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Urinary incontinence (UI) poses a significant challenge for women across
different cultures, as their diverse perceptions of Ul impact their decision-making and
choices, which are influenced by personal beliefs and preferences. Although research on
women's experiences with urinary incontinence has shown substantial progress,
encompassing various cultural contexts, more studies are still needed to examine cultural
factors and employ the framework of transcultural nursing theory. Additionally, limited
research has explored the experiences of older women with urinary incontinence in
Nepal. This descriptive phenomenological study aims to explore the lived experience of
older Nepalese women dealing with urinary incontinence. By applying the theory of
culture care diversity and universality and employing the Colaizzi process for
phenomenological data analysis, this study seeks to interpret the experiences of older
Nepalese women living with urinary incontinence. Data collection involved conducting

semi-



structured interviews with 16 participants aged between 60 and 80 years. Three
themes emerged from the data: (1) Interference with daily living, (2) Modification of
lifestyle, and (3) Impact on the whole family. The findings underscored the need for
effective treatments and support systems to assist women with urinary incontinence in

managing their symptoms.
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CHAPTER 1: INTRODUCTION

Phenomenon of Interest

Urinary incontinence (UI) is a problem that can affect people of all ages.
However, it is a common condition among women (Schreiber et al., 2017), particularly
older adults, and increases in prevalence associated with age (Shaw, & Wagg, 2017). It is
also a common symptom among older women of diverse cultural groups. While Ul is
often considered a natural consequence of aging, people suffering from Ul also suffer
from low self-esteem and experience embarrassment; they avoid participating in social
activities, their emotional and psychological well-being is decreased, and their quality of
life is affected negatively due to anxiety, isolation, and depression (Amaral et al., 2015).
Although quality of life is affected, most people do not contact providers since they do
not perceive urinary incontinence as a complaint (Goksin & Asiret, 2018). Regardless of
various effective treatments, the delay in the treatment for Ul has remained unchanged
over the years (Wagg, 2017).

Ul is an epidemic globally (Botelho et al., 2007). It is also a global medical
problem observed in all age groups in different countries and cultures (Townsend et al.,
2010). According to the US National Health and Nutrition Examination Survey
(NHANES), 9.6 million women >50 years of age experience bothersome stress and/or
urgency incontinence (Swenson et al., 2018). Nearly 50 percent of adult women are
estimated to experience urinary incontinence, and only 25 to 61 percent of symptomatic

community-dwelling women seek care (Minassian et al., 2012 & Morrill et al., 2017).



Enormous variation between studies could be due to cultural differences in the
perception of urinary incontinence, willingness to report urinary incontinence,
methodological differences, and differences in case definitions (Aoki et al., 2017)

Studies have highlighted misconceptions (i.e., believing Ul is a natural part of
aging and a consequence of vaginal birth) (Ahmed, & Zaky, 2016), psychological
barriers (embarrassment, shame, fear of discrimination) (Luo et al., 2018; Wang et al.,
2015), cost and inconvenience (Dunivan et al., 2015), cultural and religious background
and personal reluctance (Mendes et al., 2017) as some of the common hurdles to seeking
treatment.

Background

Urinary incontinence (Ul) is one of the prioritized health issues recognized by the
World Health Organization (WHO), defined as “an involuntary leakage of urine which is
also a social or hygienic problem” (Abrams et al., 2015). The International Continence
Society (ICS) considers Ul under the Lower Urinary Track Symptoms (LUTS) paradigm.
Although this categorization includes a disorder of either storage or voiding function of
the urinary tract system, researchers consider Ul a multi-factorial storage disorder
(Abrams et al., 2010; Sandvik, 1996). The three most common Ul types among women
are stress, urge, and mixed incontinence (Wood & Anger, 2014; Minassian et al., 2017;
Vaughan, & Markland, 2020). Mixed Ul is most prevalent in older women (Minassian et
al., 2017; Welk, & Baverstock, 2017) and significantly impacts women’s quality of life
(Lee, & Kobashi, 2014).

Stress incontinence occurs when intraabdominal pressure exceeds urethral

pressure, resulting in urine leakage when coughing, sneezing, and exercising (Wu, 2021).



Urge incontinence is a debilitating clinical condition characterized by urinary frequency,
urgency, and nocturia (Aoki et al., 2017). Women experience bladder detrusor muscle
spasms that can cause overwhelming leakage, driving health conditions dramatically
decreasing the quality of life in approximately 17% of women over 40 (Chenet al.,
2018). Mixed urinary incontinence is involuntary urine loss associated with both physical
exertion/increased intra-abdominal pressure and urinary urgency (Welk, & Baverstock,
2017)

Ul is also a worldwide health problem affecting more women due to anatomical
and physiological factors (Weledji et al., 2019). The factors include increased body mass
index, genital prolapse, constipation, parity, and urinary tract infection, increasing the
risk of incontinence (Kasikci et al., 2015). Medical morbidities associated with Ul
include perineal infections (e.g., candida or cellulitis) from moisture and irritation, as
well as falls and fractures that increases the overall morbidity, mortality, and health care
cost (Gibson et al., 2018). In addition, Ul is also negatively associated with the ability to
perform other activities of daily living, thus increasing the need for caregiver assistance
(Schumpf et al., 2017).

Urinary Incontinence as a Global Health Issue Across Cultures

Culture, a socially transmitted system of shared knowledge, beliefs, and practices
that varies across groups and individuals within those groups, has been a critical mode of
adaptation throughout the history of our species (Hruschka & Hadley, 2008). The effect
of culture on an individual frequently guides thinking, decisions, and actions in patterned

ways (Karlowicz, 2010). Urinary incontinence (Ul) is a highly stigmatizing condition



(Garcia, Crocker, & Wyman, 2005), which is characterized as a problem situated within
and influenced by culture (Kang, 2015).

Urinary Incontinence was addressed as a pervasive and expansive health issue
during the First International Consultation on Incontinence held in 1998. Professionals
worldwide met for the first time and acknowledged the complexities, costs, and barriers
to managing and treating Ul. This consultation identified incontinence as the last
remaining medical taboo of the 20t century (Chancellor, 1999). The overall prevalence
of urinary issues such as the overactive bladder (OAB) in the total US population is 23.3
%, with women reporting OAB almost twice as frequently as men (30.0 vs. 16.4 %,
respectively) (Reynolds et al., 2016). Patients with OAB and chronic, age-related
comorbidities incurred higher healthcare costs than non-OAB controls with the same
comorbidities (Durden et al., 2018). OAB is also associated with significant healthcare
resource utilization (HCRU) and economic burden in the US long-term care (LTC)
setting (Yeaw et al., 2020; Stefanacci et al., 2021). The annual cost of OAB in nursing
homes was estimated (Sura et al., 2021). However, Ul receives much less attention when
related to some of the other conditions. Treating OAB results in reduced nonpharmacy
costs, highlighting the need for better treatment management (Yeaw et. al., 2020;
Stefanacci et.al., 2021) and management of OAB can decrease the economic impact of
OAB (Powell et. al., 2018). Other estimates place the cost of OAB at $76.2 billion per
year, projected to increase to $82.6 billion (Reynolds et. al., 2016; Coyne et. al., 2014;
Milsom et. al., 2014; Ganz et. al., 2010).

Global estimates of the prevalence of Ul vary significantly. The prevalence

estimates for Ul range from 1.8% to 30.5% in European populations, from 1.7% to 36.4%



in US populations, and from 1.5% to 15.2% in Asian populations (Milsom et. al., 2014),
which is expected to increase in the future thus increasing in the number of women
requiring treatment for Ul (Milsom, & Gyhagen, 2019). The prevalence of lower urinary
tract symptoms (LUTS) is exponentially higher in the Asian population (Yeeet. al.,
2019). With different prevalence rates in diverse people, there can be differences in the
perceptions of urinary incontinence. Hence, exploring Ul in another culture is essential in
pursuing a thorough understanding of UI because cultural variances affect patients’
attitudes about medical care, their aptitude to recognize, manage, and cope with the
course of an illness, the meaning of a diagnosis, and the consequences of medical
treatment.
Beliefs & Attitudes regarding Urinary Incontinence

A study done among Bangladeshi women found that most women (51.9%)
believed that the significant cause of Ul was childbirth, followed by aging (Zabin et al.,
2015). The study also concluded that women underreport Ul because of social and
cultural attitudes. Similarly, a study conducted in India found that women were unaware
of the Ul and believed that it might be due to their gender or due to aging (Mishra et al.,
2020). Furthermore, a study conducted in Egypt found that women believed that Ul is a
natural part of aging and a consequence of childbirth (Huang, 2016). Moreover, a study
in Germany found that women interpreted Ul as a non-medical problem and did not seek
medical help due to shame and taboo (Jurgenseet et al, 2015).

Women from all three groups (39 White, 41 Black, and 33 Latina) shared
embarrassment due to Ul (Siddiqui et al., 2016). More than 62% of women in Zabin et al.

(2015) believed that Ul could cause infection, and (20.5%) can cause skin allergy due to



a lack of knowledge regarding Ul. Similarly, more than 40% were embarrassed to talk
with the doctor and did not seek attention. Over half (56%) were embarrassed to discuss
Ul, even with their husband (Zabin et al., 2015). The stigma of social rejection, isolation,
and shame has negatively affected treatment-seeking attitudes (Wang et al., 2015).
Women also felt shameful, insecure, and burdened due to Ul, which weakened their role
in the family and affected their capability to participate in cultural and religious activities
(Mohd Yusoff, 2017). Likewise, a study done in Spain found that women experienced a
feeling of stress and shame (Pintos et al, 2019). Moreover, their information regarding Ul
was based on beliefs, myths, and misconceptions.

Quality of Life of Older Adults

Urinary incontinence is associated with increased rates and severity of female
sexual dysfunction, such as impaired body image, fear of coital Ul, avoidance of sex,
decreased desire, lubrication, satisfaction, and increased pain (Duralde, & Rowen, 2017).
Additionally, untreated incontinence is linked with falls and fractures, sleep disturbances,
depression, and urinary tract infections (Lukacz et al., 2017; Vo, & Kielb, 2018).

Other authors have discovered that Ul has caused disturbances in socialized life,
as women felt rejected due to their condition. For example, Ul weakened the role of
women in their families and influenced their ability to participate in their religious and
cultural activities. They also felt insecure and burdened on others (Mohd Yusoff, 2017).
Women also shared feelings of being afraid of their families being unable to control their
urine, disrupting life (Pakgohar et al., 2015). Women (64%) suffered and were unable to

pray, maintain relationships (47%), attend social activities (20%), complete household



work (19%), and conduct shopping (13%) (Zabin et al., 2015). Pintos et al. (2019) also
mentioned that some women also developed feelings of rejection towards their bodies.
Significance

The prevalence of Ul ranges worldwide from approximately 5% to 70% (Milsom
& Gyhagen, 2019). It varies based on the population examined, the measurement period
(daily or weekly), and the severity assessment methods utilized. For example, the
prevalence of women living in Brazil between 45 and 60 years old was 23.6% (Juliato et
a., 2017). In contrast, the prevalence rates for adult women (over 18 years old) in
Germany, Denmark, and Norway were 48.3%, 46.4% (Schreiber et al., 2017), and 18.7%
(Ebbesen etal., 2013), respectively. The number of women with Ul in the United States
has been estimated to be about 28.4 million (Wu. J.M et al., 2009). A recent study
conducted among reproductive-age women in rural Nepal found that the prevalence of
stress urinary incontinence (SUI) was 24.1% and urge urinary incontinence (UUI) was
13.5% (Chen et al., 2020). A root cause of this is that women are not consulting providers
due to shame and embarrassment, although their quality of life is being hampered (Goral
& Kukulu, 2017). There is a lack of information referring to the experience of Nepalese
women with urinary incontinence. The researcher believes that having a better
understanding of urinary incontinence among older Nepalese women will empower them
to utilize the best available practices to improve their health and quality of life. This
study’s results may help providers increase their understanding of providing more
effective Ul care to women with bladder health problems. Moreover, culturally relevant
patient education about effective treatment options may help address the barrier to the

timely receipt of healthcare services for UI.



Purpose of the Study

The purpose of this study is to explore the lived experience of older Nepalese
women with urinary incontinence. This research project will help nurses gain insight into
and understand these women's emotional, psychological, financial, and social needs
before planning care. Furthermore, this information will help nurses to work with patients
and help them develop a meaningful plan of care and comply with medical
recommendations.

Research Question
The research question in this study focuses on exploring the lived experiences of older
Nepalese women with urinary incontinence. Asking older Nepalese women about their
experience with urinary incontinence will give them a voice and provide significance to
their concerns.
RQ: What is the lived experience of older Nepalese women with urinary incontinence?
Connection to Caring Science

Leininger's Cultural Care Diversity and Universality Theory (Leininger, 1991a)
serves as the theoretical framework for this dissertation. To illustrate all the elements of
Culture Care Theory, Leininger (1991a) developed the Sunrise Enabler Model (SEM) to
graphically portray all the components of Culture Care Theory. The sunrise enabler
model, as seen in Figure 1, begins with the sun depicting the culture care worldview;
seven factors are incorporated within this worldview, including technological factors,
religious and philosophical factors, kinship and social factors, cultural beliefs and
lifeways, political and legal factors, economic factors, and educational factors (Leininger,

2004). These factors are also indistinguishably linked.



According to the Theory of Culture Care, a significant connection and
interdependence exists between an individual's state of health and their worldviews,
social structures, and cultural beliefs or practices. (McFarland & Wehbe-Alamah, 2019).
Individuals tend to rely on their worldview to comprehend concepts, make decisions, and
take action regarding health-related situations, including health, well-being, illness,
caregiving, and care receiving. (McFarland & Wehbe-Alamah, 2019). Furthermore, the
theory suggests that various factors, such as technology, religion, kinship, cultural values,
beliefs, and lifeways, biology, politics, and law, economy, and education, can have an
impact on health behaviors that are crucial for maintaining an individual's health and
wellbeing (McFarland & Wehbe- Alamah, 2019; Wehbe-Alamah, 2020).

The theoretical beliefs are based on the principles that care is a crucial component
of nursing, and perceptions are shaped within each culture and can be explored through
experiences, beliefs, and knowledge. Leininger (1991) proposes that all cultures have
forms, patterns, expressions, and structures of care that can be discovered, known, and
explained to predict the health and well-being of cultures. The provision of culturally
appropriate care should begin with asking why some practices are accepted while others
are not (Leininger, 1995). Caring across cultures is required to help people to be healthy
and avoid illness; this entails understanding people's values, cultural lifeways, and beliefs
(Leininger, 1995.) Women with Ul perceive and manage their symptoms and illness
differently. Examining caring phenomena through the lens of culture provides an in-depth
understanding of cultures which facilitates nurses to provide culturally competent care,

which is the foundation of Transcultural nursing. Leininger (1991a) suggested that care is



the essence of nursing and that cultural knowledge and research allow nurses to provide
culturally competent care.

The theory offers three action modalities or decision modes necessary for
providing culturally congruent nursing care (Leininger, 2002). The first is culture care
preservation and maintenance (retain, preserve, or maintain beneficial care beliefs and
values). The second is culture care accommodation and or negotiation (the act of helping
cultures adapt to or negotiate with others for culturally congruent, safe, effective care for
their health and wellbeing). The third is culture care restructuring and or repatterning
(acts that help reorder, change, modify, or restructure institutions for better health care
outcomes). The researcher needs to uncover any significant associations between factors
that impact cultural care. Cultural informants will be the ones to verify the influence of
the factors on health, well-being, illness, and death (McFarland, 2018). This study aimed
to explore the perspectives of older Nepalese women with urinary incontinence. Their
lived experiences were documented, and the emerging themes were analyzed using
Leininger's Sunrise Enabler framework. The objective is to uncover cultural care
practices and meanings embedded within their experiences and provide necessary

information for professionals to promote and ensure their quality of life.
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Figure 1

Leininger’s Sunrise Enabler to Discover Culture Care Modified by McFarland & Wehbe-
Alamah (2015)
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Definition of Terms

Culture. Culture refers to the learned, shared, and transmitted values, beliefs,
norms, and lifeways (Leininger, 1991a).

Care. Care refers to abstract and concrete phenomena associated with assisting,
supporting, or enabling experiences or behaviors toward or for others with evident or
anticipated needs to ameliorate or improve a human condition or lifeway (Leininger,
1991a).

Caring. Caring refers to providing care to enhance conditions affecting humans to
improve their lifeways or help them face death (Leininger, 1995).

Culturally congruent care. Culturally congruent care "refers to those cognitively
based assistive, supportive, facilitative, or enabling acts or decisions that are tailor-made
to fit with cultural values, beliefs, and lifeways" (Leininger, 2008, p. 49).

Health. Health is “the state of well-being that is culturally defined, values and
practiced, and that reflects the ability of individuals or groups to perform their daily role
activities in culturally expressed, beneficial, and patterned lifeways” (Leininger, 1991a,
p. 48).

Worldview. Worldview is “the way people tend to look out upon the world or
their universe to form a picture or value stance about life or the world around them”
(Leininger & McFarland, 2006, p.15).

Urinary Incontinence. Urinary Incontinence is "an involuntary leakage of urine

which is also a social or hygienic problem™ (Abrams et al., 2015).
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Summary

This chapter included an overview of the phenomenon of interest, the purpose of
the study, and the theoretical framework that guides this dissertation. Urinary
incontinence is viewed as a hidden condition that significantly impacts personal, social,
and professional lives. This qualitative research aims to explore the experience of older
Nepalese women who are living with urinary incontinence. The Theory of Culture Care
Diversity and Universality (Leininger, 1995, 2002) provides the theoretical
underpinnings for this study, and the researcher intends to explore the themes using this

theory.
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CHAPTER 2. LITERATURE REVIEW

This literature review presents a deeper understanding of the context of the lived
experiences of urinary incontinence as they relate to this research. This chapter described
the main foci concerning urinary incontinence among underserved communities. These
topics include urinary incontinence and the quality of life of women, its impact on daily
life, socialization, and sexualization, feelings about mental health issues, and reluctance
to discuss urinary incontinence. A literature review matrix (Table 1) also addresses
women's beliefs, values, attitudes, and experiences regarding urinary incontinence. This
chapter concludes with a discussion regarding how this proposed study will contribute to
existing research.

Concerns Regarding Urinary Incontinence Among Underserved Women
Urinary Incontinence and Quality of Life (QoL)

Urinary incontinence has been identified as a World Health Organization health
priority (Agarwal, & Agarwal, 2017) which affects people's quality of life (QoL) at every
moment of their lives (Bedretdinova et. al., 2016). It is not only a common and
distressing problem of older adults, it also causes a detrimental effect on the quality of
life (Alshammari et al., 2020). With a significant impact on morbidity and quality of life,
UI has been shown to affect an older person’s emotional well-being, social function, and

general health (Stickley et al., 2017; Kim et al., 2019).
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Research shows a negative association of urinary incontinence with quality of life,
mainly in energy, social isolation, and physical mobility (Bedretdinova et al., 2016).
Minimal incontinence is also associated with a significant negative impact on QoL (Krhut
et al., 2018). Studies also show that the urge and mixed incontinence cause more episodes
of urinary leakage and a more negative impact on the quality of life among patients
(Basak et al., 2012; Caruso et al., 2017). In addition, Ul has many physical, mental, and
social effects on women's lives (Goforth & Langaker, 2016; Javadifar & Komeilifar,
2018), among which anxiety and depression are common mental problems (Lim et al.,
2018; Melotti et al., 2018). Physical concerns such as sleep disturbances and decreased
sleep quality (Gibson et al., 2018), pressure sore (Melotti et al., 2018), urinary tract
infection (Gibson et al., 2018), falls, and fractures are the leading cause of death in
people over 65.

Impact of Ul on Daily living

The symptoms of urinary incontinence are perceived as poor health, ultimately
affecting women's holistic well-being (Rajasi et al., 2016). It significantly impacts daily
and social activities such as work, travel, physical exercise, and sexual function, reducing
the quality of life (Tzur et al., 2016; Lim et al., 2018). Furthermore, the fear of leaking
urine and the worry that it might smell causes much distress both socially and at work
(Lai et al., 2016). The study also reveals that lower well-being is observed in urinary
incontinence (Smith, 2016). Additionally, its correlation with other major geriatric
syndromes, such as falls and functional decline, has also been reported (Szabo et al.,

2018).
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Ul results in some degree of restriction of physical mobility due to the frequent
need to go to the bathroom (Bedretdinova et al., 2016). The impact of Ul on women’s
physical mobility is more pronounced than its psychological impact (Bedretdinova et al.,
2016). Moreover, a study conducted among Moroccan and Turkish migrant women found
that Ul constituted a significant problem in their hygiene and purifying routines (Rashidi
et al., 2019). As Muslims, they pray five times daily, and Ul flouted their purity status.
So, they had to wash more often and experienced this as a heavy burden. Another study
among 150 Saudi older adults reported that more than 36 % of the total participants
suffered from limitations of social life (36.3%), more than 18 % had a negative impact on
their physical activity, and more than 21 % had personal hygiene problems (Alshammari
et al., 2020).

Impact of Ul on Social Life & Relationships

Studies have shown that Ul interferes significantly with daily and social
activities (Abrams et al., 2015). Some women miss the ability to practice their favorite
sports, and some are bothered by having to wear sanitary protection (Senra & Pereira,
2015). Having Ul may result in social isolation due to problems like odor or frequent
need to change their underwear or pads; hence, sufferers are more likely to limit their
social contact with others (Bedretdinova et al., 2016). In addition, Ul is also negatively
associated with the ability to perform other activities of daily living, thus increasing the
need for caregiver assistance (Schumpf et al., 2017).

The research conducted to evaluate the interference of urinary incontinence in
quality of life among women 45 to 60 years old living in the USA, France, Germany, and

the United Kingdom confirmed that incontinence grade (number of losses daily)
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correlates positively with interference in daily life (on daily tasks, social activities, and
perception of mental health well-being) (Abrams et al., 2015). The authors also
mentioned the relationship of incontinence severity with impairment of social life, ability
to visit friends, and impact on familiar life.

Impact of Ul on Feelings & Mental Health

Although Ul is not a life-threatening condition, it has the potential to negatively
impact women's psychological health and reduce the quality of daily living, resulting ina
higher predisposition to stress (Gumussoy et al., 2019). Besides its deleterious effect on
normal daily activities of life, it limits psychological well-being, exposing women to a
higher degree of depression, shame, humiliation, and isolation from family, friends, and
social gatherings (Minassian et al., 2015). People with urinary incontinence often
experience low self-esteem, low physical attractiveness, and body negativity (Gumussoy
et al., 2019). It is associated with poorer mental health among older persons, including
anxiety disorders, depression (Felde et al., 2017), low self-esteem, anxiety, and cognitive
impairment (Stickley et al., 2017; Kim et al., 2019).

A study conducted using samples from 4 countries like, the UK, France,
Germany, and the USA, shows that women with Ul, aged 45-60 years, had reduced well-
being related to the impact of the Ul on behavior, embarrassment associated with it, and
frequency of leakage (Smith, 2016). Another research study done by Kwak et al. in 2016
found that the risk of stress and depression in older women with urinary incontinence was
approximately 2 and 1.5 times higher, respectively, than that of participants without
urinary incontinence (Kwak et al., 2016). Similarly, a review study also found that

psychological distress, depression, and anxiety are well-recognized psychological effects
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of urinary incontinence (Avery & Stocks, 2016). Meanwhile, research has indicated that
poorer mental health can affect the course and outcomes of Ul (Stickley et al., 2017).
Impact of Ul on Sexual Life

Sexual health is essential to women's self-worth, emotional well-being, and
overall quality of life in midlife (Chu et al., 2015). However, urinary incontinence may
trigger problems related to sexual female life, namely: loss of urine during coitus (coitus
incontinence), night losses associated with urgency, and fear of bedwetting (Karbage et
al., 2016). Researchers found that women with Ul are more likely to be sexually abstinent
than continent women. Furthermore, women with Ul showed less sexual desire, sexual
comfort, and sexual satisfaction than their counterparts despite having a similar frequency
of sexual activity (Felippe etal., 2017)

Research conducted in England found that women with urinary incontinence
reported declines in sexual activity and arousal and increased concern about their
frequency of sexual activity and ability to become sexually aroused. (Lee et al., 2018).
Similarly, another study showed that in women with chronic physical diseases and
urinary incontinence, the sexual quality of life is affected at a worse level compared to
those who do not have urinary incontinence. In conclusion, women with Ul may have at
least mild or moderate negative impacts on their general quality of life (Gliveng et al.,
2016). Interventions should be tailored according to the suffering reported by women and
the impact of urinary incontinence on the couple's sexual relationship (Pereira et al.,
2019). The first and crucial element of the management plan is increasing women's
awareness of Ul and using protective measures to help improve their QoL (Glveng et al.,

2016).
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Reluctance to Discuss Urinary Incontinence

Urinary incontinence is a common problem among older adults that often goes
unreported and therefore undertreated (Sabzwari & Amin, 2020). It affects millions of
women worldwide with significant and probably still underestimated rebounds on
personal and social well-being (Serati & Ghezzi, 2016). Even though it does not lead to
death, it can significantly affect an individual's quality of life (Kilpatrick et al., 2020).
Some individuals do not consider Ul to be a serious problem. Moreover, women hope for
a natural solution. Most older adults share a common belief that Ul is not manageable.
Others assume that it is a normal physiological part of aging. Therefore, they neglect it or
hesitate to report symptoms due to the issue's culturally embarrassing and sensitive nature
(Murukesu et al., 2019). Similarly, the belief that Ul is a normal feature of aging
contributes to delays in seeking treatment. (Murukesu et al., 2019; Urbankova et al.,
2019). Women suffering from Ul feel too embarrassed to consult a clinician of the
opposite sex, which further demotivates them from seeking care. They feel ashamed, do
not talk about their condition, and socially isolate themselves. This finding is consistent
with another study from a similar cultural background population (Rashidi et al., 2019;
Dhillon et al., 2016).

Review of Literature Search Method

This review aimed to identify articles dealing with women’s lived experiences,
beliefs, attitudes, values, behavior, and barriers regarding urinary incontinence. The
CINAHL, Medline, PubMed, and Google databases from 2016 to 2021 were studied.
Keywords such as urinary incontinence, lived experience, older adults, women, beliefs,

values, attitudes, quality of behaviors, and barriers were included while performing the
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literature search. Any references cited by researchers relevant to the keywords were also
reviewed. The criteria for inclusion of research included: peer-reviewed English articles,
women having urinary incontinence, studies that mentioned about lived experience,
barriers, beliefs, values, attitudes, and quality of life regarding urinary incontinence,
studies published between 2016 to 2021, articles blind peer-reviewed and written in
English, and qualitative, quantitative, mix method studies and review articles. Exclusion
criteria included articles responses other than women. Data extraction is presented in
Figure 2.

Figure 2

Data Extraction Process

Databases: CINAHL, Medline, PubMed, Google database
Search Terms: urinary incontinence, lived experience, older adults, women, beliefs,
values, attitudes, quality of life, behaviors, and barriers.
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Table.1

Literature Review Matrix

Author/ Published  Theoretical/ Research Methodology/ Analysis & Conclusions Implications
Country Year Conceptual Question(s)/ Population Results
Framework Hypothesis
Hammad 2021 Not available  This study Systematic Data related to the ~ This review Embarrassment
aimed to review. country, emphasized the  to see a doctor
review the All published  prevalence, study need for true from the
Gulf published literature that  design, definition of whole opposite
Countries literature on investigated Ul, questionnaires,  population- gender can also
(Saudi Ul among the social impact, and  based studiesto  be helped by
Arabia, women in this prevalence, help-seeking investigate the  encouraging
United Arab region. social impact, behavior were prevalence, more female
Emirates, and help- tabulated. social impact, doctors to
Kuwait, seeking The main reasons and help- specialize in
Qatar, Oman, behavior in for not seeking seeking urogynecology
and Bahrain) women with medical advice behavior inthe .
Ul in the Gulf were an Gulf countries
countrieswas  embarrassment to using validated
reviewed. see doctors international
especially male guestionnaires
doctors and the as these studies
belief that Ul is a are lacking.
common, normal or
incurable disease.
Moossdorff- 2021 International To Cross- For analysis, During Thisis an
Steinhauser, Consultation  investigate the sectional descriptive statistics pregnancy, Ul important
on prevalence of  design. and the independent affects two out  factor to

Incontinence

self-reported

samples t-test were

of three women,
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Berghmans, Questionnaire Ul level of A digital used to determine but only one in  consider in
Spaanderman -Urinary experience of  survey shared differences between eight women care planning
, & Bols Incontinence  bother, and on social help- and non-help-  sought and research as
Short Form beliefs to gain media was seekers. professional less bothered
Netherlands (ICIQ-UI SF), a used for The main reasons help. Non-help- women
ICIQ Lower greater recruitment for not seeking help seeking women  will be not
Urinary Tract understanding and 407 were a minimal to experience known to the
Symptoms of help- participants bother and the idea  less bother. health care
Quality of seeking were that Ul would system.
Life (1ICIQ- behavior in included. resolve by itself.
LUTS QoL),  adult pregnant
and questions  women.
on beliefs and
help-seeking
behavior.
Saaqib, 2021 Questionnaire  To investigate Cross- Regression analysis  Elderly age, The issue of
Jameel, -Urinary the predictors  sectional was used. embarrassment, incontinence
Ghufran, & Incontinence  of treatment survey. The shared risk lower subjective should be
Eusaph Short Form delays of 106 factors of treatment  severity of raised in front
(ICIQ-UI SF)  urinary participants delay were elderly ~ symptoms, and  of susceptible
Pakistan Incontinence  were age, stress women,
among randomly who embarrassment, incontinence women
Pakistani had Ul at lower subjective were predictors  admitting to Ul
women. Lady severity of of treatment should be
Willingdon symptoms, and delay among assessed for
Hospital. stress incontinence.  Pakistani predictors of
women. delay at their
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initial visit &
the trained
medical staff
should
thoroughly
discuss their
urinary issues.
Alshammari, 2020 Arabic The objective  Cross- Frequencies, Ul isa common Raising
Alyahya, version of the  of the study is  sectional percentages, chi- and distressing  awareness
Allhidan, ICIQ-SF to determine  study usinga  squared tests, and problem inthe  about Ul, QoL,
Assiry, (International  the impact of  random P-values. elderly. A large the
AlMuzini, & Consultation  urinary sample. 124 6.3% of participants proportion of misconceptions
AlSalman on incontinence  Saudi older did not seek help the participants , and
Incontinence  (UIl) on the adults took due to had a encourage
Questionnaire quality of life  part in this misconceptions detrimental them to
) with 33 (QoL) of the  study of about Ul and aging, effect on their overcome the
additional Saudi elderly  which 62.9%  unavailability of quality of life.  stigma of
Riyadh, questions, population. were women.  treatment, and A substantial embarrassment
Saudi Arabia four of which  Besides, help- embarrassment, percentage of and seek
came from seeking they suffered from  older adults did  medical help.
them from the behaviors and limitations of social not seek help.
King's Health  the religious life (36.3%), a
Questionnaire and cultural negative impact on
(KHQ). aspects of Ul their physical
among the activity (18.5%),

Saudi elderly

personal hygiene
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were also (21.8%), and their
investigated. self-esteem (32.3%)
Toye & 2020 GRADE- To explore the Meta- Six themes: The culture of  An
Barker CERQual experience of ethnography 1) Am lill oristhis secrecy and environment
framework to  living with Ul developed by  normal? 2) It profound sense  which reduces
assess and to Noblit and affects who | am of shame isa the shame and
confidence in  develop Hare. and how I feel; 3) I barrier to stigma of Ul
review aconceptual  Fully-reported feel stigmatized, seeking help. may help
findings model that qualitative ashamed, and people to
N can helpusto research from guilty; 4) talking switch the
understand January 2017  can be difficult but focus to
this to Feb 2019 it can help; 5) strategies that
experience, was included  keeping will improve
and the in 41 studies.  incontinence under continence,
potential control; 6) have | rather than
barriers to got to the point that conceal
appropriate | need help? incontinence.
healthcare.
Mishra, 2020 This study To explore the Qualitative Content analysis Cultural and Itis
Kumar, examined the  the attitude of  study. was carried out. social systems  essential to
Pathak, & attitude of the women Women Most of the women  were more emphasize the
Vaishnav women toward Ul, to  (betweenthe  were unaware of important importance of
toward understand age of 20 the Ul and believed determinants of Ul as a serious
health in the related and 70 years) that it may be due health-seeking  issue
Guijarat, general and sociocultural ~ were included to their gender or than in health
India toward the factors and due to aging. education to
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problem of health-seeking Shy nature, lack of  health systems  help women
ul. behavior, and priority and themselves recognizing
to ascertain privacy, particularly this as an issue
the challenges dependency, when a rather than a
encountered self-neglect, sensitive issue  variant of
in the and influence of such as Ul in health.
community- social and cultural ~ women of rural
based norms were reasons Western India
physiotherapy for discarding was concerned.
interventions. intervention.
Fakari, 2020 This study This study Qualitative Conventional Healthcare It is better to
Hajian, determined aimed to method content analysis providers pay attention to
Darvish, & the factors explain 34 women approach, and in- should consider people's
Majd affecting the factors with urinary  depth an open subjective
referral for the affecting incontinence  semi-structured dialogue with beliefs and life
treatment help-seeking  (29-75 years)  interviews. patients context in
utilization in ~ behaviorsin  were included Deterring themes considering routine care in
Iran women with ~ women suffer in the study. such as "not their subjective  an open
urinary incontinence. perceiving disease  beliefs and life  dialogue with
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in the form of
two
facilitating
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themes.

"shame", "negative
influence of
important others",
and "the health care
system" and
facilitators themes
such as “weakening

context during
routine referrals
to facilitate
early diagnosis
of the disease
and ultimately
lead to an

patients for
early diagnosis
disease.
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the quality of life"  improvement in
and "positive effect the woman's
of important others" quality of life.
were found.
Castillo, 2019 Andersen To analyze Qualitative Interviews were The results Raising
Gatica, model. via the study, based recorded and reflect the awareness of
Arias, Andersen ona transcribed, data complexities of  this complexity
Portifio & model what phenomenolo  were then codified  asking for and developing
Cantero leads women  gical for triangulation. health care for ~ an approach
with urinary  interpretative— Common elements  women that includes
incontinence  explanatory were re-codified, with Ul, all
(UI) to seek method. Frequency and especiallyina  stakeholders
Chile, South help and Participants quantity of country such as  (Institution,
America remaininthe included were symptoms, Chile with community,
healthcare women aged  coping strategies different and family) is
system. 18 years or and beliefs about its healthcare crucial for
older who had causes as well as levels. professionals
the diagnosis  the reaction of who want to
of Ul. partner, family, or offer
coworkers to her both medical
condition were therapy and
characteristics that wellness-
eased or hindered focused
healthcare healthcare.

seeking.




Lc

Author/ Published  Theoretical/ Research Methodology/ Analysis & Conclusions Implications
Country Year Conceptual Question(s)/ Population Results
Framework Hypothesis
Pintos- Diaz, 2019 This study This study A qualitative A thematic analysis  This study Women should
Alonso- illustrated aimed exploratory was performed. highlights the receive
Blanco, how Ul is to explore the  study. Four themes importance of accurate
Paras-Bravo, experienced experiences of 18 women emerged: (a) developing information &
Pefas, with feelings  a group of aged Experiencing educational support
Zulueta, of women with >18 yearsold  uncontrolled programs regarding Ul
Fradejas- unpleasantnes urinary with positive  urinary leakage, (b) that focus on and the
Sastre, & s, shame, incontinence.  symptoms, Information women’s urogenital
Palacios- insecurity, signs of based on beliefs information and region from
Cena and guilt. urinary and myths education healthcare
incontinence, regarding Ul, (c) regarding professionals
and attending  Adapting to change triggering to change false
a specialized  and developing factors and beliefs.
Madrid urinary strategies, (d) The  coping
(Spain) incontinence  role strategies.
center for the  of education.
first time were Women’s
included. experiences were
accompanied by
feelings of stress
and shame.
Shaw, 2019 This study This study The sample Data were analyzed More than two-  The significant
Rajabali, aimed to examined the included 4446 in STATA version thirds of women impact of Ul,
Tannenbaum examine the relationship women (2022 12.1. Correlations  thought Ul awareness-
, & Wagg relationship among with UlI). & Multivariable normal for raising and
between holding that Secondary logistic regression  aging. This education
having the analysisofa  analyses were used. belief was not
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Canada belief that Ul belief, Ul type controlled The belief that associated with  may have a
isnormal for  and severity, trial Ul is normal for age or considerable
aging, impact on examining the aging was held by  perception effect on the
Ul type and quality of life, impact of 2149 women of overall quality of life
severity, management,  continence (48.3%) and was health. More of older
impact on and promotion not associated with  severe community-
quality of life, healthcare- workshops on  age incontinence dwelling
management  seeking in a ul or perception of and greater women and
and sample of self- overall health. quantities of warrants
healthcare- older management. pad use did not  further
seeking for Ul community- make women investigation.
and LUTS. dwelling less likely to

Canadian hold this belief.
women.

Luo, Dai, 2018 A The aims of Cross- Statistical analyses  Common It is important

Tay, Ng & modified self- this study sectional included descriptive barriers for the

Koh administered  were to Study. analysis, included government
questionnaire  determine the 249 female comparison embarrassment, and medical
including prevalence, outpatients tests, bivariate and  fear of surgery  practitioners to
two validated symptom over 21 years  multivariate , and develop
instruments characteristics of age were analyses. The misconceptions. programs to

Singapore (the , risk factors  enrolled for overall prevalence  This study increase the
International  and impact on this study. of Ul was 41.74%.  emphasizesthe public’s
Consultation QoL & to Among need for policy  awareness of
on describe the symptomatic development for Ul as well as
Incontinence  attitudes of women, only Ul prevention access to Ul
Questionnaire  these women 41.25% sought treatment.
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-Urinary towards U, medical attention and
Incontinence  and to before. The most management in
short form investigate the common barrier to  Singapore.
and the barriers to healthcare-seeking
Incontinence  healthcare- behavior was an
Impact seeking embarrassment.
Questionnaire  behavior in
-7) were used  symptomatic
women.
Mallett, 2018 Barriers to To identify Case-control ~ Data were analyzed Among Understanding
Jezari, Incontinence  factors study. using SAS 9.3 Mexican physicians’
Carrillo, Care Seeking  associated Participants software. American knowledge
Sanchez & Questionnaire with delayed  were women  Univariate women with Ul, and providing
Mulla (BICS-Q). care-seeking  who self- associations, chi- those who subsequent
behavior identified squared test & delayed seeking education to
in adult as Mexican logistic regression  care for their Ul providers in
Mexican American, were used. were more this
American Hispanic, 0.12). likely the region is an
Texas, USA women with  Chicana, or Lack of interest on  then those who  important next
Ul. Latina, the part of the sought care step.
and were 18 healthcare promptly to cite
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or older. Total
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lack of interest
on
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barrier to
seeking care in
a timely
fashion.
Pedersen, 2018 International ~ The study Mixed The chi-squared Only a small Encourage
Lose, Consultation  aimed to methods test, t-test, Fisher's  proportion of health staff to
Jurgensen, on evaluate international  exact test, and women with Ul be more aware
Waldmann & Incontinence  the predictors  study using ANOVA had of the
Rudnicki Modular and reasons exploratory were used to consulted a circumstances
Questionnaire  for help- sequential evaluate the physician, and  and intervene,
Urinary seeking design associations the driving thereby in time
Incontinence  behavior between Ul-specific forces for help-  improving
short form among and non-Ul-specific seeking the
(ICIQ-UI SF)  women with variables and the the behavior consultation
was used. urinary consultation rate. was severity and treatment
Germany & incontinence Women and duration of  rates and
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and Denmark. did not seek help information of Ul 'in the
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consider Ul as a

problem, whereas
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severe/very
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were
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Danish women
reported that they
did not
have enough
resources to consult
a physician.
Waetjen, 2018 Study of The objective A prospective  Generalized Over half of Public health
Xing, Women’s of thisstudy  cohort study  Estimating women who did and clinical
Johnson, Health Across was to explore of women Equations and not seek efforts directed
Melnikow, & the Nation factors reporting Ul ordinal logistic treatment for at making Ul a
Gold associated in SWAN. regression were their Ul standard
with reasons  Questionnaire used for analysis. reported reasons element in the
mid-life data were The most that could be review of
women collected from frequently reported addressed by systems and a
USA reported for 1995 to 2005.  reasons for not public health point for
not seeking Data were seeking treatment and clinical discussion and
Ul treatment  collected from were efforts to make  education in
over 9years  six of the Ul not bad enough” Ul a discussion  mid-life and
of follow-up  seven clinical  (73%), “Ul is a point during older well-
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of Women's treatment- aging” (53%),and  women visits. could
Health Across seeking “health care minimize this
the Nation (Pittsburgh, provider never barrier
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views and speaking transcribed and about the expand in
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Figure 3

Leininger’s Sunrise Enablers linked to identified Ul factors from review.

Embarrassment to see doctors, suffered from limitations of social life,
the negative impact of self-esteem, feel stigmatized, ashamed and
guilty, shy nature, shame, feelings of stress and shame, fear of doctor,

[ Kinship & Social Factors insecurity, isolation

/ The belief that Ul is a common, normal & incurable disease, Ul would resolve \
itself, misconception about Ul, affects who 1 am & how | feel, believed that it may
Cultural, Values, be due to their gender or due to aging, not perceiving disease, adapting to change
Beliefs & Lifeways | > and developing strategies, belief that Ul is normal for aging, didn't consider Ul as a
problem, views of “massage” therapy as an effective treatment, considered a

consequence of pregnancy and childbirth, stigma, burden, old people” disease, a

K hopeless disease without a cure /

SN
N
Religious, Spiritual &
: ; Influence of social and cultural norms, beliefs and myths
[ Factors Philosophical Factors T,

regarding Ul, Cultural, religious backgrounds, coping
\ mechanism, power of relative’s stories of the past
\ [ Educational Factors ]

_ _ Lower subjective severity of symptoms, unavailability of treatment,
[ Biological factor \ unaware of the Ul, Frequency, and quantity of symptoms, coping

\ [ Economic Eactors ] strategies, and beliefs about its causes, lack of interest on the part of

the healthcare practitioner and staff, views as abnormal condition,
being unaware that help was available, lack of education, did not seek

[ views of cancer as a common ] medical consultation.

[ No resource to consult a physician. ]




The study findings gathered in this literature review are grouped according to the
enablers in Leininger’s Sunrise Enabler to Discover Culture Care Model (Figure 3).

A systematic review concerning women with Ul in the Gulf countries (Hammad,
2021) found that women did not seek medical advice because they were embarrassed to
see doctors, mainly male doctors, believing that Ul is a common, normal, or incurable
disease. Similarly, a cross-sectional study in Pakistan (Saaquib et al., 2021) also found
that women delayed their treatment due to embarrassment. The women also showed
lower subjective severity of symptoms. Luo did a cross-sectional study in Singapore in
2018 and found that embarrassment was one of the common barriers among women to
health care. The women also showed fear of surgery and misconception regarding Ul. A
study done in Riyadh, Saudi Arabia (Alshammari et al., 2020) showed that older adults
were embarrassed about sharing Ul symptoms with others. They also suffered from
limitations in social life, negatively impacting their physical activity, personal hygiene,
and self-esteem. Likewise, similar findings were also reported in qualitative research
among white, Black, and Latina community-dwelling women in the USA, showing that
they shared experiences of embarrassment and isolation due to Ul (Siddiqui et al., 2016).

A study in the Netherlands showed that women did not bother about Ul and
thought it would resolve by itself (Moossdorff- Steinhauser et al., 2021). Comparably,
meta-ethnography reported women's experience of living with Ul, and they felt
stigmatized, ashamed, and guilty; they could not figure out whether the condition was
illness or normal. They thought sharing their problem might be challenging but helpful
and could not decide when they should seek help (Toye & Barker, 2020). A study in

Spain showed that women whose information regarding Ul was based on beliefs and
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myth and their experiences were supplemented by feelings of stress and shame (Pintos et
al., 2019). Furthermore, a study in Canada reported that women believed that Ul was
normal for aging, more severe incontinence, and greater quantities of pad use did not
make women less likely to hold this belief (Shaw et al., 2019).

A qualitative study conducted in India (Mishra et al., 2020) revealed that women
were unaware of Ul, and they believed that it might be due to their gender or due to
aging. The women discarded intervention for their condition because they were shy,
lacked priority and privacy, were dependent, and had an influence of social and cultural
norms. Likewise, a study in Hongkong showed cultural stereotypes about overactive
bladder (OAB) as old people’s” disease and hopeless disease without care (Siu, 2016).
Similarly, women suffering from Ul in Iran did not perceive Ul as a disease and were
ashamed of the condition even though their quality of life weakened due to Ul (Fakari et
al., 2021). They also found that women had a negative influence on others and the health
care system. Interestingly, a study done in the USA among Mexican American women
with Ul (Mallett et al., 2018) reported that lack of interest on the part of a healthcare
provider was a barrier to seeking care in a timely fashion. Additionally, a study done
among women with Ul in Chile showed that beliefs about Ul causes, the reaction of a
family member, partners, or coworker, their symptoms, and coping strategies all
contributed to either seeking help or hampered them from seeking healthcare (Castillo et
al., 2019). Moreover, a mixed-method study in Germany & Denmark found that women
did not consider Ul a problem. German women reported that other illnesses were more
important than Ul, whereas Danish women reported that they did not have enough

resources to consult a physician (Pedersen et al., 2018).
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A qualitative study of Spanish- speaking Latinas found that they were
embarrassed, viewed Ul as an abnormal condition, and perceived that providers might
downplay or ignore their symptoms. They also considered cancer a common
complication of Ul and viewed massage therapy as an effective treatment (Jackson et al.,
2017). Similarly, a study conducted in North England found that older adults felt that
general practitioners did not prioritize or recognize their concerns, and they delayed
seeking help due to various reasons such as embarrassment and coping mechanisms.
They also perceived Ul as a normal part of aging and were unaware that help was
available (Vethanayagam et al., 2017). Again, a Malaysian study found that women
thought Ul was a consequence of the postnatal period and were stigmatized, insecure, and
burdened with Ul (Mohd Yusoff et al., 2017). Lack of education, poor communication,
and the power of relatives’ stories of the past were barriers to seeking help and
disempowering women (Wagg et al., 2017).

A systematic review by Mendes et al., 2017 found that women's cultural-religious
background and personal reluctance contributed to delay; they suffered Ul silently, which
affected their social roles and daily activities. They also reported a sense of shame and
adverse effect on their intimacy and sexual satisfaction and considered Ul a consequence
of pregnancy and childbirth. Comparably, a literature review exploring non-biologic
factors (NBF) on Ul found that women's QoL perceived bother; stigma, shame,
embarrassment, knowledge, and perceptions; social determinants of health, cultural and
language characteristics, personal characteristics and skills; and physical abilities were
NBFs that may influence Ul management (Norton et al., 2017). Furthermore, a study

done in Egypt found that most women with Ul didn't seek medical consultation, although
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they attended urologic or gynecologic clinics to treat other health problems (Huang,
2016).
Discussion of Gap in Knowledge Base and link to Caring Science

Reviewing the literature has given insight into how women perceive and manage
urinary incontinence and how their values and beliefs influence their approach to living
with the condition and seeking assistance. During the literature review, three gaps were
identified: firstly, there is limited research on the day-to-day experiences of older women
living with urinary incontinence. Secondly, there is a lack of literature addressing
Nepalese women with urinary incontinence. Thirdly, it was observed that none of the
studies employed caring theories as their primary theoretical frameworks, and the authors
did not use caring principles. Most of the articles included in the review had study
samples, including women under the age of 65. Research that includes women across all
age groups, including older adults, may offer a more comprehensive understanding of the
phenomenon. Therefore, the present study aims to address these three literature gaps by
shedding light on the experiences of older Nepalese women who are coping with urinary
incontinence.

The significant role of culture in shaping individuals’ beliefs was evident in the
literature review. People's cultural views shape how they behave and interact with others.
When it comes to healthcare, these views can influence how a person understands and
expects treatment for their health conditions (Jackson et al., 2017). According to
Leininger's theory, understanding a woman's lifeways and perception of caring is
important to provide effective care for urinary incontinence (Ul). Therefore, nursing care

approaches should vary based on the diverse perspectives on care and caring in different
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cultures (Wehbe-Alamah, 2020). Nurses must align their healthcare decisions with
clients’ needs and lifeways to deliver meaningful care (p. 9). Ethnic background is
closely linked with culture and strongly affects a person's beliefs about their body and
healthcare (Graces et al., 2006). Various cultural attitudes impact healthcare, including
delaying care-seeking decisions, the significant influence of spousal or family member
input, and the use of alternative medicine and religious beliefs (Ransford et al., 2010).
Therefore, it is crucial to understand women's beliefs, values, attitudes, barriers, and lived
experiences concerning Ul to provide appropriate nursing care.
Summary

This chapter presents a comprehensive analysis of the literature on the
experiences, beliefs, values, attitudes, and barriers related to urinary incontinence (Ul)
among women. The results obtained from this literature review indicate that urinary
incontinence (UI) is a substantial problem for women of all cultures. Women's
perceptions of Ul vary; they make choices or decisions based on their beliefs and
preferences, negatively impacting their quality of life. This review emphasizes exploring
the societal and cultural environment in which these women reside, as it can considerably
influence their encounters with urinary incontinence and their readiness to pursue
treatment or assistance after being diagnosed. This could involve examining cultural
beliefs and attitudes related to aging, gender, and health and considering the availability
and accessibility of healthcare services. To effectively assist women with Ul, it is
necessary to comprehend their unique cultural and social perspectives on caring, as
outlined by Leininger's theory. Nurses must provide "meaningful care” (p. 9) by tailoring

their healthcare practices and decisions to the needs and lifeways of their clients.
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Additionally, conducting more research through the lens of Leininger's Cultural Care
Diversity and Universality Theory would provide greater insight into the phenomenon of

Ul among women.
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CHAPTER 3. RESEARCH METHODOLOGY

This study aimed to explore the lived experience of older Nepalese women with
urinary incontinence. To explore the phenomenon, the research question was “What is the
lived experience of older Nepalese women with urinary incontinence?”. The research
study used a qualitative phenomenological approach to better understand the older
Nepalese women’s perceptions and understanding of the phenomenon. This chapter
explains this study's overall methodology, including the research design, sampling,
recruitment, setting, data collection procedures, data management and analysis, ethical
considerations, and limitations.

Research Design

This research study used a descriptive phenomenological qualitative design to
understand the lived experience of older Nepalese women with urinary incontinence.
Qualitative inquiry evolved in anthropology and sociology as a scholarly approach to
describing life experiences from the perspective of the persons involved (Merriam &
Tisdell, 2016). Descriptions are made by exploring, understanding, and interpreting the
meaning individuals and groups ascribe to social or cultural phenomena (Creswell, 2013;
Merriam & Tisdell, 2016). Nonnumerical data are used to look at the meanings of
concepts from the perspective of the participants of the study (Mohajan, 2018). The
process is further categorized as flexible, inductive, evolving, and emerging to reach a

deeper understanding (Creswell & Poth, 2016; Merriam & Tisdell, 2016).
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The focus of qualitative research is on understanding how people make sense of
their world with the exploitation of different aspects and different expressions.
Qualitative research gives significance to the human experience by describing,
understanding, and interpreting phenomena (Grove et al., 2016; Merriam & Tisdell,
2016). Qualitative research aims to understand social phenomena holistically from the
participants’ perspective. Edmund Husserl first developed this research design, which
involved descriptions of the lived experiences of people (Polit & Beck, 2020). The lived
experiences included all things that people in a phenomenon in their daily lives
experience through seeing, hearing, feeling, believing, remembering, acting, deciding,
and evaluating (Polit & Beck, 2020).

Descriptive Phenomenological Approach

The researcher followed four steps of the phenomenological approach to
understand the specific phenomenon using descriptive phenomenology. 1) Bracketing
helped eliminate biases from the researcher’s opinions. The researcher would not give
feedback or reflex on any ideas while collecting data to get rich data. 2) Intuiting was the
method that the researcher used to gain an understanding of the phenomenon by focusing
on awareness during an interview. 3) Analyzing followed the method of Colaizzi (1978)
to analyze data which is described in the data analysis section. 4) Describing is also
explained in the section on data analysis.

Setting, Sampling, Recruitment
Setting
The setting for this study took place in Nepal, which is in Southeast Asia and has

an approximate total population of 28 million people (United Nations, 2019). Over 2
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million people are over 60, and 4.69 % are older women (DESA, 2019). Participants were
recruited from the outpatient department of urology and gynecology of the National
Academy of Medical Sciences, Bir Hospital. Bir Hospital is the oldest hospital in the
heart of the capital city of Nepal, Kathmandu. This hospital has easy access for the
general population from all over Nepal. It is an embodied hospital of the National
Academy of Medical Sciences. The daily outpatient load is around 1500. It is the central
government hospital with a total 460-bed capacity (NAMS, n.d).
Participants
The sample was recruited by purposive and convenience sampling, with data

collected until saturation. As a result, 16 participants were included in this study. The key
participants were recruited following the inclusion and exclusion criteria as follows.
Inclusion Criteria

e Age 60 and older Nepalese women.

e Diagnosis of urinary incontinence.

e Were able to communicate verbally with the researcher.

e Were willing to participate in the study.
Note: (In Nepal, individuals over 60 are considered elderly (Shrestha, 2012).
Exclusion Criteria

e Verbal or cognitively impaired participants were not included in the study.

e AD8 dementia screening interview tool was administered to screen the

participants (Galvin & Zweig, 2018). Participants with 2 or higher cut-off points

were not included in the study.
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Participant Recruitment

A letter of cooperation was received from the Bir Hospital. After that, research
approval was given by FAU's Institutional Review Board (IRB) and the Health Research
Council, Government of Nepal. Participants were recruited from Bir Hospital of
Kathmandu, Nepal. IRB-approved recruitment flyers (Appendix A) were dispersed
throughout the hospital, providing the study introduction and the researchers’ contact
information if the participants were interested in participating. The provider identified
participants, approached them to participate in the study, and provided information about
the study's purpose while answering their additional questions. Participants also contacted
the researcher via a recruitment flyer, and the researcher explained the purpose of the
study in further detail. Arrangements were made to set up a date and time for an
interview via video conference. Before interviewing the participants, consent was
verbally taken using the consent paragraph (Appendix B). After obtaining consent, the
researchers administered the AD8 dementia screening interview tool (Appendix C) to
screen the participants. It was ensured that the participants had no cognitive impairment
before administering the AD8 as an additional precaution. A gift card worth $10 was
provided to the participants for participation.

Data Collection

The demographic data of the participants were collected using a demographic
questionnaire. During the interview, the researcher asked demographic questions to the
participants and filled out the demographic questionnaire (Appendix D) on paper. The

researcher asked the participants about their age, ethnicity, religion, marital status,
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education, type of family, the total number of family members, employment, age at
diagnosis, and situation that make their urinary incontinence worse.

Qualitative data about the lived experience of older Nepalese women with urinary
incontinence were collected through interviews. Interviews were conducted through
video conference and audio recorded using a tape recorder. Interviews were 30-60
minutes. The researcher conducted in-depth, semi-structured interviews of the
participants following the research question (Appendix E). The interviews were
conducted in Nepali, and the transcripts were translated from Nepali to English. To
ensure the quality and accuracy of the translations, a process of back translation was also
employed by a translator who was fluent in both languages.

Could you tell me about the experience of living with urinary incontinence?
1. What is your understanding of urinary incontinence?
2. What have you found to help deal with urinary incontinence?
3. Could you tell me how having urinary incontinence impacts your life?
4. Has this experience affected your family life and or relationship with others?
5. What is it like for you to talk about this experience?

The research questions were the primary structured questions followed by several
prompts, such as, “Can you tell me more?” “What else have you experienced?”
“Anything else you would like to explain?”” and so on. These stimulating prompts helped
to clarify and expand the detail of the participants’ lived experiences. The researcher took
field notes throughout each interview, observing the participants' emotions, behaviors,
and body language via video conversations to gather all the necessary information. Each

day after the interviews, the researcher also drafted memos. Also, the researcher
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employed bracketing to obtain pure data; as a result, she did not provide feedback or
express any suggestions during the interviews.

Field notes: To collect all the relevant information, the researcher took field notes
regarding feelings, which could be observed via the participant’s voice and tone during
the interview.

Memos: The researcher also wrote daily memos when the interviews were
complete. It was a means to gather the necessary information and might help figure out
the core themes (Lawrence & Tar, 2013).

Each interview was concluded with a reminder from the researcher about another
call to confirm the research results. When the data analysis was complete, the researcher
called the participants to validate the results and gather their feedback.

Data Analysis
The researcher analyzed the data of the older Nepalese women’s lives experience
following the Colaizzi process for phenomenological data analysis (Polit & Beck, 2020)

1) Reading each transcript repeatedly and comprehending its main points aided in
understanding the complete information. In this step, the researcher reread each
transcript numerous times to fully comprehend its contents. If any thoughts or
emotions occurred to the researcher while reading the transcripts, they were noted
in a bracketing book. This was a means of understanding the lived experiences of
the participants.

2) ldentifying key phrases in each transcript and writing them down. After reading
each transcript, the researcher took note of the essential words and phrases. The

significant statements were coded with the numbers of the transcript, page, and
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3)

4)

5)

6)

line, then written down on a separate piece of paper. At the end of this step, the
coded extracted statements were reviewed and confirmed.

Formulating meanings of the important statements. Each significant statement
was thoroughly explained to arrive at a meaning that accurately reflected each
significant statement. An expert looked over and approved the meanings that had
been developed.

Categorizing, grouping, and organizing the formed meanings. Formulated
meanings were grouped into theme clusters in this step. In other words, the
relevant sentences were grouped according to themes with similar meanings.
Then, each meaning in each theme cluster was coded in a particular theme that
reflected the entire cluster of themes. Eventually, each theme included the theme
clusters and the formulated meanings derived from the significant statements.
Typically, one formulated meaning was set in one particular theme.
Incorporating the information into a thorough explanation of the subject being
studied. The researcher collected all the themes and then carefully described each
one. The narrative then illustrated the individuals' lived experiences.

Describing the fundamental structure of the phenomenon. The researcher
reviewed all of the themes in this step to eliminate any unclear or duplicated
themes. The last component was the basic structure, which included the main
themes and was pertinent to the phenomena of the lived experiences of older
Nepalese women with urinary incontinence. The narrative provided a further

description of the fundamental structure.
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7) Validating the findings by asking participants to review the researcher's
descriptive results. After the researcher finished describing the phenomenon, the
lived experiences of older Nepalese women with urinary incontinence, the
researcher asked and confirmed the description with the participants if it reflected
their feelings and experiences. This was the way to validate the findings of the
study.

In addition, the researcher used a software program, Atlas ti, to analyze the
qualitative data by organizing the data and recording themes. The demographic data of
the participants were analyzed using descriptive statistics.

Study Rigor/Trustworthiness

The term trustworthiness is used interchangeably with study rigor in qualitative
research. Trustworthiness or rigor of a study refers to the degree of confidence in data,
interpretation, and methods used to ensure the quality of a study (Polit & Beck, 2020).
Credibility, transferability, dependability, confirmability, and authenticity are the five
most relevant terms for determining the trustworthiness of research that can be taken to
ensure the integrity of qualitative research (Kyngas et al., 2020). Researchers should
establish the protocols and procedures necessary for a study to be considered worthy of
consideration by readers (Amankwaa, 2016). The quality measure that was applied in this
study is described below:

Credibility. The credibility of the study, or the confidence in the truth of the study
and, therefore, the findings, is the most important criterion (Polit & Beck, 2020). Only
the participants may assess the validity of the findings because the purpose of a

qualitative research study is to describe a specific occurrence from the participants’
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perspective. Hence, to check the credibility, the researcher asked participants about the
researchers' descriptions.

Dependability. Dependability refers to the stability of the data over time and the
conditions of the study (Polit & Beck, 2020). Dependability establishes the findings of
the research study as consistent and repeatable. The researcher's purpose was to verify
that their findings as consistent with the raw data they collected. The researcher
compared the results of this study to those of related studies to assure dependability.

Confirmability. Confirmability describes the degree of neutrality or, in other
words, the extent to which the findings of a study reflect the respondents' opinions and
experiences rather than the researchers' biases, motivations, or interests (Kyngas et al.,
2020). To enhance the confirmability of this study, the researcher documented the
procedures for checking and rechecking the data throughout the study. It should be clear
from the results that they do not represent the researcher's ideas or viewpoints but rather
the participants’ perspectives. The researcher must avoid biases. The research asked an
expert to audit or examine the data collection and analysis processes to verify the
findings.

Transferability. Transferability refers to the degree to which the results of
qualitative research can be generalized or transferred to other contexts or settings
(Kanika, 2015). The qualitative researcher may improve transferability by systematically
explaining the research context and the assumptions that were critical to the research. The
researcher used thick descriptions for this research which will let other researchers

evaluate whether the findings of this study are transferable to their situation.
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Ethical Considerations

This research study was approved by the ethical review board from both the
Florida Atlantic University and Nepal Research Council before collecting data.
Participants' rights and responsibilities and the commitments of the researcher were
explained. Before asking questions, the researcher explained the purpose of this study.
They were informed of the research study procedures and potential risks and benefits.
The researcher explained the information in the consent form, and verbal consent was
taken before data collection. Participants who met the inclusion criteria and agreed to
participate in the study were informed that their participation would be voluntary and that
they could withdraw at any stage. Participants were made aware that they may feel upset
while talking about their bladder health. They do not have to be in this study if they do
not want to participate. They may not answer questions if they are not comfortable. They
will be referred to a nearby community hospital where professionals will help them if
necessary.

All personal information and identification were removed from the database, and
the researcher used an anonymous code for de-identifying during data analysis. All
collected data were stored in a folder on the FAU password-protected system (FAU
OneDrive). Unless required by law, only the researcher who collected and analyzed the
data and the research advisors will have access to the data. After five years of completion
of the study, recorded data will be erased from the computer according to FAU IRB and

Nepal Health Research Council guidelines on data elimination.
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Table 2

Study Timeline

Research 1/12|3|4|5|6|7|8|9|10|11|12|13|14 |15
activities/Months

Obtained a Letter
of Cooperation «
from the Hospital

Obtained FAU IRB
Proposal Approval

Obtained NHRC
Proposal Approval

A

Research meetings
with providers

Recruitment and
Data Collection

A
4

A

Data Analysis

v

Complete Report

Findings 1
Disseminate >
Results

Summary

This study aimed to understand the lived experience of older Nepalese women
with urinary incontinence. This research study applied a descriptive phenomenological
approach, according to Husserl. The researcher gained IRB approval to protect
participants from the risk of research. Following IRB approval, older Nepalese women
above 60 were recruited from Bir Hospital of Nepal. Semi-structured interviews were
conducted online for data collection. Data analysis was done following the Colazzi
process for phenomenological data analysis (Shosha, 2012). The researcher also ensured
trustworthiness within the study in terms of credibility, dependability, confirmability, and

transferability to enhance the validity and reliability of the study.
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CHAPTER 4: RESULTS

This chapter presents the findings of a study that explored the experiences of
older Nepalese women with urinary incontinence. The study aimed to gain a deeper
understanding of the challenges and perspectives of these women in their day-to-day
lives. To achieve this, the research question posed was, "What is the lived experience of
older Nepalese women with urinary incontinence?" The study utilized a descriptive
phenomenological qualitative design to answer this question. Data were collected by
conducting interviews with the research participants, using a set of specific questions.

1) Could you tell me about the experience of living with urinary incontinence?
2) What is your understanding of urinary incontinence?

3) What have you found to help deal with urinary incontinence?

4) Could you tell me how having urinary incontinence impacts your life?

5) Has this experience affected your family life and or relationship with others?
6) What is it like for you to talk about this experience?

The findings are organized into four sections. The first section presents
descriptive statistics on the characteristics of older Nepalese women. The subsequent
segment covers the findings from the research question. The third section organizes the
results of the study according to the enablers of Leininger’s Sunrise Enabler Culture Care

Model. Finally, the last section summarizes the research findings.
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Participant Characteristics

A sample of 16 older Nepalese women with urinary incontinence participated in
this study. The age of the women ranged between 60 and 80 years old (M = 70.94, SD =
5.44). Most women were Chettri (37.55%, n = 6), followed by Brahmin (25.00%, n = 4),
Gurung (18.88%, n = 3), and Newar (18.88%, n = 3). Of the 16 women, eight of them
were widowed (50.00%), seven (43.88%) were married, and one (6.33%) of them was
separated. Most women (75.00%, n = 12) were from the Hindu religion; others were
Buddhist (18.88%, n = 3) and Christian (6.33%, n = 1). The highest education level
attained by women was secondary (12.55%, n = 2), and half of the women (50%, n = 8)
were illiterate. All women (100%, n = 16) lived in a joint family, among which (50%, n =
8) women lived with a family member of 6, (31.33%, n = 5) women lived with a family
member of 5, (12.55%, n = 2) women lived with a family member of 7 and (6.33%, n =
1) women lived with a family member of 8. Out of 16 women, 25% (n = 4) were
diagnosed with Ul 3 years ago, 18.88% (n = 3) were diagnosed with Ul 4 years ago, and
12.5% (n = 2) were diagnosed with Ul 2, 5, and 7 years ago. All the women were

unemployed (Table 3).
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Table 3
Demographic Data of Participants (N= 16)

Characteristics

Frequency (%)

Age in years (Mean= 70.94, S.D.= 5.44)
60-65
66-70
71-75
76-80

3 (18.88%)
5 (31.33%)
4 (25.00%)
4 (25.00%)

Ethnicity
Brahmin
Chettri
Gurung
Newar

4 (25.00%)
6 (37.55%)
3 (18.88%)
3 (18.88%)

Marital Status
Married
Separated
Widowed

7 (43.88%)
1 (6.33%)
8 (50.00%)

Religion
Hindu
Buddhist
Christian

12 (75.00%)
3 (18.88%)
1 (6.33%)

Education
Primary
Secondary
Illiterate

6 (37.55%)
2 (12.55%)
8 (50.00%)

Type of Family
Joint Family

16 (100%)

Number of family members living together

5

6
7
8

5 (31.33%)
8 (50.00%)
2 (12.55%)
1 (6.33%)

Number of Children
3

4
5
6

3 (18.88%)
2 (12.55%)
5 (31.33%)
3 (18.88%)
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Characteristics

Frequency (%)

7 1 (6.33%)
8 2 (12.55%)
Number of Grandchildren
3 1 (6.33%)
6 4 (24.00%)
7 4 (25.00%)
8 5 (31.33)
10 1 (6.33%)
12 1 (6.33%)
Employed 16 (100%)
No

Number of years since diagnosis

2 (12.55%)
4 (25.00%)
3 (18.88%)
2 (12.55%)
3(18.88%)
2 (12.5%)

~No ok wdN

Process of Data Analysis

The data were analyzed following the Colaizzi process for phenomenological data
analysis (Polit & Beck, 2020) and managed using the Atlas ti program. The recordings of
each interview were transcribed, and the transcript was read multiple times to understand
the data's overall content. As the transcript was read, notes and opinions were recorded.
Significant statements were extracted from the transcripts, formulated into meanings, and
coded into categories, clusters, and themes. The categories were grouped into clusters
based on similar meanings, then coded into unique themes. Once the themes were
identified, each was described along with its subthemes. A narrative was created to

demonstrate the phenomenon and was reviewed for sufficiency and completeness. The
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themes were reviewed again to eliminate any ambiguity or repetition. A fundamental
structure was created, including the main themes relevant to the lived experience of older
Nepalese women with urinary incontinence. To validate the findings, the researcher
asked the research participants to review the descriptive results and confirm that they

reflected their feelings and experiences.

Research Findings

Older Nepalese women who participated in this study were asked to talk openly in
response to the semi-structured questions about their lived experience with urinary
incontinence. All transcripts of the interviews were analyzed following the described data
analysis process. This study revealed three essential themes: (a) interference with daily
living, (b) modifying lifestyle, and (c) effect on the whole family. These themes are
demonstrated in the table below with accompanying themes, clusters, and categories.
Each theme is described thoroughly in the narrative.
Table 4

Thematic Map and Essential Themes

Themes Theme clusters Categories
Interference with daily Emotional Interference  Feeling embarrassed
living Feeling ashamed

Loss of self-esteem
Physical Interference Skin irritation/Problem
Sleep disturbances
Engaging in the household task
Spiritual Interference Carrying out religious rituals
Withdrawing from religious travel

Modifying lifestyle Restricting activities Limiting foods & drinks
Avoiding heavy lifting
Avoiding laughing hard
Keeping away Children/grandchildren
Social circles and gatherings
Maintaining distance
Masking odors Avoiding passing by
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Themes Theme clusters Categories

Frequently using toilet

Effect on the whole Effects on relationship  Impaired relationships in the
family family
Financial effects Improved relationships in the
family

Cost of treatment
Cost of travel

Theme 1: Interference with Daily Living

During the interviews, the participants shared that urinary incontinence has
affected their daily lives in numerous ways. They reported that the condition had
interfered with various aspects of their lives, including emotional, physical, and spiritual
well-being. For instance, some women expressed embarrassment, shame, and low self-
esteem due to incontinence. Additionally, some women mentioned that the physical
discomfort caused by urinary incontinence affected their daily activities. They reported
that they experienced skin irritation and sleep disturbances and could not engage in
household tasks. Women also mentioned that their incontinence had also affected their
spiritual well-being. They expressed feeling disconnected from their body and lacking

confidence in their ability to control their bodily functions.

Emotional Interference

Participants shared that living with urinary incontinence had caused them to
experience negative emotions and feelings. All participants reported regularly facing
negative emotions since being diagnosed with Ul. Embarrassment, shame, and a loss of
self-esteem were commonly mentioned as negative emotions experienced by women with

urinary incontinence, as reported by participants. For instance, some participants stated...
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“I am constantly embarrassed by my urinary incontinence because it reminds me
that my body is not working properly. It makes me feel like | have no control over my
bladder. I am constantly worried about leaks and whether others will notice. It's

frustrating to have it all the time and change my clothes frequently”. (3)

"Every day, | wake up feeling embarrassed by my urinary incontinence. It's like a
weight that I carry with me all the time and I can’t help it” (11)
“Living with this condition is embarrassing and I have to struggle everyday with

this. Every time this thing is in my mind, and I don’t like it at all.” (7)

Participants also frequently mentioned feeling ashamed about their condition, and

it was a common emotion expressed by many of them.

“It is difficult, and I feel ashamed that I have urinary incontinence. I don’t want

anyone new to know that I have this condition and I don’t like to talk about it”. (15)

"I can't help feeling ashamed because of my urinary incontinence. It's a constant

source of worry and stress, and it affects my daily life.” (6)

“I don’t want anyone new to know about my condition, | feel very ashamed about

it, I don’t want people to think I am not normal” (8)

Women reported that in addition to feelings of embarrassment and shame, they

also experience a loss of self-esteem in their daily lives because of urinary incontinence.

“Living with UI has greatly impacted my self-esteem. The lack of control | feel
over my own body is distressing and it's difficult to feel good when I'm constantly

thinking about leakage and odor.” (16)
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“T was so different and now due to this condition | have become like this who

can’t control their own urine and always have to think and try to hide about this.” (2)

I have struggled with this situation for some time now, all of this has taken atoll
on my emotional well-being, and I lack confidence on myself. I just wish I did not

have it and | can regain some of my self-esteem and start living my life again. (7)
Physical Interference

Participants discussed how urinary incontinence was physically interfering with
their daily lives, particularly due to skin irritation. Participants mentioned negative effects

such as discomfort and pain caused by the irritation.

I have been experiencing skin irritation due to urinary incontinence, and it's been
really uncomfortable and frustrating. The constant exposure to urine has caused
redness and itching in my genital area. I've been trying to manage but it still

persists. It's affecting me daily. (2)

“I have to go to toilet frequently for urinating and cleaning and my skin irritates

because it leaks all the time, and it is painful.” (10)
“I don’t like the skin itching that I have got, it really bothers me all the time.” (9)

Participants also talked about how urinary incontinence was affecting their ability
to get a good night's sleep. They reported having to frequently go to the toilet during the

night, which disrupted their sleep patterns.

“I can’t sleep well at night because I have to go to toilet 6-7 times otherwise, |

would leak it.” (4)
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“This condition doesn’t allow me to sleep well at night, due to sleep disturbance |

cannot do anything the other day.” (6)

“I cannot sleep properly at night because I feel like going to toilet as I am scared

to wet my bed.” (1)

During the interview, participants mentioned that urinary incontinence has made
it difficult for them to engage in daily household activities. Specifically, they expressed
being unable to assist their son and daughter-in-law with kitchen or other household tasks

due to their condition.

“I want to help my son and daughter-in-law at home, but I can’t do that without

going to use the restroom again and again.” (13)

“I am the one who if free all the time and I want to carry out household work like

preparing food, cleaning but I can never complete it due to my condition” (6)

“I wish I didn’t have this disease and I don’t like it because I want to help my
family members in doing household chores so that they can have some time for

themselves” (5)

Spiritual Interference

Participants expressed that urinary incontinence has affected their individual
sense of self and their relationship with their faith. To engage in religious practices or

attend religious events, it is necessary to maintain cleanliness and avoid getting wet.

“I am supposed to take time and perform religious rituals, but I always have to

rush to finish it because I can’t wet myself while doing that.” (74)
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“I always ask forgiveness to God as I can’t be present in full praying rituals due to

my condition.” (12)

“My clothes get soiled whenever I sit and start praying and makes me feel sad

because I can’t even pray properly due to incontinence.” (9)

The participants highlighted how their ability to take part in religious activities or
travel for such events had been impacted by Ul. This has not only affected their ability to
find support and comfort but has also impacted their ability to engage in spiritual
practices.

“At this age of life, people like me go and visit religious temples, go to pilgrimage

but it’s difficult for me and I cannot go with them.” (5)

“I wish I could go to visit religious places with the groups of people, but I avoid
going with them because I have my problems and I can’t clean myself regularly while

travelling.” (16)

“I love to travel, and I get excited if it’s for religious purpose, but I always have to

say no to it.” (13)

Theme 2: Modifying Lifestyle

During the study, the researchers observed that lifestyle modification emerged as
a major theme among the participants. The women who participated in the research
believed that modifying their lifestyle was crucial to managing their urinary incontinence
and improving their overall quality of life. They mentioned various lifestyle changes such
as limiting food and drinks, avoiding heavy lifting, and avoiding heavy laughter to

control their symptoms. They also discussed how lifestyle modification helped them
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regain a sense of control over their condition and improved their self-esteem. Overall, the
participants emphasized the importance of lifestyle modification in managing their

urinary incontinence and maintaining their overall well-being.
Restricting Activities

The participants informed that they managed their urinary incontinence by
regulating their food and fluid intake. They mentioned that they reduced fluid intake,
particularly when they had to go outside, avoided overeating, and were careful while

eating or drinking to minimize the impact of their condition.

I have been struggling with a condition and I know my fluid intake affects this. |
have always loved drinking tea, but | had to modify my habits to manage my
condition. These days, I limit my tea consumption in the morning and evening.

When I have to go somewhere out of the house, I don’t drink it. (8)

“I know eating or drinking less has always helped me and I try to follow that and

it helps me” (3)

“I only drink if I am thirsty at home, if I drink enough water, I have to go to

bathroom more than I normally go. If I am going somewhere | even don’t drink that too.”
1)

The participants also reported refraining from carrying heavy objects and believed
this practice positively impacted their condition.

“I have always felt if I carry something heavy, I feel like | have to rush to
bathroom immediately or I leak urine, so | avoid carrying anything that is heavy, I ask my
children or grandchildren to help me carry if | have to.” (11)
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“I strictly avoid lifting that is heavy or else I pee in my clothes.” (4)

“I feel pressure whenever I have to lift anything so these days unless is very

urgent I don’t try to lift anything that is heavy.” (10)

The participants described that they reduced their expressions of happiness, such
as hearty laughter, to prevent the occurrence of urinary leakage or the urge to rush to the

bathroom.

“I always hold my laughter, whenever I laugh hardly I have accident and I wet my

clothes.” (13)

“I suppress my laughter and its been long that I have laughed fully and expressed

my happiness.” (1)

“Every time I laugh hard I leak urine, so I try to control my laughter but

sometimes I can’t and I leak it.” (16)

Keeping Away

The participants realized that suffering from urinary incontinence often led to
feelings of low self-worth and the desire not to burden their children constantly.
Consequently, they chose to limit their interactions with their children and grandchildren,

except for those residing with them.

“My children and grandchildren know about my UI despite which they invite me

all the time to their house, but I always make excuse and don’t go.” (15)
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“I want to visit my daughter and my grandchildren, but I keep myself way

because I don’t want to change clothes and visit the toilet all the time and disturb them.”

1)

“I have five children and they want me to go and live with them in rotation and I
away keep them away although | feel like going sometimes. I say | don’t feel

comfortable, and | am fine here.” (14)

Likewise, women also reported that they refrained from participating in social
events and gatherings due to their unease and self-consciousness. They expressed that
staying at home was preferable rather than worrying about the prospect of urinary

leakage.

“I liked going out and being with around people, but now I decline the offer and
make excuses for not going and meeting them. It may not sound good but its okay and

works for me.” (4)

“I have stopped going out and participating in social activities. It's just easier to

stay at home where | am comfortable and can manage my condition.” (12)

“Everyone says | am missing out on important moments with friends and family

because I don’t go out, but not participating makes my life easy.” (5)

Masking Odors

During the interview, participants talked about the issue of the unpleasant odor
that accompanies urinary incontinence. They described how they altered their daily

routines by employing different techniques to mask the scent, as they are always
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concerned about being noticed by others. They said maintaining their distance from

others was one of the strategies they followed.

“Whenever | am talking to someone, or [ have to go towards someone I always

maintain a certain distance with them so that they don’t smell anything from me.” (1)

“I don’t go close to people if | have to communicate with them.” (13)

“I always pay attention that I am not very close to anyone while listening or

talking to them.” (9)

In addition to modifying their lifestyle to eliminate the odor associated with
urinary incontinence, the women also revealed that they take measures to avoid passing
by people to prevent anyone from detecting the smell. They may opt for a longer route or

wait for a while.

“If there is someone standing and I have to go towards or by them, I avoid doing

that.” (16)

“I walk around people and make sure I don’t pass through them; I would say I

sneak from the side or take wait for the person to move.” (8)

“I always make sure that I don’t pass by anyone, as I feel if I do so they may

smell it.” (5)

As mentioned earlier, the participants in the study shared that they were
constantly worried about other people noticing the foul odor associated with their urinary
incontinence. To tackle this issue, they developed various strategies, including frequently

using the toilet to clean themselves or change their clothes.
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“I frequently change my clothes and use bathroom so that I remain clean without

any smell.” (7)

“I make sure I never leak and ruin my clothes, so I go to toilet time to time.” (14)

“If I leak urine, it Smells bad, so I always keep going to toilet to check if | have to

use it.” (9)

Theme 3: Effect on the Whole Family

According to the participants, living with urinary incontinence has had an impact
not only on themselves but also on their families in different ways. The condition has
positively and negatively affected their relationships with family members. Some
participants have experienced an improvement in their relationships due to increased
support and understanding from their family members. However, others have reported
that their relationship has been negatively affected due to difficulties in making them
understand their condition and expectations. Additionally, the financial burden of

treatment and medical expenses related to the condition has impacted the entire family.

Effect on Relationship

Some women reported that their urinary incontinence negatively impacted their
relationships with family members. Family members encounter problems such as
difficulty in understanding the condition, differences in caregiving expectations, or
disagreements about treatment options leading to strained relationships between them and

their children.
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“My son and daughter in law sometimes don’t understand my situation if I don’t

want to do something or listen to them and get angry with me.” (16)

“Because of me and my condition they argue most of the time, they don’t

understand what makes me feel better.” (10)

On the other hand, some women have reported that their relationships with family
members have improved due to their urinary incontinence. This is because family
members have become more supportive and understanding and have stepped up to help
with caregiving tasks. This increased support has come from children and grandchildren,

who assist them in personal care, spending time with them, and other help in need.

“Since my grandchildren came to know that I have this condition they come and

ask me if I need any assistance and spend time with me.” (2)

“Although my condition is not easy for me, I like when my son has started taking

care of me more than before.” (9)

Financial Effects

Women also discussed the economic effects of their condition on their families.
The cost of treatment, including medications, supplies, and medical appointments,

significantly affects the entire family's finances.

“My son has to spend so much money on my treatment every time we visit the

hospital which makes him hard to run the family.” (3)
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“I see my son always working hard to arrange money for my treatment, it’s not
easy for him to take care of me and my expenses and his family; everything is expensive

these days.” (9)

They also express that the need for travel to access medical care is also costly,

particularly for those who live far away from the hospital.

“I don’t live close to the hospital, and we have to spend good amount of money to

travel to see the doctor.” (15)

“I can’t travel alone to see the doctor for follow up appointments and we have

double money.” (11)

Understanding of Results Through Application of Leininger’s Cultural Care Model

The Leininger theory proposes that different cultures have distinct approaches to
caring practices and different beliefs and behaviors towards health, illness, and values.
This theory is illustrated in this research study where women suffering from urinary
incontinence had developed unique strategies and caring practices to cope with the
condition on a day-to-day basis, which is influenced by their cultural background. The
theme clusters are connected to the various enablers when exploring the results through
the lens of Leininger's Sunrise Enablers. For instance, the theme clusters can be linked to
religious and philosophical beliefs, kinship and social factors, cultural values, beliefs and

ways of life, and economic circumstances (Figure 4).

Urinary incontinence significantly impacted women's lives, with kinship and
social factors being the most prominent factors affecting them. Women expressed

embarrassment, shame, and loss of self-esteem, which negatively impacted their daily
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lives. Additionally, women discussed how urinary incontinence affected their
relationships, both positively and negatively. They shared that their condition impaired
some relationships while improving others. Women also disclosed that they began to
distance themselves from their children, grandchildren, and social circles, avoiding

gatherings due to the condition.

Just like kinship and social factors, cultural values, beliefs, and ways of life also
impacted how women dealt with urinary incontinence. Women would restrict their intake
of certain foods and drinks, refrain from heavy lifting, and avoid laughing too hard, as
these could worsen their condition. Urinary incontinence also caused physical discomfort,
such as skin irritation, disrupted sleep, and made it difficult for them to perform
household activities. To conceal the odor caused by incontinence, women tried to keep

their distance from others, avoid passing by people, and use the toilet frequently.

Economic factors also played a role in the lives of women dealing with urinary
incontinence. The cost of treatment and travel expenses associated with seeking medical
care affected their ability to manage the condition effectively. In addition, religious and
philosophical factors were observed to impact the ability of women to carry out spiritual
tasks, such as participating in religious rituals. Urinary incontinence caused some women

to refrain from traveling for religious purposes.
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Figure 4

Leininger’s Sunrise Enablers linked to identified theme clusters.
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Summary

This chapter presents the outcomes of a research study that aimed to explore the

experiences of older Nepalese women suffering from urinary incontinence. The data for
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this study was collected through 16 interviews with participants who were recruited from
the outpatient department of urology and gynecology at the National Academy of
Medical Sciences, Bir Hospital in Kathmandu. The interviews were conducted through
video conference and audio recording using a tape recorder, each lasting 30 to 60
minutes. The collected data were analyzed by following the Colaizzi process, and the

Atlas ti program was utilized to help manage and organize the data.

The research yielded three primary themes that emerged from the data: (a)
interference with daily living, (b) modifying lifestyle, and (c) effect on the whole family.
These themes provided insight into the experiences of older Nepalese women with
urinary incontinence and highlighted the challenges they face in managing their

condition.
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CHAPTER 5: DISCUSSION

This study aimed to explore the lived experience of older Nepalese women with
urinary incontinence. A descriptive phenomenological qualitative design was used to
achieve the purpose. Madeline Leininger’s Culture Care Diversity and Universality
Theory was the guiding framework for this study. This chapter provides the conclusions
derived from this study’s findings. These conclusions were developed by combining the
study's findings with existing knowledge relevant to the study's purpose, research
questions, and results. This chapter will also discuss limitations and implications related
to the study finding in relation to nursing education, nursing practice, nursing research,
and nursing policy.

Discussion of Findings

The study was guided by Madeline Leininger's Culture Care Diversity and
Universality Theory. The data analysis was carried out by applying Leininger's Sunrise
Enablers, also called dimensions or factors, consisting of various factors such as
kinship/social, economic, religious/philosophical, cultural values, beliefs, and lifeways
factors. The researcher found a possible connection between these factors and the study
outcomes. This section discusses the research findings related to previous studies, using

Leininger's Sunrise Enabler as a framework.
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Interference with Daily Living

The theme of interference with daily living discovered in this study refers to the
ways in which urinary incontinence affects various aspects of a woman's everyday life,
including work, socialization, and personal hygiene. The study results indicate that
urinary incontinence significantly impacts women's daily lives, affecting them
emotionally, physically, and spiritually.

The kinship and social factors of the women seem to play a role in how urinary
incontinence interfered with their emotional well-being. Women expressed urinary
incontinence as a distressing and embarrassing condition that has a significant emotional
impact on their daily lives. They experienced negative emotions such as embarrassment,
shame, and self-esteem loss because of incontinence. This finding is consistent with the
work of Hamid et al. (2015), who also found that embarrassment, shame, and distress
were common negative emotions among postmenopausal women living with urinary
incontinence. Toye & Barker (2020) conducted a meta-ethnography to understand the
experience of living with urinary incontinence and found that women with UI described
feelings of dirtiness, disgust, shame, embarrassment, and humiliation. Elbana et al.
(2018) also reported that urinary incontinence could cause significant discomfort, shame,
loss of self-esteem, limited social life, and negatively affect the quality of life. Research
also shows that older adults do not seek assistance as they feel ashamed or believe that
urinary incontinence is a natural condition that does not require medical attention (Ozcan
& Avci, 2021).

Likewise, cultural values, beliefs, and lifeways factor were also evident among

women. They shared how urinary incontinence affected their daily lives, such as causing
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sleep disturbances, skin irritation, or problems and making it difficult for them to perform
household tasks. These findings are concurrent with Hamid et al. (2015), where the
women reported skin problems, impaired sleep patterns, and back aches due to Ul, which
impacted their functioning. Women also reported that their daily chores, such as cooking,
were hampered due to Ul Similarly, a study by Leng et al. (2023) reported that insomnia
symptoms were associated with Ul among older Indian adults. A study by Rajasi et al.
(2018) revealed that one in ten women in India leads a poor quality of life with UI,
limiting their holistic functioning in daily activities of normal life. Other health
conditions associated with urinary incontinence were fungal infections, perineal
dermatitis, skin irritation, sores, and rashes caused by wet skin, which lead to various
adverse effects on a woman's quality of life.

Religious and philosophical factors also played a role in women’s lives in
managing urinary incontinence. Women addressed spiritual interference due to urinary
incontinence; they felt that their incontinence prevented them from fully engaging in their
spiritual practices. It felt like a betrayal of the body and a challenge to their faith. These
findings are concurrent with Hamid et al. (2015), where women felt that they were
ceremonially unclean and had to perform their rituals in a rush due to urinary
incontinence. Similarly, in a study by Aksoy et al. (2021) on Muslim Turkish women,
urinary incontinence posed challenges for women when performing spiritual practices
such as praying and taking ablutions. A study by Mendes et al. (2017) also reported that

Ul significantly affected Muslim women's daily lives, including their religious practices.
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Modifying Lifestyle

Modifying their lifestyle to manage urinary incontinence daily may be a reflection
of their Care Expressions, Patterns, and Practices. The modifying lifestyle theme
addressed the changes women made, such as reducing fluid intake or avoiding certain
activities, keeping away from gatherings and social circles, and masking odors to manage
their condition. Although women chose to limit their activities independently, it appeared
to be influenced by their cultural values, beliefs, and ways of life. This finding is
consistent with a study by Javanmardifard et al. (2022) that reported that women changed
their lifestyle to control their condition, improving their quality of life. They controlled
the consumption of food, drugs, and fluids while going out, not consuming liquid food
and juicy fruits, and avoiding cold foods. Similarly, Hamid et al. (2019) reported that
women described that Ul prevented them from expressing happiness through laughter.
Another finding from this study was that women shared that Ul has restricted their
involvement in social interaction such as shopping, traveling, family gathering, and
visiting children. Similarly, Park et al. (2017) conducted a study that indicated that older
women restricted their daily activities to manage their UL They adopted specific
strategies, such as avoiding foods that could trigger coughing, like cold water.

Keeping away was another strategy that women used where they avoided social
circles, friends, gatherings, and children/grandchildren. Alshammari et al. (2020) reported
that women felt ashamed, so they did not talk about their condition and isolated
themselves socially. Isolation due to Ul was also seen in White, Black, and Latina women
(Siddiqui et al., 2016). Similarly, a study by Esparza et al. (2018) reported that both

women and men with Ul experienced social isolation and refrained from their usual
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activities, such as dancing, traveling, going to the cinema, and playing sports. They also
tended to avoid interacting with others as much as possible. A study by Mendes et al.
(2017) also reported that Ul impacted women's daily lives, including social activities,
where some women would reduce their participation in religious and social gatherings.
Kinship and social factors may be the reason why women in this study avoided social
gatherings and spending time with their children/grandchildren due to the impact of
urinary incontinence.

Women reported concerns about the unpleasant odor associated with Ul They
explained that they kept their distance from others to conceal the smell, avoided passing
by people, and frequently used the toilet. The findings align with a study by Park et al.
(2017), which revealed that women with UI used different strategies to mask the
unpleasant smell, as they were constantly concerned that other people might detect it.
They confirmed the odor with others, kept their distance from people, and avoided places
where fans could disperse the smell. Likewise, Pintos et al. (2019) found that women
with Ul used fragrances and perfumes sprayed on their bodies and clothes to mask any
urine odor that could potentially leak through their sanitary pads or diapers. Furthermore,
Javanmardifard et al. (2022) reported that older women utilized facilities for managing
their Ul, particularly in public places or outdoors. They attempted to overcome these
limitations by using pads, clothes, wearing extra pants, or using a toilet.

Women's cultural values, beliefs, and ways of life seem to influence their decision
to distance themselves from their children/grandchildren and social gatherings. In

addition, there appears to be a link with technological factors as women use strategies to
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mask the odors associated with urinary incontinence. This could be seen as an expression
of their care patterns and practices.
Effect on the Whole Family

The effect on the whole family theme highlighted how urinary incontinence
impacted the individual and their family members. Women experienced both positive and
negative effects on their family relationships. On the negative side, family members
became frustrated and overwhelmed with the extra work and increased financial
responsibility, leading to conflicts and tension. However, on the positive side, Ul
positively impacted family relationships; families became closer as they worked together
and spent time together to support them. The Kinship and social factors concept from
Leininger’s Sunrise Enabler aligns with the data findings. Arkan et al. (2018) reported
that urinary incontinence significantly impacts family life. All participants stated that
wearing diapers negatively affected their families in terms of physical, psychological, and
financial aspects. Similarly, Santini et al. (2018) reported that caregivers in Italy were
more likely to face financial difficulties than caregivers in other countries. These
financial concerns were related to both direct and indirect consequences of caregiving.
Direct effects arose from incontinence, such as when the older person did not receive free
diapers from the health service or received inadequate or insufficient pads. Overall, the
economic factor from Leininger’s Sunrise Enabler is associated with the financial effects
of urinary incontinence, which could significantly impact women's quality of life,
financial stability, and ability to participate fully in society.

This current study offers a unique insight into the relationship between

incontinence and familial relationships. The study found that incontinence led to an
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improvement in women's relationships with their families. It is noteworthy that while
previous studies have focused on the negative effects of incontinence on intimate
relationships, this study highlights the potential positive impact of addressing
incontinence on familial relationships.

It is important to note that incontinence can profoundly impact a woman's quality
of life, including physical, emotional, and social well-being. The study's finding
highlights the significance of addressing incontinence to improve intimate relationships
and foster healthier familial relationships. The study's results may provide valuable
information for healthcare providers and policymakers in designing effective
interventions and support systems to address the complex effects of incontinence on
women's lives. The study also highlights the importance of healthcare providers advising
patients to seek treatment after being diagnosed with urinary incontinence.

Implications for Nursing
Nursing Practice

Since this study is the first qualitative study exploring the lived experience of
older Nepalese women, there is a need for a more profound understanding of the
condition and its effects on different aspects of their life. The study collected diverse
responses from a group of older adults who had not previously discussed their
experiences with urinary incontinence (UI). Healthcare providers can use this information
to gain insight into their patient’s symptoms and how they manage them. Furthermore,
the study highlights the importance of healthcare providers advising patients to seek

treatment after being diagnosed with UI. This can help prevent the negative impacts of Ul
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on their quality of life. Nurses and other healthcare providers can play a crucial role in
guiding patients toward appropriate treatments to manage this condition.

The study results may help healthcare providers better understand the condition
and provide more effective care. To achieve this, providers can start by building a trusting
relationship with their patients, which can help facilitate discussions about managing
their symptoms and improving their quality of life. Moreover, efforts can be made to
increase patient and physician interaction, leading to more effective care and better
outcomes for patients with UL In summary, the study results may provide valuable
insights to healthcare providers, allowing them to improve their understanding of UI care
and provide more effective treatment to women with bladder health problems. By
building trusting relationships with patients, presenting accessible health information, and
promoting patient education, providers can help address the barriers to the timely receipt
of healthcare services for UL
Nursing Research

Since the present research is the first qualitative study done to explore the lived
experience of older Nepalese women with urinary incontinence, there is a need for a
more profound understanding of the condition and its effects on different aspects of life.
This study has provided valuable insights into the experiences of Nepalese women with
urinary incontinence (UI). However, there is a need to conduct a qualitative study in a
different region of Nepal. This will help determine if this study’s findings can be
generalized to other parts of the country. It will also consider any contextual or cultural

differences that may exist in different regions of Nepal.
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Additionally, there is a need to investigate further the perceived needs of women
living with Ul This can assist in developing interventions tailored to this population's
specific needs. By conducting research in these areas, healthcare providers can better
understand the challenges faced by women with Ul in Nepal and develop effective
interventions to improve their quality of life.

Nursing Education

The study's results suggest that women who were experiencing urinary
incontinence lacked the knowledge and skills to manage their symptoms effectively. In
addition, they were also struggling with the emotional challenges associated with UI.
This highlights the critical need to raise awareness about UI and its management. The
findings of this study can be utilized to develop better care strategies for women with
urinary incontinence and their caregivers. Nurses responsible for caring for these women
and their families should receive training and updated knowledge about their specific
needs to improve their quality of life.

Additionally, healthcare providers can provide health information in a way that
individuals with different literacy levels easily understand. Culturally relevant patient
education can be an effective way to overcome the barriers to the timely receipt of
healthcare services for Ul This education can include information about the available
treatment options and help patients make informed decisions about their care. Nurses and
other healthcare personnel can also act as health volunteers and create a comfortable
environment for patients to discuss their health concerns with educators. This can foster

open communication, help patients feel more at ease, and improve overall care.

88



Nursing Policy

Healthcare providers are crucial in educating patients about Ul and its
management. They can provide valuable information on strategies to manage UlI,
including lifestyle changes, pelvic floor exercises, and the use of incontinence products.
By raising awareness about Ul and providing patients with appropriate education and
support, healthcare providers can help women manage their symptoms and improve their
quality of life. In addition to educating patients, addressing the emotional challenges
associated with Ul is essential. This can include providing support and counseling
services to help women cope with the emotional impact of their condition.

This research has implications for policy and practices, emphasizing the
significance of offering health promotion information. Promoting changes in the
healthcare system regarding Ul by improving health information, communication,
informed decision-making, and access to healthcare services is essential. Additionally,
focusing on healthcare-seeking behavior and integrating education about urinary
incontinence into training geriatric and women's health nurses is crucial.

Ultimately, this study highlights the importance of culturally competent care for
UI and stresses the need for comprehensive and accessible health promotion programs
and guidelines. The healthcare system must address the barriers preventing individuals
from seeking care, receiving treatment, and managing their symptoms. Doing so can
improve the health outcomes and quality of life for those affected by urinary

incontinence.
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