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Areas to cover

• What do we mean by equality data?

• What are the legal requirements?

• What data is available to monitor equality, and where is it?

• Where can I find out more?

• Plus, anything you want to ask……



A legal duty – Equalities Act 2010

The Equalities Act 2010 and protected 
characteristics

age;

sex;

sexual orientation.

gender reassignment;

disability;

marriage and civil partnership;

pregnancy and maternity;

race;

religion or belief;

Data recorded in the routine datasets, such 
as for cancer

▪ Yes

▪ Yes

▪ Yes

▪ No

▪ No. Only in community services, 

HIV/AIDS, IAPT and mental health

▪ Yes.  In admitted patient care data (and 

mental health data)

▪ NO, but held in maternity datasets

▪ NO, but ethnicity is well recorded

▪ NO

https://www.scotpho.org.uk/population-groups/ethnic-minorities/defining-ethnicity-and-race/


A legal duty – Health and Social Care Act 2012

• The Health and Social Care Act 2012

– introduced the first specific legal duties on health inequalities, 
including duties on the Secretary of State

– All staff undertaking NHS and public health functions on behalf of the 
Secretary of State are responsible for ensuring compliance with these 
duties. A breach of these requirements could result in a judicial 
review

– Health data is essential to identify and quantify health inequalities, 
including planning health policy, evaluating the impact of policy, and 
tracking changes over time



A practical duty

• “An Equality Impact Assessment is an essential part of 
identifying and assessing relevant evidence on the proposed 
new initiatives to improve cancer services, helping the NHS 
meet its duties in relation to equality legislation and 
regulations”

• Equality Impact Assessment, England Cancer Strategy (2015-2020) 

https://www.cancerresearchuk.org/sites/default/files/taskforce_equality_impact_assessment.pdf


Other dimensions of equality

• Deprivation (Rich vs. poor)
“Those in the most deprived communities are 30% more likely to have high blood 
pressure, which is the biggest single risk factor for heart attack and stroke”

• Geography 
“Overall, health outcomes are more favourable in rural areas than urban areas; the most recent 
statistics show that life expectancy is higher, infant mortality rate lower and potential years of life 
lost from common causes of premature death lower in rural areas than in urban areas.”

• Education
“People who are well educated experience better health as reflected in the high levels of self-
reported health and low levels of morbidity, mortality, and disability”

• Language
“People who cannot speak English well are more likely to be in poor health”



A more detailed look at one of the 
dimensions - ethnicity



Ethnicity data in health records

• This is the NHS Data 
Dictionary

• It shows that the 
definition is driven from 
the UK census

• These definitions will 
apply across the UK



How is ethnicity defined in the data?
White

A British Black or Black British

B Irish M Caribbean

C Any other White background N African

P Any other Black background

Mixed

D White and Black Caribbean Other Ethnic Groups

E White and Black African R Chinese

F White and Asian S Any other ethnic group

G Any other mixed background

Z Not stated

Asian or Asian British

H Indian

J Pakistani Ethnic Category Code is the classification

K Bangladeshi used for the 2001 UK Census

L Any other Asian background



Population data…..

http://www2.nphs.wales.nhs.uk:8080/PubHObservatoryProjDocs.nsf/3653c00e7bb6259d80256f27004900db/a6cabddc045b6c8980257e52003969e1/$FILE/EthnicityAndHealthInWales_2015_v1.pdf


Ethnicity at the 
population 
level (national 
and local) is 
easily available

https://fingertips.phe.org.uk/search/ethnicity


When is ethnicity data recorded about patients?

• On your GP Record

– When you register with your GP *

• On your hospital record

– Each A&E Attendance

– Every Outpatient appointment

– Every hospital admission

– Some specialist treatments (sometimes via linkages)

– During maternity and birth



How complete is ethnicity data – GP Records?

• On your GP Record

– “Ethnicity recording within primary care computerised medical 
record (CMR) systems is suboptimal, exacerbated by tangled 
taxonomies within current coding systems”

Ethnicity recording in primary care computerised medical record systems: an 
ontological approach

https://informatics.bmj.com/content/23/4/799



https://informatics.bmj.com/content/23/4/799


How complete is ethnicity data – Hospitals?

• On your hospital record

– Each A&E Attendance

– Every Outpatient appointment

– Every hospital admission

– Some specialist treatments (sometimes via linkages)



Hospital-
recorded 
ethnicity 

(Scotland)



Quality of hospitals ethnicity data - England
October 2020, National comparisons.  Error rate in recording of ethnicity data, for admitted 
patients, outpatients, A&E attendances, and an overall summary



Quality in hospitals ethnicity data - Yorkshire
October 2020, Yorkshire and Humber Trusts.  Error rate in recording of ethnicity data, for 
admitted patients, outpatients, A&E attendances, and an overall summary



Genomics England data

• Genomics England 100K programme cancer arm

• Reported ethnicity in 77% of cases

Ethnicity Group In GEL National

Asian.or.Asian.British 3.67% 7.51%

Black.or.Black.British 3.56% 3.33%

Mixed 0.92% 2.18%

Other.Ethnic.Groups 1.86% 1.01%

White 89.99% 85.97%



What does the data actually tell us?

https://www.cancerresearchuk.org/health-professional/cancer-statistics/incidence/ethnicity


Variation by stage at diagnosis – breast cancer

http://www.ncin.org.uk/view?rid=3286


Variation in Emergency Presentations



Variation by treatment (2009*)



Colorectal survival by major ethnic group (2009*) 



Patient experience – National Cancer Patient 
Experience Survey (2019)

https://www.ncpes.co.uk/wp-content/uploads/2020/06/CPES-2019-National-Report_V1.pdf


https://www.hdruk.ac.uk/case-studies/combining-data-to-identify-ethnic-covid-19-inequalities/


Data in the understanding of Covid-19

• Analyses highlight issues of data quality, 
completeness and representativeness
– OpenSAFELY study: 26% health records lacked 

ethnicity category
Source: Williamson, E.J., Walker, A.J., Bhaskaran, 
K. et al. Factors associated with COVID-19-
related death using 
OpenSAFELY. Nature 584, 430–436 (2020). 

@Natalie_banner @Patient_Data

OpenSAFELY is a new secure analytics platform 
for electronic health records in the NHS, created 
to deliver urgent results during the global 
COVID-19 emergency. It is now successfully 
delivering analyses across more than 24 million 
patients’ full pseudonymised primary care NHS 
records, with more to follow shortly.



“Ethnic group is not 

recorded on the death 

certificate; to enable us to 

undertake these analyses, 

death registrations up to 29 

May 2020 have been linked 

to the 2011 Census, which 

allowed us to ascertain the 

self-reported ethnicity of 

the deceased and other 

demographic factors.”

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/articles/coronaviruscovid19relateddeathsbyethnicgroupenglandandwales/2march2020to15may2020


Take away points

• There are a wide range of dimensions of “equality”

• Data exists to monitor most of these, but much isn’t complete, 
and much of the datasets are not linked

• We have lots of published analysis of equality in diagnosis, 
care, outcomes and experience

• COVID data-regulations allowed much more to happen

• We should always think about whether a piece of 
analysis/research could cover more of the equality dimensions



Questions?


