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Abstract

Background: Cervical cancer continues to be one of the most common cancers and one of the
leading causes of cancer deaths globally. Women’s experiences and sexual adjustment after
treatment once started for cervical cancer remain relatively unexplored particularly in Ethiopia.
Objective: This study aimed to explore the experiences of women and sexual adjustment after
treatment for cervical cancer in Black Lion Specialized hospital.

Method: A phenomenological approach was applied and semi structured interviews were used to
collect the data between February and March 2019. The interviews were audio-taped and

analyzed using the procedures of thematic content qualitative data analysis.

Results: From the analysis of individual interview data, four themes emerged, namely,
Treatment Side effect, Sexual Problems after radiation therapy, Knowledge deficient and coping
strategies of sexual relation which reflect women’s cervical cancer treatment related problems.
Conclusion: The findings of this study added to the existing body of knowledge on Sexual
experience of women after pelvic radiotherapy for cervical cancer in Ethiopia and elsewhere.
Sexual lives of women are affected due to various reasons and pelvic radiotherapy for the
treatment of cervical cancer. Health professionals should be aware of these effects and should
encourage their patients to express their problems and provide effective, individual counsel to
each client.

Recommendations: There should be well-established integrated service set up to address the
sexual related problems as a result of treatment side effect on the patient’s physical,
psychological as well as social problems of the treated women in Tikur Anbessa Hospital. In
addition to that health professionals should accomplish their responsibilities to address the
women in need, More staffs should be considered to decrease work load and get enough time to
tackle the problems which could decrease the influences related with knowledge deficit and
Federal Ministry of Health should give emphasis for women who receive radiotherapy treatment
and its consequences on sexuality dysfunction and the impact on the quality of life.

.Key words: Cervical cancer, sexual experience, adjustment, Addis Ababa
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CHAPTER ONE

INTRODUCTION

Cervical cancer (CC) is the fourth most common female cancer with estimated incidence and
mortality of 528,000 and 266,000 respectively in the world (1). Cervical cancer is likely to
have a profound effect on women's physiologic, anatomic, and psychological ability to engage in
sexual activity (2). Previous studies reported that the patients with cancer might experience
various physical changes associated with the changes of vaginal structure and size. Some of
these changes might threaten the patient’s self-concept, body image and bring conflicts in the
intimate relationship with the spouse (3) In general; there is a significant decline in sexual
function among cervical cancer survivors after treatments. Research studies have focused on the
quality of life of cervical cancer survivors, with regard to the quality of their sexual relations (4)
In addition to that exploration of psychosexual sequelae following treatment for gynecological
cancer is clearly indicated to facilitate the development of interventions aimed at improving
sexual adjustment and thus enhancing quality of life for these patients(5). Furthermore treatment
of gynecological cancers can have a unique, direct impact upon significant components of a
woman’s sexuality (e.g. sexual interest and responsiveness) and their perceived role as a woman
in their family and society (6). Post treatment disruptions to sexual functioning, such as reduced
libido and dyspareunia, commonly persist when other areas, such as mental health and social
adjustment, have normalized (7). And also studies reported that the patients with cancer might
experience various physical changes associated with the changes of vaginal structure and size.
Some of these changes might threaten the patient’s self-concept, body image and bring conflicts
in the intimate relationship with the spouse (8). Many patients never regain pre treatment sexual
functioning and cervical cancer survivors treated with radiotherapy had worse sexual functioning
than did those treated with radical hysterectomy and lymph node dissection(9). Based on these
facts quality of life is most compromised among patients with inoperable cervical cancer treated
by radiotherapy, with a majority reporting deterioration in physical, emotional, social, and
economic support (10).1t is estimated 78 879 women living in Africa will be diagnosed with
cervical cancer annually, while 61 671 (78%) will die from this disease, which relates to a higher

incidence to mortality ratio than those of the developed world (11) a participant revealed that

12



significant changes in the sexual domain resulting in marital discordance and waning partner
support over the course of treatment and survival (12).

According to global cancer incidence, mortality and prevalence (Globocan), there were about
7,095 newly diagnosed cervical cancer cases and 4,732 cervical cancer deaths in 2012 in
Ethiopia, accounting for about 17.0% of total cancer cases and deaths in females. It is the second
most commonly diagnosed cancer as well as the second leading cause of cancer-related deaths in
women in Ethiopia (13).Cervical cancer ranks as the second most frequent cancer among women
in Ethiopia, there is an increasing number of long-term survivors for whom quality of life is
major importance in spite of lack of rehabilitation support based on their need and interest thus,
this study aimed at providing in-depth information of cervical cancer patient sexual experience
and sexual adjustment for better understanding of the experiences of this specific group could

inform the provision of supportive care services in Tikur Anbessa Specialized Hospital.

Statement of the problem

Internationally, the burden of cervical cancer falls most heavily on developing nations. About
85% of the cases and 88% of the deaths due to cervical cancer occur in developing nations.
women in developing nations are at a 35% greater lifetime risk of developing cervical cancer
than women in high-income .In Ethiopia ,where oncology practice is so young, awareness even
among medical professionals about oncology is much lower than expected. In Ethiopia like most
of sub-Saharan Africa countries doesn’t have cancer registry. The Ethiopian oncology service in
organized way was started in Tikur Anbessa specialized hospital since 1998 Ethiopian calendar,
and the record was covered since then the first fourteen top cancer among registered in the
registration book gynecology malignancy is found to be the leading malignancy which covers
(36.6%). Uterine cervix, ovary, endometrium and vulvae cancer are among malignancies listed
under the gynecology malignancy according to the study and most of the patients are found in
productive age group between ages 40 to 50 such characteristics of the disease made the burden
on the society become worse in the countries (14).Cancer treatment significantly affects the
sexuality function of the patients with cancer. Providing and discussing information regarding
sexuality problems with the patients are some important measures that should be done by the
healthcare professionals (15, 16).The sexual behavior of women needs to be addressed
holistically, because sexuality is comprehensive construct, which requires incorporation of a

variety of individual, social and cultural dimensions (17).
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What is more is that the patients could hardly solve this sort of problem only by themselves or
with their spouses. They need assistance from the nurses to address the problems related to
sexuality following the cancer diagnosis and treatment (18).

Objectives
e To explore women’s sexual experiences after treatment for cervical cancer in Tikur
Anbessa Specialized Hospital, Addis Ababa
e To explore women’s coping mechanism(adjustments) with the treatment and/or side-

effects of the treatment in Tikur Anbessa Specialized Hospital, Addis Ababa

Research Questions

This study tries to search and answer the following questions.
1. What sexual experiences women suffered after cervical cancer treatment?

2. What women do coping mechanism (adjustments) with the treatment and/or side-effects of the

treatment?

Significance of the study: This study capable to advocate a broad view of sexuality,
emphasizing relationship and sensuality as essential components for sexual satisfaction. It makes
an effort to uncover trends in thought and opinions, and dive deeper into the problem and have
the potential to generate answers to complex questions. Understanding the influence of cervical
cancer on survival is crucial to enable health and social professionals strengthen strategies to
enhance the quality of life of women surviving cervical cancer. Almost no previous study has
attempted to explore the personal experience of young and older cervical cancer survivors
specifically using a qualitative approach, However only through a study of this sort can a holistic
picture of the age-related needs of cancer survivors be understood and initiatives taken to address
unmet needs that provide us valuable insights for theory development and clinical practice. The
findings of this study will also serve as a reference for intervention to the health care providers
and others for conducting further researches. In addition to this, it will have special importance
for health care providers to serve as base line information for filling gaps of the actual practices
and to improve woman’s sexual health and quality of life. The result acquired from this study

will also be scaled up the understanding of pattern of demand and medical intervention. It is also
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provides imminent into the problem or helps to develop ideas or hypotheses for potential
quantitative research. Moreover, the study can be an input to policy makers, program managers,
health professionals to decide based on evidence and serves as a base line data for further
studies.

Definitions of Terms and Concepts
Women patients: For this study women patient are cervical cancer patients who are treated
cervical cancer and under the medical care follow up and treatments starting from age eighteen.

Cervical Cancer: Cervical cancer is generally defined as a disease characterized by the
abnormal growth of cells in the cervix, the region of the uterus that joins the vagina. Dorland’s
illustrated medical dictionary (1994) describes cervical cancer as Cervical cancer as an infection
in which the cells of the cervix become abnormal and start to grow uncontrollably, forming
tumors and common cause of cancer deaths in women. In light of this study, cervical cancer will

be considered as those abnormal growths of cells of cervix, which necessitate treatment.

Experience: This term is self exploratory. The oxford concise dictionary (1997) defines
experiences as actual observation of practical links with the facts and events and which leaves a

lasting impression. This therefore suggests views and perception of patients.
Sexual experience: is the past events, knowledge, practice and feelings in sexual activity
Sexuality: is a person's capacity for sexual feelings.

Adjustment: is defined as a process where in women after cervical treatment builds variations in
the behavior to achieve harmony with her, aim to maintain the state of equilibrium between her

and her sexual experience.
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Chapter Two
Literature Review

2.1 Burden of cervical cancer

Carcinoma of the cervix is a disease of major importance, often affecting women during their
active, reproductive years. It is more prevalent among women of lower socioeconomic status,
women who marry and begin experiencing sexual intercourse at an early age, prostitutes,

multiparous women, and women previously treated for venereal disease (19).

Cervical cancer (CC) is a leading cause of cancer morbidity and mortality in women globally. in
2012, 528, 000 new cases and 270,000 deaths were estimated to have occurred worldwide, with
the majority of these cases and deaths (90%) occurring in low- and middle-income countries this
data may increase when there is integrated cancer registry existed (20).

Cervical cancer is the second most frequently diagnosed cancer and the leading cause of cancer
death in African women. Rates vary substantially across regions, with the incidence and death
rates in east Africa and west Africa as high as the rates in North Africa (21). Although there is no
national cancer registry, reports from retrospective review of biopsy results have shown that
cervical cancer is the most prevalent cancer among women in the Ethiopia followed by breast
cancer (22). Breast and cervical cancers are the leading cancers among women in developing
countries, with estimated annual new cases of 882,900 and 444,500 respectively, more than

324,300 and 230,400 women die from these cancers every year, respectively (23).

According to the study pattern of cancer in Tikur Anbessa Specialized Hospital oncology center
in Ethiopia from 1998 to 2010 that 72.8% are females and the rest 27.2 % are males. Among all
patients only 10% of patients did come to the center in early stage i and ii and also this study
showed that the most common malignancy in female was gynecological malignancy (47%)
followed by breast carcinoma 26%. ca uterine cervix found the most common malignancies

among all gynecological malignancies (24).

The country has very few cancer specialists (only 4 qualified oncologists for the entire

population). This makes it difficult for a great majority of the population to access cancer
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treatment services, which results in long waiting times and cause many potentially curable

tumors to progress to incurable stages (25).

Patient characteristics most patients came from rural areas (56.5%).The largest group of patients
were 40-49 years old (30.9%). Many women reported only one lifetime sexual partner (52.7%),
as well as marriage before the age of 18 (83.9%) (26).

Vaginal changes following radiation therapy for carcinoma of the cervix commonly occur and
are related to dosage and tissue radiosensitivitys, moreover studies investigating these changes
reveal thinning (denudation) of the vaginal epithelium, destruction of the small blood vessels and
circumferential fibrosis resulting in vaginal stenosis or narrowing the commonest as different
studies confirmed (27). Studies indicated that women who undergo radiotherapy, it is found that
42% of women have experienced vaginal toxicity due to radiotherapy, it is established that
vaginal bleeding during sexual intercourse has increased 17 times after radiotherapy, It is found
that 15.9% experiences vaginal stenosis and decrease in the length of vagina and 13%
experienced vaginal dryness after radiotherapy,32.2% of women immediately experienced
vaginal symptoms, 55.5% experienced 6 months after the treatment and 48.2% experienced 12

months after the treatment (28).

2.2 Cancer treatment methods

Surgery: is a medical specialty that uses operative manual and instrumental techniques on a
patient to investigate or treat a pathological condition .when used to treat cancer, surgery is a
procedure in which a surgeon removes cancer from the body . In different ways that surgery is
used against cancer and it can be before, during, and after surgery.

Radiation therapy: radiation therapy is a type of cancer treatment that uses high doses of
radiation to Kill cancer cells and shrink tumors. Its ability to control cell growth ionizing
radiation works by damaging the deoxy ribonucleic acid (DNA) of cancerous tissue leading

to cellular death to spare normal tissues.

Chemotherapy: chemotherapy is a type of cancer treatment that uses one or more anti-cancer
drugs as part of a standardized (chemotherapy regimen) and it is a type of cancer treatment to Kill

cancer cells. It can be used alone or with other treatment modalities.
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Immunotherapy to treat cancer: immunotherapy is a type of treatment that helps the immune
system fight against cancer.

Targeted therapy: is a type of cancer treatment methods that targets the changes in cancer cells
that help them grow, divide, and spread. It enables to stop the cancer growth process.

Hormone therapy: is a treatment that slows down or stops the growth of breast and prostate cancers

that use hormones to grow (29).

Stem cell transplant: is a procedure that restores blood-forming stem cells in cancer patient’s
bone marrow when stem cells destroyed by very high doses of chemotherapy or radiation therapy
accordingly.

Precision medicine: is a modern medicine that helps doctors to select treatments I to help patients
based on a genetic understanding of their disease.

Side effect of cancer treatment: anemia, appetite loss, bleeding and bruising
(thrombocytopenia), nausea and vomiting, constipation delirium, diarrhea, edema (swelling),
fatigue, fertility issues in boys and men, fertility issues in girls and women, hair loss (alopecia),
infection and neutropenia, lymph edema, , nerve problems (peripheral neuropathy),memory or
concentration problems, mouth and throat problems, ,pain, sexual health issues in men, sexual
health issues in women, skin and nail changes, sleep problems and urinary and bladder problems
(30).

Cervical cancer survivors treated with surgery have far less sexual dysfunction than women
treated with radiotherapy at long-term follow-up (7 years) and consistently increased morbidity
across all measures in irradiated women is striking, and persists for sexual functioning even after
controlling for potentially confounding factors such as educational level and tumor
stage(29).Treatment modalities the majority of patients received radiotherapy; only 4.4%

received surgery only for early stages of the disease(31).

Radiation therapy used to treat cervical cancer and has far reaching effects on sexual functioning,
and radiation causes changes in the blood vessels in the walls of the vagina leading to fibrosis
(32).
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Patients treated for cervical cancer by irradiation radiotherapy  are likely to experience
radiation-induced injuries to the genitals and surrounding organs (33).Drastic differences in the
vaginal wall between the irradiated cervical cancer survivors and the controls, indicating that
radiotherapy-induced vaginal symptoms are mediated by connective tissue fibrosis and elastosis.
The results also support that patients treated with external radiation have the highest risk of
developing vaginal fibrosis with impairment of their sexual health (34). Also loss of epithelial
tissues results in lack of lubrication, which compounds this collateral radiation damage to the
ovaries leads to estrogen deficiency, which in turn leads to further thinning of the vaginal walls
(35). Women have reported extreme sensitivity to touch at the vaginal introitus, friable tissues,
and a burning sensation when the vagina was exposed to semen during intercourse. (36) In
addition to that cervical cancer survivors treated with radiotherapy had worse sexual functioning
than did those treated with radical hysterectomy and lymph node dissection many participants
experienced one or more sexual dysfunctions often causing feelings of distress. Most
participants reported having been asked about their sexual functioning, although attention for
sexual functioning was often limited and medically oriented. Considering sexuality a taboo
topic hampered some participants to seek help. Many participants desired information about
treatment consequences for sexual functioning, practical advice on dealing with dysfunctions,

and reassurance that it is common to experience sexual dysfunction (37)
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Chapter Three

3.1. Research Method

Qualitative study research design was employed for this study. The rationale behind using
qualitative research method was that qualitative research is well suited for understanding
phenomena within their context, discovering links among concepts and behaviors (38, 39).A
qualitative research method is appropriate for this study because the aim is to realize and
describe human experiences, namely what it is like women sexual experience after cervical
cancer treatment? In this study a qualitative research provide an insight into how women patients
make sense of their sexual experience after treatment and its coping. Human emotions or
experiences are not easy to quantify or assign numerically therefore a qualitative approach is
appropriate. Evidences from more than one case are often considered to be stronger than
evidences from a single case. (40). in this research, Multiple case study were studied where a

cases refers to women who have sexual experience after cervical cancer treatment.

3.2. Study Site and Time Frame

This study was conducted in black lion hospital which is found in Addis Ababa city, the capital
of Ethiopia. Tikur Anbessa Specialized Hospital (TASH) is a teaching, central tertiary
generalized referral hospital with approximately 800 inpatients beds. It is the largest and best
known public hospital which was built in the early 1960’s (41). The clinic is housed in a
separate, newer building on hospital grounds and consists of three floors: the clinic with three
examination rooms, physicians’ offices, waiting room, pharmacy, and radiation vaults; a floor for
the inpatient ward; and a floor for meeting rooms. The center has limited facilities for
radiological diagnostics. There are currently four oncologists, one hematologist, three
radiotherapists and 15 nurses working at the cancer center in black lion hospital aspires to
become a center of excellence in the diagnosis, treatment and care of patients with cancer. with
the support of Ethiopia’s governmental institutions, none governmental organizations and
international partners, the hospital is hoping to develop a comprehensive cancer care program,

including cancer registry, early detection, prevention, standard treatment and palliative care(43).

This study conducted from February to May 2019.

20



3.3. Study Participants

Data were collected from women of cervical cancer patients who were diagnosed and treatments
completed before three month and above during study period in the Radiotherapy units of Tikur
Anbessa Referral Hospital were research participants of the study. Even though the researcher
initially planned to interview 8 patients, the number of participants have been increased to 13 due
to the fact that data acquired from the interview was continued to vary and the researcher wanted
to gather adequate and insightful information regarding women’s sexual experiences and their

coping methods after treatment of cervical cancer.

3.4. Sampling Technique and Participants Selection Procedure: A purposive
sampling technique were used as it is essential to identify and include information rich cases that
could give a full understanding of the women’s sexual experience and their coping means after
cervical cancer treatment. Purposeful sampling were geared at measuring certain characteristics
but also utilized to learn or understand something. Corresponding to the aim of the research, it
has attempted to explore, analyze and understand the sexual experiences of women and their

adjustment after cervical cancer treatment (44).

3.5. Inclusion and Exclusion criteria: Careful considerations have been given to the aim of
the research to make decisions about the desired ranges and characteristics of participants.
Women patients were included not only on the basis of their willingness to participate in the
study; but participants have been included with the assumption that they were presumed to be
representative to certain pre established criteria. Therefore individuals selected for the sample
were women patients over the age of eighteen years, treated for cervical cancer in Black Lion
General Referral Hospital, have the ability to make conversations in Amharic language and who
have the ability to contribute to the understanding of their psychosocial experiences and needs
regarding the issue. Exclusion criteria for the study were comprised women who are not sexually
active and received less than 3-month course of cervical cancer treatment, mentally ill and

inability to communicate and difficulties to communicate in Amharic languages.

Data Collection Technique: In-depth interviews were employed for this study. Documents
were reviewed which served for cross checking the medical history and biographic data of each

patient given by during in-depth interview. The researcher used in-depth interview as a primary
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tool for data collection. Interview is an essential source of information (45). In-depth interview
was believed to best suite the investigation of what individual’s experience was, how they
experienced it in terms of the conditions, situations, or context, their attitudes and thoughts were
gathered (45).Therefore a well organized unstructured interview questions which has three
domains namely(1) What sort of treatment did you receive for your cervical cancer?. (2) The
what were the effects of the treatment on your relationship with your partner? (3) What helped
you cope with the treatment and/or side-effects of the treatment? Each of them has related
probing question attached on Annexes and also in addition to the researcher one oncology master
female clinical nurse data collector participated on the data collection together with the
researcher. Tape audio recorder and stationeries were used. The data collection were finally took
place at two site, At Tikur Anbessa hospital and Ethiopian cancer association center where
patients who come from far away and poor got food and shelter from donors (where found
behind St. Paul Hospital Millennium Medical College Addis Ababa) there at both areas patient
privacy kept as much as possible in the interview .The primary data collector was the researcher
himself and together with the oncology clinical nurse. And interview done35 to45 minute
averagely. At the sometime participants medical history obtained and organized with
participant’s recorded content then thematic analysis proceeded side by side in order to follow

interview saturation

Purpose of this interview was to explore the experiences, feelings and emotions, and means of
coping of women after Cervical Cancer Treatment and to assemble detailed descriptions of
phenomenon (47).Unstructured interview with patients was the major techniques of data
collection views unstructured interview as in-depth and phenomenological. The goal of
unstructured interview is to extract the patient’s experiences. The advantage of unstructured
interviews is therefore, it will facilitate in-depth exploration. Moreover it is most appropriate
where little is already known about the study phenomenon or where detailed insights are required
from individual participants. It is also particularly appropriate for exploring sensitive topics,

where participants may not want to talk about such issues (48).
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3.7. Measures taken to Improve Trustworthiness of the Data

Data collected through different techniques a variety of measures were taken. Trustworthiness is
the ability of researchers to convince participants and self that the findings of the inquiry are
direct, truthful, or reliable (49). Qualitative research is trustworthy when it accurately represents
the experience of the study participants (50). Trustworthiness is enhanced (improved or
increased in quality) by credibility, transferability and conformability (51). Credibility refers to
“the confidence in the truth of the data”. The truth value of this study was obtained from the
sexual experience cervical cancer patients after treatment, the research design used, method of
data collection and the context in which the study was conducted (52).The researcher have
applied three techniques to achieve the credibility: My experience with cancer issues and
terminologies which the researcher was developed during engagement in field practicum in the
institution and in other health related courses, triangulation of data’s from different sources
(secondary and primary sources) and allowed peer checking of the final result. Transferability
refers to “the extent to which the findings can be applied in other contexts or with other
participants” (53). As the research is qualitative by its nature, the researcher was not interested in
the generalization of the findings. All data’s were defined in terms of the specific context in
which they occurred. Conformability refers to “the degree to which the findings are the product
of the focus of the inquiry and not the biases of the researcher” (54). A conformability audit trial
must ensure that conclusions, interpretations recommendations can be traced to their sources and
if they are supported by the inquiry (55). The following ensure conformability of data, when the
interview is conducted, Field notes were taken furthermore the interviews were tape-recorded
hence the raw data is available. By refining the data collection instrument in the course, by using
codes and categorization and by developing themes from the coded data, the data’s were

analyzed without my personal biases.
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3.8. Ethical Considerations

Ethical clearance obtained from institutional review board research ethical committee of School
of Nursing And Midwifery, Addis Ababa University. Consent from medical director and cancer
treatment center focal person of Black Lion Hospital obtained and through voluntary written and
verbal consent obtained from participants themselves after appropriate information given such
as; “the purpose and duration of the study, procedure in the study, the right to withdraw from the
study, the right to ask questions, and the potential risks and benefits of the study” (56). The
respondents were informed in detail about the purpose of the research, interview procedures and
the use tape recording during the interview. The researcher took utmost care to ensure privacy,
confidentiality and anonymity of participants. To maintain confidentiality, the participants’ real
name has not been used; rather code names were given to participants throughout the research
processes (57).Tape recording was used only when the participants’ consent was ensured. The
recorded tapes and transcriptions were kept in a locked place until the study was completed and
approved by the school of nursing and midwifery. Besides, participants were informed that they
can take a break, skip questions, and even withdraw at any time during the interview. Depending
on the magnitude of financial problems patients’ are facing I was also morally forced to give

money to the patients from my own.

3.9. Data Analysis Procedures

Data analysis was done simultaneously with data collection since the design of the research is
qualitative. To do this, in-depth interview was recorded and written down in the paper and then
translated in to English. Furthermore during the interview field notes were taken concerning the
participant’s gestures, tones and other body languages. In doing so, the researcher followed the
thematic content analysis method which involves transcription, translation, coding and
categorization and develops themes and interpretations the researcher intended to do it manually.
Thematic analysis focuses on the coding of quality data, producing clusters of text with similar
meaning often searching for the fundamental them and capturing the real meaning of the

phenomena under exploration (58).
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RESULTS

Participant’s Socio-Demographic characteristics

Thirteen women fulfilled the eligibility criteria and in addition to them one women gynecologist
doctor were participated totally they were fourteen participants, in addition to these seven were
not accept the request to participate for the discussion three of them were due to language barrier
and one of them were due to the sensitive nature of the inquiry and three of the rest due to lack of
willingness to participate in the study. In general fourteen a face to face in-depth interview was
conducted. All participating women with in the age range of (19-65) .All cervical cancer patient
participant received radiation treatment of those eight women received external beam radiation
treatment, two received combined treatment of external beam radiation treatment and surgery,
and the rest three received external beam of radiation with Brachy therapy for their cervical

cancer disease treatment.
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Emerged themes

From the analysis of individual interview data, four themes emerged. These themes were
identified as the rich and detailed account of the experiences sexually active women who have
received at least 3-month course of pelvic radiotherapy for cervical cancer at Black Lion

Specialized Hospital.

Theme Categories

1: Treatment Side effect
— Immediate effect

— Late effect

2: Sexual Problems after radiation therapy

— Sexual unwillingness

— Fear of sexual intercourse due to excessive

pain

3:Knowledge deficient
— Inadequate information received from the

health professionals

4: Coping strategies of sexual relation

— Husband waited for treatment process

— Not feeling like a woman

— Stopped having sexual relation for ever
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Treatment Side effect

All women received radiation treatment for their cervical cancer.  Eight women received
external beam radiation treatment, two received combined treatment of external beam radiation
treatment and surgery, and the rest three received external beam of radiation with Brachy therapy
for their cervical cancer disease treatment. Most women who received radiotherapy reported
various treatment side effects immediately and in the course of treatment.

Unwanted immediate treatment effect

Women after cervical cancer treatment, according to their report they developed diarrhea,
itching, headache, heart burn, vomiting, poor appetite, pain, skin change in texture and color,
burning sensation while urinate and Vaginal discharge. Two or more of the mentioned symptoms
occurred together on single women at the sometime. Possible reasons included the physiologic,
psychological of the women, and prolonged treatment period, inducing other symptoms such as
vomiting and diarrhea, and not being able to eat in a supine position. In addition to that as they
reported the symptoms subsides themselves and if those symptoms beyond their resistance a
medical support acquired ,but some of the symptoms last long like burning sensation during

urination and vaginal discharge with different amount and contents Three participants remarked:

...... everything what I ate come out from my belly looks yellowish, and also I went to toilet now
and then...now and then I had no rest when it become worse I went to hospital even though out
of earlier to my appointment and | got ORS then after some days it stopped and also my itching
sensation were different it was day and night it hurt me a lot and subside after | took
medicine....” (P-1)

“.....when | was taking treatment, | had burning sensation,

| felt not good in my belly after I ate some food, and I had almost no appetite..... " (P-2)
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And the other one commented on:

....... My legs got swelled and doctors suspect it might be due to clot formation the he ordered
ultrasound but the radiologist confirmed and suggested there were no any clot formation and
that was the effect of irradiation... ..... ”(P-3}

...... My problem is sexual intercourse become a source of suffering, I would be happy when I
could avoid such suffering. The only my husband and my own difficulty is sever burning

sensation if it could avoided by any means my marriage would be saved... ..... ”(P-1)

Cancer treatment modalities have own negative impact on women patients of physical,
psychological, emotional and other sexual functional complaints. Almost all of the participants in
this study expressed pains in the intercourse mainly due to less lubricated vagina and add also
they noticed vaginal narrowing. Another kind of complaints of these loss of sexual desire due to
predetermined decisions to stop sexual intercourse in order to prevent reoccurrence of the disease
as they thought .The following comment highlights two women’s experiences of their fear of

cancer recurrence because of having strong pain after intercourse. Commented on:

el my pain during sexual intercourse not related to narrowing of my vagina, | think it is due
to my cervical cancer that not cured...if it was cured ,it would not hurt me like

this...... ”’(40years, mother of four children)

...... 1 faced for sever burning like pain inside of my vagina during intercourse all the time, and
I claim to him to go to down city and satisfy himself freely because day after day the problem has

been worsening and become out of my control and | am fearing of the disease may come
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Delayed effect of treatment

The late effect pain symptom almost all participants reported with various types of painful
symptom distress, with back pain being the most symptoms commonly after internal radiation.
The pain intensity could provoke against their daily activities. One commented:

......... 1 do not know why such disease on me, sometimes I think it might be as a
result of bad works of mine in the past GOD know everything ,I have no any
means to know about, my back is just wither I am on duty or at rest through the
night whenever the back pain start the pain is so sever like someone beaten by an
axel on his back then after pain radiated to my womb though 1 feel pain as if
mother in labor just like that.... " .(P-4}

Sexual Problems after radiation therapy
Cancer treatment modalities have own negative impact on women patients of sexualities. Most
women shared their sexual experiences as not willing to have sexual intercourse following

cervical cancer treatment due to the disease process.

°l think sexual intercourse is the major a source of suffering and thinking the intercourse is impossible to

think. The chance of recurrence is also high when you have sex”(p-6)

“I had experienced fear due to excessive pain during sexual intercourse and didn’t have orgasm. So, you

don’t enjoy intercourse. | hope it might be improved after completion of the treatment” (p-9)

e pain during sexual intercourse not related to narrowing of my vagina, | think it is due to the disease

process ...if it is cured it would not hurt me like this......"(p-12)
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Knowledge deficient about treatment process and sexual relations

The third theme that emerged from data analysis was knowledge deficit. Within the theme, one
category inadequate information received from the health professionals. According to the study
findings, lack of knowledge about treatment process and sexual relations was reported by most
of the interviewed women. Sample responses in that regard included:

°l haven't ever heard about cervical cancer until | was diagnosed with it........ Health
providers didn’t tell us anything about treatment process and sexual relations. So, | didn’t

know whether to have sexual intercourse or not while on treatment”(p-10)

“......No one asked me openly about my sexuality. And | am ashamed to talk about the subject [sex]. |

didn’t feel it is important. * (p-4)
4. Coping strategies of sexual relation

The study findings reveal that participants held some beliefs about coping strategies of sexual
relation with their husband following cervical cancer treatment. The finding was evident in the

following sample responses:

°l don’'t need to continue sexual intercourse. | just decided it myself to stop even after completion of

therapy” (p-3)

..... | discussed with my husband to stop sexual intercourse due to excessive pain during sexual
intercourse and fear of the recurrence of the disease process. After the completion of treatment, we can

enjoy it [sex] and has promised me to wait for it....” (A 60 years old mother)

30



Discussion

Cervical cancer patient participants in general, reported having impaired sexual functioning. The
study by Cleary et al. stated that gynecological cancer patients reported having harmful changes
in sexual relationships and sexual performance, which experienced sexual dysfunction in every
stage of the sexual response (59) .Physical alterations also, occurred in cervical cancer patients
receiving radiotherapy. Irradiated cervical cancer patient participant reported having decreased
vaginal lubrication, loss of sensations, reduced libido and shortened vagina. These findings were
consistent with the study of Rasmussen and Thom that radiotherapy reduced vaginal lubrication
and cytostatic treatment, and that drugs retarded cellular activity and Sexual Functioning of
Gynecological Cancer Patients (60).

Patients coped better with treatment procedures, no matter how traumatic they had been, than
they did with unexpected complications that occurred thereafter. Where side-effects were
unexpected, the patient’s sense of control and dignity seemed undermined which may have
resulted in feelings of anger and resentment. These results are consistent with previous studies
which found that psychological factors such as a sense of control (related to informed decision
making), and self-esteem among others, rather than the nature of the treatment itself, are
significant factors in sexual adjustment (61). A majority of women in this sample felt that they
had misconception about the treatment and what kind of disease they had and which their
expectation based , which lead to misinterpretations of bodily and functional changes associated
with various treatment modalities. Since patients in various stages of shock and distress perceive,
understand and recall information differently, the displayed reactions of the patients need not
accurately express their inner confusion and thus may mislead the clinician. Therefore, a closer
inquiry by the clinician as to how clearly the patient has understood the anatomical and
physiological implications of their treatment may prove useful. However, there may well be a
case for the introduction of sexual matters at the initial consultations prior to the beginning of
treatment schedules, thus laying the foundation for future discussions (62). It is particularly
important that the patient is informed about any potential treatment-induced changes in her
sexual responses. The current results indicated that patients require the services of psychological
and medical professionals long after the initial physiological healing is complete. It seems that
patients would benefit from discussions specific to sexual matters in follow-up sessions when the

recommencement of sexual activity is likely to have occurred (63).
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Even though the need for sexual information was found to be a very important in cervical cancer
patients, most healthcare professionals unsuccessful to address their patients’ needs in clinical
settings especially sexual related issues because they felt uncomfortable about initiating the
discussion or because they had inadequate time of discussion or knowledge relating to the
alterations in sexuality after the diagnosis and treatment of cervical cancer (64).The patients were
become quiet in seeking help because of shame (65). There is a need for healthcare professionals
to be sensitive to the needs of their patients, as well as to implement the appropriate type and
source of supportive psychosexual interventions at suitable timing for patients with various
cultural beliefs. Therefore, healthcare professionals should take positive roles to initiate the
discussion of sexuality with cervical cancer patients (66).in these study findings showed that
women faced for multiple unwanted effect of treatment by invasive treatment modalities
received by them. During the in-depth interview the shared their lived experience in Tikur
Anbessa hospital related with the disease and sexual health based communication with the

responsible health professionals.

Women after cervical cancer treatment experience disease related anxiety or disease. In
literature, it is stated that cancer patients with high distress have identified sexual problems more
and in these participants, it is claimed that there are decrease in interest towards sexual
relationship. Additionally related with the disease there are physical functionality disorders,
feeling tired and intense sexual function disorders and relationship with the husband can make
these problems worsen. Treatment Process after the first diagnosis effects patients’ sexual

functions and sexual lives negatively (67).
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Conclusion and Recommendation

From the analysis of individual interview data, four themes emerged, namely, Treatment Side
effect, Sexual Problems after radiation therapy, Knowledge deficient and coping strategies of
sexual relation. This study is the first of its kind in Ethiopia. The findings of this study added
to the existing body of knowledge on Sexual experience of women after pelvic radiotherapy for
cervical cancer in Ethiopia and elsewhere. Sexual lives of women are affected due to various
reasons and pelvic radiotherapy for the treatment of cervical cancer. Health professionals should
be aware of these effects and should encourage their patients to express their problems and
provide effective, individual counsel to each client. The result of the study suggested that there
should be well-established integrated service set up to address the sexual related problems as a
result of treatment side effect on the patient’s physical, psychological as well as social problems
of the treated women in Tikur Anbessa Hospital. In addition to that health professionals should
accomplish their responsibilities to address the women in need, More staffs should be
considered to decrease work load and get enough time to tackle the problems which could
decrease the influences related with knowledge deficit and Federal Ministry of Health should
give emphasis for women who receive radiotherapy treatment and its consequences on sexuality

dysfunction and the impact on the quality of life.

Limitation of the study
While results may not be generalizable for the data were collected through Individual Interviews
they may be transferable to other settings of similar features. It should also be clear that the

emerged themes were substantiated by the local and global works.
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ANNEXES Annex I: Information Sheet

Name of Principal Investigator: Gashaw Yada

Name of the Organization: Addis Ababa University College of health sciences school of
nursing & midwifery postgraduate program

Name of the Sponsor: Harromaya University

Introduction: This information sheet and consent form was prepared for Black Lion Hospital,
cancer treatment center. The aim of the form was to make the above concerned office clear about
the purpose of the research work, data collection procedures and get permission to undertake the
research.

Purpose of the Research Project: The main aim of this research was to explore Women’s

Sexual Experiences and Adjustment after Cervical Cancer Treatment in Black Lion Specialized
Hospital, Addis Ababa- Ethiopia, 2019.

Procedure: In order to come up with the above mentioned findings according to the research
criteria purposively participants selected for in-depth interview, each individual undergo for35 to
60 minute using semi structure questions and the interview recorded accordingly by using
appropriate in-depth interview procedure..

Risk and /or Discomfort: By participating in this research project, there is totally no risk that
comes to one whom participates in the interview; which is in turn important for overall planning
and improvement of the program.

Benefits: The research have no direct benefit for the participant in this research. But the indirect
benefit of the research for the participant and all other clients in the program is clear. This is
because if program planners are preparing predicted plan there is a benefit for patient in the
program of getting appropriate care and treatment services. Of all, the Research work has a
paramount direct benefit for health care planners and managers

Confidentiality: The information collected from this research project was kept strictly
confidential and information reviewed about the patients by this study was stored in a file,
without name i.e. investigators use number codes to the record during the review. The
information gathered was not accessible to anyone except the principal investigator and was kept

locked with password and appropriate locks.

Persons to contact: Gashaw Yada: Tel: 0915098658
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Annexes Il In-depth individual interview discussion Schedule

Time allocated; 35-60 min maximum

—  Welcome

— General introduction

— Establishing rapport

— Participant introduction

— Ensure participant have fully understood the information sheet

— Ensure informed consent has been obtained

— Remind the participant that participation is voluntary free to withdraw at any time

— Emphasis the nature of in-depth interview and intrinsic nature of confidentiality

— Inform that the interview is being recorded and insure equipment is working

— Begin recording and give first question probe to start the interview

— Summarize the key points of the discussion and provide opportunity for confirmation and
feedback

— Give information regarding gaining access to the transcriptions

— Thank all for attending

— Refreshment
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Annex I11: Participant consent form (English Version)

Research title Women’s sexual experiences and adjustment after cervical cancer treatment in

Black Lion Specialized Hospital, Addis Ababa- Ethiopia: A Qualitative study.

Code number ----------m-mmmmemm oo I understand that the purpose of this study explore
women’s sexual experience and adjustment after cervical cancer treatment .Similarly 1 am aware
of participating in this study is voluntarily and do not have any payment or incentive. In addition,
the information that is given is kept confidential and does not expose to another third party. This
interview will be take place only if you agree to take part in the study and I sincerely ask you to

give your genuine and true responses in the interview. So,
Would you agree to participate in study? Yes --------------- NO-----=-==-==---

Signature of participant

Name and Signature of the data collector who sought the consent
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Annex IV: Data extraction sheet

Title of the study: Women’s sexual experiences and adjustment after cervical cancer treatment in
Black Lion Specialized Hospital, Addis Ababa

part I: Socio demographic

1. Medical record number(MRN)

2. Age years

w

. Place of residence

1. Educational status

5. are you sexually active currently-----------------------

o

Marital status

~

Parity(number of live birth)
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Part two:- medical history

1. Patient age at diagnosis years

N

Date of diagnosis / /

w

Date of starting treatment / /

&

Stage of cancer at diagnosis--------=-==-=======-==me-mnmuumo-

5. Treatment modality=------=-=--=-se-smmmemememoecm oo
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Semi —structured guide for women’s participant interviews

Title of the study: Research title Women’s sexual experiences and adjustment after cervical

cancer treatment in Black Lion Specialized Hospital, Addis Ababa

General introduction for the facilitator

As you know, lam ...................... (Full name of the facilitator) and I am going to facilitate

our discussion today. Our discussion will be on your personal views and experiences regarding

your sexual experiences following cancer treatment. Before we go further, let us introduce

ourselves and after the introduction.

Domain

Probing questions

1. What sort of treatment did you

receive for your cervical cancer?

Please tell me what was involved for
each treatment.

What happened first, then, last?

How did you feel while having the
treatment?

Was the treatment explained to you
(including the role of dilators)?

Overall, how did the treatment affect
you? While you were having it?
Immediately after the treatment? Some

months after the treatment?

2. What were the effects of the
treatment on your relationship with

your partner?

What were the effects of the treatment
on your sexual functioning?
How long after cancer treatments, did

you resume your sexual life?
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— How did you get the information,
which helped you make the decision to
resume your
sexual life?

— Did the disease affect your self-
perception? If yes, how?

— Did the disease affect your body
image? If yes, how?

— Did cancer treatments affect the
communication between you and your
partner? If yes, how? How did your
partner communicate with you about

those changes of your sexual life?

3. What helped you cope with the
treatment and/or side-effects of the _ Was there something the staff did or

treatment? something your partner, family or
friends did? Can you think of anything
that may have reduced the side-effects
of treatment?

— Is there any advice you would like to
give to the hospital to improve the care
of people like you in the future?

— Do you have some more things to tell

me?
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Annex V information sheet (Amharic version)

R8I ALG/ATLIDY PA? Al -mmmmmmmmmmmmmmme RNAAU A8.N ANN RIACAE PMG ALTN hAE RGP
1CAT FIRUCT VF PEUL 9oL P RTINAE NALNA 1CA. T 9924 NTRUeY NINC UATRT NBA P
POAN +PPACPT AT URIR+EF P PLCITFM MA+NNL ATATFT N+aCAN +m5 P aolF
NTANAN AL A15AP U

PHUMGT AAT) I°ILT 1M-?

PG+t P § AAGY  hTRYed hINC UAIRT N3A PA POAN +IPhCPT AT UMIC+HETF
P PLCIFM MA+NNPATLT Urd mTF 9L 1@ PiGH THRFIR A7AARDPT AT
AMS ATANNN NATEPPTF NATANNN ANMM 278 ATEIRF AFLD LTAA:RYU MG PAZIDPYY
ATANNN N+@RANt +aNsPrt PATORY dRARZPPT NMARA 218 ANHPRA AL P TA
/By AL PaRY e BMNPA: TMIFFMIC +ANAN AOZE NE +AMTF NAUNML P PH SUPTA:
NHYI® AL PACNP TW7F NG+ AR ARIARIR:U AR A1RTF § NNIRTO+C P+ICHIN: A EPF
NP Pa9PH BIPTA:PM PPFM-G2 PGk NANT NF 1@=ACAP NH U MG+ PR PLCHT AR
NEAIF AR P+aPALt 1@:NHY TPALT ACNP NG+ NMIF@-9° 1H aPm-m*t LFAk:

gk Mo /18T

NHYU G+ A+E $m+Ed Mg LPATFI:NMG+ PARTT d/EP A$T haUeIUhIRT NHA
NIAC haNZ-NI 97Tt IC +PLH PO IMATMm-Y F99°F AMPING NoNZ-NI a7+
UeMFFMT ATIAAA ATEH IR ULMFTFM ATRAAA ANTPRP ML EFAA:NHY APALT 2UTT

PNIPIRTF & ATRPINGG A8 &CT™ EMPPLA=NATHPT FNNCP ATARAITAT: MG+ N+MAh+
AT YT DI M PRPTF NMN+HAD: ALLA TPMPP L FAA:

PG+ NIt JAM £8 ThAN +251915098658FEmail; 21gashaw27@gmail.com

ATINZ CATBAG 700FE T NAR +251911196298 Email endalewaau2012@gmail.com
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PhTRIRI TP
LR o —

- PATRT AATY NERIN HTITHNAAU:RYU & NGRINT U HINATA/ATNNRPAU:
N+TLI® NHU MGF aOA+E NEAYF AL P+ARAZ+ AT 9oY9R ARTF ayhnA
ATEAAD: +28 FAL:PAMUT aPZ8 NIPAMC ATLMPADM AT A AAHE 7T +AAR
R12MLAM AMBAAL: BU PATRIRYE & PARARAM- NG+ A L ATRA+E N+haqag:
NF 102 DGk AL ATPA+E +NTIOHPA?

N A APl N

am/8Mm% PANANG NI AT & LT --mmmmmmmmmmmmmm oo PY --eeeee-

AGADAITAY!

47



Annex VI: Interview unstructured question (Amharic version)

PPA MEP +AFL NTPTRIT RLTP

PRTF CON: h TUBT hINC UNIRT N3A P POAN +IPhACPT ATUIR+ET Paq PLCITFO-
mh+hn P ALt (+18C%F)

e, p

AT (ANIP) AGHAM RLFF7T AMMFTF APPNAL. @-LL2FFT NNIAC
Ungeey +ntre NARFPR ATRIREP N9AP AANNFT AT ATRLT AL BUPTA. ANPLaRT
AGOTTYT ASN+PD-$.

1 A9aRqe RYR LY URTRT AAPT?

TC NAL ™ PEPT:

- AAPLT8T8. UNIRG 9RF ATL+NA 271747,

- NA@REAns P A BIR4 9o INC ThHN NUAN?

- UnNIRT ALLAPT oY BATIPE INC?

- A9®Y PUA 18 ATRHU +NTIPT?

- KLU AT$F 927 PUA MThe- 1N4:?

- NATRR227@ ANTRT ARCH TAN +L2TAPF (NATRCSE DAL NP At SPdR ) egoC T2
- NAMPAL; UNTPT ATLF INC 8% INLA- ? ORI FNANF HAT?
Ungeea N+L27 NBA M PM-F? ARG N+HLLIATFE NIt Mt N5A?
2. NF8C ALTP ICNAPYF 1T T AL PAD- UNIPT BMHTF IO 1N4?

TCNALMPEPT:
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-N2FP ATTITP AL UNIPT PAN+@- +OAS 9o INC?

- NUATRT AL APATUI@-? UNTPEM- N+RLT NBA M8 PO-H?

- hATRT NHLLIAFD: NHOET N3A?

- PhIAC ANIRTPT 907 PUA 1t ATLMAS., PN NI ATFIHPT ADeMA Fi?
- @ZEMT A1EF PITFF AGRTPA, BUTR MA@ ATLIT AT8 BTG BLRPFA
OANP ULDH?

- NAF@ NP ITHNL AL +ROF AALZA? AP NUY, AT8T?

- NAFE NADTFP AL +&OF AALL? AP NPT, ATRT?

- PRIAC ANIRTPTF ACNPIST PH8C BLEPT ARoNNT AR +R0OF PALLA? APT hUPY,
A181? 3258P NA @ANP ULDFTP AD-mF NACNP IC ATLT AT TFIT AT88LTH?

3. PhAIPTM™-YAT / MLIPPI I ATFS T IATL, LA/ 8P IR O M-?
TCNALMPEPT:

- UR9PT ALTED L8PF 1IC AA MEID PACAP AJIC, N+NN MEIR 38T PZ8NTF 11C INC?
PhhRT@mY 18 MAF APTN PFA MITO-T9R 1€ AN LFANT?

- ADLLE ATRACNP A NPTFT ACRCEF PARAAL 9OAC ACPAMT APNTFA C®AMT
PAPT 9°AC AA?

- PO Y947 T 11CTF ANPT?
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Annex VII Socio Demographic Profiles of the Study Participants

Name Age In Ethnicity Religion Marital  Educational = Occupation Residence
Year Status Level Place
P-1 57 Oromo  Christian married  Primary House wife  Urban
P-2 35 Amara Christian Divorced None House wife Rural
P-3 46 Amara Christian Divorced Primary House wife Urban
P-4 50 Oromo Christian Married None Farmer Rural
P-5 45 Oromo Muslim  Married  None Farmer Rural
P-6 45 Amara Christian Divorced Primary Private Urban
P-7 60 Amara Christian Married  Primary House wife Urban
P-8 52 Oromo  Christian Divorced None House wife Rural
P-9 46 Oromo  Christian married  Primary House wife Rural
P-10 38 Wolita Christian Married  Secondary Private Rural
P-11 50 Oromo  Muslim  Married  None House wife Rural
P-12 40 Amara Christian divorced Primary Private Rural
P-13 38 Oromo  Christian Married  None House wife Rural
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Annex VIII: Medical history of participants

Participant Patient Date of Date Stage of cancer at | Treatment modality
Code age at diagnosis Diagnosis of diagnosis
starting treatment

P-1 44 06/6/2009 25/2/2011 1B Radiation
EBRT and
Brachy

P-2 43 07/4/2008 12/05/2009 v Radiation
EBRT+surgery

P8 34 05/02/2010 06/02/2010 1 Radiation
EBRT

P-4 42 4/12/2008 24/8/2009 11 Radiation
EBRT +surgery

P-5 33 25/01/2009 12/04/2010 11B Radiation
EBRT

P-6 43 15/02/2010 30/1/2011 1 Radiation
EBRT

P-7 37 29/3/2008 15/5/2009 1 Radiation
EBRT+Brachy

P-8 45 18/06/2010 15/1/2011 1 Radiation
EBRT

2] 43 15/07/2009 22/05/2010 11B Radiation
EBRT

P-10 48 17/02/2010 30/09/2010 1 Radiation
EBRT

R-1'1 34 04/05/2010 02/12/2010 11B Radiation
EBRT+bracky

P-12 56 26/08/2008 17/09/2009 1 Radiation
EBRT

P-13 51 15/04/2009 09/07/2010 1A Radiation
EBRT
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