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INTRODUCTION

THERE IS CURRENTLY AN
UNDERREPRESENTATION OF ETHNIC
MINORITY GROUPS IN CLINICAL TRIALS
IN THE UNITED STATES (US).
Recent research has revealed that racial and ethnic minorities make up 39%
of the population in the US, but estimated rates of clinical trial participation for
these groups range from 2% to 16%1.
This isn’t specific to one ethnic group:
• African American participation rates are lower than
5%1, despite being disproportionately affected by
conditions such as cancer and high blood pressure2,3.
• Hispanic participants make up only 1% of clinical trial
participants, but 18% of the whole US population.
• Asian Americans are one of the fastest growing ethnic
minority populations, but they are underrepresented
in multiple research areas, including cardiovascular
disease, mental health, and cancer.
• One study reviewed 230 recent US-based vaccine
trials, and found that Native Americans accounted for
only 0.4% of participants4.

CLINICAL TRIALS NEED TO BE
DIVERSE TO ENSURE THE TREATMENT
REPRESENTS THE INTENDED DISEASE
POPULATION. THIS IS THE ONLY
WAY TO ENSURE THAT EVERYONE,
REGARDLESS OF THEIR RACE OR
ETHNICITY, RECEIVES THE SAFEST
AND MOST EFFECTIVE TREATMENT
AVAILABLE TO THEM.

DEMAND DIVERSITY

The reason for underrepresentation, however, is not as simple
as people from ethnic minority groups being given the chance
to take part, and then declining.
The barriers are complex, internal and external. People from
ethnic minority groups have historically been mistreated by
society, including exploitation in clinical trials. And, there is
still far too much evidence of implicit bias and discrimination
in society today. Externally, healthcare services are not
consistently provided in an inclusive or culturally safe manner.
Cultural safety is the ability to understand, communicate
with and effectively interact with people across cultures and
removes healthcare professionals’ individual attitudes, biases
and stereotypes when treating patients.
The clinical trial industry needs to recognise and strive to
overcome these health equity issues. The first step toward this
goal is to engage with those at the heart of the issue.
Demand Diversity is a call to action to improve the lack of
diversity in clinical trials, by speaking with individuals from
ethnic minority groups and understanding their motivations and
barriers to taking part in clinical trials. In 2020, Demand Diversity
gathered insights from ethnic minority groups in the UK to hear
their opinions on clinical trials. In 2021, we conducted more
research, but this time, among ethnic minority groups in the US.
We want to help build evidence through our research that
diversity in clinical trials is an issue, then use the insights for
us all to work towards solutions and give a voice to people
from ethnic minority groups.

METHODS

OBJECTIVES
THE RESEARCH PROJECT AIMS WERE TO:

Explore attitudes towards
clinical trials with people from
different ethnic groups

Understand the barriers to
taking part in clinical trials for
different ethnic groups

Explore broader community
influences on people’s opinions
on clinical trials

RESEARCH POPULATION
The research population comprised 18 people from different ethnic groups: Black American (African American, Caribbean
American, Haitian), Hispanic (Mexican, Puerto Rican, Costa Rican and Dominican), Asian American (Taiwanese, Filipino and
Japanese) and Native American. All 18 participants spoke to members of their ethnic community; a total of 37 community
members were interviewed. These ethnic groups are usually underrepresented in clinical trials.

Asian
American

Black
American

Hispanic

Native
American

TABLE 1. DEMOGRAPHIC INFORMATION FOR PARTICIPANTS (N=18)
n

4

7

6

1

Female, n

2

2

2

1

18–24

1

1

1

0

25–34

2

1

3

1

35–44

1

4

2

0

45–54

0

0

0

0

55–64

0

1

0

0

65+

0

0

0

0

Age, n
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DATA COLLECTION AND ANALYSIS
We spoke to each of the above
audiences in a 90-minute face-to-face
interview and covered differences in
socioeconomic status, gender, age and
a split of US state locations.

DEMAND DIVERSITY

Prior to their interview, each participant was asked to complete a
pre-task. The pre-task involved the participants interviewing people from their
community (covering people with varied demographics across gender, age,
and socioeconomic status). This was designed to help them consult with and
gather feedback on attitudes towards clinical trials from others, allowing for
more informed and insightful conversations in the face-to-face interviews
with the participants.

RESULTS

WORD ASSOCIATION
Participants were asked to complete a word association task with
the words ‘clinical’ and ‘clinical trials’. This task revealed that
people had neutral and logical connections to the word clinical,
such as research, doctors, medical and hospital. The phrase clinical
trials was most associated with medicine, guinea pig and test.

CLINICAL TRIALS

CLINICAL TRIALS: AWARENESS AND UNDERSTANDING

Medicine

Guinea pig

Test

FIGURE 1. WORD ASSOCIATIONS
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SCIENTIFIC METHODS

DRUG

The responses about this were very negative, and people did not
mention that there could be benefits for society or themselves. One
Black American participant noted that her mother had called her
a guinea pig for taking part in this Demand Diversity research. The
Tuskegee trial was shown to be a reason for these views; it remains at
the forefront of Black American participants’ minds.

“I’VE HEARD NIGHTMARE STORIES FROM THE PAST WHERE THEY
INJECTED UNEXPECTING MEN WITH SYPHILIS BEING USED AS GUINEA
PIGS. THAT’S THE MOST FAMOUS TRIAL.”

DEMAND DIVERSITY

BLACK AMERICAN PARTICIPANT
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KNOWLEDGE OF CLINICAL TRIALS
There was generally poor understanding of clinical trials across all groups, except for two participants who had taken part in a
clinical trial previously. Most people had some awareness of clinical trials, largely due to COVID-19. Generally, the participants
felt that they have developed a greater understanding into the “behind the scenes” of drug or vaccine development.

“CLINICAL TRIALS ARE AN ESSENTIAL PART
OF SOCIETY” HISPANIC PARTICIPANT

“PRIOR TO
COVID-19, I

“I’VE HEARD MORE ABOUT THEM SINCE
COVID-19 AND THE TRIALS FOR THAT,
SO MY EARS HAVE PERKED UP BECAUSE

HAD AN IMAGE
OF COLLEGE
STUDENTS
DOING IT FOR

OF THIS. I DIDN’T HEAR MUCH BEFORE

THE MONEY,

THE PANDEMIC.”

WITH NOT MUCH

HISPANIC PARTICIPANT

TO LOSE. BUT
AFTER COVID,
However, the majority of participants didn’t realise that COVID-19 trials were
happening and that they could have taken part. It was only after the trials
had ended that they heard about them and the results.
All ethnic groups expressed some negative sentiment about the COVID-19
vaccine, but the underlying reasons for this varied. Notably, all groups were
reluctant to be the first to have the vaccine, and would want reassurance
that other people similar to themselves (ethnic group, age) have been safely
given it before. The participants were concerned about how quickly the
vaccines were developed and approved for use.

“I’VE READ ABOUT COVID-19 TRIALS
AND PUSHING THESE OUT BEFORE THE

MY OPINION HAS
CHANGED. THE
PEOPLE WHO
TOOK PART IN
THE COVID-19
TRIALS WERE
THE PEOPLE
WHO WERE
INTERESTED IN

VACCINE IS READY TO BE USED… IN THE

SCIENCE AND

NEWS YOU HEAR ABOUT THE NEGATIVE

THE WELL-BEING

SIDE EFFECTS, NEVER THE POSITIVE
STORIES.” ASIAN AMERICAN PARTICIPANT

DEMAND DIVERSITY

OF MANKIND.”
HISPANIC PARTICIPANT

7

RESULTS

TABLE 2. OPINIONS ON COVID-19 VACCINE

Black
American

Very concerned by the vaccine
and how quickly it was created.
Mistrusting of all vaccines
outside of COVID-19.

Key workers are
turning the vaccine
down due to the lack
of research.

Hispanic

Strongly believe the industry
are only interested in making
money, and are therefore less
likely to want to take a vaccine
created so quickly.

Do not trust the
industry.

Asian
American

There was mention of the
hate-crimes being directed at
the Asian American group due
to the pandemic.

Keen to have the
vaccine, but don’t
want to be the
first ones.

Native
American

Hesitant about long-term
side effects.

Poor understanding of
how the vaccine trials
were conducted.

BARRIERS TO CLINICAL TRIALS
FAMILY
Most participants reported the opinions of family members as a key factor in whether they would
decide to take part in a clinical trial. If someone wasn’t sure whether to take part, their family
could have the final say.
This theme was seen most prominently in the Hispanic community, where family is tightknit, and
they care about what their family might think of their decisions. The interviews revealed that there
seems to be a hierarchy system, where traditional views on ‘husband’ and ‘wife’ are still enforced.

“MY HUSBAND HAS A DIFFERENT PERSPECTIVE. HE DOESN’T
TRUST THE PHARMACEUTICAL INDUSTRY SO I WOULDN’T DO
IT BECAUSE HE WOULDN’T WANT ME TO. HE’S MY HUSBAND
SO IT WOULDN’T BE WORTH THE ARGUMENT.”
HISPANIC PARTICIPANT

DEMAND DIVERSITY
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“WOMEN CARRY ON WITH THE FAMILY AND THE MEN ARE
OVERPROTECTIVE OF THE WOMEN. WITH MY HUSBAND, HE SAID
HE WOULDN’T WANT ME TO TAKE THE VACCINE BEING DIABETIC.
HE WOULD RATHER VOLUNTEER FOR THE TRIAL INSTEAD OF ME,
FOR THE SAKE OF OUR FAMILY.” HISPANIC PARTICIPANT

Family was identified as an important focus in the Native American group, and the
participants felt that this isn’t always recognised by society.

“THE DIFFERENCE BETWEEN INDIVIDUALISTIC AND
COLLECTIVISM IN SOCIETY. IT COULD BE NORMAL FOR
SOMEONE TO LIVE WITH THEIR HUSBAND AND CHILDREN
BUT ON MY RESERVATION THE WHOLE EXTENDED FAMILY
CAN LIVE UNDER ONE ROOF. FAMILY IMPORTANCE CAN BE
UNDERESTIMATED IN MY CULTURE.”

NATIVE AMERICAN PARTICIPANT

A Native American participant also mentioned that while her immediate family wouldn’t question why she was taking part in a
clinical trial, her elders would be wary and less trusting of the researchers.

BENEFITS VS RISKS
It was commonly reported that people would need to consider the
potential risks of taking part, particularly side effects of a study
treatment, and that the trial or treatment would have to bring a strong,
direct benefit to them or their family.
It would also be an issue for people if a trial was to take up too much
time, when they have existing priorities such as work or family.

DEMAND DIVERSITY

“NOT A SMART DECISION
FOR ME TO BE A ‘GUINEA
PIG’ WHEN I HAVE
RESPONSIBILITIES FOR MY
WIFE AND MY FAMILY.”
BLACK AMERICAN PARTICIPANT
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“I THINK ABOUT THE RISK INVOLVED. I’M VERY

“[I WOULD] LOOK INTO

CAUTIOUS ABOUT TAKING ANYTHING IN MY

WHETHER IT WOULD BE

BODY THAT I’M NOT SURE ABOUT SO I HAVEN’T

BENEFICIAL IN THE LONG

THOUGHT ABOUT IT… THE BENEFITS NEED TO

TERM… SO BALANCING THE

OUTWEIGH THE NEGATIVES.”

RISKS AND REWARDS.”

HISPANIC PARTICIPANT

ASIAN AMERICAN PARTICIPANT

MISTRUST
Previous unethical research has not been forgotten, and this continues to influence the
perceptions of clinical trials today. People believe that unethical studies like Tuskegee are still
happening, but they are just not spoken about in the news now.
This mistrust was present across all ethnic groups, and was most apparent in the Black
American group.

“I AM WORRIED THE SAME THING COULD HAPPEN AGAIN
TODAY IN CLINICAL TRIALS – RACISM STILL EXISTS,
DISCRIMINATION STILL EXISTS – SO YES IT’S CERTAINLY
POSSIBLE AND I’M SURE THAT ITS ACTUALLY HAPPENED
SINCE BUT IT’S JUST NOT PUBLIC KNOWLEDGE YET.”
BLACK AMERICAN PARTICIPANT

“IN THE US THERE’S A HISTORY OF NEGATIVE
EXPERIMENTS THAT HAVE BEEN CONDUCTED ON BLACK
PEOPLE WITHOUT THEIR KNOWLEDGE OR CONSENT.
SO YOU’RE ALWAYS GOING TO BE AWARE OF STORIES –
WE’VE HEARD OF THINGS LIKE HYSTERECTOMIES DONE
WITHOUT THEIR KNOWLEDGE OR STERILISED WITHOUT
CONSENT – THESE ARE THINGS THAT BLACKS ARE ALWAYS
CONCERNED ABOUT.”

DEMAND DIVERSITY

BLACK AMERICAN PARTICIPANT
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“U.S. HAVE DONE TRIALS ON PEOPLE WITHOUT CONSENT – THIS
COUNTRY HAS DONE THAT A LOT – FOR EXAMPLE THEY TRIED BIRTH
CONTROL METHODS ON PEOPLE IN PUERTO RICO AND WITH THE
TUSKEGEE. THERE’S QUITE A LOT OF HISTORY AND I’M SURE A LOT
MORE THAN I KNOW OF.”

HISPANIC PARTICIPANT

Our findings suggest that older
people may be more mistrusting than
younger generations, due to their past
experiences of being mistreated.

“THEY’RE SCEPTICAL OF OUTSIDERS. THEY’VE BEEN BURNT BEFORE

HERBAL MEDICINES

“THEY WOULD FREAK OUT – MY MUM’S

People from ethnic minority groups seem

SIDE OF THE FAMILY ARE VERY INTO

inclined to avoid medications created
by the pharmaceutical industry. They
tend to steer on the road of caution
and avoid the unknown risks. As people
are generally sceptical of the industry,
they feel that side effects are often not
reported and that drugs cause more
negative side effects than benefits.
All ethnic groups mentioned using more
holistic and natural remedies to cure
the body, and assumed that anything
natural would be safe, whereas any
pharmaceutical drug could pose a major
risk to their health.

AND HAVE TRAUMA. NOW THEY’RE NOT WILLING TO PARTICIPATE
IN AN OUTSIDER’S RESEARCH.” NATIVE AMERICAN PARTICIPANT

HOLISTIC AND CHINESE MEDICINES SO
SHE WOULDN’T LIKE ME TAKING PART
— CHINESE PEOPLE ARE CONSERVATIVE
WITH MEDICINES, ESPECIALLY THE
OLDER GENERATION, THEY WANT THEIR
BODY TO HEAL NATURALLY.”
ASIAN AMERICAN PARTICIPANT

“IF I DIDN’T HAVE TO INGEST SOMETHING THAT WOULD KILL ME THEN I
WOULD LIKE TO GET INVOLVED FOR MORE REPRESENTATION. AS A BLACK
WOMAN OFTEN MY GROUP IS JUST IGNORED IN PURSUIT OF MAKING
THINGS BETTER.” BLACK AMERICAN PARTICIPANT

DEMAND DIVERSITY
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AGE
There appears to be key differences between the
opinions of younger and older generations on healthcare
and clinical trials.
Younger generations, who were perhaps educated in
the US, associate with Western culture much more than
their older family members. The older generation are
either more traditional in their views (Asian American)
or can remember the discrimination that took place on
their ethnic group and are therefore less trusting
(Black American, Native American).

“WITH RESPECT TO AGE, THE ELDERS
HAVE BEEN THROUGH A LOT WITH
MANY INJUSTICES IN MEDICINE AND
THE GOVERNMENT.”
NATIVE AMERICAN PARTICIPANT

“THE YOUNGER
GENERATION IS A LOT
DIFFERENT THOUGH.
THEY’RE JUST EDUCATED
DIFFERENTLY AND WHAT
THEY’VE BEEN EXPOSED
TO GROWING UP. THE
OLDER GENERATION
EMIGRATED FROM
ANOTHER COUNTRY SO

“I’M DIFFERENT TO MY ETHNIC
COMMUNITY IN A SENSE OF I’M MORE
AMERICANISED COMPARED TO SOME.
I’VE BECOME ASSIMILATED TO THE
CULTURE. I’M WAY MORE OPEN TO IT
COMPARED TO PREVIOUS GENERATIONS.”

THEY HAVE A DIFFERENT
MINDSET AND DIFFERENT
EDUCATION.”
ASIAN AMERICAN PARTICIPANT

HISPANIC PARTICIPANT

RELIGION
Most participants agreed that religion plays a key part in other people’s decision making. Interestingly, almost all
participants we interviewed directly said that religion wouldn’t affect their own decisions.

“UNFORTUNATELY, YES BECAUSE RELIGION PLAYS A PART IN MOST THINGS,
IT WOULDN’T FOR ME THOUGH. PEOPLE TIE A LOT TO THEIR RELIGION WHICH
THEY SHOULD, BUT THEY USE THEIR RELIGION AS A CRUTCH OR A SCAPEGOAT
TO DO OR NOT DO SOMETHING… THEY TAKE IT TO THE EXTREME AND USE
THEIR RELIGION [AS AN EXCUSE] TO NOT DO THINGS.”

DEMAND DIVERSITY

BLACK AMERICAN PARTICIPANT
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Again, this highlights that there are differing values and levels of tradition within every culture or religious group.
This theme was observed in every ethnic group.

“[A COVID-19] VACCINE POTENTIALLY HAD ANIMAL PRODUCTS IN AND
THE CHURCH ADVISED PEOPLE TO NOT TAKE IT AND USE THE OTHER
VACCINE SO IT DEFINITELY PLAYS A PART IN DECISION MAKING.”
HISPANIC PARTICIPANT

“BEING CHRISTIAN MYSELF, I CAN SEE WHY

“THERE ARE COMMUNITIES THAT WILL NOT TAKE

SOME MAY HAVE PROBLEMS WITH SCIENCE.

BLOOD TRANSFUSIONS – THEIR CHILDREN COULD

I BELIEVE GOD GAVE US DOCTORS, NURSES,

BE DYING AND THEY WOULD REFUSE A BLOOD

PHARMACISTS WITH KNOWLEDGE GIVEN

TRANSFUSION. THE FOLLOWERS WILL DO WHAT

FROM GOD.”

THEY’RE TOLD.”

HISPANIC PARTICIPANT

BLACK AMERICAN PARTICIPANT

One participant felt particularly strongly about the role of God.

“I AM HAITIAN AND WE BELIEVE IN A HIGHER POWER
AND GOD. WE BELIEVE GOD WILL HELP US AND SEE US
THROUGH. MY GRANDMA HAD COVID AND SHE WAS ABLE
TO OVERCOME THAT. THE NATURAL REMEDIES THAT GOD
PUT ON THIS EARTH HAVE BEEN ABLE TO CURE PEOPLE
NATURALLY RATHER THAN DRUGS AND THINGS WE CAN’T
EVEN READ OR SPELL PUT INTO OUR BODIES THAT WE
DON’T KNOW HOW WILL AFFECT US.” BLACK AMERICAN PARTICIPANT

DEMAND DIVERSITY
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RELATIONSHIP TO HEALTHCARE
STRONG NEGATIVE OPINIONS ON THE
PHARMACEUTICAL INDUSTRY

DISPARITIES FOR ETHNIC MINORITY WOMEN
AND QUALITY OF CARE

The research has revealed a strong sense of scepticism,
mistrust, and hesitation around all aspects of healthcare.

A theme that emerged was the candid conversations
with women regarding their experiences in healthcare
and the disparities in their treatment.

The following table summarises key themes within
each ethnic group.
TABLE 3. OPINIONS ON HEALTHCARE

Black
American

Displayed the strongest level of
distrust towards the industry,
largely due to discrimination they
have previously faced, and
still face.
Believed they are disadvantaged in
the quality of care they receive.

The belief that their healthcare experiences are different
to similar people of different ethnicities is a reason
for the lack of trust in the industry, and clinical trials.
This was noted particularly in the Black American and
Hispanic groups.

“IF I WAS A DIFFERENT
COLOUR I FEEL THAT I WOULD
HAVE BEEN TREATED BETTER,
AND I KNOW I CAN’T ACTUALLY

Hispanic

Expressed concerns about the side
effects caused by medications
and therefore don’t trust who has
made the products.
Deeply sceptical about profits in
the pharmaceutical industry, and
how much people pay to receive
healthcare services.

PROVE IT – BUT MY SURGERY
MAY HAVE BEEN SOONER.”
BLACK AMERICAN PARTICIPANT
“AS AN AFRICAN AMERICAN FEMALE WE ARE
TAUGHT HEALTHCARE PROVIDERS ARE NOT THERE

Asian
American

Somewhat more trusting than
other groups.

TO PROTECT US. HEALTHCARE PROVIDERS WHO

The older generation showed a
preference for herbal remedies.

US. AS AN AFRICAN AMERICAN WOMAN WHO IS

DON’T LOOK LIKE US ARE NOT HERE TO PROTECT
EXPECTING A CHILD, I AM MORE LIKELY TO DIE

Native
American

Mistrusting of healthcare and the
pharmaceutical industry because
of previous racist mistreatment
and discrimination by society.

IN THE HANDS OF WHITE DOCTOR THAN A BLACK
DOCTOR.” BLACK AMERICAN PARTICIPANT
“MEDICAL PROFESSIONALS ARE NOT AS KEEN TO
LISTEN TO WOMEN OF COLOUR THAT VERBALISE
PAIN, BUT THEY WOULD LISTEN TO OTHER ETHNIC

Based on these views, people generally prefer to avoid
seeking medical attention and this may be a last resort
after being unable to treat a problem themselves, or
through alternative medicines.

DEMAND DIVERSITY

GROUPS. THERE’S AN ASSUMPTION THAT THEY’RE
COMPLAINING, AND THEY SHOULD BE TOUGHER
THAN OTHERS.” HISPANIC PARTICIPANT
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LOW SOCIOECONOMIC BACKGROUND AND HESITANCY
Having a low socioeconomic status causes additional strain
on people when in healthcare and clinical trials. Participants
reported having bigger things to worry about and that this
would mean they wouldn’t take part in a clinical a trial, if it
meant losing time and money.
US medical insurance causes additional complications for
people in the US, and with less income comes poorer quality
insurance packages, which leads to increased frustration and
mistrust. The participants said that they question the motives
of those in healthcare. There is a common perception that the
pharmaceutical industry are only interested in making money,
and don’t care about people’s health.

“ON THE RESERVATION WE
HAVE ONE OF THE HIGHEST
POVERTY RATES. WE RELY
ON THE GOVERNMENT FOR
HOUSING AND FOOD. THESE
PEOPLE AREN’T WILLING TO
GO OUT AND PARTICIPATE IN
TRIALS AS THEY HAVE BIGGER

“IN LOW INCOME

“LOOK AT THE OPIOID

THINGS TO WORRY ABOUT.

POSITIONS OR ETHNIC

PANDEMIC, THEY GO FOR

MINORITIES ONLY KNOW

THE CONSUMER NOT THE

THEY MIGHT NOT HAVE THE

ABOUT CLINICAL TRIALS IF

HEALTH – IF THEY WERE

TIME OR INTERNET ACCESS.

THEY’RE SICK. THEY WILL

GOING FOR HEALTH

BE ON STATE HEALTHCARE

THEN PEOPLE WOULDN’T

WITH THE ABSENCE OF

SUCH AS MEDICARE. THEY

ALWAYS BE ON PILLS. IT’S

NEED EDUCATION MORE.

ALL RULED BY MONEY –

THEY CAN’T REACH THE

THE MIDDLE CLASS HAVE

THEY DON’T CARE ABOUT

MORE ACCESS TO THE

THE PATIENT’S HEALTH,

OUTREACH.”

INFORMATION.”

IT’S A QUICK FIX.”

HISPANIC PARTICIPANT

HISPANIC PARTICIPANT

EDUCATION AVAILABILITY,

NATIVE AMERICAN PARTICIPANT

POLITICS
Politics was a recurring theme throughout the interviews. Participants often referred to healthcare, COVID-19 and politics
interchangeably, and there was a sense of frustration with how the government dealt with the pandemic. People mentioned
how social distancing rules benefitted bars and restaurants, at the expense of churches and mosques. This has created
tension in the ethnic minority communities, as they felt their needs were not being prioritised.

“THE DOCTOR OF THE WHITE HOUSE SAID HE TRUSTED THE VACCINE
– BUT BECAUSE THE ETHNIC GROUP DON’T TRUST HIM IT MAKES
PEOPLE QUESTION THE VACCINE EVEN MORE.”

DEMAND DIVERSITY

HISPANIC PARTICIPANT
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“COVID ISSUES ARE BEING POLITIZED

“OUR LAST PRESIDENT MADE IT MORE

AND WEAPONIZED WHICH IS DANGEROUS.

POLITICAL RATHER THAN A MEDICAL

BARS AND RESTAURANTS WERE OPEN BUT

NEED. SO, WHEN YOU DO THAT YOU

CHURCHES AND MOSQUES WERE SHUT

LOSE A LOT OF TRUST WITH THE

DOWN SO POLITICS PLAYS VERY DIRTY.

SCIENCE BEHIND IT BECAUSE YOU’RE

IT’S VERY TOXIC.”

BUSY WITH THE POLITICS.”

HISPANIC PARTICIPANT

HISPANIC PARTICIPANT

CLINICAL TRIAL COMMUNICATION
AWARENESS
Our findings demonstrate that there is a lack of awareness around the diversity issue in clinical trials.
People also felt that since everyone should be treated equally, or is the same on the inside, that it
shouldn’t matter who is taking part in clinical trials.

“I DON’T THINK PEOPLE

“YOU KNOW BIOLOGICALLY WE’RE ALL THE

THINK ABOUT THE LACK OF

SAME, SKIN COLOUR OR NOT, SO I THINK WE CAN

REPRESENTATION ONE WAY

ALL BENEFIT FROM CLINICAL TRIALS.” BLACK

OR THE OTHER. I’M A SCIENCE

AMERICAN PARTICIPANT

MAJOR AND I HAVEN’T SAT
AND CONSIDERED IT REALLY.”

“I DIDN’T KNOW CLINICAL TRIALS NEEDED MORE

BLACK AMERICAN

DIVERSITY. I THOUGHT EVERYBODY WAS ALREADY

PARTICIPANT

INVOLVED.” ASIAN AMERICAN PARTICIPANT

This reflects how sensitively the issue must be handled, and that education is needed for people
to understand why diversity in clinical trials is important, and that it goes hand in hand with racial
equality. Some ethnic groups, particularly the Black American group, suggested being cautious when
targeting a specific group. Some people would feel suspicious if their ethnic group was singled out
and start to question the motives, which again likely ties in with previous racial discrimination they
have experienced.
The Black American participants expressed that they do not like being grouped together with other
minorities, such as when the term BAME is used. It was also highlighted that even within the Black
American community, there are different cultures that need to be recognised.

I’M BEING PRAYED ON.” BLACK

“DON’T PUT US ALL IN
ONE BRACKET AS IT CAN BE
SOMEWHAT OFFENSIVE.”

AMERICAN PARTICIPANT

BLACK AMERICAN PARTICIPANT

“DON’T CALL OUT MY ETHNIC
COMMUNITY BECAUSE THEN
I’LL GET MORE FEARFUL LIKE

DEMAND DIVERSITY
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So while groups shouldn’t be singled out, they do need to be represented in advertising campaigns. Any marketing materials
should be relatable. This is particularly important for ethnic minority groups who often feel forgotten about or unwanted.

“MAKE SURE THAT ADVERTISING IS SHOWING PEOPLE OF ALL
DIFFERENT COMPLEXIONS, HAIR STYLES, AGES ETC AS YOU
NEVER KNOW WHAT WOULD BE RELATABLE TO A PERSON.
BE AS DIVERSE AS POSSIBLE IN THE PEOPLE THAT YOU PICK
WITHIN RACE TOO.”

As there is a lack of awareness, people
suggested using messaging that highlights
the importance of diversity and the
benefits to their community, as this could
motivate people to find out more and take
part. This was suggested by the majority of
participants across all groups.

BLACK AMERICAN PARTICIPANT

“I WOULD WANT TO KNOW HOW IT’S GOING TO GIVE BACK TO
MY OWN COMMUNITY – ARE THEY HELPING SENIOR CITIZENS
OR LOW-INCOME FILIPINOS GET HEALTHCARE. WHAT ARE THE
BENEFITS TO PEOPLE OF MY OWN? WHO MIGHT BENEFIT FROM
THIS IN THE END?” BLACK AMERICAN PARTICIPANT

LANGUAGE
The Asian American and Hispanic
groups both highlighted the
importance of different languages
being used in clinical trials. They
expressed frustration when they see
translations that haven’t been done
correctly, and this is enough to put
someone off taking part – translations
must be done by native speakers.
Another important point was raised
that while materials may be translated,
the person reached through contact
information may only speak English.
Being diverse and inclusive shouldn’t
solely be done at a superficial level.

“LANGUAGE WOULD HELP BUT IT’S STILL
COMING FROM A FOREIGN SOURCE.
YOU CAN USUALLY TELL IT’S BEEN
TRANSLATED AND NOT QUITE RIGHT.
IT NEEDS TO BE DONE BY A NATIVE
SPEAKER. IF IT’S NOT PERFECT PEOPLE
WILL IGNORE IT AS THEY DON’T TRUST
THE SOURCE.”

ASIAN AMERICAN PARTICIPANT

“IF YOU HAVE A PHONE NUMBER, YOU NEED SOMEONE WHO SPEAKS SPANISH.
THAT’S IMPORTANT.” HISPANIC PARTICIPANT

DEMAND DIVERSITY
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In addition to language, a lack of cultural
knowledge or sensitivity can also create a barrier.
Cultural safety training was discussed as being
crucial in changing the disparities for women of
colour and their healthcare experiences. Cultural
safety training was also relevant to comments
from the Native American participant, regarding
language used in their community.

“I WISH PEOPLE WERE
MORE EDUCATED. DOCTORS
ARE SUPPOSED TO TREAT
EVERYONE THE SAME, NOT
HAVE FAVOURITES. THEY NEED
UNCONSCIOUS BIAS TRAINING.”
BLACK AMERICAN PARTICIPANT

“LANGUAGE IS A REALLY IMPORTANT PART OF
OUR CULTURE FOR EXAMPLE CERTAIN WORDS
CAN’T BE SPOKEN. IF TESTED FOR RESULTS AND
SAYING THE WORD ‘CANCER’ IS SAID DIRECTLY
AND IMMEDIATELY WITHOUT REFERRING TO IT
AS ‘IT’ OR ‘YOU HAVE WHAT WE WERE TALKING
ABOUT’ IT IS INSENSITIVE. THIS SHOULD BE
LEARNT ABOUT.”

NATIVE AMERICAN PARTICIPANT

Furthermore, the participants said that diversity among study site staff and researchers would
also help to gain trust from different ethnic communities.

“WOULD HELP IF THE CLINICAL RESEARCHERS WERE FROM
A DIVERSE BACKGROUND – WOULD DEFINITELY BE HAPPIER
TO TAKE PART IF THERE WERE MORE FILIPINO PEOPLE.
THAT’D BE REALLY COOL.”

ASIAN AMERICAN PARTICIPANT

COMMUNICATION TOOLS
Across all groups, there were conversations regarding clinical trial flyer advertising as potentially
pointless. People tend to discard this type of advertising as they’re bombarded with flyers and
cold calls from multiple organisations.
The participants gave several suggestions for how to engage with their communities about
clinical trials.
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TABLE 4. PRACTICAL APPROACHES TO ENGAGE

Black American

Encourage influential
people to get involved and
raise awareness.

Actively go to the communities
and interact with local clubs.

Tie clinical trial
conversations into regular
health check-ups.

Hispanic

Advertise on social
media to engage with
younger Hispanic people.

Organise fairs or educational events
where people can learn about clinical
trials in the community. Ideally
hosted by Hispanic people.

Advertise on local news
and radio stations.

Asian American

Spread awareness of the
clinical trial through the
younger generations,
who will get the older
generations on board.

Advertise on YouTube and/or Reddit,
because they are popular among the
younger generation.

Native American

Be proactive and engage
with people, as they will
not seek out clinical trials.

Go into their communities to
make connections with people
and build trust.

WORDS OF ADVICE
The participants were asked to give a final piece of advice on clinical trial communication, and the following graphic
comprises a summary of the responses.

BLACK AMERICAN

NATIVE AMERICAN

“LISTEN TO US AND
LEARN FROM US”

“RESPECT OUR
CULTURE”

HISPANIC

ASIAN AMERICAN

“SHOW US YOU
VALUE US”

“DON’T FORGET ABOUT
US IN THE DATA”
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KEY TAKEAWAYS

Language is crucial
and information
must be translated
accurately

Be representative —
use photos of diverse
and “normal” people
on advertising,
rather than models

Many groups will not go
out looking for clinical
trials, they will wait to be
approached, so community
outreach is very important

Involving younger
generations will help
reach the elderly,
through word of mouth

Be culturally
competent, and take
the time to learn what
is and isn’t appropriate

Family is very important,
so trial design should
consider that people
have busy schedules

Fair compensation
is valued highly;
make sure this is
highlighted up front

Highlight the need for
diversity, but don’t
make ethnic groups
feel singled out
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This research suggests that people from ethnic minority backgrounds have similar
barriers to clinical trial participation, such as concerns about potential risks (side
effects) and the preference for traditional or herbal medicine. These barriers were
raised by participants from all ethnic groups interviewed. Participants from every ethnic
group reported that older adults are more mistrusting of clinical trials, but there were
some key differences in the reasons why. Asian American participants expressed that
the older generation hold traditional views, whereas the Black American and Native
American participants are scarred by past experiences of racist mistreatment. This
aligns with the views expressed by Black people in the UK in our previous research. The
interviews also revealed that there is a lack of education and awareness around not
only clinical trials, but that different ethnic groups are underrepresented in research
too. Notably, the participants all expressed gratitude for being asked to take part in this
research. They want to be included and listened to. It’s important that organisations
looking to engage ethnic minority groups know to start building relationships by having
these discussions, and making the effort to understand how people truly feel.
This study revealed that current racism and discrimination, combined with previous injustices
and unethical clinical trials, makes it hard for Black American people to trust society and the
healthcare industry. This aligns with other research in the area. One study found that the Tuskegee
syphilis study affected more than just the study’s direct victims, and remains in the minds of
many African Americans and contributes to their mistrust5. However, results from a large survey
demonstrated that while Black American respondents had greater awareness of the Tuskegee
syphilis study, there was no relationship between awareness or detailed knowledge of the
Tuskegee syphilis study and willingness to take part in clinical trials, either for Black American or
white American respondents6. Findings from another study showed that mistrust in society was
more common among African Americans compared with white Americans, but interestingly,
this could not be completely explained by other factors such as trust in one’s physician, previous
discrimination, or awareness of the Tuskegee syphilis study6. This reflects the complexity of
the situation, and how multiple factors attribute to both mistrust and barriers to clinical trial
participation. Indeed, although the ultimate decision to take part lies with the patient, the barriers
are not exclusive to the patient’s own views. A systematic review of 44 articles found that despite
the feelings of mistrust, all ethnic groups (African Americans, Hispanics, Asian Americans, and
Pacific Islanders) represented in these studies showed willingness to participate in research for
altruistic reasons embedded in cultural and community priorities7. This indicates that many more
people from ethnic minority groups would take part in trials if they had a greater awareness and
understanding, and were directly given the opportunity.
There is a common notion that study investigators are less likely to ask ethnic minority patients
to enrol, due to their own beliefs or prejudices.
Female Black and Hispanic participants have had similar negative experiences with healthcare.
For example, in a recent study of the pregnancy-related healthcare experiences of Black and
Hispanic women. Participants reported discrimination, racism and disrespect, and they believed
this affects their health and that of their infants8. Discrimination and stereotypical perceptions
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of Black women are highly prevalent within the medical community, which impacts how
Black women receive care, and also leads to stress and anxiety while they anticipate biased
treatment9,10. It is not just women who are being failed. Black Americans are undertreated for
pain relative to white Americans, and research suggests that the implicit bias of healthcare
professionals contributes to racial disparities in how pain is assessed and treated11,12.
To improve the implicit bias facing people from different ethnic backgrounds, we need to support
healthcare and clinical research teams to deliver more culturally sensitive care.
With a culturally sensitive clinical trial team, we can ensure every touch point with a potential
participant is inclusive. The current research has shown that ethnic minority groups are being
grouped together and the industry must listen to them as individual groups. This entails not
using broad terms such as BAME. At the same time, singling out ethnic groups to engage with
them can alienate people and can make them more suspicious. This again likely signifies past
mistreatment and specific targeting of certain ethnic groups that led to unethical treatment. It
could be argued that managed correctly, the personalised targeting of individual ethnic groups
could be engaging and motivating, and has been suggested as a key element of diverse patient
recruitment strategies13. If groups were educated on why their underrepresentation in clinical
trials is an issue, and that participation could benefit their community, they may be more
inclined to seek out and embrace research opportunities.
Our research adds to the growing literature that validates the need for cultural safety training,
which improves the cultural knowledge of healthcare professionals and study teams, and
addresses and removes bias14-16. Cultural safety helps ensure that a consistent quality of care, and
interactions or communication about clinical trials, are provided to every patient — regardless of
their ethnicity or any other factors. By giving clinical trial teams the right foundation, by providing
materials in local languages, and by engaging with people in their preferred way, patients from
ethnic minority backgrounds can be given an equal chance at taking part and can make an
informed decision with fewer barriers in place. It is as much of a patient’s right to consent to
participate as it is to refuse. They simply need to be equipped to do so.
While it would be naïve to suggest that cultural safety training can single-handedly overcome
these unacceptable issues, in the context of clinical trials, training could help remove any biases
that contribute to ethnic minority patients not participating.
Since our last research in this area in the UK, the COVID-19 pandemic hit. COVID-19 has undoubtedly
given clinical trials greater attention than ever before, and the responses from this study show
the perceptions are mixed. Vaccine research and development has been a global priority for big
pharma, and has taken precedence like no public health need ever before. However, people remain
concerned about how quickly vaccines have been developed. Pharma’s response to the pandemic
was an opportunity to transform the industry’s reputation, but this was never going to be an easy
task based on how deeply rooted mistrust is. At the time of writing, Asian Americans had the highest
vaccination rate in the US (40%), followed by white Americans (35%), Native Americans (30.5%),
Hispanic Americans (23%) and Black Americans (21.8%)17. There are a multitude of reasons for this,
there is likely an association between levels of trust in healthcare (which we found to be lowest
among the Black and Hispanic communities, and highest in Asian Americans) and willingness to have
the vaccine. Time will tell if these gaps in uptake rates close, and research is needed to understand
the barriers. Understanding why people are mistrusting of something potentially life-saving may
aid strategies to diversify clinical trial populations. These statistics also emphasise how important
effective health communications are. In a world where people’s views can easily be influenced by
fake news, or negative inaccurate stories, the industry must learn to communicate with the public
in a clear manner. This is extremely relevant for patient recruitment materials, which are notoriously
lengthy and confusing. Study sponsors need to ensure that patients understand the information they
are provided with, and that they are given accurate and reliable sources to find out more.
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OUR FINDINGS SUGGEST THAT WHILE
COVID-19 HAS RAISED AWARENESS
OF CLINICAL TRIALS, THE PERCEPTION
OF RESEARCH AND PHARMACEUTICAL
COMPANIES REMAINS NEGATIVE
AMONG US ETHNIC MINORITIES.
Among the participants, many people expressed their
mistrust in pharma, which generally stemmed from
racial discrimination, suspicion over the financial
motives of the pharmaceutical industry, and/or
disparities in the quality of care they receive. These
views will undoubtedly influence their willingness to
take part in clinical trials. While ethnic minority groups
feel they are not included, they are also sceptical
about getting involved in clinical trials. Further research
among a larger sample size will help to determine if the
participant’s opinions are representative of their whole
communities. The barriers to taking part in clinical trials
are evidently complex and multilevel. However, this
study has highlighted many ways in which clinical trial
communication can be improved to better engage with
people from ethnic minority groups in the US.
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