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GUEST EDITORIAL
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Parental involvement and empowerment in paediatric

critical care: Partnership is key!

Parents of infants or children admitted to a critical care unit are them-
selves in a crisis situation. In this crisis, parents often feel out of control
and are at a high risk of anxiety, depression, post-traumatic stress disor-
der, and other stress-related conditions challenging their parental role!-
They must deal with a new and disruptive situation that throws their
entire life upside down. Post intensive care syndrome-family (PICS-F),
also known as family intensive care unit syndrome (FICUS), are terms
used to explain the psychological symptoms of the family of a patient in
response to the patient's admission to the intensive care unit (ICU).2
Critical illness is a family crisis and not only applicable to children but
also to adults. When a child is admitted to the pediatric ICU, the family
suffers considerably because of both the difficulty in seeing what their
child is going through but also because of the “uncertainty of not know-
ing”2 In this acute and distressing situation, they face many factors
contributing to anxiety and stress, such as worries about the health and
potential survival of their child, uncertainties about the future, helpless-
ness, loss of control, and a huge change in their role as parent and care-
giver.>? Yet their role in the critical care unit is often viewed as a visitor
or observer, which likely contributes to their feelings of helplessness
and loss of control.2* This editorial will discuss changes in roles of fami-
lies and health care professionals, family involvement and empower-
ment in paediatric critical care, including neonatal critical care. The
focus is on the role of families in daily paediatric critical care, the impor-
tance of empowering families, and the consequences for the changing
balance in roles between health care professionals and family members.

Increasing awareness of the impact of this parental crisis and rec-
ognition of the role of parents has led to the development of models of
care focusing on a more central role for parents. Established models are
family-centred care (FCC) and family-integrated care (FICare).>¢ FCC is
an approach to planning, delivery, and evaluation of nursing and care,
embracing the importance of the family in the patient's life, and thus
focusing care not only on the child but also taking into account the fam-
ily as the central and most important aspect in the child's life. The key
components of FCC are partnership with family members and the rec-
ognition of parents as the experts concerning their child's abilities and
needs.” FICare extends on the FCC model by placing families at the
centre of care, and in addition, empowering them as primary caregivers,
thus recognizing the importance of them being active in their parental
role. The FICare model has been developed in neonatal care, but the

principles are relevant for all areas of paediatric care.”° FICare invites

and enables parents not only to become their infant's primary caregiver,
but in addition to actively participate in the child's care. This involves
being present most of the time on the unit, taking over some tasks pre-
viously undertaken by nurses, and being actively involved in ward
rounds.®®? This then changes the dynamics of the parental role from
passive observers to playing an active role in caregiving and making
partnerships between families and health professionals possible.®

Increasingly, FICare is considered best practice in (neonatal) critical
care, empowering parents and providing a consistent care environment in
which a partnership is created.® This, in turn, can decrease parental stress
and anxiety, and align the needs of the child (physiological and psycholog-
ical) with those of the parents.*!* However, the implementation of this
model in daily care may be challenging.!* A major challenge is the focus
primarily on the practical issues related to the presence and role of par-
ents in the child's caregiving, thus neglecting the more fundamental shift
in thinking regarding the consequences of these models for relationships
and collaboration between families and health care professionals, includ-
ing their roles. For example, the way health care professionals perceive
parents' role as the primary caregiver must fundamentally change, and
this influences the way FCC and FlCare is delivered.**

As patient/parent participation in care is a growing discourse in
health policy, health professionals need to consider different roles
in caring for children and their parents. The focus on empowerment
and partnership represents a shift from a paternalistic approach to
care to a participatory way of thinking for all health care profes-
sionals.'? Patient/parent empowerment, a crucial concept in this
shift in the way of thinking, is described as the acquisition of motiva-
tion (self-awareness and attitude through engagement) and ability
(skills and knowledge through enablement) that patients/parents
might use to be involved or participate in decision-making, thus cre-
ating an opportunity for greater power in their relationship with pro-
fessionals.'® Central in understanding and translating this concept to
critical care clinical practice is the recognition of empowerment as a
process, in which health care professionals play a crucial role in
enabling parents to develop skills and knowledge and to motivate
them through engagement. It also emphasizes the importance of
accommodating individual differences, as there are large differences
in needs, wishes, and preferences. Indeed, to empower parents in
paediatric critical care, we need to have insight in what individual

parents need to fulfil their role.
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FICare is not just physically involving families in care and tasks, it is a
change in culture and relationships between health care professionals
and the family, including an individualized approach to support and
empower families. It is therefore not surprising that implementing FICare
cannot take place rapidly or as a matter of course, and in fact is highly
challenging. It requires a change in health care professionals' roles, which
has not been part of their education, and they often already feel over-
burdened.!* There may be institutional and organizational barriers, and
there may be parental barriers too® A large multicentre, cluster-
randomized controlled trial into the effectiveness of FICare in neonatal
intensive care units showed positive effects on infant and parent out-
comes.® This study of O'Brien et al showed that it is safe to involve par-
ents and families in the care of their infant. Subsequently, the results
quantify the positive effect of parental-infant interaction on infant weight
gain, breastfeeding rates at discharge, and FlCare decreased levels of
parental stress and anxiety.® However, it also became clear that substan-
tial effort is required to implement the pillars of FICare. First, a parent
education programme with small group education sessions, parent
coaching at the bedside, and parent involvement in medical rounds is
necessary. Secondly, there should be a staff training programme and
tools for staff to mentor, coach, and support families. Furthermore, poli-
cies, procedures, and environmental resources to operationalize family
involvement in caregiving and support prolonged parental presence in
the NICU need to be established. Finally, a programme of psychosocial
support that includes peer-to-peer and professional support for families
while in the NICU is required.® The study by O'Brien et al® also showed
that the implementation of FICare needs to be multidimensional, with
interdependent components, to be successful. In fact, professionals need
to be empowered too, and this takes time, enabling them to develop
skills and knowledge and motivating them through engagement. It is clear
that some (or, indeed, many) health care professionals may feel uncom-
fortable with letting go of some of “their power”.

In summary, family-integrated care can empower families to
re-gain control in a crisis situation. For nurses and others working in
paediatric critical care, the challenge lies with us: how do we make
sure all principles and pillars are implemented and secured, without
cherry-picking the practical aspects related to presence and physically
involving parents? We can only do this by partnering with families in
this journey, acknowledging the challenges, considering it from a pro-
cess perspective, at various levels of the organization, and by listening

to experts-by-experience, the families themselves.
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