PERCEPTIONS OF BREAST AND CERVICAL CANCER RISK AND SCREENING
AMONG DOMINICANS AND PUERTO RICANS IN RHODE ISLAND

This study explored perceptions of cancer,
risk, and screening among Dominicans and
Puerto Ricans in Rhode Island. Qualitative in-
terviews were conducted with a community-
based sample of 147 adults. Perceived risks for
breast cancer were predominantly associated
with carelessness about health care, trauma to
the breast, and breastfeeding. Cervical cancer
risks were mostly attributed to carelessness
about health care and sexual behaviors. A
strong sense of fatalism and embarrassment co-
existed with positive beliefs about check-ups
and screening. Participants cited confianza
(trust, confidence) in their doctor, and their
doctor’s provision of information and expla-
nations, as important factors in decreasing em-
barrassment and increasing their likelihood of
getting screened. While familiarity with mam-
mography and Pap testing was great among
participants, many did not practice sustained,
regular screening, and held misconceptions
about tests and screening guidelines. Respon-
dents’ perceptions of having sufficient infor-
mation often did not correspond to their hav-
ing the accurate information necessary to pro-
mote informed screening decisions. (Ethn Dis.
2004;14:32-42)
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INTRODUCTION

Hispanics are the fastest growing
“minority group” in the United States,!
a demographic factor highly significant
to the fields of preventive and primary
care medicine because Hispanics are less
likely than non-Hispanic Whites to en-
gage in preventive care and cancer
screening.2 Studies have also found
that Hispanics are more likely to delay
seeking care after experiencing symp-
toms.>” Although mammography and
Pap testing rates are increasing among
Hispanics overall, the rates still lag be-
hind those for other groups and govern-
ment targets.>>® While Hispanics do
have lower breast cancer incidence than
non-Hispanic Whites, they bear an in-
creased risk of developing invasive cer-
vical cancer.? Studies have shown that
lower screening rates among Hispanics
account for later stage diagnoses of can-
cer.”!"' And Hispanics, who are dispro-
portionately represented among the
poor and uninsured, have in general
been found to have larger size breast tu-
mors and lower survival rates for both
breast and cervical cancer.®!>14

Numerous studies have been con-
ducted on the barriers that impede the
use of preventive health and screening
services by Hispanics. Hispanic women
often pay less attention to their own
health than the health of other family
members, worrying that a diagnosis of
cancer may make them a burden on
others in their family.’>-'® Within many
Hispanic communities, sexual matters
are considered private, and women with
traditional values are expected to be na-
ive about sexual issues.'”'® The absence
of disease symptoms, or not feeling sick,
have been shown to impede Hispanic
women’s desire to screen for breast can-
cer.'® Yielding to fatalism has also been
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reported to curtail participation in can-
cer screening.'®1"22 Other barriers to
breast and cervical cancer screening
found for Hispanic women are: fear or
misconceptions about causes of cancer
or effectiveness of treatment®; percep-
tion of being at low risk'®2% high cost
and lack of health insurance!®?225-2¢;
lack of knowledge about screening tests
and guidelines®?7-2%; lack of recent phys-
ical exam?¥; not having medical condi-
tions that require seeing a doctor?’; lack
of physician referral for the test or no
regular provider or site of care!*1%2>30-31;
not speaking English®; lack of English lit-
eracy’’; not being sexually active’; and
fear of pain® or of finding cancer.-
For Hispanics, emotions surrounding
shame and embarrassment have been
found to amplify other barriers.¥-

While there are certainly some com-
monalities among Hispanics of different
national origins, the tendency to lump
all participants identifying themselves as
Hispanic masks important cultural, so-
cial, economic, historical, and experi-
ential differences within the unique His-
panic designate that may influence
health perceptions and behaviors.-40
The term “Hispanic” was created largely
as an administrative and political cate-
gory and as such can be expected to
have limited use for understanding
health perceptions and decisions. The
generic referent of Hispanic tends to
simplify and, as Oboler*! writes, ho-
mogenizes and makes one dimensional
the culturally and socially varied expe-
riences of 23 million people—many of
whom have little in common outside of
the Spanish language. In an attempt to
move away from this trend of merging
ethnic heritage for convenience, the cur-
rent study explores how Dominicans
and Puerto Ricans, in particular, view
and conceptualize the subjects of cancer
risk and screening.



Studies have shown that
lower screening rates among
Hispanics account for later

stage diagnoses of cancer.”!

Dominicans and Puerto Ricans
speak Spanish and share a common re-
gion of origin, the Spanish Caribbean
Islands. Historically, they were part of
the same immigration experience that
brought not only Spaniards to the
Americas, but included the large impor-
tation of slave labor from Africa. Puerto
Rico and the Dominican Republic are
today culturally defined by this experi-
ence, as the fusion of Spanish and Af-
rican ideas and customs have created a
unique island identity. The history of
intermarriage between Africans and
southern Europeans is also evident in
the phenotypic variation exhibited by
both the people of Puerto Rican and
Dominican descent. The differences be-
tween Dominicans and Puerto Ricans
are largely administrative and political,
extending to their distinct immigration
histories to the United States and their
status within the host country.

The views of Puerto Ricans and Do-
minicans on cancer, reported in this pa-
per, are really not “exotic” when exam-
ined cross-culturally. Non-biomedical
beliefs about cancer and treatment were
common in the United States in the
1960s and 1970s when the disease was
largely viewed as a death sentence.”?
People of all cultural backgrounds have
constructed alternative rationales and
metaphors for the origin and treatment
of illnesses such as cancer. Consequent-
ly, even notions that are irrational from
the biomedical perspective are endowed
with meaning as these beliefs, or “folk”
explanations, circulate in the commu-
nity.?! In the United States over the last
2 decades, increased public attention to
issues of cancer and prevention, and
better information dissemination have

PERCEPTIONS OF BREAST AND CERVICAL CANCER - Goldman and Risica

contributed significantly to combating
much of the mythology related to can-
cer.

Yet, non-biomedical perceptions of
cancer are still prevalent, as seen within
the ethnic communities of Rhode Island
where many participants in this study
live and work. The persistence of these
views is due in large part to isolation
from the English informational main-
stream and the lack of equivalent Span-
ish-language media attention to cancer
prevention and screening. Additional
factors that have been cited for the iso-
lation of Latinos in general are: 1) the
recent immigration of many individuals
from these groups; 2) linguistic barriers
to information access and the inability
to speak directly with providers; and 3)
a general suspicion and distrust of often
conflicting information emanating from
unfamiliar institutions and organiza-
tions.” These factors compound com-
munication problems between health-
care providers and many Spanish speak-
ing people. This paper reports findings
from a qualitative study of the percep-
tions around breast and cervical cancer
risk and screening among 2 specific eth-
nic groups: Spanish speaking Domini-
cans and Puerto Ricans living in Rhode

Island.

METHODS

Prior to the development of the
qualitative interview scripts, we spent a
year increasing our familiarity with the
Rhode Island communities where the
Dominicans and Puerto Ricans who
participated in this study lived. During
this period, we conducted preliminary
research on Dominican and Puerto Ri-
can organizations in Rhode Island, and
also met with a wide range of commu-
nity leaders and professionals serving the
Hispanic community. This preliminary
period also allowed us to better under-
stand the physical, social, political, and
economic setting of this study, and pro-
vided community members an oppor-
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tunity to have input in the research
from the outset. During this year, we
approached and recruited the formal
and informal community leaders who
would form the project advisory com-
mittee. All members of the advisory
committee were drawn from, or were as-
sociated with, the Rhode Island Domin-
ican and Puerto Rican communities.
These individuals provided immeasur-
able information and logistical support
for the research: they assisted us in iden-
tifying and refining issues that would be
explored in the study, helped formulate
the interview script in English and
Spanish, “spread the word” about the
study so that other members of the
community were aware of the project,
assisted with recruitment, and later par-
ticipated in interpretation of the find-
ings. Through the suggestions and ad-
vice of the advisory committee, in com-
bination with general ethnographic re-
search that we conducted during that
first year, we gained a good sense of how
health dynamics were constructed at the
local level.#

For this qualitative study, semi-
structured interviews using open-ended
questions were conducted in-person. A
total of 147 adults living in Rhode Is-
land who self-identified as either Do-
minican or Puerto Rican ethnicity: 36
Dominican women and 38 Dominican
men; 38 Puerto Rican women and 35
Puerto Rican men. Table 1 describes
participant characteristics. A purposive,
stratified sample®~*® where the theoret-
ical framework and specific aims of the
study guided selection of participants
was utilized to include: the 2 ethnic
groups, both genders, having or not
having a spouse/intimate partner, and
age requirement of 18 years and over
with an over-sampling of people over
age 40. The study was also designed to
ensure that there was a wide represen-
tation of people with varying numbers
of years living in the United States
mainland, living with and without chil-
dren, and currently employed and not
employed.
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Table 1. Participant characteristics

Females Males
Participant Characteristics (N=74) (N=73)
Ethnic background (%)
Dominican 48.6 52.1
Puerto Rican 51.4 47.9
Age (%)
<40 43.2 37.0
40 or older 56.8 63.0
Years in the mainland United States (%)
<5 years 16.2 31.5
5-15 years 37.8 39.7
16-25 years 21.6 2.7
>25 years 24.3 26.0
Main language spoken in home (%)
Spanish 89.0 94.5
English 2.7 4.1
"“Spanglish”’ 8.2 1.4
Speak enough English to get by (%) 66.2 58.3
Relationship status (%)
Single 32.4 9.7
Married 32.4 48.6
Consensual union 12.2 15.3
Separated 5.4 6.9
Divorced 8.1 9.7
Widow/Widower 8.1 2.8
Novio/Novia especial (special girl/boyfriend) 1.4 7.0
Years of school (%)
<7 years 17.6 28.8
7-12 years 63.5 57.5
>12 years 18.9 13.7
Currently employed (%) 243 493
Have health insurance (%) 68.9 78.1
Consider themselves religious or spiritual (%) 93.2 93.2
Consider themselves healthy (%) 60.8 74.0
Have sufficient income for weekly basics (%)
Yes 39.2 56.2
No 60.8 43.8
Have sufficient income for basics but find it difficult to
support family/household (%) (N=28) (N=39)
Yes 53.6 43.6
No 46.4 56.4

Interviewing began in October 1998
and continued through September
1999. Recruitment was conducted in a
wide variety of community venues. In
order to avoid biasing the sample to-
ward individuals who have an existing
relationship with a healthcare site or
provider, we deliberately refrained from
recruiting at healthcare facilities. This
precaution was necessary because having
routine health care is a predictor of hav-

34

ing had Pap testing or mammo-
gram.®®- Furthermore, in Rhode Is-
land, Hispanics are more likely than
people of other ethnic groups not to
have had a recent routine physical ex-
amination.>!

The interview script was designed to
elicit participants’ perceptions, attitudes,
beliefs, and experiences on health care
and self-care, cancer, prevention, and
screening. In collaboration with the ad-
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visory committee, the questions were
developed simultaneously in English
and Spanish to enhance appropriateness
of phrasing in Spanish; the interview in-
strument was pilot tested and modified
before finalization. The 2-hour inter-
views were most often conducted in the
participants’ homes, or when this was
not possible, in another community set-
ting. Interviews were offered in Spanish
and English; however, all participants,
including those who said they were bi-
lingual, chose to do the interview in
Spanish. A signed informed consent in
Spanish was obtained. Interviews were
audio-taped and professionally tran-
scribed.

All stages of analysis were conducted
in the original Spanish, although quotes
included in this paper were translated
into English. Transcripts were read to
acquire general familiarity with content
and to isolate broad themes.”? Atlas.ti
qualitative data management software
was used to facilitate line-by-line cod-
ing.”® An initial, theory-driven topical-
code list was developed using a combi-
nation of inductive and deductive ap-
proaches, although the coding scheme
remained flexible to accommodate new
codes as necessary. Coders were exten-
sively trained in the background and
theoretical framework of the study, cod-
ing process, and definitions of each
code. Coding was not an endpoint in
analysis; rather, codes were used as in-
dexing devices to facilitate the retrieval
of interview data on desired topics for
further analysis.’® Coded transcripts
were checked for quality, accuracy, and
concordance in the assignment of codes.

RESULTS

Results from this research support
many of the findings from other studies
that have examined cancer screening
among Hispanics in recent years.'>'°
The findings, however, also provide ad-
ditional insights into communication
and perceptual issues among Domini-
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Table 2. Perceptions of breast cancer risk: themes and subthemes, by gender, age, and order of frequency mentioned

Rank
Order Women Under Age 40 Women Age 40 and Older Men Under Age 40 Men Age 40 and Older
1. Blows to the breast Careless about health care Trauma to the breast Careless about health care
—Not getting checkups —Blows —Not going to doctor after feeling
—Bites or squeezes during sex pain
—Not following doctor’s advice
2. Breastfeeding Not performing BSE frequently Careless about health care Trauma to the breast
—Milk accumulation —Not going to doctor after —Blows
—Too much breastfeeding feeling pain —Bites during sex
—Never breastfeeding —Not following doctor’s advice
3. Careless about health care Breastfeeding Breastfeeding Breastfeeding
—Not getting checkups —Milk accumulation —Generally a risk —Generally a risk
—Baby biting breast —Milk accumulation —Too much breastfeeding
—Too much breastfeeding —Causes a lump to develop —Baby biting breast causes a lump
—Baby biting breast causes to develop
infection
4. Breast enhancement or reduction Blows to the breast Heredity No fault—"even women who
have not had sex or drink
alcohol are at risk”
5. Heredity Expending excessive force Other Other
—Women are weaker than men —Dietary fat
—Breast is weak part of body —Drink alcohol
—Excessive force —Smoking
—Dietary fat —Breast enhancement
—Smoking
—Breast enhancement
—Not supporting breasts in
post-partum period
—pPoor hygiene
—Lumps of fat in breast
6. Other Heredity
—Unsupportive bra
—Smoking
—Eating well-done meat
—It just happens
7. Other
—Smoking
—Dietary fat

—Not exercising
—It just happens

cans and Puerto Ricans. Tables 2 and 3
list participants’ perceptions about
breast and cervical cancer risk. Consid-
erable overlap in beliefs emerged among
Dominicans and Puerto Ricans, with
most differences related to which per-
ceptions were mentioned more fre-
quently between gender and age group-
ings.

In general, participants displayed less
familiarity with cervical cancer than
with breast cancer, in some part due to
confusion over the specific part of the
body affected. Many women and men
had not heard of cancer of the “cervix,”
though many used the term “vaginal

cancer” in their responses once they rec-
ognized which generalized area of the
body we were referring to. Barriers to
screening and perceptions about risk re-
ported in this paper include factors in

the health

community/individual domains. Results
Y

informational/services and

from the qualitative interviews are pre-
sented from these 2 domains to show
how insufficient information or ineffec-
tive communication between healthcare
providers and patients can contribute to
a greater reliance on alternative biomed-
ical explanatory information about can-
cer and cancer screening in the Domin-
ican/Puerto Rican community.

Ethnicity & Disease, Volume 14, Winter 2004

Health Informational/Services
Domain

Informational barriers refer to limi-
tations on an individual’s access to suf-
ficient and accurate information for
making decisions about health care. Re-
sults in this domain include informa-
tional knowledge and the type of com-
munication that occurs between the
healthcare providers and patients. The
findings indicate that many patients
perceive the healthcare setting as a con-
text where relationships are asymmetri-
cal; language difficulties abound, and
these are at times compounded by a
communication style that is rushed and
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Table 3. Perceptions of cervical cancer risk: themes and subthemes, by gender, age, and order of frequency mentioned

Rank
Order Women Under Age 40 Women Age 40 and Older Men Under Age 40 Men Age 40 and Older
1. Careless about health care Careless about health care Careless about health care Careless about health care
—Not getting checkups —Not getting checkups —Not getting checkups —Not getting checkups
—Not going to doctor when have —Not going to doctor when have
symptoms symptoms
2. Sexual relations/being careless Sexual relations/being careless Careless about hygiene Sexual relations/being careless
about sexual relations about sexual relations about sexual relations
—Woman has too many sexual ~—Woman has too many sexual —Getting venereal disease/other
partners partners infection from a man
—Sex too frequently —Male partner has too many —Woman has too many sexual
—Sex during menstruation sexual partners partners
—Inflammation, infection, or —Too much friction in intercourse
venereal disease
—Using condoms
—Having sex too soon after
childbirth
3. Careless about hygiene Heredity Sexual relations/being careless Women are vulnerable
about sexual relations —Risk of accumulation of
—Woman has too many sexual menstrual blood
partners
—Too much friction in intercourse
—Cetting infection from a man
4. Careless about hygiene Women are vulnerable Careless about hygiene, including
—Menstruation makes area of during menstruation
body delicate; decomposition of
menstrual blood causes cell
growth
—Women are weaker/more
susceptible to infections
5. Pregnancy Pregnancy
—Careless about resting after —Not getting postpartum
childbirth checkups
—Pregnant too often —Pregnant too often
—Cetting pregnant too soon after
giving birth
6. Women's behaviors puts them at

risk (though respondents could
not list what these are)

impersonal. Some participants felt that
they needed to know more about cancer
and screening, and contended that it
was the physician’s responsibility to in-
form the patient. A 48-year-old Domin-
ican woman explained:

“Talking with your doctor is really im-
portant when a person has doubts be-
cause one feels much better if the doctor
explains things to you. Not just diag-
nosing you and writing prescriptions. To
really steep yourself more in things, in
the health problem you have.”

Other participants believed they had
sufficient information, although this
perception may not, in actuality, corre-
spond to their having accurate and com-
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plete knowledge about tests and screen-
ing guidelines.”” Many participants, for
example, underestimated the time inter-
val for screening tests, assuming every 6
months was the most appropriate time
frame for having mammography and
Pap testing. In addition, participants
seemed confused about the purpose of
the tests in terms of screening, diagno-
sis, or prevention, questioning their
need for screening when they were not
experiencing overt pain or symptoms.
Although most women previously
had Pap testing, many were unable to
name or describe a test for cervical can-
cer; in fact, most had no idea what the
Pap testing procedure tested for. Older
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women particularly had little informa-
tion, many feeling that these decisions
were best left to the doctor. For exam-
ple, a 66-year-old Dominican woman
responded this way to a question about
what test is used for cervical cancer:
“Well, it’s the doctors who do the tests.”
About half of the women over age 40
stated that Pap testing should be done
yearly, and the others thought every 6
months was necessary. Younger female
participants generally believed that every
6 months, or more often, was appropri-
ate. Almost all of the women over age
40 felt that it was important to start do-
ing Pap testing “early,” and many de-
fined early as age 35. Others believed



that women should start getting regular
Pap tests when “they are married,”
which for most was a gloss for starting
sexual relations. For women under age
40, this was the benchmark most com-
monly cited, though the explanation
varied. Some believed that women were
more at risk for disease after they start
having sex, while others said that it was
simply improper for a women who had
never had sexual relations to get an in-
timate exam. A 49-year-old Puerto Ri-
can woman explained:

“One must examine oneself as soon as
one has sexual relations. Because I think
that a girl who never had sexual relations
shouldn’t have tests of this nature. I am
not going to permit it. They’re not going
to examine my daughter while she is still
a sefiorita. 1 hope that after she is a wom-
an she takes action, and they do the
test.”

The most widely shared belief about
cervical cancer prevention, centered
around having regular check-ups,
though there was little understanding of
how this procedure would be preventa-
tive. A 51-year-old woman of both Do-
minican and Puerto Rican background
exclaimed: “I haven’t heard much about
this kind of (cervical) cancer, but it’s
good to protect oneself!”

In relation to breast cancer screening
tests, most of the women in the study
expressed confusion about the breast self
exam (BSE), with some claiming to do
it many times a week or every time they
shower. A 34-year-old Puerto Rican
woman explained her lack of confidence
with the procedure:

“I believe that by palpating many people
can discover something, but I don’t be-
lieve in this much because . . . if 'm do-
ing it myself, I may not do it well. Or
maybe I'm doing it at times that I
shouldn’t, because they say before the
period or after—I don’t know how it is.
So I believe more in the mammogram.”

While most of the age-appropriate
women in the study previously had at
least one mammogram, the interviews
revealed women’s ambivalent attitudes
regarding the benefits and efficacy of the
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exam. In this study, participants were
more familiar with breast cancer than
the other cancers addressed in the inter-
views (cervical, colorectal, and prostate).
Yet concerns about mammography re-
main due in part to repetition of per-
sonal experience stories, and lack of ac-
curate information about the procedure.
A 59-year-old Dominican woman ex-
emplifies this situation:

“I really had a fright the last time I had
a mammogram because my breasts hurt
me for a month. There has got to be
another method that is less painful to do
this because in my understanding this
can also cause damage. I will keep doing
it, believing though that it won't help me
but will make me worse, due to the pain
and because you are bruised inside and
this has got to be dangerous for you.”

Conversely, some women did feel
comfortable with mammography, as one
64-year-old Dominican explained:

“A bus came and stopped in front of the
health clinic and T went in and they did
the mammogram. People say that it
hurts tremendously, but it didn’t hurt me
at all. Tl do it again.”

Some participants expressed annoy-
ance that they were not given sufficient
information, especially about test re-
sults. As one women stated, “I'm tired
of getting tests and not being told how
they turned out.” The Spanish word
confianza (comfort, trust, or confidence)
was used frequently to explain how par-
ticipants felt about physician visits and
screening tests. Women said that when
the physician gives them explanations,
their sense of confianza increases. Lack
of confianza was associated with a vari-
ety of screening barriers that included
an absence of confidence and trust in
the physician, doubts about the reliabil-
ity of tests, and the lack of comfort and
familiarity with the physician, as well as
other distancing behaviors which in-
crease embarrassment. Feelings of shame
and embarrassment were in a transition-
al state. Although women often talked
about embarrassment in relation to the
Pap test, embarrassment was not cited
as a major barrier to actually getting a
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Pap test. Views of the Pap test varied;
some women said they had been more
embarrassed in the past before they got
used to it, and others said that the em-
barrassment became worse as they got
older. Many felt that having confianza
in the physician, and a physician’s com-
forting communication style, could de-
crease their embarrassment about the
tests. A 64-year-old Dominican woman
gave the following example about how
a doctor had helped her feel more at
ease about having a Pap test:

“At one time it gave me much shame. In
Santo Domingo when I was about 33, I
had a lot of pain and I felt really bad,
so my husband took me to a clinic. Ay,
they put me in a position, and after
when I sat in the office with that doctor,
I had my head down, and the doctor
said to me, ‘Raise your eyes and look at
me directly.” ‘No, ay, no’ I said. ‘Doctor
I'm full of shame about what you did to
me.” So then he said to me, “Well, look,
I’'m going to tell you something so that
you don't feel ashamed: I did this very
same test to a nun! So I though, if the
nuns who dont have contact with men
have this done, why would I feel shame?

And I lifted my head to look at him.”

Community/Individual Domain

The community/individual domain
includes informational flows in the
broader community and how they
might influence an individual’s personal
perspective on cancer risk and screening.
The comments from study participants
about barriers to breast and cervical can-
cer screening included many that have
also been found in previous studies: fear
of the test or pain from the test; reluc-
tance to visit a doctor; not believing one
could get cancer, reluctance to find out
one has cancer, and fear, shame or em-
barrassment about getting genital ex-
ams.

The word descuido (carelessness or
negligence) was used by women and
men to describe breast cancer risk be-
haviors. People’s behaviors were thought
to constitute carelessness when they
failed to get check-ups or failed to get
tested after finding a lump or feeling a
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pain, or habitually wore unsupportive
bras or no bra at all. Issues around des-
cuido commonly interfaced with eco-
nomic and other barriers to explain why
women do not get screening tests. As a
43-year-old Puerto Rican woman relat-

ed:

“They’re not worried, not thinking, they
believe nothing’s more important than
the hairdresser, or than work. They don’t
take the time, because time is short for
losing the opportunity to earn money in
the factory. They have to lose a day to
see about their health. For these reasons
many women die—because they don'
look into their health.”

Carelessness was also commonly cit-
ed by women and men as a risk for cer-
vical cancer, largely in relation to not
getting medical checkups, and by wom-
en as not going to the doctor when one
has pain. In addition, carelessness in-
cluded maintaining poor hygiene, hav-
ing too many sexual partners thus put-
ting the woman at risk of catching an
infection, and a variety of factors in re-
lation to post-partum care.

Participants held some breast cancer
risk beliefs that support results of other
studies; these included blows to the
breast both unintentional by children
and intentional domestic violence, he-
redity, smoking, and breast reduction or
enhancement.?! Participants in this
study also held other beliefs about risk
for breast cancer, such as expending too
much physical force. A 48-year-old Do-

minican woman explained:

“We women have to take a lot of care
with the things that one has to do be-
cause whatever fiercecita (small force)
that you exert might do damage to you.”

A risk for breast cancer commonly
cited by participants related to breast-
feeding generally, or a complex of issues
concerning breastfeeding practice and
technique. These issues included: the
baby biting the nipple or hitting the
breast while feeding and causing a lump
to form, variants of reasons for milk ac-
cumulation due to not breastfeeding at
all, breast feeding too many babies, or
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not emptying the breast entirely. A 78-
year-old Dominican woman explained:

“They say that the people who are most
sure to get breast cancer are those who
give the breast. Because sometimes milk
stays behind that they don't finish giving
to the babies, and this starts accumulat-
ing and it builds up.”

And a 75-year-old Dominican woman
told this story:

“I knew a friend of mine who died. She
didn’t give breast milk to the baby right
away when he was born because they did
a cesarean. So what happened is that she
couldnt maintain the milk after. She
couldn’t give the breast. And from this
came a cancer.”

The behavioral result of people perceiv-
ing breastfeeding as a cancer risk was
summed up by a 56-year-old Puerto Ri-
can man: “These days many women
don’t want to give the breast to their
children due to the fear of it.”

Both men and women perceived
sexual relations to constitute an impor-
tant category of risk for cervical cancer.
While many of the beliefs reflected ac-
tual risks for cervical cancer, most par-
ticipants had only vague notions about
the relationship between behavior and
risk. Specific risk behaviors frequently
cited by women included: starting to
have sex at a young age; having too
many sexual partners; husband or boy-
friend having too many sexual partners;
infection caught from a sexual partner;
and not getting checked. Other percep-
tions about cervical cancer risks includ-
ed: that cervical cancer itself is an infec-
tion caught from a sexual partner; that
it is caught from sitting on a public toi-
let or in other dirty places; that it results
from venereal diseases (though no spe-
cific disease was mentioned and HIV/
AIDS was never mentioned); having too
much sex with one partner; having sex
during menstruation; and having sex
too soon after the birth of a baby. A 62-
year-old Dominican woman explained
how she followed cultural norms after

childbirth:
“When I had my children, my husband
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didn’t touch me until after the 41 days.
He was very aware. The woman has to
guard her canal when she gives birth.”

A younger Dominican woman, 37 years
old, explained this concept in more de-
tail:

“I remember my dear grandmother tell-
ing me that after you give birth you have
to allow your vagina to return to its nor-
mal state. You have to be careful because
it’s a child, it’s a head that goes out from
there, and the organs are relaxed. You
have to give time in your life before you
have sexual relations because for a few
seconds of gratification, you are going to
mistreat your vagina.”

Heredity was not often explicitly
mentioned by either gender, but there
was a sense among those who knew
about cervical cancer that “women suf-
fer from cervical cancer as men suffer
from prostate cancer.” A 59-year-old
Dominican woman summed up the
confusion expressed by many about the
causes of cervical cancer:

“Ay, I'm not really sure. It could be the
husband, or many women have different
partners, and it could be that one part-
ner has some kind of disease, and it
could be that this causes the woman to
get an inflammation, and this also causes
it to turn into cancer ...”

Some men believed that there was a
relationship between cervical cancer risk
and the vulnerability of women’s bodies.
Men expressed concern for women’s vul-
nerability and “weakness” in the vaginal
area, and the ease with which it can get
diseased. Some of the men were con-
cerned with women’s need to observe re-
strictions on activity in the postpartum
period. In addition, some men believed
that the way men treat women during
sexual relations could cause cancer, and
an overly large penis put women at risk
for cervical cancer. One 19-year-old Do-
minican man said that cervical cancer
risk stemmed from using condoms dur-
ing sex. Unlike the women who cited
cancer risks related to having sex during
menstruation, mens perceptions were
that it is menstruation itself that makes
women particularly susceptible. A 37-



year-old Puerto Rican man listed the
concerns commonly expressed by men:
“Well, a lot of things enter there, and
the situation with the woman in relation
to menstruation can give cancer. Plus the
infections. The woman is something

very complicated in terms of her body
and her system of operation.”

The qualitative interviews allowed
for an exploration of the multifaceted
dimensions of fatalism among Puerto
Ricans and Dominicans. A sense of res-
ignation predominated among some
participants, making them feel that
there is only so much one can do to
avoid sickness and death. Even if cancer
is found early, a 59-year-old Puerto Ri-
can woman said, “it will just give you a
little more time between when you find
out and when you die.” And a 37-year-
old Dominican woman explained,
“Sure, taking care of yourself will help,
but when cancer says 'I'm going over
there’ at that point there’s no type of
care because it’s already inside.” When
discussing the possibility of cancer sur-
vivorship or mortality, Dominican male
respondents often referred to the general
inevitability of death. In this context,
they used a colloquial expression (“Na-
die nacié para semilla’) which does not
translate directly, but essentially means
“everyone will die at some time.” How-
ever, these fatalistic expressions about
the terminal nature of cancer had a pos-
itive counterpart. Both women and men
frequently stated that people should be
more vigilant about their health and
take responsibility for getting check-ups,
being tested regularly and avoiding care-
lessness (descuido).

DISCUSSION

A limitation of the study is that it
included only individuals living in
Rhode Island of Caribbean-origin who
self-identified as either Dominican or
Puerto Rican. Dominicans and Puerto
Ricans, because of their similar geo-
graphic origin, share many characteris-
tics that set them apart from other
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Spanish speaking groups who are com-
monly collected under the umbrella of
Hispanic. Study results, while avoiding
the generalizations that occur when in-
appropriately combining the experiences
of Hispanics from diverse national back-
grounds, may not be applicable to peo-
ple from other Hispanic groups.®-%
The findings may also not apply to Do-
minicans and Puerto Ricans living in
other areas of the United States, or to
those who would have chosen to do an
interview in English rather than in
Spanish. In addition, the qualitative
sample was not chosen randomly. The
purposive stratified sample that we did
recruit from a wide variety of public
venues, however, ensured inclusion of
individuals with the range of demo-
graphic characteristics relevant to this
study.

The findings from this qualitative
study underscore the complexity of the
issues concerning cancer perceptions
and behaviors among Hispanics, and
provide meaning and context that help
explain some of the conflicting percep-
tions in this group. The literature con-
tains many discussions of how shame,
embarrassment, and fatalism impede
screening among Hispanics. For the Ca-
ribbean-origin populations in this study,
fatalism is not the one-dimensional con-
cept often depicted among Hispanics.
Findings show that a strong sense of fa-
talism and feelings of embarrassment
coexist with firm beliefs about the im-
portance of medical check-ups and
screenings, and increasing normalization
of at least the idea of Pap testing and
mammography.

Overall in these qualitative inter-
views, Dominicans and Puerto Ricans
expressed similar views regarding breast
and cervical cancer risk and screening.
However, Dominicans expressed a
somewhat greater awareness of cancer
screening and sense of individual re-
sponsibility to reduce risk than did
Puerto Ricans. This notion is supported
by a telephone survey that was also con-
ducted by our research group in this
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Findings show that a strong
sense of fatalism and feelings
of embarrassment coexist
with firm beliefs about the
importance of medical check-
ups and screenings, and
increasing normalization of
at least the idea of Pap
testing and mammography.

study population.” The telephone sur-
vey findings show that more Domini-
cans than Puerto Ricans reported agree-
ing that one can prevent some cancers,
and that regular exercise and fruit and
vegetable intake were associated with
lower risk of cancer. However, Domin-
icans were more likely than Puerto Ri-
cans to agree that they can do nothing
if God gives them cancer. Thirty per-
cent to 40% of both Dominicans and
Puerto Ricans in the survey agreed that
praying regularly lowers chances of get-
ting cancer. And about 35% of both
Dominican and Puerto Rican survey re-
spondents agreed that even if cancer is
found early, they will still die from it.”

The study found that it is important
to distinguish between people’s percep-
tions of having information about can-
cer and screening, and their actually
having a level of knowledge. about risks,
tests, guidelines, and testing rationale—
knowledge that can promote sustained,
regular screening.”” While most partici-
pants in the qualitative interviews
claimed to believe frequent screening
and early detection is important, and
some did get screened at appropriate in-
tervals, as has been found in other stud-
ies, many have not been screened ac-
cording to guidelines.”® Women often
over-estimated the frequency with
which screening is necessary, which may
in fact decrease the efficacy of an exam
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such as the breast self-exam (BSE).
Overly frequent BSE, done too quickly
cach time with improper technique,
may explain the high rate of perfor-
mance of this self-exam found in the
current study and those reported in the
literature. And sufficient information
about how to perform BSE is lacking,
even when women say they have been
taught the procedure. In one study of
immigrant Hispanic women, 65%
claimed to have been taught to do BSE
by a health professional, although only
14% of that sample answered survey
questions indicating that they under-
stood correct BSE technique.”” Over-es-
timations of the required frequency of
exams such as mammography and the
Pap test may also have the affect of im-
peding women’s self-efficacy to engage
in regular, periodic screening due to the
perceived burden of getting such fre-
quent testing. This situation may help
explain why many women in this study
who hold these beliefs actually get
screened irregularly, and at intervals
greater than those recommended. This
finding is compounded by the higher
Hispanic than non-Hispanic White rate
of cervical cancer found nationally®;
SEER data for 1973-1999 found His-
panic women to have twice the inci-
dence of invasive cervical cancer than
non-Hispanic women.” Strategies for
counseling about regular cancer screen-
ing and appropriate screening intervals
therefore need to take into consider-
ation the situation of each individual
Hispanic patient. Counseling strategies
need to address the complexity of the
patient’s perspective because these strat-
egies may affect follow-through with
these and other less familiar types of
screening, such as for colorectal cancer.

The high level of familiarity study
participants had with breast and cervical
screening tests, despite confusion about
the term “cervix,” likely reflects im-
provements in patient education and
other forms of health communication,
including more translated materials, for
Spanish speakers. However, health lit-
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eracy and verbal communication barri-
ers persist in Hispanic and other mi-
nority and low-income communities,
impeding access to physician care and
the uptake of regular screening.?2:°
While 80.9% of Puerto Rican and
83.3% of Dominican survey respon-
dents in this study claimed to know that
the Pap tests were for cervical cancer
(which were similar to the NHW re-
sponse),”® most participants in the qual-
itative interviews could not describe the
purpose of the Pap test or relate it to
cervical cancer screening. A potential
danger may coincide with patients’ in-
creasing claims about knowledge of Pap
testing and mammography. Improved
rates in the category of “ever having
been tested” reported in national statis-
tics such as the Behavioral Risk Factor
Surveillance System telephone survey,?
may be interpreted by health profession-
als as an indication that Hispanic wom-
en have adequately internalized the phi-
losophy of screening and have the essen-
tial information to make informed de-
cisions about preventive health.?? As the
data in the current study show, consid-
erable misconceptions remain prevalent
at the community level about what pur-
pose these screening tests serve, the dis-
tinction between prevention and early
detection, appropriate screening inter-
vals, what early detection means for a
woman’s survival potential, what consti-
tutes prevention, and what puts one at
risk for these cancers.

A commonly mentioned cluster of
risks for breast cancer in this study in-
volved breast feeding. The association of
breastfeeding with a health risk to the
mother is unfortunate given the many
benefits to mother and baby from
breastfeeding, and the potential, though
yet unclear, association of lactation with
reduced breast cancer risk.®" Behaviors
associated with sexual relations were
most frequently mentioned for cervical
cancer risk. Some of the behaviors par-
ticipants cited were accurate represen-
tations of risk. Other listed behaviors in-
dicate participants’ misconceptions in
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this area; it was evident that many par-
ticipants did not understand why or
how certain sexual behaviors increase
risk for cervical cancer. These risk per-
ceptions may constitute screening bar-
riers for those who do not feel that their
own behaviors represent risks for breast
or cervical cancer.

Trust and communication between
healthcare providers and patients have
been found to be influential in increas-
ing uptake of cancer screening.®>*> For
Spanish-speaking patients, the role of
the physician in providing education
about breast and cervical cancer is ex-
tremely important, and the ability to in-
still a sense of confianza (comfort, trust,
confidence) is essential.*~% The current
situation of many group medical prac-
tices and community health centers in
the United States is that continuity of
care is not guaranteed; therefore, pa-
tients must see physicians according to
their availability, particularly for acute
visits. This trend presents a challenge to
developing and maintaining confianza
between physicians and patients. A
plausible solution to this problem in
some healthcare settings may be to place
the responsibility for cancer prevention
and screening communication with pro-
viders other than the physician. Never-
theless, for the participants in this study,
getting information and explanations
from “their doctor” was extremely im-
portant. For these participants, infor-
mation constituted more than the essen-
tial facts that could be obtained through
a patient education brochure, for ex-
ample. Information was closely aligned
with the communication processes be-
tween physicians and patients that play
a significant role in participants’ feelings
of confianza in their doctor. Confianza,
and their doctor’s willingness to provide
explanations and information, was seen
as influendial in decreasing participants’
embarrassment and increasing their like-
lihood of getting screening tests.

Enhanced communication in the
clinical setting can be promoted
through understanding people’s percep-



tions and expectations about their
health conditions, and the contexts that
influence these perceptions in which
communication itself happens.2t® In-
dividuals' perceptions are formed and
embedded within a complex of contex-
tual factors in daily life. Providers must
therefore be aware that when medical
information and effective communica-
tion processes in the clinical setting are
inadequate, non-biomedical sources will
be relied on to understand and explain
risk and illness. Family and prevalent
community beliefs have considerable in-
fluence on how individuals perceive
their health status, and on whether they
follow-through with professional rec-
ommendations. Patient education strat-
egies can therefore no longer conceptu-
alize individual risk factors, behaviors,
or treatment decisions in isolation from
the life contexts in which they occur.
New modalities are needed for physi-
cians and other healthcare providers to
facilitate culturally responsive commu-
nication in general, and for informa-
tional counseling about cancer preven-
tion and screening with Hispanic pa-
tients who may be at great risk for late
detection of cancer.
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