Editorials

data will be linked across the three audit work streams and will be
analysed centrally. Reports with benchmarking against the national
average will be provided for all participating practices, with higher
level reports for commissioners and other organisations at a regional
and national level. The practice reports will offer support for
standardised coding of records and service improvement. Changes will
be measured in repeat audit cycles.

Whilst the collection of this database in England and Wales is itself
a massive undertaking, the learning from Finland® is that this is merely
the beginning of a 5-year quality improvement programme. Within
secondary care a peer review initiative is one option to drive
improvements in care. For pulmonary rehabilitation programmes, an
accreditation process is proposed which could drive up standards and
assist commissioning of rehabilitation. One of the underlying
principles of all such national audits is the open publication of data.
This may be used to help patients and commissioners to understand
the quality of services available.

The Swedish® and Finnish® National studies have shown what can
be accomplished if a national effort is made to collect good quality
data and to use those data to support clinicians in improving the
quality of care delivered to COPD patients. \We now plan to collect a
much bigger dataset in England and Wales and use this to drive a
multi-faceted quality improvement programme on the care of our
COPD patients. This is an opportunity for clinicians to deliver a long
overdue UK national health improvement programme on a grand
scale for a previously neglected group of people.
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On Goldilocks, care coordination,

‘just right’

See linked article by Epiphaniou et al. on pg 46
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Hospice/palliative care is not just end-of-life care, it is specialised
medical care for patients with serious illness." Although
definitions of “serious illness” may vary, it is clear that far more
patients could benefit from hospice/palliative care than we can
actually serve, given the existing workforce challenges and the
lack of clarity in how to pay for specialist palliative care
throughout the world. The needs of patients and caregivers are
similar regardless of the underlying life limiting illness.>*
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Appropriate timing of referrals is key, but this timing must be
clearly defined for each disease group, with differences to be expected
between cancer and COPD.* Not every patient needs to see a
palliative care specialist, and the timing matters greatly when
resources are limited.® Thus, as palliative care continues to move
further upstream in a patient’s journey, these limitations necessitate
that we be better able to match the right type of care with the right
patient at the right time. Models of “care coordination” offer one
potentially promising strategy for addressing this problem.

In this issue of the PCRJ, Epiphaniou and colleagues’ report the
results of a longitudinal qualitative study of patients’ experiences with
end-of-life care coordination in the UK. These results highlight several
important truths about the current state of care coordination. First,
patients with COPD had little access to care coordinators (or
"keyworkers” as they are called here). These patients are at risk for
increasingly frequent re-hospitalisations as the disease progresses, and
avoiding hospital is a crucial way of improving care and decreasing
healthcare costs. Given the very long illness trajectory for people with
COPD,® they may seem less in need of care coordination, and are
often left without easy access to close follow-up care after hospital
discharge. Patients with COPD in this study expressed a sense of
feeling left out on their own without much support.

Patients with lung cancer, on the other hand, routinely had access
to a care coordinator.” Among those who did, nearly all felt it was
valuable. These findings highlight the remarkably positive role care
coordinators can play in the life of a patient with serious illness.
Patients frequently described how useful the coordinator was in
responding to their needs by matching them with various services,
and helping them contact their physicians. The complex care needed
for those with advanced illness can be very overwhelming and
patients may need a “disease shepherd” to help show them the way.

These key concepts of care coordination are central to the care
that is provided by hospice/palliative care services around the world.
Such care might be expected to result in fewer emergency
department visits or hospital stays for patients with serious,
progressive illnesses. Interestingly, despite its intuitive appeal, care
coordination actually does not always result in improved outcomes. In
fact, published studies have been somewhat mixed. For example, a
similar concept was tested in the US cancer setting, using “nurse
navigators.”® In a randomised controlled trial, this intervention yielded
improvements in psychosocial care, care coordination, and patient
information, but actually did not improve quality of life. It also did not
reduce costs, except in a subset with lung cancer. Similarly, in a large
randomised trial of a tele-health intervention for patients with COPD,™
a daily symptom and medication monitoring approach was not
effective in reducing re-hospitalisations or improving quality of life.
Though slightly different from care coordinators, this finding puts
forward the challenge of how best to apply findings from the study by
Epiphaniou et al.” to populations of people with COPD.

Another noteworthy study of care coordination is the “Palliative
Care Trial.”™? Here, the implementation of a single patient-focused
case conference, coordinated by a palliative care nurse in concert with
the general practitioner (GP), was shown to reduce hospitalisations by
26% and to provide better maintenance of performance status. The
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nurse and GP assessed the patient’s needs and translated these to the
multidisciplinary case conference, bringing the patient’s voice to the
plan of care. This approach embodies the “disease shepherd” model
by helping match the right support services to the right patient in a
timely way. Referrals and use of scarce resources are thus based on
need, rather than diagnosis or prognosis. As so conceived, a care
coordinator may be the very steward that we need to judiciously
expand palliative care services to those patients who are particularly
likely to need and/or benefit from accessing them.

In  heart failure, a nurse-led intervention comprising
comprehensive education, social-service consultation, and intensive
follow-up reduced 90-day heart failure readmission by 56.2%,
improved quality of life, and reduced the cost of care.” A meta-
analysis of published trials of post-discharge support strategies further
supports these findings." In contrast, enhanced access to primary care
for heart failure patients did not improve their self-reported health
status and was actually associated with more frequent
hospitalisation.™ Reconciling these findings will be important in
moving science forward in this area.

In the end, what do these somewhat contradictory results mean
for hospice/palliative care, and for clinicians who face the difficult
decision about timing a referral or who are trying to adopt a model of
care coordination? Wherein lies the “transition point” - the
"Goldilocks point” — where it is exactly the right time to mobilise
specialist hospice/palliative care services for the patient sub-group who
will derive the most benefit? Whilst we do not pretend to have all the
answers, we do propose a path forward in terms of further research.
More work is needed to explore the role of functional limitations, the
onset of troublesome symptoms, or both, as a potentially useful
threshold to trigger further care coordination. The onset of functional
decline often portends a poor prognosis, especially in cancer settings,
and symptoms often signal an impending need for emergency or
inpatient services. Symptoms can now be monitored in the home
using emerging technological applications,” and once decline is
noted, care coordination could be mobilised to assess the potential
need for additional services. More active use of mobile health
technology solutions is likely to play an important role in solving this
puzzle, helping us match the right care to the right patient at the right
time. Care coordinators will not fix all of palliative care’s service
planning problems, but are a key part of the solution if appropriately
applied. Regardless, further study is needed not only on their impact
on patients, but also on patients’ caregivers.
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Predicting the outcome of early childhood wheeze: mission

impossible

See linked article by Cano-Garcinufo et al. on pg 60
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Every general practitioner (GP) knows that many young children
wheeze during upper respiratory tract infections, and that most
of these children do not become asthmatic later during
childhood. Data from population-based studies show that one in
three children will have at least one episode of wheezing during
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the first three years of life." Two-thirds of these preschool
wheezers outgrow their symptoms by the age of six, and the
remaining third develop asthma.’? Wouldn't it be great if we
could predict which preschool wheezer will become asthmatic
and which will not? Such knowledge would not only be useful for
counselling parents, but could also be used to target therapy.
Given our ongoing concerns over the safety of inhaled
corticosteroids, particularly in young children,? we prefer to avoid
treating transient preschool wheezers unnecessarily with daily
controller treatment for asthma.

Until recently, the knowledge about which factors were associated
with the persistence or remittance of preschool wheeze came from
general population birth cohort studies.” The asthma predictive scores
based on these studies show a statistically significant association with
asthma and wheeze at age six years, but their value for predicting the
outcome of preschool wheeze in individual cases is poor.* Since not all
young children with wheeze are brought to their GP, the applicability
of these asthma predictive scores in primary care is unclear. In
addition, because parents use the word “wheeze" to describe a range
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