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HEALTH RESEARCH INEQUALITY

BACKGROUND

• A disparity among different 
population groups in 
accessing essential research 
into new treatments. 

• Patients from ethnic minority 
groups potentially miss out 
on valid treatment options, 
but under-enrolment may 
reduce the generalisability of 
any research findings



DIVERSITY IN CLINICAL RESEARCH–
WHY IT IS IMPORTANT?



RACE and ETHNICITY DISTRIBUTION IN CLINICAL TRIALS

In the UK

• Only 5% of respondents from 
ethnic minorities have ever 
participated in a clinical trials  
(A. Smart and E. Harrison, 2017)

• In 2020, of almost 300K 
individuals recruited for COVID-
19 Vaccine Trials, only 7% were 
ethnic minorities.  (www.gov.uk)



PARTICIPATION OF UNDER-REPRESENTED GROUP 
IN RENAL RESEARCH?
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Registered Kidney Disease Trials:  532
Total Participants: 214,702
Years covered: 2000-2021

Source: www.ClinicalTrial.gov



KIDNEY DISEASE IN ETHNIC MINORITIES –
WHAT DOES THE DATA SHOW?

Kidney Research UK
London Cardiovascular Clinics

www.nhsrho.org



THE RESEARCH STUDY

• In late 2020 - A commercial study, sponsored by a Pharmaceutical Company based in the United 
States was initiated in King’s College Hospital

• A genotype study looking into the Prevalence of Apolipoprotein L1 (APOL1) Alleles Among 
Individuals With Proteinuric Kidney Disease

• Main criterion: people with kidney disease caused by the Focal Segmental Glomerulosclerosis 
(FSGS)

• Recruitment target: 5 patients

• Target population:  African ancestry or geographic origin (which may include but is not limited 
to people who identify as Black, Caribbean, African American, or LatinX)



Cultural 
Beliefs

Mistrust

Lack of access 
to

information

COVID-19

Inconvenience

Misinformation
Data privacy concerns

Fear of harm

Unethical treatment

Misconception
Against practices (religion)

Disapproval of family

Strict criteria
Lack of compensation
Limited transport assistance
Inflexible visits
Use of technology

Lockdown
Lack of transport
Fear of becoming ill
Immunocompromise

Limited internet access
Lack of transparency (results)
Lack of materials in multiple languages

REPORTED BARRIERS TO RESEARCH PARTICIPATION OF THE UNDER-REPRESENTED
COMMUNITIES



METHODOLOGY USED TO DEVELOP RECRUITMENT INITIATIVES



INITIATIVES IMPLEMENTED TO FACILITATE RECRUITMENT
(as recommended/suggested by the Focus Group) 

FLEXIBILITY

Flexibility of research team 
to accommodate 

participants’ availability 
COINCIDE 

Coinciding research visit with 

clinical appointment 

COLLABORATE 

Collaborating with clinical staff 

to combine research and clinic 

procedures 

EDUCATE

Education of clinical colleagues 

regarding study participation to 

enable direct referral
CONTACT 

Research team remains in contact 

with the participants from first 

contact until  study completion 

SUPPORT 

Offering peer-educator 

input to facil itate culturally 

congruous support 

BESPOKE

Principal investigator 

arranges individual follow-

up in specialist clinic 

INCENTIVES

Incentives include 

inconvenience fee and travel 

expense reimbursement. 



OUTCOME
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INCREASE

Patients have opportunity to 
participate in Phase II and Phase 

III trials!



FEATURED in 
Newsletter and 

Promotional 
Video

OUTCOME – continued…

TEAM ON SPOTLIGHT

One of the 
top 

recruiters 
and the only 
site outside 
the USA to 

do so!



OTHER RESEARCH PROJECT

APolipoprotein L1 in People of African ancestry Living in the UK: Exploration 
of genetic and environmental factors associated with Chronic Kidney Disease

Additional Strategies Implemented:

A non-commercial, investigator’s own study 

Recruiting for the same population with the addition of healthy volunteers 

Almost 400 interests registered 
within few days of tweet!

Patient representative actively involved 
with the recruitment drive

Recruitment of  healthy volunteers:
• Renal Nurse Representative 
• Student Representative 



An example of clinical research 
recruitment drive conducted 
by the Renal Research Team

Photo credit: Dr Kate Bramham

A Research Study Recruitment Stand at King’s Atrium



CONCLUSION

MATTERS

Taking a proactive approach with co-development from 
community members to enhance recruitment of under-
represented groups appears to be associated with 
successful recruitment

Carefully planned recruitment strategies to meet the 
demands of both the research studies and participants are 
crucial to maximise recruitment potentials by ensuring 
positive experience

Formal evaluation of these strategies is needed. 




