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Editorial: Family-centred care - points to ponder
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Family-centred care (FCC) (with its affiliated terms
“parent participation”, “partnership in care” and “parental
involvement”) isa conceptmuch discussed and touted (atleast
within paediatric, and increasingly adult, healthcare services)
across many countries, both developed and developing and
across cultures — Western and non-Western. A policy of FCC
will be found in most hospitals where children are nursed.
Nonetheless, it is becoming apparent that FCC may not be
waorking. Family-centred care is defined as “a way of caring
for children and their families within health services which
ensures that care is planned around the whole family, not
Just the individual child or person and in which all the family
members are recognised as care recipients”®. This definition
is preliminary and needs further examination and debate;
however, it encapsulates what FCC is about. According to
the Institute for Family-Centered Care in the United States,
FCC consists of a series of elements, including, amongst
others, the importance of dignity and respect, the sharing
of information, the need for collaboration between staff
and parents, as well as participation of parents and effective
communtication 2. All this sounds great, but can it work, or is
FCCreally, as Darbyshire said in 19943, "a wonderful ideal, but
very difficult to implement in practice?”

At present, a group of us is updating a Cochrane Systematic
Review about FCC* and while we cannot pre-empt the
findings of the update, one thing that is becoming obvious
is that, as with the original review, there is scant research
about whether or not FCC waorks, or if it makes any difference
to children, families or the staff caring for them. A recent
systematic review of parent participation * also found that
scant evidence about the efficacy of FCC exists; rather most is
descriptive, lacks rigour and is inconclusive, If this is the case,
then it must be time for us, as nurses who care for infants,
children and young people, to ask if there is a better way to
deliver healthcare.

What is needed is a large-scale randomised, controlled trial
(RCT) of a whole service, system-wide FCC intervention.
This would include physical and material facilities such as
appropriate parent accommodation, as well as extensive
education programmes for all staff, including ancillary and
administration personnel; and education programmes

for children and their families, community services such
as schools and welfare providers and policy makers and
politicians who make decisions about healthcare delivery. A
RCT such as this coutd be done by cluster randomisation with
an individual hospital treated as a cluster and randomised to
control orintervention group. it would require a large number
of stand-alone children’s hospitals run along similar lines, but
geographically separate to minimise contamination across
sites. | suggest that the only country in the world where such
conditions exist is the United Kingdom, where there are over
30 free-standing, autonomaus children’s hospitals, which,
because of the universality of the National Health Service,
are all run similarly. Of course, such an experiment would be
extremely costly and this is probably why such a project has
not been attempted.

While we wait for a research body to fund a RCT, we do have
an ever-increasing body of qualitative research around FCC,
which generates a large degree of concern. While qualitative
research cannot, by definition, tell us whether or not FCC
waorks, it can suggest that something is very wrong with its
current implementation. There is also a body of descriptive
research which describes problems with FCC models, but
similarly, because such studies lack the rigour of a RCT, they
cannot tell us about cause and effect.

Darbyshire * was possibly the first to suggest problems
with FCC and recent studies increasingly suggest that
problems continue. Coyne in 19955 19967 and 2008 ®
consistently describes nurses using coercion to make parents
fit the behaviour expected by the nurses, parents becoming
resentful for being made to do what they see as nurses’ work
and nurses who expect parents to stay whether or not the
parents feel they were able. Hughes® in an Irish study, found
discrepancies between nurses’ and parents’ attitudes to FCC,
while a literature review from the UK found themes about
lack of communication between parents and nurses and
limited negotiation about parental involvement. Another
UK study "' found that parents were given little choice about
their roles when caring for their technology-dependent
children; a Canadian study " of parents and a range of
health professionals found that collaboration with parents
was not fully understood or implemented by either parents
or health professionals. Studies from the United States '
" demonstrate discrepancies about communication and
expectations of care. Australian studies > '§, also, have found
serious misunderstandings about FCC between staff and
parents, often influenced by a breakdown in communication.
Research from the Nordic countries ' "% has found similar
problems to all of these, despite having one of the best
healthcare systems in the world, strongly supported by
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welfare systems that see parents given paid time off work
to care for sick children '°. Nor are these problems restricted
to paediatrics. Neonatal 22 and adolescent care 2 2 are
suffering as well.

Problems with FCC are not restricted to Western countries.
A study from Tanzania ® described a lack of parent-friendly
wards and untrained staff who do not understand FCC, while
a Thai study * demonstrated that parents had no choice
in their level of involvement. Parents in an Iranian study ¥
stated that they had not been supported during their child’s
admission, while another 2 found a lack of communication
and understanding of negotiation by both parents and staff
caused problems with the implementation of FCC.

So where does this leave us, as nurses who are supposed to
be implementing FCC, often as dictated by policy and our
superiors? Surely we must stand back, ask if FCCis achievable,
or is Darbyshire right in saying it may be unobtalnable in
practice? Should we wait until a RCT is done before we begin
to question what we are doing with children and families?
While the emphasis on existing research is largely on parents
(and sometimes children), where do the health professionals
sit in this? Often we are thought to be the “baddies’;, because
we hold the power in the relationship with parents and,
therefore, should be able to craft our interactions with
them so that FCC works. But can we do that? Little research
examines what it means for health professionals when they
have to "partner” or negotiate with parents and we must
acknowledge that some parents can be difficult *®. Hospitals
put pressure on staff to implement FCC, but are the parents
educated as to what FCC is really about and do they hold
appropriate expectations of the hospital’s ability to provide
it? Are managers and executives knowledgeable about FCC,
or do they just see parents as caregivers and decrease nursing
staff numbers accordingly?

My next question is: is it ethical to continue to push FCC as
a way of delivering care when, patently, there are so many
problems with it and these problems seem to be universal?
Surely the time has come for us all to do one of two things:
either to make sure all conditions are in place to make FCC
work (effective, appropriate and long-term education of all,
including parents, children, the community, policy makers,
politicians, the media - the list is long), or to look around for
something to replace FCC.

At this stage, | have few suggestions, but | enjoin all readers of
Neonatal, Paediatric and Child Health Nursing to begin thinking
about this and ultimately lead the world in producing an
alternative way of caring for families.
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