Why Many Latinas Don’t Participate in Clinical
Trials. By Venus Ginés
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1957
n the tenements of Spanish Harlem, a 28-year-old Puerto
Rican single mom feels pressured into making an
important decision: either undergo La Operación, a surgery
which was supposed to keep her from unplanned pregnancies,
or risk losing her Welfare benefits. Rosa was alone in this
country, with limited reading and marketable skills and only
an 8th grade education. She was raising a little girl with no
child support from her ex-husband. She had no choice but to
accept her doctor’s recommendation. He said it was just the
tying of the tubes, which to her meant that if and when she
remarried, she would simply go back and untie them and
have more children. Rosa died at 56 having failed to detect
her liver disease in time. Resentful over being duped by her
doctor 28 years earlier, Rosa made sure that her daughter
learned to never trust doctors in this country.
1992
Although my day job as a flight attendant for
TWA brought in the paycheck, it was my
community work as a paralegal that fulfilled
my passion for social justice. So in 1992,
after being accepted at UNC Law School, I
applied for an “early out” program being
offered by TWA. I was finally going to
become the civil rights attorney. That dream
would soon be threatened by a set of
shocking circumstances.

mammogram as soon as possible. So after a mammogram and
subsequent ultrasound; I learned that a biopsy was necessary. The
bad news came in a phone call the day before my Orientation at
the law school. The nurse’s words will be forever deep-rooted in
memory, “Venus, I wish I could say it was benign” - I dropped
the phone. My life was over! As a single mom, I now had to
prepare a will and figure out who would take care of my young
son upon my death. For many years as an activist for human
rights, I feared nothing in my fight for social injustice but now
this disease proved to be a battle with an unidentified enemy.
That night, I overheard my little boy’s prayer “Please God, don’t
take my Mommy away cause she is all I got in the whole world-I
will give up all my toys if you let her stay with me” and the fear I
heard in his voice gave me the power to fight breast cancer then
and there.

I began researching this disease to see if other Latinas had breast
cancer and found very little statistics. So when I presented the
doctor with my 20 questions, his abrupt
"Historically the voices of
comment left me cold, “I don’t have the time for
all your questions, but my nurse will provide
women, especially women of
you with the latest New England Journal of
Medicine article on breast cancer.” I sat in my
color, have been silenced. As
car and cried. I could not even get past the first
paragraph of this complicated literature. I felt
we begin to uncover our past,
isolated and more confused about this disease,
yet determined to continue my search for
the oppression we experienced
answers.

is being detailed, however
While at 35,000 ft, on a routine flight to Los
The breast surgeon was pressuring me to have a
Angeles, I suffered a slip and fall that required
double mastectomy but the rheumatologist
embarrassing it may be. To
immediate attention at the local ER. As the
treating the LUPUS was concerned about my
doctor proceeded to ask some general questions,
weak immune system. I did not know who to
he asked if I ever had a mammogram; I said no. continue the silence would be a trust. A friend of mine called to say that a breast
He explained that at 41, I should have had a
cancer guru, Dr. Susan Love, was on TV
detrimental step backwards.
baseline test. I asked why and he went on to say
discussing a variety of options, so I called to get
that mammograms can detect breast cancer in its
a second opinion. Initially I was told that she
The more we learn about our
early stages. My initial response was “but I’m
was not seeing any new patients but that
Latina, we Latinas get cervical cancer; breast
changed when I explained that as a single mom
cancer is a White Woman’s disease.” The fact historia, the better we can serve with both breast cancer and LUPUS, I was
that I only saw white women on TV discussing
desperate for answers and hope. Fortunately, I
our gente"
had a lumpectomy and Dr. Love encouraged me
breast cancer led me to believe that this type of
cancer would not strike us Latinas. I felt a bit
to enroll in the Tamoxifen Study. After being
uncomfortable with all this talk about cancer; however, I
on the clinical trial for 6 months, I was getting restless with the
reluctantly accepted the doctor’s offer to have a clinical breast
tedious paperwork, costly time off from work and negative side
exam. I was utterly shocked when he found a suspicious lump on
effects. I decided to quit. No one even noticed that I left.
my left breast. In that instant, I asked him if my constant fatigue
could be the signal that I was dying of cancer. The doctor ordered
This early experience with the health system transformed me into
additional blood work and gave me a referral for a mammogram.
a passionate advocate for patient rights, especially as it related to
As I walked out of the room, I remembered my mother Rosa’s
Latinas and breast cancer. During the course of my therapy; I
warnings not to trust doctors and quickly discarded the
developed a fotonovela with an accompanying video (Una Nueva
prescription.
Esperanza (A New Hope)) on breast cancer in Latinas for the
American Cancer Society. The project was a huge success and I
A week later, while packing for my move to North Carolina, I
was able to present it at the 1995 Intercultural Cancer Council’s
received a call from the doctor that the blood work he ordered
Biennial Symposium. It was there that I discovered the wide
came back positive for LUPUS and insisted that I get a
range of innovative projects and cancer therapies from all across

the USA. I also learned about the unequal burden of cancer and
how it unfairly burdened other communities of color. I pleaded
for more consistent data, linguistically-proficient cancer
education, as well as more accurate research on Latinas and
cancer. The ICC Symposium re-charged my spirit and I decided
to focus my graduate work on the system and cultural barriers to
cancer care among Latinas. By 1997, I founded Dia de la Mujer
Latina, a culturally-specific health fiesta project specifically for
Latinas to celebrate their culture and their health.

she understood as a simple procedure to avoid an unplanned
pregnancy. Rosa became incensed when she discovered she was
one of many who were victims of the sterilization campaign
against Latinas on Welfare. The American doctors had stolen her
ability to conceive and she vowed never to trust them again. As a
result, even though I had comprehensive medical insurance
coverage, a college degree and no language barriers, I did not
have annual check-ups and only saw a doctor during prenatal care
or an emergency.

Breast cancer is known as an "epidemic" among our communities
of color. However, to determine the gravity of this appalling
disease on the rapidly growing Latino population, it is essential to
obtain data by way of outreach, education and early detection
screening. Yet, gathering information can be challenging because
of the fear and distrust that exists with this vulnerable
community. Furthermore, there are major gaps in the collection
of data as well as how it is analyze. For example, Georgia has
seen a remarkable increase in the Latino population base, yet
their data still reflects Black, White and Other. Latinos represent
a mix of racial and ethnic lines from 22 different countries of
origin. This specific population-at-risk has unique demographic
characteristics and degrees of acculturation in addition to
differences in history and cultural background. For this reason, it
is essential to understand the difference between the two terms of
“Hispanic” and a “Latino” when developing outreach programs in
each particular community. With no data, there’s no funding for
research or preventive programs, which results in more late-stage
cancers discovered.

System Barriers:

Aside from the common factors that might impede Latinas from
obtaining access to screening, such as education, finances, and
language, there are negative issues that rarely surface in
investigative cancer studies. We must take into account how the
system and the culture affect the health care priorities of these atrisk communities. Today, many Latinas are fearful of accessing
medical services or participating in community outreach
programs because of the anti-immigrant sentiment. The current
fallout of the immigration reform will further drive this
vulnerable population into hiding and increase their anxiety, fear,
distrust and worst yet, their risk to late-stage, undetected cancers.
Cultural Barriers:
Raised in Spanish Harlem, I learned at an early age about the
inequity within the health care system by listening to the women
who gathered in our little kitchenette. I remembered their
discussion centered on a specific hospital in New York City,
referred to as “butcher” hospital. According to them, Puerto
Rican women were used as experimental guinea pigs for certain
drugs and surgical procedures. As the women talked, their body
language and frequent “sign of the cross” will forever be
ingrained in my memory. It undeniably exemplified their fear and
mistrust. I vowed never to fall victim to any medical institution’s
“experimental” program. In the Barrio, stories of women who
succumbed to cancer were discussed in a hush manner because of
the assumption that the cancer was the penalty for a sin
committed. If the patient died of cancer, then the family was
considered cursed or punished for sins committed.
This
apprehension and suspicion of the medical system was passed
down through oral histories. When I was 13 years old, my mother
confided that she had been deceive into signing papers for what

In grad school I discovered that researchers in the United States
rely heavily on stereotypical assumptions, which do not
accurately portray or predict the socio-cultural differences among
Latinas today. The traditionally understudied Latino population -poverty stricken, with limited education, medically underserved,
and more than likely uninsured—may be masking a more serious
health crisis than predicted. In 1939 a federally funded
government program set out to sterilize Puerto Rican women in
an effort to control the overpopulation in the island. The Catholic
Church opposed this experiment and the project ceased in 1946.
However, by the 1950s the program was back in operation with
one hundred and fifty birth control clinics opened on the island,
resulting in a 20 percent decline in population growth by mid1960. By the 1970s, while the women's movement was in full
swing in the United States, 37 percent of all Puerto Rican women
of childbearing age had been sterilized. Likewise, many Mexican
American women were sterilized without consent resulting in a
class action lawsuit in 1974. Stories about the birth control
experiments and forced sterilizations continue to be discussed
among Latinas and intensify their fear and distrust. It is one of the
cited reasons why many Latinas avoid state programs and clinical
trials.
In addition to understanding the historical roots of the medical
distrust that many Latinas harbor, it is important to comprehend
their attitudes and beliefs about health. While Anglos usually
seek outside medical assistance when ill; many Latinos naturally
seek their family and then the faith healer. Two popular forms of
faith healing include the use of folk healers and folk remedies.
Spiritualists known as espiritistas believe that the invisible world
is made up of good and evil spirits who have the power to
influence the fate of human beings. This popular belief in Puerto
Rico is thought to bring illness and misfortune as well as good
fortune and good health. On the other hand, many Mexican
Americans believe in curanderismo, which original stemmed
from the premise that ill fortune comes to those who break ties
with the Roman Catholic Church, the family and the culture.
Another form of healing lies with folk medicine. In rural Latino
communities, many home remedies are passed down from
generation to generation. The moment I discovered I had breast
cancer, I called an Espiritista in Puerto Rico who told me to boil
castor oil, soak a white cloth and drape it on the breast so it
would shrink the tumor. I did that and also lit a purple candle for
30 days. I have been cancer-free for 14 years.
In attempting to introduce the value of clinical research trials to
Latinos, we must understand their history, their non-traditional
healing methods, the natural support system of the family, as well
as the disproportionate burdens of this disease.
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Successful Strategies:
In order to recruit Latinos into clinical trials, it is vital that
educational material be ethnically-specific, such as a “userfriendly" fotonovelas (picture books), depicting the value of the
study and the important contribution they would make if they
chose to participate. Furthermore, the messenger should be
bilingual and bicultural in an effort to answer any questions
completely and accurately. Training more Latinas as Promotoras
and Patient Navigators (health educators/advocates) in clinical
settings will reduce the fear and distrust that exists within this atrisk population. Employing culturally competent personnel, as
well as certified medically interpreters at every medical facility
and cancer center is critical in the recruiting and retaining of
underrepresented populations. Fostering a sense of teamwork by
inviting participant feedback, engaging them in decision making,
and reporting the results of the clinical research findings will
create the best envoys among at-risk communities. Moreover,
creating a “safe” environment conducive to learning and early
detection screening, such as my Dia de la Mujer Latina health
fiesta project will eliminate many of the system and cultural
barriers to access of preventive care programs and a better
understanding about the importance of clinical research trials to
finding a cure.
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