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Abstract

Fear and anxiety are recurring problems for parents of food-allergic children. However, no study has
described parents’ experiences of introducing food to their children after double-blind provocation.
Therefore the aim of this study was to investigate mothers’ experiences during their child’s negative
Double-Blind, Placebo-Controlled Food Challenge (DBPCFC) and the following reintroduction of
food. Eight mothers were interviewed and a qualitative content analysis displayed two themes and six
subthemes. The first theme, ‘living with fear of the unknown’, included the subthemes of ‘fear of losing
control’, ‘having faith even though fear prevails’, ‘reintroducing despite fear’ and ‘fear of causing harm’.
In the second theme, the mothers described the challenging process of ‘re-evaluating earlier experi-
ences’ through the sub-themes of ‘daring to take new challenges’ and ‘refraining from new challenges’.
Our study indicates that the maternal perspective — not only the professional perspective — needs to
be taken into account if mothers are to succeed in the challenging process of reintroducing foods.
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Introduction

Food allergy is a growing problem among children in the Western world. Around 20 percent of
Swedish children and adolescents experience or have experienced food allergy (Sandin et al.,
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2005). Data on the prevalence in the US show that six percent of young children and three—four
percent of teenagers display allergies to food (Sicherer and Sampson, 2006). As early as the
1980s, Bock pointed out a decrease in food allergies as people age and a discrepancy between
experienced and diagnosed food allergy (Bock, 1987). Even though food allergies are relatively
common among children, only a few develop life-threatening reactions. There are some extremely
serious exceptions, such as peanuts and tree nuts, that in some cases can produce life-threatening
reactions even in very low doses (Nowak-Wegrzyn et al., 2001).

Independent of geographic differences, milk and eggs are the most common foods to trigger
food allergy symptoms in children (Crespo et al., 1995; Dalal et al., 2002; Hill et al., 1999;
Novembre et al., 1998; Rance et al., 1999). Many children and adolescents develop tolerance,
which means that the allergy problems disappear as the child grows older (Bock, 1987). Because
food allergy affects the child’s everyday life (Bollinger et al., 2006; Marklund et al., 2006; Primeau
et al., 2000) and tolerance development is common, it is important to follow up regularly to check
whether the food allergy remains (Niggemann et al., 2005; Wood, 2003). Diagnostics for reactions
to food are difficult and resource consuming. In order to establish a correct diagnosis, it is
necessary to take a thorough, complete history, and to perform allergy tests and food provocations
(Soyland Wasenius and Halvorsen, 2003). Food provocations may be open or single- or double-
blinded; the most reliable method for confirming food allergy is Double-Blind, Placebo-
Controlled Food Challenge (DBPCFC) (Niggemann et al., 2005; Pascual et al., 2000; Sampson and
Ho, 1997). During a DBPCFC, the patient is provoked repeatedly with both active and placebo
substances, although never simultaneously (Soyland Wasenius and Halvorsen, 2003).

Studies have found that parents are influenced by their child’s food allergy. Joshi et al. (2002)
found that only four out of 60 parents of food-allergic children could correctly identify the
ingredients of 23 different foods. Marklund et al. (2006) described fear and anxiety as recurring
problems for families with food-allergic children; their study showed that parents were generally
more affected by the fear of their child’s suffering an allergic reaction than they were by the
allergic reactions themselves. In a questionnaire study, about half of the parents of food-allergic
children reported heightened levels of stress caused by their child’s food allergy (Bollinger
et al., 2006). Furthermore, negative effects on social relations have been reported among parents
with food allergic children (Primeau et al., 2000).

No study to our knowledge has described parents’ experiences of introducing food to their
children after Double-Blind, Placebo-Controlled Food Challenge (DBPCFC). Therefore the aim
of this study was to investigate mothers’ experiences during their child’s negative Double-
Blind, Placebo-Controlled Food Challenge, and the following reintroduction of food.

Methods
Context

Double-Blind, Placebo-Controlled Food Challenges were conducted with a Swedish population of
children with diffuse and/or late symptoms of food allergy or food intolerance, where open provo-
cations were difficult to interpret or to carry out. To date, 34 DBPCFCs in a total of 28 children
have been completed. The tested foods were milk, wheat, egg, soy, cod and oats. Preliminary test
results in 30 provocations were negative; three provocations indicated remaining food allergy or
food intolerance and one was difficult to interpret. Bowel-related problems were the most common
symptoms for these children, who ranged in age from five to 13 years (m = 9.4 years). The
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majority of the children developed symptoms during their first year of life and the food in question
had been excluded for many years. Specific IgE analysis (ImmunoCAP®)) for the tested food ran-
ged between classes 0 to 3 (IgE value < 0, 35-37 ku/l)

Participants

Mothers whose children had gone through DBPCFC between March 2004 and October 2006 were
invited to participate in the present study. The children had been diagnosed with food allergy or food
intolerance; in our study we generally use the terms ‘food allergy’ and ‘allergic reaction’. Criteria for
inclusion were that the child had had a negative test result in a DBPCFC and that the tested food had
been partly or wholly reintroduced to the everyday diet. Ten mothers met the criteria, but two of them
declined after stating that their children had displayed allergic reactions to the foods that had previ-
ously tested negative. Eight mothers consented to participate in the study.

Six mothers had completely reintroduced the test food to the child’s diet and two had partly
reintroduced the food. Two mothers had two children who had each gone through a DBPCFC
whilst the remaining six mothers had one child each. One child was provoked for two foods and
the remaining children were provoked for one food each. The children were aged five to 13 years
and the mothers 31 to 46. Six of the eight mothers lived with the tested children’s father.

Interviews and analysis

Open interviews were performed by a research nurse. Each interview took place in the participant’s
home and lasted about one hour. The main questions were ‘Can you describe how you experienced
the double-blind provocation?’, and ‘What feelings did you have when the food was reintroduced after
the double-blind food provocation?’ Follow-up questions were posed to clarify, invite reflection, or
keep the conversation moving forward. All interviews were tape recorded and transcribed verbatim.

The interviews were analysed using qualitative content analysis (Angstrom-Briannstrom et al.,
2008; Forsner et al., 2005; Hagglund et al., 2008; Nystedt et al., 2008). The most significant aspect
of the method is that both text and context form the foundation for the analysis. Another key point is
that both similarities and differences are analysed (Downe-Wamboldt, 1992; Graneheim and Lund-
man, 2004). Each text was read several times before meaning units (i.e. words, sentences or para-
graphs that convey essential meaning) were identified. Each meaning unit was labelled with a
code grouping similar experiences. The codes were then sorted and compared for differences and
similarities. Similar codes were grouped into the categories of experiences prior to the Double-Blind,
Placebo-Controlled Food Challenge, experiences of the presentation of test results, and strategies
during the reintroduction. In the next step, the underlying meanings and threads of meanings recur-
ring in different categories were identified and used to formulate themes and subthemes for analysis.

Results

In the present study, we found that the mothers experienced fear of the unknown when reintrodu-
cing food after the DBPCFC. In some cases, this fear affected the mothers’ re-evaluations of their
earlier experiences of living with a child with food allergy.

To live with fear of the unknown (first theme) included feelings of losing control, having faith in
the eventual outcome of the test even while too afraid to try reintroducing food (‘having faith even
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Table I. Overview of the themes and subthemes

Theme Subtheme

Fear of the unknown Fear of losing control
Having faith even though fear prevails
Reintroducing despite fear
Fear of causing harm

Re-evaluating earlier experiences Daring to take new challenges
Refraining from new challenges

though fear prevails’), and reintroducing suspect food despite the fear. It also included fear of caus-
ing harm to the child when reintroducing food.

In the second theme, the mothers described the challenge of ‘re-evaluating earlier experiences’
of their child’s food allergy. The re-evaluation was a challenge for the mothers and influenced how
successfully they reintroduced the food. This theme was based on the subthemes ‘daring to take
new challenges’ and ‘refraining from new challenges’, which showed that some mothers success-
fully reintroduced the food to everyday life, while others did not fully succeed in the reintroduction
(Table 1).

Living with fear of the unknown

The mothers had all lived for several years with a child with food allergy. After the negative test
results from the DBPCFC, some mothers had to adjust from having a child with food allergy to
suddenly having a child without allergy. This process can be described as living with fear of the
unknown, which can include fear of losing control, having faith though fear prevails, reintroducing
despite fear, and fear of causing the child harm.

Fear of losing control. All mothers expressed fear in different degrees regarding their child’s possi-
ble allergic reactions during the provocation. The food provocation could be seen as something
beyond the mother’s own choice or out of her control. Some mothers described feeling distrusted
by the referring physician and feeling that their knowledge and experiences were being questioned.
The fear of losing control was also expressed as the fear that the food provocation was not safe:

I trust my feelings and they told me that if we’d added milk to her diet, she would have suffered severe
eczema. If I had reintroduced milk [after the provocation] I wouldn’t have trusted my feelings.

Fear of losing control was also experienced during the double-blind food provocations when the
child did not show the expected allergic reactions. One mother described it as ‘profoundly revo-
lutionary’. Some mothers questioned if the child had really been exposed to the correct test food
during the provocation when the result was presented.

Having faith even though fear prevails. Despite fear of losing control, these mothers stated that they
did not regret the DBPCFC and they expressed relief that the provocation would determine
whether or not their child really was allergic. The mothers admitted that they did not have the cour-
age to reintroduce the food by themselves, but they wanted to carry through the DBPCFC, even if
the provocation was prolonged and disturbed their ordinary life and work. It was a relief to have
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someone else take responsibility for the interpretation of their child’s reactions: ‘I didn’t know
what was administered during the provocations and that was a relief.’

It was also positive to transfer the responsibility of the child’s symptoms to the staff, because the
mothers trusted them and believed in the information they gave. They received understanding, new
knowledge and answers to their questions. Mothers who trusted the method recommended it to
friends with similar problems. They also found the DBPCFC to be a good method to interpret the
child’s symptoms. Sometimes the mothers wanted the children to take responsibility for their food
intake themselves:

I look at her or see how she reacts when she has eaten too much and then I feel insecure. I think that
she’s strong enough to know what she can take. Sometimes I tell her that she shouldn’t eat any more,
because it can make her condition worse. It is a difficult thing to know when to tell her and when not to.

The mothers hovered between trust and the fear of losing control, but that ambivalence did not
always cause distrust of the result of the DBPCFC.

Reintroducing despite fear. Despite the mothers’ fears the tested food had partly or wholly been rein-
troduced to the child’s everyday diet. The intensity of fear during the reintroduction varied. One
mother described her feelings during the reintroduction as ‘mixing poison into [the child’s] food’.
The majority of mothers said they had acquired new knowledge and gained confidence about rein-
troducing the foods, even though they were afraid. One mother gave the following description of
the turning point when she overcame her fear:

We were having pancakes and he was feeling well, then my scepticism disappeared. I could see with
my own eyes that he was feeling well and understood that it’s probably only my own fears or feelings
that stop me.

When the child did not display allergic symptoms, the mothers’ fear faded away and the reintro-
duction continued. The mothers also gave voice to the possibility that the food could have been
reintroduced earlier in the child’s life.

Fear of causing harm. In some interviews the fear was expressed that large amounts of the tested
food might damage the child’s body, which would need time to heal before it could cope with any
more food of any kind (‘I was worried that her intestines and other organs would be affected with
lifelong injuries. The gut must rest and not be made to suffer from what she can’t really take’).
Some mothers also thought that giving their children occasional sweets or cookies would result
in fewer allergic symptoms than allowing them to eat the test food regularly and in increasing
amounts.

Mothers often interpreted the child’s fatigue or change of mood as symptomatic of food allergy.
Sometimes they ‘trusted their interpretations’ and reintroduced less of the food than recommended,
despite negative test results from provocation and recommendations to reintroduce the food com-
pletely. These mothers were frustrated that their interpretations were questioned by relatives and
friends.
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To re-evaluate earlier experiences

In the process of reintroducing food after the DBPCFC the mothers had to re-evaluate their earlier
experiences. This re-evaluation was a challenge for the mothers and influenced how successfully
they performed the reintroduction. Some mothers dared to take new challenges, while others
avoided new challenges.

Daring to take new challenges. When the negative result was presented after the DBPCFC, these
mothers felt satisfaction and hope that the food in question could be reintroduced. They experi-
enced new knowledge and received ‘new tools’ to cope with the situation. Even before the final
results were in, some mothers looked forward to a future food regimen with fewer restrictions.
When the fear of allergic symptoms vanished and the child seemed healthy these mothers achieved
a sense of confidence and stopped controlling the child’s food intake. The mothers were thus
rewarded with liberty and more spare time. The new situation was described as ‘no longer having
to be the food police’. The mothers changed views about their child’s symptoms made them feel
safer and free from unjustified fear. As one mother said ‘If he drinks too much milk, he’ll have an
upset stomach, but that’s manageable’.

The sensation of being rewarded in everyday life was described in many ways, including less
time-consuming food preparation, lower food expenses and more inspiring meals than before.
Reintroduction of food returned family lives to normal and they could now eat all the foods they
had been longing for. They felt the satisfaction of being relieved of a burden. ‘I feel joy when my
son is happy for eating a popsicle,” said one mother.

Some mothers, however, described themselves living the same life as before, with a restrictive
diet and the burden of extended control. As time went by, though, some of these mothers realized
that the child could eat other foods and they then changed the daily routines.

Refraining from new challenges. From the mothers’ stories, it was clear that some only partly rein-
troduced the food in question even though the child tested negative in the DBPCFC. They
explained that it was difficult to reintroduce the food because they already had a daily routine they
felt safe with. When the child’s allergic symptoms were first manifest, it was difficult to keep a
restrictive diet; now it was difficult to reintroduce a normal diet. It appeared that they were lacking
in both knowledge and moral support before and during the reintroduction. When they did not
overcome the fear, it simply felt safer to continue with the established routine. The experience
of refraining from new challenges was put this way by one of these mothers: ‘I can’t put words
on it emotionally, I mean: we’re living a milk-free life. It’s the way our lives are and we are fully
adapted to it. Our situation’s neither negative nor positive’.

Discussion

This study describes mothers’ experiences during their child’s Double-Blind, Placebo-Controlled
Food Challenge and during the reintroduction of food. The findings indicate that the mothers lived
with fear of the unknown. They were afraid of losing control over the children and their symptoms,
but at the same time they experienced confidence in the staff and the method. The food in question
was reintroduced wholly or partly despite fear of harming the child. All mothers re-evaluated their
earlier experiences during the food provocation and they received new knowledge. The majority of
the mothers dared to take new challenges, reintroduced the food to the everyday diet and felt they
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had received rewards. The remaining mothers refrained from new challenges, reintroduced the
food only partly and remained afraid.

It is possible that the mothers’ fears arose from the desire to protect their children from allergic
reactions. Acute fear can be a normal reaction to threat and, like pain, its function is connected to
basic survival (Rice Hill, 2000). Fear can also be a hindrance to everyday life. Bowel-related prob-
lems were the most common symptoms for the children in this study, but while these problems can
give symptoms over a long period of time, they are not life threatening. The mothers might have
felt a different kind of long-term stress as compared to the acute stress when anaphylaxis symptoms
occur. In the latter case, the parents have access to acute medications and are prepared when and if
it happens again. Crnic and Greenberg (1990) found that mothers’ minor daily irritations affected
everyday life more than did acute situations. Avery et al., 2003 showed that children with peanut
allergy experienced lower quality of life than children with type 1 diabetes. This result may be
attributable to the fact that the children experienced different kinds of stress depending on their
diagnosis.

In our study it was obvious that the mothers’ fear of reintroducing food was due to the risk of
harming their child’s body. These feelings were probably caused by lack of knowledge. Parents
have been shown to experience fear when they lack information or receive incomplete information
about the diagnosis of their child (Jackson et al., 2007). Lack of exact information also raises
doubts regarding the validity of the diagnosis. Mandell et al. (2005) also reported that parents
of children suffering from life-threatening allergies were frightened when they felt they received
incomplete information about their child’s disease. Increased knowledge requires that standardized
training in food allergies be provided to school children with food allergy and their families. The
school nurse has a crucial role in this training, which also includes the school staff (Weiss et al.,
2004). An integrated approach involving a multidisciplinary team including an allergy nurse spe-
cialist is optimal for the management of children with food allergy (Thong and Hourihane, 2004).

The majority of the interviewed mothers dared to take new challenges and felt rewarded when
the everyday routines and the family’s social activities became easier to manage. Some mothers,
however, refrained from new challenges, and only partly reintroduced the food while remaining
afraid. The majority of the children had excluded the food in question for many years and the
family had learned to live with dietary restrictions and extra control. Changing the restrictive food
routines back to normal proved to be a difficult task in itself. Earle et al. (2007) described how
parents always struggle hard to uphold a normalized everyday routine, even if the child has a
severe disease.

The child’s food allergy may decrease as the child grows older, which makes it important to
continue with regular follow-ups (Niggemann et al., 2005; Wood, 2003). Even if families receive
information on how to reintroduce food, the fear of allergy symptoms may prevail and hinder the
reintroduction at home. This was confirmed in a study by Eigenmann et al. (2006), where 18 fam-
ilies out of 73 did not reintroduce the food at home after negative single- or double-blind food pro-
vocation. Eigenmann et al. (2006) found that men reintroduced foods more often than women. It
would have been interesting to include gender perspective in this study and also to include
information on how the parents shared the responsibility for cooking at home.

A limitation of this study may be the small sample size, yet the intention to elucidate variation in
the data was met in the interviews. Several other studies using content analysis (Angstr('jm—
Brannstrom et al., 2008; Forsner et al., 2005; Hagglund et al., 2008; Nystedt et al., 2008) have been
based on similar sample sizes. The sample was homogenous and the research question of the study
was narrow. Throughout the research process, strategies for fulfilling trustworthiness of the
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qualitative method were implemented (Graneheim and Lundman, 2004). The interviews were con-
ducted by an experienced research nurse not otherwise involved in the clinical food-allergy team.
The data collection, transcription of the interviews and analysis were carefully described, but we
are aware that the analysis of narrative interviews always involves multiple meanings and can be
interpreted in various ways, therefore each transcript was read many times and the categories and
themes were discussed and re-evaluated until the researchers found that the themes reoccurred over
and over again and consensus was reached.

The children participating in the DBPCFC were recruited in different ways. This might have
influenced the mothers’ experiences. Some children were referred by the school doctor with a
request for the investigation of a possible food allergy; some parents initiated personal contact with
the author of this study; however, the majority were recruited by paediatricians within the
department.

Our study indicates that support from a multidisciplinary team including an allergy nurse spe-
cialist (Thong and Hourihane, 2004) would be of great importance in managing childhood food
allergy and the process of reintroduction of foods to the child in everyday life. Our study points
out that the mothers’ perspective on the reintroduction of foods, and not only the professional per-
spective, needs to be taken into account if the mothers are going to succeed in this challenging pro-
cess (Paterson, 2001). More studies are also needed to collect knowledge for the guidance of
families whose child continues to display allergic symptoms despite negative allergic reaction tests
and negative food provocations.
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