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The purpose of this work was to explore: knowledge, attitudes, and beliefs regarding
gynecologic cancer screening on Ecuadorian women users of primary care facilities, to
identify the social representations that users of health services make about these progra-
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CLAPEI), Quito, Ecuador Women’s knowledge on gynecological cancer screening was confusing. Most frequent
misconceptions related to the pap smear were: the belief that it could be useful for de-
tecting pregnancy, ovarian cysts or infections. Most of the participants stated that the
pap smear procedure is a traumatic and painful experience. Regarding to mammography
women said it was used for sick woman and this procedure by itself may cause cancer.
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INTRODUCTION
In Ecuador during 2012, 664 women died from cervi-

cal cancer, and the estimated incidence for 2013 was 15.8
cases per 100,000 citizens; however, important differen-
ces were noted between the country’s various provinces @.
Cervical cancer detected during stage IA has a five-year
survival rate of nearly 99%, while the survival rate of wo-
men with stage IV cancer is between 15 and 20%, accor-
ding to the International Federation of Gynecology (Fede-
racién Internacional de Ginecologia - FIGO) @9,

In our country, a large number of advanced cases conti-
nue to be reported, and mortality rates continue to be quite
high. The percentage of advanced cases is due in part to
poor coverage of impoverished populations living in rural
areas and also to the limited effectiveness of messages re-
garding early detection programs ©.

Regarding breast cancer, in Ecuador, 30 of 100,000 pe-
ople are diagnosed each year, approximately half of which
are in an advanced stage, which decreases the likelihood
of successful treatment and survival ®. We would do well
to heed the observations made by Pino and Alban in their
2006 study: ‘It appears there is a group of women who ne-
ver in their lives avail themselves of health services and,
even if they do, their deaths cannot be avoided’®.

Starting with the concept of social representations, the
present study explored the values, knowledge, and expe-
riences of users of the cervical and breast cancer early de-
tection programs (Gynecological DOC), with the goal of
identifying the meanings that women derived from messa-
ges provided by health professionals and other sources of
information.

Social representations include elements such as opi-
nions, beliefs, and perceptions and constitute a particular
type of understanding through which people acquire phy-
sical and social realities. This form of knowledge acquisi-
tion is integral to a group or to daily social interactions and
presents a mode of interpreting reality. ‘Social representa-
tion is a particular type of knowledge: an organized body of
understandings and one of the mental activities that allows
individuals to make sense of physical and social realities
integral to a group or a daily social interaction, liberating
the powers of imagination’©.

According to Moscovici, social representations emerge
or appear in circumstances of crisis or conflict in respon-
se to the need to classify and comprehend highly complex
events. Fundamentally, the triggers of this emergence are
the dissemination of information, focusing on the indivi-
dual and collective subject, and the pressure of the impli-
cations of the socially defined object . These conditions
were identified by the research team as key to initiating the
study process that coincided with massive national cam-
paigns for breast cancer prevention.

Social representations allow people to familiarize that
which initially appears as strange, resulting in the disappe-
arance of the sense of threat that accompanies the unkno-
wn ®. For many women, in 2008, the campaign ‘Away with
the Bra and Touch Yourself (Fuera Brazieres Tocate) made

breast cancer visible in a direct manner, which allowed the
topic to be included in casual conversation, via sharing of
fears and experiences. This fact was seen as an opportunity
for the research team.

'This research was based on the theory proposed by Gre-
gory Bateson, which presents a view of the world as a ne-
twork of relationships, connections, patterns, and context
that allow a more complete understanding of the complex
problems that individual disciplines, such as the sciences,
attempt to address. Communication is the basic element of
interpersonal relationships that allows us to put ourselves
in another’s place; it allows the ability to comprehend the
teelings and thoughts of another without passing judgment
and without necessarily putting ourselves on their side by
simply finding links that allow us to connect to them from
our particular circumstances ©19.

'This research is a part of the work that the authors have
performed in primary healthcare services over the past 16
years. All fieldwork personnel are associated with projects
that promote the empowerment of women by creating spa-
ces for gathering and reflection, which facilitates the un-
derstanding of the various scenarios in which the fieldwork
was performed.

POPULATIONS AND AREAS STUDIED

'This work was conducted between February and Sep-
tember 2009 and was developed in three phases; the first
phase was undertaken in urban neighborhoods of the ca-
pital; the second phase was conducted in rural areas of the
capital and a rural area in the city of Sangolqui; and finally,
the third phase was conducted on a rural population in
Guayas Province. Nine focus groups were conducted along
with four in-depth interviews. The participants included
81 women between 18 and 65 years of age who were users
of primary healthcare services in different urban and rural
neighborhoods of the Metropolitan District of Quito and
in two rural communities, one in Pichincha Province and
the other in Guayas Province.

The focus groups were held in three middle-income
urban neighborhoods in the capital, one low-income nei-
ghborhood in the capital, one rural neighborhood in the
capital with a particularly high percentage of indigenous
residents, two rural neighborhoods of the capital with most
of their population involved in agricultural work, one rural
neighborhood of the city closest to the capital that receives
an internal and external migrant population, and finally a
rural population in Guayaquil, the country’s most popu-
lous city. The levels of education of the women participa-
ting were distributed as follows: illiterate, three (3%); grade
school, 17 (21%); some high school, 34 (42%); completed
high school, 25 (31%); and higher education, two (2%).

The process of sorting the participants into groups
began with identification of women who were influen-
tial in their setting, such as community mothers, midwi-
ves, neighborhood leaders, and mothers’ club presidents.
Once identified, these key women were presented with a
summary of the topics to be discussed and were asked to
collaborate in the formation of the groups. These contacts
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provided us with lists of users of primary healthcare servi-
ces, including addresses and telephone numbers, and occa-
sionally allowed us to use private facilities for focus groups.
Each of the participants was contacted and invited to par-
ticipate before being informed and providing their consent.
The inclusion criteria were as follows: female, between 18
and 65 years of age, user of primary healthcare services,
having undergone at least one Pap test, and willingness to
participate in the study.

METHODOLOGY

A qualitative interpretive-explicative study was perfor-
med. The information was generated through focus groups
and in-depth interviews with female primary healthcare
users between 18 and 65 years of age. To promote parti-
cipation, focus groups were held in private homes or com-
munity centers and were facilitated by women identified as
neighborhood leaders or who were close to the fieldwork
team. The exception was the focus group in the province
of Guayas, which was held in the social area of the health
clinic because the contact person used this address in the
announcement. In each focus group, a female doctor fami-
liar with education and qualitative research participated as
a moderator, and a female sociologist observed.

A sampling was performed at the convenience of the
researchers, using access and time as criteria. In selecting
the sample, the women’s profiles were defined to ensure
that the information was rich, varied, and deep. The mo-
derator worked without a defined script and was limited
to facilitating discussion on whatever topics arose sponta-
neously. In very few cases was it necessary to insert content
that had not been covered. At the end of each focus group,
the first triangulation was performed with the participants.
The fieldwork succeeded in bringing together the partici-
pants by approaching the communication process as one of
empathy and respect between human beings.

In total, nine focus groups and four in-depth interviews
were conducted. The interview participants consisted of
women identified as key informants among the users of
primary healthcare services (two midwives and two com-
munity leaders). Focus group data and interviews were sto-
red as both voice files and digital files. Once transcribed,
the recordings were complemented by the observer’s notes.
'The data were triangulated for later narrative analysis and
content interpretation, according to the initial categories of
analysis and those that emerged. The data were segmented
manually.

RESULTS

A total of 81 women from various socio-economic le-
vels participated in the focus groups and in-depth inter-
views. Regarding the women’s levels of education, 73% of
the participants had partially complete or incomplete edu-
cation, 3% were illiterate, and 2% had higher education.

The categories of analysis for the study were 1) the
perception of DOC gynecologic programs, 2) social repre-

sentations of DOC gynecologic procedures, 3) sources of

information on cervical and breast cancers, and 4) factors
determining the performance of procedures.

This study revealed that women in all groups confirmed
awareness of the DOC gynecologic programs and valued
them as important for health; however, with more in-depth
discussion, we observed that this information was formed
on an individual basis, with little relation to biomedical
discourse. “When you have an infection, you should have
a Papanicolaou performed, I believe it also helps see if you
have any inflammation in your ovaries” M., 27 years old.

A significant number of women stated that, for them,
the primary source of information about Pap smear pro-
grams was the use of primary healthcare services during
their first pregnancy or after their first child. This demons-
trates the lack of promotion of these programs, which are
only discovered when women seek prenatal care or family-
-planning services. This is a worrisome finding because in-
cidence and mortality rates increase with age; the majority
of annual deaths in Latin America are documented to be
between 35 and 54 years of age.

Many of the participants believe that a Pap smears
should not be performed on women who have never been
pregnant, as it can alter their fertility. “..if the girl is young
and has not yet been pregnant, they shouldn't do it, it can
make her sterile..., sometimes they scrape and can harm
her” A., 63 years old.

'The determining factors in choosing a health service
were wait time, warmth of personnel, and confidence in
exams. Many women choose private care because the wait
times are shorter. It is worth noting that some women are
willing to tolerate a certain degree of mistreatment if the
professional is recognized as successful.

In this study, we observed that women’s attitudes to-
wards Pap smears are closely related to their experience in
healthcare services. When this has been negative, it can
cause these women to discontinue screenings, not seek out
their test results, and even to cancel follow-up appoint-
ments. Participants reported fear, pain, and embarrassment
as the most frequent elements associated with Pap smears.
“It’s scary, it hurts, and it’s suspicious putting yourself there
with your legs open, I wish there were another way” Y., 37
years old.

For some women, male professionals provided more
“delicate” care. “Often male doctors are more sensitive than
females, they’re friendlier, they treat you better” S., 31 years
old.

Regarding breast self-exams, the majority of partici-
pants regard them as a preventative massage that should
be performed as often as possible. “...the breast massage, if
possible, should be done every day” B., 19 years old.

A mammogram, according to the women, is an exam
performed on cancer patients and, if performed on a heal-
thy person, can trigger the disease.

In various focus groups, the participating women cited
messages from movie and television stars about breast self-
-exams and mammograms as a source of information on
cancer detection programs. Another information source
was advertising attached to undergarments. “More than
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anything, I think it’s because of the actresses that have had
something in their breasts, and they’ve created this cam-
paign against breast cancer and also when they sell bras,
they advise you that they’re part of an anti-cancer cam-
paign” P., 27 years old.

Tables 1,2, and 3 summarize the main findings in rela-
tion to the categories studied.

Table 1 - Social representations regarding breast self-exams and
mammograms

¢ Procedure most identified for breast
cancer detection.

e May have a preventative effect,
in that it acts as a “massage” that
“dissolves” possible growths via
friction.

SOCIAL
REPRESENTATIONS
REGARDING BREAST

SELF-EXAMS * The slogan “Touch Yourself” was
very effective, evoking the curative
power of touch.

e Considered dangerous, associated

SOCIAL \évilthnprocc(je(jvt:trﬁs f(r)]r p?tlents already

REPRESENTATIONS agnosed wirh cancer. .

* The majority of participants believe

REGARDING that it n ncer and “

MAMMOGRAMS a can cause cancer a a

healthy woman should not have it
performed”.

Table 2 - Source of information about DOC gynecologic programs

SOURCES OF INFORMATION FOR THE AWARENESS OF DOC
GYNECOLOGIC PROGRAMS

Prenatal care, female friends, and mass media (HPV

CERVIX . :
vaccine commercials).
Self-exam: “Touch Yourself” campaign,
media figures, and publicity associated with
BREAST undergarments.
Mammograms: mass media, female friends, and
media figures.
Table 3

FACTORS DETERMINING THE PERFORMANCE OF DOC
PROCEDURES

Quality of relationship with healthcare professional.

CERVIX Accessibility: hours, distance, and wait time.
Self-exam: publicity is essential, but it is unclear how to
accomplish this.
BREAST Clinical breast exam: lack of knowledge, performed when
changes are noted.
Mammograms: lack of knowledge, fear, and accessibility.
DISCUSSION

Social representations emerge when people discuss is-
sues of mutual interest or when certain topics are presented
by mass media as relevant @ ®. This research was perfor-
med in 2009, months after the start of the “Away with the
Bra and Touch Yourself (Fuera Brazieres Tocate)” campaign,

RESUMO

which had a national impact.

Assessing the social representations of the DOC gy-
necologic programs allowed us to approximate the ways in
which women process both the information they receive
from service providers and mass media and that which
they derive from personal stories of experiences with heal-
theare services 12, This combination of message content
plus experience serves as a reference point for shaping an
attitude on a concrete procedure such as a Pap smear or a
mammogram 19

The Pap smear procedure is surrounded with an inte-
resting symbolism: going to the doctor’s office; removing
one’s clothing, sometimes in front of one or more strangers;
climbing onto the exam table; assuming the gynecological
position; being observed; and finally being manipulated
with instruments, which all provoke a sensation of great
vulnerability and recapitulate experiences of mistreatment
and discrimination.

'The information most acknowledged and appreciated
by women is that which is derived from nonmedical sour-
ces, as it is perceived as more familiar and less threatening
(415 The conclusion is that women have unmet needs in
areas such as access to primary healthcare services, appro-
priate information on the value of exams, prolonged wait
times for results, and other areas related to the behavior of
healthcare personnel ().

For women, the breast self-exam is the most known
and practiced procedure 7. The “Touch Yourself” cam-
paign was met with wide acceptance because it invokes be-
lief in the power of touch, friction, and contact.

The information that women receive from various sourc-
es, including their family environment, healthcare services,
and their personal experience, is processed through their
imagination ®. Therefore, for messages from gynecologi-
cal cancer early-detection programs to be clear, they should
consider the socio-cultural contexts of the recipients. Like-
wise, healthcare professionals should also bear these in mind
to ensure the success of these programs (517,
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O propésito desta investigacio foi explorar os conhecimentos e crengas respeito aos programas de detecgio do cancer ginecolégico, entre
usudrias de centros de atengdo primaria de satide, para identificar as representagdes sociais que as usudrias dos centros de saide elaboram
acerca de estes programas e dos diferentes procedimentos que compreendem.

O desenho da investigagio foi exploratério e qualitativo, mediante grupos focais e entrevistas a profundidade, com a respectiva andlise
narrativa e interpretativa do conteido. Encontrou-se conhecimento confuso acerca dos programas de tamisag¢io de cancer ginecolégico

e dificuldades associadas  realizagio dos procedimentos.

Os significados mais frequentes acerca dos programas foram o uso da citologia cérvico-vaginal para detectar gravidez, quistos oviricos ou
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infec¢des. A maioria das participantes associava este procedimento com una experiéncia dolorosa e traumdtica. Respeito ao autoexame de
mamas, o identificaram como uma massagem preventiva-terapéutica e 4 mamografia, como perigosa porque poderia desenvolver cancer.

DESCRITORES
Detecgio Oportuna do Céncer Ginecolégico; Citologia Cérvico-Vaginal; Mamografia, Representagdes Social, Investigagio Qualitativa

RESUMEN

El propésito de esta investigacion fue explorar los conocimientos, actitudes y creencias respecto a los programas de deteccién del cincer
ginecoldgico entre usuarias de centros de atencién primaria de salud para identificar las representaciones sociales que las usuarias de los
servicios de salud elaboran acerca de estos programas y de los diferentes procedimientos que comprenden.

El disefio de la investigacién fue exploratorio y cualitativo, mediante grupos focales y entrevistas a profundidad, con el respectivo anlisis
narrativo e interpretativo del contenido. Se encontré conocimiento confuso acerca de los programas de tamizaje de cincer ginecolégico
y dificultades asociadas a la realizacién de los procedimientos.

Los significados mds frecuentes acerca de los programas fueron: el uso de la citologia cérvico-vaginal para detectar embarazo, quistes
oviricos o infecciones. La mayoria de los participantes asociaba este procedimiento con una experiencia dolorosa y traumatica. Res-
pecto al autoexamen de mamas, lo calificaron como un masaje preventivo-terapéutico y a la mamografia como peligrosa porque podria
desarrollar cdncer.
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