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ABSTRACT
PMTCT allows people living with HIV to actualize childbearing. However, it also
complicates motherhood, as the medical consequences and public health implications
of non-adherence to PMTCT service recommendations disrupt socio-cultural
expectations of childbearing and parenthood. This thesis aimed to study childbearing
and adherence to PMTCT interventions focusing on how women living with HIV
realize motherhood in Kenya. We sought to answer how women on ART experience
motherhood and how motherhood aggravate adherence to PMTCT services
Methods: A quantitative cross sectional study (I) with a questionnaire survey
conducted among pregnant women at their first visit to antenatal clinic to study consent
to HIV testing and three qualitative studies analyzed with content analysis (Il and IV)
and narrative structuring (II) were included. Qualitative interviews were performed
with women living with HIV who were pregnant, recently delivered and those actively
planning a pregnancy to explore views and experiences when seeking a pregnancy (II),
the reasoning and deciding about adherence to PMTCT (IIl) and how motherhood
interferes with HIV treatment (IV).
Results: ‘Striving for motherhood’ was the overriding theme describing the desire of
women on ART to be parents while negotiating the challenges of living with HIV (I-
IV). Children improve women’s position in society and are a sign of a happy and
fulfilled life (II-IV). Of 900 pregnant women surveyed at their first visit to antenatal
care clinic, only 17% understood that HIV testing is optional (I). Making an informed
decision to decline HIV testing was associated with knowing that testing was optional
(OR=5.44, 95%CI 3.44-8.59), not having a stable relationship with the child’s father
(OR=1.76, 95%CI 1.02-3.03), and not having discussed HIV testing with a partner
before the ANC visit (OR=2.64 95%CI 1.79-3.86). Socio-economic affluence and
residence influence behaviors such as no condom use, non-disclosure of HIV infection,
use of traditional medicine simultaneously with ART, home delivery and stigma and
discrimination from partners, family and community, all of which undermine adherence
to PMTCT services (II-IV). Structural shortcomings in PMTCT result in the lack of
antiretroviral HIV medicines, practice of mixed infant feeding and missed
appointments (I, I1I, IV).
Conclusion: Motherhood is achieved at the cost of striving to balance socio-cultural
expectations of childbearing that also conceals their HIV infection at the cost of non-
adherence to PMTCT recommendations. Being infected with HIV does not remove the
desire of motherhood and related socio-cultural demands. It is important to
acknowledge the significance childbearing among women infected with HIV to
improve adherence. Women with chronic illness such as HIV-infection who are
dependent on continuous medication and health check-ups struggle to balance the
desire for children with the needs related to their illness and the expectations of being a
‘good mother’.
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INTRODUCTION

The increased access to antiretroviral (ARV) medication for HIV means that infected
persons are able to live longer and healthier lives. On the African continent prevention
of mother to child transmission (PMTCT) programs give hope for children that is an
important life project and successful childbearing can become a reality. In African
societies childbearing is a social affair and a culturally attuned aspiration making
parenthood a concern for both the individual and family at large. Although ARV
enables recipients to consider a pregnancy by minimizing the risk of both vertical and
horizontal transmission, they face numerous social, ethical, and medical dilemmas as
they pursue their desires for parenthood and fulfill socio-cultural expectations of
childbearing. This thesis studies childbearing among women living with HIV to
understand how the actualization of motherhood aggravates the HIV infection and
complicates adherence to PMTCT programs.

According to the 2010 AIDS Epidemic Update report, it is estimated that there are
around 33.3 million people living with HIV globally (UNAIDS, 2010). In sub- Saharan
Africa (SSA), where the majority of new HIV infections occur, more women than men
live with the HIV, and young women aged 15-24 years are as much as eight times
more likely to be HIV infected than men in the same age group. As access to services
for PMTCT of HIV has increased, the total numbers of children being born with HIV
are decreasing. An estimated 370 000 [230 000 — 510 000] children were infected with
HIV in 2009, a drop of 24 percent over the last five years due to rapid expansion of
better models of providing PMTCT (UNAIDS, 2010). Worldwide 53 percent (40 to 79
percent) of pregnant women living with HIV in low and middle-income countries
received antiretroviral therapy (ART) in 2009 versus 45 percent in 2008 and 15 percent
in 2005 (UNAIDS, 2010).



PREVENTION OF MOTHER TO CHILD TRANSMISSION
OF HIV

Interventions for preventing mother to child transmission of HIV respond to three of
the most problematic areas of global health: combating HIV and AIDS, reducing infant
mortality and improving maternal health. Without any interventions 30 to 35 percent of
children born to mothers living with HIV risk infection. Of these 15 to 25 percent will
be infected during pregnancy, 50 to 60 percent at labor and delivery and 33 percent
during breastfeeding (Bertolli, et al., 1996; Zijenah, et al., 2004). MTCT is the primary
cause of all HIV infections in children under fifteen years of age (Newell, 2003). When
effectively and appropriately implemented, PMTCT has the potential to prevent
infection in the 95 to 98 percent of babies who would otherwise risk being born with
HIV-infection (UNAIDS, 2009). PMTCT is a comprehensive strategic approach that
includes the following four critical components:

1. Primary prevention of HIV infection among women of childbearing age;

2. Prevention of unintended pregnancies among women living with HIV;

3. Prevention of HIV transmission from a woman living with HIV to her infant;

4. Provision of appropriate treatment, care and support to mothers living with HIV

and their children and families.

PREVENTION OF HIV TRANSMISSION FROM A WOMAN
LIVING WITH HIV TO HER INFANT

Highly active antiretroviral therapy (HAART) has reduced MTCT rates to between one
and two percent in high-income countries. However, this is not the case in low- and
middle-income countries where HAART regimens are not yet widely available and
where simplified and cost-effective prophylactic ARV regimens are offered to pregnant
women and/or their newborn babies (Volmink, Siegfried, van der Merwe &
Brocklehurst, 2007). Studies have shown that in breastfeeding populations the regimens
of Zidovudine (AZT) or AZT/ Lamivudine (3TC) in the last trimester (at 24 weeks
gestation or immediately after) together with a single dose of Nevirapine (NVP) at
labor to the mother and within 72 hours of birth to the new born could reduce MTCT
rates to six to 15 percent (Thior, et al., 2006; Volmink, Siegfried, van der Merwe &
Brocklehurst, 2007). Observations in non-breastfeeding populations show that
prophylactic ARV regimens can reduce the risk of transmission during pregnancy and
childbirth to two to four percent when provided at or immediately after the 24™
pregnancy week, together with intra- and post-partum prophylaxis (Lallemant, et al.,
2004). There has been a 53 percent (from 15% to 68%) increase in pregnant women
receiving ART in Eastern and Southern Africa from 2005 — 2009, but there is still a
wide variation between countries. In 2009, the numbers receiving HIV testing and
counseling varied from more than 95 percent in South Africa and Zambia to nine
percent in the Democratic Republic of the Congo and six percent in Chad (UNAIDS,
2010). PMTCT core interventions in pregnant women who visit antenatal (ANC)
clinics include (i) provider initiated routine HIV counseling and testing, (ii) ARV
prophylaxis, (iii) infant feeding counseling and (iv) PMTCT- Plus that gives family
members a possibility to access care and treatment for HIV. It has been a challenge for
low- and middle-income countries to translate the proven results of clinical trials into
practice with unsatisfactorily low coverage of PMTCT as a result.



Provider initiated routine HIV counseling and testing (PCT)

To increase coverage of testing and identify patients in need of ART, the World Health
Organization (WHO) and the joint United Nations program on HIV/AIDS (UNAIDS)
revised the guidelines for HIV testing in 2007 (WHO & UNAIDS, 2007). In the former
‘opt in” HIV strategy, the initiative to be tested was with the individual, not with the
health care services, and individual pre-test counseling and informed consent was
required before testing. In some areas, people were even required to sign a separate
informed consent form, which detailed the risks and benefits of being tested (Branson,
et al., 2006). With the new ‘opt-out’ strategy, individuals have to actively decline the
HIV test after an information session, often carried out in a group. Post-test counseling
is still carried out on an individual basis for all clients.

The shift from ‘opt in’/client-initiated to ‘opt out’/provider-initiated HIV testing has
generated a debate on how to best increase the uptake of HIV testing while protecting
the individual right to voluntary consent for HIV testing (WHO & UNAIDS, 2007).
Proponents of “opt out” assert that the provider-initiated consent process is crucial to
achieve a high coverage of HIV testing and prevention of mother-to-child transmission
(PMTCT), while it can still protect autonomy (De Cock, Mbori-Ngacha & Marum,
2002). It also enhances the ‘streamlining” of HIV into ‘normal care’ thereby decreasing
the stigma (Bayer & Fairchild, 2006; De Cock, Mbori-Ngacha & Marum, 2002).

Those who question the ‘streamlined’ consent process express doubt about whether
informed consent can be assured in the context of routinely offered HIV-testing under
conditions of scarce human resources (Bennett, 2007; Csete, Schleifer & Cohen, 2004).
Power differences in the provider-client relationship is also identified as a problem,
since it is uncertain whether clients who normally have a lower social status will feel
able to opt out against the recommendation of their providers (Maman & King, 2008).
Others are concerned about the client’s ability to provide voluntary consent and to what
extent any choice will be presented given that providers are encouraged to motivate
clients to test and could be coercive (Larsson, et al., 2010; Maman & King, 2008).

Women in particular are often also unable to make decisions independently due to
gender inequality and lack of knowledge (Maman, Mbwambo, Hogan, Kilonzo &
Sweat, 2001; Quin & Overbaugh, 2005). Finally, and most important from a public
health perspective, there is concern that pregnant women who fail to make an informed
choice about HIV testing are less likely to come back for their test results, an obvious
prerequisite for identifying and enrolling HIV-infected women in the PMTCT program,
thus undermining the quality and effectiveness of this important intervention (Msellati,
2009; Weiser, et al., 2006).

ARV prophylaxis

In recent years extensive progress has been realized in the development of new PMTCT
ARV prophylaxis guidelines and best practices. The PMTCT guidelines offer guidance
to countries on how to reduce MTCT of HIV through more effective treatment and
prevention regimens. First issued in 2000, and revised in 2004, 2006 and 2010, the
PMTCT antiretroviral guidelines recommend the delivery of simple, standard and
effective regimens on a large scale in all settings. There has been a significant shift
from the use of single dose NVP in the 2000 PMTCT policy guide to long-term
HAART in the 2010 PMTCT policy guideline as shown in figure 1.



Figure 1 PMTCT Study Results and Guidelines Revisions
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Infant feeding counseling

In high-income countries most babies of women living with HIV are given formula
feed from birth to minimize the risk of MTCT after delivery. In low-income countries
on the contrary safe replacement feeding has not been a viable option and children who
do not breastfeed are up to six times more likely to die from diarrhea, malnutrition or
pneumonia.

The new PMTCT policy 2010 (WHO, 2010) recommends for mother and uninfected
infants and those of unknown HIV status, ARV treatment during breastfeeding that
should continue for twelve months. Mothers living with HIV are advised to exclusively
breastfeed their infants for the first six months after delivery and then gradually wean,
and continue breastfeeding for the first twelve months of life. Breastfeeding should stop
only when a nutritionally adequate and safe diet without breast milk can be provided.
For infants living with HIV, mothers are encouraged to exclusively breastfeed for the
first six months of life and continue breastfeeding for two years and beyond. Women
who received a three-drug regimen during pregnancy are recommended to continue
until the end of the breastfeeding period. For woman who received AZT during
pregnancy daily NVP is recommended for her child from birth until the end of the
breastfeeding period.

The current guideline on PMTCT ARV and infant feeding counseling is based on new
evidence on (a) the benefits of earlier initiation of ARV prophylaxis during pregnancy
in reducing mother-to-child transmission (b) the effectiveness of ARV prophylaxis
provided during breastfeeding in reducing mother-to-child-transmission (c) the
effectiveness of different ART regimens for children and adults and (d) the optimal
timing and criteria for ART initiation in children and adults.

Countries are allowed to adjust and adapt a national policy depending on the capacity
of the health system and the local environment of health care provision. This will



enable countries to choose a strategy that will maximize the chances for women and
their babies to remain uninfected and alive.

THE HIV SITUATION FROM A KENYAN PERSPECTIVE

Kenya has a generalized HIV epidemic meaning that the virus affects all sectors of
the population. Heterosexual contact is the main method of transmission followed by
mother—to-child transmission (MTCT) during pregnancy, at labor and delivery and
during breast-feeding. An estimated 1.5 million people are living with HIV and
80,000 died of AIDS-related complications in 2009 (UNAIDS, 2010). Additionally
about 1.2 million children are orphaned. Results from the 2007 Kenya Aids Indicator
Survey (KAIS) indicate that 6.3 percent of Kenyan adults age 15-64 are infected with
HIV. For both women and men, HIV is occurring in all age groups (NASCOP, 2008).
There are some differences in prevalence across the life span and also in distribution
countrywide (figure 2). A higher proportion of women age 15-64 years (nine percent)
than men (six percent) are infected with HIV. Among youth age 15-24 years, women
are 4 times more likely to be infected than men (6.1 percent compared to 1.5 percent).
A higher proportion of Kenyans ages 30-34 are currently living with HIV than in any
other age group. The decline in prevalence among women after age 34 and among
men after age 44 could represent an increase in HIV-related deaths in these age
groups (NASCOP, 2008). About three quarters of Kenyans live in rural areas. The
prevalence of HIV is nine percent in urban and seven percent in rural areas. Though
the prevalence in rural areas is lower than in urban areas, the burden of disease is
bigger in rural areas since most Kenyans live in there (NASCOP, 2008).

Figure 2 Prevalence of HIV in provinces in Kenya
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Kenya covers an area of approximately 580,367 sq. km and has a population of 39
million with the majority being Christians. There are over 47 languages spoken in
addition to English (official) and Swahili (national). Tourism and agriculture are the
two main income earners and the gross domestic product (GDP) divides into services
(62 percent), industry and commerce (16 percent) and agriculture (22 percent). The
gross domestic product in 2009 was $32.42 billion and the annual growth rate was
four percent positioning Kenya 85™ in the world and among middle range countries in
Africa (Central Intelligence Agency (US), 2010). A majority of Kenyans work in the
agriculture sector (75 percent). Additional population and economic indicators are
shown in table 1.

Table 1 Selected Health Indicators in Kenya (CIA, 2010)

Health Indicator Value
Maternal mortality ratio per 100,000 live births 488
Infant mortality rate per 1,000 live births 52
Total fertility rate 4.19
Literacy rate (age 15 and over can read and write) 85.1
Life expectancy 59.48
Population growth rate 2.46
Birth rate per 1,000 population 33.54
Under 5 mortality rate per 1,000 live births 74

PMTCT SITUATION IN THE KENYA CONTEXT

Since initiation in 2000 PMTCT efforts in Kenya have rapidly expanded. There are
now more than 3,397 health facilities offering PMTCT services (UNGASS, 2010). In
2008/09 an estimated 65 percent of pregnant women were tested for HIV and 73
percent of pregnant women living with HIV received prophylaxis ARV for
preventing transmission of HIV to their babies (UNGASS, 2010;
WHO/UNAIDS/UNICEF, 2009). However, a lot still needs to be done for pregnant
women, as MTCT of HIV is still high. For example, an estimated one in four babies
born to mothers living with HIV get the virus and PMTCT services are still only
available in 50 percent of health facilities (UNGASS, 2010). In 2009 there were
approximately 22,259 new child infections and an estimated total of 184,052 children
were infected with HIV, most of which were probably due to MTCT (UNGASS,
2010). Selected Kenya PMTCT indicators are shown on table 2.



Table 2 Kenya PMTCT indicators 2008/09

PMTCT Indicator Value

Annual births 1,530,000

ANC attendance (at least 4 visits) % Overall: 47
Urban: 60
Rural. 44

Estimated number of children (0-14 years) living
with HIV
Estimated number of pregnant women living with

HIV

180,000 [98,000 -260,000]

81,000 [41,000-120,000]

Exclusive breastfeeding for infants 6 months % 32

ANC facilities proving counseling and testing and 58

ARYV for PMTCT %

Timing of first ANC visit (months) % No ANC: 7
<4:15
4-5:38
6-7:37
8+:3

Did not know: <1

Sources: (Kenya National Bureau of Statistics (KNBS) and ICF Macro, 2010; UNAIDS, 2010;
WHO/UNAIDS/UNICEF, 2009, 2010)

HIV testing in Kenya

HIV testing through voluntary counseling and testing (VCT) and PCT has expanded
across Kenya in recent years. In 2007 there were almost 1000 VCT sites compared to
three in 2000 (UNGASS, 2008). Nationally PCT is now available in 73 percent of
health facilities (UNGASS, 2010). The campaign to increase HIV testing through
increased testing facilities and public advertisements has increased the number of adults
aged 15-49 years who report ever being tested for HIV. In 2003 only 15 percent had
taken a test compared to 37 percent in 2007 (UNGASS, 2008). In the year 2009, it is
estimated that more than 4.4 million Kenyans aged 15 years and approximately 25
percent of the adult population received HIV testing and counseling. According to the
2009 Demographic and Health Survey, 73.5 percent of women and 58.6 percent of men
have been tested at least once (WHO/UNAIDS/UNICEF, 2010).

An increased number of people tested does, however, not automatically mean an
increased number of people who know their status. People may have been infected after
an earlier negative test, or may not have come to receive their results. According to the
2007 KAIS almost two thirds of people infected with HIV who thought they knew their
status mistakenly thought they were HIV negative. Women are often afraid of
disclosing their HIV diagnosis to their partners because of perceived negative
consequences of stigma, isolation, desertion and even violence (Kiarie, 2000; Manzi, et



al., 2005; Muhenje, Mbori-Ngacha, Akun & De Cock, 2004). Studies have observed
that women fail to seek antenatal care from fear of disclosure during PCT.

In 2009 the Kenya Ministry of Health and donors initiated door-to-door HIV testing
and counseling for those living in remote areas with little access to health care to reach
the target to test 2 million Kenyans for HIV annually, as targeted in Kenya’s National
HIV and AIDS Strategic Plan 2005/06 -2009/10 (National AIDS Control Council,
2005) .

Kenya ARV for HIV PMTCT purposes and Infant Counseling Guidelines

In 2006 Kenya’s President Moi announced that antiretroviral drugs would be provided
for free in public hospitals and health centers (BBC News, 2006, 2nd June). In 2007
about 172,000 were on treatment and the coverage was 42 percent (UNGASS, 2010).
In August 2009 the Kenyan government introduced a combination of three ARV
regimens - AZT, NVP and 3TC for PMTCT, rather than the single dose NVP, which
led to the development of drug resistance. Although the government intended phasing
out single dose NVP from PMTCT altogether, it will take some time for the new drug
regimen to be implemented as it involves additional costs and training of health
workers. In 2009 recipients of ART in general HIV care had significantly increased.
With the 2010 changes in the WHO ART guidelines recommending that treatment
should start earlier only 48 percent of Kenyans in need of HIV treatment are receiving
it (WHO/UNAIDS/UNICEF, 2009). Under the 2009 guidelines, treatment coverage
would have been 65 percent.

Although there are now new PMTCT guidelines from 2010 many countries have not
yet been able to implement them. Kenya uses the 2009 guidelines that state that HIV-
positive mothers should exclusively breastfeed their infants for six months then rapidly
wean, with replacement feeding recommended only when it is ‘affordable, feasible,
accessible, safe and sustainable’. As a standard protocol pregnant women in need of
treatment for their own health are given HAART. The complete protocol for PMTCT is
ARV prescribed in agreement with WHO recommendations, i.e., for the mother
HAART or AZT for four weeks during pregnancy, a single dose NVP or AZT-3TC at
labor and delivery and for the child a single dose NVP or AZT for seven days.



THE SOCIO-CULTURAL CONTEXT OF CHILDBEARING

While pregnancy and childbirth are essentially biological events, their meaning and
values are constructed and judged by the society in which they take place
(Liamputtong, Yimyam, Parisunyakul, Baosoung & Sansiriphun, 2005; O'Dempsey,
1988). In most societies there is common knowledge of roles and expectations during
pregnancy and childbirth. Beliefs and practices take shape around the cultural traits that
are passed on from one generation to the next. These practices have been entrenched
into behaviors and become part of people’s lifestyle (Ngomane & Maludzi, 2010).

THE VALUE OF CHILDREN

The value of children is derived from the functions and needs they fulfill for both
parents and society (Hoffman & Hoffman, 1973), hence successful procreation is
valued both at a personal and at socio-cultural level (Daniluk, 1997; Serour, El Ghar &
Mansour, 1991). In addition, there may be religious or spiritual expectations to
reproduce. The motives why men and women desire parenthood are complex and vary
in importance over time and context. Parenthood motives are a prerequisite for
decisions and intentions that in turn influence reproductive behavior in Africa as in the
rest of the world. In Western cultures people desire children mainly for reasons related
to personal and family happiness and fulfillment, and to strengthen conjugal
relationships, while social reasons, religious motives and reasons pertaining to
continuity are less important (van Balen, 2001). van Balen (2001) observed that
infertility in Western societies carried few social consequences and that couples
decided about parenthood without interference from others and reasons pertaining to
the interest of the social group, social expectations, kin perpetuation and heredity were
less relevant. In African societies in contrast children are vital also for the community
thus making reproduction a social affair. Children confer a sense of continuity, ensure
the family lineage and inherit family land and wealth (Gerrits, 1997; Runganga,
Sundby & Aggleton, 2001; Yebei, 2000). Children also play an important role in the
highly regarded funeral traditions, which may be affected by the fertility status of the
deceased (Gerrits, 1997; Yebei, 2000).

Studies performed on the construction of masculinity in African societies have shown
that starting a family is an important requirement for manhood (Barden-O'Fallon,
2005). Other studies have observed that fatherhood confers a sense of achievement,
belonging and continuity. A man without a child can be equated to a boy and is
commonly not treated as a man. The inability to reproduce can be perceived to
undermine the male identity leading to low self-esteem and a feeling of worthlessness
(Dyer, 2004, 2007). Reproductive failure could also make men be seen as ‘weak’ - a
feeling described as ‘humiliating, threatening and at times a profoundly emasculating
experience’ (Dyer, 2007). Infertility among women is stigmatizing and often associated
with profound negative social repercussions (Gerrits, 1997). Women have their
womanhood identity pegged on children and are often the first to be blamed for
childlessness (Dyer, 2007; Sonko, 1994; Yebei, 2000). In selected cultures even after
death the negative repercussions of childlessness and the stigma of infertility stay as
dead childless women may be left to decay in the woods instead of being buried in
community land as this is believed to affect the fertility of the soil (Bergstrom, 1992;
Hollos, 2003).



HIV AND FERTILITY

The relationship between HIV and fertility can run in either direction (United
Nations, 2002). HIV can affect fertility desires and outcomes, while fertility desires
can affect the risk of attracting HIV. The effect of HIV on the fertility of infected
persons, mainly through biological and behavioral factors, is documented in research
(Beyeza-Kashesya, et al., 2010; Beyeza-Kashesya, et al., 2009; United Nations,
2002). HIV infection is associated with lower fertility through reduced likelihood of
conceiving due to co-infection with other sexually transmitted infections causing
pelvic inflammation or due to reduced coital frequency. HIV also lowers fertility
through increased fetal loss (United Nations, 2002). Existing studies from sub-
Saharan Africa show that the fertility of women living with HIV is 25-40 percent
lower than for uninfected women (Allen, et al., 1993; Zaba & Gregson, 1998). Also
fertility may decline as a result of HIV prevention awareness leading to delayed onset
of sexual relations, increased condom use and reduced premarital sexual relations
(United Nations, 2002).

Given that a majority of those living with HIV are in reproductive age and that
heterosexual transmission is the most common method of transmission, childbearing
is a central issue that needs critical attention among people living with HIV.

CHILDBEARING AND ARV

HIV education campaigns have made people aware of the biological and behavioral
influences that increase the risk of transmitting HIV. A lowered immune system and a
high viral load may lead to a quicker disease progression and eminent death among
infected people. Direct contact by uninfected persons with body fluids such as blood
and semen/virginal secretions of an infected person could expose them to the infection.
In the early days of the HIV epidemic the modes and rates of transmission were not
fully understood. HIV-infection was related to sexual deviant behavior and was
perceived to be a consequence of promiscuity, which has fuelled discrimination and
made disclosure of a diagnosis difficult. Despite the increase in public awareness about
HIV transmission HIV is still a disease associated with sexual immorality by many in
SSA. The risk of stigma is aggravated by the blame directed towards infected persons
as a consequence of the perception that they are sexually deviant or promiscuous.

In most couple relationships and marriages having children is important. A dominant
purpose of marriage is childbearing because children strengthen conjugal ties. Marriage
without children is to many incomplete and as a result insecure. Although marital union
remains a pillar of reproduction, the social transformation that is characterizing
contemporary Africa is affecting also this. Individual empowerment and increased
education have resulted in new ways of establishing sexual relations and subsequently
marrying. Goode (1963) observed that urbanization, industrialization, and the adoption
of western ideologies have moved societies away from rural extended families and
closed networks towards more urban, nuclear systems, where the individual has greater
autonomy in decision-making and sexual relationships. In SSA there is an ongoing and
increased exposure to western media that often emphasizes romantic love (Goode,
1963). As a result ideals about couple relationships are changing to reflect the wishes of
urbanizing youths (Frederiksen, 2010).
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Urbanization has created opportunities for socialization that make it possible for
persons of the opposite sex to meet frequently (Ghimire, Axinn, Yabiku & Thornton,
2006). It is within these socialization forums that there is an increased likelihood that
youths will want to and be able to find a potential spouse on their own. In Kenya as in
other countries on the continent, young people are taking an active role in identifying
sexual partners (Clark, Kabiru & Mathur, 2010; Smith & Mbakwem, 2007). Nowadays
romantic love is an important criterion for identifying and selecting a partner.
Individual choices as opposed to arranged marriage are becoming widely accepted even
though families still exert influence. Although marriage is expected in Kenyan society,
young people have sexual relationships and children when not married. Infidelity
among partners is causing marriage dissolution and today fewer people are seeking
remarriage showing that the institution of marriage is no longer considered life binding
— a change from traditional lifelong commitment among couples. Women in particular
are becoming empowered and it is common for young girls to choose furthering their
education and career and delaying the marriage. This increased individualism and
materialism is perceived to threaten the traditional organization of marriage by giving
the young persons more freedom to choose relationships while reducing greater family
involvement (Smith, 2004).

The awareness about the transmission, prevention and consequences of the HIV
epidemic affects marriage, sexual relationships and childbearing in intricate ways. The
stigma of HIV blames the individual for moral failure due to indecent sexual behavior.
This strengthens the belief that infected persons have deviated from values that ensure
social control and are the cause of social breakdown and a symptom of moral failure by
virtue of being infected with HIV. In Kenya, as in many places in Africa, HIV is
perceived as a disease of modernity, associated with social changes attributed to
urbanization, globalization, and development (Setel, 1999) that directly contribute to
concerns over sexual promiscuity such as concurrent sexual partnerships and
transactional sex. People explain HIV as the result of too much change, excessive
western influence, and the abandonment of traditional culture (Rodlach, 2007; Setel,
1996) that promoted virginity at marriage and recognized sex in matrimony. This
association is evident when older people blame young persons for not following social
and cultural norms for establishing sexual relationships, but instead have sexual
relationships before marriage and with multiple sexual partners.

As ARV treatment has expanded and enabled people living with HIV to hope for and
actualize childbearing goals, more attention has been given to the implications of
treatment on the sexual behaviors of recipients (Lurie, et al., 2008; Ragnarsson, et al.,
2011; Seeley, et al., 2009). Two concerns motivate studies on sexual behavior among
people on ART: i) a fear that with the availability of successful treatment, people may
feel reluctant to practice protective behaviors (sexual disinhibition) and ii) a lack of
reproductive assisting technologies leading to unprotected sex for conception. A
considerable amount of literature has been published in low income countries on risky
behavior at an individual level (Bateganya, et al., 2005; Boily, Godin, Hogben, Sherr &
Bastos, 2005; Bunnell, et al., 2006; Diamond, et al., 2005; Elford, 2006; Moatti, et al.,
2003; Stolte, Dukers, Geskus, Coutinho & de Wit, 2004; Vanable, Ostrow &
McKirnan, 2003), on the clinical consequences of reinfection (Barroso, et al., 2003;
Blackard & Mayer, 2004; Colfax, et al., 2004) and on the sexual behavior of recipients
of ART from the perspective of their reproductive desires (Cooper, et al., 2007; Homsy,
et al., 2009; Myer, Morroni & Rebe, 2007). A common conclusion in these studies is
that the conduct of people on ART must be understood through linking sexuality to
gender, reproduction, and larger social contexts (Gruskin, Firestone, Maccarthy &
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Ferguson, 2008; Hirch, 2007; Laher, et al., 2009). More research is needed to
understand the association between reproduction and adherence to PMTCT.

ARV treatment makes it possible for people infected with HIV to regain normalcy both
in terms of a healthy looking appearance and strength to work and in attaining higher
life priorities as sexual relations, marriage and childbearing. In essence ARV treatment
conceals the HIV infection and childbearing protects social reputation and averts
stigma. Childbearing enables HIV infected persons to fulfill reproduction, while
contesting the view that they are socially deviant and morally suspect.
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CONCEPTUAL FRAMEWORK

Women living with HIV want to have children and become mothers thus achieving
personal and socio-cultural expectations for parenthood. A biological child symbolizes
involvement of a male partner and an established relationship. Motherhood introduces
social, ethical and medical dilemmas for women living with HIV and challenge
adherence to PMTCT. The regained “normalcy” from ARV treatment comes with
recommendations that limit the HIV infected women’s ability to follow expected socio-
cultural procedures that normally come with pregnancy and childbirth. The conceptual
idea of this thesis explores the realization of motherhood and adherence behavior of
women enrolled in PMTCT in the context of the importance of childbearing and the
worries about compromising good PMTCT outcomes and thereby the health of mother,
infant and even partner.

To further understand the association between women’s actualization of motherhood
and adherence to PMTCT, we argue that as urban and rural areas have different social
structures their values, expectations and experiences vary. We therefore embody the
analysis of our findings in the conceptual framework of ‘group affiliation’ introduced
by the German sociologist Simmel (1955) and further expanded by Pescosolido (1992,
2000). They describe how patterns of relationship transform when social settings
change, and how that influences behavior. They describe pre-industrial societies (rural
areas) as formed in concentric circles, where participation in the smallest group also
means participation in the larger groups. The complete overlap of ‘group affiliations’ in
pre-industrial societies ensures strong ties between individuals and their social relations
at different levels. The closeness entails control and enhances social security, but gives
little room for personal development and the tolerance for the new and unexpected are
low (Pescosolido, 1992; Pescosolido & Rubin, 2000; Simmel, 1955). In contrast, in the
modern society (urban areas) the circles are only partly overlapping. The individual
stands at the intersection of diverse group affiliations providing choice and freedom.
He/she maintains ties with different groups: having loose and weak connections with
some circles, while stronger with others. The affiliations are more flexible and short-
lived and thus also provide less security. The concept of varying ‘group affiliations’
depending on level of social and productive development is useful to describe the
differences in worries around HIV during the realization of motherhood and PMTCT
adherence behavior in urban and rural areas in Kenya (Pescosolido, 1992; Pescosolido
& Rubin, 2000; Simmel, 1955).

The fear of remaining childless and the stigma associated with being immoral is clearly
expressed in the lives of women living with HIV. It is possible to hide one’s HIV
status, but it is not possible to hide from the social and cultural expectations of
reproduction, a point that will emerge repeatedly in this thesis. The high priority that
women attach to children is explained by their overall value in Kenyan society, and
also by the fact that children conceal the HIV - an illness associated with unprotected
sex, which increases its transmission. These experiences vary between urban and rural
Kenya and women’s experiences are different depending on the existing social
networks and expectations.
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Figure 3 Conceptual framework explaining how realizing motherhood is
associated with PMTCT adherence among women on ART in urban and rural
contexts
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(a) How does motherhood aggravate adherence to PMTC services?

(b) How do women on ART experience motherhood?

STUDY RATIONALE

PMTCT allows people living with HIV to hope for and actualize childbearing.
However, it also complicates reproduction, as personal life priorities and social
expectations conflict with the medical consequences and public health implications of
unprotected sex and non-adherence to treatment guidelines. Achieving reproductive
goals interferes with preventing further HIV transmission and following PMTCT
recommendations. This underscores the need to explore childbearing among women
living with HIV and to increase knowledge on how childbearing influences their ability
to adhere to PMTCT recommendations and take adequate precautions to protect
themselves, infants and even partners from further infection.
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AIM

To increase knowledge on childbearing and adherence to PMTCT interventions
focusing on how women living with HIV realize motherhood in urban and rural Kenya.

SPECIFIC AIMS

1. To identify factors associated with consent to antenatal HIV testing in the ‘opt
out’ strategy.

2. To explore experiences of intentionally becoming pregnant among women
receiving antiretroviral therapy

3. To explore how pregnant HIV-infected women on PMTCT cope with the
pregnancy, ARV for HIV PMTCT purposes and plan for the delivery.

4. To explore reasons for interrupting HIV treatment in newly delivered mothers
in Kenya.
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METHODS
STUDY SETTING

Busia

Busia district is located in Western Kenya and borders Uganda to the west and Lake
Victoria to the south. It is a rural resource-poor area with high HIV prevalence.
Agriculture, fishing and commercial undertakings on small scale are the main economic
activities in the district. The average household in the district generates approximately
$84 per month (Central Bureau of Statistics, 2003). Surveillance studies at antenatal
clinics indicate HIV infection rates of close to 10 percent (National AIDS and STI
Control Programme (NASCOP), 2008). More than 50 percent of school-age children do
not complete eighth grade due to pregnancy, early marriage, child labor, death of
parents and the lack of support (Central Bureau of Statistics, 2003). Busia is a
collectivist society that enjoys strong social cohesion. Every individual is identified
through age group, clan and village belonging. This common identity breeds
connectedness and solidarity among people, who care for and are concerned about each
other’s well being. Family members live in individual households that are close to each
other within the family homestead. The eldest person in the family usually is
responsible for maintaining harmony among the extended family members. The houses
are mainly mud walled and grass thatched with a few with iron sheet roofs. The houses
usually belonging to sons are constructed in specified positions in the compound in
relation to age.

Kibera

Kibera is a slum in Nairobi and one of the oldest and largest slum settlements in Africa,
composed of multiple “villages”. The population in Kibera ranges from 0.5 to 1 million
and it is estimated that one in four Nairobi residents live there. It is an “informal
settlement”, a term that underscores its non-permanence and implicitly justifies the lack
of infrastructure and services. Living conditions are deplorable, with toilets in short
supply, safe water unavailable, and garbage collection virtually non-existent. Many
residents live in one-room homes made of semi-permanent material such as mud,
wooden planks or metal sheets. Many have migrated into Kibera from rural areas in
other regions (Erulkar & Matheka, 2007) bringing together people of different
backgrounds and diverse cultures to form a highly cosmopolitan population.

People moving to Kibera normally bring their young sons with them, while leaving
their daughters behind until late adolescence, when they move on their own or with
boyfriends or spouses (Erulkar & Matheka, 2007). Men engage in a wide range of jobs
while the women often perform domestic work or small-scale business for survival
with only a few having formal employment. It is in this setting that many adolescents
make their transition to adulthood (Erulkar & Matheka, 2007). Married women often
move back to take care of the rural home and extended family, while the husband and
older children stay in Nairobi. Kibera thus constitutes a high-risk environment for HIV
transmission with an estimated HIV prevalence above nine percent (Central Bureau of
Statistics, 2003). Some of the drivers of the HIV transmission are existence of high
unemployment and substance abuse that lead to involvement in transactional sex
(Gulis, Mulumba, Juma & Kakosova, 2004). Kibera constitutes a highly mobile and
sexually active young population interacting in loosely structured sexual relationships
and social networks. Most city residents retain links with their rural extended families
and leave the city periodically to help work on the family farm.
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STUDY DESIGN

The aim of the study was to increase knowledge on childbearing and adherence to
PMTCT focusing on how women living with HIV realize parenthood in urban and rural
Kenya. The analysis is based on interviews with three groups of women: pregnant
women, recently delivered and those actively planning a pregnancy (see figure 4).

Figure 4 Sub studies, research methods and participants
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The study employed both quantitative (I) and qualitative (II-IV) research methods.
Quantitative research was used to investigate consent to HIV testing at antenatal care
among first time attendees. It focuses on what is measurable and quantifiable and aims
at establishing facts and testing hypotheses (Dahlgren, Emmelin & Winkvist, 2004;
Stainton, 2003 (a)). For the quantitative cross sectional study a questionnaire survey
was performed. It is the most appropriate method of collecting standardized
information in a large group of participants. A broad information base requires that data
be structured to enable grouping of variable during data analysis thus the need of a
standardized structured questionnaire. Qualitative methods were used to get a deeper
understanding of how women reason and act when seeking a pregnancy, to explore
how HIV-infected women explain their coping with pregnancy and how they
experience motherhood and manage adherence to PMTCT as newly delivered mothers.
Qualitative research is a systemic, interactive, subjective approach, used to describe life
experiences and give meaning to them (Burns & Grove, 2005; Kvale S, 1996).
Information is collected through the interaction and conversation between the study
informant and the researcher. The findings represent those participating in the study,
and can be used to develop theory (Kvale, 1996; Morse & Field, 1995). In-depth
interviews (IDIs) were chosen for article II, IIT and IV to enable participants to share
and express feelings and experiences pertaining to their own experiences of realizing
parenthood (Kvale, 1996; Morse, 1994; Ritchie & Lewis, 2003). For the IDIs interview
guides were prepared to ensure that all relevant areas were covered during the
interview.
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The research team

The research team consisted of a group based in Kenya consisting of a physician and
epidemiologist, a community social worker, an anthropologist, a community health
nurse and a monitoring and evaluation specialist. Another group based in Sweden
consisted of me — the author — a sociologist, an infections diseases doctor and
epidemiologist and a public health and child’s rights nurse. For the field studies I
worked in close collaboration with the Kenya team, who were more updated on the
current issues and changes in the social context. Although born and raised in Kenya, I
encountered new words and meanings that had been coined in the sheng’ language
spoken in urban areas and [ was to some extent ‘foreign’. Research assistants trained in
questionnaire data collection method performed study I. Interviews for studies II-IV
were performed by an anthropologist, a nurse and me depending on whether the
language used was Sheng’, Kiswahili or Luhyia. My previous work experience and
knowledge of the Kenyan context was advantageous and enabled me to blend in among
urban and rural populations. I was perceived as a member of one of many local non-
governmental organizations that provide health care and also carry out research on
health issues. This built confidence in the community and they were willing to
participate and support the study.

PARTICIPANTS AND SELECTION CRITERIA

For the first study (I) all pregnant women who were tested for HIV at their first visit to
ANC in any of the three hospitals in Busia between August and December 2008, were
eligible for enrollment. A midwife informed the women about the study and those
willing to participate were recruited reaching a sample of 900 consecutive women in
three months.

For the second study (IT) the participants were purposively selected from the registers at
an urban ART and PMTCT program. The criterion was that the women had been on
HAART for not more than six months. Assuming that women’s experiences and
decisions about PMTCT would differ depending on where they were on their
pregnancy time-line we wanted women from three groups: (i) pregnant women (ii)
women who had delivered in the past 12 weeks and (iii) women who were seeking to
become pregnant. Twenty-three women consented to participate.

For the third study (III) we purposively recruited pregnant women already enrolled on
ART to explore the behavior and challenges in following PMTCT when fully aware of
their HIV diagnosis, of the benefits of adhering to HIV treatment and of how to reduce
the risk of mother to child transmission. Pregnant women on ART were identified
through the PMTCT registers in an urban and rural area and contacted by a community
health worker from the PMTCT program. Twenty-eight women: 12 in urban and 16 in
rural area consented and were interviewed.

For the fourth study (IV) female ART recipients with infants aged less than six
months were purposively selected from the registers in urban and rural PMTCT
programs. Further inclusion criteria were based on residence (urban or rural), marital
status (married /unmarried), and duration on ART before pregnancy (newly initiated
<1 years/experience) and number of children (women with older children and first
time mothers). A community health worker at each site introduced the study and its
objectives to the women. Twenty-six women: 16 in urban and 10 in rural gave verbal
informed consent and were interviewed. No one declined to participate.
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DATA COLLECTION TECHNIQUES

Questionnaire survey

A questionnaire with a total of 35 questions was developed and translated into
Kiswahili and Luhyia by the author, a nurse and a midwife. It included both closed and
open-ended question and was tested for clarity and cohesion with a sample of ten
pregnant women who were not to be included in the study. After making necessary
adjustments the questionnaire was shared with three trained data collection assistants
who piloted the questionnaire at three antenatal clinics. The questionnaire was
performed with 900 women and took about 45 minutes to complete. Research assistants
who were not employed at the three facilities included, administered the questionnaire
as the participant left the HIV testing room. There was no reimbursement given to the
informants. The questions were orally asked to the respondents who provided oral
answers that were filled in by the interviewer. The language comfortable and
understood by the participants was used. The questionnaire covered the areas of
PMTCT awareness, MTCT knowledge, sexual relationships and HIV testing and
counseling.

Qualitative interview

Qualitative interviews were used to provide a deeper understanding of specific issues.
Interview guides were prepared at the level of large themes to be covered during the
interview (Dahlgren, Emmelin & Winkvist, 2004). This was to enhance flexibility and
to let the researcher be as open-minded as possible to meet new emerging ideas and the
unexpected information from the respondents. Face-to-face interactions were used to
build trust during the interview process and to enhance free interaction between the
researcher and the participants (Dahlgren, Emmelin & Winkvist, 2004; Kvale, 1996;
Ritchie & Lewis, 2003). Study three (II1) used more open-ended questions for example,
“please describe your feelings when you discovered that you were pregnant?” to allow
the respondent to lead the interviewer towards issues that were of personal importance
and relevance to the topic being studies. The researcher also asked further follow-up
questions based on the themes generated during the conversation (Ritchie & Lewis,
2003). During the interviews techniques such as probing, clarifying questions, and
reflecting and para- phrasing were used to encourage participants to express themselves
freely and to enhance in-depth descriptions of the required topic. Phrases such as
‘Please tell me more’, ‘Alright!’, ‘I see’, ‘Oh!” and anything more?’ were used to
facilitate the flow of the conversation. Confirmatory (double-checking) questions were
also asked in order to confirm what participants stated and to clarify meaning.

All conversations were tape recorded with permission from the respondents and the
interviews were performed in English, Kiswahili/ Sheng’ or Luhyia languages. During
the interviews the researcher noted down body language, body reactions, and
happenings in the surrounding as the interview progressed. The researcher was attentive
to when participants were uneasy, bored, tired, angry or embarrassed. To facilitate
smooth flowing of the interviews, the researcher strived for good communication skills
with a balance between talking and listening. The tape-recorded conversations were
transcribed and translated into English by the thesis author or the research assistant
depending on the language used.
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Participant observations

First emphasized by Bronislaw Malinowski (1961) participant observation involves
systematic observations that allow a researcher to get close to study participants. Close
proximity enables the researcher to understand the point of view as well as visualize the
world of the study informants (Malinowski, 1961). Study one (I) employed passive
onlooker observation — meaning that the researcher develops an insider’s view of what
is happening without participating but purely observing. The researcher was unknown
(covert) to the people being studied making it possible to get trustworthy data
(Malinowski, 1961).

DATA MANAGEMENT AND ANALYSIS

Quantitative analysis

For the cross-sectional study (I), data was collected through exit interviews using the
questionnaire survey described above for a period of three months by the research
assistant. At the end of each day the assistants checked to ensure that all questions were
correctly filled in. The author and the data entry clerk checked the data at the end of
each week. Data was entered into SPSS-PASW, version 18 (SPSS, Inc., Chicago, IL),
coded and cleaned.

Descriptive statistics were performed on socio-demographic characteristics and the
outcome variable ‘making an informed decision to decline HIV testing’. The outcome
variable ‘making an informed decision to decline HIV testing’ was derived from the
question ‘If you could choose to HIV test or not, would you decline? (Yes/No)’.
Independent variables that were used to model the outcome variable included; #ype of
union — ‘What is your marital status? (Married/Unmarried)’, duration of current
sexual relationship — ‘How long have you been in the current relationship? (Not in a
relationship, <4 years and >4)’, stable relationship with the child’s father — ‘Do you
live together with the child’s father? (Yes/No)’, knowing HIV testing is optional — Do
you know that you can choose to HIV test or not? (Yes/ No)’, tested for HIV — ‘Have
you tested for HIV at this visit? (Yes/No)’, discussing HIV testing with the partner
before the ANC visit — ‘Have you discussed HIV testing with your partner before this
ANC visit? (Yes/No) and knowing testing is performed at ANC before the visit — ‘Did
you know that HIV testing is done at ANC before coming today? (Yes/No)’.

Following the descriptive analysis bivariate and multivariate analyses were used to
measure the association between the outcome variable and each categorical
independent variable. Independent variables with a p-value of <0.20 associated with
the outcome at the bivariate level were entered into multiple logistic regression
models and removed using a forward stepwise method (Likelihood Ratio Test with a
removal level of significance of p<0.1). Odds ratios (ORs) and their 95% confidence
intervals (CI) were computed. A value of p<0.05 was considered statistically
significant and tests of significance were two-sided. The final multivariate model was
tested for goodness of fit using the Hosmer-Lemeshow test.
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Qualitative analysis

Content analysis

In studies two and four the data was organized and interpreted using content analysis
focusing on the meanings given to messages and concepts (Graneheim & Lundman,
2004; Morse & Field, 1995). The interpretation of data involved a constant comparison
of the different messages in the transcripts at the participant/individual level and
between the participants to provide insight to the underlying meaning. The passages of
the interviews were reviewed within the context of the entire interview to explore and
identify the meaning and importance of the passage in relation to the whole (Morse &
Field, 1995). Initially, the transcribed material was read a number of times to get a
sense of the interviews. Meaning units were identified, condensed and coded. The
codes were compared and grouped into sub-categories and categories. In the process of
consistent moving between the fragmented text and the whole, the sub-categories and
categories were re-organized and the theme developed (Graneheim & Lundman, 2004).
The main author did the initial coding and later the research team discussed the coding
process and reached consensus. The staff at the ART clinics was also involved in the
analysis phase to provide their views and understanding.

Narrative structuring

In study three narrative structuring was used to organize the data (Kvale, 1996;
Riessman, 1993). When people tell their stories they try to explain their choices and
actions, in a manner that portrays their justification and position of the issue being
studied (Mischler, 1986). Narratives aim to give a voice and position to the participants
thereby justifying their actions and behavior on a given issue. The transcripts were read
several times to gain a general sense of the experiences and thoughts of the participants.
Initially the reading focused on content and coherence. The interviews were then
compared and stories searched for, showing the responses of the women justifying their
actions and decisions for managing their lives. Narratives are not exact records of what
actually happened but represent how the participants choose to tell the story to the
interviewer at the time of the interview (Frank, 1995; Kvale, 1996). The values and
interests of the narrator will influence how the story is told depending on the audience
and occasion (Riessman, 1993). Still the stories people tell about their lives, or special
events in their lives, help us understand their choices and decisions in life (Mischler,
1986).
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ETHICAL CONSIDERATIONS

In research involving human beings, respect for the integrity of the participants requires
that participation is voluntary and based on adequate information. People enrolled
should be treated ethically not only by respecting their decisions and protecting them
from harm, but also by making efforts to secure their wellbeing. The general principles
of research lead to considerations of the following requirements: informed consent,
risk/benefit assessment, and the selection of participants for the research. Assessments
of risks and benefits have been undertaken and follow strict criteria reflected in the
research design. Each of the participants was assigned a unique study identity to be
used in all subsequent data analyses. The identity number will not be released outside
the immediate research team. Data was used anonymously and only was accessed by
the research team. This was explained to the informants and included in the ethical
consent form.

Strict criteria for obtaining consent have been established for health behavior research.
Informed consent was sought verbally. All study participants were assured that their
anonymity would be strictly upheld. It was stressed that participation in the studies was
voluntary, and participants could withdraw at any time with no effect on them, their
family or care and treatment given.

Ethical clearance was obtained from Kenya at the Kenya Medical Research Institute

(KEMRI) KEMRI/RES/7/3/1 and in Sweden at the Stockholm Regional Ethics
Committee 2009/50-31/3.
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MAIN FINDINGS

This thesis seeks to answer the central questions: (a) How does realizing motherhood
among women on ART aggravate their adherence to PMTCT interventions (I-1V)? (b)
How do women on ART experience motherhood (II-IV)? The findings related to these
questions are summarized in the theme ‘Strive for motherhood’ including (i) Typical
identities of women in a village (Busia) and a slum (Kibera) (ii) The pathway to
motherhood and (iii) Challenges for adhering to PMTCT capturing the women’s efforts
to balance childbearing and the struggle to follow PMTCT recommendations (see table
three).

Table 3 Main findings

Strive for motherhood

Urban
“Vulnerable and striving to survive’

Rural

‘Secure and family controlled’

Experience of

Limited presence and
involvement of the family

Constant family
presence and

motherhood e  Widespread poverty and lack supervision
of income e Disclosure to spouses
e Tactical soliciting for a e Socialized to become
suitable partner mothers
e  Non-established sexual e Motherhood a function
relationships of marriage
e  Proactive and decisive in e Pregnancy and
solving daily challenges that childbirth
are normally unpredicted responsibilities of the
mother-in-law
PMTCT non adherence e  Pregnancy a private affair that e Health problems

does not involve health
providers

Physical strength and not
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‘STRIVE FOR MOTHERHOOD’ (I-1V)

This is an overriding theme that describes the desire of women on ART to have
biological children and be parents while at the same time negotiating the challenges of
living with HIV (I-IV). Children improve women’s position in society, earn them
respect and are a sign of a happy and fulfilled life (II-IV). As women on ART regain
normalcy they have to conform to the way of life in their respective environments and
face the challenges of daily life resulting from existing social structures (III, IV).
During the process of realizing motherhood the women’s HIV infection may attract
stigma and discrimination from partners, family and community leading to non-
disclosure or selective disclosure (II-IV). Although ART has enabled the women to
pursue motherhood, PMTCT policy seems rigid and not adjusted to the reality of
becoming a mother when on ART, which may lead to non-adherence (I-IV). Therefore
the women on ART become mothers striving to balance the adherence to PMTCT
recommendations with the socio-cultural expectations of motherhood, which helps
conceal their HIV infection.
The most important thing . . . I want to prove my capability as a woman
[childbearing] . . . I want to be recognized in my family and community. I
will not let my status stand in the way. I will not share it [my HIV
diagnosis] with him [partner] if he will not support me. I can worry about
the other things [love and marriage] afterwards. (Married and 44 years old
Kibera resident)

Typical identities of women in a village and a slum (lll)
The social contexts of urban Kibera and rural Busia constitute different social networks
influencing lifestyles and interaction patterns of the women (III).

‘Secure and family controlled’

The women in Busia told about living in a homestead and close together with the
members of the extended family, to whom they were related through marriage. They
had been brought up and socialized into knowing what their role in parenthood was and
what was expected of them and they accepted it. They also were in close contact with
members of the village and would meet the same people for church on Sunday and in
the market or hospital during the week. Most of what happened in the village was
common knowledge and all participated in each other’s joys and sorrows. They
belonged to social networks that were intertwined and well defined. This gave the
women security and predictability in life, but also meant that it was difficult to keep
secrets. Women in Busia therefore identified themselves and described their lives as
‘secure and family controlled’.

‘Vulnerable and striving to survive’

For the women in Kibera life was different. They told about an uncertain and hard to
predict reality in the slum, but also of self-reliance and decisiveness. As different from
in Busia they had chosen their social networks and developed their relationships with
neighbors and others themselves. They did not have family members living close and
for most women their families resided in rural areas. Thus they belonged to several,
partly overlapping, partly independent, social networks serving different functions for
them and offering them some sense of security. They portrayed themselves as
‘vulnerable and striving to survive’.
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The role and importance of children (li, 1ll, IV)

The women told about the importance of children for the fulfillment of their lives (II-
IV). They were seen as important symbols of social status in the community and
strengthened the relationship with the partner. Pregnancy and childbirth were perceived
as signs of good health (II, IV). Although children were important to women residing
both in Kibera and Busia they played different roles because of the differences in social
structures between the two settings (111, IV).

Children stabilize relationships
Children in the setting of Busia were more of an expectation as the women were
brought up looking forward to be married and becoming mothers (III, IV). The women
told about knowing in advance what was expected of them in life and ensuring family
harmony was important for them when making decisions (III). For them childbearing
was the purpose of marriage and children were perceived to stabilize marriages, make
them secure and a source of pride.
I am proud to be a mother. Some women have a marriage without a child.
Children have made my marriage real and this is the way it has to be.
Children change marriages for a better future. I am satisfied to have a
happy marriage with my husband. (Married and 27 years old Busia
resident)

Children provided the cue for an established relationship and an opportunity to
formalize the relationship soon. In Kibera children were perceived to strengthen the
relationship particularly when the woman had other children from another previous
relationship.
I have been seeing him [partner] for two years [in the past] . . . he asked
me to bear him a child . . . I happily agreed . . . .I already have two
[children] . . . from before [previous relationship] . . . it showed me that
he [partner] loves me. . . . he [partner] wanted me to have a child . . . his
own blood to bond us . . . he was serious about staying with me . . . and
build a family. (Cohabiting and 28 years old Kibera resident)

Children were not only described as improving relationships between women and their
partners, but also played a role in bringing together relatives especially during
pregnancy and childbirth (II-IV).

Children as a symbol of matrimony

Among the unmarried women in Kibera biological children showed that a man was
involved. This meant that the woman had attracted a man who wanted her to be a
mother to his child hence possibly going to marry her. This prevented questions from
family members when unmarried women visited home (II). A male presence ensured
the women that they would be provided for thus children secured their livelihood and
continued support from the child’s father (II, III). As many women were unemployed
and did not have their own money, this gave them security in an environment that was
unpredictable and tough to survive in.

My husband treats me well . . . gives me money . . . to buy food and
clothes. . . . he [husband] pays the rent. I will get pregnant . . . he wants to
name after his father, mother or any person he loves. . . . he will be happy.

He will always be concerned for it [child]. . . . the child has replaced his
relative . . . it [child] is a living reminder . . . .I will take care of him and the
child. (Married and 34 years old Kibera resident)

25



Pathway to motherhood (I-1V)

In their longing for identity and position women in Kibera and Busia had made the
choice to bear a child, which would give identity as a mother and status as a woman (II-
IV). To become pregnant it was important for the women to have sex without a
condom. However, the HIV infection proved a hurdle in realizing these goals in several
ways (I-IV).

Tactful soliciting to avoid condom use
In Kibera life was individualistic and depended on how challenges to survival were best
overcome. Many women in Kibera who described having non-formal relationships
with their partners (I, IV) told about the difficulty to establish and maintain
relationships and to get married (II, IV). This meant that they could refuse to have sex
with men they did not want to father the child (II). They explained that they ‘tactfully
solicited” men and lured them into a relationship to get pregnant (II). Men in Kibera
perceived women as sexual objects and women knew that men did not want to use
condoms after a few encounters. Seeking a pregnancy after previous sex encounters
was hence preferred as condom use became irregular.
All men see in us [woman] is sex . . . .I just dress smart and have a nice
hairstyle for them to see me. . . . he will surely look and want me. I will flirt
and show interest. (Single and 24 years old Kibera resident)

Disclosure and stigma
Although this thesis focused on the women partner support was mentioned as critical
for becoming a woman and adhering to PMTCT recommendations (I-IV). Women
residing in Kibera in non-established relationships avoided discussing pregnancy
intentions and disclosing HIV infection with their partners (I). Even though they were
concerned about infecting the partners through unprotected sex, the fear of not
conceiving was greater.
I know telling my partner about the HI'V infection is right. I choose not to .
.. I look bad for thinking of me. . . . he [the partner] can get that from me
but you need to understand my situation[I want a child].I cannot get it
[pregnant] if he leaves or chooses to use a condom. (Widow and 33 years
old Kibera resident)

Women in Kibera were decisive in negotiating daily challenges to survive and at the
same time managing to achieve motherhood while living with HIV (II-IV). However,
the wish to have children among women living with HIV and whose infection was
common knowledge was not always understood by the Kibera community (III).
Women known to have HIV said they were surprised by the stigmatizing reaction
among community members and felt abandoned by their trusted social networks
particularly fellow post-test club members. This led the women to move in with distant
relatives elsewhere where they were able to keep the HIV infection a secret. However,
the relatives expected the women to perform housework making them struggle with
keeping hospital appointments (IIT).

In contrast to the unpredictable and often changing sexual relationships of the women
in Kibera the women in Busia were married. They had disclosed the HIV infection to
their husbands who supported the pregnancy (III, IV). Life could continue as usual so
long as the extended family did not know about the HIV infection.
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Social support during motherhood

Regardless of non-disclosure or selective disclosure among Kibera and Busia women
respectively the period of pregnancy and childbearing was mentioned as being delicate
and risky thus requiring extra attention and supervision (III, IV). The women described
family involvement during pregnancy and a few days following childbirth and told
about increased visits, support and general concern about their health. Although the
relatives did not live close to the women in Kibera, they often visited and brought with
them food and money to help out (II-IV). There was also some help in performing
household chores. Accommodation could be provided during times of difficulty as for
women whose HIV infection was a common knowledge when the pregnancy became
visible and attracted stigma (III).

For women in Busia the responsibility for a pregnant woman and her unborn child
belonged to the older women in the family, mostly the mother-in-law (III, IV). The
women told about living with the constant presence of the husband’s family and
described a life as befitting a queen. These women described culturally preset behavior
and beliefs during the pregnancy and childbirth and that all involved knew what was
expected of them (III, IV).

However after childbirth the women in Kibera and Busia were expected to return to the
usual life and meet the demands and expectations of ‘good motherhood’.

Motherhood and adhering to PMTCT (I-1V)

The individualistic nature of life in Kibera meant lack of social support from family and
community during parenting, but gave room for greater decision making on issues
related to the health of the women. For women in Busia the constant family
involvement meant increased supervision to gauge their competency as mothers and
wives. In both Kibera and Busia the strife to attain the social-cultural expectations of
motherhood subsequently led to problems in following PMTCT recommendations
(1, 111, TV).

Mother first, patient later
The direct or indirect involvement of family and community during parenting and the
determination of women to attain a good image of motherhood during and after
pregnancy made it difficult to follow HIV treatment (II-IV). The constant presence of
the family and the non-disclosure to them made women miss HIV medication and
choosing to deliver at home. (III, IV). The wish to affirm and maintain a dignified
image of womanhood was mentioned as a motive for striving to perform childcare and
household responsibilities well. The women both in Kibera and Busia said that
following HIV treatment was vital however the demands of achieving motherhood
overwhelmed them and were prioritized above their health (II-IV).
I go to the clinic early but those who are relatives or know the staff get to
see the doctor first...I am tired of waiting three or five hours before seeing
the doctor...I have to feed my baby, clean the house, go to buy food and
cook for my partner. It is too much time to wait and the staff does not
consider this. So I have to leave to go and do my duties in the house. I can
come back another time and get more medicine, if I get to see the doctor.
(Single and 27 years old Kibera resident)
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Health and childbirth
The women on ART wanted to become mothers and knew the importance of good
health to the infants and to themselves. However, beliefs around pregnancy, childbirth
and parenthood together with partner reactions and perceptions of health providers
made it hard to adhere to PMTCT (I-IV). ‘Good health’ was explained as the ability to
perform house chores and showing strength enough was seen as a prerequisite for
seeking a pregnancy. Pregnancy was perceived to be an individual and private choice.
The women felt that seeking a pregnancy was for them to decide and described
pregnancy as a personal decision that could eventually involve a partner but not health
care providers (article II). They did not discuss pregnancy intentions with health
providers and thus missed preconception assessment. Preconception counseling was
largely misunderstood and the women told about wanting to decide when to have a
child or not.

They [clinic] want me to wait [pregnancy] yet I am ready [healthy]. I see

no need for them [clinic] to know when I want it [a child] . . . it [child] is
mine and I get one when I want. (Cohabiting and 33 years old Kibera
resident)

The women told about a health assessment that could eventually determine if they

could seek a pregnancy and perceived preconception care as seeking permission to

become pregnant.
They [clinic] want to check me [woman’s health] before becoming
pregnant . . . [ will not go for that [CD4 count] . . . I know and experience it
[good health] . . . I live in this body. They [clinic] cannot tell me what I feel
... it is the other way round [woman tells the clinic how she feels] . . . tests
want to tell me what I already know. (Cohabiting and 37 years old Kibera
resident)

Antenatal HIV testing identifies women infected with HIV and in need of treatment. In
Busia nearly all 900 pregnant women who visited ANC were tested for HIV after the
group pre-test counseling session (I). However only 20 percent of those surveyed felt
they could make an informed decision to decline HIV testing. Making an informed
decision to decline HIV testing was associated with knowing that testing was optional
(OR=5.44, 95% CI 3.44-8.59), not having a stable relationship with the child’s father
(OR=1.76, 95% CI 1.02-3.03), and not having discussed HIV testing with a partner
before the ANC visit (OR=2.64 95% CI 1.79-3.86).
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Table 3 Factors included in the final multivariate model analyzing the association

with ‘making an informed decision to decline HIV testing’ among 900 pregnant

women
Crude analysis Adjusted analysis
Factor p-value OR (95% CI) OR (95% CI)
In stable relationship Yes 1
with child’s father No 0.002* 2.11(1.31-3.41) 1.76 (1.02 - 3.03)
Discussed testing with Yes 1
partner before ANC visit No <0.001* 2.65(1.89-3.71) 2.64 (1.79 — 3.86)
Knew HIV testing is No 1
voluntary Yes <0.001* 529 (3.62-7.72) 5.44 (3.44-8.59)
Age (years) <20 1
>20 0.513 1.07(087-132)  1.09 (0.41 —2.92)
Occupation Unemployed 1
Employed 0.895 1.03 (0.67 — 1.59) 1.05 (0.65 - 1.71)
Formal education Never in 1
school
.542 1.26 (0.60 — 2. 1.1 .54 - 2.
<8 years 0.5 6 (0.60—-2.63) 9(0.5 63)
> 8 years 0.309 1.53 (0.67 — 3.49) 1.49 (0.61 —3.63)

*p-value <0.05

An important issue that emerged from observations in the pre-test sessions showed that
midwives expressed their wish for the women to take the HIV test by stressing that the
women were ‘mothers’ and that testing and knowing HIV status was the best decision a
mother could make for her unborn child. No information was provided stating that it
was an individual and voluntary choice of the woman to decline or accept HIV testing.

The women and the extended family always expected health problems after childbirth.
It was common knowledge that newly delivered mothers could experience health
problems after childbirth (III, IV). Furthermore it was not seen as necessary to visit the
health facility as such health problems could be handled within the home. During
pregnancy and after childbirth the use of traditional medicine was common.

I have delivered and all went well. How can I convince my mother-in-law
that I need to see a doctor without any severe diarrhea, pain and constant
vomiting or physical signs? She says headache, stomach pains and body
weakness are health changes caused by childbirth and can be managed at
home. She will just give me herbs and keep me at home. (Married and 21
years old Busia resident)
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PMTCT clinic not flexible to reality of parenthood

The ART clinic was perceived as rigid to the changes that accompany becoming a
mother and the women described waiting time as a barrier to obtaining treatment (IIL,
IV). Even though the women in Kibera made decisions by themselves to visit the clinic
and to seek treatment, they choose to return home and earn respect from the partners
and community as responsible women and mothers to their children, if the waiting
became too long (11, IV).

I go to the clinic early but those who are relatives or know the staff get to
see the doctor first...I am tired of waiting three or five hours before seeing
the doctor...I have to feed my baby, clean the house, go to buy food and
cook for my partner. It is too much time to wait and the staff does not
consider this. So I have to leave to go and do my duties in the house. I can
come back another time and get more medicine, if I get to see the doctor.
(Single and 27 years old Kibera resident)

The constant supervision and concern from family member of women in Busia meant
that every movement and action was monitored. The women explained that staying
away from home and not performing womanly duties could negatively affect the image
of responsible womanhood that they work hard to achieve (III, IV).
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There are only two doctors here at a time to see us (ART patients). . . . it is
slow . . . if only there could be more doctors, it would take less time. The
child clinic has many doctors and I never have to wait there. I come with
my baby and the clinic should consider that I am now a mother and help
me. I should not have to stay here long . . . my duties are not complete at
home . . . what kind of mother am I? . . . sometimes I choose not to come
and stay home without my medicine. (Married and 25 years old Busia
resident)



DISCUSSION

This thesis aimed to understand how women living with HIV realize motherhood and
the challenges of adhering to PMTCT guidelines in a slum and a village in Kenya. The
researchers sought to answer questions about how women living with HIV become
mothers and how motherhood affects adherence to PMTCT, which in this thesis
include antenatal HIV testing (I), discussing pregnancy intentions with health providers
and pre-conception assessment (II), ARV to prevent MTCT, hospital delivery and
exclusive breastfeeding (I1I-IV).

The findings illuminate social and cultural perspectives and intimate details of
childbearing for women living with HIV, which explain behaviors that could otherwise
be difficult to understand. We show that children are important and that becoming a
mother when on ART involves respecting socio-cultural values in the family and
community while managing the HIV illness and negotiating challenges that come with
being HIV infected, many of which vary with residing in urban or rural areas. Women
want to remain healthy to care for their children and they also want to have HIV-
uninfected infants, just like women without HIV. In pursuit of fulfilling the demands of
‘good motherhood’ the women’s own health was not any more top priority as it was
during the pregnancy. Our findings illustrate the difficulties in combining successful
motherhood with adherence to PMTCT in Kenya. While PMTCT services like HIV
testing, ARV for PMTCT purposes, skilled hospital delivery and exclusive breast
feeding or alternative infant feeding are proven to drastically minimize HIV
transmission, knowledge and understanding of the social and cultural contexts, where
these services are adopted, are central for successful intervention uptake and good
health outcomes.

This thesis illustrates the challenges faced by women living with HIV and how they
navigate through these to achieve motherhood. It wants to be a contribution to the
attempt of finding better methods of translating effective PMTCT services into real life
contexts and formulating practical policies that could improve adherence and promote
successful implementation of a contextualized PMTCT policy in Kenya. We discuss
our findings under two broad headings (i) social and cultural underpinnings in the
pursuit of motherhood and (ii) challenges the PMTCT services need to respond to.
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SOCIAL AND CULTURAL UNDERPINNINGS IN THE PURSUIT
OF PARENTHOOD

Although pregnancy and childbearing are biological events the wish among women to
be mothers is influenced by socially and culturally attuned values of motherhood. The
motivation for a pregnancy depends on socially perceived meanings given to a child
and the cultural importance of bearing one’s own child. For the women in our study
children gave identity and recognition in the community, and thus happiness and
fulfillment as women (II-IV). These findings are consistent with other studies in
African societies, which show how the identity of a woman is pegged on her capacity
to bear children and that children are equated to a fulfilled life as a woman (Sonko,
1994; Yebei, 2000). Furthermore having children and experiencing motherhood made
the women feel socially and morally accepted in the community just as women, who
were not infected with HIV. Motherhood concealed their HIV infection, which has also
been described from Nigeria (Smith & Mbakwem, 2010).

Premarital sex as a link to marriage

The unmarried women in Kibera explained their having sexual activity prior to
marriage with the hope of becoming pregnant and being mothers. The birth of a child
could make the child’s father take the relationship seriously and eventually marry the
woman. Among the families of the unmarried women the child would be a sign of the
presence of a serious partner and the possibility of marriage in the near future.
Motherhood was perceived to move the relationship towards marriage thus towards
stability and security. Zulu (2003), while studying risky sexual behavior in Kibera,
observed that extreme economic deprivation associated with high unemployment and
low wages lead young unmarried women into engaging in unprotected sex for
economic survival. In our study we found that unmarried women who had unprotected
sex hoped for children and marriage, which would lead to economic and social security.
For many women in Kibera there is a long-term goal explaining unprotected premarital
sex and not just instant material compensation (Zulu, Dodoo & Ezeh, 2003). It is
important to study unprotected sex among young women in the context of both
transactional sex and marriage aspirations in Kibera. It is assumed that unprotected sex
for economic survival is inherently risky and thus rejected, whereas unprotected sex in
pursuit of marriage is socially and culturally accepted (Clark, Kabiru & Mathur, 2010;
Ragnarsson, et al., 2011). Sex before marriage was commonly practiced among the
young women in Kibera and a pregnancy was thus not unexpected. In traditional Kenya
women’s involvement in premarital sexual activity was discouraged and premarital
pregnancies were stigmatized, and in some instances also reduced the possibilities for
marriage (Calves, 1999). All the same children born before or after marriage are highly
valued (Bledsoe, 1990). The unmarried women in Kibera perceived a premarital
pregnancy as likely to increase their chances for marriage and failure to marry prior to
the child’s birth was not viewed negatively. The women in Busia were all married and
had been socialized into being mothers (IV). A child was an expectation that was to
bring happiness in the marriage, which was considered incomplete without the
biological child.
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Disclosure, non-disclosure and stigma of HIV infection

Given that the women were on ART it could be expected that they accepted their illness
and that this would result in disclosure to significant persons. Our findings show that
the women carefully weighed their decision to disclose their HIV infection or not
against the perceived negative consequences. Nyblade (2005) studied HIV related
stigma across contexts in SSA and found that gossip was a major reason for stigma. In
our study the women in Kibera whose status was not common knowledge to the
community chose not to disclose and keep the man rather than disclose, see the man
leave and initiate gossip that would keep other men away and thus lower the chances
for a pregnancy (II).

Married women in Busia disclosed their HIV infection only to the husband because
they feared the negative consequences from the family and they also wanted to protect
the family from pain and gossip (III-IV). Important in social life in Busia was to protect
the dignity of the family. Keeping family members close and maintaining peace was
dominant and the knowledge of a HIV infection could lead to gossip in the community.
Our findings in Kibera and Busia show that fear of gossip was pronounced among the
women living with HIV. The fear of gossip as a barrier to disclosing HIV infection has
been observed also in other settings in Africa (Derlega, Lovejoy & Winstead, 1998;
Nyblade & Ogden, 2005; Twehaze, 2009).

Not disclosing was a measure used by the women as a way of retaining a wider identity
through concealing the HIV infection at chosen times and spaces. The women were
open about their HIV infection to partners, fellow post-test club members and health
providers with whom they interacted for treatment and support. Although the post club
members were supportive to the women they were also stigmatized because of the
association. They stopped visiting the women so as to isolate themselves and keep
away from the stigma. Relatives and community members were not disclosed to
because the women feared they would discriminate them. The women told about the
careful process of weighing the benefits and disadvantages of disclosure to maintain
their own identity and respect and also that of the family. Balancing the benefits and
disadvantages of disclosing or not disclosing HIV status has been documented in
literature (Derlega, Lovejoy & Winstead, 1998; Greene, Derlega, Yep & Petronio,
2003; Miller & Rubin, 2007).

Women in Kibera whose status was common knowledge in the community were
involved in teaching HIV prevention, which created a positive identity in the
community. They were accepted as long as they did not act in a manner that obviously
showed that they were further transmitting HIV. Disclosure and involvement for
prevention led to good things being said about the women in public, which ‘changed
reality and self-identity’ in a positive way. However, they were stigmatized when their
pregnancy became obvious. It revealed that they deviated from the community’s
expectations of a responsible life-style and from their own teachings. Hence becoming
pregnant while HIV-infected ‘changed their reality and self-identity’ in a negative
way. In his book ‘Privacy and disclosure of HIV in interpersonal relationships’ Greene
et al (2003) argue that the knowledge of a HIV diagnosis is an individual’s own private
information that he/she could choose to share or not. In our study we demonstrate how
disclosure meant inviting the community into the private space. The pregnancy became
a sign of carelessness. This came as a surprise for the women and they felt that
becoming pregnant when on PMTCT was their own decision that nothing the
community should interfere with (Greene, Derlega, Yep & Petronio, 2003).
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The closed setup of Busia and the interest in each other’s well being meant that the
women could not take any decisions alone. It was expected that women after childbirth
would experience health problems, which were not considered serious enough to
warrant a visit to the hospital. Instead traditional medicine was used to manage the
health problems at home. Despite the fact that traditional medicine is the primary
source of health care in SSA, little is known about the interaction between traditional
medicines and ART (Mills, et al., 2006). There is no conclusive evidence that
traditional medicine is harmful when taken during ART, but the standard
recommendation has been that they should not be combined. Recently WHO
acknowledged the widespread use of traditional medicine in communities in Africa and
suggested the importance of integrating indigenous medicine with the national health
care system (Homsy, King, Balaba & Kabatesi, 2004; Unge, et al., 2011). The women
had not disclosed their HIV infection to the extended family and it became hard to
explain the need for visiting the ART clinic and get more HIV medicine. Our findings
are in line with findings of a qualitative study performed to explore barriers for ART
that showed patients who did not disclose their HIV infection lacked family support
and stopped ART altogether (Dahab, et al., 2008).

CHALLENGES THE PMTCT SERVICES NEED TO RESPOND TO.

The women felt that the clinic was not accommodating their reality of balancing socio-
cultural expectations with following PMTCT services (I-IV).

Poor delivery of information during counseling

The women knew that good health was vital for successful parenthood and that
adherence to PMTCT was important for good treatment outcomes (II, III, IV). In both
Kibera and Busia physical strength was perceived as having ‘good health’.

For the women in Kibera ‘good health’ was a personal decision to make and they did
not think clinical tests should be necessary. They felt that the health providers wanted
to interfere with their decision on seeking a pregnancy. The women also explained that
becoming pregnant was a private desire that could eventually include their partner but
where clinic staff were outsiders. Thus they avoided discussing their pregnancy
intentions with health providers and also missed pre-conception assessment.

In examining the relationship between making an informed decision to decline HIV
testing among pregnant women in Busia (I), the number of pregnant women who
understood that HIV testing was voluntary was very low (17 percent), indicating poor
information that HIV testing should be a personal choice. Poor delivery of information
on HIV testing at antenatal care has been identified as a reason for women failing to
learn about their test results and a reason for women dropping out of PMTCT entirely
(Maman & King, 2008; Manzi, et al., 2005; Weiser, et al., 2006). Our observations of
pretest information sessions showed that the midwives were assertive in their
recommending a HIV test as “the best decision for a mother” and gave little room for
individual decision by the mothers. The health provider should motivate all women to
have the test, while underlining the importance of free choice and autonomy in
decision-making. This is a dilemma for the health providers, which leaves women
poorly aware about their rights in relation to testing (Maman & King, 2008; Msellati,
2009).
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Poverty and uncoordinated NGO health providers

Unge et al (2008) when exploring reasons for not adhering to ART in Kibera found that
the lack of food was a major reason for stopping treatment. Also in our study the
women stopped taking HIV medicine for fear of side effects, when they were short of
food. The disruption in the regularity of doses due to missed meals has severe
implications for the risk of drug resistance development and increased risk of premature
progression to AIDS in the absence of effective and accessible second line treatment
(El-Khatib, et al., 2011; Hardon, et al., 2007). Our study demonstrates how the
additional responsibility for a child leads to even greater difficulties with adherence to
ART, when resources are scarce and have to be shared. Apart from worrying about
food for herself and the children, the women also had to cater for other needs such as
clothes and beddings that needed money. They would decide to skip meals to save
money and chose to prioritize their children’s wellbeing over their own illness to meet
the demands of the motherhood, which has also been shown in a study from Tanzania
(IV) (Agnarson, Ericson, Ekstrom & Thorson, 2007).

The women were aware that non-adherence to the ART-treatment would mean an
increased risk with breastfeeding, thus it became difficult to sustain exclusive
breastfeeding, when short of food. In Kibera several NGOs operating independently
provide PMTCT to the same population. This gave the women the opportunity to
improve their situation of poverty. Poor women could migrate between the NGO’s to
obtain free formula milk for their infants. They would feed the children formula but
often instead sell it to buy food or other items for the household. Although this behavior
may benefit the women in the short-term, it creates a dilemma for HIV service
providers in Kibera to follow-up and monitor their patients, making planning and
evaluation very difficult. And it negatively affects the infant feeding practices resulting
in mixed feeding.

Recently it has been estimated that sub-optimal breastfeeding contributes to 13 percent
of all infant deaths (Jones, et al., 2003) and ten percent of the disease burden of children
less than five years (Black, et al., 2008). The relationship between adequate nutrition
and the cessation of exclusive breastfeeding in HIV-infected mothers in Kibera is a
challenge in PMTCT that points to the need for a more comprehensive policy on infant
feeding in the context of HIV in areas of poor resources. This has unfortunately not
been considered in the 2010 WHO policy on ART while breastfeeding (WHO, 2010).
The new 2010 PMTCT policy strongly recommends continued ARV treatment during
the period of exclusive breastfeeding, which for women in areas with food scarcity,
such as Kibera, is difficult to manage. Awareness among policymakers about the gap
between women’s poverty and the goal of reducing transmission through exclusive
adherence to ART while breastfeeding is lacking. PMTCT providers need to come up
with a broader more inclusive and supportive programs for PMTCT that do not
exclusively focus on the biomedical interventions but also acknowledge the social-
cultural and economic realities of many women.
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Institutional/health system weaknesses

In Kibera the women made their own decisions about visiting the clinic while in Busia
the decision was not for the women herself to make (IV). Women in Kibera could plan
systematically when to perform house duties and have time to also make the clinic
appointments. In addition the ART clinic operated daily except in weekends. For them
life was flexible enough to allow them be ‘good mothers’ and at the same time keep
appointments for ART. However, when they went to the clinic the staff often let those
patients that were their friends or relative see the doctor first and others had to wait.
Staying away from home when one is a mother was felt unacceptable and often they
choose to go back home without having replenished their medication.

In contrast the women in Busia had to negotiate a visit to the clinic with the mother- in-
law, which made it hard to follow appointments. Furthermore as the women in Busia
had not disclosed to the family attending HIV clinic appointments was impossible and
claiming a need to go to the clinic more generally when looking healthy was out of
question. The specific opening hours at the clinic also meant prior planning, which was
a challenge. When the women in Busia could go to the HIV-clinic (when their visit
coincided with the child’s clinic appointment) the long waiting hours often made them
give up and go home. They did not want to be perceived as irresponsible mothers and
rather missed picking up their HIV medicines. Furthermore the women in Busia were
concerned about waiting at the ART clinic that was secluded from other buildings
providing general health services. The women feared that someone might see them or a
family member may come for them.

The clinic infrastructure was seen as impeding quick service and privacy particularly
due to the lack of staff, few opening hours and seclusion of the ART clinic. Studies on
the barriers of adherence in ART have found that long waiting time at the clinic, work
and family responsibilities, and being away from home are reasons contributing to non-
adherence (Dahab, et al., 2008; Hardon, et al., 2007; Lubega, et al., 2010; Mills, et al.,
2006). Inadequate infrastructure in the form of few staff has been identified as
contributing to non-adherence to ART also in other settings in Africa (Coetzee, Kagee
& Vermeulen, 2011; Kagee, et al., 2010).
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METHODOLOGICAL CONSIDERATIONS
SELECTION BIAS

In study II-IV purposive sampling was employed targeting women living with HIV and
receiving ART. This is a unique group compared to women who find out for the first
time about their HIV infection when coming to antenatal care. Firstly, our participants
had known about their HIV infection for a while and they had had ample time to think
through the test results, understand the consequences and adapt to living with the virus
hence enrollment into ART. Secondly, being enrolled in ART gave our participants the
opportunity to receive information on HIV infection and prevention strategies. They
were therefore more knowledgeable and empowered to make decisions pertaining to
PMTCT than women who are not on ART. Thirdly, our participants by virtue of
experiencing the benefits of ART, could have navigated the discourse of disclosure and
revealed their infection to someone either in the family or in a support group. Our
findings pertain to a special group of women and most probably from what could be
expected in newly diagnosed women. For example the stigma experienced by women
with known HIV status in Kibera would not have been experienced if the women had
not disclosed (IIT).

All our participants were recruited from ART and PMTCT centers that provided
services according to the national ART or PMTCT guidelines that have been adapted
from the WHO guidelines. Therefore standard HIV services were available to patients
at all the facilities involved in our studies. The ART/PMTCT services were all provided
by NGO’s that normally prioritize on the job training and better salaries compared to
government run ART/PMTCT services. In Kenya about 85 percent of ART/PMTCT
services, though government owned, are offered by NGO’s. Article I was conducted
among 900 antenatal care attendees at their first visit. Nearly all were tested for HIV
but their HIV test results could not be traced because of a change de-linking HIV
testing result registers and PMTCT registers. Studying factors associated with making
an informed consent to HIV test if we had known the test results would have improved
the study by giving actual information about women who were more likely to drop out
of PMTCT or who would enroll in PMTCT.

INFORMATION AND RECALL BIAS

Social desirability refers to informants either over-reporting positive deeds to conform
to social acceptable values or to under-report bad behavior to avoid being perceived as
deviant. The risk of social desirability was present in our study because we aimed at
exploring sexual behavior particularly unprotected sex and non-disclosure when
infected with HIV. To minimize information bias great care was taken for the
researcher not to impose her thoughts and ideas on the informant. Our informants were
in the process of seeking a pregnancy, were pregnant or had recently delivered and we
anticipate that recall bias was low (I-IV).
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REFLEXIVITY

As a researcher I have experiences that will influence my thinking and behavior. It is
important to be aware of the ‘self” and attempt to separate individual perceptions and
interpretations from data in the research. The researcher’s background will influence
the conception and formulation of the research idea, approach to methods of
investigation and findings considered most appropriate. Reflexivity refers to the way
knowledge is shaped by the ‘self” and how the role of the ‘self’ is taken into
consideration during the research process (Angen, 2000). Reflexivity starts by
discussing positions and beliefs, how to go about the investigation, knowing why the
study is being performed and what the theoretical foundations are that motivate a field
study in relation to education and interest (Malterud, 2001; Stige, Malterud &
Midtgarden, 2009).

My first contacts in the field were our research colleagues at AMREF, who listened and
discussed my study ideas in-depth. I was fortunate enough to meet a former high school
colleague and a friend who introduced me to the Kibera clinic staff and introduced me
to the health services provided. I came face to face with the harsh reality of life in the
slum, something I had not thought about even though I was born and had lived in
Kenya. During the situation analysis phase that took almost four weeks in Kibera I
accompanied project staff during community outreach programs, where I met women
support groups, visited satellite clinics and had a chance to meet community health
workers, who were volunteers living with HIV. Being able to walk in Kibera lessened
my anxiety about the high insecurity levels and I did not mind walking alone from the
clinic to the main road.

I introduced myself as a member of a research collaborating team between AMREF in
Kenya and Karolinska Institute in Sweden. AMREF is involved with many foreign
stakeholders providing health care and performing research, and my presence was
welcomed. I am a Kenyan in touch with current political, social and economic affairs
and speak English, Kiswahili and Dholuo. This made it easy to build rapport and
establish trust with both staff and informants but did not imply that interviewing was
smooth. At piloting it was interesting for me to hear an informant respond in sheng’ to
a question asked in Kiswabhili. Furthermore some words were new to me. Thus a fluent
speaker of sheng’ was included in the interview team. In Busia the encountered
behavior during piloting and actual data collection were expected. I do not understand
Luhyia language and a nurse who was fluent in the language performed the interviews.

GENERALIZABILITY AND TRANSFERABILITY

This is the degree to which findings of research can be applied to other contexts.
Qualitative research aims for “specificity” and does not seek generalizability. Instead
“individual cases might point to a larger picture and illuminate similar situations”
(Halloway, 2008). Morse (1994) states researchers are able to ‘re-contextualize’ theory
into many different situations, and ‘theory-based’ generalizations can be achieved
through this (Morse, 1994). The researcher has described the ‘typical reality’ in the
participants’ view (Halloway, 2008) in the context of Kibera that has a young,
multicultural, dynamic and highly mobile population and the context of Busia that is
homogeneous in ethnicity and conservative. I have gained knowledge of many
concepts, theoretical ideas and happenings about women living with HIV actualizing
parenthood that are typical for slums and rural areas and, which can be transferred to
similar situations (II-IV), but which also tell us about more general phenomena related
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to motherhood when being chronically ill. The fear of stigma due to gossip and
perceived negative reactions and the reluctance to disclose are also genuine problems
seen in the lives of many with chronic illness. The conflicts when balancing the needs
of the child with the needs as a patient and the wish to be a ‘good mother’ when ill are
genuine to all mothers.

Article I employed a questionnaire survey among antenatal attendees coming for a first
visit and the results are generalizable to the larger population. The details about the
study instruments, sampling criteria and recruitment described in the methodology
section support the generalizability and validity of these results.

TRUSTWORTHINESS AND VALIDATION

Trustworthiness is related to the ability of the study to capture the reality of those being
studied. It focuses on how well the aim, data and analysis of the research fit together.
Trustworthiness contributes to the evaluation of qualitative research methods by
assessing the knowledge claims, communication and contextualization of research
findings (Dahlgren, Emmelin & Winkvist, 2004; Malterud, 2001; Patton, 2002; Stige,
Malterud & Midtgarden, 2009). It is how plausible and coherent the narratives are and
how well the process for reaching the conclusion is described (Riessman, 1993;
Sandelowski, 1991). In this thesis women who were seeking a pregnancy, already
pregnant and newly delivered were included. The information was collected through
qualitative interviews (studies two, three and four). Peer review was also performed.
Closely related to credibility is dependability that refers to whether the process of
research is logical, traceable and clearly documented. The authors clearly documented
all steps in detail (see method section). Extensive deliberations were also performed in
the research team of diverse backgrounds and positions that brought both an insider and
outsider perspectives (Dahlgren, Emmelin & Winkvist, 2004). Findings were compared
to control for interpretative bias. Coherence refers to how well the story sticks together.
Focus is not on how the data was collected and on how the discussion between the
researcher and informant was performed, but on how well the researcher presents the
information of the informants and how true the analysis is to what the informants said.
Based on our knowledge about the context and the careful process for data-collection
and analysis we think these findings represent the situation of the women well.
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CONCLUSIONS

Based on the findings described in this thesis, the key conclusions are:

e Children improve women’s social status and a pregnancy means good health
(.

e Good health is a prerequisite for pregnancy and is perceived as physical
strength to perform motherhood chores (II).

e Pregnancy is a woman’s individual and private decision that could eventually
include a partner but not health providers (II).

e A majority of antenatal attendees on their first visit take a HIV test but do not
know that testing is optional (I).

e Stigma, disclosure and support for PMTCT vary in relation to socio-economic
affiliation and residence (II-IV)

e Chronic illness, such as a HIV infection, creates dilemmas for women who
want children and need to balance the needs of the child with their own health
needs and with the expectations of being a ‘good mother.

The findings of this study have implications regarding the socio-cultural practices of
childbearing and adherence to PMTCT services. They reveal that motherhood is
important to women living with HI'V because it gives status and conceals their infection
— a hurdle to overcome when seeking motherhood. Being infected with HIV cannot
remove the desire for motherhood and related socio-cultural demands. Therefore,
failing to acknowledge the significance of socio-cultural practices during childbearing
among women with HIV will affect adherence and might reverse the gains of PMTCT.
Counseling about motherhood and institutional infrastructure for ART/PMTCT
provision are important but not flexible enough to the reality of motherhood. Health
systems need to have a greater openness and preparedness for the special needs of
mothers who are HIV-infected. They depend on contacts with different parts in the
health services and there is a need to increase the ability of the staff to cater for the
special situation of motherhood by integrating the services for the newborn with those
for the ART-recipients. More needs to be done to create awareness for laboratory
indicators as a clinical criteria for good health outcomes and PMTCT staff need to be
aware that women want to control the domain of childbearing but need enough
information to make healthy choices without risking transmission to the unborn child or
partner.

The findings of this study pertain to the situation for women with childbearing desires

in Kenya, but also point to the more general dilemmas of chronically ill women who
strive for motherhood.
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Abstract

Background: An ‘opt-out’ policy of routine HIV counseling and testing (HCT) is being implemented across sub-
Saharan Africa to expand prevention of mother-to-child transmission (PMTCT). Although the underlying assumption
is that pregnant women in rural Africa are able to voluntarily consent to HIV testing, little is known about the
reality and whether ‘opt-out’ HCT leads to higher completion rates of PMTCT. Factors associated with consent to
HIV testing under the ‘opt-out’ approach were investigated through a large cross-sectional study in Kenya.

Methods: Observations during HIV pre-test information sessions were followed by a cross-sectional survey of 900
pregnant women in three public district hospitals carrying out PMTCT in the Busia district. Women on their first
antenatal care (ANC) visit during the current pregnancy were interviewed after giving blood for HIV testing but
before learning their test results. Descriptive statistics and multivariate regression analysis were performed.

Results: Of the 900 women participating, 97% tested for HIV. Lack of testing kits was the only reason for women
not being tested, i.e. nobody declined HIV testing. Despite the fact that 96% had more than four earlier
pregnancies and 37% had been tested for HIV at ANC previously, only 17% of the women surveyed knew that
testing was optional. Only 20% of those surveyed felt they could make an informed decision to decline HIV testing.
Making an informed decision to decline HIV testing was associated with knowing that testing was optional (OR =
544, 95%Cl 3.44-8.59), not having a stable relationship with the child’s father (OR = 1.76, 95%Cl 1.02-3.03), and not

having discussed HIV testing with a partner before the ANC visit (OR = 2.64 95%Cl 1.79-3.86).

Conclusion: High coverage of HIV testing appears to be achieved at the cost of pregnant women not
understanding that testing is optional. Good quality HIV pre-test information is central to ensure that pregnant
women understand and accept the reasons for testing and will thus come back to collect their test results, an
important prerequisite for completing PMTCT for those who test HIV-positive.

Background

The World Health Organization (WHO) and the joint
United Nations program on HIV/AIDS (UNAIDS)
revised the guidelines for HIV testing in 2007 [1]. The
current guidelines were designed to increase coverage of
testing and identify patients in need of antiretroviral
therapy (ART). In the former ‘opt in” HIV strategy, the
initiative to be tested was with the individual, not with
the health care services, and individual pre-test counsel-
ing followed by informed consent was required before
testing. In some areas, people were even required to
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sign a separate informed consent form, which detailed
the risks and benefits of being tested [2]. With the new
‘opt-out’ strategy, individuals have to actively opt out or
decline the HIV test after a pre-test information session,
often carried out in a group, while post-test counseling
is still carried out on an individual basis for all clients.
The implications of provider-initiated HIV testing
greatly affect women in sub-Saharan Africa (SSA) where
they account for nearly 60% of those infected with HIV
and where 75% of those living with HIV are between
15-24 years [3]. Women have more contact with the
health services e.g. during pregnancy [4] and are thus
more likely to undergo HIV screening [5], but it has
been observed that consent may be compromised in

1 Ujiji et al; licensee BioMed Central Ltd. This is an Open Access article distributed under the terms of the Creative Commons
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SSA, which negatively affects women’s autonomy and
possibly also completion of PMTCT [6,7].

The shift from ‘opt in’/client-initiated to ‘opt out’/provi-
der-initiated HIV testing has generated a debate on how
to best increase the uptake of HIV testing while, at the
same time, protect individual rights to voluntary consent
for HIV testing [1]. Proponents of “opt out” assert that the
provider-initiated consent process is crucial to achieve
high coverage of HIV testing and prevention of mother-
to-child transmissions (PMTCT) while it still protects
autonomy [8]. It also helps the ‘streamlining’ of HIV into
‘normal care’ thereby decreasing the stigma [8,9].

Those who question the ‘streamlined’ consent process
express doubt about whether informed consent can be
ensured in the context of routinely offered HIV testing
under conditions of scarce human resources [10,11].
Power differences in the provider-client relationship is
also identified as a problem, since it is uncertain
whether clients who normally have a lower social status
will feel able to opt out of testing against the recom-
mendation of their providers [6]. Others are concerned
about the client’s ability to provide voluntary consent
and to what extent any choice will be presented given
that providers are encouraged to motivate clients to test
and could be coercive [6]. Women in particular are
often also unable to make decisions independently due
to gender inequality and lack of knowledge [3,12].
Finally, and most important from a public health per-
spective, there is concern that pregnant women who fail
to make an informed choice about HIV testing are less
likely to come back for their test results, an obvious pre-
requisite for identifying and enrolling HIV-infected
women in the PMTCT program, thus undermining the
quality and effectiveness of this important intervention
[5,13]. A study from Botswana showed that pregnant
women felt compelled to test when it was routinely
offered and some instead exerted their decision-making
power by not returning to collect their test results [13].

Kenya introduced routine rapid ‘opt out’ HIV testing
at antenatal care (ANC) in 2007 [14]. Approximately 76
000 pregnant women are living with HIV in Kenya, thus
ranking it sixth among the ten African countries that
contribute 67% of the global burden of MTCT [15]. Up
to 40% of all pregnant women enrolled in ANC pro-
grams in Busia district in western Kenya are estimated
to not come back for their test results and will thus
never be enrolled into PMTCT (personal communica-
tion). Pregnant women and their infants in these two
rural districts are considered to be highly vulnerable to
MTCT due to the high HIV prevalence (9%) and high
fertility rate (7.1) compared to the national average of
7% and 5.1 respectively [14]. This study aims to identify
factors associated with consent to HIV testing under the
‘opt out’ strategy in this area in rural Kenya.
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Methods

Study area

This study was performed in Busia district located in
western Kenya. This rural district has five administrative
divisions with a population estimated at 415 000. The
study catchment area has a population of 202 348 living
in 312 villages, with 50 000 women of reproductive age
and 38 000 children less than five years of age. Surveil-
lance studies at ANC show HIV infection rates close to
10% [14]. Agriculture, fishing and small-scale commer-
cial undertakings are the main economic activities in the
district where the average household generates approxi-
mately $84 per month. The majority ethnic group is
Luhya with a few Luo speakers. There are 22 health
facilities in the study area that are private, mission-run
or government-owned. About 90% of these facilities
offer free rapid HIV testing services except for a few dis-
pensaries that refer patients to health centers or district
hospitals for testing.

The study was carried out at three public district hos-
pitals collaborating with non-governmental organiza-
tions (NGOs) on PMTCT and ART. In all three
hospitals, PMTCT and ART have been provided free-of-
charge since 2005 to all women in need in line with the
WHO treatment guidelines from 2007. According to the
new ‘opt out’ guidelines implemented in 2007, all preg-
nant women should participate in a HIV pre-test infor-
mation group session, followed by rapid ‘opt out’ HIV
testing and individual post-test counseling at their first
ANC visit. For pregnant women who test positive for
HIV, a CD4 cell count is done to determine whether
ART should be initiated or if a single dose of nevirapine
during labor is enough (short course combination treat-
ment during pregnancy and breastfeeding has not yet
been implemented in Busia district as of end 2010).
HIV-infected women should be individually counseled
regarding hospital delivery, safe infant feeding and con-
traceptive use.

Study design, sampling and participants

The study included twelve sit-in observations of coun-
seling sessions for pregnant women and a large cross-
sectional survey among pregnant women. The observa-
tions were performed by the first author, who is of
Kenyan origin and fluent in the local languages spoken
in the area, during two randomly selected weekdays and
with four visits at each facility.

For the cross-sectional assessment, 900 women who
were on their first visit to ANC for the current preg-
nancy were recruited consecutively between August and
December 2008. All women in the three hospitals
received the same information during the routine pre-
test information sessions that followed the Kenyan
guidelines on PMTCT. A midwife informed them about
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the study in the ANC reception area during a session on
general hygiene. Those willing to participate met the
midwife, gave informed consent and were enrolled into
the study. No woman among those approached declined
to participate and no participant had been informed of
her HIV test results before the interview. The sample
included all pregnant women who were tested in the
three hospitals within the timeframe.

Data collection

Notes were taken during the observations about the set-
ting for the pre-test counseling session, the content of
the session and of how the information about HIV test-
ing was given. The interviewer-administered structured
questionnaire contained both closed and open-ended
questions in Kiswahili or Luhyia. Data was collected on
socio-demographic characteristics, relationship factors,
awareness and knowledge about MTCT and PMTCT
and experiences of the group counseling session and the
HIV testing. The Kenya Medical Research Institute
(KEMRI) and the regional ethics board of Karolinska
Institute approved this study.

Data analysis

The observations were compared and evaluated against
the Kenya pre-test guidelines of the ‘opt out’ approach
after each observed session.

For the cross-sectional data analysis, data were ana-
lyzed using SPSS-PASW, version 18 (SPSS, Inc., Chi-
cago, IL). Descriptive statistics were used to summarize
all variables of interest in the study population.

The outcome variable “making an informed decision
to decline HIV testing” was derived from the question
‘If you could choose to HIV test or not, would you
decline? (Yes/No)'. Independent variables that were used
to model the outcome variable included; type of union -
“What is your marital status? (Married/Unmarried)’,
duration of current sexual relationship - ‘How long have
you been in the current relationship? (Not in a relation-
ship, <4 years and >4)’, stable relationship with the
child’s father - ‘Do you live together with the child’s
father? (Yes/No)’, knowing HIV testing is optional - ‘Do
you know that you can choose to HIV test or not? (Yes/
No)’, tested for HIV - ‘Have you tested for HIV at this
visit? (Yes/No)', discussing HIV testing with the partner
before the ANC visit - ‘Have you discussed HIV testing
with your partner before this ANC visit? (Yes/No) and
knowing testing is performed at ANC before the visit -
‘Did you know that HIV testing is done at ANC before
coming today? (Yes/No)’

The estimated prevalence of “making an informed
decision to decline HIV testing” was reported as a per-
centage. It is important to note that the outcome vari-
able “making an informed decision to decline HIV
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testing” implies making a decision about whether to
consent to HIV testing or not after awareness i.e. the
actual decision of women who knew that HIV testing is
optional as well as the perceived decision among those
who did not know that testing is optional, had they
known that this was the case.

The association between “making an informed deci-
sion to decline HIV testing” and each categorical inde-
pendent variable was first assessed using Chi-square or,
when the number in the contingency tables was too
small, Fisher’s exact test. Independent variables with a
p-value of <0.20 associated with the outcome at the
bivariate level were entered into multiple logistic regres-
sion models with the exception of age, education and
occupation level that were included regardless of
p-value in order to adjust for potential residual con-
founding linked to the main independent variables. Both
backwards and forward logistic regression (Wald test)
was performed and gave almost similar result. P-values
<0.05 (2-sided test) were considered significant in the
final model. Odds ratios (ORs) and their 95% confidence
intervals (CI) were computed. The final multivariate
model was tested for goodness of fit with the Hosmer-
Lemeshow test.

Results

Observations during pre-test information session at
group level

The setting of the pre-test counseling session

Pre-test counseling sessions were provided to groups of
10-15 pregnant women in a separate space. There were
between three and four information sessions per day at
each facility. The sessions normally took 45-50 minutes
and were mainly performed in the national language
Kiswahili and translated simultaneously into the local
dialect of Luhyia. Female midwives greeted the audience
and introduced themselves when starting the session.
The pregnant women were told that they could ask
questions during the session in case they wanted to
know more, but no woman asked any question or
sought clarification at any of the sessions observed. The
pregnant women nodded unanimously when the mid-
wife sought to stress the benefits of HIV testing as
shown below.

Midwife: Do you mothers agree that it is important
to test for HIV and protect the unborn child?
Women: (nodding) yes (in a group).
The content of the pre-test counseling session
The information included a description of HIV and
AIDS, modes of HIV transmission from a pregnant
woman to their child during and after pregnancy, the
importance of HIV testing for a diagnosis, secondary
prevention of HIV transmission to uninfected male
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partners and the PMTCT program (single dose nevira-
pine tablets for the mother and syrup for the infant dur-
ing a six week period after delivery; skilled hospital
delivery; and options of exclusive breastfeeding or for-
mula feeding).

Information provided about HIV testing

The women were given information about the impor-
tance of HIV testing and of learning about their HIV
status, and also the status of their partner. Women were
not required, but encouraged, to bring their partners in
to be HIV tested as well. The importance of having an
uninfected baby was emphasized as well as the fact that
testing was important in the first trimester of pregnancy.
In all the sessions the midwives’ undertone was motiva-
tional and the message was that testing and knowing
one’s HIV status was the best decision a mother could
make for her unborn child. No information was pro-
vided stating that it was an individual and voluntary
choice of the woman to decline or accept HIV testing.
The midwives referred to the women as ‘mothers’ and
emphasized that it was their responsibility to take the
HIV test to protect the baby and have a healthy and
virus-free child. When asked by the main author about
reasons for not requiring women to bring their partners
for HIV testing, the midwives said that men who really
loved their women normally accompanied them to ANC
to test of their own free will and did not need to be
asked to come.

Cross-sectional survey of 900 pregnant women

Table 1 shows socio-demographic characteristics and
HIV testing information of the 900 women enrolled in
the study.

The median age was 20 years (inter-quartile range 5).
The majority of the women (96%) had already had more
than four pregnancies including the current one,
although 73% were in a relationship of less than four
years. About 90% had a stable relationship with the
child’s father. Eighty percent were in a formal union.
About 85% had eight or less years of formal education
and 18% were employed. Slightly over one-third (37%),
had previously been tested for HIV at ANC using the
‘opt-out’ approach.

Lack of testing kits was the only reason for women
not to be tested i.e., no woman declined HIV testing
and nearly all were tested for HIV (97%). About 73%
knew that HIV testing was done at ANC before coming
there and 69% had discussed the test with their partner
before the visit. Following the pre-test counseling ses-
sion, 90% (N = 810) claimed they had understood the
information, but only 17% had grasped that HIV testing
was optional, 95% were aware of MTCT and 91% had
understood that preventing transmission was possible.
The reasons given by the 10% (N = 90) women who
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reported not understanding most of the pre-test infor-
mation included: the counselor speaking too fast (N =
45), using complicated terms (N = 27) and difficult lan-
guage (N = 18).

Only 20% (N = 180) of the women said they would
make an informed decision to decline HIV testing. After
adjusting for all potential confounding factors listed in
Table 1, only three factors remained independently asso-
ciated with an increased likelihood of making an
informed decision to decline HIV testing in the final
multivariate model: knowing that testing was optional,
not having a stable relationship with the child’s father
and not having discussed HIV testing with a partner
before the ANC visit. Knowing that testing was optional
was the strongest predictor for women saying that they
would make an informed decision to decline HIV testing
(OR = 5.44, 95% CI 3.44-8.59). Women not in a stable
relationship with the child’s father were more likely to
perceive that they would make an informed decision to
decline HIV testing (OR = 1.76, 95% CI 1.02-3.03). Not
having discussed HIV testing with a partner before the
ANC visit also doubled the likelihood for women saying
that they would make an informed decision to decline
HIV testing (OR = 2.63, 95% CI 1.79-3.86).

Age, occupation and education level were not statisti-
cally significant factors but kept in the final model to
adjust for residual confounding often associated with
these fundamental variables (Table 2). The number of
pregnancies both as a categorical and a continuous vari-
able was not significantly associated with the outcome,
probably because only one third had been HIV tested
before (OR = 1.96, 95% CI 0.63-6.09).

Discussion
None of the 900 pregnant women included in this study
declined HIV testing under the routine ‘opt-out’
approach. A majority (83%) had not understood that
HIV testing was optional and only one in five stated
that they would have been able to make an informed
decision to decline HIV testing. This is a fundamental
shortcoming of unclear pre-test information, which
undermines the assumption of voluntary consent. Thus
with the current approach, high coverage of HIV testing
at ANC may be achieved at the cost of women not
understanding that testing is optional and at the risk of
low uptake and completion of PMTCT which is a major
problem not only in this area, where between 30%-40%
of all pregnant women enrolled in ANC programs are
estimated to not come back for their test results (perso-
nal communication by David Wamalwa project manager
for Busia Child Survival Project), but also documented
in other parts of SSA [16,17].

The midwives did provide correct information regard-
ing the importance of HIV testing in the first trimester
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Table 1 Socio-demographic characteristics and HIV related data of 900 pregnant women

Characteristic

’Making an informed decision to decline Total N (column %)

HIV testing’
N (row %) N (row %)
Yes No
All women 180 (20%) 720 (80%) 900 (100%)
Age (years) <20 100 (20%) 388 (80%) 488 (54%)
>20 80 (19%) 332 (81%) 412 (46%)
Number of pregnancies including current <4 pregnancies 4 (10%) 36 (90%) 40 (4%)
>4 pregnancies 176 (20%) 684 (80%) 860 (96%)
In stable relationship with child's father Yes 151 (19%) 660 (81%) 811 (90%)
No 29 (33%) 60 (67%) 89 (10%)
Type of union Married 133 (18%) 589 (82%) 722 (80%)
Unmarried 47 (26%) 131 (74%) 178 (20%)
Duration of current relationship (years) Not in a relationship 12 (36%) 21 (64%) 33 (4%)
<4 134 (20%) 525 (80%) 659 (73%)
>4 34 (16%) 174 (84%) 208 (23%)
Formal education (years) Never in school 29 (22%) 102 (78%) 1 (15%)
<8 142 (20%) 572 (80%) 714 (79%)
>8 9 (16%) 46 (84%) 55 (6%)
Occupation Employed 31 (20%) 127 (80%) 158 (18%)
Unemployed 149 (20%) 593 (80%) 742 (82%)
HIV tested Yes 172 (20%) 700 (80%) 872 (97%)
No* 8 (29%) 20 (71%) 28 (3%)
Aware of MTCT after pre-test counseling Yes 161 (19%) 685 (81%) 846 (94%)
No 19 (35%) 35 (65%) 54 (6%)
Aware of PMTCT after pre-test counseling Yes 160 (20%) 658 (80%) 818 (91%)
No 20 (24%) 62 (76%) 82 (9%)
Aware that HIV testing is done at ANC before visit Yes 106 (16%) 548 (84%) 654 (73%)
No 4 (30%) 172 (70%) 246 (27%)
Discussed HIV testing with the partner before ANC visit Yes 101(16%) 520 (84%) 1 (69%)
No 49 (18%) 230 (82%) 279 (31%)
Knew that HIV testing is voluntary Yes 71 (47%) 79 (53%) 150 (17%)
No 109 (15%) 641 (85%) 750 (83%)
Tested for HIV at ANC previously Yes 68 (20%) 264 (80%) 332 (37%)
No 112 (20%) 456 (80%) 568 (63%)
Understood pre-test counseling Yes 140 (17%) 670 (83%) 810 (90%)
No 40 (44%) 50 (56%) 90 (10%)

*HIV testing kits were lacking.

of pregnancy, but the great majority of women (83%)
never understood that it was optional. By saying that
testing was ‘the best decision a mother could make for
her unborn child’ the midwives clearly revealed their
expectations and left little room for the women to act
otherwise. This finding is consistent with another study
performed in Kenya showing that women accept HIV
testing so as to avoid being perceived as not accepting
the message of the midwives [7]. Our findings showed
that it was difficult for the providers to remain neutral
when informing about routine HIV testing. During the
observed counseling sessions the midwives referred to
the women as ‘mothers’ thereby highlighting the

importance of the baby. The reason given during the
sessions for having the test was the need to protect the
child, while nothing was said about HIV testing being
optional. From a public health perspective it is impor-
tant that the women understand and accept the reasons
for testing, since this increases enrolment in and adher-
ence to PMTCT.

The high number of women counseled simultaneously
under the opt-out approach made meaningful interac-
tion difficult and for the midwives it was consequently
easiest to provide information using a top-down
approach. This approach could be justified as it reduced
waiting time for the many women visiting ANC, in a



Ujiji et al. BMC Public Health 2011, 11:151
http://www.biomedcentral.com/1471-2458/11/151

Page 6 of 8

Table 2 Factors included in the final multivariate model analyzing the association with ‘making an informed decision

to decline HIV testing’ among 900 pregnant women

Crude analysis Adjusted analysis

Factor p-value OR (95% ClI) OR (95% ClI)
In stable relationship with child’s father Yes 1

No 0.002* 211 (131 -341) 1.76 (1.02 - 3.03)
Discussed testing with partner before ANC visit Yes 1

No <0.001* 265 (1.89 - 3.71) 264 (1.79 - 3.86)
Knew HIV testing is voluntary No 1

Yes <0.001* 529 (362 -772) 544 (344 - 859)
Age (years) <20 1

> 20 0513 1.07 (0.87 - 1.32) 1.09 (041 - 2.92)
Occupation Unemployed 1

Employed 0.895 1.03 (067 - 1.59) 1.05 (0.65 - 1.71)
Formal education Never in school 1

< 8 years 0.542 1.26 (0.60 - 2.63) 1.19 (0.54 - 2.63)

> 8 years 0.309 1.53 (067 - 3.49) 149 (061 - 3.63)

*p-value < 0.05.

situation where pre-test counseling is the first step
before receiving other services of ANC. However, the
current set-up makes most women believe that HIV
testing is a prerequisite for obtaining other ANC ser-
vices. To avoid this, the information needs to not only
discuss the benefits of the testing, but also its implica-
tions and the importance of the post-test counseling.
Our findings showed that 83% of the women perceived
testing as a mandatory part of ANC services, not as a
service independent of antenatal care. This finding
could be attributed to unclear delivery of pre-test infor-
mation and is consistent with observations that poor
counseling prevents pregnant women from making
informed decisions about HIV testing.

Only 20% of the women felt they would have been
able to make an informed decision to decline HIV test-
ing. This is a remarkably low proportion, given that
more than a third also had been tested for HIV at ANC
before. Although none among the 900 women declined
the test, a majority seemed to have accepted it because
they felt obliged to. An explanation for the misconcep-
tion could be the power difference between the mid-
wives and the pregnant women. Midwives are trusted
and have high social status among pregnant women. In
a recent qualitative study exploring reasons for adher-
ence to PMTCT in the same setting we found that
HIV-infected pregnant women trusted the midwives to
keep their HIV diagnosis secret from the mother-in-law
at least during pregnancy appointments (data not yet
published).

Our findings showed that a great majority of the
women had started childbearing at an early age and that
85% of the women had eight years or less of schooling.
Possibly many women accepted to have the HIV test

because they perceived the midwife to be more knowl-
edgeable and to know best. They seemed not to under-
stand the importance of their own active involvement in
accepting or declining the HIV testing and the conse-
quences of having the test. This is consistent with
observations that patients in SSA accept to follow
recommendations from health providers without fully
understanding the consequences of their action as was
observed in, for example, Botswana [13]. The implica-
tions for HIV testing could be that pregnant women
accept to be HIV tested but fail to return for the test
results as they realize that they are unprepared for the
consequences. Failure to return for results or drop out
from PMTCT has been documented from SSA [16,17].
Unfortunately, we were not able to follow the women
through the PMTCT process to assess the completion
rate, but as mentioned above, a high proportion of preg-
nant women in this area are reported to never pick up
their test results. The rapid test results are available
within a quarter of an hour, and so failure to come for
them strongly indicates that many women were not
ready to face the consequences of a positive test result.
They exerted their decision-making power in a more
socially acceptable way by dropping out directly after
testing. For improved access to and completion of
PMTCT pregnant women need to understand the pro-
cess of testing and voluntarily and consciously consent
to HIV testing [18].

In a qualitative study in the Kibera slum in Nairobi
exploring the reasons for becoming pregnant among
women on ART, we found that women planned to
become pregnant to strengthen their sexual relationships
and possibly formalize them [19]. In this study the
women who did not discuss with their partners felt
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more able to decline testing, as did those in unstable
relationships. These women live in a more insecure
situation and lack support to handle the test results,
while those in stable relationships and those who have
discussed the testing know that they will have support
irrespective of the test-results. Couple testing is often
promoted as a means to increase male partner support.
However, the state of the relationship between a woman
and her partner influences the decision-making of the
woman in relation to testing. Perceived negative conse-
quences of an HIV diagnosis, such as partner abandon-
ment, isolation and loss of financial support, may be an
important reason for women to test alone, to decline
picking-up their test results or to avoid HIV testing
altogether. This study shows the importance of having a
secure relationship and a supportive environment before
the testing. A recent study in rural Uganda showed that
pregnant women often feel heavily burdened by partner
disclosure and couple testing recommendations in rela-
tionships where they feel disempowered and dependant
on their male partner [20]. It becomes necessary to
understand individual women’s sexual relationships and
dependencies on men in order to improve acceptance of
HIV testing and also enrolment and completion of
PMTCT.

The likelihood of selection bias was low since ANC
attendance is high in Kenya, about 90% visit ANC at
least once, and one can assume that our participants
represent of a majority of pregnant women in this area.
The hospitals included in this study are NGO-affiliated
and one can assume that the quality of care is similar
across the PMTCT programs.

Conclusion

High coverage of HIV testing appears to be achieved at
the cost of pregnant women'’s lack of knowledge that
testing is optional. Good quality HIV pre-test counseling
is central for making pregnant women understand and
accept the reasons for testing and encourage consent to
HIV testing, an important prerequisite for the conse-
quent completion of the PMTCT program by those who
are HIV infected. While provider-initiated HIV testing is
necessary to increase the number of women who access
PMTCT and ART, caution must be taken to actively
involve the woman during the consent process, to
respect their autonomy and improve the enrollment and
completion of PMTCT. Intensive community campaigns
are warranted to raise awareness of the HIV testing
being performed at ANC and the reasons why it is
being carried out, to sensitize the community and make
them better prepared to make informed decisions.
Health authorities could collaborate with NGOs to dis-
seminate information, improve education and increase
communication at household level in rural areas to
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supplement human and material resources shortages.
More work is needed to understand how best to develop
testing policies that both protect the voluntary consent
process and expand testing to increase the implementa-
tion of functioning PMTCT-programs in areas with
high HIV prevalence in SSA.
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Decisions on motherhood among women on ART
in a slum in Kenya- a qualitative study
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Abstract

Background: The African Medical Research Foundation antiretroviral therapy program at the community health centre
in Kibera counsels women to wait with pregnancy until they reach the acceptable level of 350 cells/ml CD4 count and
to discuss their pregnancy intentions with their health care providers. A 2007 internal assessment showed that women
were becoming pregnant before attaining the 350 cells/ml CD4 count and without consulting health care providers.
This qualitative study explored experiences of intentionally becoming pregnant among women receiving highly active
antiretroviral therapy (HAART).

Methods: Nine pregnant women, six newly delivered mothers and five women wanting to get pregnant were
purposefully selected for in-depth interviews. Content analysis was used to organize and interpret the women's
experiences of becoming pregnant.

Results: Women's choices for pregnancy could be categorized into one overarching theme 'strive for motherhood'
consisting of three sub-themes. A child is thought of as a prerequisite for a fulfilled and happy life. The women
accepted that good health was required to bear a pregnancy and thought that feeling well, taking their antiretroviral
treatment and eating nutritious food was enough. Consulting health care providers was perceived as interfering with
the women's decisions to get pregnant. Becoming pregnant as an HIV-infected woman was, however, complicated by
the dilemmas related to disclosing HIV infection and discussing pregnancy intentions with their partners.

Conclusions: Motherhood is important to women on antiretroviral treatment. But they seemed to lack understanding
of the relationship between a high CD4 cell count and a low chance of transmission of HIV to offspring. Better
education about the relationship of perceived good physical health, low CD4 cell count and the risk of mother to child
transmission is required. Women want to control the domain of childbearing but need enough information to make

healthy choices without risking transmission.

Background

An internal assessment in 2007 (unpublished results) at
African Medical Research Foundation (AMREF) commu-
nity health centre which provides free antiretroviral ther-
apy (ART) in the Kibera slum in Nairobi, showed that 64
out of the 468 women on antiretroviral therapy conceived
when their CD4 cell count was below 350 cells/ml,
against all recommendations and without receiving any
preconception counseling. Women enrolled on antiretro-
viral therapy at the AMREF community health center are

* Correspondence: Patricia. Awiti@ki.se

1 Karolinska Institute, Department of Public Health Sciences, Division of Global
Health, SE- 171 77 Stockholm, Sweden
Full list of author information is available at the end of the article

told that they can have children with a high chance to be
born free of HIV if the correct precautions are taken, and
women are urged to discuss their pregnancy intentions
with health care providers to enable pre-conception
assessment and plan for prevention of mother-to-child
transmission of HIV (PMTCT). Women on antiretroviral
therapy are counseled and advised to wait with pregnancy
until HIV is suppressed and a stable CD4 count of 350
cells/ml is reached. In addition the counseling stresses
consistent condom use to reduce the risk of transmitting
the virus and sexually transmitted infections (STIs) to
their partners and having timed unprotected sex during
the most fertile days. Studies have shown that persons liv-
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ing with HIV continue having a sexual life after diagnosis
[1-3]. Many want to have children and have intentional
pregnancies [4,5]. The optimum levels of CD4 cell count
and timed conception significantly reduce the risk of
transmitting HIV to both a partner and an unborn child
[6,7]. It was thus important to understand issues regard-
ing becoming pregnant among women on antiretroviral
treatment.

The value put on children varies between societies and
depend on the functions and needs they fulfill for both
parents and community [8-10]. In African societies chil-
dren ensure the continuity of the family lineage, confer a
sense of continuity and inherit family land and wealth
[11-14]. The highly regarded funeral traditions may also
be affected by the fertility status of the deceased. Thus
children safeguard a proper burial for their parents
[13,14]. For the individual, an HIV diagnosis is thus not
only associated with fear of death, but also with anxiety
caused by the realization that one may die without being
married or having children [15]. Childlessness and infer-
tility are very stigmatizing and often associated with pro-
found negative social repercussions in African societies
[13]. Women are usually blamed for childlessness [16]
and regardless of HIV sero-status, they therefore want to
realize motherhood. With the scale-up of antiretroviral
therapy in Kenya, women living with HIV have the
opportunity to bear children with a greatly reduced risk
of mother to child transmission.

However, very little is known about why women with a
low CD4 count may choose to become pregnant despite a
higher risk of MTCT and pregnancy-related morbidity,
and without consulting health care providers. In this arti-
cle, we explored the reasons behind this behaviour, aim-
ing to inform and adapt service provision to better meet
the needs of HIV-positive women and increase the
uptake and coverage of PMTCT and safe motherhood
monitoring. The aim of this study was to explore experi-
ences of intentionally becoming pregnant among women
receiving highly active antiretroviral therapy (HAART).

Methods

Study area

The Kibera Community Health Centre supported by
AMREEF, a non-government organization (NGO) is situ-
ated in the Kibera slum in Nairobi. It is estimated that
about 60 percent of Nairobi residents live in slums [17].
The Kibera slum, which has between 0.5-1 million peo-
ple, attracts migrants from rural areas in search of
employment and livelihood [18]. The existence of many
entertainment spots providing alcohol, drugs and large
networks of commercial sex workers make Kibera a high-
risk environment for HIV transmission [19]. The exact
figure for HIV prevalence in Kibera is unknown, but it is
estimated to be higher than the national prevalence of 7%

Page 2 of 10

[20]. Kibera has an inadequate coverage of health care
services and inhabitants depend on informal health care
providers and a few primary health care facilities run by
NGOs. Men engage in a wider range of informal jobs
than women who often perform domestic work or petty
trade. Kibera constitutes a highly mobile and sexually
active young population living closely together in deplor-
able conditions and interacting in loosely structured sex-
ual relationships [21]. Although men and women may live
in permanent unions, it is hard to predict sexual exclusiv-
ity and monogamy in these relationships [22].

The antiretroviral therapy program at the Kibera
Community Health Centre
The Kibera health centre offers preventive, diagnostic
and basic health care, including services focusing on
immunization and reproductive health. An antiretroviral
therapy program was started in 2003 and provides free
treatment and care, including home based care and
adherence support for HIV-infected individuals. The
clinic also provides free voluntary counseling and testing
(VCT) and HIV prevention of mother to child transmis-
sion (PMTCT) services. Initially, antiretroviral therapy
enrolment was based on the world health organization
(WHO) clinical staging only, but CD4 and viral load test-
ing were later introduced. In 2006 the routine use of viral
load was discontinued due to economic restraints but
when needed the samples are sent to the national refer-
ence laboratory, at the Kenya National Medical Research
Institute (KEMRI), located at the national referral hospi-
tal Kenyatta. The first line treatment consists of Nevirap-
ine, Lamivudine, Stavudine or Zidovudine. As second
line treatment Abacavir, Didanosine, Lopinavir or Teno-
fovir is used. No third line treatment is available.
Counselors and post-test clubs (PTCs) support adher-
ence and retention in the antiretroviral therapy program.
Additional support is provided through treatment liter-
acy training for children and adults, social assessments
and change of pill-regimes to fixed doses. At the time of
antiretroviral therapy enrolment, social workers record
personal and contact information of patients to enable for
tracing in the event that they default. Tracing of default-
ing patients is done by community health workers with
support from PTCs. Patients are followed up every three
months by a clinical officer to assess adverse drug effects,
clinical staging and adherence to antiretroviral therapy,
and to replenish their antiretroviral medicines. CD4
count is performed every six months with the exception
of pregnant women who undergo routine testing every
three months. As of January 2009 the antiretroviral ther-
apy program had enrolled 2535 adults of whom 1326
were on antiretroviral treatment. The health centre had
six clinical officers, 19 nurses, four midwives and two
staff each for counseling, nutrition-advice and VCT.
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Study design

This study employed qualitative methods aimed at
uncovering, explaining and giving meaning to human
behaviour from the perspective of those being studied.
Qualitative interview methods facilitate rapport while
enabling the interviewer to maintain focus on the issue at
hand [23,24].

The research team consisted of a Kenyan sociologist
(OAU) residing in Sweden, a Kenyan physician and epi-
demiologist (FI), a Swedish medical doctor and epidemi-
ologist specialized in HIV and AIDS (AME), a Swedish
public health scientist (BR) working in the field of HIV
and AIDS and a Kenyan social worker (DI). No one in the
team worked clinically with the patients at the antiretro-
viral therapy clinic. While in Kenya, OAU worked with
projects on HIV/AIDS prevention and control focusing
on gender and sexuality interventions. Her background in
combination with her experience from field work and her
public health perspective bring knowledge and contextual
understanding to the study.

Sampling of informants

The informants were purposively selected from the regis-
ters at the antiretroviral therapy and PMTCT programs.
The criterion was that the women had been on HAART
for not more than six months and the theoretical assump-
tion was that their experiences of becoming pregnant
would differ depending on the time-line of pregnancy.
Through the registers, it was possible to identify three
different groups. The first two groups were located in the
registers then retrospectively identified and the third
group was prospectively identified. The groups were: (i)
pregnant women (ii) women who had delivered in the
past 12 weeks and (iii) women who were seeking to
become pregnant. Ten were pregnant, eight had delivered
and five were seeking a pregnancy. A community health
worker sought the help of a female leader of the post-test
club to identify women attempting to become pregnant
and enrolled in antiretroviral therapy at the Kibera com-
munity health centre.

One community health worker contacted all the groups
of women and introduced them to the study. The women
willing to participate provided verbal consent and were
asked to indicate the time and place of the interview. The
interviews were performed at the clinic or home within
three days of providing informed consent. No one
declined to be interviewed. However, three women
dropped out for other reasons.

Data collection

The main author performed all the interviews. A semi-
structured question guide (additional file 1) was used
during the interviews, which were tape recorded with the
participants' permission, and conducted in Kiswahili. We
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asked the women to describe freely and reflect on preg-
nancy in general and how they prepared for and achieved
it. We used probing during the interviews to explore
motivations for pregnancy, the women's role in achieving
it, pregnancy discussion with the partner, HIV status dis-
closure, and interaction with medical providers. Positive
and negative experiences and perceived problems and
challenges in seeking childbearing during antiretroviral
therapy were also probed. Initially one woman from each
of the three groups was interviewed. A preliminary analy-
sis was conducted by OAU and DI to provide insights and
a chance to improve the flow and clarity of the questions.
The women were not given any incentives or rewards.
Scenarios that could arise during interviews were dis-
cussed with a nurse, social worker and counselor in
advance to prepare for situations of emotional distress
that could arise. The staff shared their experiences and
gave OAU ideas on how to handle situations that required
emotional assistance. A counselor was available for refer-
ral for women who needed support.

Data analysis

Data were analyzed qualitatively using content analysis,
guided by Graneheim and Lundman (2004). Initially, the
transcribed material was read a number of times to get a
general sense of the material. Meaning units, which are
key phrases in the text, were identified, condensed and
outlined. Codes were then ascribed to each meaning unit.
The codes were then compared and grouped into sub-
categories. This comparison was performed consistently
to identify emerging categories that were further com-
pared, re-organized and merged into sub-themes and one
overarching theme. The coding and analysis were first
carried out by the OAU independently and then together
with AME and BR. Sub-categories, categories and themes
were arrived at by consensus between the authors to
describe the women's experiences of becoming pregnant
of the women. An example of the coding procedure is
shown in figure 1.

Trustworthiness of the study

Trustworthiness is related to the ability of the study
method to capture the reality of those being studied. In
this study, OAU's prolonged engagement in understand-
ing the functioning of the antiretroviral therapy and
PMTCT programs at the AMREF Kibera health centre,
her participation in field visits and data collection activi-
ties were crucial. Using face-to-face interviewing enabled
the interviewer and informant to build rapport and dis-
cuss issues freely. Peer debriefing sessions and joint anal-
ysis by the research team, who represented different
disciplines and experiences, were important to increase
the credibility of the study results.
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Condensed meaning units are coded

Subcategories Category

K afraid that the man/\

will react violently Fear
Violence
-the man will blame
me and think I have Blame
many sex partners Knowledge
- I know women Negative repercussions
slandered and
insulted

ﬁ know telling is \

The voice

within

@

-I might infect him and

right but I dare CD Withholding
not
information
-not giving him a Selfish
chance to protect .
is selfish Wrongdoing
Self-centred

there is no other way

Figure 1 Coding process from meaning units to category.

Ethical Considerations

Ethical approval was obtained from the Kenya Medical
Research Institute (KEMRI) and Karolinska Institute.
KEMRI has an ethical review committee, which vets all
research proposals that involve humans. The committee
is accepted by the Ministry of Health as a National Ethical
Review Committee. All study participants were assured
that their anonymity would be strictly upheld throughout
and after the study period. It was stressed that participa-
tion in the study was voluntary, and participants could
withdraw at any time with no effect on them, their family
or care and treatment given. Each woman gave a verbal
informed consent because of their high illiteracy levels

and reluctance to have a written record of their signatures
on the informed consent form. Interviewing well-
informed women living with HIV about their sexual
behaviour, including unprotected sex and non disclosure
of HIV infection, requires great sensitivity not to impose
on the women's integrity or confuse the role of researcher
with that of a counselor [23].

Results

Characteristics of the study population

In total 50 women were eligible to participate in the
study. Twenty-three had been invited to participate and
20 were available for interviewing. The informants were



Awiti Ujiji et al. BMC Women's Health 2010, 10:13
http://www.biomedcentral.com/1472-6874/10/13

aged between 22 and 45 years. Sixteen had primary
school education and all were Christians. Nine of the
women were pregnant; six had delivered within the last
eight weeks and five were seeking a pregnancy. Six
women were single, six cohabiting, four married and four
widowed. All women had disclosed to their mother, sister
or aunt. Six women had disclosed to their partners. The
women's parity ranged from two to five. None of partici-
pants had a regular income.

A theme on becoming pregnant

One theme 'strive for motherhood' consisting of three
sub-themes emerged from the women's descriptions
about reasons for becoming pregnant despite a low CD4
cell count. Each sub-theme illustrates a different aspect in
the process of achieving a pregnancy (Figure 2). 'Activat-
ing motherhood' refers to women's explanation for preg-
nancy and their role in achieving a pregnancy, while the
theme 'Between silence and openness' points to the
dilemmas that women face in their decision to share or
not to share their HIV infection and pregnancy intentions
with their partners. 'Predicting the unpredictable' is an
illustration of how the role of the clinic in pregnancy is
not meeting the needs of the women when they wanted
to become pregnant. The emergence of the theme 'strive
for motherhood' is shown in figure 2.

Activating motherhood

The women wished to regain self-status and that was

achievable through motherhood. Pregnancy was pursued

as a proof of recovery and evidence of regained self-con-

trol.
Before I was falling sick........ I am recovered now. What
is important....... is to eat properly to have energy and
be strong. To carry it [pregnancy] needs strength and it
[childbirth] tests........the body. I became pregnant........
when I could cook and wash for myself.......there was
no one to help me here [Kibera]. I had to be able to
take care of myself .......just as I did before my illness.
(Pregnant and widow 30 years old)

The women knew that children would also improve
their status in their original family and make them recog-
nized. They described a child as a proof of the presence of
a man in their lives. This link was evidence of them being
attractive and capable of seducing a man. Women with-
out children often lacked acceptance.

The women underscored the importance of establish-
ing a relationship with a man when seeking a pregnancy.
They employed tactful 'soliciting' to attract men and
played an active role in pursuing and keeping a man. The
women knew that men perceived them as sex providers
and they used sex to lure men into a relationship.

All they [men] see in us [woman] is sex...... I just dress
smart and have a nice hairstyle for them [men] to see
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me.......he [man] will surely look and want me. ......1
will flirt and show interest. (Single 38 year old plan-
ning a pregnancy)

The women described how condoms were intentionally
undesirable when they wanted to conceive. They
explained that men did not want to use condoms after a
few encounters and that improved their chances of
becoming pregnant. Seeking a pregnancy after previous
sex encounters was preferred as condom use subsided.

Children were vital in uplifting the women's image and
were always welcomed by the women. Women in stable
relationships reported that they would also get a child to
make the man happy and maintain the union, and also
opted for a pregnancy to meet a partner's need to name a
child after family members or to consummate a new rela-
tionship.

My husband treats me well.......gives me money........ to
buy food and clothes.....he [husband] pays the rent..... I
will get pregnant......he wants to name after his father,
mother or any person he loves....he will be happy...He
will always be concerned for it [child]......the child has
replaced his relative.......it  [child] is a living
reminder........I will take care of him and the child.
(Delivered and married 34 year old)

I have been seeing him [partner] for two years [in the

ner| loves me........ he [partner] wanted me to have a
child......his own blood to bond us ...he was serious
about staying with me...... and build a family. (Preg-
nant and cohabiting 28 year old)

Delaying to achieve a pregnancy could disrupt a much

needed relationship.

It was not my intention for it [pregnancyl]....my hus-
band wanted another child.....it took four months [to
conceivel...my husband kept asking....if I was using
them [birth control pills] but I wasn't .....he was very
impatient.....he threatened me....... he will chase me
away...... if I could not get it [pregnant]. (Pregnant and
married 34 year old)

Between silence and openness

Two dilemmas were encountered in their quest for
becoming pregnant: (i) fear of disclosing their HIV status,
and (ii) not being able to discuss their desire for a preg-
nancy openly with their partners. The women expressed
guilt of possibly infecting the partner, but also feared that
revealing their HIV status could expose them to stigma
and the risk of abandonment by the possible partner:
thereby minimizing their chance of getting pregnant.
Even though the women acknowledged that disclosure to
a sexual partner was vital, many concluded they would
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Interview issues Categories and subcategories Sub themes  Theme
ﬂ Regaining status through \
Motivations motherhood
for
pregnancy I. Pregqapcy a proof of recovery
2. Regaining self control
3. Resuming childbearing
Activating
C2. Women actively planning a motherhood
regnanc
Role of preg y S
women in N 1. Tactful “soliciting” @ T
pregnancy 2. Condom intentionally R
undesirable 1
3. Pregnancy maintaining Vv
lationshi
relationship E
C3. The voice within F
Disclosing 1. Stigma 0
HIV status 2. Guilt R
and sharing 4’\ 3. Risk of abandonment Between
pregnancy 4. Mistrust silence and
intentions ‘\/ openness M
C4. The audible voice o
1. Strengthen trust G T
2. Spouse dependence H
3. Resource scarcity E
R
Role of CS. Clinic interfering in the H
clinic in women’s decision to become O
pregnancy pregnant O
1. Providing permission to D
become pregnant
2. Testing for possibility to Predicting the
become pregnant unpredictable
C6. Sex is private and unpredictable
1. Sex is between woman and
partner

Kz. Unpredictable nature of sex

Figure 2 'Strive for motherhood' - a theme on becoming pregnant when CD4 is low.
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still keep this information secret to maintain the possibil-

ity of being in a relationship and becoming pregnant.
I know telling him [partner] about it [HIV infection] is
right......I choose not to......I look bad for thinking of me
... he [partner] can get that [HIV] from me but you
need to understand my situation [want a child]......1
cannot get it [pregnant] if he leaves or chooses to use a
condom. (Widow 33 years old and planning a preg-
nancy)

Non-disclosure also ensured that the woman could be
in a relationship with another man if the current relation-
ship did not last. Not being identified as HIV infected
made it possible for them to approach men and men to be
around them. This created an opportunity for women to
find another man.

1 will never get a man here [in Kiberay.....if  am known
to have HIV. No man will want me [to befriend]....not
even seen together as friends. He [man] will be teased
and laughed at.......I will be an embarrassment.....and
no pride to a man. (Pregnant and single 26 year old)

The women feared that a discussion about pregnancy
intention could be seen as trying to impose on the man.

1 do not reveal that [pregnancy intentions]....he [man]
will think that 1 want to give him responsibility [a
child]...... or trap him to marry me....he [man] may get
frightened [of pregnancy]......and insist on using a con-
dom...... or just leave me. (Delivered and cohabiting 25
year old)

When asked how they perceived disclosing and dis-
cussing pregnancy, women often described a time pro-
cess. They initially wanted a child and feared not having a
man to make them pregnant. After getting the child, the
women were prepared to disclose and discuss a preg-
nancy when they wanted marriage.

The most important thing..... I want to prove my capa-

worry about the other things [love and marriage]
afterwards. (Delivered and married 44 year old)

All women felt that disclosure could strengthen partner
trust as it showed their openness, encouraged partner
support and improved communication. However, this
happened only after the women had satisfied their desire
for a child and did not fear losing the man. They felt that
discussing pregnancy intentions for additional children
was vital because resources were scarce and there was a
need to plan for the future of an expanding family.

Predicting the unpredictable

When asked how they felt about becoming pregnant
without involving the clinic, the women expressed indif-
ference. Pregnant women and the newly delivered moth-
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ers did not regret their action. They felt that the clinic had
no role in planning a pregnancy. All women expressed the
willingness to have a healthy pregnancy, but they per-
ceived the role of the clinic as interfering in their decision
to become pregnant. They felt that the recommendation
to wait with pregnancy until the required level of CD4
cell count was reached could delay the pregnancy. They
felt that the clinic was restricting them and expecting
them to ask for permission to become pregnant.
They [clinic] want me to wait [pregnancy] yet I am
ready [healthy]. I see no need for them [clinic] to know
when I want it [a child]......it [child] is mine and I get
one when I want. (Cohabiting 33 year old planning a
pregnancy)

The women felt that the clinic was taking tests to make
a decision on their capability to become pregnant and
carry a pregnancy. For some of the women, the testing
was perceived unnecessary.

They [clinic] want to check me [woman's health] before
becoming pregnant....I will not go for that [CD4
count]. I know and experience it [good health].....I live
in this body. They [clinic] cannot tell me what I feel....it
is the other way round [woman tells the clinic how she
feels].....tests want to tell me what I already know.
(Pregnant and cohabiting 37 year old)

The women acknowledged being treated well and wel-
comed by the counselors. They expressed satisfaction
with their providing information about childbearing
when living with HIV. The women hinted that this infor-
mation was obtained also from PMTCT advertisements.
Women who had given birth to children free of HIV pro-
vided testimonies in TV-shows or on billboards that anti-
retroviral therapy is effective and bearing healthy
children is a possibility. This information gave the women
hope and inspired them to seek a pregnancy, but it did
not mention discussing pregnancy intentions with the
clinic or that a pregnancy needed special tests. That
treatment was free and accessibility was described as
important. In addition the advertisements underlined
that PMTCT programs existed just to serve HIV-infected
women like them who were pregnant.

I can get it [baby]......the treatment [antiretroviral ther-

[Lucy] got a healthy child after taking medicine [anti-
retroviral therapy]. (Delivered and married 34 year
old)

When asked how they felt about the advice to have
timed unprotected sex, the women expressed resent-
ment. They described sex as a private and unpredictable
act. Others felt that unprotected sex did not just happen,
but it was a desire difficult to dictate.
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Discussion

This study highlights the various decisions faced by the
women on ART in the urban slum of Kibera, from decid-
ing for a pregnancy through to achieving it, and the
determination to actively plan to control their lives in the
process.

The findings show that in this urban slum setting,
women became pregnant by 'activating motherhood), i.e.
actively planning and strategizing to get pregnant and
having children. A child gave them identity and recogni-
tion in the community, and thus happiness and fulfill-
ment as women. Their motivation for a pregnancy
seemed to depend on the perceived meaning of a child
and the importance of bearing one's own child. These
findings are consistent with other studies performed in
African societies which show that the identity of a woman
is pegged on her capacity to bear children and that chil-
dren are equated to a fulfilled life as a woman [14,25]. As
a result of the increased antiretroviral therapy availability
women saw a possibility to restore their status through
motherhood also shown in other studies [26,27]. Our
study has gone a step further to also reveal the meaning
of pregnancy as a sign of recovery from ill health. The
capability to perform a woman's duties including resump-
tion of child bearing was a means of obscuring the HIV-
infection and assuming the same status as women with-
out the virus.

Regained health was interpreted as feeling strong and
not falling sick - a sign that HAART is working [27,28].
For the women being strong enough to take care of them-
selves and performing normal duties were signs of the
good health permitting for seeking a pregnancy. They did
not understand that physical improvements were often
experienced before the recommended laboratory health
markers were achieved. This perception gap between lab-
oratory health markers and individual health indicators
should be addressed during counseling, so that women
understand how it relates to their childbearing goals. The
women required better education on the relationship
between low CD4 count and high risk of HIV transmis-
sion from mother to child. The informants in this study,
just as many residents of Kibera have low education lev-
els. Counseling could therefore be clearer and simplified
to meet the needs of illiterate and semi-illiterate women.
Women want to control the domain of childbearing but
need enough information to frame the choices in a way
that still makes them feel empowered. They want to bear
healthy children but felt the preconception care was
attempting to ‘predict the unpredictable. To them
becoming pregnant was a private desire that could even-
tually include their partners but where clinic staff were
outsiders. The preconception counseling was poorly
matched to the contextual structures influencing how
women achieved a pregnancy, i.e. how women and men
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established sexual relationships. As the PMTCT adver-
tisements did not explicitly mention counseling or the
need to monitor CD4 cell counts to optimize the timing
for pregnancy, such components were met with resent-
ment and skepticism.

The women were tactical when establishing a relation-
ship that made it possible to have sex without a condom.
Their role in planning a pregnancy was based on their
knowledge of men's behaviour towards sex. The reluc-
tance to use a condom among men was exploited by the
women who knew that after a few encounters the con-
dom would be disregarded and disappear. Other studies
have shown how the use of male condoms varies with
partner types and that it is lowest with regular or married
partners [29,30]. Although the women regarded conceiv-
ing within established relationships as preferable, they
faced the dilemma 'between silence and openness', dis-
closing their HIV status or not, discussing pregnancy
intentions or not. Family members particularly females
seemed to be more preferred and trusted when disclosing
a positive HIV status, which has also been shown in
another in a study from Nairobi [31]. The fear that their
partners could react negatively to the HIV diagnosis and
leave them without a man to conceive with was a big con-
cern. Similarly a study in Tanzania found that reactions of
male partners to an HIV-diagnosis was a major concern
for women [32].

Discussions with the partner about a possible preg-
nancy were also avoided as the women feared it might
encourage condom use or that the man would leave.
However women also told about men who were eager to
have children and how they accepted becoming pregnant
to maintain a relationship that seemed permanent. The
possibility that the partner might want a child made
women in stable relationships always anticipate child-
bearing. The decision to disclose HIV infection means
weighing enormous potential consequences, both posi-
tive and negative. The women in this study expressed
guilt for not giving their partners a chance to decide upon
condoms. However, the need to get pregnant and attain
status was more important to them than to protect a
partner and remain unfulfilled and unhappy. When the
desire for childbearing was at stake, the rewards of trans-
parency were outweighed by the risk incurred. The
women might choose to disclose when their need for
children is satisfied.

Methodological Considerations

The fact that OAU had been seen at the health centre for
a period of time before the interviews may have influ-
enced her relations with the respondents. It was thus
important to underline her role as a researcher and that
what they said would not affect their access to health care
at the facility. OAU's pre-knowledge about the context
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and the topic were mainly an asset to the study, but it was
also important to at times put it within brackets to allow
for unanticipated findings.

Our study explored how women intentionally become
pregnant and their reasoning around it. Issues on contra-
ceptive use were mentioned in the interviews and will be
discussed elsewhere, as they had no prominent role when
pregnancy was desired. The study could have benefitted
from understanding the relationship of the women with
their partners when a pregnancy was not the goal, but as
this was not discussed during the interviews it is not part
of the study. Also the importance a pregnancy and a child
ascribe to the status and acceptance of women in the
Kenyan society made it so obviously part of any relation-
ship and that is where the interviews focused. None of the
women mentioned being engaged in transactional sex for
survival, which may be a result of the selection of the
women through the antiretroviral therapy program and
the focus on pregnancy and childbearing. Further studies
are needed that explore the interplay between men's rela-
tionship patterns and pregnancy needs particularly how
cohabiting women manage to hide their status when on
HAART.

Even if the findings in this study refer to the women
participating, the desire for motherhood and the loose
societal control making a pregnancy possible are factors
true for many women in urbanizing Africa.

Conclusion

Motherhood is important to women on antiretroviral
treatment. But they seemed to lack understanding of the
relationship between a high CD4 cell count and a low
chance of transmission of HIV to offspring. Better educa-
tion about the relationship of perceived good physical
health, low CD4 cell count and the risk of mother to child
transmission is required. Women want to control the
domain of childbearing but need enough information to
make healthy choices without risking transmission.

Additional material

Additional file 1 Interview guide. Questions asked to study participants
to obtain information on intentionally becoming pregnant.
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Abstract

This study explores type identities of rural and urban slum women on antiretroviral
therapies (ART) who become pregnant. Narrative structuring was chosen to develop two
type narratives that illustrate how rural and urban women handle their HIV-infection and
how they reason and decide about PMTCT-adherence during pregnancy and childbirth.
Women in rural areas described their lives as ‘secure and family controlled’. This gave the
women security and predictability in life, but also meant that it was difficult to keep secrets
about HIV infection. For women in the urban slum area the narratives were a tale of the
uncertain and hard to predict reality in the slum, but also about self-reliance and
decisiveness. They portrayed themselves as ‘vulnerable and striving to survive’ thus
managing a tough situation without long-term solutions. We conclude that pregnancy poses
different social challenges in rural and urban areas affecting how women choose to manage
their adherence to PMTCT, which is also affected by HIV stigma and lack of disclosure.

Keywords — Pregnancy; HIV/AIDS; PMTCT; social identity; Kenya



Background

In most societies in Africa having children is synonymous with having a happy and
fulfilling life giving a high status in society (Emneyonu et al. 2008; Cooper et al. 2007). By
becoming pregnant and having children women not only meet the expectations of society
but also demonstrate good health (Awiti Ujiji et al. 2010). Access to programmes for the
prevention of mother-to-child transmission of HIV (PMTCT) and to antiretroviral therapy
(ART) mean that the risks with childbearing and parenthood have decreased for women
living with HIV (Cooper et al. 2007, Emneyonu et al. 2008). Because of stigma, however,
many women choose not to participate in PMTCT (Koenig et al. 2002; Medley et al. 2004;
Varga, Sherman, and Jones 2005) and many children are born with the infection (WHO
2010). Models of how stigma exerts its negative effects have emphasised the social aspects
as people experience HIV stigma differently depending on their group affiliations and place
of residence. How HIV-related stigma varies within and between rural and urban
communities has, however seldom been explored in research in Sub-Saharan Africa (Yebei,
Fortenberry, and Ayuku 2008; Turan et al. 2008; Okal et al. 2009).

In this study, we will use the concept of ‘group affiliation’ introduced by the German
sociologist Simmel (1955) and further expanded by Pescosolido and Rubin (2000) to
describe how patterns of relationship form and change when society changes, and how this
in turn influences identity formation and decision-making. Simmel describes pre-industrial
societies as formed in concentric circles, whereby participation in the smallest group also
means participation in the larger groups. The complete overlap of ‘group affiliations’ in pre-
industrial societies ensures strong ties between individuals and their social relations. This
closeness entails a level of control and enhances social security, but gives little room for
deviating personal development, and levels of tolerance for the new and unexpected are
low. In contrast, in modern societies the circles are only partly overlapping. The individual
stands at the intersection of diverse group affiliations, which provide choice and freedom.
They maintain different ties with different groups, having loose and weak connections with
some circles, while stronger with others. Their affiliations are more flexible and short-lived
and thus also provide less social security. In this paper, Simmel’s concept of varying ‘group
affiliation’ (Pescosolido and Rubin 2000; Simmel 1955) depending on level of social and
productive development is used to analyze differences in perspective between women living
in rural Busia in Kenya and the slum of Kibera, Nairobi in that same country.

This study aims at identifying the type identities of HIV-infected women on ART who
become pregnant and describes and explains their behaviour and decisions in relation to
type of residence or socioeconomic group affiliation.

Methods
Study design

Narrative structuring was chosen to analyze the stories of HIV infected, pregnant women as
a way to explore how they talk about their lives thereby explaining their decisions and
creating identity (Frank 1995; Riessman 1993). The narratives are based on the stories told
by the women in unstructured dialogues between the participants and the researcher
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following a thematic question guide (Townsend et al. 2010). They represent the views of
those participating in the study and are used to develop themes about identity, relationships
and behaviour (Kvale 1996).

Study area

Busia in Western Kenya is a rural and resource-poor district with agriculture, fishing and
small scale trading as main economic activities (Central Bureau of Statistics 2003). The
daily average income per household is about seven US dollars. The houses are normally
made of mud with grass-thatched roofs. Society is organised around the extended families
with many generations living together in the family homestead. When the young woman
marries she moves into the homestead of the husband and becomes part of their system of
group affiliations, where the mother-in law and the other older women make the decisions
leaving little room for own initiatives by the young couple. Already as a child in a similar
homestead she was socialised into her future role as a wife. The Trans-African Highway
from Mombasa to Lagos passes through Busia and has contributed to a HIV-prevalence of
close to 20% at antenatal clinics (Kenya National AIDS/STI Control Programme
(NASCOP) 2008). The majority ethnic group is Luhya with a few Luo speakers.

Kibera is a large slum settlement in Nairobi. The population (0.5 to 1 million) consists
mainly of highly mobile young men and women (Erulkar and Matheka 2007). People
migrate into Nairobi from all parts of Kenya looking for an income, for education
opportunities or to get away from stagnating village life. Most of them start their urban life
in Kibera and move on when the opportunity occurs, but for some Kibera becomes a more
permanent home. People come into Kibera alone or with relatives and develop new social
networks including neighbours, church-groups, co-workers or women-groups. They consist
of different people with different norms and goals and are mainly independent, but may also
partly overlap. Dwellings are often small and shared with a few people. High levels of
poverty characterise Kibera with more than half of the population living on less than two
US dollar a day. The existence of many entertainment spots providing alcohol and drugs,
and large networks of commercial sex workers make Kibera a likely environment for HIV
transmission (Gulis et al. 2004).

Participants and data collection

Pregnant women already enrolled in ART were purposively recruited to explore how they
describe and explain their behaviour and decision-making in relation to the challenges in
following PMTCT recommendations. The selected women were fully aware of their HIV
diagnosis, of the benefits of adhering to treatment and of how to reduce the risk of mother
to child transmission. Pregnant women on ART (15 — 24 years) were identified through the
PMTCT registers at a district hospital in Busia and a non-governmental community health
centre in Kibera and contacted by a community health worker from the PMTCT
programme. Those who were willing to participate in the study and share their experiences,
were informed about the aims of the study and their contribution, and asked to give consent
and suggest time and place for the interview. Twenty-eight women: 12 in Kibera (5 Luos, 4
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Luhyas and 3 Kambas) and 16 in Busia (12 Luhyas and 4 Luos) were interviewed. No one
declined to participate.

The research team in consultation with the health providers developed a thematic
interview guide, which was translated into Kiswahili and Kiluhya. It was field-tested with
similar respondents for clarity of language, comprehension and content. The interviewers
discussed scenarios that could arise during the interviews with a nurse, a social worker and
a counsellor from each setting in advance, to prepare themselves for situations of emotional
distress. The health providers shared their experiences and gave the interviewers ideas on
how to handle difficult situations.

Interviews took place in Kiswahili, Sheng (a language consisting of a mixture of English,
Kiswabhili and locally coined terms) or Kiluhya depending on the interviewee’s preference.
In Busia, a female nurse conducted the interviews in Kiluhya and the principle investigator
those in Kiswahili and in Kibera an anthropologist interviewed in Sheng and the principle
investigator in Kiswahili. The unstructured qualitative interviews allowed the informants to
tell their stories with minimal interruption except for probing by the interviewer. This gave
the informants the opportunity to talk about their experiences of becoming pregnant when
living with HIV, coping with the pregnancy and planning for the delivery. In this paper the
domains being explored were the reactions towards the pregnancy among social relations,
the challenges experienced during pregnancy in relation to adhering to HIV treatment,
following hospital appointments, disclosing the HIV infection to significant others and
having skilled hospital deliveries. We also looked for how the pregnant women prepared for
childbirth. With the permission of the participants the interviews, each taking about an hour,
were tape-recorded. Interviewing was continued until the interviewer felt that there was no
more new information to be obtained (Kvale 1996). All interviews were transcribed
verbatim and translated into English by the interviewers.

Method of data analysis

All the transcripts were read several times to gain a general sense of the experiences and
thoughts of the participants. The actions and behaviours of people (social actors) around the
women and their relationships to the women were used as a frame of analysis when
interpreting their experiences, their understanding of the situation and their ways of coping.
The reading focused on content (what did the women experience and how did they behave
in these experiences) and coherence (how did the women reason and depict themselves and
their behaviour). The interviews were searched for stories showing how the women justified
their actions and decisions. There was constant comparison of the transcripts on partner
involvement and support, HIV infection disclosure, reactions from social networks to the
women becoming pregnant and following PMTCT recommendations. The women’s
behaviours when dealing with each of the above-mentioned issues were identified.

While reading the transcripts we made condensed notes on the patterns and characteristics
of each pregnant woman and then in relation to their urban and rural residence. During
analysis, we alternated between being ‘narrative finders’ looking for the narratives
contained in the interviews and ‘narrative creators’ moulding the stories of the women into
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two understandable and coherent stories (Kvale 1996). Thus, the final narratives are a
condensation of the many stories told by the women into two richer, condensed and
coherent thematic stories, including the varied experiences of the women (Kvale 1996).

In the narratives the participants described their daily lives and their environment, the
stigmatising reactions to their pregnancy, how they managed the stigma and how it affected
their adherence to PMTCT. Narratives are not exact records of what actually happened but
represent how the participants choose to tell the story to the interviewer at the time of the
interview (Frank 1995; Kvale 1996). When people tell their stories they try to explain their
choices and actions, to make their life understandable to the listener, and to formulate an
identity they can live with (Mischler 1986). Thus the values and interests of the narrator
will influence how the story is told depending on who the listener is and when it is being
told. As the past is selectively reconstructed, stories and memories of troubling events may
be reformulated when retold and a life-narrative is always a representation of what the
narrator chooses to tell at a special time (Riessman 1993). Still the stories people tell about
their lives, or special events in their lives, help us understand their choices and decisions in
life (Mischler 1986).

Ethical Considerations

Ethical approval was obtained from the Kenya Medical Research Institute (KEMRI) and
Karolinska Institute. All study participants were assured that their anonymity would be
strictly upheld throughout and after the study period. It was stressed that participation in the
study was voluntary, and participants could withdraw at any time with no effect on them,
their family or the care and treatment given. Each woman gave verbal informed consent
because of the high illiteracy levels and the perception that signing a consent form could
mean a strong commitment.

Interviewing well-informed women about the situation of their pregnancy, when already
suffering from a condition perceived to be life threatening and equated to death, requires
great sensitivity not to impose on the women’s integrity or confuse the role of researcher
with that of a counsellor (Kvale 1996).

Findings

The findings show that women living with HIV on ART and who choose to become
pregnant, experience stigma and decision making power differently depending on social
affinity (closed/open relationship networks) and type of residence (urban/rural).

In creating the two type-narratives we focused on behaviour that was common among the
rural and the urban slum group and characteristic for their social situation. Individual
deviations pertaining to special circumstances were not included as we were looking for the
typical situations. The narratives were created out of the many different interviews of the
two groups to show how the pregnant women handled their HIV-infection and how they
reasoned around and decided about PMTCT-adherence. All pregnancies were intentional



and ethnicity, marital status and number of children delivered after the HIV diagnosis did
not appear to influence following PMTCT recommendations among the women.

The first narrative is derived from the interviews with women in Busia. All were married,
three were living with men who were not the father of the unborn child and nine were in
their second marriage. Seven had lost their previous partner to AIDS. The second narrative
is based on the interviews with women residing in Kibera. Three were married, seven
cohabiting and two living in stable relationships. The major topics include (a) stigma
experiences in urban and rural areas, (b) challenges of following PMTCT recommendations
in open/closed social networks and, (c) residential and socioeconomic influences for home
or hospital delivery. Nekesa and Jane (pseudonyms) tell their stories.

‘Secure and Family Controlled’ (Busia)

Nekesa, 23 years old is married and lives with her husband and extended family in one
compound. She has disclosed her HIV infection only to her husband, who is also HIV-
infected and he supports her through HIV treatment and PMTCT. As Nekesa is pregnant,
she enjoys the unlimited family support normally guaranteed during pregnancy. She is
relieved of household chores and given care for the unborn child and herself. The pregnant
challenges her wish to keep the HIV infection secret.

I wanted a pregnancy and told my husband when I became pregnant. He

told my mother-in-law, who invited fellow church members to pray for my

good health and the wellbeing of the baby. Everyone treats me nicely and is

happy for me. They enjoy that I am fertile. My pregnancy makes my husband

proud that another child is on the way. Our home is big and the children

help in chores such as fetching water, collecting firewood and herding cows.

My mother-in-law tells me to rest and take it easy. Elders perform

traditional rituals emisiro kinyala for the child and me to appease the dead

relatives and to seek their blessings. I take traditional medicines that are

boiled and drunk or rubbed over my belly to keep diseases away. I know it is

wrong to take traditional medicine together with antiretroviral medicine, but

I cannot refuse. My family would be upset as if did not want to be part of

them. I would be seen as going against the ways of our forefathers and

against our culture.

I laugh with them and I care for them but I am not telling them about my
HIV infection. My husband and I keep our sickness a secret, but it is just so
hard to pretend. We fear we would cause much pain to the family and
ourselves if we disclose. We do not want to make them worried. We do not
want to make them cry. We are alive not dead. I go to antenatal care with
my husband’s sister or my mother-in-law. Normally they remain in the
waiting bay as I meet the doctor or talk to the midwife. At home I take my
medicine in my bedroom in hiding from the family. Otherwise they may ask
why I take medicine everyday and be suspicious that I have the bad illness. I



will not go to the hospital for the delivery, as it will make my mother-in-law
and everyone know I have it. My result is on the card. The nurse will want
to know when I took medicine (ARV) last. All this time my mother-in-law
will be beside me and will understand. My mother-in-law will be present
also when the baby is born and is to be given medicine. I will be found out. I
fear the negative things that could happen like being chased away, seen as
an embarrassment, thought of as dying soon, avoided and even blamed for
the disease.

I will stay with my labour pains and only tell my mother-in-law when
delivery is close. Then she will call a traditional midwife. I have the baby’s
medicine with me but it will be hard to give the baby medicine because of
the midwife and my mother-in-law. Instead I will go to the clinic a day after
and the baby will get the medicine there. No one will ask questions because
babies delivered at home should be taken to the clinic to see the doctor. I
will be happy that the placenta is to be buried behind my house and in the
child’s father’s land. This will link my child to his dead relatives. The
hospital usually throws it in the rubbish to burn. Leaving the placenta out of
the home is breaking the child’s cord to his clan.

The stories of how the women dealt with the situation during pregnancy and PMTCT in
their rural social contexts were very similar among the 16 women interviewed in Busia.
However, women with older children seemed less worried about birth complications and
successfully convincing mothers-in-law about home delivery compared to first time
mothers. Planning for a home delivery was easier if wives of older and married brothers to
the women’s husbands had delivered at home previously.

In summary, the women in Busia described their lives as ‘secure and family controlled’.
They lived close together with the members of the extended family, to whom they were
related through marriage. They knew what their role in the homestead was and what was
expected of them and they accepted it. As long as their HIV infection remained secret, life
could continue along the well-known path. However, the pregnancy meant that the elder
women in the family made decisions concerning the health of the pregnant woman and the
unborn child. This forced the pregnant woman to come up with solutions to balance the
expectations of her role and keeping the HIV infection a secret from the extended family.

Yulnerable and Striving to Survive’ (Kibera)

Jane, 28 years old was diagnosed with HIV and is enrolled in ART. Currently she lives
together with her first child and a partner, who pays rent and buys food. She has
experienced stigma because of her HIV infection, but is now living positively having
accepted her situation. She is also a member of the post-test club (PTC) and volunteered in
educating the community on HIV prevention before her pregnancy was visible. She is
knowledgeable about PMTCT and decided to become pregnant. However, the reaction of
the community towards her pregnancy was surprising.



This pregnancy is good for me and it shows that my partner and I are
serious about our relationship. As a woman, the more children I have the
more respect I get from the community. My partner provides for my needs
and cares for me now that I will have his child. I am happy to have another
child. However, my neighbours are unhappy with the pregnancy. They
blame me for becoming pregnant when already sick with a dangerous
disease. They say I am not serious when not protecting others people’s lives.
I am accused of not following the rules on HIV prevention [e.g. consistent
condom use] and scorned for engaging in unprotected sex. I am called a
murderer because of intentionally sleeping with someone without a condom,
as there is no medicine to cure HIV. I am blamed for being pregnant, as |
will soon be dying and leave the baby without a mother. My baby will be
suffering and also die. My partner also gets ridiculed and his joy is turned
into sorrow. He is picked on and told to leave me. He is unhappy, worried
and in deep thought. Fingers are pointed at him because of making me
pregnant and bringing death to himself.

1 feel discriminated against when receiving such negative comments. The
PTC members stopped visiting me because they too were insulted for not
advising me against the pregnancy. My relatives live too far away to know
about the disease to hear me being called a HIV woman. I was left alone
because of getting pregnant when sick and was afraid of leaving my house of
fear for being insulted now that my stomach is showing. I asked myself what
was wrong, why my pregnancy made people look at me differently from
before. My partner is a casual labourer and has to go out every day to look
for work. I was alone in the house even fearing someone could harm me.
You cannot know what someone might do to you when you are considered
useless and not serious. So, after discussing with my partner, I decided to
leave the house and go to live with my cousin. In the house it is only my
cousin, the child and I and as the woman in the house I have to do
everything: washing, cleaning, fetching water and buying food to cook. I am
now the woman in the house. I forget to go to see the doctor and sometimes
also to take my medicines. If someone helped me with the work it would be
easier.

I will go back home to my partner’s house to deliver there. I know it is
important to deliver at the health centre but I will not. It will take an extra
day before I can go home. Women without HIV can leave almost
immediately after delivery, but those like me have to stay longer. It is
difficult for me, as I have to take care of my house and the other child. I will
not be considered a responsible mother and wife if I let my family go hungry
after my pregnancy. I will get a mkunga [traditional birth attendant] to help
with the delivery at home. Normally she uses gloves and does not ask about
HIV status. She will work in my house and it will be possible for me to be in
control. The mkunga cooks, washes clothes and utensils, and fetches water



Jor four to five days. She can also feed the older child. I will be able to rest. I
have medicine for the child and I that we will take after the delivery. For me
it is about wanting to have a healthy child and to be a good mother and wife.

Although the lives of the women in Kibera were typically presented as vulnerable and
striving to survive, there were some variations in their stories. Those women whose HIV
infection was unknown to the community did not experience the same negative reactions
and did not find a need to move elsewhere. However, they talked about fear of stigma if
their infection was disclosed in the community. They were better able to follow the PMTCT
appointments and did not miss taking HIV medicines. However, they also did not plan a
hospital delivery, as it would prevent them from fulfilling their womanly role in the house.

To summarise, life for the women in Kibera was a tale of the uncertain and hard to predict
reality in the slum. They had chosen and developed their social networks and developed
when moving into the area, thus achieving some sense of security and belonging. With the
visible pregnancy, however, these social networks failed them and the women portrayed
themselves as ‘vulnerable and striving to survive’.

Both rural and urban women avoided disclosing their HIV infection and experienced stigma
during pregnancy. Their different social networks and relationships lead to different
behaviour and reasoning in relation to PMTCT-adherence.

Interpretation and Discussion

The choice of narrative structuring as method proved to suit our data well and gave the
opportunity to focus on what was typical for the women in the two areas selected for the
study. Based on our knowledge of the context and the careful process for data-collection
and analysis we think these stories represent the situation of the women well. The two
narratives highlight how differences in social composition and way of life between the
urban and rural settings lead to varying experiences when becoming pregnant and, thus also
to different strategies for managing PMTCT adherence.

Daily life and social environment

In their narratives, women in Busia described their lives as ‘secure and family controlled’.
They lived close together with the members of the extended family, to whom they were
related through marriage. They knew what their role in the homestead was and what was
expected of them and they accepted it. As long as their HIV infection remained secret, life
could continue along the well-known path. The social networks they belonged to
encompassed everyone in the village in concentric circles (Pescosolido and Rubin 2000;
Simmel 1955), and they would meet the same people for church on Sunday and in the
market or hospital during the week. Most of what happened in the village was common
knowledge and all participated in each other’s joys and sorrows. This gave the women
security and predictability in life, but also meant that it was difficult to keep secrets.
Keeping their HIV-infection secret was a choice they made for acceptance and survival.
They and their husbands knew that revealing it would shake the family stability, cause
problems and most probably exclusion. The pregnancy was received with joy and seen as a
gift to the family and the community. It was the responsibility of the whole family and the
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mother-in-law took charge of the wellbeing of both mother and unborn child. This is
consistent with observations that village members are controlled by group expectations and
a good member is one who puts the good of the community first (Oboler 1985).

For the women in Kibera life was different. Their narratives were a tale of the uncertain and
hard to predict reality in the slum, but also of self-reliance and decisiveness. They portrayed
themselves as ‘vulnerable and striving to survive’. Different from in Busia they had chosen
their social networks and developed their relationships with neighbours and others
themselves, when moving into the area. Women belonged to several, partly overlapping,
partly independent, social networks serving different functions and offering them a sense of
security (Pescosolido and Rubin 2000; Simmel 1955). In their longing for identity and
position, women had made the conscious choice to bear a child, which would give identity
as a mother and status as somebody’s woman (Emneyonu et al. 2008; Cooper et al. 2007).
They were aware of the risks to the baby and the responsibility they took on. When
discovering how negatively their closest networks, the neighbours and the peer-group
reacted to their pregnancy, they looked for support from elsewhere. For them, as for most
Kenyans, they turned to relatives, a network with no intersection with their other group
affiliations. Relatives do not fail, but also expect service in return. Here they could keep
their HIV status secret but had to struggle to keep hospital appointments.

The challenges of disclosure and non-disclosure

In both narratives, the women explained how disclosure and non-disclosure strained
existing relationships during pregnancy. It became difficult for the women in Busia to keep
their HIV-status secret, when family members took responsibility for the well being of the
pregnancy and the baby. They lived in a constant conflict of either adhering to the PMTCT-
instructions, not using traditional medicine and delivering in the hospital or following the
advice of the mother-in-law to use traditional medicine and accepting the constant
supervision of family-members. For them, the decision to keep the HIV-infection secret and
not to obstruct the stability of the traditional social set-up was more important than PMTCT
compliance. Their strategising focused around how to stay within the social norms and
avoid suspicion or disclosure of their infection.

For the women in Kibera who decided to become pregnant to gain in position and identity,
the reaction of neighbours and PTC-members when the pregnancy became visible was a
shock. The different social relationships they had established failed them and they were left
to manage by themselves. Their pregnancy raised fear among neighbours, as it was a signal
that not even people who knew better and had been taught about safer sex were to be
trusted. It drew slander over both the women themselves and their partners. Life had taught
these women that they had to solve the situation themselves and they chose to leave instead
of accepting isolation and slander. To manage, they decided to return to the most basic
network, the extended family, for support. During the pregnancy they moved in with distant
relatives in other parts of Kibera, where their involvement with the PTC was not known.
For them the struggle was not to keep their status secret but to manage the duties they had
to do in return for board and lodging as well as keeping the PMTCT-appointments.
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According to Goffman (1963) a person, known or perceived to have a stigma is aware of his
differentness and is adept at managing it. For both groups of women, stigmatisation due to
either disclosure or non-disclosure guided their decisions. For the Busia women, their
identity and security was part of the social set-up they belonged to and they chose to
conceal their status not to disturb the relationships. Adjustment and being part of a
community was guiding their choices. For the Kibera women, HIV-infection was not a
reason for stigmatisation and so they had chosen to be open about their infection. Their
problem was that their choice to become pregnant while being HIV-infected was not
accepted. Their new social networks failed them and they were left to fend for themselves.
The self-surviving mobile women in Kibera found that to break up and leave was the best
option at that point in time and for the short-term future.

Challenges and implication for Prevention of Mother-to-Child Transmission of HIV
There were certain similarities to being non-adherent to PMTCT in the two narratives. The
women missed PMTCT appointments, delayed or missed taking HIV medicines and
planned to have home deliveries because of the fear of stigma originating from disclosure of
the HIV infection. All women had disclosed to their partners and they pointed out how they
trusted their partners to help them follow PMTCT requirements. The importance of the trust
and support of the partners has been shown in previous studies (Ezegwui et al. 2009;
Antelman et al. 2001; Varga, Sherman, and Jones 2005). Partners were consulted in times
of need and they proved dependable and concerned about the wellbeing of the women and
the baby. This supports studies showing that the form of relational ties that exist between
the individual and his/her network determines disclosure of a HIV diagnosis (Miller and
Rubin 2007).

The women were determined to fulfil their roles as mothers and homemakers thus avoiding
hospital delivery to maintain the social image as responsible women. In Kibera, the
community was not always aware that women living with HIV could minimise the
transmission of HIV to their partners and chose pregnancy thanks to ART. Information on
the possibility of childbearing for women with HIV should be available at the community
level to reduce stigma.

All the participants preferred the services of the TBA for delivery because this enabled
them to perform their duties at home and meet the perceived expectations in their
community. The TBA services were preferred because the social organisation of
homebirths, the socio-physical closeness of TBA to the women, their acceptability and
availability, as well as the sensitivity of their services to the cultural, economic and personal
needs of the families, households and communities.

In this study, the women themselves decide what to tell and what to conceal and the
narratives are based on how they chose to depict themselves and what they wanted to
convey about their situation. To enhance trustworthiness, the findings were shared with the
PMTCT programme staff, who recognised the stories as adequate representations of the
women’s situation and experiences. The main criterion for assessing trustworthiness in
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qualitative research is how plausible and coherent the narratives are and how well the
process for reaching the conclusion is described (Riessman 1993; Sandelowski 1991).

Significantly, however, our study focuses on the special group of women who chose to be
become pregnant while on ART. This is a unique sample being studied as many women in
Kenya, as is in other African countries, get to know of their HIV infection during antenatal
care. For newly diagnosed women, knowledge of the infection and the requirements of the
ART would be both new and demanding, and they would probably not have discussed it
with partner.

Conclusion

Our findings identify the difficulties of adhering to PMTCT that the HIV infected pregnant
women face either due to fear of stigma in the closely-knit family network or due to
negative reactions from new social networks in a slum. Despite the differences observed in
these two contexts, HIV-related stigma and lack of disclosure pose important challenges to
PMTCT in relation to maternal and child health.

Acknowledgements

The authors would like to thank the women on PMTCT and the staff of the Kibera
Community Health Centre and Busia Child Survival Project who made this project possible.
Special thanks to the Funyula and Samia district health management teams (DHMTs) for
their support during data collection. This study was funded by SAREC, the research
division of Sida, the Swedish International Development Cooperation Agency.

13



References

Antelman, G., M.C. Smith Fawzi, S. Kaaya, J. Mbwambo, G.I. Msamanga, D.J. Hunter, and
W.W. Fawzi 2001. Predictors of HIV-1 serostatus disclosure: a prospective study
among HIV-infected pregnant women in Dar es Salaam, Tanzania. AIDS 15
(14):1865-74.

Awiti Ujiji, O., A.M. Ekstrom, F. Ilako, D. Indalo, and B. Rubenson 2010. "I will not let my
HIV status stand in the way." Decisions on motherhood among women on ART in a
slum in Kenya- a qualitative study. BMC Women's Health 10 (13).

Central Bureau of Statistics. 2003. Kenya Demographic and Health Survey 2003. edited by
Ministry of Planning. Nairobi: Kenya Government Printers.

Cooper, D., J. Harries, L. Myer, P. Orner, H. Bracken, and V. Zweigenthal 2007. "Life is
still going on": reproductive intentions among HIV-positive women and men in
South Africa. Social Science and Medicine 65 (2):274-83.

Emneyonu, N., M. Maier, [. Andia-Biraro, A. Kaida, R. Hogg, and D.R. Bangsberg. 2008.
ART, fertility desire and recent fertility history of HIV-positive Ugandan women. In
Presented at conference "Switching gears in HIV research”. Johannesburg, South
Africa.

Erulkar, A.S., and J.K. Matheka. 2007. Adolescents in the Kibera slums of Nairobi Kenya.
Nairobi: Population Council.

Ezegwui, H.U., E.E. Nwogu-Ilkojo, J.O. Enwereji, and C.C. Dim 2009. HIV serostatus
disclosure patterns among pregnant women in Enugu, Nigeria. Journal of Biosocial
Sciences 25:1-10[Epub ahead of print].

Frank, A.W. 1995. The Wounded Storyteller Body, Illness, and Ethics. London: The
University of Chicago Press, Ltd.

Gulis, G., J.A. Mulumba, O. Juma, and B. Kakosova 2004. Health status of people of slums
in Nairobi, Kenya. Environmental Research. 96 (2):219-27.

Kenya National AIDS/STI Control Programme (NASCOP). 2008. Kenya AIDS Indicator
Survey (KAIS) 2007: Preliminary report. Nairobi, Kenya: Ministry of Health.
Koenig, L.J., D.J. Whitaker, R.A. Royce, T.E. Wilson, M.R. Callahan, M.I. Fernandez, and
Perinatal Guidelines Evaluation Project Group 2002. Violence during pregnancy
among women with or at risk for HIV infection. American Journal of Public Health

92 (3):367-70.

Kvale, S. 1996. Inter Views - an introduction to qualitative research interviewing. London:
SAGE Publications.

Medley, A., C. Garcia-Moreno, S. McGill, and S. Maman 2004. Rates, barriers and
outcomes of HIV serostatus disclosure among women in developing countries:
implications for prevention of mother-to-child transmission programmes. Bulletin of
the World Health Organisation. 82 (4):299-307.

Mischler, E. 1986. Research Interviewing: Context and Narrative. Cambridge, MA:
Harvard University Press.

Neville Miller, A., and D.L. Rubin 2007. Factors leading to self-disclosure of a positive
HIV diagnosis in Nairobi, Kenya: people living with HIV/AIDS in the Sub-Sahara.
Qualitative Health Research. 17 (5):586-98.

Oboler, R.S. 1985. Women, power and economic change. The Nandi of Kenya. California:
Stanford University Press.

14



Okal, J., S. Luchters, S. Geibel, M.F. Chersich, D. Lango, and M. Temmerman 2009. Social
context, sexual risk perceptions and stigma: HIV vulnerability among male sex
workers in Mombasa, Kenya. Culture Health and Sexuality:2009 May 29:1. [Epub
ahead of print].

Pescosolido, B.A., and B. Rubin 2000. The Web of Group Affiliations Revisited:Social
Life, Postmodernism, and Sociology. American Sociological Review 65:52-76.

Riessman, C.K. 1993. Narrative analysis. London: SAGE Publications.

Sandelowski, M. 1991. Telling stories: narrative approaches in qualitative research. Image-
The Journal of Nursing Scholarship 23 (3161-6).

Simmel, G. 1955. Conflict and the web of group affiliations. , Translated by K. H. Wolff and
R. Bendix. New York: Free Press.

Townsend, L., A. Ragnarsson, C. Mathews, L.G. Johnston, A.M. Ekstrém, A. Thorson, and
M. Chopra 2010. "Taking Care of Business": Alcohol as Currency in Transactional
Sexual Relationships Among Players in Cape Town, South Africa. Qualitative
Health Research [Epub ahead of print].

Turan, J.M., S. Miller, E.A. Bukusi, J. Sande, and C.R. Cohen 2008. HIV/AIDS and
maternity care in Kenya: how fears of stigma and discrimination affect uptake and
provision of labor and delivery services. AIDS Care 20 (8):938-45.

Varga, C.A., G.G. Sherman, and S.A. Jones 2005. HIV-disclosure in the context of vertical
transmission: HIV-positive mothers in Johannesburg, South Africa. AIDS Care 18
(8):952-60.

WHO. 2011. PMTCT Strategic Vision 2010-2015 2010 [cited Accesses February 15 2011].
Available from http://www.who.int/hiv/pub/mtct/strategic_vision.pdf, page 6.

Yebei, V.N,, I.D. Fortenberry, and D.O. Ayuku 2008. Felt stigma among people living with
HIV/AIDS in rural and urban Kenya. African Health Sciences 8 (2):97-102.

15












‘Keeping Healthy in the Backseat.’
How Motherhood Interrupts HIV Treatment in Recently Delivered Women.

Opondo Awiti Ujiji', Anna Mia Ekstrom'?, Festus Ilako?, Dorcas Indalo’, Abigael
Lukhwar04, David Wamalwa3, Birgitta Rubenson'

'Karolinska Institutet, Department of Public Health Sciences, Division of Global Health,
SE- 171 77 Stockholm, Sweden, *African Medical Research Foundation (AMREF) in
Kenya, P.O. Box 30125-00100, Nairobi, Kenya, SAMREF Busia Child Survival Project
(BCSP), P.O. Box 30125-00100, Nairobi, Kenya, *“AMREF Kibera Community Health
Project, P.O. Box 30125-00100, Nairobi, Kenya, Karolinska University Hospital,
Department of Infectious Diseases, Stockholm, Sweden

Corresponding Author:

Opondo Awiti Ujiji, Department of Public Health Sciences, Karolinska Institutet, SE-
17177, Stockholm, Sweden. Email: Patricia. Awiti@ki.se Telephone: +46(0) 739881513

Acknowledgement

The authors would like to thank the women on ART and the staff of the Kibera Community
Health Centre and Busia Child Survival Project who made this project possible. Special
thanks to Funyula and Samia District Health Management Teams (DHMTs) for providing
unlimited support during data collection. This study was funded by the Swedish International
Development Cooperation Agency (Sida).



Abstract

Background. Although there is a large body of literature related to the experiences of
motherhood and the aspects of change that it brings about, how experiences of motherhood
affect care of women with chronic illness is less documented. This study explores how
motherhood in newly delivered HIV-infected mothers in Kenya interrupts treatment.
Methods. Qualitative interviews were performed with 26 mothers on ART in rural and urban
areas. The data was organized and interpreted using content analysis.

Results. The study found that adherence is influenced by contextual differences in socio-
cultural expectations and family relationships. Urban life enabled women to make decisions
on their own and negotiate challenges that were often unpredictable. Women in rural areas
always knew what was expected of them and decisions were not for them alone to make.
The women had difficulties combining adherence with attaining the socio-cultural definition
of ‘good mothering’. Lack of support from health providers and weak health systems
contributed to inadequate stocks of HIV drugs and inaccessibility of HIV care. The theme
‘Keeping healthy in the backseat’” with two sub-themes ‘regaining self-worth through
motherhood’ and ‘mother first - patient later’ were developed.

Conclusion. Motherhood is context specific and follows socio-cultural practises making it
difficult for women in Kenya to follow ART-treatment instructions. There is a need to
reassess HIV-services for mothers on ART to give them a better chance to stay on treatment
and be ‘good mothers’. Context specific HIV treatment policies are necessary for ensuring
adherence and successful treatment outcomes.

Key words: Adherence; Antiretroviral therapy; Childbearing; Fertility; HIV prevention;
Social context;



Background

The increased access to antiretroviral therapy (ART) has enabled infected people to live
longer and healthier and pursue childbearing. As ART has to be taken for life, adherence is
crucial for treatment success. In the past two decades human rights and equity considerations
have played a key role in the formulation and implementation of HIV treatment policies.
Recently there has been increased concerns about the little attention given to the local socio-
cultural realities that determine treatment success in sub Sahara Africa (SSA) (Hardon,
2005). ART gives hope to resume normal life courses including sexual relationships,
marriage and childbearing, and to attain socio-cultural aspirations. During reproduction
women follow cultural practices and perceptions that at times complicate adherence to ART
and general HIV treatment and care.

Motherhood takes place within a cultural context and is shaped by the perceptions and
practices that give meaning to the social construction of motherhood in that culture. Beliefs
and practices take shape around the cultural traits that are passed on from one generation to
the next. These practices are deeply rooted and embedded in society and thus become part of
people’s lifestyles. They are innate and difficult to change as people have adhered to them
throughout their entire lives (Ngomane & Maludzi, 2010). Bhopal (1998) in his studies stated
that: “. .. the woman is judged as a good or a bad mother [within her social
context](Pescosolido & Rubin, 2000)” (p. 492). The HIV and AIDS prevention campaigns
have advocated many changes in the lives of women in the last decade, such as the age at
which to start sexual relationship, marry and even have children. Although there is a large
body of literature related to the context-specific experiences of motherhood and the aspects
of change that it brings about (Liam, 1999; Liamputtong, 2002; Liamputtong & Naksook,
2003; Sethi, 1995; Weaver & Usher, 1997) how the experiences of motherhood affect care of
women with chronic illness like HIV and AIDS are less studied. Obviously illness disrupts
mothering ability as has been shown in nursing studies (Vallido, Wilkes, Carter & Jackson,
2010). However, how chronic illness management is associated with socio-cultural
expectations of reproduction is less understood. In a recent study in Kenya on sexual
behaviour with the hope of becoming pregnant we found that the ability to perform house
chores was a sign of resumed strength and meant good health which was a motivation for
pursuing motherhood against the advice of ART providers (Awiti Ujiji, Ekstrém, Ilako,
Indalo & Rubenson, 2010). In another qualitative study in the same setting about adhering to
PMTCT we found that women reasoned and behaved differently depending on the social
structural variations in a slum compared to a rural area (unpublished data). We argued that
the patterns of social relationships in urban and rural areas influenced pregnant women’s
identity formation and decision-making on PMTCT adherence differently depending on
social environment. Referring to Simmel’s (1955) work on ‘group affiliations’ and social
relationships (Pescosolido, 1992)we demonstrated how the complete overlap of ‘group
affiliations’ in rural areas ensured strong ties between the pregnant women and their family
and community. This inclusive closeness entailed a level of control and enhanced social
security, but gave little room for deviating personal development and levels of tolerance for
the new and unexpected were low. This made following PMTCT difficult as decisions were
not for the pregnant women alone to make but were taken over by elderly women in the
extended family with responsibility for the pregnant woman and her unborn child. The study
further showed that pregnant women receiving ART accepted traditional medicine and
participated in cleansing ceremonies to fulfil community expectations (unpublished data).
When describing social relationships in urban areas Simmel (1955) found that ‘group
affiliations’ to a larger extent only overlap partly and that can be joined and left at wish
without affecting other affiliations. The pregnant women in the slum were able to join



different groups who provided them with choice and freedom to make personal decisions.
They maintained ties with different groups: having loose and weak connections with some
circles, while stronger with others. The affiliations were more flexible and short-lived and
thus also provided less interference. This made the pregnant women in urban areas more
vulnerable to the challenges of daily survival that was normally unpredictable but also more
decisive about finding solutions to overcome the immediate problems. This unfortunately at
times led to not following PMTCT instructions. Our findings suggested that the behaviours
and experiences of residents in rural and urban areas are bound to differ following contextual
variations.

Adherence to ART is crucial for treatment success. Socio-cultural expectations in the
contexts where women live determine mothering. This study explores how motherhood leads
to interrupting HIV treatment among newly delivered mothers in Kenya.

Methods

Study areas

The study was designed to represent both urban and rural areas in Kenya with a slightly
higher HIV prevalence than the national average. The Kibera slum is composed of multiple
villages with a population of 0.5 to 1 million (Erulkar & Matheka, 2007). It is estimated that
one in four Nairobi residents live here (Central Bureau of Statistics, 2003). Most residents are
tenants, with the land being government owned. Dwellings are generally small and of poor
quality. High levels of poverty characterize Kibera with over half of the population living in
poverty. People earn their living through small-scale business or as casual labourers on
building sites. Jobs for women are scarce and many perform domestic work that is often
unpaid. There are no government hospitals in Kibera and health services are provided by
non-governmental organizations. The many entertainment spots providing alcohol and drugs
and the large networks of commercial sex workers make Kibera a high-risk environment for
HIV transmission (Gulis, Mulumba, Juma & Kakosova, 2004).

Busia is a rural and resource-poor area with a high HIV prevalence in Western Kenya
(Central Bureau of Statistics, 2003). The study catchment area has a population of 202,348
living in 312 villages, with 50,000 women of reproductive age and 38,000 children under five
years. There are 22 health facilities that are either private, church or government owned.
Agriculture, fishing and commercial undertakings on small scale are the main economic
activities in the district. The average household in the district generates approximately $84
per month (Central Bureau of Statistics, 2003).

Study design

This study has a qualitative design and aims at exploring how motherhood mitigates HIV-
treatment in newly delivered mothers on ART. The data is collected in a dialogue between
the participants and the researcher. The findings represent those participating in the study and
can be used to develop an understanding of relationships, decision-making and behaviour.

Participants

Female ART recipients with infants aged less than six months were purposively selected
from the registers in the Kibera and Busia PMTCT programs. To get a wide representation
the women were selected not only by residence (urban slum Kibera or rural Busia), but also
in terms of marital status (married /unmarried), duration on ART before pregnancy (newly
initiated <1 years/experience) and number of children (women with older children and first
time mothers). A community health worker at each site introduced the study and its
objectives to the women. Those who were willing to share their experiences and agreed to



participate in the study gave verbal informed consent and were asked to suggest the time
and place for the interview. Twenty-six women: 16 in Kibera and 10 in Busia were
interviewed. No one declined to participate.

Of the 16 women residing in Kibera, three were single, three were married and ten were
cohabiting. Ten had been on HIV treatment for less than one year before the pregnancy. The
longest and shortest time on ART was six years and one year respectively. All were
unemployed and relied on their partners for food, rent and general upkeep. Almost all had
immediate family members living in rural areas. Five had disclosed their infection to the
partner and fourteen had disclosed to a female relative. Thirteen women chose to exclusively
breastfeed their infants at birth.

All the ten women in Busia were married and lived in a hut with the husband in a shared
homestead with the extended family. Even though the women had decision-making power
within their respective households, an elder woman in the family usually the mothers-in-law
oversaw that the larger family lived in harmony. All the Busia women had disclosed to
husbands. The longest and shortest time on ART was four years and one year respectively
with one woman becoming pregnant during the first year on ART. All women were aware of
their HIV infection before pregnancy and were exclusively breastfeeding their infants.

Data collection

The main author performed all the interviews in Kibera and a midwife trained in qualitative
research did the interviews in Busia. A semi-structured question guide was used during the
interviews, which were tape recorded with the participants’ permission. The interviews
were conducted in Kiswahili in Kibera and in Luhyia in Busia. We asked the women to
reflect on adherence to HIV treatment after childbirth and to tell about their experiences.
Probing was used during the interviews to explore views about adherence when being a
mother, including motivations for adherence and challenges in adhering. The interviews
lasted between two and three hours depending on the women’s willingness to talk. The
interviews were interrupted by childcare demands and other tasks that the woman had to
perform. When needed the interviewers stayed on to assist the mother with childcare, and
sometimes cooking and cleaning. The interview guide was piloted to provide insights and a
chance to improve the flow and clarity of the questions. The women were not given any
incentives or rewards. A counsellor was available for referral for women who needed
support but no woman was referred.

Data analysis

Data were analyzed qualitatively using content analysis, guided by Graneheim and
Lundman (2004). Initially, the transcribed material was read a number of times to get a
general sense of the interviews. Meaning units were identified, condensed and coded. The
codes were compared and grouped into sub-categories and categories. In the process of
consistent moving between the fragmented text and the whole, the sub-categories and
categories were re-organized and the theme developed (Graneheim & Lundman, 2004).
The first author initially performed the coding and analysis independently and then together
with the research team. The categories and the theme were arrived at by consensus between
the authors to describe why mothers interrupt HIV treatment during the postnatal period.

Trustworthiness
Trustworthiness is related to how well the study captures the reality of those being studied.
The interviewer’s prolonged engagement in the study area, her following support group



sessions and participating in data collection activities were crucial for understanding the
situation and the stories of the participants. Using face-to-face interviewing enabled the
interviewers and participants to build rapport and discuss issues freely. Peer debriefing
sessions and joint analysis by the research team representing different disciplines and
experiences, were important to increase the credibility of the study results.

Ethical Considerations

Ethical approval was obtained from the ethical review committee of the Kenya Medical
Research Institute (KEMRI) and the regional ethical board at Karolinska Institutet. All study
participants were assured that their anonymity would be strictly upheld throughout. It was
stressed that participation in the study was voluntary, and that they could withdraw at any
time without any effect on them, their family or care and treatment given. Due to the high
illiteracy levels and the reluctance among the women to have a written record of their
signatures only verbal consent was asked for.



Findings

The theme ‘keeping healthy in the backseat’ consisting of two sub-themes (i) ‘regaining self-
worth through motherhood’ and (ii) ‘mother first — patient later’ was developed from the
data. The theme ‘keeping healthy in the backseat’ illustrates how motherhood experiences
when infected with HIV vary in contexts leading to different expectations, dilemmas and
contextual realities that influence adherence to ART/ PMTCT hence the need for context
adapted HIV treatment programs. The sub-theme ‘regaining self-worth’ points to how
becoming a mother gave hope for a normal life that initially seemed challenged by the HIV-
infection through the possibilities for improving social relationships and achieving cultural
aspirations. The sub-theme ‘mother first - patient later’ highlights contextual difficulties in
following the ART/ PMTCT-guidelines leading poor adherence.

Keeping Healthy in the Back Seat
Regaining self-worth through Mother first — patient later
motherhood
Finding selfin | Reduced support for | Not pregnant, not | Healthcare not
motherhood woman after sick supportive after
childbirth childbirth

‘Regaining self-worth through motherhood’

Finding self in motherhood The women explained how the child changed their socio-cultural
context making it possible not only to achieve womanhood but also to regain normal life
even if infected with HIV. For women in Kibera becoming a mother made it possible to
regain dignity while negotiating the challenges of being HIV infected that included
loneliness, poverty and stigma. A child was perceived to make a relationship stronger and
keep the man close. Single women in Kibera told about a child indicating a male presence
and a possible entry into marriage, which gave them purpose in life and a feeling of being
seen as useful in the community. They explained that disclosing the HIV infection had made
it difficult to start relationships and they were worried that as single women they would be
belittled and loose respect.
I feel like am contributing something with my life now that I am a mother. I can
show that there is a man in my life . . . it is hard to get a man when having HIV. 1
am not afraid of being despised anymore because of not staying with a man . . .1
worried about not having a man . . . now I am respected and treated well . . . my
child links me to a man (22 years, 2 years on ART-Kibera).’

Motherhood guaranteed some security and the women told about actively planning the
pregnancy to have a man provide for food that is crucial to taking HIV medicine. Women
whose HIV infection was known in the community described negative reactions from the
community when their pregnancy was visible. A child would convince the community that
they still cared about human life despite being HIV infected and that it was not their intention
to transmit HIV to partners or anybody for that matter. They explained that being a mother
provided the opportunity to show they were humane, good and responsible.

For women in Busia motherhood would ensure that they fulfilled the many expectations of
childbearing that they felt were threatened by being HIV infected. They told of their worries
about not only having children, but also about having children infected with HIV.
Motherhood was a role that they had been socialized to attain and childlessness meant failing
in the wife’s duties and in conforming to cultural values. Children were thought of as a



natural result of marriage and a son was important for clan-continuity. For first time mothers
the child justified marriage and showed determination to abide by the role as a wife. For
mothers with more children it secured their position and the constant praises after childbirth
gave the women self-worth. They were happy to overcome the HIV infection and ensure
continuity of kinship by attaining motherhood.
‘I have proved to myself that I can still be a real woman even when sick. Having
my child reminds me that I have not allowed this disease to hold me down.
Becoming a mother has saved my face and brought pride to my husband and his
family. I am the same with the one without it [HIV uninfected woman] (25 years,
2 years on ART-Busia).’
Despite the different experiences in Busia and Kibera motherhood was an opportunity for
recipients of ART to fit in, be real women and not to be seen as failures.

Reduced support for woman after childbirth After the delivery the women felt a constant
pressure to prove that they were good mothers by performing childcare and domestic chores.
However, it also meant not being allowed to be sick especially without having any visible
signs of illness (a consequence of ART). The lack of social support was mentioned as
hindering the treatment of HIV.

Women in Kibera did not live close to their family members, but during the pregnancy they
had received some support from relatives in the form of food and even with house chores.
This social support was mentioned as crucial when on ART. After childbirth, however, the
women continued to live as before the pregnancy, facing loneliness, the lack of food and no
money.

Instead of being alone with the responsibility the women in Busia lived with the constant
presence of older women, who advised them on how to take care of the children and house
duties. They felt obliged to always do things right according to the requirements and were
striving to be ‘good mothers’ to attract pride and respect from the family. There own health
needs had to be put in the background, as everybody was concerned about the new child.

Mother first - patient later

Not pregnant, not sick The women were all on ART and needed regular contact with a health
facility. They knew about the relationship between good health and adherence and between
adherence and low viral load. Good nutrition was also mentioned as contributing to good
health, a prerequisite for good mothering. However, being a mother you are expected not to
be sick and the women felt it became difficult to seek timely health services. Women in
Kibera were restricted when visiting their families in rural areas and also reported delaying to
seek health care, as they were unsure about the nature of their health problems.
‘I do have headaches and feel unwell . . . it could be because of too little sleep or
worry about the future of my children. Motherhood is stressful and can make
someone feel sick. In my condition it is hard to know if my HIV is the cause or it
is because of mothering these children of mine. (26 years, 3 years on ART-
Kibera).’
In Busia a successful delivery meant that the perceived health risks during the pregnancy
were over. It was common knowledge to the elder women in the community that mothers had
health problems after delivery that were not serious enough to warrant a visit to the health
facility.




‘I have delivered and all went well. How can I convince my mother-in-law that [
need to see a doctor without any severe diarrhoea, pain and constant vomiting or
physical signs? She says headache, stomach pains and body weakness are health
changes caused by childbirth and can be managed at home. She will just give me
herbs and keep me at home (21 years, 3 years on ART-Busia).’

For women who had not disclosed it could be difficult to explain for example the need to
maintain clinic appointments, as they did not have any visible symptoms of the infection. It
became hard to convince elder women to accept visits to the health facility, especially if the
baby was not involved.

Healthcare not supportive after childbirth The staff at the clinics had been very supportive
during the pregnancy, which had enabled the women to adhere to the guidelines of
ART/PMTCT. Now the women had difficulties combining the care of the newborn child and
the expectations of being ‘good mothers and housewives’ with the ART-services, especially
the distribution of HIV medicines. The services were the same as during the pregnancy, but
then others readily helped them with the care of older children and housework. This made the
women feel that there was no consideration for their reality and possibilities to follow HIV
treatment with a newborn child. Long waiting time was a main reason for non-adherence to
HIV treatment. Women in Kibera also complained about nepotism among the clinic staff.
The constant lack of food and income together with the tasks of motherhood were mentioned
as reasons for forgetting to take medicines. Women in formal relationships had partners who
could remind them about the medicines. The women knew the importance of eating well
while on ART and they feared the negative side effects from taking medicine without food.
Nearly all women said that they had interrupted breastfeeding and opted to feed their babies
with formula milk after realizing that they did not have enough to eat. Then they had to skip
meals for the child, as formula milk was too expensive.
‘During the pregnancy I had decided to breastfeed my child. I did so when she
was born but stopped when she was two months because of food shortage. I had
little breast milk and was worried that it was not good enough for the child. [
started on formula milk, which is very expensive. I only eat once a day and save
the money for my baby’s food (30 years, 4 years on ART-Kibera).’
Non-governmental organizations (NGOs) providing PMTCT made it possible for the women
to occasionally get free formula milk for their infants.

In Busia the women worried that the long waiting-times could make them seem incapable
and irresponsible as mothers and possibly distort the aspired image of being ‘a good mother’.
The women complained that the clinic was not flexible and willing to accommodate to their
needs now that they were mothers of newborns with all the attention and expectations that
meant in the family environment.

‘There are only two doctors here at a time to see us (ART patients) ... ...... itis
slow...if only there could be more doctors, it would take less time . . . . The clinic
should consider that [ am now a mother . . . . I should not have to stay here

long....my duties are not complete at home...what kind of mother am
1?...sometimes I choose not to come and stay home without my medicine (25
years, 4 years on ART-Busia).’
The women were also concerned that that the ART clinic was secluded and could lead to the
disclosure of their HIV infections to the community and extended family.



Discussion

Our study illuminates how motherhood impinges on following HIV treatment focusing on (a)
the influence of social context on experiences of motherhood when infected with HIV and (b)
how changes that come with becoming a mother affect adhering to HIV treatment. Our
findings illustrated how women living with HIV engaged in maternal practice that included
love for their children and the wish to protect them from the virus, toil to be good mothers
and meet expectations, and difficulties with adhering to ART/PMTCT guidelines thus risking
good treatment outcomes. Kitzinger (1993) observed that becoming a mother is not only a
biological process but also a social transformation involving the whole life situation of the
woman and her relationships (Kitzinger, 1993). We show that motherhood among women
living with HIV involved managing the illness itself as well as the social consequences when
trying to protect the child from infection and preserving a positive mother identity. In
addition we found that adherence behaviour was different in urban and rural areas because of
the variation in socio-cultural expectations and family relationships.

The women knew that adhering to HIV treatment was a pre-requisite for staying healthy. The
pregnancy attracted attention from relatives who became involved in maintaining the health
of the woman both in Kibera and Busia.

In the context of Kibera survival was tough and the women faced extreme poverty. The
environment was unpredictable and it was not unusual to miss meals. The women told about
having immediate family members living in rural areas. They had distant relatives staying
within Kibera but not close to them. For mothers on ART in Kibera life was all about
surviving on their own and being vulnerable to poverty and its challenges to adhering to
treatment. Even though the relatives did not live close to the women in Kibera, they showed
concern, brought food and helped with house chores. After childbirth the involvement
decreased again and the women had to move on with their lives just as before the pregnancy.
The women had to toil to have basic needs like food, which was important for adherence.
Taking ART on an empty stomach produced negative side effects and the women feared
taking HIV medicine as prescribed when hungry. In Kibera the reality of poverty and high
levels of unemployment make it hard to obtain essential needs for survival. Apart from
worrying about food for herself and the children, the women had to also had to cater for other
needs such as clothes and beddings that needed money. They decided to skip their own meals
S0 as to save money. Although aware of the relationship between adhering to HIV medicine
and eating regularly, they chose to prioritise their children’s wellbeing over their own illness
to prove that they could meet the demands of motherhood and were capable mothers hence
‘finding self through motherhood.” Other studies have shown that the lack of food contributes
to patients not adhering to HIV treatment (Unge, et al., 2008). Our study demonstrates how
the responsibility for a child adds additional reason for poor adherence, when resources are
scarce and have to be shared.

For the women in Kibera sustaining exclusive breastfeeding during ART without food was
difficult. The women knew that their health would deteriorate because they were non-
adherent to ART. Adherence is important for suppressing the HIV and keeping the viral load
in the breast milk low. The women worried about transmitting the HIV to their infants and
thus stopped exclusive breastfeeding. They instead alternated between breast milk and
formula milk, even though they knew it was wrong and initially had decided to breastfeed
their infants at birth. They were also concerned about being undernourished and that the
breast milk would not be enough. According to PMTCT guidelines infants exposed to HIV
should be either exclusively breastfed for six months and rapidly weaned or they should be
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provided with alternative feeding exclusively. Instead of exclusively breastfeeding the
women in Kibera began to alternate between formula and breast milk depending on the
availability of formula, which was distributed free of charge from some PMTCT-programs
(not where the study was done). This had implications for the sustainability of exclusive
breastfeeding. The NGOs providing PMTCT operate independently from each other but
share patients within Kibera. Women could thus obtain free formula milk from other NGOs
for their infants. Poor women even sold some of the formula to get money for food and
instead breastfeed their child intermittedly (personal communication by Dorcas Indalo, social
worker and community mobiliser at the AMREF clinic in Kibera). It is important for PMTCT
programs to counsel about the benefits of sustaining infant feeding methods and prepare
mothers in relation to individual concerns.

The too many demands on motherhood and the women’s strive to be ‘good mothers’
interfered with adherence to ART.

In the context of Busia the mothers on ART had continuous involvement and presence of
female family members. It also meant that the mothers on ART could not make decisions on
their own. Older women were responsible for the health of both mother and child during the
pregnancy and in the period after childbirth. It was common knowledge that health problems
are experienced after childbirth and hospital visits were normally unnecessary. Traditional
medicine was used to manage the health problems at home. Recently, WHO acknowledged
the importance of integrating indigenous medicine with the national health care system
(Homsy, King, Balaba & Kabatesi, 2004). Despite the fact that traditional medicine is the
primary source of health care in SSA, little is known about the interaction between traditional
medicines and ART (Mills, et al., 2006). The women had not disclosed the HIV infection to
the elder women and it became hard to explain the need for visiting the ART clinic to pick up
medicines. This is consistent with findings that non-disclosure and the lack of social support
encourage dropping out of ART (Dahab, et al., 2008). We add on to show that the extent of
social support from a partner during mothering is context specific. Whereas it could benefit
mothers on ART who do not live close to family members such as in Kibera, among those in
living in a traditional rural homestead partner support was limited. The women’s husbands
knew about the HIV infection. However they did not play a significant role during mothering
and did not make any decisions regarding the women’s visit or the child’s visit to the clinic.
This points to the need for HIV service providers to find better way of reaching women on
ART after childbirth in rural areas.

The women looked healthy and thus there was little understanding for their need for regular
follow up in the clinic. The women knew about the importance of keeping appointments and
taking medicines. In Kibera the women made their own decisions about visiting the clinic.
However, they often had to wait and they would chose to go home to perform duties so as to
maintain their role as good mothers. For the women in Busia the decision to visit the clinic
for their own sake was not for them to decide on. If they managed to visit the ART clinic at
the same time as the visit to the child clinic, the long waiting hours often made them give up
and go home. They did not want to be perceived as irresponsible mothers and rather missed
picking up their HIV medicines. Long waiting time, work and family responsibilities, and
being away from home have been shown to be barriers to adherence in ART (Dahab, et al.,
2008; Hardon, et al., 2007; Mills, et al., 2006). Staying long at the hospital could also make
family members follow them to the clinic to see why they were late, which could possibly
reveal their HIV infection.
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Conclusion

Motherhood is context specific and follows socio-cultural practises making it difficult to
follow ART-treatment instructions in Kenya. There is a need to reassess HIV-services for
mothers on ART to give them a better chance to stay on treatment and be ‘good mothers’
Context specific HIV treatment policies are necessary for to ensure adherence and successful
treatment outcomes. An option could be to combine mother and infant clinic appointments
and provide HIV care for mothers at the postnatal clinic. There is also a need to reduce
waiting when they come to pick up their medicines.
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