primary care has always listened to
patients’ and parents’ concerns and taken
them seriously.

It is clear from Thompson and
colleagues’ paper that GPs currently rely
heavily on general observation of ill
children, with few using pulse, respiratory
rate, or capillary refill time as part of their
routine examination.”® Many do not use a
thermometer. The authors question the
diagnostic value and accuracy of
measuring pulse, respiratory rate, capillary
refill time, or temperature. Measuring
respiratory rate has moderate to poor inter-
observer agreement (x = -0.04 to 0.4), but
poor overall appearance is little better (x =
0.18 to 0.61)." However, this is no reason
not to carry out basic measurements that
have been shown, with all their failings, to
offer useful, predictive help in detecting
sick children.

In addition, the fragmentation of primary
care makes it more important that our
contemporaneous notes offer more to the
next clinician trying to assess the child
than a simple note suggesting the child
looked well. This has become more
important with our relinquishing of out-of-
hours care. The need to ensure continuity
of care for these sick children effectively,
and to provide support to other clinicians
managing these children later, calls for
good objective notes of a better standard
than the aide memoire approach GPs have
used in the past to jog their own memories.

Central to this argument is whether
technical, scientific evidence is more
effective in detecting illness than Aristotle’s
phronesis or practical wisdom; the science
of medicine versus the art, if you like.

Neither approach alone will provide the
best care for children. The good doctor
uses scientific knowledge and phronesis to
develop  their clinical judgement.
Improvement in scientific knowledge
enhances our clinical judgement, rather
than damaging it."

GPs remain central in the care of
children. If we are to offer children good
primary care we must be ready to work
hard to prevent further fragmentation of the
primary healthcare team. As senior
members of the NHS we must make
ourselves more available to work on NICE
guideline groups, and be willing to work on
developing good primary care-based
research. Without our involvement this
work will continue but its value for the GP
will be diminished. Lastly, however, we
must continue to practice good medicine,
using our scientific knowledge,
communication skills, and humanity. As
Professor Downie put it, a good doctor
individualises the generalised evidence
available.™

James AH Cave,

GP Partner, The Downland Practice, Chieveley,
Newbury; Member of the NICE Guideline
Development Group for Feverish lliness in
Children; and Clinical Lead for South Central
Region Next Stage Review
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Place of death — how much does

it matter?

The priority is to improve end-of-life care in all settings

Increasing patient choice is at the heart of
current UK health service policy. At the end
of life the focus is on eliciting patients’
preferences for where end-of-life care is

delivered, facilitating death at home when
desired, and preventing crisis admissions
in the last few days of life.

Less than one-fifth (18.5%) of deaths

from all causes in England and Wales
currently occur at home. More than half of
all deaths (58.3%) occur in hospital, with
evidence of a slow but steady decline in
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deaths occurring at home and a rising
proportion of deaths in hospital. Figure 1
shows data for cancer deaths from 1993
to 2005 from the Office for National
Statistics (ONS).

There is a mismatch between patients’
preferred and actual place of death. Cross-
sectional studies of patients,?>® their
informal carers,* and the lay public® reveal
a majority preference for death at home: for
most of us it is the natural place that death
should come, reflecting who we are and
what home and family means. Such
preferences are not categorical, but are
usually stronger or weaker leanings in one
direction or another, qualified by
uncertainty about the impact of future
events.®

Conditions at three levels must be met
for palliative care at home to be successful.
Personal factors include the patient’s
desire to remain at home, their attitude
towards death and dying, and the impact
of their illness in terms of symptom
management and the maintenance of
personal dignity in the face of increasing
weakness. Social factors include the
presence of lay carers and their ability to
cope both physically and emotionally.
Structural factors include health and social
care professionals’ availability day and
night, the reliability of services to provide a
safety net in the face of unexpected
events, and the proximity and availability of
inpatient facilities. All these factors need to
be taken into account. In 2004 the House

of Commons Health Select Committee
expressed concerns:

‘While we sympathise with and
support the aspiration to allow patients
to die at home if they choose, we
question how realistic this objective
really is at the present time. The option
to die at home will only be realisable if
there is a guarantee of 24-hour care
and support, with the backup from
appropriate specialists’.”

Patient preferences for place of death
are not stable. Longitudinal* and qualitative
studies® reveal preference for home death
declines as illness progresses; patients
increasingly opt for inpatient care as they
become less well. Whether this reflects a
resigned acceptance to save relatives and
friends the burden of caring at home, or a
positive decision seeking better care as an
inpatient, or a combination of these and
other factors remains unclear:® insufficient
longitudinal data are available at the
present time.

Home deaths are not always
characterised by the presence of close
family and excellent support and symptom
control: ‘home can be the best place or the
worst place to die’.® It seems very likely
that recent changes in primary care,
especially reduced personal continuity of
care both in-hours and out-of-hours, have
at times disadvantaged our dying patients.
Recent initiatives such as the Gold

Figure 1. Place of death for cancer patients in England and Wales 1993-2005.

Standards Framework' and the Marie
Curie Delivering Choice Programme
(http://deliveringchoice.mariecurie.org.uk/)
seek to address these issues and optimise
primary palliative care.

At a population level, to interpret the
proportion of home deaths as an indicator
of good end-of-life care implies that deaths
that take place in other locations are
second best. This risks demonising hospital
deaths as the result of family, professional
or system failure. At an individual level this
may result in the demoralisation of hospital-
based healthcare professionals and leave
relatives with a sense of guilt or failure for
being unable to provide care at home up to
the point of death. Many people who die in
hospital are admitted for perfectly valid
reasons: it is frequently far from clear at the
time of admission that they are close to the
end of life. Prognostication is notoriously
difficult, especially in non-malignant illness.
While people may receive excellent care at
the end of life in hospital, there is room for
improvement in staff knowledge, attitudes,
communication, and team-working skills,
and a need for greater flexibility towards
patients’ families. Recent initiatives such as
the Liverpool Care Pathway for the dying™
seek to address many of these issues.

The NHS has recently invested £12 million
in the End of Life Care Programme which is
rolling out tools such as the Gold Standards
Framework, the Liverpool Care Pathway for
the Dying, and the Preferred Place of Care
document.™ Building on this programme, an
NHS End of Life Care Strategy is currently
under development to optimise care for all
illness groups in all settings. These initiatives
require rigorous evaluation using suitable
outcome measures. At a population level,
while the proportion of home deaths is
limited as a measure of the quality of end-of-
life care, it does have the advantage of being
available for all deaths and free from the
methodological difficulties that beset much
palliative care research.™ Hospital Episode
Statistics (HES) and ONS national datasets
are useful data sources, although HES can
only provide information about deaths in
hospital. The value of both sources could be
substantially increased if record linkage
between them was routinely available.

The NHS Connecting for Health IT
programme might become a useful means
of assessing end-of-life care quality,
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subject to suitable ethical controls. Days in
hospital or numbers of admissions within
the last 3 months of life, deaths within
2 days of admission from home, or within
7 days of admission from a care home
have all been advocated as measures of
quality of end-of-life care.

One alternative approach is to obtain the
views of patients close to the end of life by
means of interviews or questionnaires, but
such studies encounter difficulties of
identification, recruitment and attrition™
and are probably not practical outside
academic research studies. A more fruitful
approach for routine NHS use may be to
seek the views of informal carers after
death by interview or questionnaire. Such
studies are also affected by identification
and recruitment difficulties, and only obtain
the retrospective views of proxies who are
affected by the passage of time and grief.”®

While no approach to measurement of
the quality of end-of-life care is without its
drawbacks, we advocate that an attempt
be made to measure systematically the
care provided in all settings in order to
assess progress in improving end-of-life
care for all. Each day in the UK 1500
people die. An annual postal survey of the
next of kin of all people who died on a
particular day 6 months previously could
provide invaluable data.

Service initiatives on their own are
unlikely to alter place of death greatly,
since the factors influencing place of death
are many and varied, and include powerful
social and cultural factors.” The real

challenge therefore is to improve the
quality of end-of-life care in all settings,
wherever people spend their last weeks
and days, and especially in the general
wards of our hospitals which are
increasingly the predominant place of
death. Almost all health and social care
professionals are to some extent involved
in end-of-life care. This is predominantly a
task for generalists, supported where
appropriate by palliative care specialists.
Death affects us all, both directly and
indirectly: these are challenges to which
we must rise.

Stephen Barclay,

Macmillan Postdoctoral Research Fellow,
General Practice Research Unit, Department of
Public Health and Primary Care, University of
Cambridge, Cambridge

Antony Arthur,

Senior Research Fellow, Sue Ryder Centre for
Palliative and End of Life Studies, University of
Nottingham, Nottingham
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Collaboration in primary care:
the need to see the bigger picture

The mantras of collaboration, teamwork,
interdisciplinary learning, and education
have been urged on primary healthcare
teams for a very long time. In the UK,
Spencer' suggests that this advocacy goes
back to the Dawson Report of 1920,2 but
observes:

‘Nevertheless, although the PHCT

[primary healthcare team] is widely
advocated as the best means for
delivering health care in the
community, there are problems in
realising this ambition.”

Two papers in this issue illustrate the
continuing nature of these teamwork
problems.** The papers are concerned with

the delivery of palliative care services, but
the issues they expose are those
associated with interdisciplinary teamwork
rather than being uniquely related to
palliative care.

It is accepted that to provide high quality
preventive, curative, or rehabilitation care
necessitates input from a range of
healthcare and other practitioners. To
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