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Illustrating Risk: Anaphylaxis Through the Eyes of the
Food-Allergic Child
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and Elizabeth McPhee6

The risk perception research is widely focused on children as targets of risk. To date, very
few studies have consulted with the impacted group to assess the perceptions of risk associ-
ated with the exposures of interest. Much less research has investigated the experiences of
children at risk for anaphylaxis, their concerns, and the psychosocial stresses associated with
risk. The present study explores the perceptions and experiences of Ontario students with
anaphylaxis, and their parents regarding school as a safe place in order to inform school
policy around risk management and coping. A “child-centered” analytical framework in-
corporating illustrative techniques within interpretative analysis is outlined. Five prominent
themes: (a) social and environmental barriers to safety, (b) coping strategies, (c) emotional
burden of responsibility, (d) balance of responsibility (transitions), and (e) redefining “nor-
mal” are discussed. Results found that “child-centered” techniques empowered children in
a process that is meaningful and relevant to their lives. A preliminary framework for un-
derstanding what risk means to children highlighted the differences in how they cope in the
public sphere of school.
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1. INTRODUCTION

The death of 13-year-old Ontario student, Sab-
rina Shannon, in her school cafeteria in 2003 brought
children at risk of anaphylaxis to the forefront of
public policy in Canada. Sabrina’s Law (Bill 3) took
effect in Ontario in January 2006. This legislation
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mandated that all publicly funded school boards and
their schools put in place measures to safeguard stu-
dents at risk of anaphylaxis. Recent data indicating
substantial differences in prevalence of peanut al-
lergy between Canada and the United States, with
rates shown to be much higher in the former, add
tremendous uncertainty to the risk associated with
these deadly allergies.(1,2) Anaphylaxis is a poten-
tially life-threatening condition affecting people of
all ages.(3) Adolescents and young adults particularly
appear to be at increased risk of developing severe
and fatal anaphylactic reactions due to risk-taking
behaviors.(4) Other consistent risk factors for food-
induced anaphylaxis fatalities include active asthma,
peanut or tree nut allergy, and unavailability or de-
layed use of adrenaline.(5) The purpose of this re-
search was to explore the perceptions and experi-
ences of Ontario students with severe allergies or
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at risk for anaphylaxis, and their parents regarding
school as a safe place in order to inform school policy
around risk management and coping. A critical com-
ponent to this research was the use of children’s il-
lustrations as a methodological technique, integrated
with more traditional narrative interview data. The
result is an analytical framework depicting a “child-
centered” approach to understanding risk.

Food allergy affects up to 6% of young chil-
dren(6,7) and is believed to be a growing health risk
in Canada.(8,9) Allergic reactions can be mild, moder-
ate, or severe, sometimes progressing to anaphylactic
shock, and death.(10) In the United States, there are
an estimated 150–200 fatalities each year;(7,11) Cana-
dian figures are generally scarce for anaphylaxis-
related deaths; experts extrapolate from American
figures, estimating between 15 and 20 children die
annually.(12) Peanut allergy accounts for the major-
ity of severe food-related allergic reactions.(13) Yet,
despite current opinion that the prevalence of food
allergy is increasing,(14) much of the evidence is in-
conclusive.(15) However, there is tremendous media
attention to the issue,(16) which is causing greater
concern and a heightened perception of risk among
the general population. Currently, the primary mode
of preventing potentially life-threatening reactions
is strict avoidance of the implicated food or foods
and provision of medications (e.g., epinephrine, an-
tihistamines, and possibly corticosteroids) for symp-
tomatic treatment of reactions.(17) Accidental expo-
sures are common,(18) and occur in homes and in
other locations, such as schools, camps, and restau-
rants.(19) Thus, food-allergic children and their fami-
lies must learn to cope; otherwise, they may increase
the risk of exposure to harm or death.

The article is organized in four sections. Section
2 reviews the methodological literature on the use
and usefulness of children’s illustrations as “data.”
Section 3 precedes a detailed discussion of Section 4.
Section 5 reflect upon the effectiveness of using illus-
trations to understand the contextual dimensions and
conditions that shape risk perceptions and highlight
the differences in risk perception between children
and adolescents. Implications for future research as
well as policy are also addressed.

2. USE OF CHILDREN’S ILLUSTRATIONS
TO UNDERSTAND RISK

Conducting research with children rather than
on children represents a recent paradigm shift.(20,21)

Traditionally, children’s lives have been explored

through the views of adults,(21) thereby excluding
them from the research process. Involving children
as social actors in the research process has meant a
revisiting of epistemologies and methodologies,(22,23)

shifting the gaze from seeing children as passive re-
cipients to viewing them as active participants in con-
structing and determining their own experiences.(23)

Methodological techniques, such as drawings, are
considered effective methods to understand chil-
dren’s experiences and “actively engage” them di-
rectly about issues that matter to them.(24,25)

The use of children’s illustrations has a long
history in psychiatry, psychology, and education(26)

and is increasingly being used to explore chil-
dren’s life experiences.(25) These child-centered tech-
niques(27,28) are of benefit in at least three ways:

1. They help children organize their thoughts
more effectively, particularly younger chil-
dren.(29,30)

2. They serve to address any power differences
between adult researchers and children.(20)

3. They generate rich descriptions of lived expe-
riences.(23)

A meta-analysis of this literature has shown that
asking young children to draw prior to being in-
terviewed (draw-and-tell) is a robust strategy that
facilitates memory performance, verbal reports of
emotionally laden experiences, and more detailed
narratives.(31) It is important to note that the use of
drawings is inadequate as a stand-alone method; for
drawings to be a useful research method, they are
best used in dialogue.(32,33)

In general, research with children’s health at risk
has predominantly used quantitative, survey, and ex-
perimental approaches;(34) however, such techniques
by themselves are insufficient to provide a compre-
hensive picture.(35) Accordingly, there is a growing
variety of interpretative methods that provide com-
plementary information in order to enrich our un-
derstandings of children’s health and illness.(36−40)

These qualitative methods are designed to engage
children more directly, and include such techniques
as individual interviews and group discussions;(41)

task-centered activities, such as drawings;(25) photo-
graphic techniques,(36) such as photovoice;(40) and
video intervention/prevention assessment (VIA).(42)

In particular, VIA is an innovative participatory pho-
tographic technique that has been used to investi-
gate health issues from a patient’s perspective.(37)

VIA’s primary data consist of visual illness narratives
and video diaries made by participants to capture
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their experiences living with and managing chronic
medical conditions.(43) Visual narratives have been
shown to positively affect self-management behav-
iors in children and adolescents with asthma,(44) and
increase awareness of how adolescents with obesity
perceived themselves and their condition.(45)

Health-related research with children is in-
creasingly using interpretative methodologies in
combination(33,46−48) to explore psychosocial expe-
riences. For example, research on the impact of
HIV/AIDS on 48 child “carers” (aged 11–17) used
photography and drawing to explore their cop-
ing strategies.(48) Video diaries, along with inter-
views, were useful in exploring children’s perspec-
tives of handling serious cancer illness in a par-
ent.(49) Research on asthma among inner-city school-
aged children and their families used drawings, along
with explanatory models, to explore beliefs about
asthma.(50) Illustrations, along with interviews, were
also used to explore experiences of childhood chronic
illness,(30) stressors of children with cancer,(47) hos-
pitalization of children with pervasive developmen-
tal disorder,(39) and pain.(51) Sartain et al.(30) used il-
lustrations to explore childhood chronic illness and
found that children were competent interpreters of
their world.

Research with children’s drawings increasingly
makes use of a variety of analytic techniques to
interpret their experiences.(25,39,52) Mitchell(20) used
a critical visual methodology to analyze the content,
production, and circulation of children’s draw-
ings.(53) An adaptation of this method was used to
explore conditions of illness in children.(54) In com-
bination, linguistic narrative analysis along with
thematic analysis were used to understand children’s
experiences of fear,(31) and homeless children’s
meanings of hope were thematically analyzed.(52)

Kostenius and Ohrling(55) employed a three-step
phenomenological analytical approach: seeking
meaning, theme analysis, and interpretation with
reflection to analyze children’s illustrations.

The risk perception/risk analysis literature fo-
cuses a great deal on children as the targets of risk:(56)

(a) the impacts of contaminated breast milk on in-
fant development, (b) the impacts of consuming food
products treated with growth hormones on childhood
development, and (c) exposure to low level electro-
magnetic radiation on the health of children are just a
very few examples. However, seldom do we consult
with the impacted group when it comes to children.
Even in the case of a particularly germane child-
hood exposure issue (i.e., mobile phones) children

themselves are not consulted.(57) And while risk re-
searchers expound the virtues of engaging experts in
the risk assessment process,(58) infrequently do we in-
quire directly in the context of childhood risk.(59,60)

While children with severe food allergies or at risk
for anaphylaxis have been asked to complete surveys
regarding their quality of life,(61) very few studies
have asked children to share the details of their expe-
riences, their concerns, or their psychosocial stresses
(see Ref. 3, for exception). This research attempts
to fill this gap by going directly to affected children
in order to allow them to describe their experiences,
their concerns, and their psychosocial stresses asso-
ciated with the risk of anaphylaxis. In order to do
so, we use illustrative techniques within interpre-
tive analysis. The details of this methodology are de-
scribed below.

3. RESEARCH DESIGN AND
METHODOLOGY

This exploratory study employed a qualitative
research design that included in-depth interviews and
illustrations to investigate the perceptions and expe-
riences of Ontario students with severe food aller-
gies. Participants were purposefully selected to rep-
resent children and adolescents attending Ontario
schools. The criteria for selection included: (a) atten-
dance at publicly funded schools in Ontario; (b) clin-
ical diagnosis of life-threatening food allergy; (c) age
groups—children (8–12 years) and adolescents (13–
18 years); and (d) diversity of gender. The sample
was recruited and limited to the registry of a national
nonprofit organization that supports families with
loved ones at risk for anaphylaxis who have severe
food allergies in Canada. Several different recruit-
ment methods were used (e.g., newsletter announce-
ments, direct e-mail, and targeted e-bulletins). A to-
tal of 60 participants responded to the initial call;
the final sample was determined on the basis of ge-
ographic distribution across the province. This study
enrolled 10 children and 10 adolescents with equal
representation by sex in both age groups. The Mc-
Master University Research Ethics Board approved
the study.

After receiving parental consent and child as-
sent, children were asked to draw a picture of
“what it was like to live with a severe food
allergy” and then explain their illustration. Follow-
ing this draw-and-tell exercise,(31) children then en-
gaged in an in-depth face-to-face interview indepen-
dent of parental presence that explored more fully
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their perceptions and experiences of living with ana-
phylaxis at home and at school as well as their feel-
ings about “school” as a safe place. All explanatory
narratives and interviews were audio-recorded, tran-
scribed verbatim, and member-checked with partici-
pants for their confirmation.(62) Subsequent thematic
analysis using NVIVO,(63) a qualitative analysis soft-
ware package, was used to manage, code, and struc-
ture the data. Interviews ranged in length from 60 to
120 minutes.

The integrated analytic framework consisted of
three stages of analysis: (a) reflexive analysis, (b) the-
matic analysis, and (c) depth analysis. Three types of
data were used in analyzing the illustrations: (a) illus-
tration, (b) narrative explaining the meaning of illus-
tration, and (c) in-depth interview.

The first stage involved reflexive analysis, de-
fined as: a process whereby researchers examine
the ways in which their involvement influences, acts
upon, and informs research.(64) This process involved
two research team members who critically examined
the interview transcripts in order to validate the the-
matic categories and determine the levels of coding
agreement (i.e., interrater reliability).(65) A random
selection of interviews was coded independently by
two members of the research team who then met
to discuss code definitions and inclusion/exclusion
criteria, and to reach consensus on scores. A 76%
agreement rate was achieved and to ensure valid-
ity, only common analyses, those that were in agree-
ment, were coded. The source data were repeatedly
examined to validate, enrich, and add dimension to
the analyses. For example, the notion of teacher bur-
den (due to dealing with parental concerns of safety)
emerged, which expanded the context of emotional
burden. Specific strategies were also used to ensure
that the illustrations stayed connected to the par-
ticipant’s view of reality. This step initially involved
moving between the image and its explanatory nar-
rative, a step that consisted of simultaneously read-
ing the text while listening to the audio recordings in
order to stay attuned to children’s voices and expres-
sions. Audio expressions, such as whispers, silences,
“emphatic speech” tones, and sighs, were tagged to
the image and to phrases in the text in order to bet-
ter understand various meanings. These emotional
expressions were deemed critical in detecting po-
tentially unstated assumptions and implicit meanings
that may have been embedded within the illustration:
these were subsequently explored in more depth in
the interview data.

The second stage involved thematic analysis, de-
fined as: an approach that involves the creation and
application of “codes” to the data.(62,66) In this study,
line-by-line coding of the interview transcripts in-
volved close reading and coding discrete units of
text using an intricate coding system developed using
both inductive and deductive approaches; that is, it
was informed by the objectives of the research as well
as the themes that emerged from the interview data.
Essentially, there were five overall themes (each di-
vided into several subthemes) that represented (a)
environmental barriers and supports to safety, (b)
coping strategies, (c) emotional burden of responsi-
bility, (d) adaptation, and (e) redefining “normal.”

The third stage involved depth analysis, defined
as: an analytic approach to examine the structural
conditions that shape situations (context) and the
flow of behaviors that occurs in response to situ-
ations (process).(67) In this study, coding for con-
text and process involved working with another team
member using different techniques (e.g., writing, di-
agramming, and reflection) to expose the meaning of
children’s experiences. Depth analysis is similar to
thematic analysis; yet, it involved asking questions of
the data, such as “why, when, where, and what” in or-
der to understand the actions, interactions, and emo-
tions that emerged in response to particular events
or circumstances.(67) This analytic process revealed
the connectivity between the themes and further ex-
panded the meaning of the concepts depicted within
the illustrations.

The results presented below are organized in two
sections: the first presents an interpretative analy-
sis of children’s illustrations of risk using one repre-
sentative case from each age group, and the second
presents the thematic analysis of the in-depth inter-
views.

4. RESULTS

All 20 children who participated in the study at-
tended the local public or separate schools in the
community where they lived. The sample was 55%
female, and consisted of an age range from 7 to 17
years. Of the 20 children, seven were allergic to a
single food (35%) and 13 were allergic to more than
one food (65%). Participants were allergic to a range
of 1–7 foods: peanut, tree-nuts (e.g., hazelnuts, al-
monds, brazil nuts, etc.), sesame, egg, shellfish (e.g.,
shrimp, lobster, clams, etc.), fish, and milk. Most chil-
dren (>60%) reported food allergy to peanut. The
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Fig. 1. Selected children’s illustration
and narrative with line-by-line coding.

average age at diagnosis was 2.18 years, ranging from
12 months to 4 years. More than 55% of the respon-
dents reported having a food allergic reaction subse-
quent to diagnosis.

4.1. Reflexive Analysis of Children’s Illustrations
of Risk

4.1.1. Ashley7

Ashley is allergic to peanut and all tree nuts. She
was diagnosed at the age of 2 1

2 years and was 9-years-
old at the time of the interview. She had never expe-
rienced another reaction since her initial one at the
time of her diagnosis at 2.5-years old, but she has
faced difficult situations involving unsafe food during
holiday times and at birthday parties. Ashley admit-
ted that birthday parties would be easier if “people
told her (us) where they had gotten the cake from
and then they could research it on the web site.”
When Ashley first started school, kids were scared of
her allergy and bugged her about it, which made her
feel “not so good.” She said it made her feel

like a baby because it is like people didn’t believe that
she (I) could handle something, so they would always
try and get between me and the nuts—even though they
maybe didn’t have to because it might be impossible for
me to get hurt.

7 Pseudonyms have been used to protect the confidentiality and
anonymity of the respondents.

The highlighted words and phrases represent the
line-by-line coding of thematic analysis. Figure 1
depicts and describes an imagined scenario. The
early themes that emerged from these data surfaced
in ideas about the emotional dimensions of risk (e.g.,
scared and annoyed) and exposed Ashley’s expec-
tations of others and her standards of safe prac-
tice (e.g., wash hands, clean surfaces, and removal
of unsafe food). In this scenario, Ashley copes by
seeking support from her Mom, which was a typi-
cal response in this age group. In this particular case,
it is important to note that Ashley’s imagined sce-
nario was based upon a previous unsafe encounter at
school.

Can you tell me about your picture?
These are six people in my class (classroom sce-
nario).
Are they real people?
I just drew random people (imagined people). We
are sitting at our desks eating lunch and my friend
says to me, she is feeling panicked and says (project-
ing emotional reaction) “Matt has Reese’s Pieces ”
(risky food) and those have nuts in them. I am
feeling annoyed (feeling annoyed) and kind of
scared (feeling scared) because over there is a
weird dude .
Is there actually a weird dude in your class?
No (imaginary person).
Okay, you just made it up?
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Yes, he is wearing a safety mask , with oxygen in it
and he is holding a fire extinguisher and shooting it
at Matt and he is saying (friend combating risk)
“Matt put that stuff a mile away and wash your
hands with antibacterial soap ” (rules about being
safe). Sometimes I feel annoyed (feeling annoyed)
because people get too crazy about my allergy (fee-
ling annoyed about other people’s reaction to al-
lergy).
What does that mean “too crazy?”
I am glad that they do care, but sometimes I
feel like they are, I don’t know what the word
is.
Is this about the person, this guy here or Matt?
Matt does not know (uninformed kids) because he
is taking it out and he took a bite out of it and he just
remembers that I have a nut allergy, but he is still
worried (emotional reaction means caring) and I
like that because he is not super crazy but it is not
like he doesn’t care.
I see. So Matt still cares that you have a peanut allergy
and what would tell you that he still cares?
Because he is in my head, after that he (cares)
because he threw it in the garbage at the principal’s
office , not in our classroom and then went to wash
his hands (caring = fits expectations of safety prac-
tices).
So he did sort of listen to this right? That weird dude,
in your mind, this person who said this is what you
need to do and he did do that?

Well, he did listen to him, but he thought of doing
that before.
So did that kind of give you the sense that he cared
about that? Does this ever happen?
I just imagine this stuff (imaginary scenario).
Is there anything that did happen at school that made
you imagine this?
Well, one time in Grade 2 , (actual incident of risk)
my friend Krista had Nutella (risky food) at school
in a sandwich and I was feeling really scared (feel-
ing scared) because she sat in the group beside me
(proximity to risk) and so I was backing up my chair
(remove herself from risk). I went to call my Mom
(seeking support from Mom) because I was worried
(feeling worried) and Mr. Burke, the janitor,
cleaned her desk off at recess (safety practice) and
my Mom said that I would be fine (needs reassur-
ance) if I didn’t feel anything and I didn’t feel any-
thing. So when he cleaned the desk, I felt more safe.
I could walk around (feeling less restricted).

4.1.2. Richard

Richard is allergic to peanut, all tree nuts, and
some shellfish. He was diagnosed with an allergy to
peanut and all tree nuts at age three and to some
shellfish (shrimp, lobster) at age six. At the inter-
view, Richard was 16-years-old and had never had
another reaction since his initial one three months
prior to being diagnosed at age three. In the early
days, when he was in elementary school, if some-
one brought peanuts to school, Richard was sent to
the hall to eat his lunch. He admitted that he rarely
carried an EpiPen at elementary school because he
trusted the security of one classroom teacher, con-
sistent routines, and supervised lunches in his home-
room class. Richard remembers a lot of things chang-
ing when he started middle school; it was the year he
joined the cadets and began to feel more indepen-
dent. He talked at length about his EpiPen and the
dichotomous feelings of fear and safety; feeling fear
of needles, in general, while feeling safe in knowing
the EpiPen was a “life-line.”

This sample illustration in Fig. 2 depicts a cafe-
teria food fight and Richard describes how he dealt
with this particular unsafe experience at school. The
early themes that emerged from the data exposed
ideas about characteristics of risk (e.g., unexpected
and sudden) and the subsequent feelings (frustra-
tion) that Richard felt while coping to overcome an
unsafe situation (e.g., planned escape and proximity
to exit).

Can you tell me about your drawing?
Sure, so there is the cafeteria table along here and
so this guy is like, “ food fight ,” right (unsafe, risky
place).
Did that really happen?
Oh yea. It happens all the time (frequency of risky
event) like throwing food and food splattering in
places (risky activity in school) although this is sup-
posed to be me, although I never do that (imag-
ined escape) I always run for the door (escaping
risky place—coping). I figured I would be more
able to head underneath the table, so there is me,
“ not again, kind of thing ” (frustration).
So how do you feel when that goes on? Does it happen
regularly?
This happens usually once every other month (oc-
currence of risky event).
When it happens, how does that make you feel?
You just kind of get yourself and get out (coping
mechanism—escaping). Usually, I am close enough
to a door (coping strategy).
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Fig. 2. Selected adolescent’s illustration
and narrative with line-by-line coding.

Do you plan that?
No, it is just where, well in a way kind of (planned
escape) but that is just where my group of friends sit
Can you tell me what else is in your picture that is im-
portant?
A garbage can knocked over (unsafe food expos-
ed).
How are these situations dealt with?
Well, they usually don’t (feeling unsupported) they
try and get in there as soon as possible. They have
teachers supervising.
What would the teachers do if that kind of thing hap-
pened?
Well, there really isn’t anything they can do (feel-
ing unsupported-excluded). Like they can’t stop
the whole school kind of thing (feeling in minority-
excluded) so they have to get like the higher, like
administration—like the principals.

4.2. Thematic Analysis of In-Depth Interviews

The thematic analysis of the in-depth interviews
uncovered five prominent themes, three of which
pertain to the younger children (i.e., environmental
barriers and supports to safety, coping strategies, and
emotional burden of responsibility) and two of which
pertained to the adolescents (i.e., balance of respon-
sibility and redefining normal). For the most part,
children’s perceptions were mentally constructed and
their illustrations represented imaginary scenarios of

the children’s group; adolescents’ perceptions of risk
were socially constructed and their illustrations rep-
resented real life experiences of dealing with unsafe
events or circumstances.

4.2.1. Social and Environmental Barriers to Safety

All children (both age groups) identified vari-
ous environmental and social barriers that left them
feeling isolated, excluded, or teased. Social exclu-
sion meant missing out on school activities, being
deprived of time with friends, or being singled out.
A 16-year-old male stated, “I remember a few years
ago when I wanted to go to camp, the same camp
as my friends, but they wouldn’t let me come be-
cause of my allergies” and “I feel left out because I
can’t have everything, like my friends and the other
people in my family.” While close friends provided
a strong safety net and were described as key sup-
ports for all children, the greatest barrier stemmed
from uninformed or misinformed people (e.g., school
personnel, friends, and other parents). For the most
part, all participants viewed elementary schools as
safer environments due to four factors: (a) consis-
tent school; (b) consistent school personnel; (c) daily
routines (e.g., supervised lunch room, trained school
personnel, and communication strategies); and (d) a
stronger presence of parents. Conversely, most ado-
lescents described high schools as less protected en-
vironments (i.e., “peanut-aware” vs. “peanut-free”)
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that posed greater potential risk due to structural
differences (e.g., semester system, common eating
spaces, unsupervised lunch areas, and uninformed
school personnel).

Sometimes I feel safe, sometimes I can’t because I can’t
be sure that people . . . like people bring peanut butter
to school, they don’t sit with me, but then they come
into my classes, and be like, “Oh, I had peanut butter
for lunch,” but teachers don’t monitor what you eat for
lunch every day, and high school is just like, do what-
ever you want. We don’t have teacher walking around,
looking over our shoulders, “So what do you have for
lunch.”

It is not as big of a deal in high school, because there are
so many more kids.

There are some (teachers) that I trust, and some (teach-
ers) that I don’t trust. I don’t trust my Math teacher.
I don’t trust my French teacher. I trust my English
teacher, and I am pretty sure I trust my Geography
teacher, because her daughter has the exact same al-
lergy.

4.2.2. Coping Strategies

The ways that children and adolescents coped in
overcoming risk were described differently. For most
young children, coping with risk at school involved
greater dependence on parents:

I guess I don’t check every single time, because my mom
usually does that, when she buys them I have to always
read the labels, and it sort of takes longer and then we
have to go home. So it takes a lot of time to just read the
labels, and then I call my mom to make sure it is safe.

If somebody offered me a food that I haven’t had be-
fore, I would just have to ask what was in it, or I would
have to ask my mom. Because I am not allowed to have
any foods that my mom or dad doesn’t say it is okay.

My mom usually goes in ahead of me and clarifies all
that, so every once in a while I will get a question about
that from teachers or something. Well (my mom) just
kind of like they take care of the situation, way before I
even have to get involved.

In less emotionally charged situations, both chil-
dren and adolescents coped by avoiding risky foods,
educating others, or escaping from unsafe places. In
contrast to children, adolescents fended for them-
selves, often alone. In uncertain situations, adoles-
cents described vigilant patterns of coping that were
often triggered by fear. Most adolescents described
coping to overcome risk in anxious ways, “keenly
aware of surroundings,” “being alert,” and often “be-
ing on guard.” For a few adolescents, coping meant
“giving up and giving in,” which was a response to
feeling overburdened emotionally. This response oc-

curred when they felt helpless and disempowered—
plummeting into an emotional space and isolating
him/herself from others. This type of response was
usually accompanied by overcompensating coping
strategies that consumed energy and attention on a
day-to-day basis (i.e., obsessive hand washing).

Well, like I am constantly washing my hands before like
I have any food product, so it is kind of like annoying,
because I am kind of like afraid to not wash my hands
for once, but that is really about that.

Well it used to like kind of not be such a big deal, like I
was like anyone else, because I wouldn’t wash my hands
before, and now it has gone to like a lot worse, where I
am washing my hands all the time and stuff.

Well I try to have my pen (EpiPen) on me. I try to watch
what I eat, and who is around me, eating what, and mak-
ing sure that I wash my hands if I think I am near some-
thing, or anything.

So I did lose some weight, though because of it (afraid)
and like sometimes when my parents weren’t home, I
wouldn’t eat until they got back, just in case I had some-
thing, that would have it, and then I would have no one
to drive me to the hospital or anything.

4.2.3. Emotional Burden of Responsibility

Participants were able to easily articulate their
feelings about specific times, places, or objects of
emotional significance. The emotional burden of re-
sponsibility emerged when children and adolescents
felt at risk when negotiating situations in their en-
vironments that had potential for exposure to al-
lergenic substances, bringing to light the relational
nature of emotion that moves in-between people
and places rather than the objective view of emo-
tion as statically residing within a person. The emo-
tional burden for younger children appeared to be
mediated by protective parents who had internal-
ized their child’s allergy and carried a greater burden
for managing it. Younger children described feelings
of sadness and annoyance, and being scared about
their allergy. Interestingly, a few younger children
attributed these emotional responses (i.e., annoyed)
to feeling disempowered in certain situations, where
control was taken from them (either by peers, par-
ents, or school personnel) in managing risk.

When I go to stores, when I go to reach the door, my
dad always butts in because my mom and dad say that
there could be peanut butter oil or something like that
on the door, so they always butt in, and do all the stuff
that I think I should be able to do, and my grandpa and
grandma let me do it a lot, and let me to do that, and
nothing has happened.
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In contrast, adolescents felt they had to fend for
themselves in unsafe situations and their emotions
were described as intense feelings of anxiety, fear, or
embarrassment. All participants described their food
allergy as a “big deal” because it was a “life or death”
issue:

Well, the fact that it is life or death that is why it is a big
deal.

I know it is hives, I know you stop breathing, and I know
it is like I can’t inject myself with the EpiPen, we are
pretty sure, because I would be too unconscious and or
like trying to breathe, so I find it scary. And also, if I
wasn’t sure it was my peanut reaction, it was the early
part of it, right when you start to get hives, and have a bit
of trouble breathing, I wouldn’t know for sure to stick
the EpiPen in, which scares me because if I didn’t stick
it in, I could die, and if I did stick it in, it wouldn’t help
with the other thing that I was having, so that is why I
am not sure when to stick the EpiPen in. I know if you
are unconscious, someone sticks it in, but how would
they know for sure that it was a peanut allergy and not
something else.

Like what I said about the parties, they won’t invite me,
or they won’t hang around me, because they have some-
thing, but they are kind of like protecting me, because
I won’t go near it. I kind of got a bit more anxiety and
stuff and I was more careful with everything that I did.

Well, because I live my life completely cautious. Every-
thing I do is . . . I have a certain cautiousness to what I
do, and like every time I want to eat something, I have
to double check it, so that if somebody brings in snacks
to school or something like that, I am constantly on the
look-out for something.

4.2.4. Balance of Responsibility—Transitions

Themes 4 and 5 were unique to adolescents.
As adolescents felt more confident and independent
in dealing with their allergy, they assumed more
responsibility for managing potential risks. A bal-
ance of responsibility was reported by adolescents
whose experiences in dealing with unsafe situations
enabled them to cognitively and emotionally grasp
the implications of their condition for safety and their
need for avoidance. These experiences enabled ado-
lescents to transition away from parents and adapt
more independently with or to their environment
(e.g., people and places). Transitioning meant as-
suming more responsibility for managing their al-
lergy; being more independent, taking more risks,
making more independent decisions, and advocating
for themselves. In these circumstances, most adoles-
cents attributed choice and control to feeling more
empowered and gaining trust in themselves, oth-

ers, and certain places. Transitional spaces were de-
scribed in relational terms; between an allergic child
and his or her environment, parents, or peers, and
often involved a degree of risk taking. Risk-taking
meant taking responsibility for negotiating situations
in their social environments, asking questions, and
self-advocating. Adolescents who admitted to risk-
taking behaviors were less encumbered with fear,
which enabled them to deal more independently
within their social environments. Frequently cited
transitional adjustments occurred most often when
participants entered high school, became more self-
aware of their bodies, and engaged in independent
activities:

But it has also made me take a lot more responsibil-
ity, because if I didn’t have one (allergic reaction), I
wouldn’t really think about it, and now I think about
stuff, and I am more responsible knowing that I have
to bring my EpiPen with me, and read the labels, and
everything before I do it.

Yea, because nobody else can answer the questions like
I can, because it is my personal experiences, and take on
it. Like my mom will try to explain it to my friends, but
nobody was going to try and explain what a reaction is
like, just because I have been through it.

Grade 6, 7, yea. It (taking more responsibility) really
started with like Grade 7, because I joined the cadets,
and we were traveling for parades everywhere, and what
not, and I would have to start relying on myself.

With high school, when you have four teachers a
semester, eight teachers a year, it spreads out. You don’t
have that home room that you stick with the whole
year, all day kind of thing. So where that was helpful in
elementary school, my mom doesn’t get to meet my
teachers before I have them. So it is my responsibility
to tell them. So they know. If I am on the floor that is
what is going on. This isn’t a joke. This is serious.

It has always been a general thought, that as much as my
mom does protect me in that way, it is me. It is my body.
I have to take care of myself, and if I don’t do that, then
it is down the drain, because she can’t be there 24 × 7.
Eventually I grow up. Eventually she won’t be here any-
more. I am going to have to take care of myself as an
adult. So it is better to adapt now, than to be clinging
onto mom’s lap.

4.2.5. Redefining Normal

Adolescents talked about redefining their life as
“normal.” A new normal came more easily for those
adolescents who were able to embrace a new so-
cial identity with severe food allergies. The indepen-
dent strategies they deployed involved some form
of separation of the self from an old identity and a
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subsequent shift to a new sense of self. Developing an
altered self-concept of living with anaphylaxis was es-
sential to learn how to redefine life as normal.

Because in no way does allergies, EpiPens, and Medic-
Alert define me as a person. Like sure, I have an allergy.
That makes me no different than the person living up
the street kind of thing.

I am to the point now; this is a box of cookies. I won’t
put it in the cart, before I read through the whole thing,
because it is just a train of thought.

I just have to know I can’t eat certain things, or food at
all sometimes, but it is not that hard. After a while you
just get use to it, or if I am going to something that I am
not going to be able to eat any food, I will bring food
with me, but it is not that bad now.

Well, if you have a food allergy, then it sort of can help,
because you learn how to like talk to them, like if you
do want to make a new friend, you learn how to talk
to them, and how to be like you know how to talk to
them, and you won’t just say, “Hi, what is your name?”
You will say like, “Hi, my name is whatever, and I have
food allergy.” And you will like learn how to say that to
people when you do make new friends.

Well, I let people know that I have problems doing this
or that, but it doesn’t stop me from playing sports. It
doesn’t stop me from going out with my friends. I just
have to be extra careful when I do. It doesn’t stop me
from doing anything.

5. DISCUSSION AND CONCLUSIONS

The results of the depth analysis exposed the
connectivity between themes to form a social con-
text consisting of three key domains: (a) institutional
(place and people), (b) personal (allergic child), and
(c) emotional (expressed feelings). In general, the in-
stitutional domain consisted of environmental factors
(e.g., places, people, food labels, and school struc-
tures) that either benefited or hindered safety. For
the most part, elementary schools were described as
safer environments due to the dominant presence of
parents and consistent school structures (e.g., one
classroom, one teacher, and separate eating area).
For example, Richard, a 16-year-old who is allergic
to peanuts, all tree nuts, and some shellfish, speaks to
the difference:

It is to the point in high school, where you are fending
for yourself. You don’t have one classroom that you sit
in and eat your lunch with your class of 30 every day.
When that bell rings, you are on your own. You are out
on the safari by yourself. You go down to the cafete-
ria. You listen. That is the biggest thing. You look and
listen.

The personal domain reflected individual
knowledge based on past experiences that formed
individual beliefs about risk (e.g., risk experience,
information, and family patterns). For instance,
some participants reported that a risky experience
(i.e., allergic reaction) helped their ability to cope.
Surprisingly, over 55% of the participants had
experienced subsequent allergic reactions after their
initial diagnosis, which for some participants was
seen as beneficial to the development of coping
strategies. For example, Michelle, 16-year-old who is
allergic to peanut, sesame, and some tree nuts, dis-
cussed the benefits of experiencing minor reactions,
“the benefit to me is it reminds me that I should
be careful . . . and then after I have a reaction, I am
reading everything.”

The emotional domain reflected individual feel-
ings expressed in response to unsafe situations. Ado-
lescents expressed such feelings as fear, anxiety, and
frustration, which were in contrast to younger chil-
dren who described sadness, annoyance, and unhap-
piness. The varied emotional responses reflected dif-
ferent coping strategies between younger children
and adolescents managing more independently. So
too, feelings of achievement emerged for a few ado-
lescents who talked about adapting with or to their
environment (i.e., self-advocacy and independence)
in creating a new social identity and “life style.”

The present research employed child-centered
methodologies to explore perceptions and experi-
ences of Ontario students at risk for anaphylaxis
regarding school as a safe place in order to in-
form school policy around risk management and
coping. Engaging children and understanding their
experiences, concerns, and psychosocial stresses are
important for policymakers responsible for the risk
management measures in Ontario schools because it
can assist in assessing the effectiveness and sustain-
ability of such measures for those directly affected.

First, we found the use of child-centered tech-
niques (i.e., illustrations) provided a window into
how children perceived, felt, and coped in unsafe sit-
uations. Illustrations enabled children to better artic-
ulate their most salient risk factors and, similarly, the
perceptions of risk that were embedded within differ-
ent social and cultural environments. These findings
confirm those of Driessnack(29) who used illustra-
tions as a facilitative technique to encourage children
to express and organize their thoughts and feelings.
In asking children and adolescents to draw, explain,
and then dialogue about living with anaphylaxis, the
process enabled them to freely speak about their
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experiences and expanded their power of expression.
Our results, in line with recent results,(23) found that
illustrations empowered children in a process that
was meaningful and relevant to their lives and en-
couraged them to openly express their feelings about
safe and unsafe places.

Second, these findings showed meaningful dif-
ferences between children’s and adolescents’ percep-
tions and emotional responses to risky situations and
how they coped. In such circumstances, younger chil-
dren described feelings in less intense terms (e.g.,
feeling scared, annoyed, and unhappy) than ado-
lescents and their illustrations depicted imaginary
scenarios or abstract drawings of risk factors (e.g.,
unsafe food and unsafe events). Younger children
coped by seeking parental support, which reflected
the dominant role that parents played in allergy man-
agement of younger children.(68) Conversely, adoles-
cents described more intense feelings (e.g., anxiety,
stress, and fear) and their illustrations depicted real
life experiences of them dealing with risk. For the
most part, adolescents described their allergy in life
and death terms, as being a “big deal,” and for the
most part were vigilant in managing risk (e.g., read-
ing food labels, avoiding risky places, and preplanned
exit strategies). These findings are in contrast to Ake-
son et al.,(3) who found that adolescents viewed ana-
phylaxis as “no big deal.” These authors attributed
this attitude to an inability to remember any severe
reaction; only one of the 15 could remember having
had an anaphylactic reaction, which is in contrast to 5
of the 10 adolescents in this study. In addition, a few
adolescents felt overburdened emotionally; a space
consuming energy and attention that had detrimen-
tal effects on coping strategies. Again, these results
are in contrast to a range of studies that conclude
that high levels of stress in families with a peanut-
allergic child may be constructive and have benefi-
cial effects on coping strategies.(4,61,69) In particular,
Mandell et al.(69) found when perceptions of risk or
inadequate management strategies led to heightened
concerns about safety and emergency response, par-
ents and children benefited from access to adequate
support and information, which enabled them to de-
velop constructive strategies.

Finally, bringing context into the analysis ex-
posed a broader understanding of risk perception
within a number of different domains (institutional,
personal, and emotional). Understanding these do-
mains and their underlying emotional factors pro-
vided a means to interpret the array of information
that influenced the construction of risk. Weick(70) ar-

gues that individuals make sense of situations based
on how they notice and select information from their
environments. Moreover, individuals actively inter-
act with their environment, which relocates risk to
health within the self, creating the risky self.(71) These
results demonstrate the crucial nature of understand-
ing the specific conditions that shape perceptions of
risk, which are embedded within different social en-
vironments.(72)

The limitations of this study include those inher-
ent to qualitative study and those related to study
sample. While this research may contribute to our
understanding of the societal impacts of anaphy-
laxis in schools, its generalizability across cultural
groups is limited given similarity of ethnic and so-
cioeconomic groupings. The sample was relatively
small, purposefully selected, and was not represen-
tative of the multiracial society in which we live.
The sample was chosen from a database of people
with life-threatening allergies living in Ontario; so,
it is unknown how children from other geographic
areas or cultural groups would respond. The sam-
ple was highly informed about food allergy as they
were chosen from Anaphylaxis Canada—a nonprofit
organization that provides information and support
to people with anaphylaxis. Future research, there-
fore, needs to be carried out across cultural groups in
order to investigate experiences of anaphylaxis cross-
culturally, which would strengthen the validity of the
theories and methods used in this study.

The findings have a number of implications
for allergic children and risk management in
schools. One of the most compelling implications for
children and adolescents living with anaphylaxis is
finding methods that can empower them in a pro-
cess that is meaningful and relevant to their lives.
The use of participatory research methods not only
opens a space for children to freely express both the
benefits and barriers of living with anaphylaxis, but
also illuminates the commonalities and diversities of
childhood as one phenomenon and anaphylaxis as
another and how they relate and interact in differ-
ent contexts and at different stages of life.(30) More-
over, social, emotional, and institutional factors are
central to how individual children perceive and man-
age risk. These results provide a preliminary frame-
work for understanding what risk means to children
and highlights the differences in how they cope in
the public sphere of school. Understanding these
differences may well be the most effective way of in-
forming educational and interventional efforts in re-
sponding to risk in schools. Finally, it is anticipated
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that this research will advance our understanding of
the societal impacts of anaphylaxis in schools and
provide insights into how children and adolescents
construct risk within their allergic environments.
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