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Healthcare Equity

Our Quick Take

In healthcare, so much can seem unequal—from access to care to participation in clinical 
trials, but we have reached a critical inflection point for change. Today, our industry  
is making attempts  to achieve equity in access to care and equality in health status. 
Leading life science organizations have teams dedicated to inclusion and diversity. 
Clinical organizations are actively working to build both trust and awareness while 
making trials more portable and flexible to enable people to participate from anywhere. 

For the first time, our industry is truthfully acknowledging our own harsh realities, signaling an opportunity to  
do better. Clinical trials are part of a continuum, and when our healthcare system fails minority populations by 
every metric, trial representation reflects the dereliction. We must embrace an ideal that is simple in essence: 
Study new medications in patients who represent the burden of disease. It is not about box-checking quotas.  
We must be intentional in our trial designs—listening, acknowledging and maintaining momentum even after  
the pandemic subsides.

One promising sign: our commercial organizations are now focusing on how social determinants affect 
outcomes and creating programs that build the right environments for success. In this report, we look at 
what companies can do to increase diversity in clinical research, ensure equal access to scientific 
discovery and together forge an inclusive healthcare ecosystem.
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Racial and ethnic disparities are all‐too‐familiar 
features of America’s $3.8 trillion healthcare 
landscape. Members of disadvantaged minorities 
are less likely to have health insurance, and 
therefore less likely to see a primary care  
physician on a regular basis. This leads to a 
cascade in which individuals seek treatment  
later in the disease cycle. When they do, they  
face inequitable access to high‐quality care—
often leading to worse medical outcomes.  
All told, members of socially disadvantaged  
groups bear a disproportionate burden in disease 
morbidity, mortality, disability and injury.1
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Sadly, the litany of disparities does not end at the doctor’s stethoscope. People in disadvantaged communities 
often have less access to the internet—even as digital health and telemedicine are advancing by leaps and 
bounds. They are poorly represented in high school and college STEM programs and medical schools, in senior 
management positions at healthcare companies and on boards of those same organizations.

Medical research bears similar hallmarks of disparity. Clinical trials can be the door to advanced therapies  
and vaccines that save patients’ lives. But for many reasons, large swaths of the U.S. population never find  
the door. Despite encouragement and guidance from the National Institutes of Health and the Food and Drug 
Administration over the past three decades, Blacks and other racial minorities make up just one fifth of clinical 
trial participants.2 That is far less than total non-White percentage of the population according to the latest 
census data.3

Global Demographics of Trial Participants4

Demographic Categories 
Clinical trial participation is broken down into four categories: sex, race, age, and ethnicity.
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During the COVID-19 crisis, this glaring disparity was elevated to headline news. 
In trials of some leading vaccine candidates, for example, Blacks made up just  
10 percent of participants. Yet, throughout the pandemic, Blacks were two to 
three times more likely than Whites to get infected and more than twice as  
likely to die.5

78%
The vast majority of clinical trial participants  
in the U.S. are White, despite the fact minorities 
make up 40 percent of the population. From 
2015-2019, 78 percent of participants in trials 
for new drugs were White and only 16 percent 
were Black or African American6

25 years
It has been a quarter of a century since  
the National Institutes of Health (NIH) 
mandated the inclusion of women and 
minority groups in all NIH-funded clinical 
research in a manner that is appropriate  
to the scientific question under study.

Source: NIH, 2020
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But all is not bleak in 2021. A genuine desire to do better is spurring changes in corporate attitudes and 
behavior all across U.S. healthcare.

Industry leaders such as Bristol Myers Squibb (BMS), Pfizer, GSK, J&J and Roche/Genetech have scrutinized their 
internal culture and practices, as well as touch points with other healthcare stakeholders. In the aftermath of 
George Floyd’s killing and other violent incidents, healthcare companies joined hundreds of other corporations in 
pledging $66 billion to internal and external racial equity initiatives.7 In research, life science leaders have 
redoubled efforts to dismantle barriers to trial enrollment of minorities, while upping their game in community 
education and outreach.

Corporate crusaders are not alone in seizing this moment. Leading the charge against health inequity are 
numerous doctors, nurses and care providers on the front lines of the pandemic.

Health Innovators Battling Disparity

While working as a pediatric surgeon in Philadelphia last spring,  
Dr. Ala Stanford kept hearing that residents in her own neighborhood 
were unable to get tested for the coronavirus. The testing sites were 
mainly in affluent white neighborhoods, not in minority districts like 
hers where the virus was running rampant. Many of these sites were 
only open during work hours on a drive-through basis—a liability for 
an essential worker who labors long hours and doesn’t own a car.  
Dr. Stanford created the Black Doctors COVID-19 Consortium in  
April, 2020, and quickly recruited many associates to set up testing 
centers in church parking lots, according to an account in the Journal  
of the American Medical Association (JAMA). With courage and  
can-do spirit, Dr. Stanford showed that individual actions can move  
the needle as much as corporate commitments, and that our health 
system can overcome difficult barriers. The pace of change should 
accelerate in 2021.8
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Path to Diversity in Clinical Research

Banishing inequality in healthcare is a monumental 
challenge. No single policy prescription or grassroots 
initiative will do the trick—especially considering the 
links between health inequity and society-wide 
problems such as poverty, lack of safe housing, 
underemployment, and poor-quality public education. 
However, in the past few years, we have seen 
sweeping Diversity, Equity and Inclusion (DE&I) 
initiatives in two critical arenas: biopharmaceutical 
research and patient care.

To bear fruit, initiatives in both areas must advance  
in parallel. For example, research teams can only  
hope to boost minority recruitment by building trust 
in those communities. Investigators must become 
intentional in their efforts to recruit minority patients 
and facilitate access to study sites for those who must 
use public transportation. Sponsor companies must 
reassess inclusion and exclusion criteria to avoid 
unnecessary exclusion of minorities. And they must 
reduce the time required to complete lab testing and 
functional assessments. They must also engage 
investigators who “look like” patients they seek to 
enroll. Yet, this goal will likely remain out of reach as 
long as only five percent of U.S. physicians are Black 
or African American, and only 5.8 percent are 
Hispanic.9

© 2021 Syneos Health®. All rights reserved.

Especially in the research arena, DE&I efforts have 
accelerated under the glare of publicity around 
COVID-19 health disparities, low clinical trial 
participation rates and Black Lives Matter. The issue 
is not just high mortality during the pandemic. Drug 
industry critics also have focused on an historic 
research imbalance, with a great many studies in 
higher-value therapeutics for rare diseases and 
cancer, and not enough studies for comorbid 
conditions like diabetes, which disproportionately 
affect poor Blacks, and which set the stage for high 
COVID-19 mortality.

According to one report, 35 percent of patients with 
type 2 diabetes are either Black, Latino or Asian. Yet, 
less than 20 percent of medications for treating the 
illness—just four drugs in total—have been studied 
specifically in those populations.10

During the pandemic, biopharmaceutical companies 
have unveiled large-scale commitments that are likely 
to make a difference across the board.

2021 HEALTH TRENDS: HEALTHCARE EQUITY
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Train tomorrow’s investigators
BMS pledged upwards of $300 million in programs to address health disparities. One-
third of the funding will go to training clinical investigators from racial and  ethnic 
minority groups and fellowships for medical students in those communities.  By 2025, 
BMS will spend $1 billion globally with Black/African American and other diverse-owned 
businesses to generate positive economic impact.11 Johnson & Johnson pledged $100 
million for diversity efforts ranging from COVID-19 testing to internal DE&I programs.

Understand the burden of disease
GSK’s efforts start with the premise that diseases and medications affect populations 
differently, depending on genetic background, ethnicity, sex, age and socioeconomic 
status. To generate trial data that anticipates real-world use of the therapy and likely 
outcomes, GSK invests upstream—characterizing populations with the highest burden 
of disease, learning about their barriers to access, engaging with relevant advocacy 
groups, embedding the right questions in study protocols and training GSK staff tasked 
with minority recruitment.12

Coordinate with peers
Early in the COVID-19 crisis, Roche and Genentech drew attention to the mostly White 
enrollment of patients in clinical trials for promising therapeutics. In May 2020, 
Genentech Chief Diversity Officer Quita Highsmith and colleagues published an 
industry-wide call to action aimed at reshaping clinical trial protocols.13  Similar 
cross-stakeholder programs have gained strength during the pandemic.

Centralize trial‐diversity functions
BMS and other organizations bring patients’ perspectives into trial planning as part  of 
a more inclusive approach. Centralizing diversity-related assessments within a  single 
team is a logical follow-on. Under constant time and budget pressures, clinical 
operations leaders may resist new requirements around minority enrollment due to 
time and cost pressures. A dedicated team can perform up-front analysis on disease 
burden (genetic, gender-related, geographic, socioeconomic, etc.) to better support 
operations managers.

Decentralize trial design
COVID-19 has catalyzed research decentralization in a way that no number of  academic 
poster sessions could do. For years, trial design experts have argued for a new model, 
noting that travel costs and inconvenience prevent many people—especially 
disadvantaged minorities—from joining trials at major medical centers  and sites that 
are not easily accessible. During the pandemic, regulators bent the  rules so that trial 
participants could receive treatment and be monitored in their neighborhood clinic, and 
even at home. Syneos Health® helps sponsors to structure decentralized trials that will 
encourage participation by minorities and ease  associated financial and logistical 
burdens.
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Life sciences leaders also are collaborating under the aegis of the Society for 
Clinical Research Sites (SCRS), which spans more than 9,000 sites in 47 countries. 
In an ongoing initiative starting in 2017, SCRS surveyed hundreds of members 
to identify best practices on diversity recruitment. Among its learnings:

Some 30 percent of sites 
said sponsors engaged in 

diversity recruitment 
reinforcement actions. 

This included asking 
questions during the feasibility 
process about the site’s ability 

to recruit racially/ethnically  
and linguistically diverse 

patients. Such actions were 
closely associated with  

the recruitment success.

Employing staff who 
could speak the 
languages of the 
target enrollment 

populations also was 
an effective strategy.

Only one in six survey 
participants said their 
sites provided strong  

or very strong incentives 
that would encourage 
staff to recruit diverse 
patient populations. 

Sites that did so showed 
significantly higher 

success in recruiting 
those groups.

Sites with  
moderate to very 

strong community 
connections were 

more successful  
in enrolling  

diverse subjects.
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Based on survey responses, SCRS recommends that sponsors 1) ask questions during the feasibility process 
about the site’s ability to engage minority populations, and 2) ask the sites to provide detailed recruitment plans 
aimed at those subgroups. For their part, sites should employ staff that speak the languages of groups they wish 
to recruit, are from or at least comfortable in minority communities, and can prepare recruitment and study 
materials (informed consent forms, patient diaries, etc.) that are culturally and linguistically appropriate.

How can sites tell if they are performing up to snuff? SCRS provides a self-assessment tool as part of a 
web-based platform. The tool scores the site on how well it recruits and provides services to diverse patients, 
measured against defined best practices. Users can compare their scores over time with other sites in the  
region. Ideally, sites should repeat the assessment every six months.14
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Overcoming Diversity Barriers
Obstacles to diverse trial enrollment involve some intensely emotional issues, as well as logistical and regulatory 
complexities. African Americans and other minorities share a long history of discrimination and neglect, and in 
some cases suffered egregious abuse by medical researchers. Many Blacks, for example, are leery of clinical 
research in the wake of studies like the infamous Tuskegee Experiment, a 40-year-long natural history study of 
untreated syphilis in African American men, which was conducted by government agencies and only terminated 
in 1972. Simply put, mistreatment engenders mistrust.

Winning trust will require acknowledging moral 
failures of the past and scrutinizing how mindsets  
that enabled atrocities have persisted to the present 
time. Again, the best strategy is structured listening 
as we ask minority patients about barriers that 
prevent them from joining trials. The process is 
about  learning, not targeting or filling quotas.

Biopharmaceutical investments in community outreach will likely have positive impact over time. Outreach  
and engagement with community organizations and trusted institutions such as churches does yield more 
diverse patient enrollment. But mistrust is just one hurdle confronting research teams with DE&I agendas.  
What if a trial protocol—for seemingly valid reasons—excludes participants who have not tried and “failed”  
other standard-of-care treatments? Socially disadvantaged groups who have limited access to primary care 
are less likely to cycle through first-line and second-line therapies. 

Examining trial designs in studies for advanced cancer therapies, Syneos Health has identified issues like this 
one. “If you are losing potential participants because they haven’t had other therapies, the solution is to revise 
the protocol to facilitate enrollment of  target populations,” advises Syneos Health Medical Director Stephen 
Keith, M.D. Companies can also adopt a two-tiered approach with one arm focused on those who, historically, 
have been left out, he says. “You can explain to the FDA that there is a large cohort of people who are 
disproportionately impacted by the disease under study and will likely benefit from the new treatment, but 
have not had access to earlier drugs. Explain  that you want to do something different for them, expanding 
the number of treatment arms. Regulators are unlikely to say no, Dr. Keith says.



Clinical
• Plan for diversity
from the outset

• Generate evidence 
on disease burden
and patient
demography

• Develop an informed
protocol and data
collection plan

Sites
• Awareness of site “status”
– Patient demography, inclusion

plans and community connections
• Thoughtful site selection
– Not “business as usual”

• Education and awareness related
to science, disease and patients

Education and Process
• Shared aspiration and vision
• Internal company education 
on social, ethical and scientific
imperative for change

• Process mapping for operational
change and implementation
– Clinical, biometrics, regulatory etc.

Patients
• Understand the disease burden
• Identify barriers to trial participation
• Patient-centric outreach 
(community, social media etc.)
tailored to the ethnic groups

• Ease trial burden (cost, travel etc.)

Core
Patient

Diversity
Narrative
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Integrated Approach Needed to Address Patient Diversity

Patients enrolled in clinical trials should mirror the patient demography and disease burden. In the U.S., 
this has not usually been the case. There is no single “point solution” to achieve appropriate diversity in 
clinical studies. We must address lack of patient diversity at every point in the cycle: education, study 
design, sites and engagement, patients. FDA guidance states what is needed. We must adapt, adopt, 
engage and reinforce at all levels to make this work.

What stands in the way, in such cases, may be the sponsor’s own considerations of time and cost. Drug 
innovators are working with unforgiving timetables and a desire to take the quickest regulatory route that  
will get medicines to people in need. What is lacking is an accurate understanding of where, demographically, 
the greatest need resides.



Disengaged
From the outside, these 

companies appear 
unresponsive to DE&I 

issues in society and lack 
diverse representation 

among their leadership.

Active
These companies are 

engaged in some level of 
tracking diversity, and in 
measuring the impact of 

DE&I programs.

Awakened
These companies 
behave reactively 
to social issues, 
articulating a need for 
change but not a plan.

Leading
These companies usually 
have established and 
robust DE&I initiatives 
in place, and participate in 
cross-industry engagements 
on DE&I issues.
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Path to Equitable Patient Care

In 2021, most life sciences leaders will push beyond the bare requirements when thinking about DE&I. Some will 
use tools such as quick pulse surveys, social media analyses and advocacy relationships to better gauge where they 
stand and shape messaging around their activities. They will engage experts from communities that have suffered 
exclusion in the past. And they will reach across industry boundaries for insights. For example, technology leaders 
publish annual updates on ratios of women and minorities in the executive ranks. Some healthcare organizations 
have followed suit, but most lag in making necessary changes and still lack this level of transparency.

Disparities do not begin or end at the clinic door. All across healthcare, in hospitals and on the job market, 
disadvantaged minorities experience inequity, discrimination and unconscious and explicit bias.

In the biopharmaceutical industry, just 12 percent of chief executive officers (CEOs) and 15 percent of executives 
are people of color. As for gender, only 16 percent of CEOs are women and just 30 percent of executives are 
female15. “Institutional privileges, biases and preferences that favor one class of executives are reflected in 
outcomes,” says Cynthia Isaac, Ph.D., head of Corporate Communications at Syneos Health. “For example, our 
industry took on cancer and is proud—rightly so—of recent advances. Yet the mortality rate for Black women 
diagnosed with breast cancer continues to be 42 percent higher than the comparable rate for White women.”

A Maturity Model for DE&I Impact

Where does your own company stand on DE&I? Whether your organization is a biotechnology innovator, a large 
healthcare delivery network or a nationwide private payer, measuring and tracking your progress in DE&I will 
bear dividends. Is your organization disengaged, awakened, active or leading? Syneos Health created the grid 
below to help chart your progress and identify work that needs to be done.16
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Hidden Bias

Not all disparities immediately spring to light as companies examine their culture and practices. Biases may  
be embedded in software used to diagnose patients and design treatment protocols. An old example that 
resurfaced during the pandemic involves pulse oxymeters used to measure oxygen in the bloodstream.  
These devices, which are invaluable in diagnosing and monitoring COVID-19 patients, were developed and  
tested primarily on patients with light skin. As a result, oxymeters have been shown to produce less accurate 
readings when used on patients with darker pigmentation. Care teams may fail to provide oxygen  
to darker-skinned patients who would benefit.17

And while all health systems effectively rely on commercial prediction algorithms to identify and help patients 
with complex needs, these programs sometimes lead to adverse outcomes in minority populations.

Researchers recently uncovered a racial bias in an algorithm hospitals use to decide which patients need extra 
medical attention. The program takes medical costs as a proxy for health needs—the less an organization spends 
on a patient or class of patients, the healthier they are deemed to be. It is a problem because historically, health 
systems have spent less money on Black patients than Whites who have the same level of need. The algorithm 
often falsely concludes that Black patients are healthier.

Researchers investigating the issue concluded that the flawed program reduces by more than 50 percent the 
number of Black patients who are singled out for extra care.18 Algorithms leading to inferior care for Blacks and 
other minorities have been identified in cardiology, nephrology, obstetrics, urology and other therapeutic areas, 
according to an August 2020 review article in NEJM authored by Harvard-affiliated physicians.19

Road Map to Change

If there is a silver lining in the litany of 
disconcerting revelations on health and 
medical disparities, it is the timing. Flaws  
in our practices, protocols and software 
programs are coming to light just as DE&I 
emerges as a top priority for healthcare 
organizations large and small. Mass General 
Brigham (MGB), for example,  is scrutinizing 
inappropriate use of race or ethnicity in 
clinical calculators and clinical algorithms. 
Once identified, the flawed tools will be  
fixed or eliminated.20



Drawing links to “social determinants” 
such as food insecurity and housing 

insecurity. To learn if these issues are 
affecting an individual patient, care 
teams must ask the right questions.

Tackling societal 
problems such 
as poverty and 
hunger through 

alliances with 
community groups, 
as well as state and 
federal programs 

that have resources 
and experience 
hospitals lack.

Understanding systemic racism 
that leads to discrimination across many 
aspects of health delivery systems. MGB 

is implementing a racism incident reporting 
system modeled on safety incident reporting 
systems used by most health organizations.

Ensuring universal access 
to language translation and 

interpreting services, as part of 
a long-term goal.

Deploying mobile 
health units that can 
deliver chronic disease 

management  and 
preventive services in 

neighboring communities.

Simplifying e‐health and digital 
services so they are accessible to 
individuals from disadvantaged 

backgrounds. Such groups, as well 
as many elderly patients, may have 

less experience using personal 
computers, smartphones, tablet 

computers and health apps.
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COVID‐19: Poverty Equals High Mortality

In 2021, COVID-19 will remain in the spotlight as we strive to 
address health inequities. Our society-wide response must 
begin with a better understanding of how poverty drives 
morbidity and mortality. Last April, as COVID-19 surged in 
Chicago, more than 50% of cases and 70% of related deaths 
were among Blacks, according to a viewpoint in JAMA network. 
Cases were concentrated in areas with poor access to healthy 
foods and high housing density. The viewpoint illustrates that 
low socioeconomic status is a risk factor in and of itself, to be 
assessed in combination with risks for cardiovascular disease 
and other chronic conditions. Social Determinants of Health are 
one element in a complex equation explaining tragic, unequal 
outcomes during the pandemic.21

MGB’s roadmap for an equitable, inclusive health system includes commitments many hospitals can adopt:

$2.6 trillion
In 2019, racial and gender 

disparities led to $2.6 trillion  
in losses to the U.S. economy.22
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Path to an Inclusive Future

The first priority in a coordinated response to healthcare 
inequities is correctly diagnosing the problem. It begins 
with an accurate—and for many people, uncomfortable—
assessment of the role played by systemic racism, a 
problem the coronavirus has thrown into sharp relief.

In one of the top ten most-read articles on the Health 
Affairs Blog last year, California pediatrician Rhea 
Boyd, M.D., MPH, and co-authors from University of 
Washington Medical School and Harvard Medical 
School criticize the research community for failing to 
name racism as an underlying cause for disparities.23  
In the article, they say the medical establishment is 
too quick to talk about Black “mistrust” toward  
U.S. healthcare infrastructure, using that word as  

an explanation for low minority enrollment in clinical 
trials, and for poor health outcomes in general. This 
emphasis places the blame for low enrollment on  
the minority community, rather than placing it on the 
cause of their mistrust. The authors call on medical 
journals to reject articles on racial health inequities 
unless they examine racism rigorously.

How Racism Imperils Health

A large body of scientific literature supports the premise that experiences of racism have quantifiable 
adverse impacts on health. One metric is the impact on DNA sequences called telomeres. The length of these 
protective sequences, which cap the ends of chromosomes, is believed to reflect the biological impacts of 
aging: the shorter the sequence, the greater the damage. Chronic stress speeds up shortening, which causes 
acceleration of diseases related to aging. A recent study showed experiences of racism leads to significantly 
faster telomere shortening in African Americans over a 10-year time span.24 This finding adds to evidence 
that racial discrimination contributes to accelerated physiologic weathering, summarized as follows:

•  Residential segregation: Persistent discrimination is closely linked to unjust societal patterns such
as housing segregation and decreased socioeconomic mobility, with associated, neighborhood-linked
environmental assaults and reduced access to protective resources

•  Mental health issues: Numerous studies document how experiences of racism lead to poor mental
health outcomes including psychological distress and, in some cases, severe depression

•  Sleep problems: Persistent experiences of racial discrimination lead to sleep loss, associated with a
host of disease conditions along with increased metabolic risk

•  Physiological arousal: Incidents of racial discrimination can lead to escalation of blood pressure and
respiratory rate, reduced gastrointestinal activity and other effects in an adverse cascade of
biochemical responses

•  Proinflammatory states: Repetition of psychosocial insults may lead to dysregulation of biological
systems that are part of the stress response, resulting in a chronic heightened states of inflammation
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Vigilance and Transformation

Some experts worry that relentless attention to healthcare disparities will further erode confidence in  
our medical systems in Black and other minority communities. The erosion, they say, is problematic at 
this juncture, when public health agencies are struggling to counter vaccine hesitancy and get the 
majority of Americans inoculated against COVID‐19.

But, in fact, the opposite may be true. Transformation cannot occur without scrutiny and vigilance. 
Without public attention to inequity, we will never witness the pendulum swing in healthcare’s 
commitment to DE&I.

Virtually all biopharmaceutical leaders now recognize that the quality and societal impact of clinical 
research suffers through failure to recruit members of racial and ethnic minorities. Study results are  
less meaningful if groups with high burden of disease are not included. And morally, our society suffers 
when disadvantaged minorities lack access to advanced experimental therapies.

The same principle pertains to our vast and sprawling care delivery system because heightened 
awareness of disparities will influence business decisions in boardrooms and the executive suite.

In 2021, as hospital systems continue to consolidate, observers are identifying red flags. In the absence  
of consciousness-raising on health disparities, large systems will lean toward serving predominantly 
White patients with private health insurance.  A recent analysis in NEJM describes how public and private 
resources get funneled to hospitals not easily accessible to many Black and Hispanic patients who rely  
on Medicaid coverage. As prices paid by private insurance rise relative to public plans, there may be 
increased incentives for hospitals to discriminate by payer, and thus deepen health inequities.25

When life sciences stakeholders are vigilant about interlinked health and economic disparities, systemic 
racism and unconscious bias, these trends are less likely to fly below the radar. No one doubts that DE&I 
initiatives require resource commitments. And they may have no immediate impact on the bottom line. 
But the programs we see unfolding in clinical research and medical practice are resetting the norm for 
21st century healthcare. And they are yielding rewards that everyone can share. 
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