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Under representation in research



Why we need to talk about 
under representation in research

From Royal College of Physicians’ survey report, 2020: 
“Research for all? An analysis of clinical participation in research”

Professionals in research



Data from NIHR Open Data Platform, 27 January 2021

Public participation in research

Why we need to talk about 
under representation in research

Recruitment to COVID 19 research



The INCLUDE Framework for developing guidelines 
to improve inclusivity in clinical studies



INCLUDE’s core objectives

Develop Community Partnered Participatory Research 
building long-term relationships with underserved groups & 

opportunities for participation

Remove 
barriers in 
funding, 

regulation and 
policy

Develop 
training 

resources

Build 
infrastructure, 

tools and 
processes for 

design and 
delivery



Setting research priorities and engaging 
health professionals



Translating Patient and Public 
Information 
● Translating patient information sheets is a 

research cost that isn't usually centrally 
funded or delivered; exception made due to 
pandemic

● CRNCC coordinated translations to date: ~100 
documents transcribed from 18 UPH studies

● Languages:  Polish, Bengali, Urdu,  Punjabi, 
French,  Portugese, Welsh

● Translation of patient information will be an 
identifiable research cost from 2021/22 
(NETSCC)

“COVID and Me” and vaccine 
research registry materials



Working with others to make a difference



Initiatives across the country
• Community Engagement Link roles funded to coordinate and facilitate 

outreach work (West  of England)

• Community panels established to advise on recruitment to vaccine and 
other UPH trials (Yorkshire and Humber; West  Midlands)

• Surveyed over 4000 people to understand views around vaccine trials 
(West  Midlands)

• Bethnal Green library as vaccine trial location - visible, accessible and 
at tract ive to diverse communit ies (North Thames)

• Local radio activity to reach key audiences - advert ising as well as 
interviews /  Q&A with local researchers (Greater Manchester; Wessex)

• Early Contact and Engagement programmeto include specific 
discussions around study planning and set  up (Yorkshire and Humber)

• Collaborat ing and sharing resources from Centre for BME Health (East  
Midlands)



Delivering research where it can benefit 
those who need it most



Thank you
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