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ABSTRACT

The incidence of allergy in children appears to be
increasing, the obvious implication of which is that
the load this places on families is also increasing.
Little research exists on the needs of parents with
allergic children, although much has been written on
the burden of chronic childhood conditions on par-
ents. Utilising the findings of such research when
considering the needs of parents with allergic chil-
dren is possible, although it should be remembered
that each family has individual needs. The literature
suggests that after the diagnosis of allergy, parents
suffer a loss of control which they struggle to regain
through management of those issues over which
they have jurisdiction. The unpredictable nature of
allergy renders this control fragile and healthcare
professionals should be aware that there are many
triggers that may cause parents to experience a
heightened level of anxiety. Parents also have an
overwhelming desire for accurate information
regarding their child’s iliness; the literature indicates
that this is not always available and that there is sig-
nificant disagreement among healthcare profession-
als as to the best management of allergic children.
Healthcare professionals should aim to achieve a
partnership both with their colleagues and parents in
order to address these issues.

Allergy, a specific, acquired change in host reactivity
mediated by an immunological mechanism and causing
an untoward physiological response,’ may exhibit itself
in a variety of ways. These include asthma, eczema,
rhinitis, urticaria and food allergy.? These manifesta-
tions are commonly referred to as atopic diseases,
which pertain to the genetic predisposition towards the
development of immediate hypersensitivity reactions
against common environmental allergens.

Allergy in children appears to be increasing. Indeed, in
population-based studies, a cumulative prevalence of
allergic diseases in childhood of around 25-30% has
been reported,® thereby implying that 1 in 4 families
with children cope with the manifestations of an aller-
gic disease on a daily basis.

PARENTS’ NEEDS - COPING WITH CHANGE

Parents are pivotal to the physical and emotional well-
being of the family unit.* A literature search on the
needs of parents with allergic children revealed few
results; however much has been written on the needs
of parents of a chronically sick child. A chronic condition
is defined as ‘an impairment or deviation from normal
with variations in course, intensity and severity’;® aller-
gy may therefore be considered a chronic illness. While
it is impossible to generalise and each family should be
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treated individually,* common themes have emerged
from the literature.

It is widely recognised that the extent to which parents
adapt to living with their chronically ill child will ulti-
mately have an impact on the health of the sick child’
and any siblings.® Equally, the unpredictable nature of
chronic illness and demanding treatment protocols have
been identified as altering healthy relationship dynamics
among parents.® The importance of understanding the
needs of parents with allergic children, and the ways in
which healthcare professionals can assist parents in
meeting these, cannot be overemphasised.

Accepting the diagnosis

The initial diagnosis of an allergy, even when the par-
ents have suspected the diagnosis themselves, may be
a time of considerable stress. The diagnosis essential-
ly marks the end of the previously known world for par-
ents, although for some the diagnosis is met with
relief, marking the turning point from a state of uncer-
tainty.” For many, however, the diagnosis will herald a
period of acclimatisation, which involves both physical
adaptations, such as an adjustment to performing time-
consuming therapies in addition to normal parenting
tasks,""'? and psychological adaptations to a way of life
that many parents would never have envisaged.*"* The
extra time involved in carrying out normal childcare
with a sick child is frequently not realised; one parent
interviewed described the nuisance of having to study
labels in a supermarket following the diagnosis of a
food allergy in her child thus: ‘just try as an experiment
going round the supermarket and put the things in your
trolley that don’t contain milk or dried skimmed milk. |
guarantee you won't have a lot to pay for, but then think
about what you have got, and what sort of meals you
can prepare for a week with those foods’."

Lifestyle modifications

For most allergic diseases there is no cure, and thera-
py focuses on strict avoidance of the allergen through
its removal from the child’'s environment where possi-
ble, and treatment of intercurrent symptoms. Families
with allergic children may have to undergo drastic mod-
ifications to their lifestyles, the ramifications of which
will affect all family members. Pets may have to be
given away, and favourite foods may be banned from
the house. Resentment may occur not only because of
the extra time and attention the allergic child receives
during treatment regimens, but also because of the
changes to the home environment and lifestyle. All
family members will need to undergo a period of
adjustment, and siblings may require extra time and
attention to help them understand the changes.

Caring for a child with a chronic illness consumes time,
energy and financial resources, deprives families of pri-
vacy, and creates emotional and social isolation."” In
addition, the unpredictable nature of chronic illness and
demanding treatment protocols have been identified as
altering healthy relationship dynamics among parents.®
As allergy is part of the atopic group of diseases it is
common for children to have more than one allergy or
manifestation of atopy. In addition, the onset of allergic
symptoms may be extremely unpredictable because of
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the difficulties of completely eliminating allergens from
the environment. For these families, the adjustments
that need to be made may be even more far-reaching
and such parents will require even greater support.

STRESS FACTORS

The literature suggests that lack of control is a major
stressor for parents after the diagnosis.” The unpre-
dictable nature of allergy makes this especially true for
parents of allergic children. Parents with food-allergic
children are required to constantly plan their lives, and
the spontaneity that is generally taken for granted is no
longer possible.® Meals in restaurants must be careful-
ly planned to ensure the venue can cater for the spe-
cific dietary requirements required; friends and
relatives must be made aware of the importance of
adhering to the strict dietary regimens. Environmental
allergens are perhaps even less easily controlled; par-
ents whose children are allergic to animals may be
reluctant to allow their children to pay impromptu visits
to friends or family until they are certain that these
households do not have pets.

The literature suggests that eventually parents will
manage to regain a sense of normality. This is usually
achieved through control of those issues over which
they have jurisdiction: management of illness;®2"81°
reorganisation of family life;"'* management of infor-
mation; and awareness of the environment.™

This control is fragile, however, and various triggers
have the potential to destroy established coping mech-
anisms.?® Routine medical appointments may cause a
resurgence of fear that parents are trying to ignore, and
this fear may peak while awaiting results of physical
examinations or diagnostic tests. Minor symptoms or
deviations from the norm, specific medical words or
phrases, changes in therapeutic regimen, even
changes that represent an improvement in their child’s
condition could threaten the emotional equilibrium of
parents, who might resist such changes if this involves
their child undergoing what they perceive to be an
unnecessary procedure.?® Changes in developmental
stages also signify a time of potential stress for parents
as a result of relinquishing control; the vigilance that
they have developed as a coping mechanism must be
handed over to nursery schools, teachers, or even to
the child himself. Parents will require extra support and
information at this time.?

It should be observed that most of the triggers for a
heightened level of uncertainty are events that health-
care professionals may consider to be routine, and
therefore disregard or dismiss when considering possi-
ble causes of parental anxiety. Nevertheless it is impor-
tant to be aware of them, as the re-emergence of
anxiety has the potential to destroy the parents’ recon-
structed sense of normality.®® Many discover that the
experience of living with such a child involves constant
uncertainty, albeit at a subconscious level."*®* This
uncertainty, coupled with the new demands of the
treatment regimen, means that parents will undergo
drastic changes to their outlook on life."*">"®2° ‘As far as
normal is concerned, if we had an outside observer, not
knowing anything of what we're going through, if they
walked in the door and were with us from the moment
we woke up until we went to bed, they would not con-
sider us normal at all. And that's just the way life is."®

INFORMATION NEEDS

Parents have an overwhelming desire for information
regarding their children’s condition and treatment. They
may be dissatisfied with the information they receive
for a variety of reasons: difficulty in obtaining informa-
tion;"®'® being given insufficient information;***' receiv-

ing information too quickly' and being given inaccu-
rate information.?’ Parents who have difficulties in
obtaining information from healthcare professionals
may seek to expand their knowledge using alternative
sources such as other parents, support groups™ and
libraries.” It is therefore important to ensure that par-
ents fully understand the information that they are
given. The provision of written information may be one
means of improving understanding and thereby reduc-
ing anxiety.” In addition, the provision of books and
Internet website addresses may be useful in directing
parents to information that will be factually correct,
informative and understandable.

Many parents ‘manage’ information in order to reduce
uncertainty.’ After extracting information, parents may
discount, transform or modify information they per-
ceive as negative. Parents may also fear that informa-
tion might incapacitate them, and therefore actively
limit the information they receive.

The hunger for information is closely linked to parents’
desire for normality and certainty, described earlier.
Acquisition of information will empower parents to
regain control over their situation and enable them to
request and participate in a partnership with healthcare
professionals. 012141819

If more evidence is needed, the literature suggests that
better-informed parents have greater feelings of well-
being and are more likely to comply with medication
and treatment regimens.? However, a study within the
Eastern Health and Social Services Board in Northern
Ireland found great variability in the management of
children with allergy.** The report suggests a lack of
consensus among healthcare professionals as to the
best practice in the management of potentially life-
threatening food allergy and indicates a need for better
multidisciplinary communication. It recommends spe-
cialist referrals for all children with suspected allergy,
further investigation, written allergy advice, referral to a
dietician and formalised training in basic life support
and the administration of epinephrine. It is likely that
such findings are not unique to their specific area;
indeed management of allergic conditions may vary
greatly between not only individuals within a depart-
ment but also different hospitals, as well as interna-
tionally. In order to minimise confusion and
concomitant anxiety for parents, healthcare profession-
als should strive to reach a consensus both nationally
and globally.

Parents keenly aspire to be regarded as partners in the
care of their child, and this desire is closely linked with
the need to regain control in order to minimise uncer-
tainty. Measures by which parents gain partnership is
varied. Some develop alliances and choose healthcare
professionals they perceive as helpful,” others insist on
making decisions™ or may demand the final word by
refusing treatment for their children or challenging deci-
sions made by healthcare professionals.'? An unfulfilled
desire for partnership may cause parents to become
vigilant and assertive."*?'

Unfortunately the literature suggests that the experi-
ences of some parents are less than positive, with par-
ents advocating for healthcare professionals to pay
attention to their expertise'’ and be more sensitive to
their anxieties.” The ramifications for children’s health
if parental concerns are not taken seriously and health-
care professionals do not try to form partnerships with
children and their families are serious; a lack of under-
standing on the part of parents may cause them to
withhold vital treatment such as the MMR for egg-aller-
gic children,” or impose unnecessary restrictions on
their children’s lifestyle. Indeed parents with food-aller-
gic children who do not receive specialist help and
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advice may introduce inappropriate dietary restrictions,
which in turn may cause significant morbidity.?
Healthcare professionals must therefore attempt to
achieve realistic treatment regimens that parents will
be able to adhere to, but that will also be beneficial to
the child.

CONCLUSION

This article has highlighted that research into the needs
of families with allergic children is long overdue.
However, from the information that is available regard-
ing parents of children with a chronic illness, it is pos-
sible to draw some conclusions. That a change of
lifestyle occurs within families whose children are diag-
nosed with an allergic disease is unequivocal. The
lengths to which parents will go to minimise and
accommodate the necessary changes are extensive. It
is therefore important for healthcare professionals to
be alert to the fragile coping mechanisms developed by
parents, and to remember that procedures and symp-
toms that may be dismissed as routine or minor have
the potential to destroy the normality that parents have
fought to construct. It is important to be vigilant to the
individual needs of these families, and to provide real-
istic treatment regimens and comprehensive under-
standable information through collaboration with the
recipients. Most importantly healthcare professionals
should aim to collaborate both with parents and chil-
dren, and also with other healthcare professionals at
national and international levels, to ensure the treat-
ment and advice given is not only effective, but also
consistent.
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