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ABSTRACT

Background: Obstetric fistula, is a significant
problem for women's health and rights. It primarily
affects young women and perpetuates poverty and
social vulnerability. Limited access to emergency
obstetric care exacerbates the situation, hindering
women to work or engage in community activities.
This study aimed to explore the lived experiences
and perceptions of obstetric fistula among women of
childbearing age at the University Teaching Hospital
in Zambia.

Methods: This was a qualitative study design and
one-on-one interviews were used to explore how
fistula affects women of childbearing age. The
interviews were conducted in a private and
comfortable setting to encourage open discussion.
The data was transcribed and analysed for recurring
patterns and themes using thematic analysis. The
participants' responses were coded to capture the
diverse experiences and perceptions related to
fistula and outcomes were presented as narratives.
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Results: The findings of our research indicate that
women who are seeking treatment for obstetric
fistula encounter significant challenges. The
participants in our study emphasized the various
ways in which fistula affects different stages of their
reproductive life-cycle, highlighting the intricate
relationship between medical and socio-economic
factors.

Conclusion: Participants shared diverse
experiences related to their lives with fistula,
highlighting their views on its impact and the daily
challenges of managing the condition. Their
accounts reveal various difficulties associated with
obstetric fistula, such as financial struggles,
challenges in obtaining transportation, and a lack of
available treatment options. To ensure
comprehensive care and improve recovery and
overall health for women impacted by this condition,
it is crucial to incorporate targeted treatment
approaches and foster collaboration among
healthcare providers.
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INTRODUCTION

Fistula impacts females across all age groups,
occurring during both initial and subsequent
pregnancies'. While once prevalent in Europe and
America, advancements in healthcare and delayed
marriage age have led to the eradication of the
condition in these regions’. Nevertheless, research
suggests that annually, a significant number of
women ranging from 50,000 to 100,000 globally are
impacted by obstetric fistula’. Obstetric fistula often
occurs as a result of obstructed labour, causing
damage to tissues and the formation of abnormal
connections between the vagina and bladder/rectum.
This can lead to urinary and/or faecal incontinence,
and in severe cases, may result in maternal
mortality” *. Women afflicted by obstetric fistula
endure persistent urinary or faecal incontinence,
feelings of disgrace, social isolation, and various
health complications’. Statistics indicate that over 2
million young women in Asia and sub-Saharan
Africa are living with untreated obstetric fistula’. In
Zambia, the 2018 ZDHS"® shows that, women start
having children at a young age, with over 33%
giving birth before 18 and over 50% by age 20 and
nearly 47.2% experience fistula during their first
pregnancy, and multiple pregnancies increase the
risk of obstetric fistula.

Obstetric fistula, particularly vesico-vaginal and
recto-vaginal fistulas, poses a significant concern in
terms of women's health and rights’. This condition
predominantly impacts young women who are
economically disadvantaged and lack education,
particularly in low-resource settings. Consequently,
it perpetuates a vicious cycle of poverty and social
vulnerability”’. Lack of access to emergency
obstetric care exacerbates the condition, hindering
women's ability to work or engage with their
communities. Despite the importance of medical
intervention during pregnancy and delivery in
reducing the risks of maternal and infant mortality,
Zambia has made remarkable progress in antenatal
coverage in the last ten years. However, it is worth
noting that only around 47% of deliveries in the
country are attended by skilled health workers".

The medical manifestation of fistula belies its roots
in social, cultural, and economic contexts,
underscoring wider vulnerabilities in reproductive
health. Initiatives aimed at preventing fistula
prioritize health education initiatives advocating for
postponed marriage and childbirth, effective
measures in reducing risks’. Nevertheless, there is
lack of insight into the viewpoints and
comprehension of patients regarding this condition.
Bulndi"’ emphasizes the prevalent misconceptions
held by women concerning fistula, which hinders
prevention initiatives. Cultural beliefs, especially in
rural regions, frequently endorse giving birth at
home as a secure option, further complicating the
task of effectively tackling fistula'". Given these
intricate issues, examining fistula from the
perspective of women of reproductive age presents
valuable perspectives on potential strategies and
regulations aimed at decreasing maternal morbidity
and mortality rates”. The aim of this study was to
explore the perceptions and lived experiences of
obstetric fistula among women of childbearing age
at the University Teaching Hospital in Lusaka,
Zambia. Positioned in the southern region of Africa,
Zambia is a landlocked country surrounded by eight
neighbouring nations. The government's focus on
improving healthcare and education access is
evident through continuous initiatives aimed at
enhancing infrastructure and service quality in these
crucial sectors’. This investigation yields crucial
evidence of the deficiencies within healthcare and
social structures in meeting women's fundamental
requirements, emphasizing the necessity to enhance
their welfare.

METHODOLOGY
Study design

This study employed a descriptive
phenomenological approach, using semi-structured,
in-depth interviews to explore the lived experiences
of women of childbearing age with obstetric fistula.
This method is particularly suited for examining
complex human experiences in healthcare contexts
as it allows researchers to explore participants'
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subjective experiences. By focusing on participants'
narratives, the study aimed to gain insight into the
impact of obstetric fistula on affected women and
their families, potentially informing more holistic,
patient-centred care strategies.

Participants

The study was conducted at the University Teaching
Hospital (UTH) in Lusaka, Zambia, between
January and May 2010. The selection of the study
site was based on its ability to grant access to
participants who were pertinent to the research
goals. Additionally, the chosen study site was
deemed practical due to considerations of logistics
and time limitations, given its accessibility and
manageability within the study's parameters. For
this study, a carefully chosen group of five (5)
women of childbearing age, all of whom were living
with fistula, was selected from the inpatient records.
The decision on the sample size was influenced by
the availability of appropriate participants
undergoing treatment during the research period, as
well as the unique characteristics of the population
being studied. We conducted a thorough assessment
of how well the selected sample aligned with the
research objectives, methodological standards, and
ethical considerations. This approach allowed for an
in-depth exploration of each participant's personal
experiences, perspectives, and narratives. The
research team believed that such a detailed analysis
would uncover important insights that might be
overlooked in a larger sample. Hence, it was
resolved that this sample size was adequate to
provide relevant and comprehensive data on the
experiences of women living with fistula within the
specified time frame, effectively balancing the need
for depth of understanding with practical
constraints.

Data Collection

Data collection was carried out through recorded in-
depth interviews, allowing for an exploration of
participants' experiences throughout their
pregnancy, labour, delivery, and post-delivery
periods, as well as the subsequent impact of fistula
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on various aspects of their lives, including
psychological, physical, financial, and social
dimensions. Interviews were conducted in a private
and comfortable setting to facilitate open and honest
dialogue.

Data Analysis

Recordings of the interviews were transcribed
verbatim and meticulously reviewed for accuracy.
Thematic analysis was employed to identify
recurring patterns and themes within the data.
Responses from participants were systematically
coded to capture the diverse range of experiences
and perceptions regarding fistula.

Ethical Considerations

Ethical clearance for the study was obtained from the
University of Zambia School of Medicine
undergraduate Research Ethics Committee of the
University of Zambia (UNZASOMUREC No.
S18/06/125). Additionally, written permission to
conduct the research was sought and obtained from
the administration of the University Teaching
Hospital. All participants were assured of
confidentiality, and their rights and privacy were
upheld throughout the research process.

RESULTS
SAMPLE DESCRIPTIONS

The study included participants aged between 17 and
32 years, who developed fistula at ages 16 (during
their first pregnancy) and 31 (during their third
pregnancy), respectively. The data summarized in
this section is derived from the first-hand accounts
shared by the participants during the interviews.

Table 1: Sample Descriptions (N=5)

Participant Age Age at | Pregnancy
Number (years) | Fistula | at Fistula
Onset Onset

Participant 1 22 16 First
Participant 2 27 20 Second
Participant 3 32 25 Third
Participant 4 19 18 First
Participant 5 25 21 Second
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PARTICIPANTS PERCEPTIONS ON THE
VARIOUS EFFECTS OF OBSTETRIC
FISTULA.

Our research findings on women's experiences with
obstetric fistula is organized into four main themes,
each with specific sub-themes detailed in Table 2,
providing a structured and thorough breakdown.
Pre-Fistula Experiences reviews participants' lives
before the onset of fistula, focusing on their
pregnancy and childbirth histories. Understanding
Fistula explores their perceptions of the condition
and its causes. Impact of Fistula outlines the broad
effects of living with the condition, including social
isolation, stigma, emotional repercussions,
relationship difficulties, health challenges, financial
strains, and family impacts. Living with Fistula
examines daily experiences and the support systems
available to those affected.

Table 2: Emerging themes and sub-themes on
women's experiences with obstetric fistula

Main theme Sub-themes
Pre-fistula - Pregnancy history
experience - Knowledge of pregnancy
- Birth preparations
- Delivery and referral
Understanding - Perceptions of fistula
of fistula - Perceived causes
Impact of fistula | -  Isolation and stigma
- Emotional, social and health impact
- Economic and family impact
Living with - Coping with fistula
fistula - Support
- Fistula repair
PREGNANCY HISTORY

All participants received antenatal care during their
pregnancies, although in one case, attendance was
delayed due to fear and attempts to conceal the
pregnancy. Health education prompted one
participant to opt for hospital delivery due to her age,
while another attended antenatal appointments
regularly.

Knowledge of pregnancy

One participant expressed familiarity with
pregnancy and labour based on prior experience,
while another participant recounted discovering her
pregnancy only after a friend remarked on her
appearance and advised her to seek medical
confirmation. Another woman said,

“I didn't know I was pregnant until a friend of
mine commented. you look so beautiful and your
skin is so smooth, you might be pregnant. You need
to go for a check-up at the hospital to be sure.’
(P2)

>

Birth preparations, Labour, delivery and referral

Participants indicated intentions to deliver at
healthcare facilities and had allocated funds for
associated labour costs. All participants-initiated
labour at home and experienced delays before
receiving assistance and being referred to larger
hospitals with the necessary resources as their
facilities were not equipped to assist the women.
However, participants encountered delays in
reaching facilities equipped for safe delivery.
Unfortunately, all experienced stillbirths. One
participant underwent caesarean section, while
another had a vacuum delivery. Reflecting on their
experiences, one participant recalled realizing the
problem only upon being informed of the need for
surgery, while another noted the lack of progress
during a prolonged labour. The woman stated,

“I realized that there was a problem after [ was
examined and told that I would deliver by
operation.” (P4)

“I realized that there was a problem afier spending
the whole night with no progress.” (P1)

PERCEPTIONS OF CAUSES OF FISTULA

Based on insights gleaned from the in-depth
interviews, participants expressed varied
perspectives regarding the causes of fistula,
spanning from the baby being too big and it being
God's will. Other attributions included factors
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associated with the delivery process itself to delays
in accessing delivery care and instruments used
during delivery. One participant remarked,

"The baby was too big, had I sought medical
attention promptly, I might not have developed
fistula."(P3)

Similarly, another participant opined,

"[ believe my prolonged labour and the
instruments during delivery may have contributed
to the rupture of my bladder." (P5)

IMPACT OF FISTULA ON THE WOMEN

The duration of living with fistula ranged from 7
months to 1 year among participants. One
participant expressed that despite their marital
happiness, she and her husband no longer shared a
bed or engaged in sexual relations due to the fistula,
leading to pressure from relatives for her husband to
leave. Another participant reported being
abandoned by her partner during pregnancy and
being refused marriage due to the fistula and the loss
of the baby. All participants noted that fistula had
significantly impacted their ability to work,
resulting in reduced income and increased
dependence on others. Reasons for decreased work
capacity included physical discomfort, constant
need for cleanliness, and social stigma associated
with the condition.

Isolation and stigma

Women with fistula isolated themselves from the
community, avoiding public gatherings and social
interactions due to feelings of shame and fear of
embarrassment. The seclusion experienced by
individuals was a direct consequence of their
profound feelings of disgrace regarding their
circumstances, coupled with an intense
determination to avoid any instances of soiling
themselves in the presence of others or emitting
unpleasant odours. One participant expressed,

"While I maintain good relations with the
community, I avoid visiting them because I am
ashamed of my urinary leakage."(P2)

Emotional, social and health impact

Participants indicated that their family members
underwent stress and worry regarding their
situation. Furthermore, they encountered a range of
emotional, social, and health consequences
including alterations in health, sensations of illness
or discomfort in the genital region, diminished
vitality, debility, and exhaustion.

Economic and family impact

Treatment costs, including fistula repair and
associated expenses such as transportation and
hospitalization, posed financial burdens on the
families of affected women. Participants mentioned
expenses for treatment, clothes, and soap as
common financial obligations. Family members
were also affected economically, with decreased
income due to the inability of affected women to
engage in income-generating activities. One
participant highlighted the strain on her family, with
her brother bearing the financial responsibility for
her medical care, while another participant noted the
economic impact of purchasing soap for daily
washing, diverting funds from other essential needs.

“It is hard on my family, because my brother is
forced to look after me, and he has to look for
money to treat my problem.”(P4)

“My family has suffered economically because [
can no longer engage in any income-generating
activities. Washing daily is costly, you must buy the
soap. This money could be used for other things.”
(P1)

COPING WITHFISTULA

Every participant expressed their unwavering
dedication to upholding proper hygiene practices,
which encompassed regular laundering of clothes
and frequent bathing. One participant specifically
stated,
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"[ prioritize the act of bathing regularly and
ensuring that my clothes are frequently washed;
this way, I guarantee that I don't emit any
unpleasant smells associated with my urinary
leaking problem, thus maintaining a sense of
discretion.” (P5)

Additionally, participants employed various other
strategies to tackle concerns related to odour and
leakage, such as changing clothes frequently,
utilizing padding, and applying lotions. Reflecting
on these approaches, one participant further
explained,

"I effectively utilize padding to lessen the odour of
urine that persists despite occasional instances of
leakage." (P2)

SUPPORT

All the participants reported receiving different
types of support from their families, indicating that
none of them felt isolated or lacked support. The
participants mentioned both financial and
emotional support as forms of assistance they
received. One participant highlighted her reliance
on her husband for all her needs, including basic
necessities. Meanwhile, another participant
expressed the distress her family feels as she is their
only daughter.

“They feel bad because I am the only daughter
and rely on them for everything, even basic
needs.” (P4)

FISTULAREPAIR

At the time of the interviews, all women were
actively seeking fistula repair, a process that
demanded significant sacrifices from their families
in terms of both time and financial resources. One
participant vividly recounted her difficult journey
through a failed attempt at fistula repair, enduring a
41-day hospital stay without resolution of the issue.
Despite the disappointment of returning home
without success, she and her family remained
resilient, determined to pursue a second attempt at

treatment. Another participant provided insight into
the challenges that had hindered her from seeking
treatment earlier. Apart from logistical hurdles, such
as travel and accommodation expenses, financial
constraints emerged as the primary barrier. As she
candidly expressed,

"Our financial situation limited our ability to seek
treatment promptly, as the costs associated with
travel and medical expenses were expensive.” (P3)

DISCUSSION

The narratives shared by the participants in this study
shed light on the multifaceted challenges they face
when seeking treatment for obstetric fistula,
underscoring the need for comprehensive support
mechanisms to address not only the medical aspects
but also the socio-economic barriers to care. These
challenges extend beyond the medical procedure
itself, encompassing financial burdens, logistical
obstacles, and the necessity for emotional resilience.
Recognizing and addressing these challenges is
paramount in ensuring equitable access to quality
healthcare for all women affected by obstetric
fistula. The findings of this study challenge
prevailing notions about the demographic profile of
women affected by fistula. While data from other
countries™ " often portrays fistula as primarily
affecting young girls, our study revealed the
presence of prime gravid and para-three gravid
women presenting with fistula. This highlights the
importance of public education and interventions
that address the full reproductive life-cycle of girls
and women, rather than focusing solely on young
adolescents”. Despite the widespread utilization of
antenatal care services, our study uncovered
inadequacies in the care provided, particularly in
addressing complications during labour. The need
for comprehensive birth preparedness, including
timely recognition of potential complications and
prompt action, is evident. Health care providers
require adequate training, supplies, and equipment
to ensure the delivery of quality antenatal services
that can effectively prevent emergencies'.

149



Medical Journal of Zambia, Vol. 51 (2): 144 - 152 (2024)

The lack of access to emergency obstetric care in our
study, including timely caesarean sections, poses a
significant threat to women's lives, particularly in
rural areas where barriers to transportation and
skilled health care workers are prevalent. Urgent
measures are therefore, needed to ensure that women
in these areas have access to timely and appropriate
care during childbirth. High-quality fistula repair
services as recommended by Deribe and colleagues'’
must be made available and accessible to all women,
regardless of their geographical location or financial
status. The substantial sacrifices made by women
and their families to access treatment underscore the
urgent need for subsidized or low-cost services in
provincial centres. Despite receiving support from
their families, the emotional and economic impacts
of fistula on women and their families are
substantial. Efforts must be intensified to reduce the
stigma associated with the condition and alleviate
the economic burden faced by affected individuals
and their families through targeted interventions and
advocacy".

The accounts shared by the participants in our study
highlight the various complex obstacles encountered
by individuals seeking treatment for obstetric
fistula. Apart from tackling socio-economic
hindrances, it is crucial to acknowledge the
significance of comprehensive care strategies in
managing this medical condition”. Moreover,
cooperation among healthcare providers is vital for
administering thorough and well-coordinated care to
women affected by fistula®. This collaborative
method entails the involvement of diverse medical
teams consisting of obstetricians, urologists,
gynaecologists, nurses, midwives, and
physiotherapists, among others. Through collective
efforts, these medical professionals can offer holistic
care that caters to the intricate needs of women
coping with fistula, encompassing surgical
correction, post-operative therapy, emotional
support, and reintegration into society”'. Effective
management of obstetric fistula necessitates the
implementation of various interventions. These
approaches aim to strengthen pelvic floor muscles,
improve bladder and bowel functionality, and
enhance the overall quality of life for individuals

impacted by this condition. By incorporating these
strategies into comprehensive fistula management
programs, healthcare professionals can achieve
better treatment results while fostering the physical
and emotional health of women. Customizing
techniques such as pelvic floor exercises,
biofeedback therapy, and bladder training to meet
the unique requirements of each woman can
facilitate their recovery and reintegration into
society”. Effective collaboration among health
personnel also extends to the prevention of obstetric
fistula through improved antenatal and obstetric
care. By working collaboratively, healthcare
providers can ensure early detection and
management of obstetric complications, timely
referral to appropriate facilities for emergency
obstetric care, and comprehensive birth
preparedness education for women and their
families.

LIMITATIONS AND CONCLUSION

Participants shared a variety of experiences related
to their lives with fistula, highlighting their views on
its impact and the daily challenges faced in
managing the condition. Their stories reveal
numerous difficulties associated with obstetric
fistula, such as financial hardships, transportation
issues, and a lack of treatment options. To provide
comprehensive care and improve recovery and
overall health for women affected by this condition,
it is crucial to implement targeted treatment
approaches and foster collaboration among
healthcare providers. Additionally, it is important to
acknowledge the study's limitations, particularly
the small sample size due to the limited number of
fistula patients and available resources, as these
factors may affect the generalizability of the
findings. Moreover, the conclusions drawn from the
study rely on the researchers' interpretations and
understanding of the data, which could introduce
bias. To effectively manage obstetric fistula, a
comprehensive approach is necessary, addressing
not only the medical aspects but also the socio-
economic, psychosocial, and rehabilitative needs of
affected women. To support and expand these
findings, further research with larger and more
diverse populations is necessary.
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