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ABSTRACT

Background: Uterine prolapse is a common reproductive healtiblpm in
low-income countries like Nepal. Physical symptoofs this condition
influence women’s quality of life. Current data uffsciently determine
women’s awareness of this condition. Health cae&isg practices for uterine
prolapse in Nepal are inadequate.

Aims: This Thesis aimed to assess women’s knowledgeevingt prolapse
and its associated factors, explore how this affquatlity of life, and describe
health care seeking practices. We also aimed trmaie the prevalence of
UP in both rural and peri-urban settings of Nepal.

Methods: This Thesis used cross-sectional descriptive studibe mixed-
method approach included quantitative interviewth Wil5 respondents and
gualitative in-depth interviews with 16 UP-affectemen in rural Nepal.
Nationally, we conducted structured interviews witls93 married women
aged 15-49 years in 25 districts that represebtaiiministrative regions and
3 ecological zones of Nepal. To assess how uterinlapse affects quality of
life, we conducted structured interviews with 3,1%%®men during a
household survey in the peri-urban Jhaukhel-Duwéleslth Demographic
Surveillance Site outside Kathmandu and also w8tattendees at a screening
camp for uterine prolapse. A community-based cast&ral study traced self-
reported cases identified by a previous househotdey and in a control
group (women not having uterine prolapse) fromgtreening camp.
Results: Most participants (>85%) described major physidatcamforts,
including difficulty with walking, standing, work@ sitting, and lifting.
Compared to stage I, women with Stage Il uteriregpse suffered adverse

effects on quality of life. They endured humiliatjdharassment, torture, and



severe emotional stress from their husbands arat tahily members due to
their inability to perform household chores or futfheir husband’s sexual
desires. The prevalence of uterine prolapse inpaui-urban setting was
2.11%, where more than 53% of our participants lkadprehensive
knowledge of uterine prolapse (compared to only 37% national survey).
Contributing factors included parity, education,dafamily structure.
Knowledge gaps in the national survey associatéugaography, age group,
education, caste/ethnic group, and media expodRwssible factors that
influenced women’s health care seeking practicas uierine prolapse
included access barriers, low socioeconomic stajesder inequality, a
culture of silence, lack of autonomy for healthegaand lack of regular
community-based services.

Conclusions:Major challenges for the prevention and timely careterine
prolapse include knowledge gaps and associatedrgéastich as geography,
caste/ethnic group, education, and media expod(eg. barriers include
socioeconomic status, gender inequalities, and w&mknowledge and
perception regarding accessibility to quality heakrvices.

Keywords: Uterine prolapse, health seeking practice, preealequality of
life, health demographic surveillance site, Nepal.



SAMMANFATTNING

Bakgrund: Livmoderframfall (LF) &ar en vanlig komplikation oam
reproduktiv halsa i laginkomstlander som Nepal fyiska symptomen som
uppstar paverkar kvinnors livskvalitet. Det ar &nolant hur stor
medvetenheten om LF &r bland kvinnor, samtidigt sterdrabbade séallan
soker medicinsk behandling eller annan hjalp fdtadilstand.

Syfte: Avhandlingen fokuserade pa att bade i urban ocal miljé i Nepal
kartlagga kunskapen om LF och dess relaterade reaktatt undersdka
kvinnors erfarenhet av LF och dess effekt pa liadiket samt att kartlagga
faktorer som bidrar bade till utvecklingen av LFhdo/innors mojlighet att
soka medicinsk behandling for tillstandet. Vidamr fidrekomsten av LF
kartlagts.

Metod: | denna avhandling anvandes en deskriptiv tvdsstitdiedesign med
mixed-method (blandad kvalitativ och kvantitativto@). For studier i rural
miljo tillampades strukturerade kvantitativa infjeler med 115 kvinnor med
LF och kvalitativa djupintervjuer av 16 kvinnor. i/den nationella studien i
25 nepalesiska distrikt, som representerar samtlega administrativa
regioner och tre ekologiska zoner i landet, anvarsteikturerad kvantitativ
intervju med 4 693 gifta kvinnor i aldrarna 15-49 3amma metod anvandes
aven for undersokning i de urbana hushallen i wstid@ingsomradet
Jhaukhel-Duwakot utanfor Katmandu samt for attdresta livskvalitet hos
kvinnor med LF som deltog i en medicinsk behandlkagnpanj for LF. En
fall-kontroll studie utfordes med deltagare medlvsgpporterad LF vid
hushallsundersokningen och en kontrollgrupp sone lthaignostiserats som
fria frAn LF i samband med den medicinska behagdkampanjen.



Resultat: De flesta studiedeltagarna (>85%) rapporterade tbamde fysiska
obehag av LF som svarighet att ga, sta, arbeta,aih lyfta. Livskvaliteten
var avsevart forsdmrad hos kvinnor som hade L&digin Il i jamforelse
med stadium I. P& grund av kvinnornas oférmagatfita hushallsuppgifter
eller bemoéta sina mans sexuella ©nskemal, fick rivina utsta
forodmjukelse, trakasserier och tortyr av bade sman och andra
familjemedlemmar. Detta ledde till allvarlig kanslassig stress och
pafrestning. Férekomsten av LF i urban milj6 vat1®s och bidragande
orsaker till detta var antal graviditeter, utbilogsniva och familjestruktur.
Mer &n 53% av kvinnorna i reproduktiv alder i urbailjo hade omfattande
kunskap om LF, men endast motsvarande 37% i denoneda
undersokningen. Kunskapsgapet i den nationellarsbéringen berodde pa
geografiskt omrade (urban kontra rural milj6), asdgupp, utbildning,
kast/etnisk grupp och vilken typ av medial expamgrsom anvants for att
formedla information om LF. Faktorer som paverk&dianors mojligheter
att soka behandling for LF var svarigheten att mdpetent hjalp, 1&g socio-
ekonomisk status hos kvinnorna, ojamlikhet mellaginda, kulturellt
betingade faktorer som att inte tala om reprodakhi@lsoproblem, avsaknad
av mojlighet att sjalv bestamma 6ver sitt liv oclstande tillgang i samhallet
till medicinsk vard relaterad till LF.

Konklusion: De stdrsta utmaningarna for att forhindra LF i ftg@n &r
kunskapsgapet vad galler LF och de faktorer sonmabidll tillstandet:
geografi, kast/etnisk grupp, utbildningsniva oclmkounikationsvéagar for att
formedla kunskap om tillstandet. Kvinnors laga seskonomiska status,
konsdiskriminerande traditioner samt kvinnors kapskch uppfattning om
tillgang till medicinsk behandling for LF utgor tar for bade prevention och

behandling i god tid for att férhindra komplikatenrelaterade till LF.
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BACKGROUND

Women'’s reproductive health and uterine prolapse

The International Conference on Population and Dgweent (ICPD)
Program of Action, held in Cairo, Egypt in 1994 negents landmark
recognition of the importance of women’s healtmc8i then, international
communities have included women’s reproductive theal policymaking
and programs for a key development agenda [1]. Wéneatr not they have
children, women are vulnerable to reproductive thepfoblems throughout
their lives, from adolescence through the end eifr tfteproductive years, but
those who give birth need essential care to prakest reproductive health
[2]. Although not necessarily a consequence ofaeyction, reproductive
health problems include all conditions that afféet reproductive system.
Such problems result not only from biological fastdut also from women’s
poverty, powerlessness, and lack of control ovepueces [3]. Obstetric
morbidities include conditions that occur duringgmancy, delivery, and the
post-partum period, whereas gynecological problenmpass conditions
of ill health unrelated to pregnancy such as repctde tract infections,

cervical cell changes, uterine prolapse (UP), malngies, and sub-fertility

[4].

Uterine prolapse

Uterine prolapse is characterized by descent ofitéeis, with or without the
urinary bladder and bowel, into the vagina and Itesiom weakness in
normally supportive tissues [5]. Its main clinisgimptoms are classified into
four groups according to clinical symptoms: (i) wed, (i) urinary, (iii)
bowel, and (iv) sexual [6, 7]. Generally, slippagfehe pelvic organs (i.e.,

1
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uterus, rectum, and bladder) is described as pebgan prolapse (POP) [7].
However, some conditions occur without UP, inclgdigstocelewherein the
urinary bladder falls toward the vagina during ppsle, andrectocele
wherein the rectum loses support and bulges irgdoéitk wall of the vagina
[8]. This Thesis defines UP as a condition thatuogcwhen the uterus
descends into the vagina with or without the ugr@adder (cystocele) or the

bowel (rectocele).

Stages, signs, and symptoms

The level of impairment and disability due to UR determined by the stages
of UP, which are clinically graded as first, secaitrd and fourth according
to the degree of prolapse toward the vaginal oge[@h Stage | is usually
identified during clinical examination because wone&en do not recognize
the symptoms. During stage Il, most women expedesytnptoms, but many
do not consider seeking health care. In stageliipst all women experience
difficulties due to severe symptoms as the uterapsifurther into the vaginal
opening. In stage IV, the uterus drops outside whgina and requires

emergency health care [10].

Global prevalence

The World Health Organization (WHO) reports thebglb prevalence of

uterine prolapse as 2%—-20% among women youngedthgears of age [11].
Compared to UP prevalence in the United State%}[12], the mean

prevalence in low-income countries is 19.7% (raBg¥6—56.4%) [13]. In

low- and middle-income countries, UP prevalencgearfrom 7.6%—49.8%
(7.6% in India [14], 13% in Gambia [15], 22% in dan [16], 10% in Oman

[17], and 49.8% in Lebanon [18]). These estimatesased on women who
attended outreach health clinics or hospitals.
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Uterine prolapse in Nepal

Nepal's 2006 National Demographic Health Surveyead®d that 7% of
women self-reported UP [19]. Self-reported UP plevee has 95.8% validity
with clinically diagnosed UP. Average UP prevalenceNepal is 10%
(N=2,070) [4] among women who participated in soneg camps in eight
districts representing the hill, mountain and Temames. Additionally, UP
prevalence varies by ecological zone (20%—-37%aTrai (Plain) area [20],
27% in the Eastern Region [21], 25% in the Far WaKs$ [22], and 27.4%
in the Central and Eastern Hills [23].

Quiality of life

UP is a main contributor to reproductive healthbpems that influence
women’s quality of life [4]. UP particularly affecthealth and social well-
being in the reproductive and economically prodwectage groups [13],
causing difficulty in walking, standing, and Iifg [20, 22]. Symptoms
include pelvic pressure, back pain, urinary and domroblems, coital
discomfort, and drying and cracking of internaktiss exposed outside the
vagina [24]. Physical (physical activities, backnpand mobility) and social
health (social isolation) and psychosocial stressotional stress and sleep
energy) associate significantly with frequency & 8ymptoms [9]. Prolapse
particularly affects women’s performance of daipusehold chores in rural
South Asia, where women adopt a squatting postunmbst household work
[14]. Because these symptoms impair women’s aldititwork UP threatens
their position in the family. Furthermore, womee asually too embarrassed
to ask for help [22]. Although women in high- armvlincome countries
experience similar symptoms of UP, the consequeacesusually more

severe in low-income countries, largely due topgber status of women in



Binjwala Shrestha

traditional societies [13]. In Nepal, women with Weport difficulty in
walking, sitting, lifting, and squatting (80%—-89%id often say they have
“something falling out” or a feeling of “heavinességarding urinary
problems (30.7%), and painful intercourse (41.1%@ditional complaints
include backache; abdominal pain; burning on uiamat white, watery
discharge; foul-smelling discharge, and itching%2b5%) [22].

Risk factors

The definite cause of remains unclear due to tlssipiity of multiple risk
factors [25]. Damage to the pelvic floor can residin one or more of the
following: overstretching of the perineum, obstedtlabor, delivery of a
large infant, and unsafe delivery practices [26]skRfactors include
spontaneous vaginal delivery, body mass index, age,parity (number of
child delivery). Obstetrical conditions include loigical risk due to excessive
stretching and tearing as well as multiple dele®erf13, 27, 28]. Chronic
problems of UP mostly coexist with prolapse of vaginal wall and urinary
and fecal incontinence, leading to pelvic floor fdystion. These conditions
relate integrally to women's reproductive histogspecially regarding
difficult vaginal deliveries and the trauma that cecur during childbirth [15,
29, 30]. Individual predisposing factors includengenital susceptibility
(family history and weak connective tissues), nbstetric strain on the
pelvic floor (overweight, heavy lifting, and conmstion), and
lifestyle/environment [28]. An association betwéd and metabolism of the
connective tissues is well established [31]. Addisilly, polymorphisms in
the alpha | chain of the type Il collagen protemeoding gene (COL3Al) are
possible risk factors [32]. Some occupational, eoditural practices and
reproductive characteristics contribute to the sgvef UP [33]. A review of
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UP in low- middle-income countries revealed conttihg factors including
regular manual work and frequent heavy lifting, redeiring pregnancy and
shortly after delivery [4, 34].

Prevention and management

Prevention of UP includes different levels of intamtion in accordance with
the predominant risk factors. Women’s empowermeogfams and gender-
sensitive policies and strategies can improve ppediing factors such as
socioeconomic and structural issues (i.e., gendsations and low
socioeconomic status of women) [3]. Similarly, retilon of reproductive risk
factors (e.g., management of safe obstetric castnptal physiotherapy, and
family planning to space and limit births) helpsyent the risk factors of UP
[22]. In early stage UP, primary care interventianslude pelvic floor
exercise, pessary insertion, and counseling festyie modification (e.g.,
weight loss, avoid heavy lifting, bowel managemant] pelvic floor muscle
exercise). In late stage UP, 10%—-20% of women recgurgery to improve
health-related quality of life [35].

Nepal: An introduction

Nepal is a landlocked low-income country in Soutkiad located between
China to the north and India to the south, eadl, \wast. Geographically,
Nepal is divided into three ecological zones, feast to west: (i) the Northern
Range Mountains, which contains eight peaks highan 8,000 meters,
including Mt. Everest; (ii) the Mid-Range Hills, wdh include high peaks,
hills, valleys, and lakes; and (iii) the SoutheamBe-Terai (Palin fertile land),
which includes Kathmandu, the capital city, andKlaghmandu Valley [36].

For administrative purposes, Nepal is divided irftee development

regions—Eastern, Central, Western, Mid-Western, BadWestern—and
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further divided into 75 administrative districtsntaining 3,753 smaller units
known as village development committees (VDCs) @8admunicipalities.
VDCs are political units, mostly located in rure¢as, whereas municipalities
are located in urban areas [36]. Nepal has 24@celconstituencies [37].

Health care system

The health post is the first institutional contpoint for basic health services
in each VDC. More than 48,000 female community theablunteers work as
health promoters under the supervision of heal$tgod\Nepal currently has
3,129 health posts (676 upgraded from sub-healtsp@nd 209 primary
health care centers. Primary health care cent@resent the first referral
center from health posts in each electoral corestity. Most are located in
rural parts of the country [38]. For curative seed, 65 district hospitals and
10 zonal hospitals represent the second refer@théacility from health
posts. District hospitals are mostly availableha tistrict headquarters and
city areas of the zone (zonal and regional hos)itéistrict hospitals are
located in districts that lack zonal and regionaspitals [39]. Specialized
services are provided in central-level hospitalystly located in the
Kathmandu. Private hospitals, clinics, and comnyundspitals also provide
health services in different parts of Nepal [40heTGovernment of Nepal
defines its target groups as economically poor dlooisls (< 3 month food
sufficiency), geographically remote areas, and maiged (Dalits) and
disadvantaged individuals, particularly regardingpewerment, including
women who lack access to primary education andthhegmists and also
experience gender inequalities. Nepal requiresifspéarget interventions to
end gender inequalities and social exclusion byoreng barriers and

increasing the access and use of health servicdseliarget groups [41].
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Demographic and social cultural dimensions

The total population of Nepal is 26.5 million, wighsex ratio of 94.2 [42].

Among the total female population, 6.7% belong te teproductive and
elderly age groups; about 83% of the total Nepagbegerilation lives in rural

areas [43]. Nepal is diverse in geography andioglgy with complex social

cultures and value systems [44]. Marriage is aens&l institution to start
family life, and half of the marriages among everned women < 25 years
of age occur before the age of 18 (minimum ageldgal marriage) [43].

Mean age at marriage for men is 23.8 years and Y&as for women.

Compared to men, the tendency of marriage age memostarts and ends
earlier (10-14 and 30-34 years of age, respegjive$. 15-19 and 40-44
years of age, respectively, for men [45].

Twenty-five percent of women give birth by age Eags and nearly
half by age 20 years. The estimated crude birthissiround 22 per thousand.
Similarly, the total fertility rate of a woman thughout her lifetime is around
2.52 children [36]. About one fourth of the popidat(25.16%) lives below
the poverty line, and the Gini-Coefficient, whichdicates inequality in
income distribution, is 0.328 [46]. According teetB011 census, Nepal has
125 castes/ethnic groups and 123 different languagel dialects [47].
Nepalese people originate from two major ethniaugeo (i) Tibeto-Burman
(Mongoloid groups including Tamang, Rai, Limbu, §f& and Newar) and
(i) Indo-Aryan people of the Terai (Brahmin, Chietand Tharu), who
migrated from northern India and participated & darly settlement of Nepal
[48].
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Socioeconomic status of women

Women'’s status has risen remarkably due to imprededation status, health
service utilization, economic opportunities, andtipgation in decision-
making positions in formal sectors. To addressevioé against women, the
Government enacted the Domestic Violence (CrimeRamdshment) Bill and
is developing a gender-responsive budget to fortrmugender-sensitive
policies and programs in all development sectorBlépal [49]. However,
disparity continues to exist across genders amdrad-urban areas as well as
districts and regions [50]. Overall literacy rabesreased from 54% in 2001
to 67% in 2011, although female literacy only irased from 43% to 58%
during the same period. [50]. Maternal mortalitgldeed > 50% in the past
decade [38], but women still face financial chaljes: only 20.5% own
property [49]. Women'’s limited economic activity mon-agriculture sectors
may result from lack of education, a tradition adrking in agriculture, and
women'’s traditional restriction to reproductive iaities [49]. Although
female-headed houses are increasing due to migratithe male population
[50], only 46% of currently married women partidipan decisions pertaining
to their own health care, major household purchames visits to family or
relatives [36]. Compared to men, women are homedadormal workers
(39% and 61%, respectively [44]. Nepalese womemeaneral and rural
women in particular are vulnerable to both domesstid public violence [44].
Nationally, 22% of married women aged 15-49 yeasehexperienced
physical violence at least once since they wergddis old, 9% reported
physical violence within the 12 months prior to sevey, and 12% of women
aged 15-49 years have experienced sexual violentEast once in their
lifetime [36].
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Policy and plan for uterine prolapse prevention anccare in Nepal
Reproductive health policy and plan

In Nepal, most health policies and programs arkelinwith Millennium
Development Goal (MDG) indicators. For reproductiiealth services,
MDGs include family planning services and matehedlth care. All of these
services are universally accessible in governmeattlh facilities. For the
upcoming sustainable development agenda, the Ganestrcirculated a draft
country report of sustainable development goalgresent at the United
Nations Summit, which plans to adopt the post-28&&elopment agenda
plan on 25 September 2015. In this draft, Goal Bdages universal access to
sexual and reproductive health care services, dimau family planning,
information and education, and integration of rejpiciive health into

national strategies by 2030 [51].

Prevention strategies for uterine prolapse

Prevention is a priority program to reduce UP plawvee in Nepal [20, 22,
52]. The Government recognizes that UP associatbs@&productive health

and rights, sex, equity, and empowerment of won3&h However, regular

reproductive health programs do not recognize UPBalse preventive
activities are not linked with family planning pragns and quality maternal
health care programs, even though such programsemtry points for

initiating UP-related health promotion to improvemen’s health status.
[39]. Key initiatives include awareness programs \mrious national,

international, and nongovernment organizations ciwhwork to reduce UP
through outreach camps, health institutions, femabenmunity health

volunteers, and mass media [52]. Other key intestiinclude programs that

disseminate information for preventive care managerand early treatment
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of UP [20]. Since 2007, the media has mobilizethtse awareness of UP by
disseminating messages to prevent and treat UB uaitous approaches [53,
54]. Various national and international networksd anongovernment
organizations implement UP awareness programs ghrautreach camps,
health institutions, female community health voaers, and mass media [55,
56]. Among them, 13 organizations maintain advocacyl awareness
programs that focus on increasing women’s awareokgsrly symptoms,
possible risk factors, and preventive measures Bf & well as issues
regarding UP-related violence against [57, 58]2009, the Family Health
Division of the Ministry of Health developed opeoaial guidelines for UP
management that focus on surgical treatment ananaing UP screening
camps [59]. Most health promotion programs for URvpntion operate
according to the public-private partnership poli€iie Government does not

fund the UP prevention program [60].

Care and treatment policies and strategies

The 2009 operational guidelines provide free saigoare to UP-affected
women who have been diagnosed during a screentgggom. In compliance
with the stages of UP in screening camps and pahblicprivate hospitals, the
Government reimburses hospital costs and providasseling services and
insertion of pessaries [59]. During September 20@ember 2011,

approximately 34,000 women received surgical ses/for UP in outreach
camps and hospitals [39]. However, women who recksurgical services at
a hospital-organized screening camp and in scrgecamps themselves
reported different levels of care [40]. To ensuralgy of care for UP

treatment, the Government recently circulated attdBtment protocol and

standardized health institutions and service pergadol].
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Sociocultural barriers to prevention and care of uerine prolapse

Access to maternal health care and family plannsegvices for primary
prevention

Access to quality reproductive and maternal headite aids UP prevention
because multiple risk factors of UP (e.g., unsaédivdry care, early
pregnancy, and lack of birth spacing) can be prekjb2, 62]. However, the
maternal mortality ratio in Nepal remains at 254 180,000 live births: every
12 hours, six mothers die [36]. Regarding indicatof accessibility and
availability of maternal health care, only 50% admen make the required
four visits to an antenatal care clinic during pragcy, 36% deliver at health
facilities, and only 45% visit health facilitiesrfpostnatal care [36]. The risk
of suffering from UP is 3.89 times higher among vemrmwith multiple
pregnancies than women who were never pregnant (d&hpared to the
MDG target (67%), the national contraceptive premaé rate is 43% [63].
Barriers to accessing maternal health care incllig&nce, cost of travel,
culture and tradition, and lack of family suppd@#]. The inaccessibility of
quality maternal health care contributes to thestteyment of UP due to risky
and unskilled home delivery practices [22].

Culture, women'’s position, and gender value

Aside from reproductive factors, UP associates veititioeconomic and
cultural factors (i.e., poverty, gender inequaditieelated to care of
reproductive health problems, lack of nutritioustdiworkload during

postnatal period, and domestic violence) [13]. Thdo-Aryan group is

patrifocal and exhibits a strong degree of maleidance and a conservative
attitude toward women that involves controlling tden sexuality [26]. In

Nepal, women engage in hard work, including he#tng, with little or no
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rest during pregnancy or the postpartum periodh&uativity contributes to

high rates of UP [4]. Discriminatory gender normsl aalue systems make
women more vulnerable to gender/power relationspaécke men in a higher
position. The entire society considers men’s domtirieehavior as normal
[14].

Accessibility of health services for timely caraitdrine prolapse

Barriers to medical help include women'’s reluctataceeek treatment due to
lack of family support; ineffective treatment; ahigh cost for travel, food,
and lodging [64]. Women mostly hide UP due to emdsament, resulting in
problems such as domestic violence [3]. Nepalesaaemcand health workers
perceive cultural traditions as risk factors [28]Jomen’s triple burden of
work includes household duties, caring for fieldsl @attle, and a regularly
occurring reproductive role that resumes a few dafyesr childbirth [54].
Among 88.6% of women who received surgical cardJe, 49% and 31%
did not go for an immediate checkup due to shywedack of knowledge,

respectively [40].

Rationale of the Thesis

Despite existing policies and programs for prevenand managing UP, the
prevalence of risk factors affects women’s quaditiife in all parts of Nepal.
This Thesis helps explore the challenges to prewmeiaind timely care of UP
as well as barriers to accessing care. Therefgreidéntifying the gaps
between health care and other related developreeturs, the results of this
Thesis will help develop evidence-based policy astichtegies for UP
prevention and increase access to health careaerfar timely care of UP.

12
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AIMS

The overall aims of this Thesis were to

explore women'’s experiences of uterine prolapse) @ its effects
on daily life, perceived causes, and women’s healile seeking
practices in a rural hill district (Paper 1);

assess UP knowledge among married women of repiedwege, and
determine the association between UP knowledgesaoideconomic
characteristics (Paper Il);

explore UP knowledge, prevalence, and treatmenttipess among
women of reproductive age in the Jhaukhel-Duwakataltth

Demographic Surveillance Site (JD-HDSS) in Nepdbbaktapur
district (Paper 1ll); and

identify the contributing factors and stages of &Rl its impact on
quality of life in JD-HDSS (Paper V).
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THEORETICAL FRAMEWORK

Theory of health and disease

Health status and disease progression is a dymaotess. Human health and
disease are defined in terms of the social ansbgaal environment. Humans
attached moral values to their perception of heatid disease and share
experiences according to their own will [65]. Whessehe clinical concept of
health relates to managing health problems andiagsguality of life, public
health uses a holistic approach that aligns witddthgoromotion and disease
prevention [66]. This Thesis applied theories dltieand disease to describe
the progression of health and well-being (i.e.cpeted quality of life) vs. the

progression, or stages, of uterine prolapse (URnanmaffected women.

Theory of prevention
Any effect of health status or disease results fymotential risk factors.
Although cause and effect interact in time and sd&@], it is possible to
prevent exposure both before and after effectsroBeavention encompasses
actions taken prior to the manifestation of dised®evention research
focuses on exploring the potential risk and protedactors of specific health
problems [68]. There are four levels of preventig¢n: primordial (i.e.,
reducing the societal, cultural, and environmemisk factors for health
promotion; (ii) primary (i.e., improving personalogoeconomic and
behavioral risk factors to prevent disease; (i@candary (i.e., improving
health seeking behavior and preventing disease lozatipns; and tertiary
(i.e., treating disease and improving quality t)I[69].

This Thesis applied the theory of prevention tatdg challenges and
barriers to UP prevention at all four levels. Ag¢ firimordial level, it explored
personal characteristics and social issues suclew@mocioeconomic status,
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sociocultural norms, and Nepal’'s gender value systespectively. At the
primary level, potential risk factors for UP inckdl specific reproductive
behavior, knowledge, self-perception and accessilbd health information.
At the secondary and tertiary levels, the Thesplaerd factors affecting
health seeking behavior, including accessibilitgtality health care services
(clinical evaluation) and women’s experiences aacc@ption of quality of

life due to UP (self-evaluation).

Social cognitive theory

Social cognitive theory (SCT) suggests that huneadth is a social matter,
determined by a casual multi-dimensional strudturghich self-efficacy and
beliefs function together with goals, outcome exgions, and perceived
environmental obstacles and facilitators accordiaghuman motivation,
behavior, and well-being. Thus, SCT focuses on Ipaweple learn from
individual experiences, the action of others, amrtinteraction with their
environment [70]. This Thesis used SCT to exploog lwomen’s social
environment and social system (e.g., the healtb sgstem) affect personal
factors including emotional states, self-beliefad éhabits regarding UP.
Similarly, behavioral factors (e.g., knowledge,gagation, and UP prevention
practices; early care; and environmental factarg)arise the social, cultural,

educational, and geography of women'’s families @rmmunities.

Theory of health care seeking behavior

Phase IV of the theory of health care seeking hehawhich emerges from
Andersen’s model (1995), conceptualizes three leeyofs of health care
seeking behavior: (i) population characteristiaedpsposing, enabling, and
need factors); (ii) behavioral factors (personal ase of health services); and
(i) the outcome of health status (perceived avalwated health status) [71].
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Predisposing factors include population charadtesisiescribing age, marital
status, education, occupation, caste/ethnic grgepder value, culture, and
health beliefs regarding knowledge and percepididP and the health care
system. Enabling factors include accessibility tealth care (e.g., the
regularity and cost of health care, travel, and é¢xéent and quality of
women’s social relationships) [71]. The need faxtare perceivedand
evaluatedneeds. The perceived need for health servicesidachot only
women'’s self-perception of their general health aumgttional state, but also
how they experience symptoms of illness (e.g., psiness, and health
difficulties) and whether they consider their pexbk sufficiently important
to seek professional help. In contrast, evaluatetinnvolves professional
evaluation of health status and women'’s need faticakécare.

Both needs relate closely to the type and amoutreatment received
when a patient visits a medical care provider. datcome of health status,
either perceived or evaluated, depends on an ohaiis health behavior.
Predisposing factors directly and indirectly deteed how individuals
practice personal health care or use health senficg]. The theoretical

framework is summarized in Figure 1.
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Theory of prevention: Efforts to be taken before
manifestation of disease are termed as preventivens.

l

Levels of preventions

l l

Primordial, primary prevention Secondary and tertiary level

(efforts for health promotion and prevention (efforts for timely

disease prevention) care of disease)
Social cognitive theory, Bandhura 1986 Health care seeking theory Andresen
Personal factorsemotional states, self- 1995
beliefs, habits Predisposing factorsenabling factors
Behavioralfactors: knowledge, and needs factors
perception, practices to access media Health care behavior factorsSelf-care
Environmental factors:Social cultural, or use of health service
Geography Outcome:Perceived and evaluated

health condition

Figure 1. Theoretical framework of Thesis
This Thesis explored possible factors affectingthezare seeking practices
for UP, categorizing predisposing factors, enabfexgors and need factors
with identification of risk factors and prevalenoé UP (outcome), both
perceived and evaluated by clinical examinatiammal, in peri-urban settings

of Nepal.
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CONCEPTUAL FRAMEWORK

This Thesis primarily explored the challenges @vantion and timely care

of uterine prolapse (UP) and aimed to identify galesstrategies to improve

women’s quality of life. It groups challenges forinpordial and primary

prevention in one category. Similarly, secondarg sartiary prevention of

UP are grouped in challenges for timely care. FgRrdetails the study

population and key areas of each Paper, alonglextd of prevention. This

Thesis further examined UP in terms of women’s Kedge and perception

of UP in Nepal through the lens of geography, dataus of women, cultural

values, and gender norms in relation to prevendioth health care seeking

practices for UP. The challenges are diverse, hargeie to differing

geography, socioeconomic status, gender value, tla@davailability and

accessibility of health service facilities. This €Bis discusses women’s

experiences and health care seeking behavior irutlaéand urban districts

of Nepal. Quality of life due to UP, the prevalenuk self-reported and

clinically diagnosed UP, and treatment receivedewdentified in a peri-

urban setting in Nepal.

Levels of Primordial and Primary

Secondiy and Tertiary

prevention Jl

Married women o

Study population reproductive age
Key Knowledge ant Risk
areas of perception on UP factors of
study in (Paper Il and Paper | UP (Paper
each Il (First part) IV, second

l

UP-affected women

| l

Prevalenc of Quality of life
UP and and health care
treatment seeking practices

seeking practices| (Paper | and Paper
(Paper Il seconc || IV first part)

Figure 2. Conceptual framework of the Thesis and Papers
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METHODOLOGICAL CONSIDERATIONS

Study design and setting

This Thesis considered mainly cross-sectional dasex designs and applied
both quantitative and qualitative methods for vasigprocesses in studies
representing a rural district, a peri-urban sitel 25 districts of Nepal (Figure
3). Table 1 and Table 2 summarize the methodolbgmasiderations used

for all four papers of this Thesis.

NEPAL

50 o 50 100 Kilometers

Legend

Boundary
International
Regional
/\/ District
Ecological Zone
[ Mountain
[ Hins
|:| Terai
¥ Study Districts for paper-l

@ Study Districts for paper-ll
O Study Districts for paper Ill & IV

Figure 3. Map of Nepal showing study sites
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Table I Summary of design, study sites, year of datacbdiin, and tools.

Paper Method Study site Data Tools
collection
(year)
I Quantitative 1 rural hill district, 2012 IoM/UNFPA, 2006 [62]
and qualitative | including nine VDCs of
Nepal
Il Quantitative 25 districts of Nepal 2012 UNFPA®K advocacy
tool 2007 [54]
[l | Quantitative 1 peri-urban site of Nepal 2013 Knowledge assessment
(JD-HDSS) reliable tool ,Shah, 2008
[72]
IV | Quantitative 1 peri-urban site of Nepal 2013 P-QOL (Digesu, 2005)
(JD-HDSS) [73]

loM, Institute of Medicine; GoN, Government of N&piD-HDSS, Jhaukhel-Duwakot Health
Demographic Surveillance Site; UNFPA, United Nagi®opulation Fund, VDC,; village
development committee.

Table 2 Sampling methods and study participants.

Paper | Sampling unit Sampling method Sample size amstudy
participants
I UP follow-up clinics Convenience 115 UP-affected women
(rural hill district) (semi structured interview)
Purposive 16 in-depth interviews
Il Household (national) Multistage stratified 4,69arried women of

reproductive age
i Household (peri-urban All households of study 3,125 married women of

site) site reproductive age and elderl
Screening camp (per]-Screening camp 303 UP screening camp
urban site) attendees

\ Screening camp Purposive 48 UP screening camp
(peri-urban site) attendees for QoL study
Community based Purposive 402 UP-affected and
(peri-urban site) (Tracing case and contro| unaffected-women for case

group according to Phase tontrol study
household survey records
of Phase | and Phase II
screening camp records)
QoL, quality of life; UP, uterine prolapse.
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Data was collected during 2012-2013 for all stud{@able 1). After
pretesting in local context, | used standardizedstto assess UP knowledge,
perception, and quality of life.

Study participants

Study participants included married women (reprtistecage group) for
knowledge assessment and UP-affected women bothrepelted in
household and diagnosed with UP during clinicaingxation at a screening
camp or UP follow-up clinic. While selecting paigiants in the clinical
setting, we excluded women diagnosed with cystooeleectocele only as
well as women without UP. Prior to interview in td® screening camp and
follow-up clinic, a gynecologist and trained medliczficer diagnosed
participants with first, second, or third stageibd@ccord with scoring for the
pelvic organ prolapse questionnaire [74]. Trainechl female researchers
with health background conducted all interviewsmyithe household survey.

Data collection

Paper |

Mixed methods study designs used for researchdhaibine elements of
gualitative and quantitative approaches during datHection, process

analysis, and reference techniques for the brogabga of breadth and depth
of understanding the phenomenon being exploredravestigated [75]. This

Thesis used a mixed method design. The guantitaigearch questions
sought to identify the distribution of women’s erpaces and health care
seeking practices among UP-affected women. Simjladsed the qualitative

method to explore issues that could not be expldrech a quantitative

perspective, such as women'’s experiences of URtaindpact on quality of

life, expressions of emotional stress, perceivedaas for UP, and practical
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Issues regarding barriers to accessing healthsility was conducted during
follow-up clinics for UP care after screening campsine rural hilly villages
in the Dhading district of Nepal. We used convecgérsampling to include
participants diagnosed with UP at the follow-upreath clinics. Random
sampling included 115 UP-affected women for facéatie interviews.

We collaborated with Nepal's Rural Health and Edioca Trust
(RHEST) and the Women for Women Foundation in tle¢hBrlands during
data collection. | coordinated and obtained theup®rt for data collection in
UP screening camps organized in the Dhading distiieng December 2012.
To me help plan the data collection process, botgarmzations provided
records from previous UP screening camps. To fatalidata collection, both

organizations supported my transportation, acconatnmas, and staff.

Paper Il

Paper Il included structured interviews with 4,688rried women of
reproductive age (15-49 years) in 25 of the 75idistin Nepal, representing
all 5 administrative regions and 3 ecological zofes, Terai, hill, and
mountain) in both urban and rural settings. A maMNepal contains dots
denote the study districts (Figure 2). We assekHednowledge by asking
participants whether they had ever heard about folRywed by specific
guestions about symptoms and preventive measuescriptive statistics
characterized the study population regarding scoilemic status, assessed
how many participants had ever heard about UP,dmtdrmined the UP
knowledge level of participants who had heard alioeitcondition.

Formulation of validation of questionnaire
We reviewed UP campaign materials [54] and fornaaajuestions to assess

participants’ knowledge on UP symptoms (5 optiors)d preventive

22



Binjwala Shrestha

measures (7 options). We validated tools by preggshem in a similar
community in Nepali language. We used 12 optionyaagbles for both
guestions from the campaign material, which exgec@ increase in
knowledge by the campaign program. Regarding theatiables (Paper Il)
and 12 statements (Paper Ill), we used separateotévols with different
references, as discussed above. Details on tharl@oles used in Paper Il
describe them as questions that asked particigardssess UP knowledge
and referred to national UP campaign material [54].

We asked women who had ever heard of WPhat are the symptoris
(Options 1-5) and received multiple responses diotu

1) Difficulty in lifting loads,

2) Experiencing lower abdominal pain,

3) Having a sagging uterus,

4) Feeling pain during sexual activity,

5) Difficulty controlling urine and to take prevéerdg measures for UP.
Next, we askedWhat are the preventive measures for UR®@ptions 6-12)
and received multiple responses including

6) Not lifting heavy loads during the postnatalipey

7) Eating nutritious foods during pregnancy and pasal period,

8) Taking adequate rest during the post natal gerio

9) Practicing family planning and birth spacing,

10) Avoiding early pregnancy,

11) Using institutional delivery,

12) Using safe abortion services.

We used ready-made UP campaign materials to aksesdedge of
UP. One message for the prevention of UP (#7)"e@asng nutritious food
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during pregnancy and postnatal peridbd@his question possibly was included
due to the prevalence (35%) of malnutrition amorgnen of reproductive

age in Nepal [36]. The UP campaign materials migive aimed to reduce
malnutrition by promoting women’s health, espewidlliring pregnancy and
the postnatal period.

Paper Il

Data was collected in Jhaukhel and Duwakot, twéagd development
committees (VDCs) located in the mid-hills of thé@aRtapur district, 13
kilometers east of Kathmandu, the capital city ofpbl. Jhaukhel and
Duwakot are in a peri-urban setting, connecteddadrand transportation
facilities to Kathmandu and Bhaktapur cities. Htapiand clinics are easily
accessible. Paper Il was a collaborative effort te University of

Gothenburg and the Nordic School of Public HealtH\MW\ Sweden, and
Kathmandu Medical College and Nepal Medical Collel§epal [76]. Our

structured survey of 3,124 households in the Jhaludahd Duwakot Health
Demographic Surveilence Site (JD-HDSS) incorporé@ of all women of

reproductive age and assessed their knowledgephatprolapse.

Formulation and validation of questionnaire

We reviewed standardized statements to assess @Addyge [72] and used
all 12 statements (Table 3), adapting them to al loantext before pretesting
and making further adjustments as needed aftenge$tor clarity regarding
the details of 12 variables in Paper lll, both pamkescribe the statements as
“a list of statements used exactly as state betoasses knowledge of UP”
[72].
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We read the statements, as outlined below, to womtenhad ever

heard about UP and asked them to express theisyieay, “agree,” “don’t

agree” or “don’t know”.

1.

Carrying heavy loads daily can increase the prdipabf uterine
prolapse

Problem of uterine prolapse is more common amongevowho
deliver many children

A symptom of uterine prolapse is the feeling ofuieess or
pulling in the pelvis

The best measure to diagnose the problem of utproiapse is to
go for a check up to a health worker

Women of any age can have the problem of uteriokapse

6. Regular exercise can prevent the uterine prolapse becoming

worse

The best treatment of uterine prolapse is surgewaginal
hysterectomy

The treatment of the symptoms of uterine prolapsele done by
using a ring pessary

Problem of pelvic organ prolapse (vaginal swelliaggrus, urine
bladder or rectum prolapse) is found more in agethen than

adult women

10.Doctors can identify the problem of uterine prokapy blood

testing

11.f the problem of uterine prolapse starts, it carbecured

12 An obese woman can have less chance of gettingrdibem of

uterine prolapse
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For our UP prevalence study, we used direct questi@garding
availability of ever UP-affected women and thegaiment seeking practices
in each household after completing an interviewkioowledge assessment.
Next, we organized a 5-day clinical screening cainD-HDSS to identify
the UP prevalence in attendees including, diagrersistreatment received
thus far.

Paper IV

We conducted structured interviews with women aitesn UP screening
camps in Jhaukhel and Duwakot. We used a commbaggd case control
study design to determine the contributing factdrgP. The study included
three phases: a household survey to explore thalpree of self-reported
UP (Phase 1); a standardized tool in a 5-day strg@amp, which explored
quality of life among UP-affected women (Phase ajd a 1-month
community survey that traced self-reported casms fPhase 1 (Phase 3). To
validate UP diagnoses, we reviewed participanigical records and used

screening camp records to trace women without UP.

Data management and analysis

We used descriptive statistics to analyze quamvéatata for all papers.
Data were processed in SPSS version 17 (SPSShcago, lllinois,
USA).

Paper |

For quantitative data analysis, variables regargihgsical and emotional
experiences of UP were categorized according toidy on experiences of
genital prolapse [77]. For qualitative data analysve used a deductive

approach to conduct content analysis of our infdegerviews [78]. The in-
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depth interview comprised 16 different stories witarious issues. For
gualitative data analysis, we used a deductiveagmbr by sorting previously
formulated categories. This process involved faniing ourselves with the
material, identifying a thematic framework, indexircharting, mapping, and
interpretation [79]. After analyzing variables thatjuired qualitative findings
supplement and validate quantitative results, wendbated the categories.

Analysis Framework
Our content analysis considered only predetermicaggories. Table 3
describes the frame of data analysis.

Table 3 Frame of quantitative and qualitative data anadys
Components of quantitative data Components of quattive data

Variables for quantitative analysis Main themes

(1) Socioeconomic
characteristics (i.e., age, 1. Women'’s
education, occupation experiences due to
caste/ethnicity, and UupP
income);

(i) Reproductive
characteristics of women
and stages of UP;

(iii) Decision making for health

Categories

1.1. Physical discomfort
1.2. Sexual discomfort

2. Emotional stress  2.1. Spousal behavior after
disclosure of UP
2.2. Domestic violence after

disclosure of UP

care; 3. Perceived cause of 3.1. Past experiences of
(iv) Experiences of physical UP work load in postnatal
discomfort; period
(V) UP-related sexual 3.2. Past experiences of
discomfort; obstetric complications
(vi)  Review of records detailing 4. Care-seeking 4.1. Type of practices
UP-diagnosed cases. practices for UP 4.2. Coping with the
(vii)  Spousal behavior after problem
disclosure of UP; 4.3. Reasons for delay in
(viii)  Experiences of domestic seeking health care
violence following
disclosure of UP;
(ix)  Self-perceived reasons for
UP; and
) Health care seeking

practices for UP.

UP, uterine prolapse.
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Since most of the results were described in quaivé tables, we used
relevant data where required to support by womesxXperiences with
emotions. Two case studies presented demonstrateaimplete scope of

women’s experiences and emotions in relation tabdPtheir quality of life.

Paper Il

Paper Il used descriptive statistics to charaaetlre study population
regarding socioeconomic status and to assessipartis’ knowledge level
about UP. We performed univariate and multivarlatastic regressions to
determine the association between ever heard abifyt satisfactory
knowledge of UP, and background variables (e.ghamrrural setting,
developmental region, ecological zone, caste/etgmcip, age group, and

education level).

Paper Il
Paper Ill used household data to assess knowlddgie tor 12 variables. As
recommended, we classified the level of knowledgtegories to assess
knowledge of POP, scoring correct answers as “@’ ‘arcorrect” or “don't
know” answers as “0” [72]. Next, we calculated greportion of ever heard
answers and satisfactory level of UP. To identifgvalence and treatment
seeking practices, we used information from theskbold data, analysing it
separately and detailing the socioeconomic chaiatits, UP prevalence
(self-reported), and treatment practices. Selftego UP prevalence was
calculated using the total number of women who epbUP symptoms in
the household survey. Clinically diagnosed UP pexwae was calculated
using the total number of UP and POP diagnoses g@amvomen who attended
the UP screening camp. Both calculations excludedmen who had
undergone surgical treatment for UP (i.e., hysterag).
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Paper IV
To assess quality of life in nine domains for aselywe developed a scoring
system according to questions used (Table 4).

Table 4 Scoring system for quality of life assessmenit@émine prolapse-
affected women in the Jhaukhel-Duwakot Health Deaptac Surveillance
Site, Bhaktapur Nepal

Scoring system

Domains Variables "No "Some "Littl “Bad
effect effect" e effect”
) effect
General healtl 1. Perceived general hea 0 0 1 1
perception condition
2. Effect of UP in daily life 0 0 1 1
3. Lower back pai 0 0 1 1
« Effect of back pain in daily
life
UP impac 5. Vaginal symptom 0 0 1 1
e Something coming out from
vagina

e Heavy thing putting in the
lower abdomen or vagina
* Uncomfortable during sitting
e Something coming out from
vagina during defecation
6. Urine symptom 0 0 1 1
» Continues urination
« Urine drop after urination
e Urine leakages
e Urine leak during coughing
» Difficulty in urination
7. Bowel symptom: 0 0 1 1
e Constipation
* Feeling on incomplete stool
pass after defecation
« Discomfort during

defecation
» Digitization on stool pass
8. Sexual sympton 0 0 1 1

e Something coming out
during sexual intercourse

« Effect of something coming
out during sexual intercourse
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Scoring system

Role limitatior 9. Effection doing household wo 0 0 1 1
« Effect on doing outdoor
work
« Effect on doing physical
work
Physical 12. Effect on walking 0 0 1 1
limitation « Effect on sitting and sleeping
« Effect on standing
Emotional stres 15. Lonelines 0 0 1 1
e Sadness
* Self-blame
Sleep enerc 18. Bad drear 0 0 1 1
* Tiredness
Social limitatior 20. Effect on social wor 0 0 1 1
« Effect on meeting friend
circles
« Effect on family life
Persona 23. Effect on spousal relatic 0 0 1 1
relationship « Effect on sexual relationship
Severe measL 24.Need to use pad or other mate 0 0 1 1

e Pulling up uterus
e More pain from uterus
prolapse
UP, uterine prolapse.

We used descriptive statistics to describe paditig socioeconomic
characteristics. To score quality of life, we cltéeazed all answers to the
guestionnaire and the related probing questiomsdagdual variables (Table
4). Additionally, we used descriptive statisticsdaanalysis of variance
(ANOVA) to determine all nine domains of total gtyabf life among three
groups of women diagnosed with UP (stage I-llnafly, we applied
bivariate and multivariate logistic regression e to determine the factors

associated with UP.

Validity, generalizability, and benefit
For the UP knowledge assessment study, we usednahtUP campaign
materials to assess the national level UP knowletigassess UP knowledge

in peri-urban sites, we adapted a standard todhéolocal context after
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pretesting the tools. We validated tools for alp&a by translating them back
to English from Nepali and pre-tested them in alamcommunity in Nepali
language. Interviews were conducted with UP-afféetemen after diagnosis
by a qualified medical team in the clinical settiiigained female researchers
conducted all interviews in the community and imichl settings. We
modified flow and wording of questions after pretieg the questionnaire.
The entire process of data collection was closgpesrised. | conducted and
analyzed all in-depth interviews for qualitativedalasing an audio recorder.

Because this study was conducted in a specifiosoltural geography
of Nepal, the results of Paper | might not refline condition of all women
suffering from UP across the diverse socioeconastiata. The results of
Paper Il can be generalized at the national lavéllepal. The findings of
Paper Il and Paper IV can be generalized in pdraa sites of Nepal and in
a similar context in other low-income countries.

In the context of women'’s lives, findings assodateith women'’s
health-related quality of life, care practices, audess issues might enable
early identification and management of potentialltierisks that may remain
into older age (Paper | and Paper 1V). The restfilBaper Il can be considered
as baseline data for future studies of UP knowledggessment. Overall
results of UP knowledge assessment could be ukmfplanning evidence-
based UP prevention and care programs in varioci®emnomic cultural

settings.

Trustworthiness

To maintain the trustworthiness of both quanti@tand qualitative studies,
we applied various approaches during data collectinalysis, and reporting.
For qualitative data collection, participants ie th-depth interviews included
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only UP-diagnosed women immediately after clinieshmination. We used
open questions to explore experiences, emotiomspersblems encountered
during health care seeking practices. Demonstratirygconfidence with
gualitative methodology, | conducted all in-deptiterviews, constantly
checking and updated the interview guideline teec@any issues that emerged
during each interview. Interviews with study pagants were conducted only
until saturation of the issues occurred. Regardoajegorization and
abstraction, categories reflected the results ahttative findings, and issues
were focused to elaborate and validate the quéaéteesults. | reviewed both
gualitative and quantitative results carefullyempreting them to describe,
elaborate, and discuss the depth and breadth aimation. Each table and
all transcriptions were checked carefully to idisntine representative issues,
using a thematic framework analysis. To deepen uhaerstanding and
coherence of our findings, all results were presgrand connected with
guantitative data.

Methodological issues

We encountered various methodological issues dudisign collection. A

clinical study does not provide a good represematof the general
community. However, in this case the clinical sefthelped validate the
inclusion of UP-diagnosed participants. Managingualified medical team
and enabling the clinical environment with necegdagistic supplies for

diagnosis, treatment, and management of UP in areamh camp is
challenging and it entails a substantial amountesburces. All research
activities were made possible due to availableuess for PhD education
and collaborative efforts with national and inté¢rmi@al partners who were
working for UP prevention and management in Nepahe for in-depth
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interviews (Paper ) was limited, but they weregiole due to the support of
two staff members who screened patients exitingiagl examination and
referred them to me according to the inclusioreaatfor study participants.

Assessing UP knowledge in the population-based ystaitbwed
interpersonal variation among interviewers as a&lariation in participant’s
level of comfort to freely express their feelingsoat reproductive issues
during their interview. In the Nepalese culture,mem usually consider it
highly shameful and degrading to talk about repatigte issues. Because we
could only capture responses to framed questioesmght have missed
including women'’s perception of the concept of BRJ the variance in social
and cultural environment might have caused misistdeding.

Compared to estimating the prevalence of morbidibterviews
provide a more accurate measurement of reproducitorbidity because they
can explore useful information about disability adverse effects of
reproductive health and illness [80]. UP is a commeproductive health
problem in Nepal [4]. However, community-based ®8dpresent many
challenges because most women consider reproducitues a personal
matter that burdens them with social stigma antucail norms [3]. Various
studies report UP prevalence in Nepal at 20%—-37%J42]. UP prevalence
Is calculated among women diagnosed with UP otih@total women with
reproductive morbidity in the screening camp. Papkridentified UP
prevalence at only 2.11%. We calculated UP precaleemong the self-
reported UP during household survey and also amamgen of reproductive
age and the elderly population. Our different rsswyould be due to a
difference in methodology.

We considered self-reported UP prevalence becaussadier study

from Nepal reported that clinical examination camiéd UP in 207 of 216
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self-reporting women, indicating a high degree afrelation between self-
reported and clinically diagnosed cases [4]. Sgblerted UP prevalence was
based on face-to-face interviews. A systematicengvconfirmed that an
interview-based survey provides valid informatioar festimating the

prevalence of reproductive morbidity [80].

Ethical considerations

UP is still a taboo topic in Nepalese society. Bseawomen fear that others
will know their problems, they may be reluctanskare personal information.
Women also may fear the consequences of sharirsgperexperiences and
exposing themselves to potential harm by their spoand other family
members. To address these ethical dilemmas, weeshthie autonomy of all
participants to respond to each question; we asmdsed and ensured both
anonymity and confidentiality prior to each intewi. Further, the study
participants directly benefitted from the UP sciegrcamp and its medical
and counseling services. The overall benefits tdigy@ants include the
development of evidence-based policies and stedefyir UP prevention
health care programs. This study was granted etap@oval by the Nepal
Health Research Council (Reg. no. 56/2012). Inaese to a written request
letter, | also received verbal consent from locahmunity stakeholders and
health workers.

We explained the importance of the study to eadtigg@ant and
conducted interviews only after obtaining informednsent. We also
discussed and ensured respondents’ autonomy arilerdmality prior to
each interview. We received special permissioretmrd voices during in-
depth interviews. We ensured the participants abpuvacy and
confidentiality regarding their information and rdiication.
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RESULTS

This section presents the key results of the Thésised on the individual
Papers. Description of participants' socioeconarharacteristics, key results
according to the research objective, and statlsticalysis are described in
percentages and association with risk factors asertbed using suitable
statistical tools, where appropriate. The symbol ‘@enotes standard
deviation after the value of specific findings ih@apers. In Paper IV, odds
ratios are presented as 95% confidence intervgl \{@ile computing the

associated factors of knowledge of uterine prolag$e) (Paper II) and

associated factors of UP in Paper IV. Key findirfigs each Paper are

described as follows.

Paper I: Women'’s experiences and health care-seelgrpractices in
relation to uterine prolapse in a hill district of Nepal

Socioeconomic and reproductive characteristics afficipants

A total of 115 UP-affected women were from 10 ruvd@dCs in Nepal’s
Dhading district. Most women (67%) belonged to dvaamtaged ethnic group
(i.e., Brahmin, Chhetri, or Newar). Participantgea ranged from 23 to 82
years (mean age 54x15 years), 82% were marriecamdntly living with
spouse, 11% were widows, and 6% were separatedtyEogur percent of
women’s main occupations were farming or housebblotes. The average
number of pregnancies per woman was nine, and 4N%l(7) had

experienced pregnancy during her teen-age years.

Physical discomfort
Among the total UP-diagnosed participants (N=13fb6lwere stage |, 60%
were stage Il, and 25% were stage lll. Three pemiparticipants had vault
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prolapse. Participants experienced multiple physidescomforts and
emotional stress due to UP, and physical discomfeetre often accompanied
by vaginal symptoms. Most (>85%) participants diégct a bulging sensation
and heaviness in their vagina due to UP. Affectemnen also reported
difficulty walking, sitting, and doing manual worlSixty-eight percent of
participants said they suffered from urinary inco@mce. During in-depth
interviews, some women reported suffering from amnincontinence for
long durations, resulting in severely impaired gyaif life that led to other
reproductive health problems. A 55-year-old saidwas suffering from
dripping urine with foul smell for 16 years withaasional vaginal bleeding.”
Forty-two percent of participants reported suffgrinom various types of
bowel symptoms and 71% had multiple symptoms, dioly the need to
manually reduce and hold the uterus during defeeatconstipation and
painful defecation, and fecal leakage. During adepth interview, a 68-year-
old woman said: I“had difficulty on defecation; the pessary willno® out
while defecating so | need to hold the pessarylaaa frequently suffering
from diarrhea and constipation but have not donaltiecheck up till now.
Sexual discomfort

Most participants (74%) mentioned that they hadcahsinued sexual
activities due to (i) lack of sexual desire dueld age (36%); (ii) pain and
difficulties during sexual intercourse (7%); (igpnflict and separation from
spouse (13%); and (iv) multiple other reasonsuuticlg conflict with spouse
and fear of spousal awareness of UP (29%). The inemgaUP-affected
participants (26%) said they had periodic sexu&dtimnships with their
spouse. Among those, one fourth experienced pas#ubal intercourse.
During an in-depth interview, one 50-year-old papant said: I'don’t have

any sexual desire it is painful but | must fulfilly husband’s desire, can’t get
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any support from my husband. | am forced to tokerde painful sexual

relation...”

Spousal behavior after disclosure of uterine prok®

Most (60%) spouses of women who had disclosed U wet bothered by
the diagnosis. Twenty-three percent of spouses wamiag and supportive,
but 16% harassed their wives by threatening to mignta separate. Twenty-

four percent of spouses remarried after their wiisslosed a UP diagnosis.

Domestic violence after disclosure of uterine prpke
About 50% of participants did not wish to respoodgtiestions relating to
violence. Among those who did respond, 30.4% repothat they had
experienced domestic violence (psychological) afisclosing UP to their
spouse. Additionally, in-laws humiliated and haeasshem because they
could not perform the expected level of househotatkwParticipants also
reported that they had experienced violence, imetughysical assault and
verbal abuse, specific threat of remarriage, aod fdeprivation. During an
in-depth interview, one 55-year-old woman saiBefore operation | was
facing various problems from my family. My sistedaw used to scold me
and insulted me by using abusing words becausesl iweapable to do
household chores. | was excluded in many socialtiums because | could
not maintain hygiene. Many times my sister-in-laaslded me by saying
“leave home”; | was about to leave home but theghbor rescued me. Now
after operation, | am also harassed by my husbartisaster-in-law because
my working capacity is still not restored.”

Box 1 highlights a case study on UP-affected womaxperiences

regarding quality of life after hysterectomy.
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Box 1: Recurrent post-hysterectomy prolapse and imgct on quality of life

Kanchi Shrestha (name changed), a 55-year-oldewssaf a village in Nepal’'s Dhading district,
an illiterate farmer. She suffered from uterine Igpse for 16 years. Last year, she ha
hysterectomy, but still has difficulty walking, taity, performing daily household chores, g
farming. Before the hysterectomy, she faced hutiolieand harassment by her husband and fa
members because she could not perform daily holgselwok. Her husband shouted at her becg
she could not manage her personal organ. Surgieatntent resolved her personal hygie
problems, but she still has continuous pain inlbeer abdomen and a small piece of her utg
protrudes from her vagina. She shared this prolblémher husband and family members, but

one helps her. All family members scolded her, rggyhat ‘after treatment you should work, |i

should be fine, and you are just pretending to psdeom work.”On many occasions, her husbg

and family members asked her to leave the houseeBow, her neighbors protect her from
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family members. Her family life is very uncertain.

Women'’s perception of reasons for uterine prolapse

Self-perceived reasons for UP included repeategnaiecies and childbirth
(40%), lack of rest during the postnatal period.334), and heavy lifting in
daily housework (18%). Among affected women, 77%umed household
chores within 6-20 days of delivery, 13% resumedkwathin 1-5 days, and
8% began working again within 21-30 days. Duringdépth interviews,
participants mentioned that they did not have gygodtunity to rest because
tradition requires the daughter-in-law to do alisehold chores. Daily chores
included carrying water, caring for cattle, cleapiwashing clothes, cooking,
and doing agricultural work. Similarly, 37% of gampants had experienced
obstetric complications (e.g., postpartum hemorehagd obstetric labor that
lasted more than two days). About 19% of participdaced both types of
obstetric complications. Almost all participantsrefepth interview said that
they delivered children at home. Some were refetoed health facility or

called a health worker if they encountered compibces. Most had faced
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multiple obstetric complications, including prolatylabor (> 5 days) or
heavy bleeding with or without retained placenta.

Health care seeking practices

Mean age at first perception of UP was 34+10 years mean duration of
suffering from UP was 23+15 years. Among study ipgants, 23%
immediately communicated their UP problem to theiatives or health
workers. However, 35% hid their UP problem for mtiran 10 years. Prior
to visiting the outreach clinics, participants mad visited health facilities for
various reasons, including shame (48%); feelingeaeasary (12%); and
multiple responses (29%) including shame, havingone to share the
problem with, male service provider, fear of stigavad gender bias, and a
perception that UP is normal for childbearing womEaorty-eight percent
coped with UP by manually reducing the uterus, $salted local health
workers, and 42.5% used multiple practices suctBethi (an herb that
resembles a green vegetable) and eating nutritbmals(e.g., meat, eggs, milk,
fruits). After intervention at an outreach clinpgrticipants began using health
services as instructed by experts. Among 115 worG2% used a pessary,
13% had surgical treatment, and 20% used pelviaceses and herbal
medication. During in-depth interviews, participamarther explained their
reasons for using services in follow-up outreaahicd and health facilities.
The most pertinent symptom that causes women tk Bealth care was
urinary incontinence. One 40-year-old woman regbrteam using pessary
since 4 years. The doctor recommended surgicaltrireat, there is free
treatment. However, | have to manage travel an@mo#udditional costs for
patient visit and food. | cannot afford these aidai&l costs. My son is not

taking care of me; maybe God will take care of nie....
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Box 2 highlights a case study on UP-affected womaXperiences

during pre- and post-hysterectomy.

Box 2: Pre- and post-hysterectomy experiences of wen with uterine prolapse

Sunita Shrama (name changed), a 49-year-old woroam 4 village in Nepal's Dhading distrig

—

was living with her second husband and four otheariy members and earning money by dojng

daily labor. Sunita had completed seven pregnan&@bs first noticed uterine prolapse (UP)

problems during her second pregnancy and recditdshe had lived with UP for 26 years. S$She

experienced complicated labors (2 days) and alldediveries were conducted at home by|an

unskilled birth attendant. She almost died aftehedelivery because she could not get proper|{rest
and food during the postnatal period.
Past experience with uterine prolapse (before mgstemy):Sunita had difficulty walking, sitting,
and standing. While walking, she had to use heyefig to reduce her prolapsed uterus manually.
She had to hold a pessary while defecating anddcoot sit for urination; most of the time she
passed urine in a standing position. Her husbamdrrehowed concern about her problem duting
sexual relations, and she had to surrender to ydaimiercourse. She continuously experienced
problems with abdominal pain. Her husband did oppsrt her health care.
Treatment receivedSunita used a red rubber pessary for 17 yearsshmitnever told family
members. Last year, she received a clinical cheakam outreach camp organized in her villdge.
When she recently received surgical treatment ®iiruKathmandu, the Government paid for her
treatments. She borrowed NRs. 10,000 loan to pathéocost of travel and other logistics. After
recovering from surgery, she was satisfied withttieatment. However, she still worries about

repaying the loan.

Paper II: Knowledge on uterine prolapse among marred women of
reproductive age in Nepal

Socioeconomic characteristics of study participants

This study included 4,693 married women in the wdpctive age group.
Nearly four of every five (78.6%) respondents livadrural communities;
among these, 50.7% lived in the Hill zone. The mag of participants was
30.0+7.4 years. More than two thirds (67.5%) weatacated (26.5% at the

40



Binjwala Shrestha

primary level, 51.7% at the secondary level, and2%P at the higher
secondary level). Forty-eight percent of particisarwere from the
advantaged group (Brahmin and Chhetri) and 22.2%& @anajati from the
Hill and Terai zones. Regarding income source, %M®rked in agriculture,
23.4% worked in service, 17.6% were employed widlgavlabor, and 17.5%

had foreign jobs.

Knowledge of uterine prolapse

More than half (52.9%) of the participants respahttet they had not heard
about UP. Moreover, knowledge regarding symptoms @neventive
measures of UP varied among the 2,212 particip@imbshad heard about UP.
We used 12 variables of UP knowledge assessmestigp® (both symptoms
and preventive measures). The proportion of knogdedaried in four
categories grouped according to the 12 variableso#g them, 26.8% had
highest knowledge (4-6 types of variables) and 3:8&h lowest knowledge
(10 types of variables). The mean score of theatakles was 5.3+2.55 (Cl,
5.2-5.4). Among the women who had ever heard of 8/RP5% had a

satisfactory level of knowledge (equal to and abaverage knowledge).
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Channel/source used by women and knowledge level

Women accessed information regarding UP from meltgources/channels,
including radio (53.4%), television (47.2%), fematemmunity health
volunteers (36.2%), friends/relatives (47.2.0%gltleworkers (19.5%), and

newspapers.

72.1

Health workers Female Friends and Radio Television Newspaper
community relatives
health volunteer )
®m % women heard about UP ® % women had satisfactory knowledge

Figure 3: Distribution of channels used to receive inforroatand level of
knowledge on uterine prolapse among the participant

(22.3%) (Figure 3). The women provided multiples\aars regarding the

channel/source they used to access informationtati®u

“Ever heard about uterine prolapse” and socioeconofmackground

We observed differences in association betweenheand of UP participants
and other groups (i.e., rural/urban setting, casitaicity, age and education
level). Compared to Brahmin and Chhetri women, aenfl no significant

associations between ever heard of UP and othe¥/edsic groups.

Knowledge about uterine prolapse and socioecondao&ground
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Women residing in the Eastern, Central, Westernd &fid-western

developmental regions had higher knowledge of Ui those in the Far-
western Region. Indeed, women from the easteromegere 6.7 times more
likely to have satisfactory knowledge compared tomen from the far-
western region. Furthermore, knowledge of UP assedisignificantly with

ecological zone. Table 5 shows the odds ratio wariate and multivariate
logistic regression.

Table 5 Association of knowledge of uterine prolapse wahious
socioeconomic factors (N=2,212)

Variables Satisfactory  Bivariate Multivariate
knowledge of odds ratio odds ratio
UP (%) (CI) (CI)
Developmental region
Far-western 17.6 1
Eastern 57.0 6.2 (4.5-8.5) 6.7 (4.7-9.4)
Central 45.9 3.9(2.8-5.4) 5.6 (3.9-8.0)
Western 28.9 1.9(1.3-2.6) 2.4 (1.6-3.4)
Mid-western 36.3 2.6 (1.9-3.7) 4.6 (3.1-6.6)
Ecological zone
Mountain 25.5 1 --
Hill 34.7 1.5(1.2-2.0) 1.4 (1.0-1.8)
Terai 50.7 3.0(2.2-3.9) 2.9 (2.0-4.1)
Caste/ethnic group
Brahmin. Chhetri/advantaged 38.2 1 --
Dalit/marginalized group Hill and Terai 20.9 0.4 (0.3-0.6) 0.4 (0.2-0.5)
Janajati/disadvantaged from Hill and Terai 41.0 1.1 (0.9-1.4) 0.6 (0.4-0.7)
Caste/non-Dalit from Terai 52.0 1.7 (1.2-2.5) 0.9 (0.6-1.4)
Muslim/religious minority 154 0.2 (0.0-1.3) 0.1 (0.0-0.5)
Newar, Thakali/relatively advantaged 34.1 0.8 (0.6-1.1) 0.6 (0.5-0.9)
Age group (years)
<20 31.6 1
20-35 38.8 0.7 (0.6-0.8) 0.4 (0.2-0.8)
> 35 53.3 0.5 (0.4-0.8) 0.3 (0.1-0.6)

Note: Satisfactory level of knowledge of UP = equabr above the equal mean of the
variables
Cl, confidence interval; UP, uterine prolapse
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Paper Ill: Knowledge, prevalence and treatment pratices of uterine
prolapse among women of reproductive age in the Jo&hel- Duwakot
Health Demographic Surveillance Site, Bhaktapur, Neal

Socioeconomic characteristics

A total of 3,124 women (60% of all women of reprotive age in the JD-
HDSS) patrticipated in the household survey, 60%mfiduwakot and 40%
from Jhaukhel. The dominant ethnic group in Jhalias Newar (42.5%),
compared with Brahmin/Chhetri (43.1%) in Duwakoeack woman had
2.3+1.3 children. Most women (39.3%) belonged t® 20- to 30-year age
group, followed by the 31- to 40-year age group.§3®. The mean age of
the women and their spouses was 31.9+8.2 years3ariit8.4 years,

respectively.

Knowledge of uterine prolapse

Most (93%) respondents had heard of UP, and 92.u&#erstood that
carrying heavy loads can increase the probabilityyB. Similarly, 84%—

88.7% of participants had knowledge regarding faskors (delivering many
children), symptoms (heaviness/bulging sensatiandl, appropriate method
of diagnosis of UP (health checkup). Perceivedtimeat options for UP

varied from 49% to 59.5%, including regular exezci$6.4%), vaginal

hysterectomy (59.5%), and ring pessary (49.7®ggarding diagnostic
method, 31% of women perceived that a blood tesins method of UP
diagnosis, 23.15% perceived that UP is incurabid, £3.8% did not know
that obesity is a risk factor for UP (Table 6).
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Table 6 Distribution of statements used to assess knagyed uterine
prolapse among women of reproductive age in thelkihal-Duwakot
Health Demographic Surveillance Site (N=3,124): npl# responses.

Statements (multiple response) Knowledge
(%)

1. Carrying heavy loads daily can increase the prdibabi uterine 92.1
prolapse

2. Problem of uterine prolapse is more common amonge&vowho 88.7
deliver many children

3. A symptom of uterine prolapse is the feeling of\ieess or 84.5
pulling in the pelvis

4. A best measure to diagnose the problem of uterol@gse is to go 84.4
for the check up from health worl

5. Women of any age can have the problem of uteriolpse 64.2

6. Regular exercise can control/stop the uterine peado becoming 56.4
worse

7. The best treatment of uterine prolapse is surgewaginal 59.5
hysterectomy

8. The treatment of the symptoms of uterine prolapselbe done by 49.7
using a ring pessa

9. Problem of pelvic organ prolapse (vaginal swelliaggrus, urine 41.8
bladder or rectum prolapse) is found more in oleddaggomen than
adult women

10. Doctors can identify the problem of uterine prokpy blood 30.9
testing

11. If the problem of uterine prolapse starts onceaitnot be cured 23.1

12. An obese woman can have less chance of gettingrtiem of 13.8

uterine prolapse

Prevalence of uterine prolapse and treatment sggractices

Based on self-reported data from 3,124 women whdicgeated in the

household survey, UP prevalence was 2.1% (8.5% widanding women

who had undergone hysterectomy for UP). Among thd6% reported

receiving UP treatment from hospitals in Bhaktagnd Kathmandu,

including surgery (53%), exercise and medicine (B5&ad pessary (11%).

Among women who attended the UP screening campB)+-&e prevalence
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of clinically diagnosed UP was 15.1% (23.1% wherluding women who
had undergone hysterectomy for UP). In this gr&®8p exhibited POP (i.e.,
UP with cystocele and rectocele), 25% had UP, &o6dch&d vault prolapse.
Regarding treatment practices for UP, 84% (N=70gixed treatment from
hospitals in Bhaktapur and Kathmandu, includingyety (34%) and pessary
(37%), compared with 28% who used exercise (phiysind Kegal) and

medicine (for pain and infection only) [54].

Paper IV: Uterine prolapse and its impact on qualiy of life in the
Jhaukhel-Duwakot Health Demographic Surveillance Se, Bhaktapur,
Nepal

Socioeconomic characteristics of participants

Phase 1: Participant characteristics of the houdehuwvey

During the household survey, 267 (8.8%) women iteplddP problems from
3,124 households in Duwakot and Jhaukhel (62.5%3@&Po, respectively)
(self-reported UP prevalence, treated and untrgatéshn age of participants
was 45+13.1 years. Caste/ethnic groups includetdrBirdChhetri (64.4%),

Newar (25.5%), Janajati (5.6%), and Dalit (4.5%).

Phase 2: Participant characteristics at the sarger@amp

Among camp attendees (N=70 with UP diagnosis), d&en participated in
Phase 2. Among interviewees, 73.9% were from Jrelukind 26.1% from
Duwakot. Most participants were Newar (39.1%), daéd by Chhetri
(34.8%), Brahmin (21.7%), and Dalit (4.3%). Mear agas 50.1+10.9 years
and mean age at marriage was 18.0+1.9 years. Mappations included
business and service (34.8%) and agriculture (1).4%& mean duration of

UP suffering was 4.63+5.5 years.
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Phase 3: Participants characteristics of caseaasitrdy

In Phase 3, 402 women participated in a case dattrdy. Among these, 277
women were UP-affected (cases), including 267 iledtduring Phase 1 and
10 detected during Phase 3). Among all participa@% were from Duwakot
and 52% from Jhaukhel. The dominant ethnic groufheukhel was Newar
(42%), compared with Chhetri (34%) in Duwakot. Meaye was 43.7+14
years and mean age at marriage was 17.7+3.1 yRegsrding educational
background, 47.8% were illiterate. Men were theisies makers in most
families (72.9%). Most participants (53.4%) livedaxtended families. The
most common occupations were service (44.5%) ancudimire (23.6%). The

mean duration of UP suffering was 9.6+£10.5 years.

Stages of uterine prolapse and total score of quali life

Among 48 interviewees, two thirds had stage || WB ane third had stage |
or stage Il UP (Table 7). In Table 7, column [I(%4) indicates the distribution
of the number and percentage of participants acupitd diagnosis of stages
[, I, and lll. In column 1lI, N (%) shows the drdbution of total score for

guality of life in the scoring system for nine dansof analysis (Table 8).

Table 7 Distribution of stages of uterine prolapse andrss of quality of
life perceived by screening camp attendees intlhekhel-Duwakot Health

Demographic Surveillance Site, Bhaktapur Nepal §eh2).

Stage of prolapse Participants Quality of life scores
N (%) N (%)

Stage | 8 (16.7) 20 (4.62)

Stage Il 32 (66.7) 139 (32.17)

Stage Il 8 (16.7) 72 (100)

All stages 48 (100) 231 (53.48)
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Women with Stage 11l UP scored highest (100%),(warse effect on quality
of life) and women with Stage | UP scored lowes6240) (i.e., lowest effect
on quality of life).

Correlation with stage of uterine prolapse and qtyabf life

Table 8 presents the score values in each domainatysis for quality of life
(variables) out of the total number (N) of partamps with stage |, II, or Il
UP. The different domains of quality of life accmmgl to scoring system
(Matrix 3), including physical or social limitaticend severe symptoms (i.e.,
severe pain and pulling of the uterus and the faealpad or other supportive
material), correlated significantly with all thretages. Thus, women with
stage Il UP perceived a worse effect on qualitylifef due to physical
limitation, social limitation, and severe symptorkkwever, general health
perceptions, UP impact, emotional stress, sleeprggneand personal
relationships did not correlate with disease stagerefore, any UP-affected
woman perceives problems regarding general hddRrelated symptoms,
emotional stress, sleep energy, and personalaeships.

Table 8 Association between stages of uterine prolapseedfects on
guality of life as perceived by screening campratées in the Jhaukhel-
Duwakot Health Demographic Surveillance Site, Baput, Nepal (Phase

2).
Domains of quality of life Association* between eécts on quality of life in three
different stages of uterine prolapseN=48)
Stage | Stage I Stage Il p
(N=8) (N=32) (N=8)
1. General health perception 5 28 8 0.09
2. Impact 4 27 8 0.026
3. Role limitation 0 18 8 0.000
4. Physical limitation 0 8 8 0.000
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Domains of quality of life Association* between eécts on quality of life in three
different stages of uterine prolapseN=48)
Stage | Stage | Stage Il p
(N=8) (N=32) (N=8)
5. Emotional stress 5 24 8 0.190
6. Sleep energy 2 15 8 0.005
7. Social limitation 0 6 8 0.000
8. Personal relationship 4 11 8 0.003
9. Severe measure 0 2 8 0.000
* ANOVA: one-way analysis of variance

Association between uterine prolapse and socioeanimnoharacteristics
Table 9 describes UP-associated factors assocetezhg women with
different socioeconomic characteristics. Bivariatel multivariate logistic
regression analysis showed that UP associatesediilsation level, parity,
and family type. The odds of having UP were thriegiigher among illiterate
women (OR=3.02 CI, 1.76-5.17). Similarly, womennirauclear families
were 50% less likely to have UP compared with worfrem extended
families (OR=0.56 CI, 0.35-0.90), and the odds wevwer among women
with 3—4 parity compared to > 5 parity (OR=0.33 @114-0.75). However,
subsequent multivariate analysis showed no sigmfiassociation with UP
for age at first pregnancy, gender of decision makethe family, or
caste/ethnic group.
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Table 9 Associated factors of uterine prolapse among gty
participants in the Jhaukhel-Duwakot Health Demgquria Surveillance

Site, Bhaktapur, Nep@Phase 3).

Variables Bivariate Multivariate
Odds ratio Clodds Odds ratio Cl odds ratio
ratio

Education

Literate and educated 1 1

llliterate 3.7 2.3-5.9 3.0 1.7-5.1
Dalit and non-Dalit groups

Dalit (disadvantaged) 1 1

Non-Dalit (advantaged) 0.1 0.0-1.1 0.1 0.0-1.1
Family type

Extended 1 1

Nuclear 0.4 0.2-0.6 0.5 0.3-0.9
Decision maker in family

Male 1 1

Female 1.0 0.6-1.7 0.8 0.5-1.4
Age at first pregnancy (years)

> 20 1 1

15-19 1.5 1.0-2.4 1.4 0.8-2.4
Parity (number)

>5 1 1

3-4 0.2 0.1-0.4 0.3 0.1-0.7

1-2 0.2 0.1-0.5 0.4 0.1-0.9

ClI, confidence interval
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DISCUSSION

This Thesis contributes to the exploration of palssiactors of UP prevention
and health care seeking practices. Paper | instigyomen’s experiences
resulting from UP, their perception of the causédJB, and health care
seeking behavior in a rural setting of Nepal. Thibe first time that a national
study has assessed the women’s UP knowledge llewejsade its associated
factors (Paper Il) and compared with a peri-urbge (®aper Ill). Similarly,
Paper 1l is the first study to identify self-reped UP prevalence, knowledge
level, and perception (i.e., symptoms, preventieasures, and management
options) in a population-based study in JD-HDS8aly, Paper IV assessed
the impact of UP on the quality of life of affecta@men and identified the

causes of UP in a peri-urban setting of Nepal.

Approaches to assess knowledge and operational defion of uterine
prolapse

The scientific literature uses uterine prolapsenitgé prolapse, vaginal
prolapse, and pelvic organ prolapse synonymoustytdisimilar symptoms
and preventive strategies [5]. To establish rdiigidor women'’s level of UP
knowledge, we used an assessment tool standarelllyimgpopulation-based
studies [72]. While assessing knowledge of UP,aeders may encounter
some variation in the proper understanding oféne tUP in the local context.
To avoid this ambiguity, we used two similar Nep@&ims—Patheghar
khasne”(UP) and*Ang khasne” (POP}—that address knowledge items with
a wide range of topics directly related to extragtinformation about early
symptoms and prevention of UP, as described indlienal campaign toolkit
that was developed for Nepal in the Nepali langu@gé. For knowledge

assessment, we used the term UP because womealgeperceive that they
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are affected by UP even when they are affected®l.RHowever, clinical
management may use different approaches to UP @R\l Pased on clinical
diagnosis [81]. Therefore, we developed an opearatidefinition of UP to
include only those women who were diagnosed as\gavP with or without
cystocele and rectocele.

Knowledge and perception of uterine prolapse

Paper Ill determined a 37% prevalence of compreversiowledge of UP
in the national level study and 55% in a peri-urlkseiting of Nepal.
Knowledge UP linked with geography (both ecologiaatl administrative
region), education, and caste/ethnic group (Pdperdssibly due to women’s
high level of awareness (93%) of UP (Paper Ill).r&twver, the peri-urban
study site has easy access to primary health eareas and referral hospitals
[76]. Our study confirmed an overlapping understag@59.3%) of women’s
self-perception and clinical diagnosis of UP andPénd we determined UP
prevalence in only 25.6% of camp attendees (PdpeLike most women in
Nepal, our participants most commonly perceivedsaaafor UP was
household chores conducted even during pregnarttyharnpostnatal period.
This could be due to their experience with obstetwimplications, risky home
delivery practices, and postnatal workload duringvpus deliveries (Paper
). Women from Bangladesh also perceived that Hooldechores or sexual

intercourse shortly after childbirth may cause 82|

Prevalence of uterine prolapse

UP prevalence was 2.11% in our population-basetystua peri-urban site
of Nepal (Paper Ill), compared to 7% in the natl@uavey [19]. This could

be due to the availability of health services aadgport facilities and better
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socioeconomic status of the women in our study [3i&. Paper Ill also
identified a 15.18% UP prevalence among all scregmmamp attendees,
which is within the range of national UP prevale(@@—37%) [4, 20-22].

Possible risk factors of uterine prolapse

Biological

Paper IV established that parity associates with lbgkeed, multiparity is a
determining factor of UP [83, 84]. UP also ass@sagignificantly with joint
hypermobility [85]. Chronically increasing pressorethe pelvic organs (i.e.,
uterus, bladder, and rectum) is a determining faaft®@P [84].

Social

Paper IV also determined a link between educatiatus and UP. An
increased level of education associates directly thie use of contraceptives,
indicating an indirect relationship between partyd empowerment [36].
Compared to nuclear families, the structure of mokéel families could be a
risk factor for UP due largely to women’s greatarkioad (Paper 1V) and
possibly due to the heavy daily workload (PapeKéy risk factors for UP in
Nepal include extensive physical work, both duripgegnancy and
immediately after delivery, and unsafe deliveryecdny unskilled birth
attendants [52].

Amnesty International reported that UP is prevalentow-income
countries like Nepal due to gender bias and pooessto health care [86].
Other studies have suggested that UP results fesrngiog heavy loads on a
daily basis, which also links with gender roles &mel culture of wearing a
patuka—a cloth worn to tighten the abdominal musculatuvdieh also

increases pressure on the pelvic organs [4, 22].
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Challenges for prevention of uterine prolapse (prinardial and primary)

The challenges for UP prevention are diverse duditi@ring access,

sociocultures, media exposure, and policy barriers.

Sociocultural barriers for health communication

In Nepal’s rural (Paper I) and urban settings (Ppesven educated women
do not disclose the existence of UP due to thetioadl perception of shame,
lack of family support, and gender-based violerRzagper 1). Because women
perceive maternal health care as personal, thetdlia gap in the utilization
of maternal health care services for antenatal chiklbirth, and postpartum
follow-up [87, 88]. The Nepal Demography and HeaBurvey 2011
demonstrates that class, caste/ethnic group, amdagdn significantly
interrelate with health knowledge and reproductivealthcare seeking
practices [89]. Awareness of reproductive healtues associate with age,
education, occupation, place of residence, andagnmnstatus [55]. In Nepal,
social norms prevent women from discussing reprinkidiealth problems
with other family members or elders, mostly dueetobarrassment, stigma,

and harassment by family members and/or spouse [3].

Knowledge gap and exposure to media

Paper Il determined that health workers, friendisfnees, and female

community health workers are most effective, asogpd to mass media (e.g.,
radio or television) (Figure 3). However, fewer waimcan access health
information from health service providers and feenabmmunity health

workers. Thus, lessened exposure means that hgaltihders and female

community health workers are not providing healttiueation during

childbirth (Paper Il). Media exposure and interpaed communication with
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public health intervention programs are useful apphes to increasing
awareness of public health issues [90]. Most wordennot know the

symptoms of UP [91], and health professionals playore significant role in
providing information about UP-related symptoms aadiilable health

services than printed media (brochures and pubédia) [92]. Sustainable
approaches to prevent UP in Nepal include cleagetad strategies that
integrates awareness of cultural risk factors wi#galth and women’s
empowerment programs [93]. Our review of the gonent protocol for

reproductive health [94]; the current national cammation strategy for
maternal, newborn, and child health [95]; and thgomal document for a
minimum package of maternal and neonatal health slaowed that all three

[96] lack a specific strategy for counseling UPvearaion.

Geography

Our rural participants perceived parity and unsbdivery practices as risk
factors for UP (Paper 1). Multiparity and unsafdivkry associate with
barriers to accessing services for family planrang maternal health care.
Health care accessibility and availability assasatvith availability of
transport facilities (e.g., road, bridges, andIria@al means of transport) [97].
Difficult topography and lack of rural transportiigties create barriers to
accessing health services in low-income count®&$. [In the rural hill and
mountainous regions of Nepal, access barriersedatively common due to
physical distance, time needed to reach to afiaditie perception of distance,

and lack of transport [99].
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Gap between primary care of uterine prolapse angraductive health

services

In Nepal, most women access health services throfgbcreening camps; in
rural areas, and they wait another camp for foligwtreatment. The most
frequent reason women seek health care is urimaxgntinence (Paper ).
Delayed treatment indicates that there is no requianary care for UP in

rural health facilities. For early diagnosis of Ui, health workers should
assess urinary symptoms (i.e., frequency, urgemmgntinence) among
women who have had multiple childbirths [100]. Thisuld be possible if
health workers were trained and health servicese vamrcessible at the
community level. Health workers should provide fgmplanning and

maternal health services, but most lack propenitrgi for counseling and
early detection of UP [86, 101].

Challenges for timely care of uterine prolapse (sendary and tertiary
prevention)

The challenges related to timely (early) care ofHdWe been categorized as
factors that affect health care seeking practitlesse include personal factors
(women’s experiences and perceptions of impact Bfdd quality of life,
perception of UP and health care seeking practiczego gender inequality in
decision making, low socioeconomic condition of veamlack of availability

and accessibility to health services, and gap®licypand programs.

Women'’s experiences and health care seeking beahavio

Participants with stage | or stage Il UP experidnoany physical difficulties,
resulting in extreme discomfort while sitting, whiand bloody uterine
secretions, infections on part of the prolapsedusteand pain during
intercourse [82]. In rural Nepal, UP-affected wont&ve low self-esteem,
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which they described as anxiety, aggression, ftistr, and despondency [3].
Moreover, spouses and other family members humikesid harass women
with UP (Paper I). Acute physical symptoms resaltreduced desire for
sexual intercourse as well as urinary incontinenéien restricting women'’s
social lives, regardless of severity [77]. Vari@ysnptoms of UP influence
women’s quality of life. In Bangladesh, women péreethat the physical
discomforts often interfere with their ability to@ ¢thousehold chores, care for
children, and satisfy their husband’s sexual demaieading to marital
violence and desolation over time [82]. Our studgrtipipants also
demonstrated shared experiences including phystiatomforts and
emotional stress that were often accompanied byinghgand urinary
symptoms (Paper I). Our quality of life assessmehich studied perceived
variations in quality of life during UP stages k-lldemonstrates the
importance of early diagnosis and care of UP. Caoath women with stage
| and stage Il UP, women with stage Il had thedestwquality of life. (Paper
IVV). Despite such discomfort, participants contidite do their household
chores and gradually developed more symptoms thenteally rendered
them incapable of engaging in household chorese(Rap

Socioeconomic status of women

In our study, most UP-affected women were of lowi@@conomic status;
75% were illiterate and 56% worked in farming opaid jobs (Paper I). This
substantial educational gap impacts women’s empdoynand decision-
making roles regarding their health. Lack of edwcatand choice of
occupation lower women's social and economic aockase dependence on
spouses or other family members, contributing ttekay in seeking health

care for UP treatment (Paper I). Only 27% of ourtipipants exercised
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autonomy for early-stage health care; most dicknotv about the availability
of health services (Paper |). Compared to men, worpenerally delay
reporting health problems, but this difference esm@ccording to the nature
of the problems [102]. Women’s economic, educatiomad empowerment
status associates with health [103]. In Bangladésinriers to treatment
seeking practices include lack of awareness ab®ytlblv socioeconomic
condition, and UP’s association with a female sexarigan, which make
women ashamed to share their condition [82]. In d&lepvomen’s
socioeconomic condition precludes them from repgrhiealth problems and
taking necessary initiatives for health care [48], & study in India reports
that only one third of women used health servibastiers to health services
include caste/ethnic group (i.e., Scheduled C&tbgduled Tribes caste
group), duration of illness, and distance to he#dttilities [104]. Another
study in Bangladesh reported that socioeconomicanals (e.g., education
status, gender, and type of iliness) are possdiedss to using health services
[105].

Gender inequalities and cultural barriers

Our gualitative study showed that most UP-affeetetnen were dependent
on their families; men were the main decision makemost families (Paper
[, Paper Il, and Paper Ill). Family members oftepmessed and harassed our
participants (Paper |). Experiences expressed fjoalitative data analyses
demonstrated that Nepal's patriarchal system expecimen to conduct
domestic chores, plant crops, collect fodder, ame dor livestock. Other
studies also reported that men are the decisioreraak most Nepalese
families in both rural and urban areas, and meenofreat women as

subordinates [44, 86]. Even educated women fackeolges in seeking and
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accessing health care due to fear of divorce, avandnt, or separation as
well as the stigma surrounding genital issues(8).1n a patriarchal system,
men set the rules and make most of the decisioshsvamen merely follow
men in every sphere of life [107]. This patriarcatltude and gender-biased
value system promote harmful practices toward wommah do not support
women’s reproductive health issues, including U#)|.[&s a result, women
may not be able to demand health care for UP [1@8]ndia, economic,
gender bias and social status are barriers to siogeseproductive health
services [109]. Most Indian women lack freedom isrdss these issues and
the men are apathetic toward their wives’ reprastachealth issues [110].
Gender bias and age also play an important roRamgladesh, interfering
with household decision making for health care drghtment seeking
behaviors [111].

Barriers to availability and accessibility of helalservices

Before visiting the UP screening camp, we found theal Nepali women do
not visit a health facility for UP treatment. Additally, most women lacked
UP knowledge, availability of medical care, and ilsgnsupport. Moreover,
they had no money to pay for treatment. The presefonly male service
providers in health institutions was an intimidgtitactor (Paper I). Even in
peri-urban sites, 53% of women with UP symptomsraitiseek health care
despite exhibiting a high level of UP knowledge &agting access to nearby
hospitals (Paper Ill). The main barriers to carekseg for UP are lack of
information and confirmation of UP symptoms. Cladibealth care workers
are responsible for counseling women who are valrlerto UP [91]. Pelvic
floor exercise and pessary insertion are primame dar UP to prevent
hysterectomy with proper follow-up [112]. Howevehnysterectomy is
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commonly used according to protocol developed fér tdanagement in
hospital and outreach camps [40]. Because angéifeng surgical procedure
carries a risk of complications, the indication Burgery requires careful
evaluation [113]. Hysterectomy can cause multiplenges in quality of life,

especially for the reproductive age group, so syrigenot always a suitable
approach. About 20% of women experience deterimgasiexual function

[114]. All clinicians should counsel women withgtall UP, even when they
lack symptoms. Such counseling will prevent unne@gshysterectomies for
the next 5-7 years [115].

The Government of Nepal conducts regular UP scngemamps
throughout the country. In September 2008—-Decerb#l, approximately
34,000 women received surgical services for UP utreach camps and
hospitals [94]. Because surgical care is easiardasure and quicker to show
results, external partners often donate fundsuagisal care [40]. However,
surgical care is not a mitigating measure for raap&P cases. It is better to
focus on preventive programs and early treatmedtcane of its symptoms.
In contrast, there are various challenges in coattig concerned
development sectors (e.g., health and women’s dprednt and education,
including local health governance) to accomplisé tlesired outcomes of
prevention programs with multi-sectorial approachg¢$16]. For
comprehensive reproductive health services, thee@owent should invest
proportionately, targeting both primordial and paimyn preventive health care
of UP. This approach will benefit a far larger paftthe population by
addressing harmful cultural practices related tg&® 117].
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CONCLUSION

After exploring specific issues related to UP, thitesis adds new
perspectives regarding prevention at primordiaimary, secondary, and
tertiary levels. Our results clearly determined th& is the product of various
factors connected to a multi-sector developmentné@ge Women's
empowerment programs, which seek to ensure geqdatity and economic,
educational, and political development, also linikectly with Nepal’s
development program for women.

This Thesis confirms that UP is prevalent in raadl peri-urban sites
of Nepal. The study of UP prevalence is a challeggask due to women'’s
perception, which is largely influenced by cultuakriers and difficulties in
organizing screening camps. This Thesis also dedilzg women perceive
POP and UP as the same problem. It also deterntin@ddgarity associates
with UP and that education and family structurerame-obstetric risk factors
of UP.

Major challenges for prevention identified by thighesis are
knowledge gaps, coupled with geography; castefetimuup, and education
level. The challenges for timely care of UP are&lat quality UP services,
including lack of counseling and primary care (ergproductive health care,
lack of follow-up services by screening camps, kit of referral services
according to need of UP diagnosis). More importardgther key barriers to
prevention and timely care of UP include womenis kocial and economic

status and gender inequalities.
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FUTURE PERSPECTIVES

By exploring prevention and timely care of UP, thisesis highlights the
importance of specific target-based strategies @ity development for
health promotion and UP prevention in communitiad aealth facilities.
Health promotional activities should target differesubgroups of the
population with appropriate strategies that consgmies like geography and
caste/ethnic groups among both literate and @digerpopulations. Future
studies should explore women’s empowerment, UPicedtilization, and
their effect on quality of life.

Assessing the quality of health care for the préearand timely care
of UP will require further studies on the avail#tigiland accessibility of
primary (e.g., counseling on UP during reproducéimd maternal health care)
and secondary (e.g., counseling, pessary, andgatysiercise) health care.

To aid understanding of the multifaceted issuestedl to UP, future
research could undertake an ethnographic studyplmre the sociocultural
aspects and gender perspectives of community an&merspectives. Such
research would deepen understanding of the mudtéalcissues related to UP.

Further interventional design studies would helpniify appropriate
strategies for health promotion and care of reprtde health problems.
Finally, research that investigates the healthesygperspectives of service
providers, policy analysis, policymakers, managewrs] other concerned
stakeholders could provide a more comprehensivergiof Nepal's current
UP situation and suggest the most efficient levetsaddressing the UP

problem.
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