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Abstract

Haemophilia is a complex condition to manage, especially for parents of newly
diagnosed children, and the illness affects the whole family. The parents are deeply
involved in the child’s treatment, as they frequently have to administer intravenous
injections at home.

The overall aim was to investigate perceived burden, lived experiences and to explore
experiences of learning processes and illness management in parents of children with
severe or moderate haemophilia.

In studies I-lll, a qualitative approach was motivated to describe experiences of
parenting a child with haemophilia. Study Il employed a longitudinal design to explore
the learning process, while study IV employed a quantitative method with a cross-
sectional survey.

The results reveal that the mothers often needed to become reconciled both with the
fact of the child’s iliness and their own carriership. However, having a child with severe
or moderate haemophilia was life changing for both fathers and mothers. The parents
were forced into a situation where they had to learn about and manage their child’s
illness in daily life. Thus, a desire to become independent of health care professionals
in this respect emerged as a key incentive for learning. How this learning process
developed and how long it took depended on different factors. For example, parents
of children with past or present inhibitors reported higher perceived burden than
parents of children without a history of inhibitors. Nevertheless, independently
managing home treatment was essential for the parents to feel in control of their life-
world again.

One conclusion is that female carriers need more knowledge about their carriership
and would benefit from counselling before starting a family. One suggestion is that
acceptance of the child’s illness and reconciliation with the new complex family
situation could be promoted with person-centred care. Furthermore, the findings
underline that health care professionals need to be aware of an increased burden on
parents of young children and particularly the burden on parents of young children
with inhibitors.
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