Guest editorial

The impact of food allergy: the real ‘‘fear

factor”

Food allergy affects up to 8% of children and 2% of adults in
the United States,! with the incidence of food allergy, in
particular peanut allergy, increasing during the last 10 to 20
years.> Adverse reactions to food allergens are the leading
cause of emergency department admissions for anaphylaxis
in the United States,* yet the current available standard of
care includes only dietary avoidance and ready access to
injectable epinephrine. Otherwise, there is no definitive treat-
ment for food allergy. Food allergens are ubiquitous in our
environment but must be strictly avoided to prevent life-
threatening anaphylaxis in sensitized patients. Comprehen-
sive patient and caregiver education is a vital component in
the management of food allergic patients. This extensive
instruction includes wide-ranging topics such as dietary re-
striction, food label reading, avoidance of cross-contamina-
tion, maintenance of a safe home and school environment,
education of schools and extended care providers, and appro-
priate and timely use of medications for symptoms of ana-
phylaxis. Patients and families with food allergy are therefore
bombarded with significant lifestyle changes to prevent po-
tentially life-threatening episodes of anaphylaxis and main-
tain their health and safety in our world. These changes are
often a source of tremendous anxiety and stress for both
patient and family, representing a true “fear factor” for daily
living among food allergic individuals.

In this issue of the Annals, Bollinger and colleagues* have
actively addressed this important issue. The purpose of their
study was to develop and conduct a preliminary evaluation of
anew questionnaire designed to evaluate parents’ perceptions
of the degree to which food allergy interferes with various
aspects of their children’s and family’s daily lives. Previous
assessments have been conducted by other investigators using
a variety of health evaluation tools.>-® All of these studies
have documented some level of psychological, social, emo-
tional, and/or lifestyle impact of food allergy on children and
families. However, few tools currently exist that are specific
and comprehensive for food allergy. Bollinger and colleagues
are the first to develop a food allergy—specific questionnaire
that measures parents’ perceptions of the impact of food
allergy on the daily activities of food allergic children and
their families. This new scale is also the first to identify
specific child and family activities that are avoided because
of food allergy.

The Food Allergy Impact Scale is a 32-item questionnaire
based on a 7-point Likert scale that was designed using a

variety of survey tools for food allergy, chronic disease,
quality of life, and family impact of disease. The Food
Allergy Impact Scale was tested in 101 children ages 8
months to 17 years (mean age, 5.14 years) recruited from the
Allergy Clinic at the University of Maryland Medical Center.
The study group is unique, with the broadest age range of
patients studied to date, and representative of diverse racial
and socioeconomic backgrounds. Most patients studied also
had comorbid allergic disease. This is the first group of
patients evaluated for social-emotional outcomes that encom-
passes the spectrum of food allergy in a subspecialty allergy
practice.

Questionnaires were returned by 86% of the participants,
with most (69%) completing the 15-minute survey during the
clinic visit. This finding indicates the ease of administration
and utility of this survey in a clinical practice setting. The
investigators documented many important social-emotional
issues within their study population. One of the most impor-
tant findings was the impact of food allergy on meal prepa-
ration and meal preparation activities in almost 70% of par-
ticipants. Of even greater interest is the finding that 50% to
60% of participants reported that the child’s and/or the fam-
ily’s social activities were significantly altered. In particular,
children’s activities were modified or eliminated with respect
to out-of-home play times with friends, participation in sleep-
overs, camp and birthday party attendance, sports participa-
tion, and school field trip activities. The primary family
behaviors that were altered included avoidance of going to
restaurants and allowing their children to participate in play
activities at a friend’s house. A significant proportion of
parents (41%) also reported increased stress related to their
child’s food allergy. Many also reported difficulty separating
from their children. However, parental employment, finances,
and family relations were not as significantly affected. Most
of the child and family stressors were positively correlated
with the number of involved food allergens, with greater
impact associated with increased numbers of food allergens
avoided. Interestingly, association of findings with a specific
food allergen or with a prior history of anaphylaxis was not
seen. By controlling for comorbid factors during data analy-
sis, the investigators demonstrated that food allergy remained
the key factor associated with their findings.

Findings from this study point toward social, psychologi-
cal, and emotional consequences for both children and fam-
ilies that require further large-scale investigation. Most clini-
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cians who treat and counsel food allergic children and
counsel their parents are acutely aware of the significant life
impact of food allergy. Investigators have reported continued
avoidance of foods (eg, peanut) to which children have be-
come tolerant despite medical advice to remove diet restric-
tion.” Others have indicated “food fears” and associated food
aversion among children with food allergy. These observa-
tions further emphasize the impact of food allergy. We, as
clinicians, contribute to the psychological and lifestyle con-
sequences associated with food allergy by implementing ag-
gressive, yet necessary, dietary changes, as well as providing
extensive, potentially frightening, counseling regarding risks
associated with inadvertent ingestion of implicated food al-
lergens. Clinicians, however, are poorly equipped with the
appropriate evaluation tools to evaluate the emotional and
psychological impact and needs of our food allergic patients.

The Food Allergy and Anaphylaxis Network (FAAN) has
worked diligently as an advocacy and support organization to
provide families with appropriate education in consistent
formats. Some of these formats include monthly newsletters,
Web-based information, support and advocacy groups, infor-
mational meetings, and national seminars. However, not all
patients have or seek access to FAAN or work within any
support network. In addition, FAAN resources are meant to
be used in conjunction with clinical evaluation of individual
patients and their specific problems encountered because of
food allergy, further highlighting the need for development of
applicable evaluation tools and interventions for the clinical
setting.

Findings from this study indicate that a diagnosis of food
allergy has a significant influence on the child’s and family’s
activities, resulting in potentially serious implications for the
child’s psychosocial development and the psychological
well-being of the family. Since these associated stressors
could potentially lead to adverse long-term effects on the
individual patient’s life, further study is vital to provide an
accurate evaluation of both the short- and long-term conse-
quences. This ground-breaking work by Bollinger and col-
leagues provides an important framework for future studies.
Their work was conducted through the collaborative efforts
of investigators with expertise in child psychology and pedi-
atric allergic disease. This collaboration likely contributes to
their fresh perspective on the social-emotional impact of food
allergy and their overall concern about the long-term conse-
quences for affected children and families. The Food Allergy
Impact Scale is an exciting new tool that will help to better
evaluate needs and tailor care for food allergic children and
their families. Larger cohort studies in independent, diverse
populations are essential to better understand the depth of this
problem and to further validate this novel instrument. Further
study is needed to examine the implications of restricting
family activities among food allergic children, their parents,

and their siblings. In particular, does this restriction affect the
social development of children and does it have psychologi-
cal consequences in either the short or long term? More work
is needed to evaluate the child’s perspective in association
with the parental perspective and to incorporate the perspec-
tive and impact on other family members, such as siblings.
Additional work is also needed to examine the parents’ emo-
tional needs and the impact of disease on their own mental
health, including their relationships with their children,
spouses, family members, health care team, and others in
society.

As allergy specialists, we must continue our advocacy
efforts for children and families dealing with food allergy
through progressive education, provocative research, and
comprehensive clinical care. Overall, more objective data and
new interventions are needed to improve the quality of life
and overall health for children and families affected by food
allergy.
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