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Black History Month last year.

disparities in underprivileged communities.

Race Equality Framework Pilot at UHB.

On 18th October 2022, the National
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an online roundtable dialogue on

understanding mistrust in research.

The panel consisted of leaders from the NIHR Birmingham BRC,
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Global Talent Compass and the University of Birmingham (UoB)
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midwife researcher, a senior nurse, and a patient partner, in an
event that was part of a series of conversations held during
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underlying causes of mistrust that restrict medical, clinical,
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factors contributing to mistrust in clinical research and the
challenges of marginalised Black, Asian, and minority ethnic
communities receiving suboptimal medical care. The panel
discussed developing strategies to implement structural
change that would increase research participation and
promote greater workforce diversity to reduce health
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If we were more involved and had
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we would be lightyears ahead because
our health cannot wait for the research
community to catch up with what we
already know about ourselves.
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A legacy of
misplaced trust

Participating in research for Black,
Asian, and African ethnic minority
communities is complicated

due to a deep-rooted mistrust

of clinical research. While
researchers work to establish
trust and rapport with patients
and their families before

ethnic minorities, causing them

to distance themselves from

medical research, healthcare
provision, and organised

government institutions.

Health equity assessments reveal
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and marginalisation faced by
conducting research, there is still underserved ethnic minoritised
a lack of understanding about groups. These communities are
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underserved and disadvantaged in research due to deep-seated
communities. These communities biases. Additionally, despite
often feel that research is being (EAOYTAES && 0-
‘done to them,’ with researchers by COVID-19, these communities
holding all the power. This showed poor uptake of the
suspicion stems from a history COVID-19 vaccine.

of violence and persecution of

tA" 6610 t A& 61EUG & alEukaemia, the AIDS virus,
"0+ 06E aa cancer and in vitro fertilisation

L o worldwide.
It is important to revisit historical

facts that may create doubt. This
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and empathy. Looking into

these facts can help us see the
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occurs, especially for those

from minoritised backgrounds.
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can prevent situations where

individuals from underserved

communities are limited in

their choices.

Although the Tuskegee study
Zdhd el GftithE ﬁappened
before modern ethical protocols,
a study in the 1990s was even
Pdréshdcking, as it looked at the
aggressive behaviour of mainly
African American males. Parents
V& Medhtivisdd with money
to enrol their sons in a study
where medications and water
were withheld while boys were
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. and other inhumane research
The Tuskegee study is one such

L procedures.
historical trauma; 600 black
men were studied between 1932 } + &tAGETQE
and 1972, and were repeatedly AE 6&AA" E1 0AE+.AVE &

deceived by the Public Health
Service in the United States
about their syphilis diagnosis

Lack of trust in institutions and

governments, particularly around

and available treatments, medicine and medical care, is a

leading to hundreds of deaths, barrier to research participation

A G 64A"&4& 0 17 0/&1" QE A afdBealrhiaré edgagement.

and children. During the discussion, some

panellists noted that some
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line, HelLa. In 1951, Dr George ayurvedic practices, and other

Gey of Johns Hopkins University cultural treatments believed to
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cell line from an African American various illnesses rather than
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her consent, as it was not pharmaceutical drugs.

required to culture cells from her

cancer treatment. Unethically, in

today’s modern era, these cells ‘Millennium Development Goals’

went on to inform research on the were established by the United
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space, the development of polio, 2015. Reducing infant mortality

COVID-19 vaccines to study and enhancing maternal health

Dr Wilson described how Eight
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To reach these goals, policy COET+0/EE E &&G"&AGYT&AET
makers imposed a change from EE &at UtA 6 +

traditional birthing practices,
such as family and midwife :
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medical and institutional mode. 4 ¥ }
Mistrust grew as a result of the being aware of personal biases
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Poorer outcomes for maternal eqqita ly. UnfortunAater, people
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health and child mortality &EO/ETE& T,EIED 6 a&EAT?ARD
were seen as a result of this are most vulnerable. During the

mistrust. Improvements were discussion, one panellist pointed

shown once medical institutions o;t tha: the |ssdu§ gtln(es be)éond d

started to integrate traditional S In colour and bac groun an
EhildbittEn&thods and improve involves deep-seated societal

communication. This is a great !\r;\’;erp:]etaréons of rgce ar?d colour.
illustration of how to e should not underestimate

develop trust. theAimpact of golour andA o
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colourism. The depth of colour
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shaping racism over centuries,

and it is a systemic problem that

cannot be eliminated overnight.

It has created mistrust that has

persisted for generations.’

Research must begin with an
t.r?t acknowledges
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" Binilding trust in research will
require cultural safety about
who is behind the research.
Sobia Shaw, a public contributor,
commented, ‘Trust happens when
we see answers to our questions.
Often, the research community
is not in charge, whether they
look like us or not. They are
_responding t9 something in their
“cgregrs Es grﬁﬁ §1eir career
fi + 0EEIf=&v $0 &T0EAE
us. If we were more involved and
had more power, agency and
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ahead because our health cannot
wait for the research community
to catch up with what we already
know about ourselves.’
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healthcare systems, Ieadmg deep-seated faith. This anecdote
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disparities fuel this issue.
Limited resources, language
barriers, and distrust make

{%&wherein spirituality and Conduci hi understand and know
the act of worship are intricately onducting more research in that you see them as

woven into perceptions of well- E & E " EITE F&a &1 QEA individuals. When |
minoritised groups is one way to

e being. ) " approach patients who

naV|gathg the hﬂealtf)cgre~ o build trust, as partlmpants_ can participate in research,

E &EG1A£aQaA+0&IT £A %%iﬁtugl p?é’cﬁc%ét, like prayer, open up to th?'[ communities . irespective of their
a lack of clear health have long been intertwined with ¢ *&1&aEa tED E AEOAE nationality, | will try to
information complicates the G && 0t Ut>3& GAKEJTA g%ﬂ@jﬁ&b}?é"}?ﬁf‘;bo‘{t fheA o discuss the study with
underre'presentatlon of minority perspectives on healing and ' a&a> E fED E (arEw'At/Ee | them, respect them
grgupAs“m heAaltllciar:a arld“ o _ well-being, Recognising the th/ngg | feel is that we can build and listen to them

E E" Aadtaona&a &a>E FEDQ AR ¢n&&nE nature of trust in people, black and brown while answering

people, if we do more research
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and brown people. I'm talking

about sickle cell and thalassemia
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the challenge. ethnic minority communities

becomes pivotal in fostering
trust within the research system.
This imperative underscores
the necessity to delve beyond

any questions. ‘

In response, a multifaceted
approach is imperative,
encompassing policy reforms,

cultural intelligence development surface impressions, seeking diabetg.?: Z'hat way, we engage.” Patient vi;sibility is essential
programmes, active community a comprehensive grasp of the =& FATUt¢Ef ¢ EQESAAO T &loenaweitbat mppprt
engagement, enhanced diverse layers that constitute involve and encourage people with researchers is built.
representation, and the patient individuals’ identities. from other backgrounds to Researchers should be aware
cultivation of trust. These participate in research design to of and knowledgeable about
interconnected challenges AP s o - ajn a new perspective on the their diverse characteristics
demand holistic strategies to oauvraakt avast +E &g\?m'ﬁ tT0/ET ¢NEA&A>E f V& GaEPBF AFAF1& T.EUE 11}a4
establish fairness in healthcare It's important to understand Diverse participation can also "UE0&& 0F? +06/&T E +0&+T401Y
provision and research current levels of participation A0T+EOAE+a ?t&aEt E E rek@ifnienpinto studies.
endeavours, ultimately improving to improve further engagement. aid people whose quality of life is
patient outcomes. However, collecting demographic most negatively impacted.
data can raise concerns about

Spiritual beliefs can sometime & + &lt=&v tE E0&&"6t& tED 6740t

a" E+840/&48>3a/&+7 81 U A& +h& furgote 9f celietting data
the healthcare system, giving rise and ensure participants that it
to varying degrees of mistrust. will be anonymised. Educating

A panellist shared an instance " &&A& "0& t 0t&AET,E0ES& + Ut
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To increase research
participation among ethnic
minorities and establish a
safe research environment,
a multifaceted approach is
necessary.

Building trust requires open and
honest dialogue that addresses
historical mistrust. These
conversations should not be
limited to Black History Month
but brought to a broader stage.
We must work to prevent future

the same mistrust. This should
involve creating a research
design framework that actively
involves the diaspora for a more
culturally sensitive approach.

VEA 0EBEJT"
with an open mind, free from
preconceived notions, is crucial.
Conversations with patients
and communities should be
characterised by curiosity and
respect, acknowledging the

necessary, recognising that

"t 0Eh &MEhS& h 86t
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involve the research community,
policymakers, healthcare
institutions, and community

“AaaaYy t &lasdetsE Ransharency and

accountability must be central to
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monitoring progress.
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these groups.

In summary, enhancing research
participation and fostering

0 + Guituriatisafety and trust within
“ Bladk, &sial, Ant minoritised

ethnic communities requires a
comprehensive, inclusive,
health and care research-
informed approach beyond
designated heritage months
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Conducting in-depth conversations in our communities with key
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trust between researchers, wider health services and
the community.

For genuine involvement and true co-production, cultural
competence of researchers and the wider health and social care
infrastructure is a prerequisite for change.

Research engagement must be led with an empathic and
compassionate lens.
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We will use evidence based interventions that involve Patient,

wider government institutions. It is essential to understand
how those interactions may impact those from racialised and

underserved communities.

It's crucial to use statistics to comprehend where we stand in
E6"&& 0f& t + $tEQY ' YEUEQ&T OAL?4E Ef + $a04&4"8
be concentrated. An in-depth evaluation should be established
to measure and survey mistrust.
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research empathically and help to nurture relationships and
rapport building with communities we want to engage with.

We will develop masterclasses or development sessions for

0+, 6aAT=0> 6>EUEQN&T " Q/AELT#OY YEUEG&Tboo=#dgsparcherstp imp@/g theirgindergtanding on how to positively

the design of research studies.

We will continuously improve research models for participation
and engagement in clinical research.

engage and recruit patients that are underrepresented in
research or from underserved groups.

We will host a yearly webinar to debate improving
research participation and representation in health
and care research, building on current knowledge
and creating actionable changes for equity.









