


Agenda

Item Timings

Introduction to Egality: Why we need to improve diversity in research
*Improving diversity working with BME community leaders

(13.30-13.35)

Current barriers to diversity and inclusion in research
*Findings from our focus groups
*Charles Kwaku-Odoi, CEO at CAHN, speaks to his experience

(13.35-13.45)

Available guidance and tools

(13.45-13.50)

The role of the sponsor in improving diversity in research
Questions to the group

(13.50-14.10)
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Definitions

The NHS INCLUDE framework definition of
under-served groups:

The work of the INCLUDE project shows that
there is no single definition for an under-
served group. Some key characteristics that
are common to several under-served groups ”Failing to include a broad range Of

are:

- Lower inclusion in research than one participants means that results may not

would expect from population estimates . . ”
- High healthcare burden that is not be generalisable to a broad population

matched by the volume of research
designed for the group

- Important differences in how a group
responds to or engages with healthcare
interventions compared to other groups,
with research neglecting to address these
factors




Why we’re here today

14% of UK population BME
5% participate in medical research

In UK, 5.5% in diabetes trials despite accounting for
11.2% of population

In US, 3% of trial participants for prostate cancer
are African men despite being twice as likely to die

Around 30% of critically ill people with COVID-19
are BME — of 1077 in the Oxford COVID-19 vaccine
trial, 6 are Black and 35 South Asian

BUT 37% and 30% in US Moderna and Pfizer trials

“If research fails to engage all those
who could benefit, there is no
guarantee that results will apply to
populations not included in the
research”

“Diversity in clinical research is a
prerequisite for equity in health”:




Vision and Mission

Vision
A UK research sector based on trust,
transparency, and respect. Where there are no

socio-economic barriers to being involved in
research

Mission

All health research and clinical trials in the UK
represent the population of the UK, or those
most impacted by the condition.




Advisory Board

BME Community Organisation Leaders from across the UK

Hanif Bobat Vicki Harris Charles Kwaku-Odoi Kye Lockwood Davine Forde
Ethnic Health Forum HAREF CAHN Social Action for Health Manchester BME
Manchester Newcastle Manchester North East London Network

ethnithh Social MANCHESTER

heaith{ - Spcréigted CAHN @ @gz‘“h BMENETWORK

forum Strengthening Our Future



Caribbean and African Health Network — case study

CAHN undertook a number of initiatives to support their local communities during COVID

Collective Community Response Meetings — Education
and prevention activities, stakeholder engagement and
collaborative approaches

Mental Health and Wellbeing support — disseminated in
partnership with local health and social care organisations

Virtual event on vaccinee safety and uptake — Including
health professionals connecting with the community on

Greater Manchester BAME COVID-19 M

the safety and effica cy of the vaccine Health Collaboration Dissemination
What to discuss?
: : : : e
Survey and report - A picture of inequality: The impact of P
. . . . © How volunteers were trained to support the delive
COVI D_ 19 0 n th e Ca rl b bea n & Afr' Ca n CO m m u n |ty | n * How multi-agencies worked togeth'::via a seamles:vreferml process
G re ate r M a n C h este r Ple::tep::r/n’\e along andilearn more by bookingi:::f‘ekvia #BlackHealthMattersGM

For further information please contact lorraine@cahn.org.uk or 07853
A PICTURE OF INEQUALITY: Survey
The Impact of COVID-19 on the Findings

COVID-19 videos — covering a range of information and a o MioeE o G mssey
. . . @ wmenior /4 CAHN
‘myth-busting” on coronavirus with local people from the A

community

G
i. Caribbean & African Community
in Greater Manchester June 2020
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Barriers to being involved in research

Fair reimbursement of time and
expertise

‘? ‘..
..-‘I

Engagement from beginning to
end

Engagement methods

* Time and money are critical for us all (increase
in requests during COVID-19)
* Community organisations are severely
stretched
* There must be fair distribution of resources for
expertise and delivery
* How do we value this, and open up the right
funding channels?

* True co-production of research programmes,
not tick box accreditation for proposals
* Asking communities what they want from
research / what they want to be researched
* Bringing findings back to participants and
communities, what is the benefit and the
impact?

* True co-production of communications
materials
* Materials and methods must be translated and
culturally appropriate
* Put the participant at the centre of the research
* Awareness of the benefits of being involved in
research, focused on individual / community
perspectives

TRUST
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Where engagement has worked

Sandpit session in Manchester

Collaborative proposal

Virtual feedback sessions

Academic researcher going to the
community organisation three
times to develop the proposal

with their input

Bringing together researchers and
community organisations to
discuss research priorities

Virtual sessions to feedback on :
research findings — ahead of |
publication :

|

MANCHESTER
BMENETWORK

Strengthening Our Future

ethni’

health{
forum

equality in health



Existing guidance and tools

A range of guidance and tools available, but we know they’re not translating into practice consistently.

Research and
Development Forum

Additional legal, ethical and governance considerations
when engaging in Community Based Participatory
Research (CBPR)

Introduction

Community Based Participatory Research (CBPR) is a "collaborative approach to
research that eqitably involves all partners in the research process and recognizes
the unique strengths that each brings. CBPR begins with a research topic of
importance to the community, has the aim of combining knowledge with action and
achieving social change.” (Arbor et al 2003).

Partnering, or co-producing. with a community organisation or group' to develop.
deliver and manage a research project brings different ethical, legal and governance
considerations to those relevant to individual PPIE representatives. Firstly. ethical
codes for research tend to focus on the rights of the individual. CBPR presents an
additional challenge of extending rights 1o the community. The interests of the
‘community may differ from the interests of the individual and consideration may have
to be given to how informed consent can represent the group or community interests
s well as those of individual participants. Individual service users may not have a
sense of
of the community they represent. However, it is important to recognise that
made up on a specific issue.

Ethical the

same status to communities as individual PPIE representatives by recognising the

importance of community desires and interests. Ensuring the welloeing of community
i PPl

y
st have conditions or ilnesses. Although partnership and the principles of co-
production imply shared responsibiltes, this does not take away the sponsor and
professiona responsibiity for ensuring the wellbeing of those who are partners.

These guidelines advise on the ethical, legal and goverance issues that research
managers may need to consider in studies involving CBPR.

Version 4~ Aprl 2020 1

Enhancing the Diversity of
Clinical Trial Populations —
Eligibility Criteria,
Enrollment Practices, and
Trial Designs
Guidance for Industry

US. Department of Health and Human Services
Food and Drug Administration
Center for Drug Evaluation and Research (CDER)
Center for Biologics Evaluation and Research (CBER)

November 2020
Clinical/Medical

0y Uesearen | “AdvanceHE

Equality, diversity

and inclusion in
research and innovation:
UK review

Dr Kevin Guyan and Freya Douglas Oloyede
Advance HE, for UK Research and Innovation

NIHR | S

Improving inclusion of under-served groups in clinical research:

Guidance from the NIHR INCLUDE project
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Questions to the
audience

Polling questions via Slido:

« Are you already doing something to improve
diversity in research participation in your role as
Sponsor? (e.g. strategy, SOPs, community outreach)

« If you said yes, what are you doing?

« If you said no, what are the practical challenges as
Sponsor of ensuring ethnic diversity is a
consideration at every stage of the research (e.g
design, undertaking research, dissemination)

« Do you think we should require inclusion as part of
the Sponsor’s assessment of a study?

« Would you be interested in taking part in a workshop
next year to discuss this further?

N n
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« Contact annette@egality.health

» Focus group / workshop

«  Website forum for comment

© egality
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