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Bringing together the NIHR for
the underservead

Best research for best health. By everyone
for everyone.

Laurie Oliva, Head of Public Engagement, NIHR Clinical Research Network
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“I didn’t know thiswasathing. | would have liked to
take part in research to help myself or my babyor to
just be part of helping learn stuff for other women, for
my future daughters you know. If the research is
about women,then allwomen should be involved.
From all walks of life and cultures. Otherwise, it is not
about allofus.Just some.”

Black African participant in MBRRACE UK PPIE project
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Inclusion at the NIHR

1948 2010 2015 2019
NHS Founded. Equality Act and Going the Extra National Standards
Public Sector Duty Mile for Public
Involvement

NIHR @

2006 2012 2017
NIHR Founded Health and Social Open Letter to NIHR from
Care Act Chief Scientific Advisor

Toread about the NIHRs current work on equality, diversity and inclusion:
https://www.nihr.ac.uk/about-us/our-contribution-to-research/equality-diversity-and-inclusion.htm

NIHR | i Researcn


https://www.nihr.ac.uk/about-us/our-contribution-to-research/equality-diversity-and-inclusion.htm

Open Letter to NIHR from Chief Scientific Advisor

“...at the more applied, clinical and public health end
of the (research) spectrumthereisastrongscientific
need for research to be conducted withand inthe
populations most affected. Research activity should
go to populationswho need it,and we would like to
encourage the best researchers,wherever they are
based, to undertake clinical and public health
research inthe areas of England with the greatest
health needs.”
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National Standardsfor Public Involvement

Standard 1: INCLUSIVE OPPORTUNITIES. We offer
public involvement opportunitiesthat are accessible
and that reach people and groups accordingto
research needs.

The standardswere created through partnership work between
Chief Scientist Office (Scotland), Health and Care Research Wales,
the Public Health Agency (Northern Ireland) and the National

Institute for Health Research (England) and set out ‘what good
lookslike’ in patient and publicinvolvement in clinical research.
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Workingwith partnersto serve the public

Centrefor BMEHealth

“Toreduce ethnic health inequalities’

CORONAVIRUS (COVID-19) - GUIDANCE FOR PEOPLE WITH DIABETES -

Welcome to the Centre For
BME Health

e N\ !

Community Services | Research
Involvement F
> M N
[

https://centreforbmehealth.org.uk/
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INCLUDETresourceon NIHR Learn

GCP online Health Research Innovations =

CRN Local Learning =

CPMS Learning

NIHR Communities

National Learning Directory Bite-sized Learning = Help =

My courses and communities =

Home » Courses > Health Research Innovations

Equality, Diversity and Inclusion Course

Menu
‘Welcome
Course Objectives
» Why Inclusion matters
Watch this video
Underserved Groups
Welcome
w Important Dates
Equality, Diversity and Inclusion
Milestones.
« Summary
Summary

Thank you

oy

NIHR Endorsed Learning (Curated links to externall... > ED&I Training

General » Equality, Diversity and Inclusion Course

Equality and Diversity V6 No Qs
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Welcome to this course on equality, diversity and inclusion (EDI) in health
and social care research.

Widening access to research to more, and different, patient and public
groups is a priority for the NIHR and research has shown there are benefits
for doing so for the quality of research, for research participants and for the
wider populations who benefit from the findings of the research.

This course has been developed to give you more information about why
some groups are underserved in clinical research, why this matters, and
what can be done about it. It has been co-produced by the NIHR Clinical
Research Network's Public Engagement team and public contributors.
There has also been expert input to some of the materials from the Clinical
Research Network's Cluster E team who are currently leading work around
improving access to research for underserved groups through the
INCLUDE project.

This course should take approximately 15 minutes to complete. You can
complete the course in your own time. You can work through the course in
order or navigate to different sections using the menu.

You can revisit the course and complete it as many times as you wish.

£ PREV NEXT »

National Institute
for Health Research

NIHR |
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"Place patientsat the centre of the
research process”

Learning from the CRN's inclusion-
themed 2020 Small Grant Scheme
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PPIEasan enabler at every stage

ﬁ Involved stakeholders: Patients, public, funders, clinicians, researchers, regulators, industry, policymakers

Funding Initial

. : | ot
Reslea.rch Bodies Rese.arch Study Final Dynamic Study ] mp.a )
Priority Strategic Investigator design/ Study Study Closure Dissemination
i i i i &E t
Setting Priority questions funding Design Delivery Report ngagemen

v v v v v
« MA@ AT A
A Checkpoints for decision-making processes

Tools and processes:
* Building community-partnered participatory research over the long term
* Training resources for stakeholders
@ Collaborative, iterative engagement with stakeholders . g %

\J

in prioritisation. desien and delive Infrastructure and systems to recruit and retain participants from underserved groups
in prioritisation, '€ fvery * Removing funding, policy and regulatory barriers to inclusion

What research questions and health outcomes matter?

Which patient and public groups are affected by thisresearch?How will this
study reach them?

How can we make sure we don't exclude people 'by design'?

How can we tackle recruitment challenges?

Why are people dropping out of this study?

What's most important in these findings for people to know about and how
can we let them know?
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MIRACLE
Migrants’ Involvement in Research and . ° P
Community Engagement ‘

Mayuri Gogol', Helen Eborall?, Fatimah Wobi?, Manish Paresk'?

1 Dpartrant of Rspirstory Scherscas, Unbraity of Leicester
2 Dopariman of Haakh Bxiances, Usheesty of Laissater

-

MIRACLE PARTICIPANT DETAILS

* The project was carried out with recent
migrant leamers atiending ESOL and
other employment related courses in
Leicester Callage {LC).

= The project had a tolal of twenty nine
{29) panicipants.

* We got more female parti {n=28)

3 Dunparienat of Infection nd HIV Medicine, Unkaniy Hoapials of Leicester NS Trust. Lakcester, UK
University of Leicester does

WORKSHOP FINDINGS
‘MIRACLE’ to understand

mig rants in F
and cc i
engagement

e riigns important
it congarms sbout oquly
and access of health
ot and pot cara far this group n

o ompared fo male (n=1) because of
the skewad enroiment profiles in the
courses like Health and Social Care,
Child Care elc.

Participants’ Year of UK Arrival

2015 2016 2017 2018 2019

Qut of the 29 panticipants, 10 participants had
«come to the UK in 2015, 7 each in 2016 and
2017, 4 in 2018 and 1 participant had come
wery recently in 2019,

PPIE) in e absanca al 3
health and social care  Tepresentatve vaic
research |s ineviable 10 INfOrm services.

iectis an atiempt "W immigrants
ot ndersian ng themsalves parceiss
PPIE of a group which 359 know the
bt hilharin reman | Possblo facktaiors
underrepresented i Bnd bamaes thal

health care
8
research i.e. migrants emﬂbmﬁi
o farskgn-borm Was conductnd to
. Ahough, identify important
nearly 14 parceniof  faeres o BOIE of
UKS current imamigrants in health
mﬂabﬂn - Tosairch which eould
then infarm future
bom abroad, thar research and policy
imvahvemenit i health Do e matar
and sotal cang involvement and
TEEEATCH (8MANG engagement in health
sub-optmal. This resbarc

Ways of engagement

i engagennss workehops wons conducied wih 3

tetal ef By Aing (20) particpanss. Theso

weorkshops wen ek ol bwo Loweshr O

campuses and modeeated by @ member of the

MIRACLE tam. Due o mitations in busget
Satiees wire EsnduEted in Ergtsh and

priciants had luncticesl level of En\ghh The

sassions. wers transcribed and themes. were

identfied from the fanscrpts.

Participants shared several barriers 1o
Inveivement, which include:

* Lnck of informasion sboul rsedech and how 16 git
ivolved i resganch.

« Limited English language skils

» Pasticpants fet that they lacked ‘speciail

Renhiica 10 B acived ) Fessaaich

Languags barrier and perceted lck of

kncrwledge ghng rise to shyness and low leved of

confidence.

Récommencations + Gatting a job and kooking aher famdy aeo high in
Suggeslions o imprave = priarty And puts consirmnl on pespl s bme.
pecgple %mnm: - Procancis stabus of immigraton may make

* Fiting people insecur and suspicious of resoarch and
= E : s el [Ancrrave s of Tosasechers

* Creating

:muhaommmﬂi champions
Noxt Steps

foe the mmnlllm:! ESOLLCto
ereoln keaning and capacity building

The MIRACLE workshops were migrant

bom in 12 differant countries. Apart Unl\wmlyuflmw University Hospitais
fram migrating from thesr countries of orgin, Luienstar NHE Trust and, Cantra for BME
sarme of the participants ware also nationals of Rasearch.
ather European countries such as Belgium, Italy, We sre siso planning to work, with e Eas}
Spain and Poetugal where they had migrated & e lirdk
before coming i the UK hlmlﬂlﬂﬁim and geoups

working on research involvament.

1

“This progect s furced by S National lesstoty for Hish R
[NIHR) Cinecal Resawich Natmork Patint in Fubie Inhavant 302
“ngagamant in Robaasch Smal Gravst Serama snd Sugpored by P
DA o ol kol V' Nl (e N Tt it
3 thoan of the mher(a) and nen Paceasarty thase of tha
NI of o Dapareman of Hea snd Sccl Cavm

PPIE can challenge
assumptions

Understanding about the
Importance of research
amongst the group was high
and participants believed that
Involvement in research
enhancestheir knowledge
and capacities.

However participants simply
didn't know how to get
Involved in research.

N I H R | National Institute
for Health Research



The Newgastie upor Tyne Hosgitak
W Vo T

Increasing access to . ‘ .
research amongst gay, bisexual, N, ‘g
transgender and other men who ‘-_
have sex with men (MSM).

Listen ....

for gay, bisexyal, transgender and

ather man who have sex with man {MSM) is a prarily for the NIHR Public Health Research

{PHR) programme

MEM ramain at highest risk of sexual infections including HIV, and othar rsk tactors for
chronic disease including alcchal, smeking, and use of recreational drugs are prevalant.

W sought ta better undarstand how we mighl increasa resesrch participation smongst this

divarse community:

. Many podential research participants peefer not to engage with raditional sexual health

SV

. |.m«e<1 desclosure of sexuality and sexual behaviour can futher complicate the

iganification of those 8t nek

- We performed a piiol survey al Newcastle Pride 2018 which confirmed enthusiasm for
research participation lacally. with a prafarencs for oaling surveys due 1o conveniencs and

conlidentality.

“a‘.
HELP US
HELP YOU

Mw‘gu:mlu!ml(hawl
and ol

ey, biseual i
‘men who have sex with men
e
T o s e b 1 et 43
e s

)
Challenges ....

Arcmyity was priontised 1 manimiss
surviy fesponse, but his demanded new
ways 1o reward parcipants. and identfy
unkque respondanis.

Profect paricipants were ofien rot users of
cinical services, thus relafionzhips between
particpants and researchers had io be
vy aalabished

Ifmal pear CrUmant nCreased our
reach whese we would ctherwiss Fave
struggied |0 8NGAGE COMMUNRES. however
s Inharent recnatment biss associated
with Ihis peocess must be cormsidered

Cloar communication within the ressanch
team and Botween ressarchens and
particpants i key.

Involve ....

. W lmurehad cur oning survey in Jaruary 2020

o an unselocted looal audience.

W direw an cinical reseaech notwork resources
10 ¥55ist Wi Sunvery Gosign and our
communication strategy.

Parficipation was truly corfidential we recarded
0 iderifabie information cther than an emad
‘aticiross, which was used 10 [acikiam
compansatian

We invotved local commernity represertatives
and key heathcare workens 1o identify ars and
E | vk frequanted by petential

ndarts

Digxerinsiion wis acltatad by word of moulh
e pees recrument. 1 it Boosled
whesn champloned by a e i

Information Flow ....

[ S ————

Our Response....

+ Inforost in HIV provention resoarch is
consisient with aur experience am:
MEM wha atland chical services Tor car

- W dne nceurngod by e enhusiaam Tor
Tace-10-13ce inerviews. which we had nol
anticipatec.

+ Tris work has strengthensd cur network af
ozl pow rasearch BvoCales amongst e
MEM community, we want & uso the
prieesas. kiorbla o etorm S planving of
future werk

+ Urexpectady. potential project particparts
them: Tachiated. eprmen
g s g d«wlw
Iraming ard govermance 1o suppon poor
research in saxual health

With thaescs 10 our local parners: The Exche |mmluhﬁwwhnhmmunmw
fanamect Fevohven
Tiv Priase St SHHIL Engagent in Fasenchs ol Grants Sebeerey and supporie by e
Goreal Vs IHR Local Clnical Hessarch Hetwist. The vews aspressed arm hose
ECTEETR Ruites Tynaake Cingma of W auithearis] and ik ooy Tode of thi MBI or the
Hidonal Instits Tha ¥ies Usagia Pirk ‘of Meiin and Social Care
NIHR | R T

PPIE can create innovative
solutionsto research
elivery challenges

Informal peer recruitment
Increased our reach where
we would otherwise have
struggled to engage
communities' Researcher

NIHR |
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Diverse Voices Ve -

National Insttute .\..
for HEB“!h Research What barriers do our diverse communities experience when
al

ccessing research opportunities within Family and Integrated
Support Services division? (Woman and child)

Prcuect Overview.

A fow tninge tnat

i Drveres

1. MBRRACE UK Maternal report, Saving
Lives, 2019" and MBRRACE UK Maternal
Report, Saving Lives 2018° identified that
Asian women are two times more likely to die
during pregnancy and early postnatal period
and Black women are five times more likely to
die during pregnancy and early postnatal
period when compared to white women.

2. Parficipation in clinical trials improves
outcomes in women's health®

3. Do ALL women have equal access to
Tesearch opportunity within FISS services?

4. NHS local trust Equality Impact assessment
completed. Need identified.

What we planned for
Diverse Voices.

VOICES project was
below

- Project team will identify minority and under-sarved
communities (Exampies - BAME, LGBTQ, Teenage parents.

- Project team vl identfy communty leaders/gatehespers for
these communitiss, Snowbal samping wil b2 used to nsure
we identy stakehoiders who may not curently be known to us
from gur under-served groups.

~ We wil Undenake 3 senes of mtenvews wih community
feaders and gatekeepers, The focus of e intervisws
will explore matemity research. communication and

barriers, as wel

y

- Wewil use thematic analysis o idantly the barrers and
faciftators to under-served groups engaging in Midwitery
Research.

= ey themes and snalys's from this project will be shared with
Local Mistemity Senvices and releyant SEnvics User groups.
Outcomes will nfluence future defivery of the Reproductive
Heallh/FISS research within our NHS trust

What actually happened.

DIVERSE VOICES project evolved due to extemal factors. We
changed and adapted along the way.

- Project team changed when the Patient Research
or (FRA) who was key to the project inception was
unable o be part of the project aelivery
- Identifying participants and snowbal sampiing took misch
longer than anticipated.
« A combinatin of ntenviews and focus groups wers ussd. The
g ¥

Outcomes.

Asaaceing recsarsn cpporiunies, common themes - 3l somenuniies.

Communioston

* Zocken - Language barters and sssusmptions about language barers.
Al an g of miErpresers

* Wrmen— Apiy 1o speat and e 3 second angusge. Teminciagy
umea. Lenginy wrmen peormaten

* Memaas or communicason - sz of s £ tersna emal, Fot sen
2 nouses of mustpiece

£ o Ieracton - W aniing 2 rese e Heash Care.

Fratezona:

Haatn carsPreecsionas, HoP )
2y o carer. impacton Buangirustng ans pen

Cutura defernce s he csinion of KCP'
+ Consistent Iformation and advice from muSGiscilinary team,

What we heard - Barriers

Servioe Frovicion

‘Ome Centre zervICe £9 NOZBIAL NG MESEAC CRRGAUNIY 7 COMURY “Lots of peaple do shift type agricultural work 5o it is hard
10,get to appointments at @ 10 5 fmes. Appointments not
needing travel to the city centre would help.” SK
(Lithuanian migrant to UK)

- 5 service pronbitive for 5Pt werkers, rul commeniies, women witn
caring rezponsbiltes and oihe

cost
+ " Fmsnaialcost. Azsocistes e sna pareing
+ Forentalforcosmto Znsare e sany frem work e canng
responsmim
Tire cou ot accans o trequent sppointmeres.

“1 don't ever answer my phone. | prefer to text and | don't

on my phone.” MD (Teenage parent community)
+ Hewm ey
* Navigating N2 serice: particurany Trecents srvea T LK,
* Mansgng ramiy sxpectators.

R e T
#hings can be quite difficult for women from
et ey 9 iy e )

What we heard - Enablers
“I didn't know this was a thing. |

UL e R 15 e Bt “Research that has transiatons of al documents trat the
patient might see or need fo e: funding for
resaarch 1o help mysslf or my baby \anu’:gmm»mnm;m i
orto just be part of helping leam paninltacis
[ Stuff for other women, for my future

| daughters you know. If the research

is about women, then all women

should be involved. From all walks

of lfe and cultures. Otherwisz. itis
not about all of us. Just some.
That's not great”

o

“Belter ways of contacking me. Being able to text me or email

me instead of posting letier
community)

MD (Teenage parent

“You could make sure that informagon
es thatwe .wru)lpst?‘!ehwspl'j(:clwrmﬂy

[
would be heipfu fo see and speak to the same person s
that you could buikda elationshp, frustfem and have
better conversafions about your care. SR (South
Asian community)

Groups Involved.

Next Steps.

- Continue the project and engage with
women from other diverse
communities.

- Use feedback to shape the way that
research opportunities are offered
within our NHS trust.

- Share feedback with service user
groups and Maternity/FISS service
managers and commissioners.

Shara srrnee CRN Factam neinn

PPIE can remind us of the
basics

“It would be helpful to see and
speak to the same person so
that you could build a
relationship, trust them, and
have better conversations
about parts of your care
(South Asian community"

“Better ways of contacting me
Being able to text me or email
me instead of posting letters.”
(Teenage parent community)

N I H R | National Institute
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