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Background



The Language of Ethnicity

“Where granularity isn’t possible (in studies with small 
sample sizes for example) we suggest that “ethnic 

minority groups” is a more appropriate collective term 
than BAME or BME, placing the focus on all minority 

groups regardless of skin colour. 

Researchers and policy makers should use the most 
appropriate ethnicity label needed to effectively 

interpret or implement their findings.”



Ethnic minorities in England and Wales

• Source: Office for National Statistics. Ethnic group, England and 
Wales: Census 2021



Is research inclusive?

Do we even know?
Protected characteristics ( Equality Act 2010);

Age Gender Ethnicity Disability Marital status

Religion
Pregnancy/
maternity

Sexual 
orientation

Gender 
reassignment 

Socioeconomic 
status: 

intersectionality



Need to be inclusive in evidence generation process

Zannad F et al . Nature Medicine (in press)





Need for ethnic minority 
representation in research



Is ethnicity linked to incidence or outcomes of covid-
19?

Khunti K et al. BMJ 2020;369:m1548



Need good quality ethnicity data

Measuring and understanding unwarranted variation in health and social care outcomes
and determinants by ethnic group is vital [1] for:

• Informing clinical practice.

• Planning of health and social care services.

• Targeting and determining the impact of service improvement initiatives.

• Evaluating national interventions and policy changes.

• The allocation of research funding and resources.

There is also a moral and legal requirement for reducing health inequalities (e.g. Health
and Social Care Act 2012), as well as policy requiring ethnicity data collection (i.e. 2020
letter from NHS England).



Ethnic minority groups have the highest ASMRs for 
several cardiovascular diseases (2021-2023)

Inequalities in mortality involving common physical health conditions, England: 21 March 2021 to 31 January 2023

Chronic IHDHypertensive diseases

Myocardial infarction

Stroke

Heart failure

Office of National Statistics 
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthinequalities/bulletins/inequalitiesinmortalityinvolvingcommonphysicalhealthconditionsengland/21march2021to31january2023

ASMR  Age standardized mortality rates



Large variations in risk for MACE for SGLT2i with 
placebo by ethnicity

Kunutsor S et al. JRSM 2023 https://doi.org/10.1177/014107682311984

SGLT2i - MACE 

MACE Major Adverse Cardiovascular Events



Ethnic and socioeconomic disparities in initiation of second-line antidiabetic 
treatment for people with T2 diabetes in England

Bidulka P et al. Diab Obes Metabol 2022;25:282-292



Hypoglycaemia rates in people with T2 diabetes

Dunkley A et al. Diab Obes Metab 2019;21:1585-1595





Current representation of 
ethnic minority in research



Race/ethnicity representation among all United States-
based clinical trials

Turner BE et al. Lancet Reg Health Americas 2022;11:100252

20,692 trials
43% reported ethnicity data
Minority enrollment was compared to 2010 US Census demographic estimates



Enrolment percentages of all non-white ethnic groups 
in all included diabetes trials 

Li, et al. Diabetologia. 2022;65:1461-1472. 

• Trials published 
between 2000 and 
2020 (n=405), and in 
the US trials (n=69) 
and UK trials (n=9) 
trials
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Prevalence of MLTC by age, sex, deprivation and 
ethnicity  - 60 million people in England

Valabhji J et al. JRSM 2023; https://doi.org/10.1177/01410768231206033 



Research in multiple long term conditions

Kayani Z et al. J Roy Soc Med 2024 doi: 10.1177/01410768241233109

• 13 studies met the inclusion criteria.

• Only 4 (31%) reported ethnicity 
information. 

• 3 of the 4 mainly included White 
participants

• Ethnic minority groups under-
represented

• 12 (92%) reported on SES using 
income and educational data



Representation of people of South Asian origin in cardiovascular 
outcome trials of glucose-lowering therapies in Type 2 diabetes

Khunti K et al: 2016;34:64-68

• 12 studies

• SA underrepresented in trials 
compared to global population

• “Clinicians should exercise caution 
when generalizing the results of 
trials to their own practice”.
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Meta-analysis of enrolment to COVID-19 trials

Murali M et al. BMC Medicine 2023;21:111



A summary of the reporting by ethnicity through different 
stages of COVID-19 clinical trials

Murali M et al. BMC Medicine 2023;21:111

Approached for 
inclusion 

Screened for 
inclusion 

Eligible for 
inclusion 

Number of 
Trials

Ineligible for 
inclusion 

Followed up at 
primary endpoint

Followed up at 
longest follow-up

Effect 
estimates

No. participants 
52,747

0

0

0

0

0

0

0

17





Barriers to research 
participation



Barriers to participation research among ethnic 
minority groups

Mistreatment, 
disrespectful 

behaviour

Researchers’ 
negative 

perceptions

Prior poor 
experiences 

Mistrust
Sub-par care for 

non-English 
speakers

Language 
barrier

Lack of efforts by 
researchers to 
make contact

Time and cost of 
participation

Location

Cultural non-
competence

Lack of 
awareness of 

research



The views of ethnic minority and vulnerable communities towards 
participation in COVID-19 vaccines/trials

Ekezie W et al . Public Health 2021;43:e258-e26

Community groups Barriers                 Facilitators

South Asian

• Assumed prohibited animal product content in the vaccine • Culturally relevant documentation on vaccine ingredients with 

halal certification

• Research may fall during Muslim Ramadan fasting and cultural 

festivals

• Consideration of religious and cultural engagements in research 

schedule

African and Afro-

Caribbean

• Vaccines developed to eradicate Black people • Evidence of different ethnicities participation

• Contracting COVID-19 from the vaccine and getting ostracized 

from the local community

• Outcome information from past trial participants

Mental health 

problems

• COVID-19 researchers not interested in engaging mental health 

service users

• Inclusion of mental health-related factors in trial study calls and 

vaccine registry screening

• Unwanted disclosure of mental health details and loss of 

confidentiality

• Inclusion of mental health-supporting organizations in trial 

processes

• Anxiety and fear on the originality and lack of research on 

COVID-19 vaccines

• Clarity on potential personal benefits from participation

• Establishment of support groups for mental health sufferers

Homeless

• Reluctant to visit hospitals except for emergencies • Participation coordination by third sector organizations and 

agencies involved in the care of homeless people

• Often hard to maintain contact with, leading to high dropout 

rates

• Face-to-face engagement at communal locations like food banks

Gypsy, Roma and 

Travellers

• Fatalistic ideology and limited interest in vaccines • Culturally sensitive health information delivered through trusted 

health worker outreach and community leaders

• Nomadic, communal and restricted living conditions • Further research on health needs and the impact of COVID-19 on 

GRT communities

• Social distancing and self-isolation not feasible • Culturally relevant documentation on vaccine ingredients with 

halal certification



Language Matters



Lost in translation if language not taken 
into consideration: the Long Covid paradox 

Khunti K et al. Nature Medicine 2024;30:2390-2391

• High rates of COVID-19 in ethnic minorities

• Many studies reporting lower prevalence of Long Covid in ethnic 
minorities

• Studies suggesting differences in Long Covid symptoms in ethnic 
minorities

• Lack of validation and translation of questionnaires
• Language barriers

• Interpretation of symptoms

• Cultural norms

• Communication barriers





Solutions to increase ethnic minority 
participation in research



Recommendations to improve recording of ethnicity data

1. Consistency in 
data collection

2. Standardisation 
& categorisation

3. Communication 
& transparency

4. Training & 
guidance

5. Completeness 
through data 

linkage



What Works to Improve Inclusion and Diversity? 

Opportunities 
to improve 
inclusion

Cultural 
humility and 
competency 

training

Building 
community 

partnerships

Taking a 
personalised 

approach

Multilingual 
materials and 

staff

Communic-
ation specific 

strategies

Increasing 
understanding 

and trust

Tackling 
logistical 
barriers

Bodicoat et al.  Trials 2021;22: 880



The eight recommendations in brief

1. Trial teams need to be 
more diverse

2. Trial teams need the 
perspectives of people 

from diverse ethnic 
communities with lived 

experience of the 
condition or disease

3. Discussions need time

4. Discussions are more 
productive with data on 

disease or condition 
prevalence, severity and 
progression by ethnicity

5. Don’t think about how 
to recruit and retain 

people

6. If in doubt, use the 
STRIDE defaults for ethnic 

group inclusion

7. Consider over-sampling 
some ethnic groups

8. Think about ethnicity 
choosing trial sites



Ensure materials & questionnaires not lost in translation 

Frameworks for developing translated materials



Innovative interventions to overcome barriers

Patel N et al. Pat Educ Counsel 2015;:1123-1130



Novel methods for recruitment

Underwent screening
n=252

Consented to study 
n=202

HbA1c <6%
n=162 (80.2%) 

HbA1c 6-6.4%
n=32 (15.8%) 

HbA1c >6.4%
n=8 (4.0%) 

Offered personalised 
advice based on 

existing risk factors by 
study clinician 

Given individualised advice 
by study clinician and 

referred to their GP for 
confirmatory test

Invited to attend structured 
education delivered by study 

clinician and researcher 4 
weeks after screening 

Attended 
Education 

n= 18 (56.3%) 

Willis A et al. Diab Res Clin Pract 2016;120:73-80



Overcoming barriers to participation

• Bespoke researcher training programmes 
• Cultural competence 
• Effective community engagement

• Investing time in local communities 
• We are ‘giving back’ 
• Development opportunities

• Translation models and alternative 
communication methods 
• Conceptual equivalence>linguistic 

equivalence
• Co-development of resources 
• Open/End user focus to decisions over 

communication modality



Resources

• Increasing participation of ethnic 
minority groups in health and 
social care research

• Cultural Competency training

• Provides guidance on developing:
• more relevant research questions,
• better participation, engagement of 

ethnic minority groups 
• dissemination of research findings.

• Toolkit is available as PDF and 
online training package

https://ethnichealthresearch.org.uk/resources/



Funders and Journals can help



Summary



Summary

• Much scope for improvement in ethnic representation in trials

• Better monitoring of participation
• Improve the recording and reporting of participation 

• Encourage proportionate representation across protected characteristics 

• Encouraging funders to make representation mandatory

• Increased investment is needed 
• Highlighting the benefit of delivering more inclusive research 

• Capacity building for researchers/research teams

We all need to collectively work to conduct more inclusive  research to 
ensure evidence generated will reduce disparities



Thank you

@kamleshkhunti


