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Abstract

In this paper, I report on my doctoral study exploring the experiences of mothers of teenagers
with life-threatening food allergies. Using the metaphor of a car in motion as mothers navigate
this time with their children, I offer some deepened understanding of this topic: going forwards
while looking backwards; allergies taking a backseat; and the teenager taking the wheel. Expec-
tations of mothers and the roles that mothers take on are explored in this interpretive inquiry
guided by Gadamerian philosophical hermeneutics.
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As the mother of a teenager with life-threatening food allergies at the time of my PhD study, I
had intimate experience with the topic of being a mother of a child with life-threatening food
allergies. However, I was only one of many mothers of over 470,000 Canadian children under
the age of 18 years with food allergies (AllerGen, 2020). While I had personal insights into what
this experience was like, this topic required further exploration to bring forth the experiences of
other mothers who inhabited this topic with me. I offer some deepened understanding I have
gained from interviewing mothers and the sharing of their caring experiences as their teenaged
children with life-threatening food allergies navigate the teenaged years.

In this paper, I discuss some aspects of my hermeneutic study of this topic undertaken in my PhD
studies under the supervision of Dr. Nancy Moules in the Faculty of Nursing at the University of
Calgary. For this doctoral study, I interviewed seven mothers, and analyzed the data from these
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interviews interpretively. I offer some of these findings here that address the very personal and
complex issue of being a mother with a teenaged child with life threatening food allergies.

Background

Globally, the prevalence of food allergies based on self-report ranges from 1% to 10%, and
continues to increase (Loh &Tang, 2018; Soller et al., 2012; Tanno et al., 2021). Food allergy is
an incurable chronic health condition with immune system hyper-sensitivity responses to specific
food proteins, referred to as allergens (Huether et al., 2023). Life-threatening food allergy
(LTFA) reactions, known as anaphylaxis, is caused by exposure to allergens. This may cause
symptoms ranging in severity from hives, itching, and vomiting, to more serious symptoms, such
as low blood pressure, systemic swelling, and difficulty breathing (Huether et al., 2023). Without
the life-saving treatment of epinephrine injection, reactions may progress to airway swelling,
reduction in oxygen to the lungs and other vital organs, and anaphylactic shock, organ failure,
and death (Huether et al., 2023). Emergency room visits for anaphylaxis have increased by
13.2% in Australia (years 1994-2005), doubled in the United Kingdom (years 1998-2012), and
increased by 95% in Canada (years 2006-2014) (Canadian Institute for Health Information
[CIHI], 2015; Loh & Tang, 2018; Munoz-Furlong & Weiss, 2009; Xu et al, 2014).

Teenagers are more likely to die from anaphylaxis than any other age group in Canadian emer-
gency room (ER) visits (CIHI, 2015; Munoz-Furlong & Weiss, 2009; Xu et al., 2014). ERs saw
23 teenagers per 100,000 total patients in ER for anaphylaxis in 2006/2007 and this more than
doubled to 59 teenagers per 100,000 total ER patients for anaphylaxis in 2013/2014 (CIHI, 2015).
Youth aged 13-17 years of age experienced the highest increase in anaphylaxis between 2006
and 2014 (CIHI, 2015). The unpredictability of how severe the reaction will be and the timing of
the reaction are very stressful for individuals with LTFAs and their loved ones.

“Teenager” is a somewhat colloquial name for what is more formally described as an adolescent.
Distinguishing adolescence is more than a simple assignment of a numerical age between 10 and
18; rather it is defined as a developmental period of life, marked by rapid physical, emotional,
and cognitive change (World Health Organization, 2009). The term teenager was used in this
study to refer to adolescents located in the “teen” years of 13-18 years.

Teenagers with LTFAs have a chronic medical condition with no cure. The only treatment is an
injection of epinephrine within seconds of eating the offending food. Those affected face the
potential for a deadly reaction each time they eat. It is well documented that having a food
allergy is challenging and significantly affects many aspects of a teenager’s and their family’s
life (Annunziato et al., 2013; Chow et al., 2015; Moen et al., 2019). This includes negative
effects on quality of life (Avery et al., 2003; Drakouli et al., 2023; Knibb et al., 2016; Morou et
al., 2014; Sicherer et al., 2001; Wassenberg et al., 2012), worsened stress and anxiety, and
increased burden with respect to embarrassment and feelings of deprivation of those with food
allergy (Fenton et al., 2011; Gillespie et al., 2007; Golding et al., 2021; Herbert et al., 2016; King
et al., 2009; Komulainen, 2010; MacKenzie et al., 2010; Primeau et al., 2000; Saleh-Langenberg
et al., 2016; Sommer et al., 2014; Stensgaard et al., 2016; Williams et al., 2009; Wilson-Forrest,
2007). Food allergy is also known to contribute to bullying and social isolation (Akeson et al.,
2007; Dunn Galvin et al., 2009; Fenton et al., 2011; Herbert et al., 2016; Lieberman et al., 2010;
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MacKenzie et al., 2010; Marklund et al., 2007; Shemesh et al., 2013; Stensgaard et al., 2016;
Warren et al., 2017), and increase food and medication costs for families (Minaker et al., 2015;
Protudjer et al., 2015).

While teenagers report seeing constant worry on the part of their parents, especially their moth-
ers, as a normal part of their family life because of the food allergies (Dunn Galvin et al., 2009;
Fox & Warner, 2017), parents express concerns and worry about the life-stage transitions their
teenaged children undergo (Akeson et al., 2007) including potential exposure to food allergens
with social and intimate relationships, get-togethers, and parties. With the increased desire for
autonomy and independence during the teenaged years, decision making about what food is
eaten, where and when to carry the epinephrine, and emergency management should a food
allergen exposure occur, may be up to the teenager. For mothers of these teenagers, this time
may be fraught with uncertainty, not because of the constant monitoring reminiscent of the
childhood years, but because of the transfer of responsibilities for vigilance in care and preven-
tion of reactions from parent to child.

The teenaged years are often considered to be a time of heightened sensitivity of teenagers to fit
in with peers with the potential to engage in some risk-taking behavior. The worry and unpre-
dictability associated with LTFAs can be acutely felt by the mothers of these teenaged children.
There are very few studies that explore the experiences of mothers of teenagers with LTFAs
which makes then a poorly understood population and a group that are in need of specialized
support and knowledge.

In summary, there is very little research published about the experiences of mothers of teenagers
with LTFAs. While some conjectures may be made on how teenagers experience LTFAs and its
influence on their mothers, the experience of mothers is not known. In addition, while qualitative
methods used in previous studies such as grounded theory, descriptive phenomenology, and
ethnography, perhaps explore the experience more fully than some quantitative measures, the
complexity of the experience has not been examined through a hermeneutic lens. Specifically,
there has been no interpretive research informed by a Gadamerian philosophical hermeneutic
approach done in allergy research. Allergy affects not only individuals with allergies but also
their world around them, in particular their mothers, and their families. There is a gap in the
literature, a gap in the methodologies used, and the context in which the research has been done.
With a hermeneutic inquiry approach guided by Gadamerian philosophical hermeneutics, key
components of experience such as language used to describe the experience, culture (particularly
around food and social customs), history, and tradition add to the richness of this study. The
purpose for undertaking this study was to offer new understandings of how it is to mother a
teenager with life-threatening food allergies. The research question was: How might we under-
stand the experiences of mothers of teenagers with life-threatening food allergies?

Research Method and Design

Utilizing interpretive inquiry guided by Gadamerian philosophical hermeneutics, this research
study involved “reflective practice” (Davey, 2006, p. 3), where one engages in “the tradition,
philosophy, and practice of interpretation” (Moules, 2002, p. 2; Moules et al., 2015). Given that
Gadamer was a student of Heidegger, there is a strong emphasis on interpretive phenomenology
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in this research approach. Gadamer also was influenced by Schleiermacher and Dilthey, and
believed in making meaning through conversation, the use of words, and the consideration of
context, history, and time (Gadamer, 2001, 2007). To be able to interpret and create new under-
standings, he felt one had to remain open to new meanings about topics in daily life. With a
strong emphasis on language and dialogue (Lawn & Keane, 2011), Gadamer’s philosophy is
about the understanding of human experience through genuine conversation and the specific
language used in the conversation. There is no bracketing aside of assumptions in this tradition
as might be seen with the descriptive phenomenology of Husserl. Rather, those engaged in the
philosophical hermeneutic tradition bring their prior understandings to the discussion but allow
the work of aletheia to occur where a portal opens, or there is an enlivening, a remembering of
something hidden or forgotten and new meaning occurs (Gadamer, 2007; Moules, 2002; Moules
et al., 2015). The goal in hermeneutic inquiry is to seek understanding through interpretation. It
is not a quest to represent people’s stories as told or to explain phenomena (Moules et al., 2015).
Hermeneutics is always about understanding rather than explanation, and about bringing light to
the topic (Gadamer, 1960/2013, 2007; Moules et al., 2015).

The study was completed in Newfoundland, Canada, and ethics approval was received from the
University of Calgary Conjoint Health Research Ethics Board and the Health Research Ethics
Board of Memorial University of Newfoundland. Inclusion criteria was mothers of teenaged
children aged 13-18 years old with life-threatening food allergies who spoke English.

Data Collection and Analysis

Seven mothers of teens (age 13-18 years) with LTFAs were interviewed for 1-1.5 hours each.
The teens had allergies to milk/dairy, eggs, peanuts, tree nuts, fish, and kiwi. Each interview was
audio-recorded, and transcribed verbatim. Interpretive analysis was carried out through repeated
immersion in the written text from transcribed interviews and memos/notes written during and
after the interview. Data were organized into themes, similarities and differences were noted in
an individual interview and across interviews (parts and whole of the hermeneutic circle), and
key phrases and words were then studied in literature and research to offer interpretive conjec-
tures. Beginning interpretations were discussed with an expert in interpretation, with an eye to
looking for interpretations that were strong, recognizable, convincing, persuasive, and that
resonated as “true” of the topic (Moules, 2002).

Interpretive Findings

The interpretive findings from this study revolve around three key interpretations: 1) Looking
Backwards While Going Forwards, 2) Allergies Take the Backseat and the Teenager Takes the
Wheel, and 3) The Panopticon of Mothers of Teenagers with Life-threatening Food Allergies:
Vigilance, Watchfulness, and Surveillance. In this paper, I have chosen to discuss the first two
interpretations.

All mothers, when asked about their experiences of mothering their children in the teen years,
referred to the early years with their children and the increased mother-work of navigating school
trips, birthday parties and family gatherings, and vigilance around ensuring epinephrine was
always available, checking long lists of ingredients, and baking and cooking special foods.
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Sharing experiences about discovering how their child was diagnosed with LTFAs figured key in
the interviews. The imagery of the backseat of a car came up so many times when discussing
experiences with mothers.

Looking Backwards While Going Forwards

Hearing the stories of mothers of teenagers with LTFAs and reflection on the similarities of their
stories of looking backwards into the past when talking about their experiences, there is the
suggestion that when children with LTFAs are younger, the mother is figuratively in the front
seat of a car and the car is being driven by her, constantly moving forwards as the child is
growing. She maintains control of what the child is eating, where the child goes, and with whom
the child interacts as they begin to grow up. She is the driver, navigator, and watchperson of
other passengers in the car. The child’s LTFAs, reactions, and treatments occupy an important
space in the backseat of this figurative car. While the topic of this study was an understanding of
the experience of mothering a teenager with LTFAs, this understanding involves both going
forwards and backwards, similar to the functions of a car. As the child grows older and matures,
that is, forward movement; mothers shared that, as this movement forwards during the teenaged
years was occurring, they were always looking backwards on their experiences. The words of
mothers are in italics with quotations that support my interpretations.

Looking in the Rearview Mirror

She charged down the road, foot heavy on the gas, propelling forwards, well over the
speed limit, as her heart pounded out of her body. As she came up over the crest of the
hill, the scene in front of her were cars everywhere, as far as the eye could see there were
cars...stopped, at a standstill. Waving furiously and sounding her horn at everyone in her
path she careened around the stopped cars, tears streaming down her face as she viewed
the situation unfolding in the backseat. Her five-year-old child - - swollen, barely breath-
ing, limp, and deathly grey in colour. The hospital was only 15 minutes away. She had
always driven herself and her child to the hospital in past reactions. Like many other
times before, she had given the epinephrine for some accidental food exposure and
scooped him up to drive to the hospital. This time was different though; through her lim-
ited view into the backseat of the car through the rearview mirror, she could see her child
dying. His face was swollen beyond recognition and the sound of his breathing - pri-
mal... a low, grinding sound of air trying to pass through the narrowest of openings. The
sound of this precious child gasping for air has never left her mind.

This mother recounts:

1 learned the hard way to call an ambulance to go to the hospital because one of his reac-
tions when he was about 5, I gave him the epinephrine and he was having a very severe
reaction that time and I gave him the epinephrine and decided to get in the car and drive
myself. I guess I just wasn’t thinking and I ended up getting stuck in construction on a
major street that we have here and I could see him in the back seat in the rearview mirror
and he’s getting puffier and puffier and his breathing is getting faster and more difficult
and he’s getting really distressed and by the time I get him to the hospital he’s completely
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limp, he was grey, they couldn’t get oxygen saturations on him, and he was a full resusci-
tation.

As this mother told her story, she thought back as she reflected on the memory of this terrifying
time in her life as a mother of a child with LTFAs. Her gratitude that he had survived despite her
decision to drive him herself and not being able to proceed forwards to the hospital was palpable.
Like this situation unfolding as the mother looked back through the rearview mirror into the
backseat of her car, in other interviews with mothers, they too looked back into the past to recall
times they had experienced mothering their child with LTFAs. Discussions often focused on
looking back into the past when the child was younger. For some mothers, looking back on
allergic reactions in the backseat took on a literal meaning because this is where the reactions
had occurred.

One mother spoke of her experience of bringing her child in to the ER department when he was
in the midst of a reaction almost a decade ago. Her memory of it as fresh as the day it happened:

Yeah I'll never forget it and that’s 9 years ago now and he’s had other reactions since
but this one felt really out of control that to the point that, I remember going into the re-
suscitation room and handing him off and just falling on the floor, literally falling on the
floor crying, just I don’t know, with the relief [ suppose that he was there but really think-
ing this is the time he’s going to die this time... It was like a nurse came in, it was at
change of shift and she’s like there’s a minivan out in the , it wasn’t the parking area, it
was where the ambulances pull in, she said it’s running and the doors are open and she
said I took the keys out. I said ‘oh my God, that was me’... it was terrible, I'll will never
forget looking and seeing him in the rearview mirror.

Another mother shared a story, as tears streamed down her face, of one of her son’s earliest
allergic reactions as a baby in a rear-facing car seat in the backseat, so she could not see him but
she could hear him:

He would’ve been within a week or two of his first birthday, and he was in a cart in the
supermarket with me and he must've put something in his mouth... we didn't know what
ingredient caused this because he didn't react right away, (crying) but then I put him in
the car seat and we were on the way home and I realized he was having trouble breath-
ing that he was I guess he was having an anaphylactic reaction (crying)... we had no ep-
ipen or anything like that and it was a rear facing seat so I couldn’t see him. I could hear
it and I mean I don’t know how I didn’t kill both of us that day.

A third mother spoke of a family trip and trying out a buffet-style restaurant that her husband had
checked in advance to ensure that the restaurant was safe in which to eat for their child with
LTFAs. Within a few minutes of their 8-year-old son starting to eat, he began to describe his
mouth as “spicy,” which for this child meant that he was starting to have a reaction. Running out
of the restaurant, with no idea of where the hospital was, the mother got in the backseat of the car
with her child to give him the epinephrine as he struggled to breathe. As her husband sped along
the freeway, she described her fear of searching on her cellular phone for where a hospital might
be to bring their child in distress:
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He actually had an allergic reaction when we were down in Florida one time and that’s
how I learned to make sure that you always need to know where the hospital is. I was sit-
ting in the backseat with him, I'm giving him the epinephrine and we were looking in our
phone trying to Google where the closest hospital was on the freeway... since that time
I've always made sure that we 're somewhere very close to a hospital.

Looking backwards and recounting stories of allergic reactions of their children, another mother
reflected on her life as a mother of a child with LTFAs and shared the experience of her child
having a reaction as a baby in a dimly lit restaurant. She came to the cruel realization when
exposed to the bright light of a washroom in the restaurant that there was something seriously
wrong with her child before she even knew that her child had food allergies:

At the restaurant he’d had a couple of little pieces of the egg, a couple of tiny pieces and
I looked at him and said does he look blotchy to you? It was really dark right. I took him
into the bathroom and he was covered! and he was (mother is making stridor sound), so
we left money on the table and said our son is having some kind of an allergic reaction,
we ran straight to the hospital and they figured at the time that it was the egg, because it
was the only thing different that had been introduced to the diet and it happened right af-
terwards.

There’s a Peanut on the Trail! Advocacy of Mothers for their Children

The concept of looking backwards was also threaded through conversations when mothers talked
about their experiences that were allergy related, and centered on times mothers had to advocate
for their young children or had near misses with allergic reactions. School field trips seemed to

be a common challenging issue in which mothers felt they were required to use their advocacy
skills.

One mother told a story about how her 11-year-old child’s grade five class was planning an
overnight field trip at a nature education center in the woods. Told by his teacher that he could
not go because of his allergy to peanuts and desperately disappointed about this, this mother was
compelled to go to the highest levels of education administration in the province to advocate for
her child so that he could experience this exciting adventure with his peers. Her conversation
went like this:

He came home from school one day and was quite upset and said, “Mom I can’t go to
Brother Brennan,” and I said, “what do you mean you can’t go?” and he said, “the
teacher said because I have allergies I can’t go” So I wasn’t going to have that! (laughs)
I went in to speak with the teacher and the teacher said, “‘you’re going to have to take
that up with the principal,” so I went and spoke with the principal and the vice-principal
and they said, “it is out of our hands, this comes from higher above,” and I said, “well
who do I need to speak to?”” So it was someone with the school board..., So I went in and
he said, “well you know we can’t take responsibility for these children up at Brother
Brennan, you know they are far away from the hospital and if you were to call an ambu-
lance it’s going to take three quarters of an hour for an ambulance and then three quar-
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ters of an hour to get them to the hospital.” So I said, “ok then, is the food peanut free?”
and he said, “yes all the food is peanut free,” so I said, “ok, the food is peanut free and 1
can send food with him like snacks that are peanut free,” and he said, “well I can’t be re-
sponsible, you know, I've told the children not to bring anything, but they might bring
something and he might eat it.” I said, “well you know he’s 11 and he’s had his allergies
for 11 years and he’s not going to eat anything like that” ... So the best line was, “well
what about if they are taking a walk on the trail and there is a peanut on the trail and he
decides to pick it up and eat it?” (Laughing) It’s the funniest thing ever! I know I looked
at him and [ said, “are you serious? Did you just ask me that question?” ... Well number
one, how is there going to be one up there? And of all things, he’s going to say, “I know
I’'m allergic to peanuts,” and I know he’s going to say, “oh, look there’s a peanut there
on the trail that everyone has been walking over that looks so delicious” and he’s going
to pick it up and eat it, like seriously. I think he realized from my reaction how ludicrous
that was.

Mothers also felt an obligation to go on field trips to allow their children to participate in school
activities. One mother shared how she felt an obligation to go on every school field trip with her
child so he would not miss out on anything and changed her work schedule and daily life to
accommodate this:

I always felt like I needed to go you know. Like what if something happened and I wasn’t
there. I know the teacher knew how to deal with it but they would always ask me if I was
coming and 1 felt like I didn’t want to say no.

Another mother decided that if her child needed her to be there as a chaperone to travel, she
would be there while still trying to maintain a low profile so her son would not feel any different
than the other children:

When they had their school trip to Saint Pierre [An island part of France off the south
coast of Newfoundland], they weren’t going to fight me on that one, there was some ques-
tion on if he should go because he had allergies so I volunteered to go as a chaperone to
make sure he could have this experience.

The importance of advocacy in starting school in kindergarten was spoken about by two mothers.
In one case, a mother wanted many accommodations made:

He started school and it was myself and another lady who her child also had a peanut al-
lergy in the school... we really advocated in the school because the school wasn’t peanut
free so we went in and spoke with the school, “you know this is for our child a life and
death situation, for your child it’s sorry you can’t have peanut butter before you go to
school or you can’t take a peanut butter sandwich.” My child it’s life and death. So you
know there was some resistance because it was still fairly new but the school did become
peanut free.

The second mother who advocated for fewer accommodations said:
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When he started school, I had to meet with the kindergarten teacher in August before
school started. She (the teacher) was so nervous because he was allergic to so much then.
The principal came in to talk to us and said we are going to make the whole school dairy
free and I said no way, the other parents will revolt!

Mothers have long been known as advocates for their children as are these mothers of children
with LTFAs. Almost a century and a half ago in 1870 in Boston, the original Mother’s Day was
begun because of advocacy on the part of a mother (The Peace Alliance, 2018). Julia Ward
Howe was this mother and she was devastated by the suffering and loss of sons and husbands
fighting on both sides during the American Civil War. A feminist and believer in the abolition of
slavery, she advocated for a day of peace for mothers from all nationalities to come together to
talk about peace in the world with what has been called the Mother’s Day Proclamation. Part of
it reads as follows:

Arise, then... women of this day! Arise, all women who have hearts, whether our baptism
be that of water or of tears! Say firmly: We will not have great questions decided by ir-
relevant agencies. Our husbands shall not come to us, reeking with carnage, for caresses
and applause. Our sons shall not be taken from us to unlearn all that we have been able to
teach them of charity, mercy and patience. We, women of one country, will be too tender
of those of another country to allow our sons to be trained to injure theirs. From the bos-
om of the devastated earth a voice goes up with our own. It says: Disarm, Disarm! ~ Julia
Ward Howe

The words of this proclamation above still ring true today as mothers continue to advocate for
both their own and others’ children. The word advocate means to “speak or write in favor of”
(Dictionary.com, n.d.). Mothers Against Drunk Driving (MADD) is one such example of this
advocacy work for all children began by a mother who tragically lost her own child in 1980.
Candice Lightner, mother to 14-year-old daughter Cari, began her advocacy work to raise
awareness about the issues of drunk driving as the result of a drunk driving accident that saw her
daughter killed by a four-time repeat drunk driver (MADD, 2024). Lightner’s advocacy was no
longer for her own child but extended to all children and MADD has now become an advocacy
group easily recognized by the “Tie One On” red ribbons and mothers speaking out about issues
related to drunk driving (MADD, 2024). While not always welcome or permitted to be part of
political processes, feminist theorist, Miller (2010), purported that mothers have always been
afforded involvement in the political process through advocacy and activism in their attempts to
effect change in causes that have social currency. She asserted that it is the innate ethic of care
that mothers possess that directs such advocacy and leads many initiatives that selflessly work
for the common good of society (Miller, 2010).

This ethic of care and advocacy has expanded to the food allergy world. There are now countless
blogs, websites, chat rooms, Facebook sites, X (formerly known as Twitter) accounts, and non-
profit organizations, to name a few, that were started by and are run by mothers advocating for
children with life-threatening food allergies (Allergy Foodie, 2024; Food Allergy Canada, 2024a;
Food Allergy Canada (X - Twitter), 2024b; Food Allergy Research and Education [FARE],
2024). Mothers have led the way with legislation and awareness for safe food handling in
schools, availability of epinephrine, and anti-bullying campaigns for those with food allergies
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(Department of Education and Early Childhood Development, 2015; Food Allergy Canada,
2024c¢; Ontario Ministry of Education, 2005). A specific example of this allergy advocacy work
in Canada is the work that has been done by Sara Shannon, the mother of 13-year-old Sabrina
Shannon. Sabrina had a life-threatening allergy to dairy products, and was a food allergy advo-
cate long before allergies saw their dramatic rise in incidence and prevalence that has been seen
this last decade. In 2003, Sabrina innocently consumed french fries in her high school cafeteria
that she was told were safe for her to eat and died very shortly after. Her death led to legislation
in Ontario that all children are to have anaphylaxis plans in school, aptly named Sabrina’s Law;
an initiative that has taken hold and spread across the country (Food Allergy Canada, 2024d;
Ontario Ministry of Education, 2005).

Don’t Eat the French Fries!

Having a near miss with an allergic reaction came through when mothers reflected back on their
experiences mothering a child with LTFAs. A mother of a son with a peanut allergy shared a
story of a time they were in Florida at an outdoor outlet shopping area when they decided to stop
at a food court for a quick bite to eat and her feeling of catching him just in time:

1 did get caught in Florida a couple of years ago, shopping at one of the big outlet stores
at the food court and we went to Chick-Fil-A. I never even thought to ask, so I got the
chicken nuggets and fries and we went down and sat down and my son said “did you ask
if they, what kind of oil they use” because we always ask where ever we go, any restau-
rant and I said, “oh N it’s just french fries and chicken nuggets, I'm sure its fine.” I said,
“I’ll go check,” because you know, I'm not setting a very good example so I went up and
I asked the girl I said, “so what kind of oil do you use here, my son has an allergy,” and
she said “uhhh, just vegetable 0il.” I said, “you don’t seem very confident, are you sure?”
and then she stood back and she was looking at the sign where they list all their products
and I said “why are you looking up there” and then so I looked at the sign with her and it
said 100% peanut oil! Well, my heart stopped I started racing through the food court,
waving my hands frantically at my son yelling out “don’t eat the french fries” (laughing)
so the kids still laugh at that because I was like a maniac there but I couldn’t believe
it!...that this day and age, a restaurant would use peanut oil. I was shocked anyway, so
that time if I hadn’t of asked... yep he would’ve went into anaphylactic shock which
would not have been a good place to be in a busy food court in a different country where
we don’t even know if 911 works or whatever. So that was the most frightening experi-
ence I’ve ever had because it was that close.

Protection of children by mothers has been discussed over many centuries in many contexts. In
the Merriam-Webster dictionary (n.d.), the verb “mother” literally means “to care for or to
protect like a mother.” Ancient stories in the Old Testament of the Bible tell about the baby
Moses being protected from the Pharaoh of Egypt and his plan to kill all male babies, by his
mother by putting him in a basket made with bulrushes and sending him down the river only to
be found by the Pharaoh’s daughter who then raises him as her own thus taking over this child’s
protection. In present day, mothers’ protection mechanism has been linked biologically to the
hormone oxytocin (Ayre, 2017) and brain wave patterns on a magnetic resonance imaging
(Parker-Pope, 2008). Some describe this protection mechanism as instinctual (Daniel, 2017),
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while others critique that it is an expectation in society that mothers be good, protective mothers
- known as the “good mother myth” (O’Reilly, 2007). In some health-related literature on the
role of mothers in caring for children with diabetes and asthma, mothers have been called “alert
assistants.” In this role they protect their children by absorbing the child’s emotions and help
their child pass as totally healthy by helping to conceal the illness from others (Williams, 2000).
Eventually though, these children grow up and the mothers must begin to let go.

When Car Seats are Long Gone: Junior High School

Mothers of teenagers with LTFAs also reflected back on and shared their concerns about when
their children were moving forwards into junior high school and the perceived decreased control
over the food allergy:

. when he first went to junior high school I was petrified because I knew that he
wouldn’t be eating in his classroom and people would be walking around eating wherev-
er... there’s just less control, you don’t have one teacher, there’s multiple teachers and
who’d be looking out for him and would there be all kinds of pressure? I think the ele-
mentary was safer than junior high, ... it’s not fair because you know, you have teachers
handing out little candies and treats for when you got the right answer and they 're toss-
ing treats to the kids. There was an ice cream day ... I didn’t know if it was peanut free, 1
couldn’t trust that the kids would do it or if there was a teacher managing the kids to
make sure they bought Chapman's [peanut-free] ice cream. So I think there’s less support
at the junior high. It was a lot of anxiety... the food allergies for us and a lot of counsel-
ling him, all of a sudden, he’s allowed out at lunch time and be able to go to a restaurant
and he’s able to order his own food without sometimes telling them that he has a food al-

lergy.

When their children entered into junior high school, these mothers came to the realization that,
while they were still holding on to their children, they were also letting go. As with the interpre-
tation of mothers of teenagers with life-threatening food allergies looking backwards while
moving forwards using the metaphor of driving a car, mothers also reflect on the present time
and the future of their child with a focus on letting go as the teenagers now takes the wheel of the
figurative car and the allergies move to the backseat.

As their children grew older, the mothers indicated that they had to learn to let go of the vigi-
lance they had maintained for their children in the early years and trust that what they had taught
their children in the early years about checking ingredients, and carrying their epinephrine, and
injecting their epinephrine in a reaction would be done by their children. Junior high school was
a key transition point for mothers due to their children’s need for increased autonomy and
independence, but also due to worries about increased risk taking by the teenagers and less
supervision by teachers and more responsibility for the epinephrine in a junior high school
setting.

When mothers were asked what they most worried about for their teenaged children, they
indicated that they were less worried about the allergies but instead focused on the concerns
common to mothers of most teens such as their child fitting in and having friends, doing well in
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school, having good psychological health, and planning for the future. The LTFAs had almost
become normalized for these mothers and had taken a backseat to other worries, and the teenager
takes the wheel.

As Allergies Take the Backseat and the Teenager Takes the Wheel

It is quite common in discussion to hear mothers comment on their teenagers and some worries
they have about them as they are going through the teenage years. According to Family Systems
Nursing theorists, Wright and Leahey (2013), as the teenaged child asserts their independence
and desire for increased autonomy, some issues may arise. These issues could include conflicting
values, peer pressure, evolving sexuality and intimate relationships, and the potential use of
recreational drugs and alcohol (Wright & Leahey, 2013). For the mother of a teenager with
LTFAs, I offer that it seemed as though some of these worries had been given some considera-
tion by the mothers in this study as they likely would by most mothers of teenagers, but they
existed in relation to the LTFAs, and were not often considered outside the context of the aller-
gies. That is, allergies continued to occupy a space alongside the other worries and concerns.

When discussing mother’s current experiences with mothering their teenager with LTFAs, the
symbolic interpretation of a location for teenagers with LTFAs and for the mothers of these
teenagers in a car still existed but began to shift gears. Allergies now existed in the very crowded
figurative backseat — alongside the mother herself and her other worries. While the mother
occupied space in the backseat with her concerns about allergies, the teenager took up the space
at the driver’s wheel in the front as they became more independent. What I interpreted from this
was that mothers were telling me that the LTFAs were no longer the most prominent of their
concerns though they exerted influence on all their other concerns, so they were never forgotten.
Other concerns in the teenaged years now shared space with the LTFAs. Mothers were trying to
give their teenaged children with LTFAs some independence in the front to begin to drive the
figurative car, as they moved to the backseat.

The phrase, “take a back seat” can mean to take an inferior position, or to allow another to be in
control according to the Farlex Dictionary of Idioms (n.d.). This inferior position that food
allergies and the mother herself were now occupying, in addition to the mother beginning to
allow the teenaged child to take some control, fits with the meaning of this phrase “take a
backseat.” At one point in an interview, a mother was asked, “At this point in your life are you
more worried about the food allergies or the social development of your child?” The mother,
seemingly surprised by her own answer, replied, “I’'m more worried about the social develop-
ment.” While the LTFAs were influential on the mothers concerns overall, they were not their
only concern. Continuing in the play with words and moving back, it also became clear that as
the allergies and other concerns of the mother, and the mother herself, moved to the backseat of
the car, so too did the life-saving epinephrine move backwards.

The Epinephrine Moves Back Too
Epinephrine has a very important place in the lives of individuals with LTFAs. When mothers

were asked about epinephrine and their teenaged children, something that stood out was the
discussion of the epinephrine moving back too — sometimes to the back of the teenager’s mind,
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sometimes back to the house, and sometimes to the backpack. Mothers shared how they strug-
gled with giving the teenager independence while continuing to remind them to carry their life-
saving epinephrine autoinjectors. For one mother, she felt that her son was embarrassed about
carrying his epinephrine:

My thing, there’s always an epipen. He has an epipen which he has in a pouch which he
should be wearing but ['ve noticed in recent months he’s wearing it less than he used to, 1
think he’s embarrassed of it - never did before.

For other parents, they noticed that even though carrying the epinephrine was something that had
been reinforced to the child from a very early age, the epinephrine was not always going every-
where with their children and for the father who is a high school teacher in this next example, the
school was not asking for the epinephrine either:

Mother: He said I’'m putting my epipen in my backpack, my friends know it’s in my back-
pack and that’s all. Mother: he stopped taking it in junior high, he has it in his backpack
and there's one at the office and his home room teacher has one too I think they asked for
one. Father: I find in senior high kids don't tell the administration too much about it an-
ymore...there's 10 or 20 kids with some kind of anaphylaxis reaction risk and I don't see
10 or 20 epipens in the office, I see 3 or 4. Mother: I do have to remind him to carry the
epipen every morning before he goes out the door or if he’s going out with his friends
I'm asking him, “have you got your epipen?” I do constantly remind him, but I'm not
like, “don’t eat anything you're not allowed to eat,” I don’t have to say that, because 1
know he won'’t.

Another mother shared how her son was now asking if he still needed to carry his epinephrine
and if he could leave it back home:

No, he puts it on the end of his bedside. We’ve had a couple of times where he said that
he forgot it, so I bring it down to the school not very often though does he forget his ep-
ipen. I would say that has happened twice in his probably lifetime. But what we experi-
enced this weekend is “do I have to wear my epipen?”

For another mother, she indicated that while she valued her child carrying epinephrine, she
trusted that if he had the epinephrine with him that his friends would take care of his allergies.
Interestingly with the play of the word back, this mother talked about not holding her child back:

And you know I would have never have held him back from anything because of an aller-
gy. Never. Now, you know, I think I was more worried about his asthma than I was the al-
lergy because I knew his friends would look after the allergy, do you know what I mean?
I knew that they’d know what to do.

One mother indicated that she had made peace with him not bringing his epinephrine if he was
not going to eat if that is what her child wanted:
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1 guess too that he’s trusting his instincts more, I think he’s kind of thinking I’d rather not
eat something at my friend’s house and not have to worry about bringing an epipen, then
I’ll take the epipen and I can eat what I want, you know what I mean? I think he’d rather
not take it and not eat.

Other concerns mothers had for their teenaged children centered around if their teenaged child
was fitting in and had support from friends, and if mental health issues such as anxiety were
arising in their teenaged children. Additionally, mothers’ views changed as their children grew
older, similar to how the view of a passenger in a car changes, when they move from the front
seat to the back seat, and they voiced worries about their teenaged children’s feelings of invinci-
bility, their children’s independent travel, and also the future of their teenaged children when
they moved away from home, completely independent of the mother. When comparing this again
to driving in a car, just as our roles change whether we are in the front or back seat of the car, or
we are the driver versus the passenger, so do our roles change as mothers as our children grow
up and assert their independence.

Fitting In and Making Allergies Fit Alongside Life

A common concern that mothers spoke about was their concern for their children, either or both
as a young child and/or as a teenager, regarding having friends and fitting in with the peer group.
One mother shared how her child was more sensitive about how he could be perceived as differ-
ent with the following phrase: [ think it’s about being a bit more sensitive about being different
and about what people think.

Another mother of a teenaged son with multiple food allergies shared some of the ways that she
tried to make sure he is included in whatever activities he could be with his friends, which did
not include her being there, and her irritation when others were not thoughtful of his dietary
needs:

I always have everything packed. ...l always over pack it so that if you got something that
you want to choose from, everything is there. So when he goes to the boys houses to play
he might be the one to bring the plain chips ...And here’s a pack of Oreos, so you can
have Oreos while everybody else has cake. Sometimes I get a little upset when like the
school is having something and they haven’t informed me it always bugged me when
classrooms had something and I wasn’t informed, parents would bring it something for a
birthday, birthday cake and nobody informed me.

Another mother talked about her teenaged child wanting to fit in but still feeling left out due to
his allergies and the places he could eat:

I know he feels left out sometimes. Like say they’ll go for Chinese food or they’ll order
pizza and some will have a cake you know or whatever, and I think he feels left out then.
Now though, they might be like downtown and they might say “let’s just pop into this cof-
fee place” and you know he’s like “okay,” but he can’t eat the dessert or the treats or
whatever...but you know if they decide they re going for pizza he’s sort of like “yeah I'd
like to go but I can’t eat anything there,” but he’ll still want to go.
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Another mother when talking about all the extra mother-work she undertook so her son could fit
in with his peer group summed it up like this: It is challenging but to me it’s worth the time, it's
worth the effort, because everyone feels included and everyone can eat whatever.

Despite all the efforts the mothers made with helping their child to fit in, sometimes allergies got
in the way of this. One mother shared the sadness she felt about her 14-year-old son, having
found a group of peers, being prevented from spending time with them due to a serious allergic
reaction:

The only time I’'ve seen him be very upset is when he had his pistachio [reaction] in the
hospital and there was an improv [improvisational acting] competition that he couldn’t
go to ... And he cried and then he actually had a huge meltdown... I've never seen him
cry over his allergies. That night, I actually cried with him because he was mad. He was
mad that he was different, he was mad that he couldn’t go, he called allergies stupid, he
just couldn’t get over it.

Part of the teenaged experience for many teenagers and fitting in is getting a part-time job, often
at a fast-food restaurant. However, for children with LTFAs, this may not always be possible.
The notion of a teenager having a choice to pursue this is interesting when it relates to allergies.
One mother recalled the disappointment her 15-year-old child felt when he had to quit his job at
a food establishment because he had already had two allergic reactions when serving food while
at work. With the second reaction at work necessitating a trip to the ER after taking his epineph-
rine, the doctor casually said in reference to the boy deciding to submit his notice of leaving the
job, “I’m glad you came to that conclusion,” not necessarily recognizing that for the boy, this job
was a social outlet and a way to fit in and make new friends as well.

The worries mothers had about their teenaged children with life-threatening food allergies with
respect to fitting in and having friends, evolved for some mothers into worries about their child’s
mental health and well-being.

When It Is Not Just the Allergy to Worry About

Worries about the mental health of their children appeared as a concern for mothers when they
reflected back about the allergy experience. One mother of a teenaged son with several food
allergies shared her concern about her son’s mental health as a young child and subsequently as a
teenager while speculating whether some of his mental health issues were related to allergies:

From early on, my son has had a lot of issues with anxiety, and you know even as a kid,
his heart would be racing at night, he wouldn’t be able to sleep and his heart would just
be beating out of his chest. I think the allergy did play a role and he was worried about
that. He actually went into quite a severe depression. I didn’t realize he was in such a
deep depression, but it was initially for the allergy and just dealing with this new allergy
on top of the other one. So, you know he’s been really struggling with the depression for
about over a year now but finally we have him, he’s taking medication and stuff like that,
and we went to a dietitian and stuff but I just wish, I really do believe that there should be
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service linked to this immediately you know for families and for children once they re di-
agnosed.

Mothers shared how they had been anxious about their child’s allergies when the children were
younger and were now concerned that their teenaged children were modeling anxious behaviors
like the mothers had and if they had somehow passed this anxiety on to their children:

... Sometimes you have to kind of pull back a little bit because sometimes I don’t know if
I’'m making him too nervous, too anxious, ...I don’t know if that is because I put so much
worry into everything and then you just sometimes got to think, okay I don’t want to make
him this paranoid. Or become the opposite and say I'm done with this, forget it, I am
done. I am being a normal child. Like you don’t want to pass on your anxieties to your
child. And sometimes you don’t know is it testosterone, is it teenage angst, is it their per-
sonality or have you passed on some of your anxiety to your child?...We spend a lot of
time trying to make everything right for our children and when something is not going
right such as these allergies or depression or anxiety or whatever it might be, I think we
do sort of look and ask, “what did I do wrong?” like was it because I was anxious that
they 're anxious? We blame ourselves and we are always searching, we have that guilt as
mothers.

Mother-blame and mother-guilt, as illustrated in the previous quotes by study participants, are
well written about in maternal theory. Mothers are theorized to feel responsible for how their
children turn out (O’Reilly, 2007; Ruddick, 2007), and feel blamed when things do not turn out
well as judged by society (Blum, 2007; Jennrich, 2010; Ladd-Taylor, 2007; Singh, 2004). Caplan
(2007) theorized that mother-blame uses mothers as scapegoats with mothers left feeling guilty
about their functioning as mothers if they do not live up to the good mother ideals expected by
society (Caplan, 2007; O’Reilly, 2007; Thurer, 2007).

Invincibility and Those Gummy Bears and Shooters

Most mothers worry about their teenagers consuming nutritious food and not consuming alcohol
or drugs. The mothers in this study were no exception, but always looming in the background
were the LTFAs. One mother shared her distress in hearing that her teenaged son was going to a
restaurant and his perceived invincibility while not carrying his epipen:

Honestly 1 feel there's less control now. Like he was a really good child for that - he
would actually not eat anything, he’d always ask “is there peanuts in this?” Now, I feel
that I have less control now, because as a teenager he feels he’s invincible. And he goes
off without his epipen and I know a few weeks ago he was going out to restaurant and [
dropped him off and I'm like “do you have your epipen?” and he’s like “ahh no.” So I
went home and I'm like “God please bring him back to me” ... I mean we were just very
diligent to, as a younger child to tell people, make people aware and he was really good,
like he was super good. I mean almost to like he wouldn’t eat even if they said no, he
would be wary. He would not always eat stuff because he would be afraid.
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Another mother shared how she had found out from her teenaged son that he had eaten gummy
bears from a bulk food store that commonly has many cross-contamination of allergens that had
not been approved by her, and her concern about him doing this. I remember watching this
mother as the look of worry came over her face as she likely pondered what other dangers, he
might expose himself to: Well the only thing for me was that the candy, he would never eat
anything without passing it by us before and then he did eat those gummy bears. Drinking
alcohol also came up in the concerns mothers had for their teenaged children with LTFA:

Kids go out sometimes to go out to a party and you have a few drinks and I said to him,
you are not going to be able to drink to the point of getting drunk. I said, “what if you are
drunk and one of your friends gives you this shooter and says here, I just bought this for
you and you 're so drunk that you go ah, okay,” I said, “it happens and then you end up
on the floor somewhere and somebody thinks you're passed out because you’re drunk be-
cause it’s funny and they don’t know that you've just had an anaphylactic reaction.” 1
said, “that scares me to death.”

Worries for mothers not only centered around eating and consuming alcohol, but also letting go
to allow their children to travel or go away to school.

When Your Heart is Running QOutside of You

Mothers indicated they had concerns about their teenaged children travelling on their own with
choirs, for camp, or going away for university or work terms. Some mothers indicated they could
not bring themselves to let their teenaged child go or if they did let them go, the mother would
have to be very close to where the child was in case they were needed. Some spoke of the fear
they felt in letting their child move away. In this next exchange, the pain the mother felt in letting
her child go was evident and for the mother could not be captured by words:

It was his first time out of the province or out of the country without his parents. The in-
terviewer asked: And did that take a lot of courage to let him go? And the mother re-
sponded: /nodding yes, silence, crying]

The silence of the mother’s answer spoke volumes of what she had felt letting her only son go
away to Europe for a trip on his own with his choir. For a music camp close to his home, she also
felt scared to let him go:

That’s the kind of scary thing too like how far you are from the hospital like that’s what
concerned me first at music camp, I remember. If he does have a reaction. You know how
many, he has to have enough epipens but you can only use three isn’t it?

One mother shared her struggle with letting her teenaged son go to a camp an hour away from
home by himself. She spoke of altering her family’s vacation plans so that she could be available
when he went to the camp because of her worries about his independent travel and then her
frustration with him asserting his independence:
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Over the summer they have to go to this 2-night 3-day camp, I mean it’s only an hour
away, I nearly had a breakdown about him going to that... I came back early from a fam-
ily trip so that I could get him ready to go to this camp but he wouldn’t bring the food
with him, he’s like, “no they told me, everything’s going to be fine,” and I got mad then,
I was like, “fine go.” I had left my husband and other two boys up in Toronto so I could
come back for him to go to this camp... and then they say that they 're going to Cuba and
I’'m thinking, Cuba is still very far behind the times even though some of the resorts are
nice, a different language, first time away from home, away from his parents, I mean [
was nearly beside myself... I mean, I was just in a panic about it.

Mothers also spoke of concerns that they have about their children moving away or going away
for school.

He does talk about wanting to go away to McGill to do a master’s degree and he does
talk about when he finishes high school you know, he wants to travel for a while and it
frightens the life out of me to be honest with you, it’s nerve wracking for me to think
about it. So I try not to think about it (laughs), I try to avoid it. I don’t want him to move,

(crying)

In sharing with my supervisor of these concerns of mothers about their children with LTFAs
travelling on their own or moving away, she was reminded of the song “Delivered” by country
artist, Karla Anderson. The phrase that stood out so clearly was: “It’s the kind of love you can’t
walk away from though you watch it walk away from you. Like your heart’s running around
outside yourself and there’s nothing you can do except let it go and somehow keep it safe and let
it grow and feel it ache...it’s a painful beautiful love.” Mothers give a part of their hearts to their
children and the child becomes an extension of them. As the child is trying to find their way in
the world, the mother feels pain as she worries about all kinds of unknowns — friendships, school,
health, happiness, safety, partners, work, and their future. I believe that most mothers would say
that raising their children to be independent adults who are well adjusted and feel loved are
important goals, while they still may struggle with letting go. For the mother of a child with
LTFAs, I wonder if this letting go and allowing room for independence is felt even more acutely
as they transfer responsibility for the allergies and keep watch at a distance.

Implications

Prior to this study, there were no studies about the experiences of mothers of teenaged children
with LTFAs from a philosophical hermeneutic perspective. By conducting this research, there is
new knowledge in this field and a gap has been addressed. The catharsis the mothers experienced
by sharing their experience with someone who understood and has “been there” with a teenager
with LTFAs appeared to be beneficial to the mothers. By these mothers being selfless and
honestly sharing how they were experiencing life, this could inform how other mothers may be
supported. At the end of each interview the mother was asked to share three “nuggets” of infor-
mation that they would want to give to a mother of a child who has just been diagnosed with a
LTFA. The mothers very rarely focused on their needs but instead focused on how their chil-
dren’s lives could be better through the mother’s efforts. This was, in many ways, a fascinating
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observation that somewhat mirrored the roles and positions the mothers had taken in this experi-
ence - - making their children’s lives better rather than concern for themselves.

Mothers spoke about how they would recommend that mothers of children with LTFAs who
were newly diagnosed should become an advocate for their child until the child could advocate
for themselves. In carrying out this advocacy work, mothers emphasized the importance of
constantly updating their knowledge and educating themselves through questioning, readings,
and research. The importance of teaching children to carry their epinephrine auto-injectors was
also identified as important, and giving their children freedom and independence, while putting
trust in them that they would make good decisions related to their allergies. The importance of
mothers in controlling their own anxiety about the food allergies was also highlighted, so that the
anxiety did not get passed on to the child. This came with the caveat that children should be
taught to be careful and vigilant about their food allergies, but not let it take over their life.
Mothers also suggested support services for the children and family members, with support of
the whole person - from specialists, nurses, counselors, dietitians, social workers, and peer
support groups.

Conclusion

From this study, the one, true, ultimate answer in how to support each and every mother as she
goes through this experience has not been found, and the experience of caring for a teenager with
LTFAs cannot be reduced to a single experience. This research study offers a glimpse into the
experience of mothers of teenagers with LTFAs. There are some similarities in the experience for
mothers as elucidated in this manuscript and it is clear that supports are necessary to decrease the
feelings of loneliness and isolation in being the only advocate for their child. The role of regis-
tered nurses in allergy care and support has not been explored in any depth in published studies
and this requires further research. Further research is also needed in this area as teenagers
become adults and become more independent and the influences this has on not only themselves,
but also their mothers and family of origin as they move on with their lives.
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