Editorials

Under-representation of minority ethnic groups
in research — call for action

THE IMPLICATIONS OF SUPER-DIVERSITY
FOR HEALTH AND RESEARCH

People have been coming to the UK since
the beginning of recorded time.! The latest
Census shows that England and Wales
have become more ethnically diverse with
the majority of individuals still identifying
themselves as white British (80.6%).?

Over the past two decades, as a result of
economic and political changes, migration
patterns into the UK have shifted from
postcolonial migration particularly referring
to relatively discreet communities from
the Indian sub-continent and West Indies
settling in the UK, to a new type of migration
with many different people arriving from
many different places. This shift in pattern
has resulted in a new kind of diversity
which Vertovec® has coined ‘super-diversity’
characterised by overlapping variables
including country of origin (ethnicity,
language, religious tradition, regional and/
or local identities), migration experience
(influenced by sex, age, education, specific
social networks, economic factors), and
legal status (encompassing a variety of
entittements and restrictions). Thus ethnic
and cultural diversity is becoming more
complex. While diversity has many benefits
for the economy, science, and culture, it
also presents health services and research
with the challenges of meeting the needs of
a population that is super-diverse in terms
of their health profiles and behaviour.*

THE NEED FOR ADDRESSING THE UNDER-
REPRESENTATION OF MINORITY GROUPS
It has long been recognised that despite an
often greater burden of disease* people
from minority ethnic groups are under-
represented in clinical and health research.?
This often inadvertent exclusion has
serious implications for medical science
by limiting validity and generalisability® and
for social justice by affecting the allocation
of resources for services and research.
Research involving minority ethnic groups

is also relevant to the majority ‘white’
population, as it increases understanding of
the aetiology and management of long-term
conditions;” through increasing awareness
of diversity and its implication for policy
and practice, by improving access to and
dialogue with specific communities, and
highlighting the need for holistic approaches
to managing illness.*

Reasons for exclusion of minority ethnic
groups are complex due to subject, doctor
and/or researcher, and societal factors, and
it is not clear what the range of contributory
factors are, what the main reasons are,
and whether the real issue is one of
‘planned exclusion’, ‘inadvertent exclusion’,
‘non-participation,” or a mixture of these.
Indeed recent studies®” have highlighted
that minority ethnic groups are willing to
participate in research if the study has direct
relevance to them and their community
and if they are approached with sensitivity
and given clear explanations of what
participation involves. Furthermore, there
is evidence from US-based research' that
suggests the reason for non-participation
is less a function of negative attitudes or
high levels of distrust, but rather a lack of
commitment to ensuring good access to
health research. Stereotypical and negative
attitudes of researchers have the potential
to shape decisions to recruit members of
minority ethnic groups if they believe that
those with poor English language skills
may also lack, for instance, adequate

housing or transport, and therefore are
more likely to have difficulty in keeping
appointments or complying with the study
protocol." Such attitudes will clearly limit
minority ethnic representation in research.
However, guidance is available to increase
non-English speaker’s participation.'?

TO MANDATE OR NOT TO MANDATE?
The aim of health research is to determine
the best strategies for preventing and
treating disease and to inform health policy.
To make sure that health policies serve
a diverse population, it is important that
all ethnic and cultural groups participate
in health research. Indeed there is now a
requirement for all patients to be given the
opportunity to participate in research for the
health and wellbeing of the population.™ Yet
how this is to be achieved remains unclear.
In the US, legislation directed the
National Institutes of Health [NIH), which
funds biomedical and health research,
to ensure the inclusion of women and
minority ethnic groups in their research.™
Since 1994 researchers are explicitly
required to replicate the ethnic composition
of the population they seek to study in
their sample. The NIH also stipulated
that phase Il clinical trials must include
subgroup analyses to assess sex and
ethnic differences in treatment efficacy. It
recommended that these analyses should
be conducted in all clinical studies, even in
cases where small sample size limits the
statistical power, and despite the danger of
negative consequences of a study finding a
difference related to ethnicity when in reality
there was none. This legislation has led to
some improvements in trial participation,
particularly in NIH rather than industry-
funded research.” For the increasingly
super-diverse UK, this raises the question
if regulation mandating inclusion is also a
possible solution.
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The UK along with other European
countries, are increasingly emphasising
the benefits of making research subject
populations more inclusive, but without
adopting any mandatory regulations for
such inclusion. The Research Governance

Framework'  requires  researchers
‘whenever relevant’ to take account of
‘age, disability, sex, sexual orientation,
race, culture, and religion in its design,
undertaking, and reporting’. However,
adherence to this principle is not monitored
and it is difficult to show how it has affected
the recruitment of minority ethnic groups into
clinical research. Alongside the Research
Governance Framework, guidance on the
composition of research ethics committees
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