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Abstract

Objective—Many women in Africa are diagnosed with advanced breast cancer. We explored
Malawian breast cancer patients’ perspectives about their diagnosis and ability to access care to
identify help-seeking behaviors and to describe factors influencing delay.

Methods—We purposively sampled 20 Malawian breast cancer patients to conduct in-depth
interviews. Transcripts were double coded to identify major themes of breast cancer help-seeking
behaviors and what delayed or facilitated access to care.

Results—We outlined a breast cancer help-seeking pathway describing decisions, behaviors, and
interactions from symptom presentation to receipt of cancer care. Patients were largely unaware of
breast cancer and did not immediately notice or interpret symptoms. As symptoms progressed,
women inferred illness and sought help from social networks, traditional remedies, and medical
care. Economic hardship, distance to the facility, provider knowledge, health system factors, and
social norms often delayed reaching the facility, referrals, diagnosis, and receipt of care.

Corresponding author at: Racquel E. Kohler, Ph.D., University of North Carolina at Chapel Hill, 1101 McGavran-Greenberg Hall, CB
#7411, Chapel Hill, NC 27599, Phone: 407.902.5387, Fax: 919.843.6362, rkohler@email.unc.edu.

Present address: Racquel E. Kohler, Ph.D., Dana-Farber Cancer Institute, 450 Brookline Ave, LW 601, Boston, MA 02215, Fax:
617-582-8728

Conflicts of Interest: The authors have no conflicts of interest to disclose.

Publisher's Disclaimer: This is a PDF file of an unedited manuscript that has been accepted for publication. As a service to our
customers we are providing this early version of the manuscript. The manuscript will undergo copyediting, typesetting, and review of
the resulting proof before it is published in its final citable form. Please note that during the production process errors may be
discovered which could affect the content, and all legal disclaimers that apply to the journal pertain.

brought to you by .{ CORE

provided by Carolina Digital Repository


https://core.ac.uk/display/304665768?utm_source=pdf&utm_medium=banner&utm_campaign=pdf-decoration-v1

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kohler et al. Page 2

Conclusions—Saocial-contextual factors at the individual, interpersonal, and health system, and
societal level delay decisions, behaviors, and access to breast cancer detection and appropriate
care.

Practice Implications—A comprehensive approach to improving breast cancer early detection
must address public awareness and misconceptions, provider knowledge and communication, and
cancer care delivery.

Keywords

breast cancer; breast symptoms; help-seeking behavior; early detection; delay; Malawi; sub-
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1. Introduction

Breast cancer is the most common cancer in Africa (134,000 cases in 2012), and incidence is
expected to continue to increase. It is also the leading cause of cancer death; the mortality to
incidence ratio in Africa is 47%, compared to 19% in the US [1]. High mortality rates are
likely due to low awareness, many women being diagnosed with advanced disease, and lack
of screening and diagnostic services [1-3], all of which underscore the need to explore
factors affecting early detection and treatment initiation.

A woman’s decisions and ability to access cancer care may be influenced by individual
psychosocial factors and lived experiences as well as broader social-contextual influences
and interactions with her environment [4, 5]. Systematic reviews of quantitative and
qualitative breast cancer studies found that delays greater than three months affect breast
cancer survival [6-9]. Common risk factors for delay include low socioeconomic position
(SEP), lack of cancer knowledge, embarrassment of being examined, and distance to the
health facility [10, 11]. However, few studies from Africa, where health resources are scarce,
cancer awareness is low, and screening is uncommon, have been conducted or included in
such reviews. Previous qualitative studies are largely descriptive, and few developed
conceptual models to understand the complex factors influencing delayed and early
detection [10, 12, 13]. Additionally, few delay models have explored the influence of
alternative treatments and traditional medicine, which are commonly used among cancer
patients across Africa [14].

Therefore, the objective of this study was to explore how Malawian women accessed breast
cancer care and what influenced their decisions and ability to seek help. This paper proposes
a framework, grounded in findings from in-depth interviews, to understand delay and
improve early detection and treatment initiation in sub-Saharan Africa (SSA). We describe
potential breakdowns at specific stages, transitions between stages, and how different factors
can cause delays along the breast cancer help-seeking pathway.
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2. Methods
2.1 Study setting

The study was conducted in Lilongwe, Malawi, as part of a larger project investigating
breast cancer knowledge and preferences. Malawi is a small, densely populated country in
SSA. Over 80% of the population lives in rural areas and relies on subsistence farming [15].
The public health system provides free basic services through local health centers, small
district hospitals, and referral tertiary care hospitals. Cancer is an increasingly important
problem for the resource-limited health system [16-18].

2.2 Study design

We conducted in-depth interviews because they are well-suited for exploring how people
give meaning to their lived experiences [19] and can provide insight into how people
interpret and act on symptoms while considering the local environment and cultural context.
We recruited breast cancer patients from Kamuzu Central Hospital, one of two teaching
hospitals where breast cancer treatment is available. Local fieldworkers trained in social
science research and oncology clinic staff identified patients =18 years of age with
confirmed pathologic diagnosis of breast cancer. We used purposive sampling to incorporate
a range of perspectives including differences in age, residence, and educational attainment;
we recruited women with different backgrounds to ensure representation across groups and
until we reached saturation. Eligible patients provided written and verbal informed consent.
The authors’ institutional review board and the Malawi National Health Services Research
Committee approved this study.

2.3 Data collection

Interviews were conducted in a private room between April and August 2014. The
fieldworkers and principal investigator met regularly to discuss the responses and revise the
semi-structured interview guide as additional topics emerged. Broad topics in the interview
guide included help-seeking behaviors, breast cancer knowledge, symptom experiences, and
diagnosis and treatment barriers. Interviews lasted 48 minutes on average.

All interviews were conducted in Chichewa, recorded, transcribed verbatim, and translated
into English. Translation consultations occurred regularly to review problematic words.
Multiple pages of four transcripts were back translated to ensure the meanings of the
interviews were not lost.

2.4 Data analysis

Transcripts were analyzed in Atlas.ti 7 (Atlas.ti Scientific Software Development, Berlin,
Germany). We used an inductive coding approach initially and then grouped codes to create
a codebook based on the social contextual model [4] and the preliminary interpretation of
participants’ responses. Through an iterative approach, two readers independently coded
transcripts, discussed divergent applications, revised definitions, and added new codes until
consensus was reached. We identified overarching themes and compared code frequencies
and co-occurrence patterns across groups. We also used Strauss and Corbin’s paradigm
approach to organize and conceptualize the conditions, actions/interactions, and
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consequences within transcripts [19], diagramming various trajectories women narrated to
represent help-seeking patterns.

3.1 Sample characteristics

We recruited 20 patients with varied levels of education, employment status, age, and
residence (Table 1). Women were at different phases of cancer care, including recently
diagnosed, receiving neoadjuvant chemotherapy, receiving adjuvant chemotherapy, under
surveillance care, and receiving palliative care for metastatic disease. The median age was
47 years. All women were symptomatic when they were diagnosed. Their experiences
illustrated a complex set of factors that influenced help-seeking behaviors and led to delays
between symptom onset, diagnosis, and treatment initiation ranging from a few weeks to a
few years.

3.2 The breast cancer help-seeking pathway

The pathway comprises six stages that emerged from the interviews (Figure 1). It is
displayed with sequential stages, but represents a complex decision-making process with
different trajectories such as moving quickly, getting stuck, skipping steps, or looping back
to earlier stages. This patient’s description exemplifies the process:

“At first, [the] top of the breast became very hard. But it was not painful. So | was
just saying, maybe that is what happens after menopause. But the other one was ok.
| stayed like that for a year. But still I was not feeling well no matter how much
medication | took. Then | noticed that the breast had started swelling. That was
when | asked my friends, ‘Look at my breast, is this what happens after
menopause?’ The lump confused me...the breast felt hot at times, but most of the
time it was not painful [...] People said, ‘Go to the hospital. This may be cancer...
my husband’s niece had the same symptoms. She was late. She died. When a
person is diagnosed early, she gets cured. So go.” That was how | started going to
the hospital.”

Early detection depends on the decisions of patients and their interactions with social and
contextual factors, and in Malawi this pathway is complicated by extreme poverty, cultural
beliefs and practices, and an overburdened health system. We describe themes from multiple
levels of influence affecting each stage below. In short, these findings suggest a framework
(Table 2) that connects social determinants, individual, interpersonal, health system, and
social norms to delayed receipt of care. Illustrative quotes of these factors are highlighted in
Table 3.

3.2.1 Stage 1: Notice and interpret the initial symptom—Given the lack of
screening services, the first stage is that a woman discovers “something strange” on her
body. As many health theories suggest, a woman’s knowledge, beliefs, experiences, and risk
perceptions influence how she interprets symptoms [20-22]. Most participants in this study
did not have preconceived ideas about breast cancer signs to help give meaning to the
symptom, and a majority of the patients did not consider the symptom to be very serious.
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For them, it was more of a trivial ailment, which caused some women to dismiss the
symptom.

3.2.2 Stage 2: Monitor changes and infer illness—Before attributing potential
causes to their symptoms, women monitored symptom development and reappraised
changes over time. Participants delayed for several months or years waiting for it to “go
away,” which was especially common when a woman did not “feel sick.” Because of their
lack of symptom knowledge, most participants did not attribute their symptoms to cancer.
Instead they thought the unfamiliar changes were due to other pre-existing conditions, aging,
trauma, or common ailments. For example, three women attributed their symptoms to their
pregnancy and delayed seeking help until after delivering the baby. Other women
misinterpreted their symptoms as swelling from clogged milk or from difficulty
breastfeeding.

3.2.2.1 Knowledge and risk perception: A few women who were aware of breast cancer
recognized their symptoms as potential signs and acknowledged that something might be
wrong; however, some delayed taking action because they were in denial - a common coping
response to symptoms indicative of cancer [21, 23]. Conversely, a few women with
increased risk perception sought help sooner. For example, two women worked in health
care and their health education helped them infer illness quickly.

3.2.3 Stage 3: Decide to seek help—The transition from monitoring symptoms to
seeking help is crucial, because as symptoms progress with noticeable changes, the disease
becomes more advanced [6]. Though some women’s awareness was enough to motivate
them to seek help, other women needed additional cues.

3.2.3.1 Nature of the symptom - seeing is believing: Women often experienced multiple
symptoms, and the nature of the symptom affected their behaviors. Delay was especially
common when women did not experience pain. Even women who knew about breast cancer
were confused by symptoms: “It felt hard when | touched it...but the breast was not
painful...it was difficult for me to notice that it was cancer because the breast was ok.”
However, as their symptoms progressed women decided to seek help. Patients frequently
mentioned increased pain, bloody discharge, and wounds “bursting” as triggers to seek help.
Experiencing visible symptoms, seeing a lump grow, or an additional lump form also
motivated them. As symptoms escalated, the disease threat led to fear, often prompting
women to consult their social networks or changing their intention to seek medical care.

3.2.3.2 Attitudes toward medical interventions and trust in providers: Most women had
positive attitudes about medical interventions and were pragmatic about treatment; they
trusted doctors to give them the “right medication” to “get rid of the problem.” Despite these
attitudes, social norms about waiting to seek medical care until one is very ill and not
wasting providers’ time made some women delay. Many women also held paternalistic
views toward providers, commonly saying things like, “anything that the doctor tells me, |
will accept.” Because of these views, patients rarely questioned the providers’ recommended
treatment, leading to delayed referrals from lower-level health facilities due to misdiagnoses.
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3.2.3.3 Cancer-related experiences among peers: Some participants were more aware of
cancer signs from peers’ experiences (e.g., knew a cancer patient or saw a woman with one
breast), which helped symptom interpretation and triggered the decision to seek medical
care. Additionally, family members and neighbors often relayed stories about others who
had cancer, prompting women to seek medical care.

3.2.4 Stage 4: Intend to seek help—The importance of behavioral intention, social
influences, and reinforcements emerged as factors that affected women’s intentions to seek
help [24-26]. Although some women decided to seek help they did not immediately act or
were unable to act on the decision for various reasons.

3.2.4.1 Seeking help from social network: Most patients disclosed their symptoms to a
family member, neighbor, or friend. Women often told their husbands first, but also
consulted peers or village elders. Although women’s narratives described how their
interactions with mothers, daughters, and friends often motivated them to “rush to the
hospital,” sometimes seeking help from their networks caused additional delays. Some
network members reinforced misconceptions, suggested alternative explanations for
symptoms, or promoted traditional medicine.

3.2.4.2 Seeking help through traditional remedies: Many women were confused about
what caused their symptoms, motivating some to try traditional remedies. Six women
disclosed that they sought traditional healing; four were aware of breast cancer and still tried
local remedies. The duration and types of remedies varied, and patients usually sought
medical care after trying “many things to remove lumps.” Participants also spoke
anecdotally about other breast cancer patients they knew from the hospital who went to
herbalists; they described how women were “told they were bewitched” and their breasts had
many “tattoos” (lesions and scars) from herbs. Traditional remedies caused delays before
seeking medical care, but also when women were in between referrals, receiving
chemotherapy, and after surgery.

3.2.4.3 Seeking medical care: Throughout the interviews women spoke about two concepts
that instilled a sense of responsibility to be tested to know about one’s health status and
urgency to get treated early.

3.2.4.4 Importance of testing — “knowing how your body is”: Many women discussed
how it is “good to know about your body” and they valued knowing whether they were
healthy or sick. Women also recognized that they could only be “tested” at the hospital,
which motivated some to seek care. Although some participants were told that they had
cancer at lower level health facilities, most women said they were diagnosed at the referral
hospital — where the biopsy was performed. This distinction was common; the results from
the hospital were highly valued so a patient could “know what’s wrong” and “get the real
truth.” The confirmed diagnosis meant they could “get help” and receive the “right
treatment.”

3.2.4.5 “Rush to the hospital”: Women believed that doctors could help them, that
treatments were effective, and that early treatment was important “because when you go late
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to the hospital it’s difficult to be assisted.” Though many women described waiting for
months while monitoring symptoms, they still believed they came quickly to the hospital
after realizing the severity of their symptoms. Only a few women acknowledged that they
were late and had been “just staying” at home. Though most women understood the benefit
of getting treatment “in time to be healed,” their intentions did not align with their ability to
act on their desired behaviors. Some wanted to go sooner, but competing priorities and
structural barriers to care limited access and led to delays.

3.2.4.6 Economic hardship and roles and responsibilities: A majority of participants
relied on husbands or families for financial support. However, some women were working
when they noticed symptoms and delayed seeking medical attention due to responsibilities:
“That time | did not go because | was harvesting maize in the village. | also did not have
anyone to leave the house with.”

3.2.5 Stage 5: Reach the health care facility—Reaching a health facility comprises
two stages: reaching the facility for the first contact (usually a lower level facility) and then
reaching the referral hospital (where a woman would be diagnosed through biopsy and
receive treatment). As many of the themes of these stages are similar, they are described
together.

3.2.5.1 Health care connections: Because of Malawi’s tiered health care system patients
are expected to follow referral channels before going to a tertiary care facility. A majority of
the participants relied on referrals, seeking care at multiple health centers and small
hospitals before getting to the central hospital. However, some women gained access more
easily, skipping the usual process due to personal connections, such as a family member who
worked in the health system. Others accessed private facilities because friends or family
members provided financial support.

3.2.5.2 Distance to facility and transportation costs: Almost all participants described
transportation problems due to the distance to the hospital and the costs to get there. More
than half of the patients were from rural villages; they used a combination of walking, hiring
a bicycle ride, or taking a minibus to reach health facilities. Although transportation was a
hardship that affected both phases of reaching a facility, the cost of transportation was more
commonly noted as a barrier to reaching the tertiary facility for diagnostic evaluation. The
distance and transportation challenges also affected treatment. One woman described how it
took three months to save enough money so she could return to the hospital for surgery.
Financial assistance from family and friends frequently helped women reach the facility.

3.2.5.3 Provider knowledge: Many patients experienced delays in transitions of care due to
poor provider knowledge and misdiagnosis. Multiple women were given pain killers for
many months before receiving a referral. Misconceptions were reinforced at the local
facilities when providers failed to recognize breast cancer symptoms. Indeed, women were
told the symptoms were caused by a boil, rheumatism, or high blood pressure and sent home
without referrals.
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3.2.6 Stage 6: Receive appropriate care—The final stage is to receive adequate
diagnostic workup and initiate treatment as early as possible. However, provider and health
system challenges contributed to delays.

3.2.6.1 Access to providers and services: Diagnostic evaluations are not available at small
health centers and can require multiple visits for X-rays, blood work, and obtaining a biopsy
sample. Issues concerning the availability of these services came up in multiple interviews.
For example, various hospital departments turned women away because a doctor was not
available, the computer was broken, or the X-ray machine was not working. Patients were
frustrated and discouraged after multiple visits back and forth. Many women also explained
how they were scheduled for surgery, waited in the wards for a few weeks after the
scheduled date, and eventually went home before having a mastectomy.

3.2.6.2 Care delivery processes and communication: Generally patients are responsible
for collecting and keeping their medical records, which was problematic for some
participants. Lack of provider communication about procedures, labs, and reports also led to
misunderstandings. Two patients thought the biopsy procedure was treatment; believing they
were cured after the biopsy, they did not return for many years until their symptoms became
severe:

“l was admitted, | had a lump, they removed it...I thought that was the end of
that...l thought that | had been cured [...] When days passed, two to three years,
it’s when pain started again at the same place.”

Other women shared how the biopsy report took “many weeks” and were unsure about when
to return to “hear the results.” Women described traveling to the hospital only to be sent
home because results were not ready or samples were lost therefore additional biopsies were
needed. For some women, these long periods without a confirmed diagnosis or treatment led
to them trying traditional remedies.

3.2.6.3 Chemotherapy shortages and medication costs: Although treatment at the public
hospital is free, multiple patients were told to purchase chemotherapy at private pharmacies
because of drug shortages. One patient described a shortage lasting multiple months, but she
could not afford the medication and did not receive the prescribed treatment. Others,
however, gathered money from their social networks and expressed gratitude for the
generosity of their family members, friends, and neighbors who contributed to their costs of
care: “l was told that I should go and buy treatment [...] So had it been that | had no
relatives, that means | could not receive treatment.”

4. Discussion and conclusions

4.1 Discussion

Breast cancer is a growing public health concern for many African nations, and effective
interventions require identifying the underlying factors of late diagnosis. Our conceptual
framework considers the complex conditions, beliefs, and relationships that influence breast
cancer detection, diagnosis, and treatment initiation in Malawi. We outline how patient
decisions and interactions with the social context — specifically social networks, providers,
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and health system — influence help-seeking behaviors and the ability to access and receive
care. To our knowledge this is the first framework providing a comprehensive picture of
breast cancer help-seeking behaviors, delays, and access to care issues developed from
empirical evidence from SSA.

Our pathway builds upon Andersen and Cacioppo’s model of delay which outlines various
stages of perceiving, interpreting, and responding to symptoms [20]. Using aspects of the
theory of reasoned action and Precaution Adoption Process Model (PAPM), we identified
cognitive stages of decisions to take action [21, 24, 25, 27]. The PAPM emphasizes that
people who are unaware of a health issue face different barriers than those who know and
decide not to act, which is well-suited for our setting. Finally, we situated our framework
within the social ecological model to explain how help-seeking behaviors and access to care
are also influenced by social context and environmental factors[28].

Although a few patients were knowledgeable, the majority of interviews indicated that lack
of awareness initially led to delays until the symptoms progressed. This is consistent with
findings from a review of pathology reports that nearly half of Malawian breast cancer
patients experienced multiple symptoms for over 1 year before being diagnosed [29].
Symptom appraisal and cancer knowledge have been cited as factors of delay and cancer
behaviors in studies worldwide [8, 9, 13, 20]. Other studies from low- and middle-income
countries outside of Africa support these findings, especially that perceiving symptoms as
non-threatening can delay diagnosis [12, 30]. Similar to findings from Ghana and Ethiopia,
we found that many women had never heard of breast cancer and did not know that a breast
lump was a sign of cancer [31, 32].

Local misconceptions about symptoms led some women to try traditional medicine; cultural
beliefs and traditional remedies have been reported in cancer studies across SSA [32-34].
Although religious beliefs and prayer led to delays among Nigerian patients [35], we did not
observe the same effect - patients in our study relied on religious beliefs for acceptance and
hope.

These results may inform an awareness campaign or education materials to promote breast
cancer awareness and address misconceptions. Messages should be designed to focus on the
symptoms, risk factors, and potential cure of breast cancer, but must not cause alarm or
overload the health system. Awareness messages should be broadly disseminated to the
public and health care providers due to the multiple levels of influence that affect early
detection.

implications

Ensuring providers at primary care facilities are trained on breast cancer symptoms and
clinical breast exam may reduce misdiagnoses and speed up referrals for suspected cancers.
Additionally, because health system factors such as distance to the facility and transportation
costs were common barriers, expanding services at health centers would increase availability
and accessibility. Health care delivery improvement at and coordination between district and
central hospitals may address logistical delays patients faced between consultations, biopsy
sampling, surgery, and chemotherapy. Interventions to improve patient-provider
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communication are needed. Counseling and support services might help patients navigate
the diagnosis process better, increase patient understanding, and improve treatment plan
adherence. Finally, future research should explore the role of traditional healers and the
potential to engage them to work with the health system to improve early detection and
adherence to treatment.

Limitations of this research should be noted. We recognize that many Malawian women with
breast cancer may never reach a referral hospital where patients were recruited. Additionally
some women initially experienced symptoms or were diagnosed a few years prior to being
interviewed, therefore their recollection of events may not be as sharp. However, we
recruited women at different stages of cancer care and heard similar stories from women
with recent and past experiences. Although the results of this study reflect Malawian breast
cancer patients” experiences, key findings and our proposed framework may be
generalizable to other common cancers in SSA, like cervical cancer, and used to improve
cancer care more broadly for low SEP populations.

4.3 Conclusions

Breast cancer patients in Malawi experienced long delays between symptom onset, being
diagnosed, and initiating treatment. Initially low awareness of the disease and symptoms
delayed women’s decisions to seek help, but interpersonal, health system, and social factors
also greatly affected women’s behaviors and access to care. Overall, this framework
provides a more nuanced consideration of help-seeking behaviors and social-contextual
factors affecting breast cancer delay. By identifying the ways in which poverty, cultural
beliefs, social interactions, and health care delivery affect women’s ability to access care, it
is possible to design interventions to improve early detection in SSA.
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Highlights
This is the first study to describe the breast cancer help-seeking pathway in Africa
Malawian patients were largely unaware of breast cancer, which led to long delays

Complex individual, interpersonal, health system, and social factors affected
access

The proposed framework identifies areas for interventions to improve early
detection

A multi-level approach to improve breast cancer early detection is needed
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Figure 1.
Dotted lines along the pathway indicate options trajectories (e.g., some women may seek

help from social networks and medical care, but not traditional remedies). Among the key
factors affecting the timing of transitions through phases, multiple, thick lines indicate faster
movement and the lighter dashed line represents slower movement.
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Characteristics of Malawian breast cancer patients

N (%)

Age group
25-40 years
41-55 years
56+ years
Marital status
Married
Single/divorced
Widowed
Religion
Christian
Muslim
Residence
Lilongwe
Other district
Education
No formal schooling
Some primary school
Some secondary school
Economic position
Electricity in house
Regular source of income
Roof type
Iron sheet roof

Grass thatched roof

9 (45)
4 (20)
7 (35)

15 (75)
2 (10)
3(15)

18 (90)
2 (10)

12 (60)
8 (40)

5 (25)
8 (40)
7 (35)

5 (25)
8 (40)

11 (55)
9 (45)
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