of the questions was sent to parents in order to assess the type of ques-
tions their children would be asked. The interviews were conducted after the child re-
turned home from attending summer camp, at a location most convenient for them.

The researcher asked general questions about types of food allergy, experiences deal-
ing with a food allergy at home, school and at camp, feelings about living with a food
allergy. Then, questions were focused on living with food allergies and various coping
strategies experienced in different physical contexts, e.g., regulated and non-regulated
environments (home, school, camp). This discussion explored particular safe and un-
safe locations within camp. Interview questions were adapted from the validated Food
Allergy Quality of Life-Child Form (FAQLQ-CF) for children (age 8 - 12) and ex-
panded to include topics around summer camp.

All interviews were audio-recorded, transcribed verbatim, viewed for consistency by
two researchers, and member-checked with participants for their confirmation. The-
matic analysis involving the creation and application of codes using NVivo 10, a vali-
dated analysis software package used to manage, code, and structure qualitative data

was utilized [52]. A theme code set was created both deductively (based on the research
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objectives and interview guides) and inductively (themes emerging from the interview
transcripts). Coding was assessed for inter- and intra-rater reliability [53], achieving
80% agreement with a second coder. Key themes appeared with the greatest frequency

as discrete units of text in the interview transcripts.

3. Results

In total, 14 subjects, pseudonyms used, with physician-diagnosed food allergies were
interviewed. The sample included 8 males and 6 females with an age range from 5 to 12
years old. Of the 14 participants, 7 had a history of food anaphylaxis and epinephrine
administration. Six children had recently attended an overnight camp and the remain-
ing eight attended day camps only. All camp locations were in the Province of Ontario,
Canada and participants were largely from the metropolitan cities of Toronto and Ot-
tawa. Results summarized in Table 1.

The thematic analysis of the in-depth interviews, along with the illustrations unco-
vered four prominent themes: 1) Trust; 2) Camp Accommodation; 3) Coping Mechan-
isms, and 4) Proactive parents. The first two themes of building trust and camp ac-
commodation are interrelated given that the more camps accommodated, the more
trust seemed to be built. The second two themes, coping mechanisms and proactive
parents are also interrelated, as proactive parents seemed to foster more adaptive cop-
ing mechanisms for their children. Moreover, all four major themes interact and play
complementary roles in how these children perceived the experience in the summer

camp setting.

Table 1. Participant characteristics (n = 14).

Participant characteristics Number of participants

Male 8

Gender
Female 6
5-7 5
Age group 8-10 4
11-12 5
Peanut 13
Tree nut 9
Egg 5

Allergy*
Milk 2
Sesame 5
Shellfish 4
Overnight 6

Type of camp

Day camp 8

*Sum in not equal to number of participants due to multiple responses.
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3.1. Trust

A major theme stemming from all the interviews centered on the concept of trust. Spe-
cifically, children discussed the kinds of camps they trusted, who they trusted most at
camp, as well as events and places at the camps that increased or decreased their level of
trust. Jessica, an 11-year-old girl allergic to peanut and sesame, drew a picture illustrat-
ing how her trust increased over time at overnight camp. She explained that initially she
didn’t trust the chef, the counsellors, or the meals, but did trust her long time child-
hood friend Kate, also attending camp, who refrained from eating allergenic foods: “She
tries not to eat what I am allergic to around me, and when I go to her house, nobody
eats anything”. Most children reported trusting friends also attending camp. This was
most noticeable in older, more independent children, where the reliance on authority
and adults was less. Although many of the participants’ friends were food allergy aware,
most did not have food allergies. John, 10 years old with peanut and tree nut allergy,
echoed Jessica’s sentiment about being with friends at camp, “It is easier to be with
friends, because we protect each other”.

While Jessica trusted friends the most at camp, over time she learned to trust the
camp staff as well. At a previously attended overnight camp, she spoke about feeling
unsafe and explained that a specific chef dedicated to preparing food (allergies) had
been in close proximity to other campers foods: “some people ate stuff that I am allergic
to”. At the most recent summer camp, she explained that the initial orientation, when
her counselor toured her around the kitchen and explained the ways in which they en-
deavor to make the camp safe, was most helpful and increased her level of trust with
staff, counselors and the camp in general. She noted: “My counsellor talked to me, and
he showed me the kitcherr’. Her illustration (Figure 1 Jessica’s illustration) reveals her
initial anxiety writing: “Zm worried’. However, over the course of the week, Jessica
learned to trust the camp environment and enjoy eating without worrying about the
safety of the food.

A surprising perspective emerged related to close contacts like family and friends
being the most likely to bully those interviewed should be noted. For example, Michael
a 7 year old male with dairy, egg, peanut, tree-nut, and fish allergy, said: “... I was
friends with him. I told him to stop a couple of times, but he put | the Kit Kat] like right
in my face’. The frequency and type of bullying in this group was similar to other re-
search results that found one in four children and young adults with food allergy has
been bullied, teased, or harassed because of their food allergy [54].

Another factor that determined level of trust related to distant proximity with over-
night camps and was expressed by Thomas, a 9-year-old male with peanut and tree nut
allergy, when asked about whether he ever wanted to go to an overnight camp, he re-
sponded: “Probably not ... they probably have to call the ambulance, it would probably
take about thirty minutes for them to come, so I just don’t want to do it.” In contrast,
other responders felt the overnight camp setting was a safer and more controlled envi-
ronment. For example Jessica said, “Because like overnight camps, nobody brings their

own food, so they all have to eat what is there, so there is no sesame or peanuts.”
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Figure 1. Jessica, 12, illustrates how her level of trust changed over the course of the camp.

For many, trust seemed related to limiting the number of unknown sources of aller-
gen exposures. While eating areas such as dining halls posed obvious challenges, for
some, just being outside introduced uncertainty about unpredictable sources of aller-
gens. Sandra, a 11-year-old girl, with egg, milk, soy, tree nut, and sesame allergy talked
about exposures outdoors as being unsafe, in this way: “If it was windy outside, I sort of
sat the opposite way to the way the wind was blowing.” Nick, a 7-year-old boy with egg,
peanut, and tree nut allergy addressing unsafe areas at camp, said: “Sometimes where
the squirrels are and sometimes like in the open, because there might be peanuts be-
cause of the squirrels.

One way to limit unknown allergen exposures is to limit certain allergens at camp
and in fact many Ontario area day camps have policies that state they are either nut-
free or nut-allergy friendly. Yet in this study, despite best intentions of camp directors
to maintain a nut free or nut allergy friendly environment, many respondents reported
frequent allergen exposures from other campers who brought packed lunches from
home. For instance, Thomas, 9-year-old with peanut, tree nut, and sesame allergy, re-
ported multiple exposures at different “nut-free” overnight and day camps, he noted:

“for tennis camp there was like a cafeteria with tables, but we already brought our own
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food and a lot of people had nuts, like at another table AND |at a different camp) there
were vending machines with stuff that didn’t have labels, but contained nuts”.

3.2. Coping Mechanisms

All respondents talked about developing logistical coping strategies such as sitting near
exits or positioning themselves at the end of lunch tables to limit potential allergen ex-
posures and facilitate easy escape in case of exposure during meal times. While some
respondents sat between trusted friends, many younger children were accompanied by
adults. For instance, Sam, a 7-year-old boy with allergies to egg, peanut, tree nut, fish
and shellfish, explained that he ate lunch with a nanny at school: “Our nanny has lunch
with me every day, and sits at our own table, so we eat separately.” Other patterns dis-
cussed by all age groups were the vigilant attention they had to hygiene (hand-wash-
ing). For example, John, 10-year-old with peanut and tree nut allergy, talked about how
he handled a circumstance if someone touched him with peanut, “7 would just ask my
teacher or counsellor if I can go wash my hands, so it is not on me, I will use a cloth and
if they don’t, I will use my hand, and wash my hand after.” Most children were vigilant
about label reading as a normal management approach; for example, Michael, an 8
years old boy with milk, egg, peanut, tree nut, and fish allergy, said: “I read for my al-
lergies basically, like if it says may contain peanutf’. These management strategies em-
powered participants by giving them some control over their environments, which
helped to reduce the stress of worrying about exposure to food allergens.

In this study, both younger and older aged children coped in different ways when
dealing with exposure to food allergens. For instance, both Charlotte, a 7-year-old girl
with peanut and tree nut allergy, and Sam, aged 7, revealed a sense of immaturity and
extreme responses to previous exposures: Charlotte noted: “Scrambled eggs are gross.
They just taste gross. I never want to eat them, even if I wasn't allergic. I don’t like the
way they look or smell either.” Similarly, Sam described his visceral response to contact
with food allergens: “7 would just tell them to not touch me after without wiping their
hands and their face. And if they tried to touch me I just punch them.”

Older responders discussed adjusting to normalizing their symptoms and rationaliz-
ing their behaviors. For example, Sandra explains: “ When people drink milk they are
drinking other species’ milk, which I dorn’t understand why you would do that” Inte-
restingly, younger children alluded to their food allergies as making them feel “special”
and allowing them to do activities other children couldn’t do. This was commonly seen
with younger children when they described how they brought non-allergenic cupcakes
from home to birthday parties. Michael’s picture illustrated this special attention in the
camp setting when describing being driven around in a golf cart after developing hives:
“I just draw awesome and put some other smiley faces around it” This perspective
seems to be fostered by parents as a way to deal with their children being excluded from

certain activities and at times needing medical attention.

3.3. Proactive Parents

Regardless of age, parents played a big role in how their children navigated the risk-
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scape of everyday life. For parents, it is a careful balance between ensuring their child’s
safety while also allowing them to develop independence and healthy coping mechan-
isms. The initial parental dependence we see in younger children keeps protective par-
ents centrally involved as protector, which may delay the development of healthy cop-
ing strategies. In this study, many of the parents were involved in teaching other care-
givers how to recognize the symptoms of anaphylaxis and instruct them in using self-
injectable epinephrine. Prior to enrolling their children in the camp, parents extensively
researched the food preparation policies of the camp and in many cases provided input
on the menu. In this highly informed and motived group, parents frequently went to
extremes to provide their children with a “normal” but safe experience at camp. For
example, one parent sent a list of all precautions (e.g. hand washing, wiping down
counters) to ensure her son’s safety. Another parent prepared all the required, safe
foods for every meal for the week, while also staying nearby out of sight; yet, 11-year-

old Sandra, revealed: “Yea, I saw her once, but it was by accident” (Figure 2 Sandra’s

Illustration).

C)
/

Figure 2. Sandra, 11yo whose parents were heavily involved in planning meals for her child,
stayed out of sight (1st slide), so that the child was able to have a “regular” camp experience.
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In the transition from younger child to teen aged youth there appeared to be a win-
dow where they become more involved in decision-making about their food allergies.
In general, families decided how much they wanted to control their children’s envi-
ronment by understanding the potential adverse affects on quality of life and willing-
ness to trust their children to deal with risk on their own. Even though many summer
camps in Ontario are accommodating children with food allergies, they seem to do so
in different ways by providing them with “safe” environments and alternative menus.
In this regard, they are serving as a partner with parents in helping children with food
allergies improve their quality of life by reducing some of the exclusion and anxiety that

can be inherent to food allergies.

3.4. Camp Accommodation

In general, camps endeavor to accommodate the seemingly growing food allergy popu-
lation. These accommodations tend to include a range of approaches, such as eliminat-
ing top allergens from their menus, developing policies to regulate allergens that were
brought into the camp by campers, and training personnel to manage food allergy
emergencies. While many camps are designated as “food-allergy friendly” or “nut-free”,
camps are not regulated in the same way as schools. In this study, how unregulated
camp environments managed food allergy policies were quite variable. Some of the
more rigorous camp policies included the use of allergy boards and lunch checks. Anne,
age 8, peanut, tree nut, sesame allergy, felt safe knowing ingredient information for
foods was visible: “It was an allergy board. So if there was tomatoes in it then they listed
it on the allergy board, what was in the meal that they served.” (Figure 3 Anne’s illu-

stration).

Figure 3. Anne, 8, illustrates how the camp accommodated her food allergies with a food allergy
board.
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Another camper Sam, described the camp procedures that made him feel safe: “two
counselors would hand out the wipes and then one counselor would sit in the middle,
and then one other counselor would just sweep the floor, and clean up. The counsellors
also looked at everyone’s lunch [for allergens], except for ours”. By working with child-
ren with food allergies and their parents, camps were able to increase the confidence
families had in letting their children attend camp. When asked about ways to make
camp even safer for them, participants identified several suggestions (Table 2). For
example, John, a 10-year-old boy with peanut and tree-nut allergy, recommended: “Put
up a sign when the buses come that says don’t bring nuts or peanuts to camp, or else
you are going to have to throw it out” Sandra, emphasized normalizing food options:
“It would be better if they have foods [for campers with food allergies] that were more
similar to the other camper’s food’. An important caveat to these accommodations is
that many food allergy policies can be put in place, but that there is always the possibil-
ity of a mistake or rule being broken as experienced by Jessica: “Some other campers
went to the city to go shopping, and they brought back a lot of candy, and they had a lot
of Reece’s Pieces, but they didn’t open it, and it got taken away.”

Camp Accommodations and Primary Theme addressed.

4. Discussion

By interviewing children at risk for food-related anaphylaxis, we were able to gain psy-
chosocial and practical insights about how they are able to successfully navigate the po-
tential risks at summer camp environments. These insights may be useful in informing
future generations of children with food allergies about various management strategies
and different ways that caregivers and organizations can assist. The scope of this study
centered on the summer camp environment, but some of the findings may be consi-
dered for other unregulated environments. The themes from this data focused our
conversation around four interrelated themes: trust, camp accommodation, coping

mechanisms, and proactive parents.

Table 2. Camp Accommodations in Day and Overnight Camps. Theme addressed: Building trust
(B), Accommodation (A), Proactive parents (P), Coping Mechanism (C).

Overnight Day-camp Both
Regul inders to all
Food allergy Checking all lunches brought ;%E a;ze:fn:;n:rs ﬁ;)oil
boards (A) from home* (C) P K P
allergy precautions (B)
C‘amper family For t‘emporary da?r c‘amps in public areas, Monitoring during
involvement assessing for preexisting allergen exposures

1 times*
in menu design (P) (i.e. vending machines, people feeding squirrels)* (B) meal times* (C)

X X Alternate activities for
Camp Orientation

(Kitchen, Dining area,
Nurse location) (B)

those activities which
may contain allergens
(i.e. cooking/crafts) (A)
Open dialogue with
individual families
regarding needs
and expectations(P)

*Particularly for younger campers given developing comprehension and cognitive skills.
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Aside from the provision of medications (most importantly epinephrine) for symp-
tomatic treatment, management of life-threatening reactions is limited to strict avoid-
ance of implicated allergenic foods [55] [56]. The constant threat of exposure means
food-allergic children and their families must remain vigilant [55]. Despite best efforts
to maintain control and safety at home, parental worry often escalates due to a potential
risk of exposure and lack of control when children go to camp, as approximately half of
fatal reactions result from food consumed away from home [57]. Although there is li-
mited specific data on the camp environment, parallels may be drawn with families
“dining out”. For example, Avery and colleagues (2003) found that families frequently
visit the same restaurant because they trust the establishment and know their food al-
lergy will be catered for [26].

We initially suspected there would be more concern about attending an overnight
camp versus a day camp given the extended separation from trusted caregivers and re-
liance on food preparation from unknown individuals. However, the findings from our
study showed that trust issues exist regardless of the type of camp experience (day or
overnight). We found that it was through established camp procedures and accommo-
dations that participants built trust over time. Expert-informed guidelines for manag-
ing food allergies at camp have been published in print and online in the United States
[58] [59], but these procedures focus exclusively on safety recommendations for the
family, camper, and camp. While there is some overlap with the results from our study,
the guidelines do not reflect a child’s quality of life perspective and ways to enhance
camp experiences for those with food allergies. Many of the camps’ accommodations
enabled the children in this study to feel safe and less anxious, and may serve as a mod-
el for camps wishing to accommodate children with food allergies.

While participants in this study identified specific camp accommodations that
helped build trust between family and camp, the research also exposes a fine line with
accommodations that may be too draconian and difficult to control [60]. In this study,
all the camps attended by participants were either “nut-free or nut friendly”. However,
accidental exposures happen at nut-free camps just as they do in nut-free schools. One
school-based study showed that despite peanut and tree-nut free school policies, up-
wards of 19% reported a reaction still occurred [61]. There are no controlled trials to
compare outcomes in schools and camps where peanuts are banned versus not banned.
Experts in the field of food allergy have postulated bans may be reasonable for younger
age groups (pre-school and lower elementary) as younger children are more likely to
touch each other and contaminate each other’s food [59]. As seen in our study, a major
issue with enacting such “nut-bans” in camps is the age diversity of children and youth.
Specifically, these bans apply a “one size fits all” approach where policies that are deve-
lopmentally appropriate for elementary school aged children may not be appropriate
for adolescents when risk taking, independent decision making, and self-efficacy skills
are being developed.

One could argue that children do not experience their food allergies in a vacuum,

and the real-world experiences at school and camp shape how they cope with adversity,
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as they grow older. While parents may endeavor to protect their child with food aller-
gies, they also need to foster skills and confidence for children to ultimately become
self-reliant. This is where we see the intersection between coping mechanisms and
proactive parents lies. The families in this study had decided to allow a certain amount
of risk into their child's life in order for them to experience normalizing activities.

There are a number of limitations to the study that need to be mentioned. Because of
the nature of qualitative research, the sample size is smaller and there is not a control
group for comparison. As this is a novel exploratory study intended to identify gaps
and inform future food allergy management, the chosen approach is appropriate.
However, utilizing a mixed-methodology approach (including quality of life scores)
may provide broader implications in the future. Another limitation is that there is not a
standardized food allergy quality of life questionnaire that is filled out by children un-
der 8. We utilized the standardized parental form to address this population. We found
that the younger children that we interviewed were quite knowledgeable about their
food allergies and in expressing their feelings. To this point, the children that were in-
terviewed were highly motivated and informed as they were recruited from a volunteer
food allergy registry and regional food anaphylaxis group. Furthermore, these children
were recruited from the province of Ontario, Canada. Therefore, it is possible, that the
findings from this study may not be generalizable to other populations of children with
food allergies.

The findings from our study show that empowerment starts at a young age and in-
volves teaching children to read ingredients, learning about their food allergies, devel-
oping skills in dealing with inevitable accidents, developing proficiency using self-in-
jectable epinephrine or seeking out help from someone who does, and educating sup-
portive friends. As these children grow older, it is important for them to learn to make
their own food choices and ask questions when they have doubts.

Similarly to what has been suggested for regulated school environments [1], a pedia-
trician or allergist can play a key role in ameliorating parental concerns about sending
their children to camp and mediate an evidence-based plan that may ensure patient
safety and cooperation. These plans may include kitchen and dining area orientation,
involvement in menu design, allergy safety boards in dining halls, and camp reminders
about food allergic children. Ultimately, the allergist can help provide an individualized
plan, that can be tailored based on age, and can build trust as opposed to broad policies,

like “peanut bans”, that may not ensure safety or be developmentally appropriate.

5. Conclusion

Similar to what is being seen in schools across North America, the results of this study
emphasize the need for specific interventions and improvements in health policies to
support unregulated environments such as camps to deal with allergic children, ensur-
ing their safety and psychological well-being. To our knowledge, this is the first study to
address the needs of children with food allergies in camps from their perspective. Ulti-

mately, individualized plans may be the best strategy in the camp-setting as the number
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of allergic triggers and severity of reactions can vary. Over-reaching policies are unlike-
ly to be effective or adhered to by the non-allergic population. Developmentally appro-
priate policies in unregulated environments that allow for children with food allergies
to make choices for themselves, such as were they chose to sit at mealtime? give them
food options, and allow them to educate peers that may empower children with food

allergies and increase self-efficacy, self-esteem and quality of life.
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