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National cohort data from Sweden to the National COPD audit
in England and Wales: grand designs for quality improvement
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The computerisation of clinical patient records in primary care
provides an opportunity to collect health care data at national
and international level. There is a dawning awareness of the
enormous potential of such data, both as a research tool and as
a means to improve the quality of health care provision. For
commissioners and service planners there is a golden opportunity
to lead the way in the constructive use of data to the benefit of
both clinicians and patients.

Such an example is the exploitation of routinely collected data
from primary care for research. From the august origins of the General
Practice Research Database, a plethora of datasets are now available
with data on demographics, diagnoses, tests, treatments and
outcomes. Researchers can now link general practice data with data
from other sources such as hospital statistics and national registers of
cancer and death, thus providing huge potential for the study of
disease prevalence, interaction of co-morbidities, and impacts on
outcomes.

Gathering data from multiple primary care sources remains a
challenge, however, and this is being addressed in various ways. The
Scandinavian countries have developed large datasets using disease
registries, notably for COPD, which provide access to massive
longitudinal data. International researchers such as those involved in
the UNLOCK' study and the Respiratory Effectiveness Group, are
combining large datasets to answer specific questions. Ground rules
on methodology and use in guidelines are being set.? From this there
has emerged a series of projects — e.g. the evaluation of the properties
of prognostic indices.?

A second use of large datasets is for clinical audit, which involves
either collection of data and/or analysis of existing data sources to
bring about quality improvements in health care. In this way, variation
in health care between areas* and individual providers can be
identified, and by benchmarking against standards remedial action
can be targeted at poor performers.
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Finland has been an exemplar of true audit, with a coordinated
national COPD multidisciplinary education and health improvement
intervention informed by clinical data.> A series of national data
collections carried out over a 10-year period demonstrated sustained
quality improvement and a reduction in hospital admissions.

In this issue of the PCRJ, Stéllberg et al. report the findings from a
Swedish national register study with a representative sample of data
collected prospectively for 11 years on 21,000 patients with COPD
from 76 primary care centres.® Primary care data was linked to death
registers vyielding influential studies on disease management and
prognosis.”® Over time this audit has demonstrated clear
improvements in the quality of care received by these COPD patients
in Sweden.

A strength of the Stéllberg study was the use of well recorded
clinical computerised notes with searchable codes. However, not all
items were routinely recorded — for example, only one-third had
smoking data and only 29% had data on spirometry. Recorded
smoking data was likely to be of high quality, but the data may be of
lesser quality for items such as spirometry, which is affected by the
expertise of the operator. Exacerbation recording is crucial, but often
poorly documented; in this study the authors used a sensible
approach, using a composite method to estimate exacerbation
frequency — admissions or oral steroid or oral antibiotics prescribed
“because of respiratory symptoms”.

Improving data recording and data quality are vital audit aims. The
Finnish experience is that data collection used to define education
interventions coupled with feedback and support when delivered as a
holistic programme does make a difference to the quality of care
received by COPD patients.

Within the UK, audit has been central to the use of datasets and
quality improvement, but there have been disappointing results for
COPD secondary care.® A new national audit of England and Wales is
being launched this year, which will collect data from across primary
and secondary care. What learning from the Swedish® and Finnish®
experience can be used to improve the impact of this initiative?

The England and Wales COPD audit is an ambitious 5-year
programme led by a consortium of professional, patient and carer
organisations. There are three main work streams — Primary Care,
Hospital Care, and Pulmonary Rehabilitation — together with a 12-
month feasibility study of the collection of Patient Reported
Experience Measures across all three work streams. It is hoped that
data from around 750,000 people with COPD will be collected in
2014. The primary care audit measures include key processes of care
and patient outcomes. Data will be blueprinted against national
guidance.’'" Electronic codes will be used to identify relevant data
within General Practice clinical systems from which process items and
outcomes will be extracted by the Health and Social Care Information
Centre. These data will in turn be linked to other national data sources
using UK National Health Service (NHS) patient numbers as a unique
identifier, then pseudo-anonymised for analytical purposes. Patient
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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’
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and palliative care: making it
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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.>*





