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Knowledge and understanding for parents
of children with heart disease

We read the recent paper by Daily et al' published in
Cardiology in the Young with great interest because it
focussed on identifying information that is important to
parents of children with complex heart disease. We
agree wholeheartedly that identification of areas of
priority for information sharing with parents and the
healthcare providers who care for them is most impor-
tant. For parents having knowledge about the clinical
signs to look for and knowing what to do, who to call,
and where to go are crucial, because healthcare providers
understand that ultimately parental care matters most.

We, however, find it interesting that the specific
targeted parental education in this study did not
include attention to the family’s situation or issues that
impact on parental knowledge and capacity building.
We argue that identification of the knowledge needs of
parents cannot be considered without attention to the
needs and circumstances of the family in the first
instance. How parents of children with serious health
problems develop knowledge and act upon informa-
tion depends on a range of issues that warrant mention.
Some parents have better access to skills and resources
than others. The range of issues that affect families can
be complex and diverse — for instance, the impact of
maternal emotional health on information processing
and caregiving is well evidenced.” The disruption to
family functioning and decision making as a result of
exposure to life stress is also well understood.” Rather
than parents understanding information, findings
show that it is more a question of confidence. Research
shows that mothers who feel anxious, or have little or
no social support or someone to talk to, have lower
levels of confidence in their knowledge and
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understanding about their children’s heart disease.
This is important because, in practice, paediatric
healthcare providers are often concerned about how
parents interpret and act upon important health
information they are given about their children’s care.

For parents, adjusting to the diagnosis of their
child’s complex CHD and managing the demands of
complex feeding regimes and care can be consuming,
and these challenges will be further compounded in
the presence of additional psychosocial issues. The
combination of managing their circumstances and
the care needs of their children, while living with the
worry about a guarded health outcome and the asso-
ciated parental grief and loss, can be overwhelming.
These families need substantial support to develop
confidence in their knowledge and understanding, in
order to create the best life possible for their affected
child. By assessing and understanding the family’s
circumstances first, healthcare providers can identify
and respond to the needs of the family, so that
information that centres around pathophysiology and
caregiving procedures can be tailored appropriately.
In this way, assessment of the circumstances of the
family could guide dissemination of knowledge and
impact outcomes and child health.
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