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ABSTRACT

Objective: Identifying the barriers in the
access to health care to breast cancer per-
ceived by women undergoing chemother-
apy. Method: An exploratory descriptive
study. The sample consisted of 58 women
with breast cancer receiving chemother-
apy and registered in the public oncology
ambulatory of Aracaju-Sergipe. Data col-
lection was carried out between October
2011 and March 2012 by semistructured
interviews, and data were processed using
the SPSS, version 17. Results: Among the
interviewed women, 37 (63.8%) reported
at least a barrier in the trajectory of care
for breast cancer. The organizational and
health services barriers were the most re-
ported in the periods of investigation and
treatment of breast cancer. Conclusion: In
face of these findings, the barriers should
be considered in public health policies and
programs for the control of breast cancer
in Sergipe.
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RESUMO

Objetivo: Identificar as barreiras no acesso
a atengdo em saude ao cancer de mama,
percebidas por mulheres em tratamento
quimioterapico. Método: Estudo descriti-
vo-exploratério. A amostra foi constituida
por 58 mulheres com cancer de mama
em quimioterapia, cadastradas no ambu-
latério publico de oncologia de Aracaju-
Sergipe. A coleta dos dados foi realizada
entre outubro de 2011 e margo de 2012,
por entrevista semiestruturada, e os dados
foram processados no software SPSS, ver-
sdo 17. Resultados: Entre as entrevistadas
37 mulheres (63,8%) referiram ter, ao me-
nos, uma barreira na trajetdria de cuidado
ao cancer de mama. As barreiras organiza-
cionais ou dos servigos de saude foram as
mais citadas nos periodos de investiga¢do
e tratamento do cancer de mama. Conclu-
sdo: Diante destas constatagdes, as barrei-
ras devem ser consideradas nas politicas
publicas de saude e nos programas de con-
trole do cancer de mama em Sergipe.

DESCRITORES
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Neoplasias da mama

Acesso aos Servicos de Saude
Diagndstico tardio
Enfermagem oncoldgica

RESUMEN

Objetivo: Identificar las barreras en el ac-
ceso a la atencién en salud percibidos por
mujeres con cancer de mama en trata-
miento quimioterapéutico. Método: Estu-
dio descriptivo- exploratorio, cuya mues-
tra estuvo constituida por 58 mujeres con
cancer de mama en quimioterapia inscritas
en el servicio ambulatorio publico de onco-
logia de Aracaju-Sergipe. La recoleccién de
datos fue realizada entre octubre de 2011
a marzo de 2012, por medio de entrevistas
semi-estructuradas. Los datos fueron pro-
cesados en el software SPSS, version 17.
Resultados: Entre las entrevistadas, 37
mujeres (63,8%) relataron haber enfrenta-
do por lo menos una barrera en la trayec-
toria de cuidado del cancer de mama. Las
barreras organizacionales o de los servicios
de salud fueron las mas citadas en los pe-
riodos de investigacion y tratamiento del
cancer de mama. Conclusion: Las barreras
deben ser consideradas en las politicas pu-
blicas de salud y de los programas de con-
trol del cdncer de mama en Sergipe.
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INTRODUCTION

Breast cancer has become a public health problem
worldwide. In 2008, the estimate was of 1,380 new cases
and 458,000 deaths from breast cancer. Among these, ap-
proximately 59% occurred in countries of low and middle
income®. Most cases diagnosed in developing countries
are in more advanced stages of the disease, which compli-
cates treatment®®). Barriers to access to health services,
incomplete or missing information, difficulties in infra-
structure, socioeconomic, ethnic and geographical condi-
tions are some of the problems that lead to delay in diag-
nosis, both from other diseases as neoplasms®®),

Breast cancer, when detected at early stages, has the
best prognosis and ensures lower costs to the health sys-
tem®. Due to do this fact, the access to health services is of
paramount importance, and goes beyond the mere avail-
ability of resources, resulting from a combination of factors,
such as favorable geography, supply of services, cultural in-
fluence and the removal of economic barriers’?.

The delay in diagnosis and treatment implementation
may be related to several barriers found during the search
for health care®®* such as age, gender, education, place of
residence, ethnic group, working conditions, low financial
status, lack of health insurance, among other factors that
detain the diagnosis and care of the disease®>%,

National and international studies recognize the delay
in health care to breast cancer as the leading cause of high
female mortality from this neoplasm@1, As a result, the
barriers to access to health care have been studied in sev-
eral continents such as Latin America, USA, Europe, Asia
and Africa, to better understand this phenomenon(%17-22,
However, little is known about the barriers faced in access-
ing health care to breast cancer in Brazil.

The results of this study may help programs, regula-
tory systems and assistance, and services flowcharts by
understanding the factors that hinder health care in cases
of breast cancer, leading to delays in the service and di-
agnosis at advanced stages™®. It is noteworthy that these
factors vary in each region*3,

This study aimed to identify the barriers in the access
to health care to breast cancer perceived by women un-
dergoing chemotherapy.

METHOD

Study of descriptive and exploratory character, carried
out in the public oncology ambulatory of the state of Ser-
gipe, located in the city of Aracaju.

The study population consisted of women diagnosed
with breast cancer, residents in the state of Sergipe, who
had started neoadjuvant or adjuvant chemotherapy in the
aforementioned oncology center between 01/08/2011
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and 31/03/2012. Were excluded of the study the women
residing in other states when detecting the change in the
breast, those aged under 18 years, and those who had dif-
ficulty with understanding and answering the questions of
the interview for data collection.

Seventy-eight women diagnosed with breast cancer were
identified by a search in the registry of patients, chemother-
apy schedule, medical records and telephone contact during
the period from 01/10/2011 to 31/03/2012. Among these,
69 were found in the oncology service, ten were excluded for
not meeting the inclusion criteria and a woman refused to
participate, resulting in a sample of 58 women.

The interview took place in the waiting room or in the
chemotherapy administration room either due to the un-
availability of a reserved place at the institution, or the
request of the woman. For quality control and better use
of the information, women were asked for permission
to record the interview with a digital recorder after they
agreed to participate and signed the consent form.

For data collection, was used a semistructured inter-
view script developed by the authors, based on the con-
sensus document for breast cancer control of the Ministry
of Health® and the Clinical practice guidelines in oncology:
breast cancer®), which was content-validated by experts
in the subject. The instrument contained questions that
addressed information about the following: identification,
sociodemographic profile, regarding aspects of the dis-
covery, diagnosis and treatment of breast cancer, the bar-
riers and facilities in access to health services. The open
questions related to barriers and facilities in the trajectory
of care for breast cancer were adapted from a study car-
ried out in Quebec, Canada®.

The trajectory of care for breast cancer was explored
in three chronological periods: the period of detection,
defined between the time when the woman identified
any sign and symptom of change in the breast and the first
consultation with the health professional; the investiga-
tion period, defined as the interval of time between the
beginning of investigation and medical diagnosis; and the
treatment period, the interval of time between the begin-
ning and end of treatment®.

The barriers were conceptualized as events that hin-
dered the access of women to health services while deal-
ing with the case of breast cancer, from the identifica-
tion of signs and symptoms until diagnosis and initiation
of treatment. The responsible for the barriers were the
women, family, friends, health professionals, the institu-
tion or service.

The data collection period was from October 2011
to March 2012, and the information was entered into a
database organized in EPI INFO, version 3.2.1. For data
analysis, was used the SPSS, version 17. It is noteworthy
that the information from the open questions were coded
before typing in the database. A descriptive analysis of
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simple frequency was done for the distribution of barriers
and those responsible for them. It is important to high-
light that during the coding of the reports it was identi-
fied that women had reported one or more barriers and
responsible people/institutions. For the other variables
were calculated the percentage frequencies.

The project was approved by the Ethics Committee in
Research of the Universidade Federal de Sergipe, under
Certificate of Presentation for Ethical Appreciation (Cer-
tificado de Apresentacdo para Apreciagio Etica) - CAAE
number 0196.0.107.000-1. Women were previously asked
to participate in the study and informed about its objec-
tives and ethical issues. In case of agreement, they signed
the Informed Consent Form. The development of the
study met the national and international standards of eth-
ics in research involving human beings.

RESULTS

In the study sample, the mean age was 53.5 years;
42 (72.4%) women declared themselves to be brown;
32 (55.2%) were married; 12 (20.7%) were illiterate; 23
(39.7%) were classified as belonging to class D, according
to the Economic Classification Criterion Brazil (Critério de
Classificagdo Econémica Brasil) - CCEB®), 39 (67.2%) lived in
municipalities outside the metropolitan region of Aracaju.

The barriers and those responsible for it were identi-
fied through open questions, which allowed women to
report more than one of them, according to their percep-
tion. Among the respondents, 37 (63.8%) women report-
ed at least one barrier during the trajectory of care for
breast cancer. Five of these women have reported barriers
and those responsible for it only in the detection period,
nine in the period of investigation, twelve in the treat-
ment period and eleven women have reported it in more
than one period. The period of treatment of breast cancer
was the one with most references of barriers reported by
women, totaling 23 (39.6%).

The sociocultural barriers reported by ten women in
the detection period influenced in the decision to seek
health care and in the access to consultation, after the
discovery of the change in the breast, having the woman
herself as the primary responsible, as shown in Table 1.

In the investigation period, 16 women reported bar-
riers. The difficulties perceived by them were related to
access to the specialist consultation, and imaging and di-
agnosis exams due to barriers of the organization or the
health services. The Municipal Secretariat or the Health
System were the main responsible. Geographical, sociocul-
tural and economic barriers were also mentioned, but less
frequently compared with the organizational (Table 2).

The waiting list at health institutions for scheduling
appointments, tests or treatment was the organizational
barrier most frequently cited in the investigation period.
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Table 1 - Barriers and its responsible perceived by women
with breast cancer during the detection period — Aracaju, SE,
Oct. 2011/Mar. 2012.

Barriers and its responsible in the period of detection n(%)
Sociocultural barriers
Lack of information about the pathology 5(38.4)
Beliefs and taboos surrounding the disease 2(15.4)
Fear of diagnosis and interventions 1(7.7)
Feelings of anguish and helplessness 1(7.7)
Caring for a family member 1(7.7)
Other health problems 1(7.7)
Shame of showing the body 1(7.7)
Economic barriers
Inability to miss work 1(7.7)
Responsible
Individual
Patient 10(76.9)
Family/friends 3(23.1)

Source: Survey data. Note: (n=10).

Table 2 - Barriers and its responsible perceived by women
with breast cancer during the investigation period - Aracaju,
SE, Oct. 2011/Mar. 2012

Barriers and its responsible in the period of

0,
investigation n(%)
Organizational and health service barriers
Waiting list for scheduling consultation, tests and 1038.6)
treatments
Diagnosis error of a health professional 3(11.5)
Examinations, consultations or unavailable procedu- 27.7)
res in the SUS" in the municipality of residence ’
Delay in receiving test results 2(7.7)
Postponement of consultation or procedure by the
. . 1(3.8)
responsible professional
Geographical barriers
Transfer to another city 2(7.7)
Difficulty of access to transportation provided by
- 2(7.7)
SMS
Sociocultural barrier
Lack of information about the pathology 2(7.7)
Caring for a family member 1(3.8)
Economic barrier
Financial difficulty to pay for examinations, diagno-
. 1(3.8)
sis and treatment
Responsible
Organization or health service or health system
Municipal Secretariat of Health or health system 13(65.0)
Individual
Doctor 3(15.0)
Patient 3(15.0)
Family/friends 1(5.0)

Source: Survey data. Note: (n=16). ‘'SUS: Unified Health System (Sistema
Unico de Saude). **SMS: Municipal Secretariat of Health (Secretaria
Municipal de Saude)
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Other organizational barriers mentioned by women also
hinder access to health services and continuity in health care
(Table 2). Among the 23 women who reported barriers in
the treatment period, the most identified difficulties were
related to consultation with a specialist, breast surgery and
chemotherapy. The organizational or health service barriers
were also the most cited, highlighting the waiting list for con-
sultation, tests and treatments. In the perception of women,
the hospital and Municipal Secretariats or Health System
were responsible for these events” (Table 3).

Table 3 - Barriers and its responsible perceived by women with
breast cancer during the treatment period — Aracaju, SE, Oct.
2011/Mar. 2012

Barriers and its responsible in the period of

treatment n(%)
Organizational or health service barriers
?X::ttrirrfnlti;t for scheduling consultation, tests and 10(38.6)
Diagnosis error of a health professional 3(11.5)
Delay in receiving test results 2(7.7)
Exa.minations,*c'onsultatior_ls.or qnavailab_le procedu- 27.7)
res in the SUS” in the municipality of residence
Postponement of consultation or procedure by the 1
responsible professional @8
Geographic barriers
ls)liv[fgg}llty of access to transportation provided by 27.7)
Transfer to another city 2(7.7)
Sociocultural barriers
Lack of information about the pathology 2(7.7)
Caring for a family member 1(3.8)
Economic barriers
Financial difficulty to pay for examinations, diagno- 1
sis and treatment 3.8)
Responsible
Organization or health service or health system
Hospital ou health service 8(33.3)
Municipal Secretariat of Health or health system 4(16.7)
Health insurance 1(4.2)
Individual
Doctor 7(29.2)
Patient 2(8.2)
Family/friends 1(4.2)
Nurse 1(4.2)

Source: Survey data. Note: (n=23). *SUS: Unified Health System (Sistema
Unico de Saude). **SMS: Municipal Secretariat of Health (Secretaria
Municipal de Saude)

The geographical barrier, although rarely reported by
women in the periods of investigation and treatment, de-
serves to be highlighted because the transfer to another
city and the difficulty of access to transportation provided
by the Municipal Secretariat of Health (Secretaria Municipal
de Saude - SMS) were reported, as shown in Tables 2 and 3.
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DISCUSSION

The results of this study show that women perceived
barriers in all periods of the trajectory of care for breast
cancer, but more frequently in the treatment period. Des-
pite in different social, economic, cultural and health care
contexts, a similar situation was reported by 77 women
(64%) of 120 participants in a population study in Quebec,
which found at least one barrier during their trajectory of
care to breast cancer. The periods of greatest occurrence
of barriers were the investigation and treatment®¥. The
presence of barriers in health care to breast cancer occurs
in various contexts and should be recognized and minimi-
zed by all actors involved in health care.

In developing countries like Brazil, the mortality rates
are related to the lack of resources and infrastructure, hin-
dering the early detection and treatment of cancer. These
deficiencies of the service contribute to the detection of
cancer in advanced stages, making the cure of breast can-
cer more difficult, as well as bringing higher costs to the
health system(7:1013),

Among the sociocultural barriers reported by women,
the lack of information about the disease stands out. This
finding can be explained by the low education of women in
the sample, a relevant aspect for early detection of neopla-
sia because the advanced clinical stage is the most preva-
lent among women with low education and income®%1226),
The lack of knowledge about the disease delays the search
for health care, even with the manifestation of important
signs and symptoms as the nodule, erythema and edema,
because the woman, and sometimes friends and family
give different meaning to these changes, minimizing the
symptom and not recognizing its seriousness®*?.

Both the lack of information as social myths created
around the pathology are linked to the late diagnosis of bre-
ast cancer®. The first leads to women’s vague awareness
about the disease, risk factors and severity of symptoms. The
generated beliefs are difficult to socially eradicate and once
established, may affect the assistance programs of early de-
tection, as for example with the myth that cancer is deadly®”),

Although studies report that the fear of the disease
or its diagnosis and intervention is one of the major so-
ciocultural barriers, among women this aspect has not
been identified®>27,

The organizational barriers reported by women during
the period of investigation, should be considered both by
managers as by health professionals in the planning and
organization of primary care, as well as by continuing edu-
cation programs. These barriers create delays in diagnosis
and treatment implementation®9),

For the interviewed women, the difficulty of having
the diagnosis of the disease is mostly related to the de-
lay in getting consultations and examinations, with insti-
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tutions and health services as the main responsible. The
waiting lists in health institutions for scheduling appoint-
ments, tests or treatment was also considered a barrier in
regard to accessibility of health care to breast cancer for
women who participated in the study in Quebec?.

It is noteworthy that the period of investigation was the
one with highest delay in attention to breast cancer, with
6.5 months on average, confirming that this delay can often
be attributed to the slowness of health services®?.

Currently, the role of services and health institutions re-
garding the attention to breast cancer - i.e. how these servi-
ces are organized and structured to serve people - can signifi-
cantly affect the periods of investigation and treatment*2°),

The difficulties in access to consultations and the
mammography are due to the low availability of these ser-
vices. In order to speed the access to cancer care, women
with breast cancer and cancer patients pay for consulta-
tions, examinations and treatments2%,

Thus, inefficient management of health care, disorga-
nized government structure, and little investment in the
policy of care to breast cancer do not allow women to
receive timely care and effective treatment in the trajec-
tory of health”19,

Those responsible for health care must recognize and
seek solutions to barriers in the system itself, to improve
accessibility during the health trajectory of women. It is
necessary to ensure quality in all actions of care for breast
cancer (screening tests, diagnostic tests and treatment)©”),

All organizational barriers mentioned in the investiga-
tion period are repeated in the period of treatment, making
the access difficult and compromising the continuity of care.
The waiting list in health services for a consultation with the
oncologist and the consequent release of chemotherapy, as
well as the surgery, were situations frequently reported by
women. This shows that the provision of services of treat-
ment is deficient in relation to demand, requiring a waiting
list in the service itself. A long interval of time between the
end of neoadjuvant chemotherapy and the breast surgery
is inappropriate in the oncological standpoint, as there may
be a progression of the disease between the maximum re-
sponse to treatment and the surgery®@¥.

Although rarely reported by interviewees, the geo-
graphical barrier is part of everyday life for many of the
women in Sergipe during the trajectory of care for breast
cancer, since the services of greater technological density
are centralized in the capital.
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