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How is ethnicity reported, described, o

and analysed in health research in the UK?
A bibliographical review and focus group
discussions with young refugees

Joseph Lam'", Robert Aldridge??3, Ruth Blackburn' and Katie Harron'

Abstract

Background The ethnicity data gap pertains to 3 major challenges to address ethnic health inequality: 1) Under-rep-
resentation of ethnic minorities in research; 2) Poor data quality on ethnicity; 3) Ethnicity data not being meaningfully
analysed. These challenges are especially relevant for research involving under-served migrant populations in the UK.
We aimed to review how ethnicity is captured, reported, analysed and theorised within policy-relevant research

on ethnic health inequities.

Methods We reviewed a selection of the 1% most highly cited population health papers that reported UK data

on ethnicity, and extracted how ethnicity was recorded and analysed in relation to health outcomes. We focused
on how ethnicity was obtained (i.e. self reported or not), how ethnic groups were categorised, whether justification
was provided for any categorisation, and how ethnicity was theorised to be related to health.

We held three 1-h-long guided focus groups with 10 young people from Nigeria, Turkistan, Syria, Yemen and Iran. This
engagement helped us shape and interpret our findings, and reflect on.

1) How should ethnicity be asked inclusively, and better recorded?
2) Does self-defined ethnicity change over time or context? If so, why?

Results Of the 44 included papers, most (19; 43%) used self-reported ethnicity, categorised in a variety of ways.
Of the 27 papers that aggregated ethnicity, 13 (48%) provided justification. Only 8 of 33 papers explicitly theorised
how ethnicity related to health.

The focus groups agreed that 1) Ethnicity should not be prescribed by others; individuals could be asked to describe
their ethnicity in free-text which researchers could synthesise to extract relevant dimensions of ethnicity for their
research; 2) Ethnicity changes over time and context according to personal experience, social pressure, and national-
ity change; 3) Migrants and non-migrants'lived experience of ethnicity is not fully inter-changeable, even if they share
the same ethnic category.

Conclusions Ethnicity is a multi-dimensional construct, but this is not currently reflected in UK health research
studies, where ethnicity is often aggregated and analysed without justification. Researchers should communicate
clearly how ethnicity is operationalised for their study, with appropriate justification for clustering and analysis
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that is meaningfully theorised. We can only start to tackle ethnic health inequity by treating ethnicity as rigorously

as any other variables in our research.

Keywords Racism, Ethnicity, Migrants, Administrative data, Data linkage

Background

Ethnicity refers to a multi-dimensional social construct
encompassing language, country of origin, cultural herit-
age, nationality and more [1]. Since the 1991 Great Brit-
ain Census, ethnicity in the UK has been conceptualised
as a subjective, self-defined construct, and commonly
operationalised in research and administrative data
under hierarchical ethnic categories with “Asian’, “Black’,
“White”, “Mixed” and “Other” as the 5 high-level ethnic
groups [2—4]. Reducing racial and ethnic health inequi-
ties has long been a priority for health policy in the UK
[5]. However, ethnic health inequity remains prominent
across medical disciplines, from stillbirth rates, access to
mental health treatments, to cancer incidence and excess
mortality from Coronavirus Disease 2019 (Covid-19)
[6—9]. The National Healthcare Service Race and Health
Observatory report [10] cites “lack of good-quality data
and analysis” as the main barrier to addressing ethnic
health inequities.

The ethnicity data gap reflects three interlinked issues
[11]; i) the under-representation of people from minor-
itized ethnic groups in health research, ii) inconsistent
and poor quality recording of ethnicity in health and
administrative data and iii) the rigid, hierarchical ethnic
categories used by researchers when analysing ethnicity
that might not represent individuals’ and groups’ ethnic
identity. In addition, how researchers analyse ethnicity
data, and report (or omit) results of analyses of ethnic-
ity, adds a further layer of complexity; 40% of randomised
controlled trials funded by the National Institute for
Health and Care Research did not report on ethnicity at
all [12].

Under-representation of minoritized ethnic groups

The under-representation of minoritized ethnic groups
is evidenced by human genetics research that uses a
majority sample of European heritage, such as the UK
Biobank (94% White), and is therefore not generalisable
to UK populations (82% White) [13—16]. An alternative
approach is to use linked population-based data sources
that capture whole populations. There are an increas-
ing number of health administrative data linkage studies
aiming to improve diversity in the research samples, for
example in the study of population vaccine uptake and
variant phenotypes during the pandemic [17, 18]. How-
ever, linkage studies merely replicate data quality issues

in the source datasets [19], which disproportionately
affect minoritized groups [20, 21].

Quality of recording of ethnicity data

Issues of data quality may stem from the absence of
guidelines on the collection of data on ethnicity and
the breadth of collection approaches used (e.g. ethnic-
ity being inferred from appearance, rated by healthcare
workers based on proxy markers of ethnicity such as
nationality, self-reported in fixed categories, or sim-
ply not collected). Selection biases may be amplified by
approaches such as linkage, as minoritized ethnic popu-
lations are more likely to be missed and excluded in the
process [22], and there are a variety of approaches to deal
with inconsistent recording of ethnicity across linked
data sources, or within a data source over time, despite
this having important implications for results. For exam-
ple, a recent study found the association between eth-
nicity, education attainment and neurodevelopmental
disorder depends on which data source is used to primar-
ily code ethnicity [23].

Ethnicity as a construct in research

Ethnicity is often analysed as a static construct, contra-
dictory to its subjective, multidimensional and dynamic
nature [24]. A large body of literature on longitudinal
studies, health records and administrative data, demon-
strates that people’s ethnic group identity changes over
time and context, with more variation for non-white than
white populations [21, 25, 26]. Within most population
health studies, variation in recording of ethnicity is inad-
vertently treated as error. This has motivated substantive
methodological work in harmonising these inconsisten-
cies, for example using the most recent or most common
(modal) ethnicities, or other weighted algorithms [27,
28]. These approaches remain insensitive to the dynamic
nature of ethnic identity across time and contexts within
local populations [11].

As the UK welcomes an increasingly diversifying pop-
ulation, there is a strong case for existing ethnic catego-
ries to be updated to reflect community identity. Whist
recent census waves increased number of ethnic catego-
ries in the survey, from 9 categories in the first survey in
1991 to 19 categories in the 2021 census, existing admin-
istrative and health record systems have yet to catch up
with such changes. Comparisons of UK Census data over
the last 30 years identified a sizable increase in number
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of people identified as “mixed” and “other” groups [29].
The evidence base for these groups is often limited, as
researchers struggle to understand what “mixed” and
“other” mean [30]. The theoretical framework of a static
ethnic identity faces conceptual and analytical challenges.

Meaningful analysis of ethnicity data

There is an urgent need for researchers to clarify how
ethnicity is analysed in health research. In public health
policy making, ethnic categories are rightfully used to
foster comparisons to elucidate inequalities and priori-
tise resource distribution. However, the meaning of these
categories is seldom made transparent, or communicated
well to the public [11, 31]. What do we mean when we
demonstrate that black women are 3.7 times more likely
to die in pregnancy and childbirth than white women
[32]? What do we mean when we model ethnicity as the
cause of elevated risk for health outcomes? Theoretical
frameworks for ethnicity in health have long been stud-
ied, from Nazroo’s [33] seminal work on how racism is
fundamental to understanding ethnic health inequali-
ties; Phelan and Link [34] describing how racism causes
health inequalities independent of and in conjunction
with social economic deprivations; Jongsma and col-
leagues [35] summarising the theoretical underpinning
of ethnicity in relation to risks of psychotic disorders; to
Bécares and colleagues [36] emphasis on racism acting at
the structural, institutional, community and individual-
levels leading to ethnic inequities in covid-19 vaccine
hesitancy. It is less clear whether health researchers have
been actively seeking to use and refine these theoretical
models of ethnicity to help translate research into action-
able health policies.

Reporting of ethnicity data

In 2021, the JAMA Network published updated guidance
on reporting race and ethnicity in their journal, mandat-
ing authors to report how and from what data source eth-
nicity was classified, and what categories were used [37].
They encourage authors to explicitly theorise how eth-
nicity relates to health outcomes. Whilst some research
has explored heterogeneity in reporting of race/ethnicity,
such as the different ethnic categories used in the study of
long-term conditions [38], most reviews on ethnicity and
health still focus on describing health outcomes stratified
by ethnicity and rarely report on how ethnicity is ana-
lysed. There is also limited involvement from the public
in shaping how ethnicity is captured, and how research
findings are interpreted to shape health policy [11].

The purpose of this bibliographical review is to exam-
ine the ways ethnicity is theorised, captured, reported,
categorised and analysed in top-cited health research in
the UK context. We also aimed to explore what factors
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researchers should consider when studying ethnicity in
relation to health. We organised 3 focus group discus-
sions with a group of young migrants and refugees from
Coram Young Citizens to help us shape our study and
interpret our findings.

Methods
1) Bibliographical review

This review is not pre-registered as PROSPERO does
not accept methodological reviews that assess only the
quality of reporting. This review followed a system-
atic approach outlined in the PRISMA statement where
applicable [39].

Eligibility Criteria

Inclusion

This review included empirical research from cross-
sectional or longitudinal cohort studies or randomised
controlled trials conducted in the UK, which was peer-
reviewed, published, written in English, and reported
ethnicity and any health-related outcomes.

Exclusion

We excluded reviews, studies including non-UK samples,
studies that did not include ethnicity information, or
those that did not include any health-related outcomes.

The search strategy is outlined in full in Additional
file 1. We searched MEDLINE and Web of Science data-
base in July 2022, covering published literature since
1946. Given the vast literature on ethnicity and health,
we focused on the top 1% of papers according to number
of citations for 3 separate timeframes: 1946-2000, 2001—
2019, 2020-2022. We expected these papers to have a
wider impact on how ethnicity is described and reported
in other population health papers. The timeframes were
split to mitigate temporal differences in the accumulation
of citations, and changing publication rates, particularly
for covid-related papers from 2020.

The number of citations for each paper was extracted
from Google Scholar (see Additional file 2 for dates of
search and records). Full texts were assessed for eligibil-
ity from most cited until the target number of papers had
been reached.

Data synthesis plan

Our data extraction strategy is outlined in Table 1.
We planned to describe whether there was a consist-
ent approach in capturing ethnicity across studies and
data type, in particular how missing, mixed, other eth-
nic groups were treated, and how ethnic groups were
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aggregated. We then described the theoretical basis in
which ethnicity was captured and analysed.

2) Public engagement / Focus Group Discussions

In collaboration with Coram Young Citizens, we organ-
ised 3 1-h-long guided focus groups. All materials were
shared with 2 young people before finalised to ensure the
questions and language used are appropriate. Materials
we used for the focus groups are described in Additional
file 3. Through a series of interactive games and discus-
sions, we reflected on:

1) What is ethnicity? How should ethnicity be asked
inclusively, and better recorded?

2) Does ethnicity change over time or context? If so,
why?

Initial findings from this review were shared with the
group for feedback and interpretation. As public engage-
ment work, we did not use any specific research methods
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within our focus group discussions. However, we consoli-
dated feedback from these sessions into a set of recom-
mendations for researchers to study ethnicity and health.

Results

We identified 3,200 records from MEDLINE and 1,546
records from Web of Science, where 412 were flagged as
duplicates by Zotero. Of the 4,334 deduplicated papers,
290 were published between 1946-2000, 2,874 were pub-
lished between 2001-2019, and 1,170 were published
between 2020-July 2022. We rounded up the number of
papers to be included in the review from each timeframe
to include 3, 29, and 12 papers respectively, adding up
to 44 papers to be synthesised (described in Additional
file 4).

Of 85 papers assessed for eligibility, 14 were excluded
as they were non-empirical studies, 23 included non-
UK samples, 3 did not describe ethnicity, and 1 did not
include health related outcomes (Fig. 1). The 44 remain-
ing papers involved samples from 40 unique studies

[ Identification of studies via databases and registers ]
Records identified from: SRCer(;c:;;j”sT;.emoved before
Ovid MEDI.‘INE (n =_3‘200) —— Automated deduplication
c Web of Science (n = 1,546) _
o (n=412)
®
L
s
<t
(]
i/
\ 4
Papers ordered by number of Papers to include top cited 1% of
citations. »| papers in descending order most
(n=4,334) cited:
— 1946-2000 (n = 3)
2001-2019 (n = 29)
PR 2020-2022 (n=12)
=) v
f=
s
g Papers assessed for eligibility. Papers excluded:
3 (n=85) Reviews (n = 14)
Included Non-UK Samples (n = 23)
Did not describe ethnicity (n = 3)
Not health related (n = 1)
\4

Papers included in review.
(n=44)

Fig. 1 Flow diagram for the identification, screening, eligibility, and inclusion of studies [39]
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based in the UK. Of these, 7 (15.9%) used electronic
health records, 6 (13.6%) used linked health records with
administrative data, 7 (15.9%) used cross-sectional sur-
vey, 23 (52.3%) were cohort studies, and 1 (2.27%) was a
randomised controlled trial (Table 2).

Sources of ethnicity data classification

Of the 44 included papers, 13 (29.5%) included self-
reported or prescribed ethnicity in medical records,
19 (43.2%) included self-reported ethnic groups with

Table 2 Ethnicity data source by timeframe of publication
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varying number of options (6 did not describe how
many ethnic categories were provided, or if free-text
was used to record ethnicity), 7 (15.9%) included inter-
view-rated or prescribed ethnicity based on criteria
such as appearance, family origin, names and language
spoken at home (1 study did not specify what criteria is
used), 2 (4.5%) used name-based computer algorithms
to prescribe ethnicity, and 3 (6.8%) did not describe
how ethnicity was asked (Table 3). No studies used free
text to prescribe ethnicity.
Missingness, Other, and Mixed (Table 4).

Data Source 1946-2000 2001-2019 2020-2022
Total Number of Papers 3 29 12
Electronic health records 0 4 (13.8%) 3 (25%)
Linked health administrative data 0 2 (6.9%) 4(33.3%)
Cross-sectional survey 0 6 (20.7%) 1(8.3%)
Longitudinal Cohort (including birth cohort) 2 (66.7%) 17 (58.6%) 4(33.3%)
Randomised Controlled Trials 1(33.3%) 0 0
Table 3 Source of ethnicity data classification by timeframe of publication
Source of classification 1946-2000 2001-2019 2020-2022 Total
Total Number of Papers 3 29 12 44
Self-reported (excluding medical records)
4 choices 0 2 (6.9%) 0 2 (4.5%)
7 choices 0 0 1(8.3%) 1(2.3%)
8 choices 0 1(3.4%) 0 1(2.3%)
9 choices (1991 ONS) 0 3(10.3%) 0 3(6.8%)
16 choices (2001 ONS) 0 2 (6.9%) 1(8.3%) 3(6.8%)
18 choices 0 0 2 (16.7%) 2 (4.5%)
20 choices 0 1 (3.4%) 0 1(2.3%)
Did not report 0 6 (20.7%) 0 6 (13.6%)
Interview Rated/Prescribed
Based on appearance and grandparental origin 0 1 (3.4%) 0 1(2.3%)
Based on family origin 0 1 (3.4%) 1(2.3%)
Based on self-report, place of birth and parental place 1(3.4%) 0 1(2.3%)
of birth
Based on language spoke at home 0 1 (3.4%) 0 1(2.3%)
Based on names 1(33.3%) 0 1(2.3%)
Based on Mother’s birthplace 1(33.3%) 0 1(2.3%)
Did not specify 1 (3.4%) 0 1(2.3%)
Medical Records (self-reported or prescribed) 6 (20.7%) 7 (58.3%) 13 (29.5%)
Other
Algorithm (based on forename-surname pairs) 0 1(3.4%) 1(8.3%) 2 (4.5%)
Did not describe how ethnicity was asked
1(33.3%) 2 (6.9%) 0 3(6.8%)
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Table 4 Other, missing and mixed, by timeframe of publication

Other, missing, mixed 1946-2000 2001-2019 2020-2022

Total Number of Papers 3 29 12
Missing
No missing 1 (33.3%) 10 (34.5%) 1(8.3%)
Included missing 0 3(10.3%) 2 (16.7%)
Reclassified 0 1(3.4%) 1(8.3%)
Treat as Other 0 1 (3.4%) 1(8.3%)
Treat as White 0 3(10.3%) 0
Excluded missing 0 4(13.8%) 7 (58.3%)
Unknown 1 (33.3%) 2 (6.9%) 0
NA 1(33.3%) 5(17.2%) 0
Other
No Other 0 0 0
Included Other, independ- 1(33.3%) 11(379%) 9 (75%)
ent
Included Other, clustered 0 5(17.2%) 3 (25%)
Excluded Other 0 5(17.2%) 0
Unknown 1(33.3%) 4 (13.8%) 0
NA 1(33.3%) 4(13.8%) 0
Mixed
No mixed, mixed 0 0 0
is an option
Included Mixed, independ- 0 3(10.3%) 3 (25%)
ent
Included Mixed, clustered 0 7 (24.1%) 5(41.7%)
Excluded Mixed 0 6 (20.7%) 0
unknown 1(33.3%) 8 (27.6%) 3 (25%)
NA 2 (66.7%) 5(17.2%) 1(8.3%)

Missing data on ethnicity

Twelve papers (27.3%) reported no missing ethnicity,
12 (27.3%) included a missing group in their descrip-
tion or analysis (5 included as “missing’, 2 reclassified
as other ethnic categories based on additional informa-
tion, 2 grouped with “other’, 3 treated as “white”), 11
(25%) excluded missing group from analysis, 3 did not
report sample demographics, and 6 (13.6%) were not
applicable (ethnicity was prescribed, and missing is not
considered as an option).

Use of an Other ethnicity group

Twenty-one (47.7%) papers included “other” in descrip-
tion or analysis as an independent group, 8 (18.2%)
included “other” but clustered it with other ethnic
groups, 5 (11.4%) excluded “other” from analysis, 5
(11.4%) did not report methods of asking or report-
ing ethnicity, and 5 (11.4%) were not applicable (the
assigned groups did not include an “other” option).

Page 7 of 11

Use of a Mixed ethnicity group

Six papers (13.6%) included “mixed” in description or
analysis as an independent group, 12 (27.3%) included
“mixed” but clustered it with other ethnic groups, 6
(13.6%) excluded “mixed” from analysis, 12 (27.3%)
did not report how ethnicity was asked, and 8 (18.2%)
were not applicable (the assigned groups did not
include a “mixed” option). In all studies that provided
a “mixed” option, this group was used by at least some
participants.

Justification for aggregating ethnicity
Of the 44 papers, 13 (29.5%) aggregated ethnicity
when describing or analysing ethnicity and provided
a justification (4 self-reported, 3 prescribed, 6 medi-
cal records), 14 (31.8%) aggregated did not provide a
justification (6 self-reported, 3 prescribed, 5 medical
records), 9 (20.5%) did not aggregate ethnicity (6 self-
reported, 1 prescribed, 2 medical records), 2 (4.5%)
used algorithm-based of deriving ethnicity, and the
remaining 6 (13.6%) papers did not provide enough
information on how ethnicity was asked or recorded.
Of the 13 papers mentioning a reason for aggrega-
tion, 3 (23.1%) reported minimising disclosure risks, 7
(53.8%) reported the need to avoid small subgroups or
under numeration in analysis, and 3 (23.1%) provided a
theoretical underpinning of why ethnicity was grouped.

Analysing and theorising ethnicity

Of the 44 papers, 11 (25%) used ethnicity as a descrip-
tor for the population, and 33 (75%) used ethnicity as a
predictor for health outcomes. Of the 33 papers, only 8
(24.2%) explicitly theorised how ethnicity might explain
differences in health outcomes.

Focus group discussions

A group of 10 young people from Nigeria, Turkistan,
Syria, Yemen and Iran attended all 3 focus groups. Rec-
ommendations from our focus group discussions that
could help researchers to record and analyse ethnicity
information are summarised in Table 5.. Figure 2 pro-
vides a visualisation of the steps researchers should
consider when designing surveys to capture ethnicity,
or to analyse relationship between ethnicity and health.

Discussion

In this bibliographical review, we found that in the
most highly cited population health papers in the
UK, researchers used inconsistent ways of asking and
reporting ethnicity. Numbers of ethnic groups used
across studies varied, and there was a lack of justifi-
cation for aggregating ethnic groups into binary or
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Table 5. Recommendation from focus group discussions
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Language and definitions

easy-to-understand wording.

Source of reporting and number of categories

Ethnicity can be a new concept to migrants coming to the UK. The language used to describe ethnicity is
country specific and does not always make sense to migrants, especially for those coming from an
ethnically homogenous region. Depending on people’s own life circumstances and social context, people
allocate different weights to different dimensions of ethnic identity. For example, within the focus
group, all our participants were first-generation migrants to the UK. They assigned great significance to
nationality at birth, and some their mother language. Migration status and age of migration was a key
determinant of ethnic identity within the group. The experience of migrants and non-migrants might not
be interchangeable even if they share the same ONS ethnic category. Researchers should be explicit in
the dimensions of ethnicity they wish the respondents to consider as they respond to the question, with

Attesting to the fluid nature of ethnicity, focus group participants suggested that ethnicity should be
recorded entirely in free text under the guidance of probing questions to better capture the context in
which respondents identify to ethnic groups. Data users could then synthesise relevant dimensions of
ethnicity for their research from these free-text responses. This could include people who would
otherwise be grouped as “mixed” or “other” in research.

The focus group agreed that ethnicity should be self-reported and not assumed. This will indeed be an
improvement from prescribing ethnicity based on appearance and skin colour. However, for ethnicity to
be treated as an epidemiological variable, it has to be rigorously and meaningfully defined in context of
the study. Self-reporting ethnicity does not automatically validate that data is meaningful or useable.

high-level categories. Less than a quarter of papers
modelling ethnicity explicitly theorised how it related
to health outcomes. The focus group highlighted the
need to adopt an accessible and clearly defined lan-
guage to describe and capture the multidimensional
and dynamic nature of ethnic identity.

This review consolidates the Race Equality Foundation’s
[11] recommendation to close the ethnicity data gap. We
extended the focus beyond how ethnicity is asked, and
onto how ethnicity is theorised and analysed. Our review
supports findings from a recent systematic review that
found that ethnicity was inconsistently reported and rep-
resented in studies of multiple long-term conditions [38].
Our study highlights that the ethnicity data gap exists
at both levels of inclusion and interpretation, and that
our current data and evidence generation systems, from
data curators to analysts, require more transparent and
meaningful ways to represent ethnicity. For example,
despite efforts to update methods of capturing ethnicity
(moving away from merely separating “White and “col-
oured” populations [4]) our current operationalisation of

ethnicity remains white-centric. This was evident in the
lack of non-white mixed groups as an option in all of the
studies we reviewed. The same pattern of white central-
ity persists in data analytical practices. All ethnic groups
apart from “White” were subjected to aggregation and/
or exclusion. Associations between ethnicity and health
are understood in relation to the association between
“White” groups and health outcomes.

We found a lack of explicitly stated theory in recording,
aggregating, and analysing ethnicity. Lack of stated the-
ory is not evidence of no theory, but a covert support of
an essentialist model of ethnicity that rejects identity flu-
idity [40]. The essentialist model of ethnicity denies the
lived experience that people can have multiple concur-
rent ethnic identities, over time or contexts. Focus group
participants unanimously agreed that ethnicity changes
over time according to personal experience, social pres-
sure, and nationality changes. The essentialist framework
denies the opportunities for data systems to capture and
understand these changes. Instead of describing why a
particular ethnic identity was reported, current strategies
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ROADMAP
ETHNICITY

&
HEALTH

DEFINING &
THEORISING

Fig. 2 Roadmap for researchers to study ethnicity and health

to harmonise or “clean” ethnicity recorded in administra-
tive data further undermine the interpretability of eth-
nicity. Researchers analysing electronic health records or
linked administrative health data lack autonomy in decid-
ing how ethnicity is captured and recorded. However,
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researchers should develop insight in how ethnicity has
been collected, to what extent researchers can draw
inference, and clearly communicate the assumptions on
what these ethnicity data may represent or misrepresent.

Census ethnic classification is used as the gold-stand-
ard measure across government and health records. In
our review, several cohort studies used and referenced
the same census ethnicity measures in their study to
allow easier comparison to the UK population. However,
it is not the language, but “how “ ethnicity is theorised
that allows fair comparison. For example, being classed as
“black” by health workers based on skin colour is not the
same as having a subjective identity as “black” that stems
from deep resonation with the black community’s strug-
gles and group identity. Triangulating from the focus
group discussion, an example of potentially invalid com-
parisons of ethnicity may be due to the non-interchange-
able lived experience of migrants and non-migrants, even
if they share the same census ethnic category. The prob-
lem is less about the sources of identification (whether
they are self-reported or prescribed, or number of cat-
egories provided), but the need to clarify which dimen-
sions of ethnicity are being asked about and captured,
and whether they are being recorded faithfully in our
data systems.

Strength and Weakness

A major strength of this review was the involvement of
marginalised voices from young people. They helped
us ground our findings in light of their lived experi-
ence as minoritized ethnic groups and refugees navi-
gating administrative and health systems in the UK. In
this review, we focused on highly cited papers which
are likely to have widespread impact on how other
researchers report ethnicity and health outcomes. How-
ever, the review is limited by the non-systematic nature,
and the relatively small number of papers synthesised.
This restricts our ability to generalise the problems
we describe. We relied on manual searches on Google
Scholar, which is not a validated source of information,
to record the number of citations for papers. Our focus
group consisted of young people from migrant back-
grounds and may represent different lived experiences
compared to people from ethnically minoritized groups
who have grown up in the UK. Further work with non-
migrant populations would provide more insight, for
example, in triangulating the generalisability of the
recommendations from our focus group. Implement-
ing what the focus group suggested in terms of captur-
ing ethnicity (e.g., via free-text) remains challenging in
administrative data systems. Balancing meaningful data
collection, categorisation and analysis of ethnicity data
with the cost of re-structuring, storing and safeguarding
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potentially more disclosive personal data will be a key
consideration for administrative data controllers.

Conclusion

The call for ethnicity to be treated as an epidemiologi-
cal variable is not new. Senior and Bhopal [41] recom-
mended that “each method of classifying ethnic groups
should be recognised, and reports state explicitly how
classifications were made”, and its “complex and fluid
nature... widely appreciated” We live in a rapidly diver-
sifying world: continuing our normative approach in
constant reviewing and renewing the number of ethnic
categories is not sustainable nor meaningful, if these new
categories are eventually clustered as “other” and fail to
translate to health policies. Transparent, rigorous, and
justifiable treatment of ethnic data is the cornerstone to
improving data quality and developing insight to tackle
ethnic health inequity, and an ethical responsibility to
the people providing their data. After close to 30 years
of venturing, now is the time for ethnicity to be freed
from its shackles of being an administrative variable and
embraced by researchers and the public as a meaningful
epidemiological, research-viable variable. We can only
start to tackle ethnic health inequity by treating ethnicity
as rigorously as any other variables in our research.
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