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Key points

The Covid-19 pandemic has highlighted the extent and impact of ethnic
disparities in health to communities, health services and government.
However, poor data about ethnicity has obscured the true extent of ethnic
disparities in the impact of the pandemic.

Many health related datasets do not routinely include ethnicity. Ethnicity
recorded within hospital records is used instead, butmis-coding in
hospital datamean that estimates ofCovid-19 infections, hospitalisations
and deaths could be over or under counted inminority ethnic and
White groups.

Our analysis of the quality of ethnicity coding in hospital datasets found
data quality problems including:

incomplete coding and inconsistent use of codes

an excessive and growing proportion ofpatients have ethnicity
Wea,recorded as "not known not stated" or "other" which impedes reliable

analyses of ethnic differences, and

systematic biases in data quality - for example, data quality is worse
in London, in adults ofworking age, and for patients with short
hospital stays.

Importantly, data quality problems affect records forminority ethnic
patients disproportionately.

The lack of comprehensive, high quality data on health and mortality by
ethnicity is a significant obstacle to understanding ethnic inequalities
in health, and therefore how the diverse health needs ofdifferent ethnic
groups can be addressed.
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e Action is needed to improve data quality at source by developing and

implementing up to date guidance on ethnicity coding for health service
providers and GPs.

In the meantime, users of data need to be aware ofproblems with ethnicity
coding, and analysis and reporting of ethnicity data quality issues
is essential.
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1 Summary

Introduction
The Covid-19 pandemic has highlighted the extent and impact of ethnic
disparities in health to communities, health services and government.

The pandemic has also demonstrated that the limited availability ofethnicity
data and the quality of the data are reducing understanding of, ethnic
inequalities, and the ability to identify effective responses. Current challenges
range from the absence ofethnicity data in essential data sources such as
death registrations (fromwhichmortality statistics are derived), to poor
coverage in primary care data, outdated ethnicity codes usedwithin the NNHS

compared with those used in the 2011 and 2021 censuses, and systematic
differences in ethnicity coding betweenWhite andminority ethnic groups.

Effectively using currently available ethnicity data and improving the quality
of the data are vital for identifying and addressing ethnic disparities in health.

For this reportwe have analysed the quality and consistency ofethnicity
codingwithin widely used health datasets, in order to inform users of
ethnicity data and identify the actions needed to improve the quality of the
underlying data.

Alongwith providing insights for data users, the report sets out
recommendations for policy-makers and organisations that generate and
regulate health data.

Approach
We conducted a descriptive analysis ofethnicity category coding in English
NHS hospital datasets and the Community Services Data Set (CSDS).We
assessed the completeness, validity and consistency of ethnic category coding,
and explored variations in coding between different groups ofpatients and
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services. We also compared the distribution ofpeople from ethnic groups in
health care datasets by age group with population estimates from the Office
for National Statistics (ONS).

We analysed data from 2010/11 to 2019/20 on inpatients, outpatients, accident
and emergency (A&E) attendances - including using the new Emergency Care
Data Set (ECDS) - and community services referrals. These five datasets use
the ethnicity codes used in the 2001 census.

Our analysis complements work by Public Health England and the ONS
on how to address data quality problems with ethnicity data in producing
health statistics!

Key findings
We found that, overall, the proportion ofhealth records containing the
patient's ethnicity code was high, with 87% of the over 17 million inpatient
spells having a valid ethnic group recorded in 2019/20, a slightly higher
proportion than for outpatient attendances (83% ofover 96million) and A&E
attendances (86% of over 19million). In addition, 8.5% of inpatient records
had a code of 'not stated', which, although a permitted code, is not useful for
analysis purposes. However, 8.8% of inpatient spells had an 'other' ethnic
group coded. These proportions have increased since 2010/11, from 6.1% (not
stated) and 7.2% ('other' ethnic groups).

Importantly, records without ethnicity codes were not distributed evenly
between ethnic groups. Formost ages, specificminority ethnic groups were
under-represented in health data when compared with national population
estimates by ethnic group, while 'other' ethnicity codes were over-represented
Further, analysis of the consistency of coding for the same individual
indicated that records ofpatients fromminority ethnic groups were less
likely to be recorded consistently over time or have a specific code. 'Other,'

1 Nuffield Trust (2021) 'Nuffield Trust and NHS Race and Health Observatoryworkshop
on ethnicity coding'. www.nuffieldtrust.org.uk/files/2021-04/workshop-on-ethnicity-
coding-20210330-notes.pdf.
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not stated', 'not known' and invalid codes were not uniformly distributed
between ethnic groups. Excluding these missing ethnicity data from analysis
is likely to introduce bias in the results, and impactsmost on minority ethnic
patients' records.

There were differences in coding according to patient and service
characteristics, which indicate that there are systemic factors that impact on
data quality. For example:

the proportion of inpatient spellswith ethnicity not stated was highest
formen aged 16-64 (at over 10%) and lowest for the over-80s (6.5%) and
babies and children under five (at 5.8%)

coding of ethnicitywasmore complete for patients who died in hospital
compared with those discharged (3.2% of records for the former were
recorded as ethnicity not known versus 4.0% for the latter, and 6.5% of
records for the former were recorded as ethnicity not stated versus 8.6% for
the latter)

coding of ethnicity in London showedmore patientswith ethnicity not
stated (14%), or recorded in one of the 'other' categories (24%), compared
with 8.5% not stated and 8.8% 'other' across England

data quality for independent health care providers was worse than
for NHS providers, with only 62% of records having a known, stated
ethnicity category.

Almost a half of inpatients had more than one inpatient record over a
three-year period (2017/18 to 2019/20), and overall, almost three-quarters
ofpatients hadmore than one contact (as an inpatient, outpatient or A&E
attendee) over the three years. A third ofpatients withmultiple contacts had
inconsistent ethnicity codes.
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Inconsistent codes disproportionately impacted on minority ethnic groups:

Patients who wereWhite Irish, 'otherWhite', 'otherMixed' or from 'any
other ethnic group' were inconsistently coded asWhite British.

'Other' impacted on the coding ofAsian and Black ethnic groups - for
example in the A&E dataset, 7.5% of Indian patients also had a code of
'other Asian', and 9.1% ofBlack Caribbean patients and 7.6% ofBlack
African patients also had a code of 'other Black'.

Up to 40% of 'any other ethnic group' patients also had an alternative
ethnic group code, withminority ethnic groups comprising two-thirds of
patients impacted.

Conclusions
The Covid-19 pandemic has highlighted significant health inequalities
betweenminority ethnic andWhite groups, and between differentminority
ethnic groups. The diversity ofhealth patterns between different ethnic
groups, and the need for a differentiated response, are nowwidely recognised.
However, the lack of comprehensive, high-quality data on health andmortality
by ethnicity is a significant obstacle to understanding ethnic inequalities in
health, and therefore how the diverse health needs ofdifferent ethnic groups
can be addressed.

Accurate ethnicity coding to the most granular code possible is crucial,
because of significant differences between ethnic groups in terms ofhealth
outcomes, experiences ofhealth services, health risk factors and wider
determinants ofhealth such as deprivation. The proportion of records
coded as 'other Asian', 'other Black' and 'otherWhite' is higher in health
records than in other sources, indicatingmiscoding. This is unsatisfactory
given differences in health riskswithin broad groups, for example between
Pakistani, Bangladeshi and Indian groups, and between Black Caribbean and
BlackAfrican groups.
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