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BACKGROUND

HEALTH RESEARCH INEQUALITY

A disparity among different
population groupsin
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



Diverse representation of
minorities in clinical trials is

essential to help Enrolling diverse people in clinical trials helps make
researchers better '
understand patterns of sure treatments are safe and work well for different
difference in health and communities. Different people may have different
illness based on various + '
racial, ethnic, and reactions to the same treatment, based on their age,

geographic backgrounds.

gender, weight, race, ethnicity and other factors.

DIVERSITY IN CLINICAL RESEARCH-
WHY IT IS IMPORTANT?

Participants in
clinical trials
should reflect our
diverse population.

DIVERSITY IN
CLINICAL TRIALS
BENEFITS EVERYON
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The Diversity of the General Population

RACE and ETHNICITY DISTRIBUTION IN CLINICAL TRIALS

Global Race In the UK
Global race distribution for clinical trials

1%

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

7%

% 76%

The Diversity of People who
Participate in Clinical Trials*

* In 2020, of almost 300K
individuals recruited for COVID-

: an i i . .
i - el P R R 19 VaccineTrials, only 7% were
“Source: FDA 2015-2019 Drug Trials Snapshots Summary Report 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?

Two Main Causes
of Kidney Disease

Hypertension and diabetes by
ethnic group in UK

SOUTH ASIAN & BLACK PEOPLE ARE
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www.nhsrho.org

5x more common in Black Asian Minority Ethnic

Kidney Research UK

London Cardiovascular Clinics




THE RESEARCH STUDY

* Inlate 2020 - A commercial study, sponsored by a Pharmaceutical Company basedinthe United
States was initiated in King's College Hospital

vl @ VX19-NEN-801 Study

* A genotypestudy lookinginto the Prevalence of Apolipoprotein L1 (APOL1)Alleles Among
Individuals With Proteinuric Kidney Disease

* Maincriterion: people with kidney disease caused by the Focal Segmental Glomerulosclerosis
(FSGS)

* Target population: Africanancestry or geographicorigin (which may include but is not limited
to people who identify as Black, Caribbean, African American, or LatinX)

* Recruitmenttarget: 5 patients




REPORTED BARRIERS TO RESEARCH PARTICIPATION OF THE UNDER-REPRESENTED
COMMUNITIES

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

Lack of access
to
Misinformation information Lockdown
Data privacy concerns Lack of transport
Fear of harm Fear of becoming ill
Unethical treatment Mistrust Immunocompromise

Strict criteria

Lack of compensation
Inconvenience | Limited transport assistance
Inflexible visits

Use of technology

Misconception
Against practices (religion)| cultural
Disapproval of family|  Beliefs




METHODOLOGY USED TO DEVELOP RECRUITMENT INITIATIVES

Reseadrch

“Patient and public involvement

Renal Research
Patient Representative !

Explore drivers / Understand
barriers / behavior/decision
Fuel for innovation perceptions / drivers, longitudinal
attitudes / brand behaviors
perceptions (reflective)




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

COINCIDE
Coincidingresearch visit with
clinical appointment

| COLLABORATE

Collaborating with clinical staff
to combine research and clinic
procedures

SUPPORT EDUCATE

Education of clinical colleagues
regarding study participation to
enable directreferral

Offering peer-educator
inputto facilitate culturally
congruous support




OUTCOME

1400%

NUMBER OF PATIENTS RECRUITMENT INCREASE
APPROACHED

o Vo T
% i Doctors’ referrals
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Initiatives to facilitate research recruitment in
underrepresented communities

INHS |

King’s College Hospital

Patients have opportunity to ERosi=l 50" EDTNA/ERCA
participatein Phase Il and Phase ) International Conference

. 50 Years of the Multidisciplinary Commitment in Kidney Care
1l trials! e & |
czzomavs /. - w0
EDTN_A/ERCA -
UL  deDoelenICC de Doelen — the International Conference

Rotterdam cCentre in Rotterdam, the Netherlands
SAVE THE DATE: September 10-13, 2022




OUTCOME - continued...

One of the
top
recruiters
and the only
site outside
the USAto
do so!

TEAM ON SPOTLIGHT

A %
VERTEX

: VX19-NEN-801 Study Bulletin
VX1 g-NEN-801 StUdy BU”etln Top sites that genotyped patients
Sites | Principal Investigators | Institutions

VERTEX
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Top sites that genotyped patients

Sites | Principal Investigators | Institutions

026 | Bramham King's College Hospital NHS Foundation Trust
182 | Echewverri Snnth Elarida Recsarrh Institite s, PA
136 | Thomas .
135 | Shahid VERTEX _ o er—
164 | Varallo

026 | Bramham VX19-NEN-801 Study Bulletin
Site Insight from Dr. Kate Bramham and her team at King’s College London

We will aim to share insight from various NEN sites that are successful in genotyping patients.

UE%EX ! Please find the first insight below from Dr.Kate Bramham and her team at King’s College London .
on their approach in identifying and recruiting patients in their large academic center site 'Bulletin
I\‘I'\ (IR B S I B WL WA \-J'l.uu}' LAl rLIn ] Top Sites that genntvped paﬁEI‘ItS
Top sites that genotyped patients S
- rincipa . -
Site Principal Investigatar Institution S Tuvestpntors TRatitetions
120 Urena-Tomas ALRA MNord 131 Powell Columbia Nephrolo Associates, PA
131 Powell Columbla Nephrology Assaciates, 141 Ruiz-Ramon Eli
240 MecLean Brookview Hills Research Assod 240 McLean Brookview Hills ecarch Associates
026 Bramham King's Colleqe Hospital NHS Foundation Trust 026 Beambisan King’ngﬁgggfixO;ﬂt;l NHS
034 Luscy Renal Associates of Baton Rouge




OTHER RESEARCH PROJECT

@PPLE-CKD

APolipoprotein L1in People of African ancestry Living in the UK: Exploration
of genetic and environmental factors associated with Chronic Kidney Disease

A non-commercial, investigator’s own study

Recruiting for the same population with the addition of healthy volunteers

Additional Strategies Implemented:

‘, Almost 400 interests registered Patient representative activelyinvolved

within few days of tweet! with the recruitmentdrive

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




A Research Study Recruitment Stand at King’s Atrium

@PPLE-CKD

Research
needs you! ..
An example of clinicalresearch

recruitment drive conducted
by the Renal ResearchTeam

Photo credit: Dr Kate Bramham

APolipoprotein L1in People of african ancestry Living
in the UK: Exploration of genetic and environment al
factors associated with Chronic Kidney Disease
(APPLE-CKD)

Who do we need?

o Pe ;\ of African or Afrc H ncestry
with & J/H wi ,/; Il




CONCLUSION

DEVELOPMENT
MATTERS

v

&

Taking a proactive approach with co-developmentfrom
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 participantsare
crucial to maximise recruitment potentials by ensuring
positive experience

Formal evaluation of these strategiesis needed.







