From the Field:
Community Perpspectives

on Precision Medicine

CAN PRrecisioN MEDICINE ACTUALLY HELP
PeopPLE LIKE ME? AFRICAN AMERICAN AND
HispANIC PERSPECTIVES ON THE BENEFITS
AND BARRIERS OF PRECISION MEDICINE

Objective: To better understand African
American and Hispanic perspectives on the
potential benefits of precision medicine,
along with the potential barriers that may
prevent precision medicine from being
equally beneficial to all. We also sought to
identify if there were differences between
African American and Hispanic perspec-
tives.

Design: Six semi-structured focus groups
were conducted between May 2017 and
February 2018 to identify benefits and barri-
ers to precision medicine. Three groups oc-
curred in Nashville, TN with African Ameri-
can participants and three groups occurred
in Miami, FL with Hispanic participants.

Setting: At community-based and university
sites convenient to community partners and
participants.

Participants: A total of 55 individuals
participated (27 in Nashville, 28 in Miami).
The majority of participants were women
(76.5%) and the mean age of participants
was 56.2 years old.

Results: Both African Americans and His-
panics believed precision medicine has the
potential to improve medicine and health
outcomes by individualizing care and de-
creasing medical uncertainty. However, both
groups were concerned that inadequacies in
health care institutions and socioeconomic
barriers would prevent their communities
from receiving the full benefits of precision
medicine. African Americans were also
concerned that the genetic and non-genetic
personal information revealed through
precision medicine would make African
Americans further vulnerable to provider
racism and discrimination in and outside of
health care.
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INTRODUCTION

Patients, providers, and research-
ers are increasingly excited about
the potential of precision medicine
to transform medicine, health care
and improve population health'?
through translational clinical re-
search and biomedical technologies.?
We must, however, prevent preci-
sion medicine from exacerbating
racial and ethnic health and health
care disparities since state-of-the-
art therapies tend to be unequally
distributed across the population.”

The recruitment of racially and eth-
nically diverse people into precision
medicine research studies and pro-
viding all populations equal access
to precision medicine interventions
are important first steps,” but even
when health care is accessible, Af-
rican Americans, Hispanics and
other underserved groups routinely
receive poorer health care qual-
ity than Whites and others,*” even
when individuals have similar in-
surance and economic standing.®"

Understanding  how  African
Americans, Hispanics and other

Conclusions: While these groups believed
precision medicine might yield benefits for
health outcomes, they are also skeptical
about whether African Americans and His-
panics would actually benefit from precision
medicine given current structural limitations
and disparities in health care access and
quality. Ethn Dis. 2020;30(Suppl 1):149-
158; doi:10.18865/ed.30.51.149
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medically underserved groups per-
ceive precision medicine is criti-
cal to understanding how these
groups may engage with precision
medicine. Recognizing diverse pa-
tient perspectives will help build
an understanding of how precision
medicine may be delivered suc-
cessfully and not exacerbate health
and health care disparities. Con-
sequently, in this study, we sought

Understanding how
African Americans,
Hispanics and other
medically underserved
groups perceive precision
medicine is critical to
understanding how these
groups may engage with

precision medicine.

to explore three research questions:
1) what do African Americans and
Hispanics think are potential ben-
efits of precision medicine? 2) what
do African Americans and Hispan-
ics think are potential barriers to
precision medicine being equally
beneficial to all? and 3) are there
differences between African Ameri-
cans and Hispanics in their per-
ceptions of the perceived benefits
and barriers to precision medicine?
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METHODS

Setting

This study was conducted by a
team from the Precision Medicine
and Health Disparities Collab-
orative, a cooperative agreement
funded by the National Institute
on Minority Health and Health
Disparities (NIMHD) that focuses
on the Southeastern region (HHS
Region IV), home to the larg-
est African American population
in the United States and a rapidly
growing Latino population. The
Precision Medicine and Health
Disparities Collaborative is a part-
nership between Vanderbilt Uni-
versity Medical Center, Vanderbilt
University, the University of Mi-
ami, and Meharry Medical College.

We conducted this study in the
metropolitan areas of Nashville,
Tennessee and Miami, Florida.
Nashville (defined as Nashville — Da-
vidson — Murfreesboro — Franklin)
is the second largest metropolitan
statistical area (MSA) in Tennessee'!
and Miami (defined as Miami-Fort
Lauderdale — West Palm Beach) is
the largest metropolitan statistical
area in Florida.!! All of the African
American study participants were
from Nashville, an MSA that is
28% African American, and all of
the Latino participants were from
Miami, an MSA that is 70% Latino.

Recruitment

To ensure recruitment of Afri-
can Americans and Hispanics, we
worked with groups within our in-
stitutions who have established re-
lationships with community part-
ners. These partners’ longstanding
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work have embedded them into mi-
nority communities. We employed
convenience sampling strategies
with our community partners to
reduce recruitment burden and to
get an economically and education-
ally diverse sample of participants.

In Nashville, recruitment oc-
curred with the Meharry-Vander-
bilt Community Engaged Research
Core (a partnership between Me-
harry Medical College and the
Vanderbilt

Center that provides assistance

University Medical

for all phases of community en-
and Nashville

Industrialization

gaged research)
Opportunities

Center (a community-based edu-
cation, training, counseling and
job placement organization). In
Miami, focus groups were con-
ducted in partnership with the
University of Miami’s Behavioral
& Community Shared Resource
Core and Citrus Health Services,
a federally qualified health cen-
ter. All focus groups occurred in
community-based sites that were
convenient for the participants.

Participant Inclusion Criteria
and Demographics

All participants were required
to be aged 218 years. In Nash-
ville, eligible participants had to
self-identify as African American.
In Miami, participants had to self-
identify as Hispanic or Latino.

Fifty-five people
in six focus groups divided evenly
across Miami (n=28) and Nashville
(n=27). See Table 1 for additional
details on the participant charac-

participated

teristics. Demographic question-

naires in English (Nashville) and
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Table 1. Participant demographics

Characteristic

Miami, FL, n=28

Nashville, TN, n=27

Full sample, N=55

Age, Mean(SD)
Sex/Gender, n(%)

Male
Female
Missing
Race, n(%)
African American
White
Other
Missing
Hispanic, n(%)
Yes
No
Missing
Education, n(%)
8th grade or less
Some high school
High school or GED
Some college or 2-year degree

College graduate or more
Missing

57.0(12.8) 54.8(9.9) 56.2(11.7)
4(14.3) 7(25.9) 11(20.0)
24(85.7) 12(44.4) 36(65.5)
0(0) 8(29.6) 8(14.5)
0(0) 19(70.4) 19(34.5)
25(89.3) 0(0) 25(45.5)
3(10.7) 0(0) 3(5.5)
0(0) 8(29.6) 8(14.5)
28(100.0) 0(0) 28(50.9)
0(0) 19(70.4) 19(34.5)
0(0) 8(29.6) 8(14.5)
6(21.4) 0(0) 6(10.9)
3(10.7) 7(25.9) 10(18.2)
11(39.3) 2(7.4) 13(23.6)
6(21.4) 2(7.4) 8(14.5)
2(7.1) 2(7.4) 4(7.3)
0(0) 14(51.9) 14(25.5)

Spanish (Miami) were completed.
All but one of the 28 of the Mi-
ami participants were born outside
of the United States: 26 were born
in Cuba, and one was born in Co-
lombia. The one participant born
in the US was born in Florida. Due
to a data collection error, no data
were collected from eight Nashville
participants and 14% of the over-
all sample were missing some data.
Of the 47 participants for whom
we have complete demographic
data, 36 (76.5%) were women.

Procedures

Focus groups were conducted

between May 2017 and February

2018. Three groups were conducted
in each city, ranging in size from
six to 10 participants per group.
Institutional review boards at both
Vanderbilt ~ University =~ Medical
Center and the University of Mi-
ami School of Nursing and Health
Studies approved the study. Verbal
informed consent was obtained at
the beginning of each focus group.

Focus groups followed a semi-
structured format and were con-
ducted by trained moderators.
There was ethnic concordance
between the moderators and the
participants. The Nashville focus
groups were conducted in Eng-
lish and the Miami focus groups
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were  conducted in  Spanish.

Moderators began by reading
the definition of precision medicine
aloud to ensure participants began
the group with a baseline under-
standing of the concept: “According
to the National Institutes of Health,
precision medicine is an approach
to disease treatment and prevention
that seeks to maximize effectiveness of
therapies by taking into account an
individual’s genes, environment, and
lifestyle” Moderators then guided
the discussion with a series of ques-
tions probing the participants’ fa-
miliarity with precision medicine,
their thoughts on precision medi-
cine, the ways precision medicine
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Table 2. Precision medicine moderator guide and focus group questions

We are interested in finding out the best way to share information about precision medicine with different communities and we want to hear

your thoughts and ideas.

1. What types of things have you heard about precision medicine?

a. Where have you heard these things?

b. From who?

According to the National Institutes of Health, precision medicine is an approach to disease treatment and prevention that seeks to maximize

effectiveness of therapies by taking into account an individual’s genes, environment, and lifestyle.

2. What do you think about precision medicine(PM)?

3. How do you think precision medicine will affect the health care you receive? How do you think PM will affect health care overall?

4. How do you think precision medicine will affect your daily life?

5. How accessible do you think precision medicine is now? How accessible will it be in the future?

6. Who do you think will benefit the most from precision medicine?

7. Do you have any concerns about precision medicine? What types of information would be helpful to address these concerns?

8. Do you think that using precision medicine more would require doing less of something else in medical care? If so, what would you be
willing to give up in order to get more use of precision medicine?

9. Who do you think would be the best person or organization to provide information about precision medicine to you and your
community? How would you like to learn about precision medicine?

may/may not affect the health care
they receive, beliefs about whether
they would have access to precision
medicine, and their concerns about
precision medicine (Table 2). Each
focus group lasted approximately
60 minutes and individuals were
given $25 for their participation.

Data Analysis

The six focus groups were digital-
ly audio-recorded, transcribed ver-
batim, and imported into the quali-
tative data software package NVivo
11 (NVivo qualitative data analysis
Software; QSR International Pty
Ltd. Version 10, 2012). Spanish
audio to English transcription was
completed by GMR Transcription,
a privately held company that uses
bilingual human translators who
are American Translator Association
certified. Two bilingual research
staff also verified the English tran-
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script by back-translating the docu-
ments into written Spanish, and
then validating the written Span-
ish against the Spanish recording.

Each transcript was ‘chunked’
into segments of text that repre-
sented distinct issues or concepts.
Significant passages were highlight-
ed and margin notes were made to:
a) summarize themes with a combi-
nation of restatements of the data
and direct quotes, and b) document
potential questions, connections,
underlying themes, and possible
implications of the text for further
analysis. Two trained research ana-
lysts reviewed two focus group tran-
scripts to begin coding, enhance
the reliability of the coding process,
and develop an initial codebook.
Both analysts reviewed the tran-
scripts independently to identify
codes and met to develop, refine,
and establish definitions and rules
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for codes and their assignment. Us-
ing the refined codebook, they then
reviewed and independently coded
a third focus group, achieving an
inter-rater reliability of 79%. With
inter-rater reliability established,
the remaining transcripts were di-
vided between the two analysts for
in-depth textual analysis and coding
to identify themes and subthemes.

We
cal approach to understand both

used a phenomenologi-
“what” the phenomenon is and
“how” people experience or under-
stand it.'"? In addition, we used a
thematic analytic strategy to ana-
lyze participant responses within
coded text segments for similari-
ties and differences that clustered
to classify emerging themes.'>"
Thematic analysis is considered ap-
propriate when researchers are seek-
ing to discover, organize and de-
scribe interpretations of the data.'



Saturation was reached in both the
data collection and thematic analy-
sis. Selected, concise quotes that
captured the overall meaning of
the theme, and that could be ac-
curately understood outside of the
context of the focus group tran-
script, are presented in this article.

RESULTS

Both African American and
Hispanic participants believed that
precision medicine had similar ben-
efits and barriers with a few notable
exceptions: African Americans ex-
pressed concerns that racism might
affect the benefits they receive and
that non-genetic personal infor-
mation could be misused. We ex-
plore this in more detail below.

Perceived Benefits

Overall, African American and
Hispanic participants had a positive
perception of precision medicine
and they generally viewed preci-
sion medicine as an innovative tool
that is “a way to get to the bottom
of things” and “a full way of treat-
ing.” More specifically, participants
perceived three potential and inter-
related benefits of precision medi-
cine: treating biological root causes,
individualized care, and decreasing
medical uncertainty. First, preci-
sion medicine could identify the
root cause of a health care problem,
particularly at the level of genetics.

“[Individuals] want to find out

the real solution, the real route
to fix that problem to move [for]
ward as well, so the next genera-
tion or other people that are in
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your environment won’t have
to go through that,” said an
African American participant.
Identifying the root cause
of disease offered the potential
to find a cure, rather than sim-
ply addressing the symptoms
of the As another Afri-

can American participant noted,

illness.

“We tend to treat a lot of
symptoms, to me, as opposed to
getting to root cause and find-
ing a cure that addresses root
causes so this thing goes away.”

The second benefit was the po-

tential that precision medicine
might improve the personalization
of treatment. Participants acknowl-
edged that treatment outcomes
vary. Since precision medicine is an
approach that is based on patients’
unique needs, genetic make-up and
“individual chemistry” as one Af-
rican American participant put it,
taking a more personalized approach
might enhance treatment outcomes
for patients. Beyond the broad fac-
tors that may put someone at risk
for disease, identifying individual
genetic factors was seen as an im-
portant step forward. In addition,
as one African American partici-
pant suggested, precision medicine
involves the providers considering
“different points of view regarding
the patient: the personal aspect, the
physical aspect, the environment,
everything.” This comprehensive
assessment then informs the pro-
vider about what treatment should
be recommended, and as one His-
panic participant suggested, “based
on that then they give the medica-

Ethnicity & Disease, Volume 30, Supplement 1, 2020

tion for the patient.” In sum, there
was a consistent perception that
precision medicine would be simi-
lar to caring for the whole person.

Lastly, participants believed pre-
cision medicine could reduce un-
certainty for patients and providers
about treatment; it was an impor-
tant innovation that could “im-
prove” health care - as one Hispanic
participant put it - but it was not re-
garded as a separate cure-all. As one

African Americans
expressed concerns that
racism might affect the

benefits they receive and
that non-genetic personal
information could be

misused.

African American participant noted,
“The should know

exactly what it is he’s dealing

doctor

with. And there is a tailored
or custom or a precise as pos-
sible treatment plan that has
been formulated to address
that thing, that [is] need[ed].

So, taking the guesswork out.”

Participants believed that the
highly specific information pro-
vided by precision medicine might
promote the selection of treat-
ments that work. Another Hispan-
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ic participant described the ben-

efits from the patient perspective:
“They would have more knowl-
edge about the person, about the
genes, and the best conditions
they can provide for the person
to have better health or for the
illness the person might have.
And it would be good for the
patient in the psychological and
emotional aspect making them
feel safer and more protected.”

For patients receiving precision
medicine, knowing the in-depth
nature of this approach may assure
them they are receiving quality care
and increase patient satisfaction.

Perceived Barriers

Despite  generally  favorable
views on the potential of precision
medicine, African American and
Hispanic participants were uni-
formly concerned about how pre-
cision medicine would actually be
provided given the limitations of
the existing health care delivery sys-
tem and the economic barriers that
prevent equal access to precision
medicine treatments. In addition to
these concerns, African Americans
noted concerns about racism and
discrimination within the system

but Hispanic participants did not.

Limitations of the Health Care
System
and

skepticism

Both African Americans
Hispanics  expressed
about whether health care institu-
tions were positioned to deliver pre-
cision medicine to all patients, and
if all patients could equally benefit.

As one Hispanic participant said:
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“The
[but]

into

idea is  perfect...

they have to put it
practice [laughs].”
Explicit expressions of doubt were
also common. When asked about
how accessible precision medi-
cine may be, a Hispanic partici-
pant answered: “not very acces-

sible.” Overall, this

was rooted in the participants

skepticism

experiences receiving health care.
had
about the delivery of precision
the current health
care system: Hispanic participants

Participants reservations

medicine in

noted “there is no time” and “ev-
erything is just too expensive.
That’s what is going to get in the
way.” Another Hispanic partici-
pant voiced specific concerns about
how institutional entities interact.
“There is a lack of coordi-
between the insur-

and the
the patient....so until that’s

nation

ance doctor, and

done, [precision medicine]

isn't going to be established.”
Since the current system is
not providing health care with
the same quality and accessibil-
ity across patients, participants
doubted the system could rise to
the challenge of providing pre-

cision medicine equally to all.

Socioeconomic Barriers to
Precision Medicine

Both African Americans and His-
panics expressed concerns that eco-
nomic forces would prevent people
of their ethnic group from receiving
precision medicine. As one Hispan-
ic participant explained, “...in this
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country, medicine is a business.”
Therefore, as another Hispanic par-
ticipant noted, access to precision
medicine would be “depending on
the insurance you have....and de-
pending on the money you can pay.”
Many participants believed that
their personal access to precision
medicine may be limited not be-
cause of their group identity but be-
cause of their socioeconomic status.
“Precision medicine... I may
not get the full benefit because
I’m not at the right hospital or
I'm not at the right elite sta-
tus to receive that,” stated an
African American participant.

Some expressed concerns about
being judged primarily by their
socioeconomic status. As another
African American participant ex-
pressed, “Money is power, so that’s
what they see. The consequences

of the

health care system means you will

economically motivated

be denied the best care if you have
lower social economic status.” As
one Hispanic participant put it:

“If the

nies aren’t even authorizing a

insurance compa-
medication....[then] this pre-
cision medicine....[will be]...
almost a luxury to have.”
Participants did not necessar-
ily believe providers were at fault
or that provider biases might limit
their receipt of precision medi-
cine. Rather, they saw socioeco-
nomic barriers as a symptom of
larger systemic limitations. In re-
lation to physicians, one African
American participant explained,

“You may be getting as



much as they can provide.”

Participants’ discontent instead
focused on insurance companies,
which were universally panned.
Another African American par-
ticipant explicitly stated that pro-
viders also were powerless to act
within the systemic limitations.

“You can have the best doctors,
butifyourinsurance doesn’t cov-
er it, they only can do so much.”

Racism at Multiple Levels
May Affect Who Benefits from
Precision Medicine

While
were not concerned about ethnic
African

cans were concerned

Hispanic  participants

discrimination, Ameri-
about rac-
ism. In addition to socioeconomic
barriers to care, African American
participants believed that racism
could prevent them from access-
ing precision medicine benefits.
“Because the color of our skin...
because of our environment.
Not having insurance, not hav-
ing good jobs, just not having
all the things we need. We're not
gonna get the best of anything.”

Many African Americans were
alert to racism because of histori-
cal examples in health research
and medical care. Multiple par-
ticipants were aware of injustices:

“In past history there were

times when studies were done
people

compromised in some way.”

where were  often

of medi-
listed:

instances

Specific

cal  wrongdoing  were
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“When they did the syphilis
study on the Black men,” and “when
they did the hysterectomy and the
tubal ligations on the Black women.”

In current health care examples,
an African American participant de-
scribed being targeted by providers

to receive unnecessary treatment:

“Those slum doc-
tors out there... treating
[sic] something that don’t
even need to be treated.”
Another participant ex-
plained that this might occur

when providers are motivated to

receive the greatest compensa-

tion possible from each patient:

“They get you to come

back, so the can et
y g

that insurance money.”

African Americans also raised
concerns regarding privacy and
were cautious about sharing too
much personal information, im-
plying that engaging with preci-
sion medicine may lead to negative
unintended consequences. Sharing
genetic information was viewed
as potentially revealing too much:

“When we start

with the DNA...

giving  the

dealing
[you are]
government  a
whole lot of access to you.”

Beyond genetic data, African
Americans were also worried about
sharing the information necessary
for other aspects of precision medi-
cine. Divulging information about
their lifestyle, living situation, and
family history was considered a
risky proposition — after all, this
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highly personal information could
provide ammunition for a pro-
vider to judge you. As one African
American  participant suggested,
“When they go that deep
and they have all that in-
like
youre going to be judged.”

formation, it’s almost

The

es of provider judgement could

negative  consequenc-
also mean that ultimately preci-
sion medicine would be denied.
“If I'm Black....they may
take all this information and
judge you....you may fit in
a category....too many li-
abilities or something, so
she may not quality for this
certain type of medicine.”
In this

with  precision

situation, trying to

engage medi-
cine may result in exposure to

racism and judgement without

reaping any personal benefit.
DiscussioN
We explored what African

Americans and Hispanics think are
the benefits of precision medicine
and what barriers may prevent their
ethnic groups from receiving equal
precision medicine benefits. We also
sought to explore ethnic differences
in the perceptions of these benefits
and barriers. In sum, we found more
similarities than differences in both
the perceived benefits and barriers,
but we did find some noteworthy
differences. These findings are im-
portant to inform strategies to re-
cruit participants into research pro-
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grams and initiatives like A/ of Us:
a federal research program to collect
data from one million people liv-
ing in the United States to acceler-
ate our ability to detect and address
individual differences in biology,
lifestyle, and environment that can
be modified to improve health.”
and

Hispanics were generally optimis-

Both African Americans

tic about the potential of precision
medicine to lead to innovations in
health care that may improve diag-
nosis and treatment, and yet many
also expressed a number of concerns.
These concerns were not about pre-
cision medicine, per se, but the con-
text in and through which precision
medicine would need to function so
that broad communities can benefit
from these translational innovations
in clinical and biomedical care.
Specifically, participants from both
ethnic groups were concerned that
differential access to health care,
time and resource limits on medi-
cal visits, and the cost of medical
care would limit access to the full
benefits of precision medicine. This
skepticism was grounded not only
in their knowledge about past re-
search and health care abuses, but
also in their personal health care
experiences and those of others.
Participants saw this as a systemic
problem, not one of individual
providers intentionally providing
differential care by social class, eco-
nomic status or insurance type.

The most significant ethnic dif-
ference noted in our study was in
the discussion of racism as a bar-
rier to receiving precision medicine
benefits. African Americans ex-
pressed concerns that racism could
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affect their ability to reap benefits
but Hispanic participants did not.
The direction, while perhaps not
the magnitude of this difference,
is consistent with prior research.
For example, Hispanics from Den-
ver, CO expressed less concern
discrimination

about  potential

from direct-to-consumer genetic
testing than African Americans.'

African Americans noted the his-
tory of medical research that was only
done on African Americans' and the
concern that these research practices
may make their way into the clini-
cal care of African Americans.'®"
Interestingly, while researchers have
speculated that these medically un-
derserved groups may be especially
sensitive to the risks of sharing ge-
netic information,?® African Ameri-
cans in our focus groups were just
as concerned with sharing personal
lifestyle and environmental infor-
mation, based on previous negative
interactions with providers that de-
creased patient trust.”! Earlier studies
have found that even African Ameri-
cans with distrust will participate
in biobank research;**> however, it
remains unclear if these privacy con-
cerns would lead African Americans
to avoid precision medicine. Hispan-
ics also participate in biobanking re-
search®?* and have higher awareness
of direct-to-consumer genetic testing
than African Americans.”® Nonethe-
less, biobank participation does not
necessarily translate into precision
medicine use. A recent systematic re-
view has found that both Hispanics
and African Americans have less ac-
cess and are less likely to use genetic
testing?® than non-Hispanic Whites
despite being equally interested.”
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Limitations

This study had several limitations.
Because African Americans and His-
panics were recruited from different
cities, it is unclear if differences are
a function of cultural beliefs, the
historical and socioeconomic con-
text of city, or some combination of
the two. Since only two individuals
in our Miami focus groups were not
Cuban, it is unclear if our findings
apply to other Hispanics. Because
of the limitations of our data on
socioeconomic status and educa-
tional attainment, it is unclear how

these factors may shape our findings.

CONCLUSIONS

Despite these limitations, our
study isimportantbecauseitis one of
the first to describe the perspectives
of African Americans or Hispanics
on the potential benefits and barri-
ers to precision medicine. Precision
medicine is likely to identify genetic
and genomic “variants of unknown
consequences” rather than wholly

2829 that may actu-

conclusive results
ally serve to increase medical uncer-
tainty for patients and providers not
reduce them.*®*" Additional studies
with larger samples are needed to
understand African American and
Hispanic perspectives across con-

textual and demographic factors.
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