The Social Context of Prevention of
Mother to Child Transmission of HIV
(PMTCT) in Uganda:

Mothers’ and health care providers’ experiences and lessons for
programme improvement

Joseph Rujumba

Dissertation for the degree philosophiae doctor (PhD)
at the University of Bergen

2012






To all mothers and their health care providers



Joseph Rujumba

Contributors

The study was funded by the Norwegian Programme for Development, Research and
education (NUFU), Essential nutrition and child health in Uganda, grant number NUFU
PRO-2007/10119, a collaborative project between the Department of Paediatrics and Child
Health, Makerere University, Uganda and the Centre for International Health (CIH),
University of Bergen, Norway.

This PhD thesis is a result of the above collaboration. The main supervision of the candidate
was done by Professor H. Kristian Heggenhougen, CIH, and the co-supervision was done by
Professor James K Tumwine, Dept of Paediatrics and Child Health, Makerere University,
Dr. Stella Neema (PhD), Department of Sociology and Anthropology, College of
Humanities and Social Sciences, Makerere University and Professor Thorkild Tylleskar,
CIH.



Social Context of PMTCT in Uganda

Table of contents

Contributors 4
Table of contents 5
Abbreviations 7
Abstract 8
Original papers 9
Acknowledgements 10
Introduction 11
Global overview of HIV and mother-to-child tranSmission ..........c..ceceevecererenieincnenieenencnnecnennes 11
The HIV situation in UGANAa ..........cccevieriieieieiieeieeieieiesie ettt sttt eae e steeseesaessesseessessessessesssessenes 11
The health system in Uanda............cocveriririiieniinieeee ettt 16
The burden of mother-to-child transmission of HIV and the PMTCT programme in Uganda......... 18
HIV Counselling and testing as a key component of PMTCT .........ccccccveviiinieiiniinencnninceeeenes 21
Disclosure of HIV status to sexual partner in the context of PMTCT .........cccoovvvieveveneninieienenenn 22
Health workers, health system and the PMTCT programme.............ccoceeeeeeeeneneneenieneneneeneniennes 23
Social determinants/ social context: do they matter for PMTCT?.....cc.cccvvieienienieieieeceeieeeieeen 23
Theoretical fTAMEWOTK ......cc.eiiiiiiiiieiee ettt bt 24
Rationale and focus of the STUAY ......c..coeiiiririiiiiic et 26
Study objectives 28
GENETAL ODJECIVE ...vveuviiieeieieitecieetete ettt ettt et et et e s teettesbesbeste e st essesseesaessessassaeseessensessesseessensensenes 28
SPECITIC ODJECLIVES ...ttt ettt ettt et b e s bt et et bt e bt e et e sbeeateat e besbesaeensentenbeas 28
Study subjects and methods 29
STUAY AICA.....eeuteeeeiieiete ettt ettt et et et et et et e s te e st e s tete s bt sseestesbesbeestensesseeseessensanseeseensensensesneensensensens 29
STUAY AESIGI..cueneeiteiieteet ettt ettt b e bt ettt s b e bt e e s bt ebe e st et e sbeeb e e st et e nbesbeeatebenbeas 32
Data COLIBCTION ....eiieiiniciiitertet ettt ettt bttt b sttt sttt st ebesbe s 35
LD 1 T2 4 =1 2SS TSRS 36
Ethical CONSIAETALIONS ......c.eouiriiieiiriiniiieiititetet ettt ettt ettt e et sttt st ebesre e 37
Results 39
Paper I: Women'’s experiences of Routine HIV counselling and testing...........cccoeceeevevierenvecrennennens 39
Paper II: Disclosure of HIV test results t0 PArtNers ........ccevereeieriiriinierieniesieeieiesieeieeieeee e eaeenees 41
Paper I1I: Lessons from health care providers to improve PMTCT ........cccooeeieiienienenieieniecierenens 42
Discussion 45
Routine HIV Counselling and testing: implications for PMTCT ........cccceeveviiniecievenecieieie e 45
Meaning attached to HIV test results — notions of betrayal, worry and fidelity ..........cccccoveveenncnne. 49
Between silence and disclosure of HIV s$tatus to partner..........ccoceveeeerienienieeeesienieneeeeieniesiesenennens 49
HIV testing by proxy — an emerging challenge ...........ccccocevievieniiiiieneneeeeeeeeee e 51
Measures to strengthen the PMTCT Programme............c.ocveverierierierienieseseeseessesseseeeessessessesssensens 52
MethodologiCal TEFIECTIONS .....eevirtiriieiieieieei ettt ettt ettt sbe b nae e 55
Reflections on theoretical perspectives used in this thesis .......eceverieierienienieieieeceeee e 63
Conclusions 67
References 68




Joseph Rujumba

Papers

List of Appendices
1. Consent form
2. Interview guide for pregnant women
3. Interview guide for health workers
4. Interview guide for key informants
5. Ethical clearance letters

74



Social Context of PMTCT in Uganda

Abbreviations

ABC Abstinence, Being Faithful and using Condoms
AFASS Acceptable, Feasible, Affordable, Sustainable and Safe
AIDS Acquired immune deficiency syndrome

ANC Antenatal Care

ARVs Antiretroviral drugs

AZT Zidovudine

CSDH the Commission on the Social Determinants of Health

eMTCT Elimination of mother-to child transmission of HIV
HAART Highly Active Antiretroviral Therapy

HC Health Centre

HIV Human immune-deficiency virus
HSSIP Health Sector Strategic Investment Plan
IDIs In-depth interviews

MOH Ministry of Health, Uganda

MTCT Mother-to-child transmission

NVP Nevirapine

PHC Primary Health Care

PMTCT Prevention of mother-to-child transmission of HIV
RCT Routine Counselling and Testing

SDH Social Determinants of Health

sdNVP single dose nevirapine

TASO the AIDS Support Organisation

UAIS Uganda AIDS Indicator Survey

UBOS Uganda Bureau of Statistics

UNAIDS  Joint United Nations Programme on AIDS
UNICEF United Nations International Children’s Emergency Fund

VCT Voluntary Counselling and Testing
VHT Village Health Teams
WHO World Health Organization



Joseph Rujumba

Abstract

Introduction: The prevention of mother-to-child transmission of HIV (PMTCT) programme has
been operational in Uganda since the year 2000, but its performance remains sub-optimal. The
objective of this thesis is to increase understanding of the role of the social context in the delivery
and utilization of PMTCT services, focusing on how pregnant women experience routine HIV
counselling and testing as part of antenatal care, HIV status disclosure to partners and lessons leant
by health care providers, to inform strategies for improving the effectiveness of the programme.
Methods: This was a qualitative study conducted in 2010 in Eastern Uganda. We conducted 1) in-
depth interviews with 30 pregnant women (15 HIV positive and 15 HIV negative) attending the
antenatal clinic at Mbale Regional Referral Hospital, 2) key informant interviews with 6 health
workers involved in providing antenatal care and HIV counselling and testing at the same hospital;
and 3) 24 individual interviews with health workers involved in the PMTCT programmes at 10
health care facilities and 4 key informant interviews with district officials and The AIDS Support
Organisation Mbale (TASO). We did observations at the antenatal clinics at 2 TASO clinics and at
Mbale Hospital. The content thematic approach was used for data analysis.

Results: Most women knew that the hospital provided HIV counselling and testing services as part
of antenatal care (ANC) prior to attending the current ANC visit. Most women perceived HIV
testing within the ANC as a compulsory procedure, a belief that was re-enforced by health workers’
downplay of the opt-out option during health education and counselling sessions. In general, most
women viewed routine HIV testing as beneficial by enabling those who test HIV positive to access
PMTCT services and HIV treatment. Most women who tested HIV positive were satisfied with the
immediate counselling they received. However, they identified the need for follow-up and
supportive counselling to cope with the fears and the stigma of living with HIV. Some HIV
negative women mentioned that the post-test counselling they received was inadequate.

All HIV negative women reported that they had disclosed their HIV status to their sexual partners
but expressed need for support to convince their partners to undergo HIV testing. Women reported
that their partners often assumed that they were equally HIV negative (testing by proxy). Most of
the HIV positive women had not disclosed their HIV status to their sexual partners for fear of
abandonment, violence and accusation of bringing HIV infection into the family. However, the few
positive women who disclosed their status generally experienced positive responses from their
sexual partners. The key lessons for programme improvement were: ensuring constant availability
of critical PMTCT supplies, regular in-service training of health workers to keep them abreast with
the rapidly changing knowledge and guidelines for PMTCT, ensuring that lower level health centres
provide maternity services and ARVs for women in the PMTCT programme and that they had
adequate facilities for effective follow-up and support for mothers.

Conclusion: In this setting, routine HIV counselling and testing services are known and acceptable
to mothers. There is need to strengthen post-test and follow-up counselling for both HIV positive
and negative women to maximize opportunities for primary and post exposure HIV prevention.
Most women who tested HIV positive found disclosure of their HIV status to partners extremely
difficult. Such women should be identified and supported. Pregnant HIV negative women and their
unborn babies remained at risk of HIV infection owing to the resistance of their partners to go for
HIV testing on the assumption that they were equally HIV negative. This notion of HIV testing by
proxy requires further investigation but also should be addressed in health education and
counselling sessions. The voices of health workers in this study revealed that it is imperative for
government, civil society organizations and donors that the PMTCT programme addresses the
challenges of shortage of critical PMTCT supplies, continuous health worker training and follow-
up, and support for mothers as urgent needs to strengthen the PMTCT programme. Attaining the
global and national goal to eliminate new HIV infections in children requires strengthening the
health system as part of the social context to better deliver the PMTCT programme interventions.
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Introduction

Global overview of HIV and mother-to-child transmission

HIV/AIDS remains a global challenge, affecting both adults and children. At the end of
2010, there were 34 million people living with HIV globally, of whom 3.4 million were
children under 15 years of age [1]. Sub-Saharan Africa, with only 12% of the global
population, continues to be the region most affected by HIV/AIDS [1-3]. In 2010, about 70
% of all people living with HIV resided in sub-Saharan Africa. In the same year, 1.2 million
AIDS deaths accounting for 67% of the total AIDS related deaths in the world occurred in
the region [1]. Similarly, of the 2.7 million people who became infected in 2010 worldwide,
about 70% were in sub-Saharan Africa [1]. This represents an addition of 1.9 million people
living with HIV in the region. However, a reduction in HIV incidence has been reported in

22 Sub-Saharan African countries between 2001 and 2009 [1, 4].

In 2010, about 390 000 children were newly infected with HIV, 90% from sub-Saharan
Africa [1]. Over 90% of HIV infections in children below 15 years are due to mother-to-
child transmission (MTCT) [5]. MTCT refers to HIV infection transmitted from an HIV-
infected mother to her offspring during pregnancy, delivery or breastfeeding [5]. The risk of
mother-to-child transmission of HIV without any intervention is estimated to be 5-10%
during pregnancy, 10-20% during delivery, and 10-20% during breastfeeding [6]. In
response, a number of interventions have been initiated to reduce this transmission, often
under the umbrella: the prevention of mother-to-child transmission of HIV (PMTCT)
programme. In high income countries with well-functioning PMTCT programmes, MTCT

has almost been eliminated but remains a challenge in many low income countries.

The HIV situation in Uganda

The first cases of HIV/AIDS in Uganda were suspected in 1982 among businessmen in
fishing communities along the shores of Lake Victoria [7]. Most of the early cases were
concentrated among the young, sexually active and mobile population groups. About 70%
of the early cases were between 20 and 40 years [7]. In the early years, HIV/AIDS took on a

social interpretation. It was initially linked to witchcraft or a punishment to some traders
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who were thought to have stolen [8] goods from their suppliers. As the epidemic evolved,
HIV/AIDS elicited fear, secrecy, stigma and discrimination owing to being associated with

sexual promiscuity, long time of illness and death [9].

Currently in 2012, the national HIV prevalence stands at 7.3% [10], an increase from 6.4%
documented in the 2004/05 survey [11] among adults aged 15-49 years. In the early days
[71, as is the case today, HIV prevalence remains disproportionately higher in urban (8.3%)
than in rural (6.5%) areas [12] where the majority of the people live. These variations
suggest the existence of differences in exposures among urban and rural dwellers, an
indication of the role played by social determinants, like variations in sexual practices and
the norms that regulate sexual behaviour, [7] and the predominance of the cash based
survival mechanisms in urban areas. The HIV prevalence is higher among women (8.3%)
than men (6.1%) and highest among the widowed women (32.4%) and men (31.4%) [10],
followed by those who were divorced or separated (16%) [12]. The HIV prevalence
increases with age and it peaks for women at the age of 35-39 (12%) and at age 40-44 for
men (11%) [10]. HIV prevalence is lower in groups with higher education attainment [12]

also reflecting the underlying social determinants in the spread of HIV.

There are regional variations with Central I region having the highest HIV prevalence of
10.6% while the Mid Eastern region, where Mbale District is located, has the lowest
prevalence of 4.1% [10]. The 2004/05 survey documented higher prevalence in the conflict
affected areas of Mid Northern Uganda relative to other regions, (8.2%) [13]. The 2011
Uganda AIDS Indicator Survey (UAIS) reported a stable HIV prevalence at 8.3 % in that
region similar to prevalence in the Mid Western and South Western regions. The actual
reasons for the stable HIV prevalence in the Northern region are not easy to discern, but in
part it could be due to the return of peace to the region and people moving away from
internally displaced people’s camps to villages. It should be noted that the rebel group led
by the notorious Joseph Kony, relocated to Darfur Southern Sudan, The Democratic
Republic of Congo and the Central African Republic and has, thus, not been active in the
northern region of Uganda since 2005. The stability in HIV prevalence in this region
compared to other rural regions may be a reflection of the reduced interrelated effects of

social determinants of health like displacement, poverty, breakdown in social norms and
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networks, prostitution, excessive use of alcohol [14, 15] and the abduction of children to
become child soldiers or girls to become concubines for the rebels. Overall, the 2011 UAIS
showed a reduction in HIV prevalence in three regions (Kampala, Mid Eastern and East
Central) between 2004/05 and 2011 while the prevalence increased in the remaining seven

regions (Figure 1 and 2).

Uganda is often cited as a success story on the African continent ravaged by the HIV crisis.
Uganda registered significant gains in the reduction of HIV prevalence from about 18% in
the 1990s to 6.4% in 2005 [13]. This has been attributed to strong political commitment,
partnerships, openness in the public education campaigns and the Abstinence, Being
Faithful and using Condoms (ABC) model [16, 17]. The reduction of the HIV prevalence
might also be attributed to the numerous deaths due to AIDS since there was no treatment at
the time until 1998. It might also be attributed to the demographic transition with the young
uninfected growing up [18].

Table 1: Annual estimated HIV incidence in Uganda 2007 to 2010

Estimated annual HIV incidence

Category of population 2007 2008 2009 2010

Adults 87,727 91,967 97,163 102,157
Children < 15 years 25,746 24,878 24,548 24,142
Adults and children 113,473 116,845 121,711 126,299

Source: UAC 2012 [19]

The HIV prevalence is the sum effect of 1) new HIV infections and 2) number of HIV
related deaths. Thus, when ARV treatment decreases the number of HIV related deaths, the
HIV prevalence tends to lose its importance as an easy tool to assess the epidemic. For
instance an increase in prevalence may be the result of a higher number of new infections
(which is negative) or the decrease in HIV related deaths (which is positive). In this regard,
HIV incidence which denotes the number of new HIV infections is a better measure to
assess the epidemic. Over the years, new HIV infections in Uganda have remained

considerably high (Table 1).
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Recent estimates by the Ugandan Ministry of Health revealed that the new HIV infections
have been increasing annually. For instance the annual number of new HIV infections
increased by 11% from 113,473 in 2007 to 126,299 in 2010 [19]. As shown in table 1, the
new HIV infections among adults increased throughout the four year period while new HIV
infections among children below 15 years declined by 6% from 25,746 in 2007 to 24, 142 in
2010, possibly as an effect of the PMTCT programme [19]. This reduction in HIV
infections in children is insufficient to achieve elimination of mother-to-child transmission
of HIV, a national [20] and global target [21]. Overall, the high number of new HIV
infections in the country implies that more effort is needed to scale-up HIV prevention
interventions. The high number of new HIV infections together with more people accessing
HIV treatment contributes to an increase in HIV prevalence in the country documented in
the 2011 Uganda AIDS Indicator Survey [10]. Currently in 2012, about 60% of the eligible
adults and children living with HIV are receiving ARVs [19]. Indeed, there are concerns
that the decline in HIV prevalence in Uganda may have ended in 2000 [13, 20], around the
same time ARVs became available. It is important that HIV prevention interventions are
strengthened to compliment care and treatment interventions. An increase in HIV
prevalence in Uganda reflects a reversal in the gains the country had made in the fight
against HIV. Of the total new HIV infections, 43% are estimated to occur among people in
mutually supposed monogamous relationships [22]. In 2009, a total of 1,200,000 people in
Uganda were estimated to be living with HIV, of whom 610,000 were women aged 15 years
and more [23]. Heterosexual contact and mother-to-child transmission are the major routes

of HIV transmission in Uganda [24].
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Figure 1: Map of Uganda showing the statistical sub-regions used is the 2004/05 and 2011 Surveys
[25]
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The health system in Uganda

Health services in Uganda are provided by both public and private actors, each sub-group
covering about 50% [26]. Public health services in Uganda are provided at district, regional,
and national level (Table 2). At district level, services are organized at community and
health facility levels. The community level services are provided mainly by village health
teams (VHT) which constitutes Health Centre one (HC I). This level has no physical
location. The HC I level is followed by HC II up to hospital level. A health centre 11
provides outpatient services, antenatal care, immunization and community outreach
services; HC III provides all the services provided at HC II, plus maternity and laboratory
services, and has a general ward for inpatients. Health Centre IV provides all services at HC
IIT and surgical services. Hospitals offer all services provided at HC IV and specialized care.
The main challenge, however, is that most of the health facilities are not operating at
optimal levels. For instance, in 2008 only 28% of the 154 HC 1Vs were fully operational
[27]. Low funding limits a steady supply of essential health commodities and the

recruitment and retention of the essential number of health workers [28].

Except for the General and Regional Referral hospitals, all levels of health facilities
currently provide services for more people than they are supposed to, table 2. This situation
is likely to constrain health facility infrastructure and staff in the delivery of health services

including maternal and child health services like PMTCT.

Regional Referral Hospitals provide all services at a district hospital level and more
specialized care. At the end of 2010, there were 13 regional hospitals in Uganda [30]. At the
national level of health care delivery, there are two National Referral hospitals. Whereas the
district health services are managed by the district local governments, the regional and
national referral hospitals are semi-autonomous [26] with their own institutional budgets
and accounting procedures. Districts are responsible for the management and supervision of
public and private health service providers within their areas of jurisdiction while the
supervision of national referral and regional referral hospitals is the responsibility of the

Ministry of Health headquarters [26].
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Table 2: The structure of the health system in Uganda

Level Planned Actual Difference  Location Services provided
population average between
to serve population  planned
served and actual
Health 1000 1000 0 Village Community
centre level, no mobilization, health
(HC1) physical education, basic
structure curative care and
referral
HCII 5000 15,000 +10,000 Parish Outpatient, antenatal

care, immunization
and outreach services

HC 1T 20,000 85,000 +65,000 Sub-county  All services provided
at HC II, and
maternity, general
ward and laboratory
services

HC IV 100,000 188,000 +88,000 County All services provided
at HC II1, and wards,
theatre and blood

transfusion
General 500,000 263,000 -237,000 District All services at HC
Hospital IV, and more wards,
surgery, consultation
and laboratory and
X-ray
Regional 3,000,000 2,308,000 -692,000 Regional Specialist clinical
Referral (3-5 services such as
Hospital districts) psychiatry, Ear Nose

and Throat, higher
level surgical and
medical services,

teaching.
National 10,000,000 34,000,000 +24,000,00 National Provide
Referral 0 comprehensive
Hospitals specialist services

and care, teaching,
research in addition
to services provided
by general and
regional hospitals.

(Adapted from): MOH, HSSIP II [29], MOH, 2" National Health Policy [26], UBOS [25].
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The burden of mother-to-child transmission of HIV and the PMTCT
programme in Uganda

In Uganda, 10% of the people living with HIV are children below 15 years of age [13].
Mother-to-child transmission of HIV accounts for about 18-22% of the total annual new
HIV infections [13, 22] and remains the major source of HIV infection among children. In
2010, a total of 94,000 women living with HIV were estimated to have given birth in
Uganda and 28,000 new HIV infections occurred in children due to mother-to-child

transmission in the same period [1].

The PMTCT programme in Uganda began in the year 2000 on a pilot basis, in a few
districts as a collaborative effort by the Government of Uganda, the World Health
Organization (WHO), the Joint United Nations Programme on AIDS (UNAIDS) and other
development partners. The programme was later extended to all districts by the end of 2004
[24]. Over the years, the PMTCT programme has continued to evolve benefiting from the
experience gained, the emerging evidence and guidance from the international agencies,
especially WHO and UNAIDS. Currently, Uganda implements a comprehensive PMTCT
programme under the leadership of the Ministry of Health (MoH). The main pillars of the
PMTCT programme are: 1) preventing HIV infection in women of child-bearing age, 2)
preventing unwanted pregnancies among women living with HIV, 3) reducing HIV
transmission from women living with HIV to their infants, and 4) providing care and
support for women living with HIV, their children and families [21, 24]. By June 2009, 77%
of all health facilities in Uganda, from hospitals down to Health Centre (HC) III, were
offering PMTCT services, compared to 53% of the health facilities in the same categories in

2008 [13].

Despite the scale-up of the PMTCT programme, marked differences exist in the availability
of PMTCT services by level of health facility. In 2009, PMTCT services were available at
87% of hospitals, 93.2% HC Vs, 73.2% HC IllIs and only 12.4% of the HC 1Is [13]. The
uneven and incomplete coverage of the PMTCT programme reflects structural barriers and
the potential for unequal access to these services which, in part, may explain the undesired

performance of the programme [13]. In 2009, only 52% of pregnant women living with HIV
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in Uganda received antiretroviral drugs for preventing mother-to-child transmission of HIV
[13]. In 2010, it was estimated that 42% of the pregnant women living with HIV received
the most effective ARVs for PMTCT [1]. Low rates of PMTCT coverage have also been
documented in other African countries [31]. A review of PMTCT data at Mbale Regional
Referral Hospital in eastern Uganda covering 8 years of PMTCT implementation revealed
that only 33% of the infants born of HIV positive mothers were given ARVs for PMTCT
under the VCT approach but this proportion increased to about 40% when routine HIV
testing was introduced within the antenatal clinic [32]. This trend depicts some
improvement in the programme, but coverage remains too low to guarantee elimination of

HIV infection in children.

The PMTCT programme in Uganda, like the world over, has been characterized by constant
changes, especially in the guidelines, keeping pace with the international recommendations,
especially by the WHO and UNAIDS (Figure 3). Common subjects for change have related
to drugs used, infant feeding and the mode of counselling and testing. All these have
implications for the implementation of the programme and how it is experienced by service
users and providers. The programme involves HIV counselling and testing of mothers
during pregnancy, antiretroviral prophylaxis, safer delivery practices, and counselling and
support on infant feeding [33]. The first PMTCT guidelines in Uganda were launched in
2002 informed by the pilot phase of the programme that started in 2000. The main drug was
single dose nevirapine for women during labour and single dose nevirapine for babies
within 72 hours after birth. Zidovudine (AZT) from 36 weeks of gestation, during labour
and post-partum was available at a few sites. Replacement feeding was recommended for
HIV positive women. In 2006, Uganda revised her PMTCT guidelines and introduced use
of more effective PMTCT drugs, antiretroviral treatment for eligible women and exclusive
breastfeeding for 3-6 months for HIV positive women. Exclusive replacement feeding was
recommended if it was deemed to be acceptable, feasible, affordable, sustainable and safe

(AFASS) [24].

Since 2006, Uganda has been rolling out the use of Combivir [zidovudine (AZT) 300
mg/lamivudine (3TC) 150 mg] twice a day starting from 32 weeks of pregnancy throughout
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labour and boosted by single dose nevirapine 200 mg at the onset of labour. The women
continue with Combivir twice a day for one week after delivery [24]. The baby receives a
single dose of nevirapine (2 mg/kg body weight) within 72 hours and zidovudine (4 mg/kg
body weight) twice a day for one week [24]. At lower level health facilities, with constraints
in human resources, they continue to use nevirapine single dose for women during labour
and the single dose nevirapine for babies within 72 hours after birth [34]. While single dose
nevirapine is no longer recommended for PMTCT by WHO, in 2009, over half (58%) of the
women who received ARVs for PMTCT in Uganda received single dose nevirapine while
25% received combination drugs for PMTCT [13]. The implication here is that even among
the women who receive ARVs for PMTCT, many still receive less effective drugs unlikely
to guarantee elimination of new HIV infections in children. In 2010, the proportion of
women who received effective drugs for PMTCT increased to 42% [1]. This trend depicts
an improvement in programme coverage, but more needs to be done and the views of health

workers are important in this endeavour.

During the initial phases of the PMTCT programme, focus was on protecting infants from
HIV infection with little regard to the mothers’ health. This presented challenges for
mothers who had to deal with the fear of knowing they had HIV but needed to protect their
babies from being infected [35]. There has been a considerable shift in policy guidelines
since 2006 in favour of more effective and long-term use of ARVs for PMTCT and ensuring
the health of HIV positive women, children and other family members [5, 36]. Currently, in
2012, Uganda is implementing a revised set of PMTCT guidelines adopting option B-plus
which involves providing Highly Active Antiretroviral Therapy (HAART) for life to all

HIV positive pregnant women irrespective of CD4 count [20].
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Figure 3: Key policy changes in PMTCT guidelines in Uganda (Source: MoH 2003, 2006, 2008,
2010 and 2012 [20, 24, 37-39] and WHO 2002, 2006 & 2009 [40-42] guidelines.

HIV Counselling and testing as a key component of PMTCT

HIV counselling and testing is a critical entry point for HIV prevention (including PMTCT),
treatment and support. Uganda began providing HIV counselling and testing services in
1990 using the voluntary counselling and testing (VCT) approach [43] also called the client-
initiated approach or opt-in approach. Between 2000 and 2005, the PMTCT programme in
Uganda used VCT as a dominant model for HIV testing. Under this approach, women
would be offered an HIV test if they requested it and were provided individual pre-test and
post-test counselling [43]. While VCT offered greater autonomy for women in deciding
whether to take the test, it has been criticized for making HIV/AIDS an exceptional disease
and generally having low testing rates. Since 2006, HIV counselling and testing for PMTCT
in Uganda has been offered as a routine service integrated within the antenatal, maternal and
child health clinics [24, 43]. This new model of HIV testing is also called routine

counselling and testing (RCT) or provider-initiated counselling and testing.

The major changes in this model include: introduction of group pre-test
counselling/education, and the routine offer of the HIV test to all clients with a possibility to
decline the test (opt-out) if the client so desires. Whereas routine provision of HIV testing as

part of the antenatal clinic has been part of the standard of care in many high income
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countries, for instance Sweden and Norway since 1987 [44, 45] and France since 1993 [46,
471, this mode of service provision is relatively new in most African countries [48]. The
RCT was introduced following a UNAIDS and WHO recommendation in 2004 [49]. In
Africa, Botswana was the first country to implement this model of HIV testing in 2004 [50].
Routine counselling and testing has been associated with increased HIV testing rates, use of
PMTCT services and early access to treatment for women who test HIV positive in many

African settings [32, 50-53].

In 2010, it was estimated that 63% of all pregnant women in Uganda tested for HIV, a
substantial increase from 18% in 2005 when HIV testing was being provided as a voluntary
service [1]. Similarly, over 90% of pregnant women who attend ANC at health facilities that
provide the service in Uganda are counselled and tested for HIV [13], a likely indication of
high acceptability. While this new mode of HIV testing is being rolled-out to more health
facilities, there are concerns about reduced autonomy among women, the inadequate
counselling received and that HIV testing exposes women to stigma [54, 55]. However,
information on how pregnant women experience HIV counselling and testing under this
new mode of delivery (RCT), especially in low income countries, remains limited yet could

help to improve the programme.

Disclosure of HIV status to sexual partner in the context of PMTCT

Disclosure of HIV status to sexual partners among women who test for HIV as part of the
PMTCT programme is important to facilitate adherence to PMTCT recommendations and is
critical for the success of each of the four pillars of the PMTCT programme including
primary prevention among women who test HIV negative [21, 24]. Moreover, if the woman
got infected during pregnancy or breast feeding, there is an elevated risk of mother-to-child-
transmission due to the initial high viral load [24]. While some studies in the African setting
have documented fear of stigma, accusation of infidelity, violence and loss of support [56-
58] as some barriers to women’s disclosure of their HIV status to their partners, most of the
studies focused on people who test HIV positive [59, 60]. Thus there is a lack of views and

experiences of HIV negative women who, in fact, are the majority.

22



Social Context of PMTCT in Uganda

Health workers, health system and the PMTCT programme

The design and implementation of successful health programmes, including PMTCT,
revolves around having a well-functioning health system, including adequate numbers of
well-trained health workers. The World Health Organization defines a health system as
constituting all activities whose primary purpose is to promote, restore or maintain health
[61]. WHO further contends that health systems are a vital part of the social fabric of any
society [62]. Thus any public health intervention like the PMTCT programme could only
perform to the level and functionality of the health system, of which it is part. Some of the
health system constraints in relation to the PMTCT programme include: scarcity of staff,
limited skills and stock-out of medical supplies among others. A recent Ugandan Ministry
of Health sector performance report indicates that service delivery is constrained by too few
and inadequately skilled staff. Overall, only 56% of the staff positions are filled while stock-
out for drugs remains an ongoing challenge [30]. Within this setting, insights and lessons

learnt by health workers are important to inform programme improvement.

Social determinants/social context: do they matter for PMTCT?

The main theme of this thesis, “the social context”, addresses the question: do social
determinants/social context matter in the performance of the PMTCT programme? Interest
in the relationship between health and social determinants has increased greatly in recent
years. The social context relates to factors such as gender, ethnicity, socio-economic status,
education [63] among others. Focus on the social context/social determinants of health has
gained increased visibility and interest following the two major documents by the World
Health Organization, that is, the 2008 report of the Commission on Social Determinants of
Health (CSDH) [64] and the World Health Report 2008 on Primary Health Care (PHC)
[65]. The CSDH defines social determinants of health (SDH) as “the structural determinants
and conditions of daily life responsible for a major part of health inequalities between and
within countries” [64]. Social determinants thus represent the broad and complex facets of
social, political, economic, environmental and cultural factors that impact on health [63].
They include the distribution of power, income, goods and services, and the circumstances

of people’s lives such as their access to health care and education [64].
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In this thesis we use the term social context to mean the social determinants or conditions
under which the components of the PMTCT programme are provided and utilized. Social
determinants of health like education, religion, beliefs about illness presentation and
treatment, gender roles and power relations, beliefs on illness as source of punishment,
disparities in income, stigma among others, shape how health is promoted, restored or
maintained. In our case, the social context determines how women encounter HIV
counselling and testing, disclosure of HIV status to their partners and the utilization of
PMTCT services in general. For instance, limited staff, and shortage of supplies at health
facilities in the context characterized by poverty and gender inequality are some of the
broader forces that may constrain HIV prevention among women [66] including MTCT
[67]. Family practices such as polygamy, common in many Ugandan societies, may have a
bearing on couple communication and relationships especially about sensitive issues such as

disclosure of HIV test results or encouraging male partners to go for HIV testing.

In Uganda, HIV/AIDS remains a stigmatized condition [68], associated with sexual
promiscuity and denial. Stigma hinders access to HIV testing, treatment and support but
also disclosure of HIV status to sexual partner which has a direct effect on women’s access
and utilization of PMTCT services. While the PMTCT programme has been integrated in
maternal and child health clinics, this process constitutes a structural barrier to male
involvement in the programme as these clinics are perceived as female spaces [67, 69]. Poor
socio-economic conditions have been documented as barriers to infant follow-up [70] and

account for the many women who drop-out of the PMTCT programme [67].

Theoretical framework

This thesis was guided by the Critical Theory orientation as used in Medical Anthropology
sometimes called the political economy of health [71]. Proponents of this orientation
contend that health and well-being are fundamentally linked to the social, economic and
political realities at both macro and micro levels of society [71]. This theoretical
underpinning emphasizes the social and structural forces that underlie the production of ill-
health and the constraints to restore health, including access and utilization of health care
interventions [71]. In this regard, discussion of health problems, separate from their social

context downplays the social relations underlying such problems [71]. The Critical Theory
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tradition, involves paying attention to social structures and relations that generate the
patterns of human behaviour, beliefs and attitudes [72] that may be associated with ill-health
or limited use of health services and resources, in our case PMTCT services. With regard to
the PMTCT programme in Uganda, the social context where women live and access these
services is influenced by the interface between macro and micro level factors. At macro
level, the international and national PMTCT guidelines and how these are implemented at
health system level often characterized by few staff and stock-out of medical supplies will
impact the programme. In addition, the other contextual issues like poverty, stigma, and
gender and power relations and marriage structures may also play out as structural forces
limiting women'’s ability to prevent transmission of HIV to their babies for both women
who test HIV positive and those who test HIV negative. Access to information by women
before attending ANC, the value attached to children, knowledge of ARVs, beliefs about
illness, as some examples of the social context, may also have a bearing on women’s
understanding of HIV testing and disclosure of HIV status to their partners as key elements
for a successful PMTCT programme. In particular, the use of the critical theory perspective
was intended to aid in the understanding of women’s experiences of HIV testing and the
meaning assigned to the HIV test results (Paper I) as well as the lessons learnt by health

care workers on how to improve the PMTCT programme in Eastern Uganda (Paper III).

Gender and power relations emerge as central concepts in the Critical Theory tradition and
this perspective is relevant in our study. To better understand women’s experiences of
disclosure of HIV status to their sexual partners (paper II), we draw upon gender
intersectionality theory [73, 74] to comprehend how the varied social positions that are
assigned to women played out as barriers or facilitators to women’s disclosure of their HIV
status to their sexual partners. Proponents of this theoretical perspective argue that
considering women as a homogeneous group, marginalizes categories of oppression [73,
74]. Thus the basis for intersectionality theory is that various dimensions of social
stratification, for example socio-economic status, gender and age, can add up to great
disadvantage or advantage [75, 76]. In our case, gender intersectionality theory was relevant
to explain how gender interacts with other social positions to influence disclosure or non-

disclosure and the implications this has for the PMTCT programme.
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Explanatory models

We also draw on concepts of explanatory models advanced by Kleinman [77] to explain
some aspects of our study participants’ interpretation and understanding of HIV results.
According to Kleinman a clinical encounter denotes a transaction between patient’s and
doctor’s explanatory models [77] and this reality emerged in our study, especially with
regard to the meaning some of our study participants attached to their HIV test results. The
patients’ explanatory models were particularly relevant in understanding the views of our
study participants which were in disagreement with the medical model and the implications

such opposing perspectives may have for the PMTCT programme.

Rationale and focus of the study

Despite the implementation of the PMTCT programme in Uganda for over a decade, its
performance remains inadequate [13] to meet the national target of eliminating paediatric
HIV. In Uganda, MTCT accounts for about 20% of the total annual HIV infections [22, 78]
and remains the second major source of HIV infection after heterosexual transmission [24,
38]. Within this context, the perspectives of health care providers and pregnant women as
service users are important to better understand what needs to be done to improve the
PMTCT programme. In this regard, the focus for each of the three papers included in this

thesis is described in the following sections.

Though relatively new in Uganda, RCT has been practiced in high income countries as early
as 1987[44, 45]. There is still insufficient information on how pregnant women perceive and
experience this new approach of HIV testing and the implications these experiences may
have for the PMTCT programme. Understanding women’s experiences of RCT was
particularly important, given the low coverage of HIV testing in the general Ugandan
population [13] and the fact that RCT is being expanded to lower level health facilities.
Some studies have indicated that HIV testing is perceived as mandatory [57, 79, 80] and
that women do not fully understand the reasons for being tested [57]. Paper I documents
pregnant HIV positive and negative women’s experiences of routine HIV counselling and
testing within a typical antenatal care setting and formulated suggestions for programme

improvement.
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One of the challenges encountered by women after antenatal HIV testing is disclosure of
their HIV status to their sexual partners. With low male partner attendance of the ANC,
estimated at about 5% in Mbale District [69] where this study was conducted, disclosure
could be a huge challenge for women to undertake especially those who test HIV positive.
In addition, most studies on disclosure have focused on women who test HIV positive, thus
we know little about the experiences and the support women who test HIV negative may
require before and after disclosure. Understanding women’s disclosure experiences
including the role of the social context in which women live could provide insights on how
best they can be supported to improve success for the PMTCT programme. In paper 11, we
document HIV positive and negative women’s experiences of HIV status disclosure to their

partners and the support women require before and after disclosure.

Health workers are important stakeholders in the design, implementation and improvement
of health programmes; although in many instances they have been depicted as the weak link
in health care delivery [69, 81-84]. An evaluation of PMTCT services in Uganda done in
2003, when HIV testing was being offered as a voluntary service, documented challenges
related to staff, space and reluctance of women to test for HIV [85]. Today, when the
programme has operated for a decade, one would anticipate that these challenges could have
been addressed. However, given the sub-optimal performance of the PMTCT programme
[13], the views of, and lessons learnt by, health workers involved in programme
implementation are important in generating ideas on how to improve the effectiveness of the
programme. Thus paper III explores the lessons learnt by heath care workers in the

delivery of PMTCT services.
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Study objectives

General objective

To increase understanding of the social context in which PMTCT services are delivered and

utilized in Eastern Uganda so as to make suggestions for improvement of these services.

Specific objectives
1) To explore pregnant HIV positive and negative women’s experiences of routine HIV

counselling and testing in Mbale District, Eastern Uganda (Paper I).

2) To explore pregnant HIV positive and negative women’s experiences of disclosing their

HIV status to their sexual partners in Mbale District, Eastern Uganda. (Paper II).
3) To document experiences and lessons learnt by health care workers involved in the

delivery of PMTCT services in rural Uganda to better understand what more needs to be

done to strengthen the programme (paper III).

28



Social Context of PMTCT in Uganda

Study subjects and methods

Study area

The study was conducted in Mbale District, Eastern Uganda from January to May 2010.

Uganda is located in East Africa bordering Kenya in the east, Tanzania in the south,

Rwanda in the southwest, the Democratic Republic of Congo in the west and the Republic

of South Sudan in the north (Figure 4).
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Figure 4: Map of Uganda showing the location of study area

Uganda has an estimated population of 34 million people, 56% of whom are below 18

years, implying that the country has predominantly a young population. Uganda’s

population growth rate averaged at 3.2 between 1990 and 2000 [25, 86] and it was estimated
at 3.6 between 2000 and 2009 [87]. Uganda’s population has doubled in the last 20 years

(from 16.7 million in 1990 to the 34 million in 2012). The majority of Uganda’s population

(85%) live in rural areas [25] and depend on subsistence farming. Trends of selected health

and demographic indicators are shown in table 2.
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Table 3: Trends of selected health and demographic indicators for Uganda

Indicator 1990/1 | 2002/3 | 2005/6 | 2011/12
Total population (millions) 16.7 24.2 30 34
Total fertility rate (children per woman) 6.9 6.9 6.7 6.2
Life expectancy (years) 47 50 50 S54**
Infant Mortality Rate (per 1000 live births) 106 87 76 54
Under 5 Mortality Rate (per 1000 live births) 175 156 137 90
Maternal mortality ratio (per 100,000 live births) 510 505 435 310
ANC attendance (one visit) (%) 92 92 94 95
ANC attendance (four visits) (%) 30 42 47 47
Urban population (%) 10 12 13 15
Literacy rate, persons aged 10 years and above (%) 54 70 69 T3
Health facility deliveries (%) 35 37 41 57
HIV prevalence (%) 18 6.1 6.4 7.3
Population below the poverty line (below USD 1) (%) | 56 38 31 25

** Currently in 2012, the literacy rate is estimated at 79% for men and 66% for women while life
expectancy is estimated at 55 years for women and 54 years for men. Sources: UNICEF 2004, 2008
& 2012 [23, 88, 89], UDHS 2006 and 2011[90, 91], UBOS 2011 and 2012 [25, 86], UNFPA 2011
[92], MOH 2012 [1].

Mbale District — study site

Mbale District is about 245 km from Kampala, the capital. The district has an estimated
population of 416,600 people [93], with the vast majority residing in rural areas [94]. Mbale
District has one regional referral hospital, which doubles as the district hospital, and 40
health centres all providing HIV services at different levels [93]. In 2005, the HIV
prevalence in Mbale was estimated at 5.3% in the general population and 6.3% among
women aged 15-49 years [11]. In 2011, HIV prevalence in Mid Eastern Uganda where
Mbale District is located, was reported at 4.1% which is lower than the national prevalence

of 7.3% [10]. The people of Mbale are predominantly Bagisu, alternately referred to as
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Bamasaba or Gisu. In this thesis we use Bagisu as the description for the people of Mbale
District. Lumasaba is a dominant language spoken in the district, though some people speak
and understand Luganda, a language from Central Uganda. The Bagisu, inhabit other
districts neighboring Mbale, such as Sironko, Bududa and Manafwa. Among the Bagisu,
traditional male circumcision is a dominant cultural practice that marks transition from
boyhood to manhood, and is highly publicized through dancing, running around villages and
streets and instilling courage in candidates to be strong and demonstrate that they are ready
to become men. With regard to marriage, Mbale, like many parts of Uganda, is a patri-lineal
society whereby, upon marriage, a woman moves to the husband’s clan and children belong
to the man’s lineage. Customarily, the man is the head of the household. In Eastern Uganda,
where Mbale is located, 72% of the households are headed by men [95]. Thus the majority
of the women depend on their husbands to meet the family needs while women are
responsible for the domestic spheres but also much of the agricultural work is done by
women. Polygamy, though declining, is still practiced in Mbale district. In 2005, almost

29% of women and 20% of the men in Eastern Uganda were in polygamous unions [11].
Mbale Regional Referral Hospital

The study was conducted at the antenatal clinic, Mbale Regional Referral Hospital (paper I-
III), at seven selected health centres in Mbale District, at The AIDS Support Organisatition
Mbale (TASO) and at an outreach site at Bukedea HC IV in Bukedea District (paper III).
Mbale Regional Referral Hospital has an estimated tertiary catchment population of 1.9
million people [32] and serves the districts of Budaka, Bududa, Bukedea, Bukwo,
Bulambuli, Busia, Butaleja, Kapchorwa, Kibuku, Kumi, Kween, Manafwa, Mbale, Pallisa,
Sironko and Tororo in eastern Uganda. Antenatal care services at the hospital are provided
daily on weekdays, and on average 60 pregnant women attend the antenatal clinic per day,
most are new attendees. The study health facilities were selected purposively on the basis of

providing PMTCT services and length of time they had provided these services.

The PMTCT programme at Mbale hospital started in 2002 at a time when HIV testing was
being offered under the voluntary counselling and testing (VCT) approach. In 2006, Mbale
hospital started providing HIV counselling and testing for PMTCT as a routine service

(RCT) [43] and this approach has led to high testing rates among ANC attendees [52].
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Inclusion of Mbale hospital in the study was done purposively for serving predominantly a
rural population and being one of the oldest PMTCT sites in Uganda. The AIDS Support
Organisation (TASO) Mbale, one of the 11 TASO Uganda service centres was studied for
being one of oldest (since 1992) and a major HIV prevention, care and support centre in the
district [96]. By the end of 2009, TASO Mbale had registered a cumulative number of 22
500 clients out of which 3 893 were on ART [97] and had started providing PMTCT

services on a monthly basis at the centre and during outreach services.

Study design

A qualitative study design was adopted to facilitate an in-depth exploration and
understanding of women’s experiences of HIV counselling and testing, as integrated
services within the antenatal care clinic (paper I) and women’s experiences of HIV status
disclosure to sexual partners (paper II), as well as the lessons learnt by health workers for
improving the PMTCT programme (paper III). Indeed qualitative research has the strength
of describing the complexity and breadth of a phenomenon of concern in a natural setting
[98]. Qualitative research facilitates understanding of social processes and concepts from
the perspectives of study participants (pregnant women and health workers), informed by
their lived experiences [99, 100] and the meaning mothers and health workers attach to such
experiences [101, 102]. In-depth interviews (IDIs) with pregnant women and health workers
were conducted to enable study participants to share their experiences with regard to the
PMTCT programme [102]. Talking to people in depth and allowing them to tell their own
stories, provided access to their world-view [100]. In-depth interviews with women were
preferred to focus group discussions since HIV-infection is still a sensitive and stigmatizing
condition in the study setting. The qualitative approach was appropriate to enhance our
understanding of both the process and the outcome of health care policies and initiatives
[103], in this case routine HIV counselling and testing as well as the PMTCT programme in

general. In table 4, the issues explored per group of study participants are summarised.
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Table 4: Summary of methods and issues explored for each paper in the thesis.

Paper and focus

Number and
category of study
participants

Issues explored

Paper |

— Women’s
experiences of
routine HIV
counselling and
testing

Paper 11

— Women’s
experiences of
disclosing HIV
status to partner

Paper I and IT

Paper III

— Lessons learnt to
improve the PMTCT
programme

30 Pregnant women
attending follow up

ANC visit after they
had tested for HIV

- 15HIV
negative
- 15HIV
positive
women

Same as above

6 Health workers
involved in PMTCT
at Mbale hospital

24 Health workers
involved in PMTCT
at 10 health facilities

4 Key informants
2 TASO officials

2 Mbale District
officials

- Characteristics - age, marital status, type of
marital relationship, education, source of
income and parity (paper I and II)

- Open ended questions — prior knowledge
about HIV testing, and experience with HIV
counselling and testing, the meaning of test
results and conduct of health workers.

- whether women had disclosed their HIV
status to their sexual partners or not

-process of disclosure
- benefits and fears of disclosure
- partners’ reaction to disclosure

- Support required by women before and after
disclosure

- Experience with RCT, women’s concerns
about the RCT and what needs to be done

- Disclosure to partners, women’s experiences,
fears and support required before and after
disclosure

- Structured questions on: category/position,
training on PMTCT, and length of time
involved in PMTCT.

- Open ended questions on: routine counselling
and testing, and what could be done to
strengthen the PMTCT programme

- State of PMTCT services, HIV counselling
and testing, maternity, ARVs for prophylaxis
and what needs to be done to improve the
programme
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Selection of study participants

The study participants for paper I and Il were thirty pregnant women (15 HIV positive and
15 HIV negative) attending their subsequent antenatal care clinics after they had tested for
HIV at Mbale Regional Referral Hospital. Study participants were enrolled consecutively
after they had been attended to by health workers. They were selected purposively having
been tested for HIV during their previous visit to the antenatal clinic during the current
pregnancy and had to be 18 years old or more. Eligible women who agreed to participate in
the study were identified through their attending health workers as gate keepers [101]. In
line with qualitative research literature [104, 105], recruitment of women in the study
continued until 15 women had been interviewed in each of the groups and at that time we
felt no new information was emerging from later interviews compared to earlier interviews,

no further interviews were conducted.

To facilitate a better understanding of women’s experiences of routine HIV counselling and
testing as well as disclosure to sexual partners in the study setting, six health workers
involved in providing antenatal care services at Mbale Hospital were interviewed as key
informants. Interviews with women were conducted first and those with health workers (key
informants) later. This helped to crosscheck and follow-up some of the issues generated
during interviews with the women. At the end of each day of data collection, a study team
meeting was held to discuss emerging issues and identify areas for probing and further data
collection. The key insights from study meetings and reading of transcripts progressively
gave me an early opportunity to understand the data and prepare for detailed analysis.

Besides, such early insights were shared with supervisors during debriefing meetings.

For paper III, we purposively recruited 24 health workers involved in the PMTCT
programme at ten selected health care sites in Mbale and Bukedea Districts. Health workers
included in the study had worked at the study health facility for at least 6 months and were
working in the PMTCT clinic at the time of the study. In addition, two district officials from
the Department of Health Mbale and two administrators from TASO Mbale participated in
the study as key informants. To enable follow up on the suggestions made by health workers

on how to strengthen the PMTCT programme, key informant interviews were conducted
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after those of health workers. Since Mbale hospital was the main study site, at the end of the
data collection phase of the study, preliminary insights emerging from the study were shared

with staff working in the antenatal clinic.

Data collection

Paper 1 and I

The main methods for data collection for paper 1 and II were: in-depth interviews with
pregnant women and key informant interviews with health care workers. Semi-structured
interviews [106] were conducted to elicit information on women’s experiences with routine
HIV counselling and testing as part of antenatal care (paper 1) and women’s experience
with disclosure of their HIV status to sexual partners (paper 11). A pre-tested interview
guide [102, 105] was used to explore study concerns (Table 4). A flexible interview guide
with probes facilitated an in-depth understanding of women’s experiences of the RCT as an
entry point into the PMTCT programme and their disclosure experiences to their sexual
partners including partners’ responses and the nature of support women needed before and
after disclosure. This open ended nature of the research approach helped to identify the
concerns of both HIV positive and negative women. The concerns of the later are often
missed in HIV research. Interviews were conducted in a language of choice for the mother
which was Lumasaba, Luganda or English. The author conducted interviews in Luganda
and English while research assistants fluent in English and Lumasaba conducted interviews

in Lumasaba. On average each interview lasted for about 40-45 minutes.

Key informant interviews were conducted with health workers involved in the antenatal care
at Mbale hospital. The main focus of the interview was on their experience with RCT, the
process of HIV counselling and testing, women’s concerns about the RCT, disclosure to

partners and related issues.

Data collection Paper Il

Data for this paper was drawn from individual interviews with 24 health workers involved
in the PMTCT programme at 10 health care facilities. A semi-structured interview guide
[105] was used to conduct the interviews. Broadly, the focus of interviews was:

characteristics of the health worker, views with regard to routine HIV counselling and
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testing, performance of the PMTCT programme and what could be done to strengthen the
PMTCT programme. All interviews were conducted in English, most by the author with
assistance of three research assistants (female university graduates) with experience in
conducting qualitative interviews who assisted with note taking. The research assistants
were also involved in data collection for the study on women’s experiences of routine HIV
counselling and testing. The research assistants were trained on study concerns including
interviewing, observation and note taking; were involved in pre-testing of study instruments
at Mbale Hospital and they worked with me on rotational basis as note takers on data

collection for paper I1I and interviews conducted in English and Luganda (papers I and II).

Additional data for paper III were collected through four key informant interviews with
officials from Mbale District health department and TASO Mbale. These interviews helped
to situate study findings in the broader picture of the district health system.

Observation

During the fieldwork phase of the study, I observed the PMTCT processes at TASO Mbale,
TASO Bukedea outreach and Mbale Regional Referral Hospital. This helped me to gain an
in-depth understanding of the PMTCT programme and the context within which the
PMTCT services are provided and utilised. Together with the research assistants, I attended
health education talks and group counselling sessions at the start of clinic days. I followed
the observations, with interviews with staff and women to clarify issues that were captured
during the observations. For instance, at Mbale hospital, we observed that pregnant women,
who had bypassed lower level health facilities to attend antenatal care at the hospital, were
being told to go back and attend ANC from those health facilities. Follow up interviews
with health workers at Mbale hospital clarified that this procedure was meant to decongest
the hospital. This practice was also confirmed by health workers at lower level health

facilities.

Data analysis

Preliminary data analysis was done concurrently with data collection by having study team
meetings and regular de-briefing of co-authors. The author of this thesis who conducted and

supervised the data collection phase of the study conducted research meetings and provided
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up-dates to co-authors. During this phase, emerging issues and further data collection needs
were identified. The intensive phase of data analysis was conducted by JR and HKH. Data
management for papers I and II was done using NVivo [107] version 9.0 while that for

paper III, was done manually.

The content thematic approach, a widely used approach in qualitative health research [101]
was used for data analysis for all the three papers. Data analysis was guided by the
Graneheim and Lundman 2004 framework [108] to capture latent and manifest content in
the interview scripts. This process followed multiple readings of interview scripts to get a
sense of the material, identify study themes and sub-themes which were then used to code
the data (grouping of sections of data under the themes and sub-themes). For instance, in
paper 111, themes and sub-themes relating to lessons learnt by health care workers that could
help to improve the PMTCT programme were identified and used to group data for
interpretation. The same process was done for paper I and II. We also conducted sub-group
analysis which involved comparing findings from health workers in public health care
facilities with those of health workers from TASO (paper I11). For papers II and III we
compared findings from HIV positive women and those of their HIV negative counterparts.
In addition, we carried out concurrent triangulation [101] involving comparing findings
from health workers and those of officials from TASO and the Mbale District
administration as key informants (paper I1I) and findings from pregnant women and those
from health workers at Mbale Hospital (papers I and II). As much as possible, we selected
quotations reflecting lessons learnt by health workers and women’s experiences of HIV
testing and disclosure of their HIV status which we used in presentation of study findings.
The analysis process involved a number of meetings between the thesis author and other co-
authors to harmonise understanding of the process and the key issues for inclusion in the

papers. This process of peer briefing I believe enhanced the credibility of study findings.

Ethical considerations

Ethical clearance for the study was obtained from the Makerere University, College of
Health Sciences, Research and Ethics Committee and the Uganda National Council for
Science and Technology; The Mbale Regional Referral Hospital Institutional Review

Committee and the TASO Uganda Institutional Review Board. Written consent to
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participate in the study was obtained from all study participants after explaining to them the
purpose of the study, assuring them of confidentiality and anonymity. Study participants
were informed that participation in the study was voluntary and they could withdraw from
the study at any time and this would not affect the care they received. Ink pads for a thumb
print were provided for study participants who could not read or write. Confidentiality and
anonymity of study participants were ensured. For instance, individual characteristics of
study participants were masked throughout the handling of data and publication process.

Data was stored and only accessed by the research team.
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Results

The results of the study are presented in the three papers I-I11. In this section; the main

results of each of the papers are summarized.

Paper I: Women’s experiences of Routine HIV counselling and testing

This paper focuses on the experiences of pregnant HIV positive and negative women with
regard to routine HIV counselling and testing as part of the antenatal care, a relatively new
approach of providing HIV counselling and testing that started in 2006, in Uganda. The
study participants were 30 pregnant women attending their subsequent antenatal visits after
they had tested for HIV. The women were aged between 18 and 43 years old and most of
them were married and depending on agriculture for survival. The study findings reveal that
most pregnant women experienced HIV counselling and testing as an expected service that
they were already aware of before attending the antenatal clinic. Many women had accessed
information on routine HIV counselling and testing during their past visit to health facilities,

through the media and their social networks, mainly family and friends.

Most women perceived HIV testing as part of the antenatal care as a compulsory procedure
that every pregnant woman had to undergo and indeed some women understood HIV testing
as a new “law” by the government geared at preventing babies from HIV infection. This
compulsory perception of HIV testing among women was re-enforced by health workers
who often down played the opt-out option by emphasizing the benefits of HIV testing to the
mothers and their babies during health education and counselling sessions. Overall, women
in this study viewed routine HIV testing as beneficial by enabling those who test HIV
positive to access treatment and interventions for prevention of mother-to-child transmission
of HIV, as one woman noted: “Testing is for every pregnant woman, which is good. If I

have HIV, my child should be saved from it”.

Women found the process of moving forward to undertake the HIV test a difficult step to
take, mainly because of fear associated with the possibility of testing HIV positive. This
difficulty was, however, overcome owing to the routine nature of the service (all women
were tested) and the strong desire by women to protect their babies from HIV infection just

in case they were found HIV positive.
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Women applauded the health education session which doubled as the pre-test counselling
session usually conducted at the start of the ANC clinic day, for providing them with
information about the process and the benefits of HIV counselling and testing during

pregnancy.

In general, HIV positive women were satisfied with the immediate post-test counselling
they received but had worries on how to live with HIV, especially in meeting the needs of
their children, an indication of the need for follow-up counselling and support. Surprisingly,
some HIV negative women felt that the post-test counselling they received was inadequate
and left them with unanswered questions. Some HIV positive and negative women were in
doubt of their HIV test results, a threat to the effectiveness of the PMTCT programme, and
HIV prevention and care in general. Doubt of the negative test results was enhanced when
women were told that they did not have HIV and syphilis especially when they experienced
“skin rash”, an indication commonly linked to syphilis in their communities. Doubt among
HIV positive women was related to the low perceived risk and the expression that women

had been faithful to their partners.

Most women who tested HIV negative interpreted their test results to mean fidelity and
meant relief from worries. On the contrary, most women who tested HIV positive associated
positive results with infidelity and betrayal by their sexual partners. Women’s positive
results also meant uncertainty about the future of their marriage and the care for the women
and their children. For some HIV positive women, knowledge about the availability of
ARVs and being aware of some people whose lives had improved on ARVs, was a source
of inspiration, and courage to face the future beyond HIV testing with determination. The
underlying source of determination for such women was to be able to care for and see their

children grow.

Women who tested HIV positive, resisted referral to HIV specialist clinics and care centres
for fear of being identified as HIV positive clients, a situation that would have far reaching
implications on their relationships and valuation by their partners. This is a clear indication

that despite increased access to ARVs, the reality of HIV related stigma is still prevalent.
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Most women in this study revealed that health workers at the antenatal clinic were generally
caring though being few in number was a major constraint that negatively affected the
quality of post-test counselling women received. Most women who tested HIV negative felt
that they were accorded limited time during post-test counselling. Health workers concurred
that they would really have loved to provide more time for counselling to women who test
HIV negative, but instead focused more on women who tested HIV positive due to the high
client load amidst few staff. The limited counselling offered to the majority of the women
who tested HIV negative indeed emerged as a missed opportunity to assist such women to

remain HIV negative, one of the four pillars for the PMTCT programme.

Paper II: Disclosure of HIV test results to partners

In this paper we document experiences of pregnant HIV positive and negative women with
regard to disclosure of their HIV status to their sexual partners after testing for HIV as part
of the antenatal care at Mbale hospital and the support women require before and after

disclosure (derived from the same data-set as for paper 1).

All the fifteen HIV negative women interviewed reported that they had disclosed their HIV
status to their sexual partners. On the contrary most of the women who had tested HIV
positive (11\15) had not told their sexual partners their HI'V status. The main hindrance to
disclosure in this study among HIV positive women related to the profound fear that
disclosure would damage the social relations between women and their partners. This fear
would manifest in the form of: women being abandoned, beaten, or being accused of
bringing HIV infection into the family. HIV positive women’s desire to disclose their HIV
status to their partners was largely hindered by the threat it posed to the survival of women
and their children. Our findings revealed an intersection of gender roles, women’s
dependency on men, polygamy and young age as key social identities that worked in
tandem to hinder disclosure. Health workers concurred that, women who tested HIV
positive found disclosure of their HIV status to partners extremely difficult. Most HIV
positive women thus deferred disclosure of HIV status to their partners until after giving
birth or when their partners would accept to go for HIV counselling and testing as a couple

which would shift the burden of disclosure from the women to health workers. Some HIV

41



Joseph Rujumba

positive women also believed that non-disclosure was beneficial for their sexual partners as

it shielded them from worry and stress.

Women who tested HIV negative found disclosure easy but encountered resistance from
their sexual partners to go for HIV testing assuming that they were equally HIV negative
“HIV testing by proxy”, and saw no need for them (men) to go for HIV testing as one of the
women explained: “/ fold him to go and test he laughed...he said we both do not have HIV
since I had tested HIV negative”. Some women in polygamous marriages reported that their
men used negative HIV test results of their wives to confirm their assumed HIV negativity.
Such women found the task of convincing their partners to go for HIV testing even more
difficult. Women also indicated that some men believed HIV testing especially in the

antenatal clinic was only meant for women, but not men.

Contrary, to the expectations and fears of most HIV positive women, the few women in our
study who disclosed their status to their partners generally experienced positive outcomes
and support. Two of the four men to whom their partners disclosed went and tested, one was
already on treatment and also disclosed to his partner while one responded in denial that he

and the partner could not be infected.

Most pregnant women who tested HIV positive expressed the need for support from health
workers with disclosure of their HIV status to their partners and those who tested HIV
negative indicated that they required support to get their partners tested given the wide
spread practice of “ HIV testing by proxy”. HIV negative women mentioned that they often

gave up on requesting their partners to go for HIV testing whenever men refused.

Paper llI: Lessons from health care providers to improve PMTCT

This paper describes the lived experiences of health workers and the lessons they have
learnt during the implementation of the PMTCT programme in eastern Uganda, and

provides insights for programme improvement.

Although PMTCT services have been extended to lower level health facilities, narratives of
health workers documented in this paper indicate that having a successful PMTCT

programme requires, that the government and donors take seriously the need to address the
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perpetual stock-out of critical PMTCT supplies, especially HIV test kits and ARVs for
mothers and babies. These hindrances were more pronounced in public health facilities
compared to TASO which is a nongovernmental organization. “For me, government needs
to do everything possible to avail us with at least HIV testing kits and ARVs for mothers and
their babies” (Health Worker, Mbale Hospital).

The shortages of PMTCT supplies translated into high costs for mothers in attempts to save
their babies, missed opportunities to engage men and strained relationships between health
workers and their clients. “Like now we do not have nevirapine. If we get a mother who
needs it we can only refer... if they also do not have it they will refer her... this makes the

process very costly for women and their families”.

Health workers also mentioned that addressing the perpetual shortages of other supplies
necessary for health facility delivery like gloves, cotton wool etc. would broadly benefit the
PMTCT programme by increasing health facility delivery thus making it possible to provide
the package for PMTCT and adoption of safe delivery practice. “We do not have enough
gloves, cotton wool and other supplies, so we tell mothers to buy them. ...we know some of

the women cannot afford ...(Health worker Mbale Hospital).

A closely related challenge that should be addressed especially at lower level health
facilities relates to ensuring that all health workers are constantly updated given the rapid
changes in the field of HIV, more especially when international and subsequently national
guidelines change. “The issue of drugs still puzziles me. ...we received Combivir last week
to give pregnant mothers but I am not sure when I should give it to the mother. We have not

been trained on use of these drugs” (Health worker, Health Centre C)

HIV stigma emerged as a persisting challenge despite antiretroviral drugs becoming
increasingly available in Uganda and the study setting. This calls for more integration in the
delivery of HIV services. Health workers believed that the health system as part of the
social context in which the PMTCT services are delivered and utilized should be

strengthened for an effective programme.

The need to support mothers, especially those who test HIV positive beyond the clinic

setting emerged as a priority area. Study findings revealed that whereas this support was
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desired it was largely missing at most health facilities due to lack of funding or end of a
project that was supporting such initiatives, like post-test support groups. One opportunity
that emerged in this study is the need to create linkages between health facilities and

existing groups and networks of persons living with HIV as an additional source of support.
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Discussion

In this section, the main findings (table 5) are discussed, followed by a discussion on the

methodological issues.

Routine HIV Counselling and testing: implications for PMTCT

Although routine HIV counselling and testing in Uganda is relatively new, introduced in
2006, compared to high income settings where the practice has been operational for over
two decades [44-47], women in our study generally had been informed about testing before
attending antenatal care. The past interaction with the health care system as well as
information from radio and social networks were instrumental in preparing women to expect
HIV counselling and testing as part of the antenatal care. Thus the formal and informal
sources of information emerged as critical in popularizing routine HIV counselling and
testing. The implication here is that, the media and social networks could provide an
opportunity to reach women with information on other important health services like
promoting health facility delivery and use of drugs for PMTCT. While over 90% of the
women in Uganda attend the antenatal clinic at least once, less than half of them give birth
at health facilities [23, 86]. Health facility delivery, especially for HIV positive women,
could improve the use of drugs for PMTCT, estimated at about 50% in 2009 [13].

Most women in our study perceived HIV testing as part of antenatal care as compulsory.
This notion was reinforced by health workers who generally downplayed the opt-out option
during health education and counselling sessions. Our finding on the perception that HIV
testing was compulsory is in consonance with what has been documented elsewhere in
African settings [57, 79, 80]. Although, it has been speculated that the perception that HIV
testing is compulsory might negatively affect ANC attendance, in the study setting new
ANC attendance continued to increase even when there was a policy shift from providing
HIV counselling and testing as a voluntary service to being provided as a routine [32].
Moreover, the introduction of routine counselling and testing has been associated with
increased testing rates within the context of PMTCT in many African settings [50, 51, 53,
109]. However, the fact that health workers downplayed the possibility of women opting out

of HIV testing, demonstrates how difficult it is in practice to implement such a policy that
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Table 5: Summary of main findings for each paper in the thesis

Paper

Main findings

Paper |

Women’s
experiences
of HIV
testing

Paper II

Women’s
disclosure
experiences

Paper 111

Lessons to
improve
PMTCT

HIV testing as part of ANC was no surprise for pregnant
women.

Most women perceived ANC based HIV testing as a
compulsory procedure.

HIV testing was perceived as beneficial especially to
HIV positive women and their babies.

The strong desire by women to protect their babies was a
motivation for testing

Post-test and follow-up counselling were insufficient.

Women who tested HIV positive resisted referral to HIV
specialist clinics and care centres for fear of stigma.

Health workers were supportive but constrained by being
few in number.

Disclosure was more difficult in HIV-positive women
owing to the threat it posed to family stability.

Women encountered difficulties to convince their
partners to go for HIV testing. Some men assumed they
were HIV-negative based on their women’s negative test
results (testing by proxy).

Some HIV positive women did not disclose their status
to protect their spouses from the psychological impact of
a positive test.

The few HIV positive women who had disclosed
experienced support from their partners.

Ensure constant availability of critical PMTCT supplies

Ensure regular updates and re-training of all health
workers on PMTCT policies and guidelines

Ensure adequate integration and rollout of PMTCT
services

Provide more support for mothers beyond the clinic.

46



Social Context of PMTCT in Uganda

seeks to keep a balance between the known public health gains of HIV testing and the
individual’s right to opt-out. Indeed, health workers in our study choose to promote the
benefits of HIV testing as opposed to making opt-out explicit. This dilemma is also
reflected in the Uganda national policy on HIV counselling and testing which states that
‘providers should de-emphasize full counselling if it is causing a barrier to testing’ [43]. The
on-going media programmes, aimed at popularizing the PMTCT programme as well as the
underlying value for children, further re-enforced the perceived compulsory nature of HIV
testing. In line with critical theory, women’s encounter and perception of HIV testing as a
compulsory procedure emerged in this study as a reflection of health facility practices
regulated by the contest between individual client rights and public health benefits, health

worker values, national HIV policy provisions and women’s interface with the media.

In general, women in our study believed that HIV testing as part of ANC was beneficial,
especially, by providing an opportunity to those who test HIV positive to enrol into the
PMTCT programme and accessing HIV treatment themselves. The central theme of saving
babies was eminent in narratives of pregnant women in support of routine HIV testing. This
was linked to the social and cultural value of children in this setting [110], but also the
moral underpinning that children are innocent and thus should be protected from HIV
infection. The strong desire by pregnant women to save their babies from HIV infection
presents a potential that could be taken advantage of to improve the utilization of PMTCT
interventions, currently, performing at undesired levels [13].The strong desire for women to
save their babies from HIV infection has been a motivator for women to undergo HIV
testing from the onset of the PMTCT programme, even when there was no treatment to
improve the mother’s health. For instance between April 2002 and January 2003 the
majority (77%) of the women who attended ANC at hospitals providing PMTCT services in
Uganda were given information about PMTCT and 65% chose to test for HIV mainly to
save their babies [35]. In addition our study findings are consistent with those of a recent
study conducted in central Uganda where men were in general supportive of their wives
testing as part of antenatal care as necessary for the health of the baby [111]. Taken
together, these findings are re-assuring that both men and women shared a common goal of
protecting their babies from HIV infection. This could be a building block to strengthen the

PMTCT programme in Uganda and other African settings where children are highly valued.
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Contrary to our findings, a study conducted in 2008 in the neighbouring Iganga District
revealed that women did not fully understand the benefits of HIV testing [57]. This
difference in findings could be explained by differing time lines and study populations. A
striking finding from our study is that the benefits of HIV testing for the majority of the
women who tested HIV negative were rarely mentioned. This finding suggests a need to
give attention to women who test HIV negative as well as those who test HIV positive for
effective HIV prevention. In this regard, partnerships with support groups as those at the
AIDS Support Organization (TASO) could be of help.

Study findings revealed a need to strengthen post-test and follow-up counselling and
support. While HIV positive women were generally satisfied with the immediate
counselling they received, they required follow-up counselling and support, especially to
address the worries and fear related to living with HIV and meeting the needs of their
families. On the other hand, some HIV negative women felt that the post-test counselling
they received was inadequate mainly due to scarcity of health workers. Moreover, health
workers also acknowledged that they prioritized more time for counselling the HIV positive
women, compared to their HIV negative counterparts. This presents a missed opportunity to
foster primary HIV prevention. While international debates in favour of VCT uphold the
need for detailed pre-test counselling to facilitate choice and autonomy, results of our study
show that routine HIV counselling and testing requires strengthening of post-test and

follow-up counselling and support for better HIV prevention.

Moreover, some women in our study were in doubt of their HIV test results, a real threat to
the PMTCT programme. Doubt of test results was related to limited time for post-test
counselling but also the prevailing community ‘diagnosis’ of syphilis based on a skin rash
and pale skin. Thus women were in doubt of the test results, if they thought they had
syphilis, but were told that they tested negative for HIV and syphilis. This finding brings to
the fore how the patient’s and doctor’s (different) explanatory models often co-exist in a
clinical encounter [77] and threaten the success of medical interventions. For women who
are HIV positive but in doubt of their HIV status, they are unlikely to use PMTCT services

while those who are HIV negative may not adopt HIV prevention behaviours and practices.
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Such areas of disagreement between patient’s and health worker’s explanatory models

should be identified and addressed in health education and counselling sessions.

Similarly, the human resource constraints and the intermittent provision of PMTCT and
maternity services at lower level health facilities as key structural barriers should be
addressed. One possibility is for health care providers to develop partnerships with lay
counsellors who may include members of village health teams and persons living with HIV
as expert clients or support groups. Lay counsellors have been used to support HIV
counselling, testing and treatment with promising outcomes in resource limited settings

[112].

Meaning attached to HIV test results — notions of betrayal, worry and
fidelity

Our findings revealed that women often interpreted their HIV test results in terms of
relationships with their sexual partners. Most women who tested HIV negative understood
their results to mean fidelity by their partners. And most women, who tested HIV positive,
understood their HIV results to mean infidelity and betrayal by their sexual partners, as a
source of HIV. For both HIV positive and negative women, the need for them to encourage
their partners to go for HIV testing should be emphasized given the high possibility of
discordance [22]. A Ugandan study among HIV-infected married people on antiretroviral
therapy revealed that 43% of their spouses were HIV negative [113]. Another recent study
conducted in western Uganda documented sero-discordance of 38.7% [114]. The need for
women to encourage their partners to attend ANC in this setting is of necessity given that
men often do not attend ANC and thus miss out being counselled and receiving support to
reduce negative outcomes when their partners disclose their HIV status [111]. In line with
Critical Theory, efforts by women to encourage their partners to go for HIV testing were
less effective owing to the power imbalances between men and women as an example of

structural forces that keep women and their children at risk of HIV infection.

Between silence and disclosure of HIV status to partner

Most HIV positive women in our study opted for non-disclosure of HIV status to their

partners. Non-disclosure was motivated by the need for women to ensure that their
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livelihood and that of their children remain undisturbed. Indeed the daily struggles and
concerns for HIV positive women to secure their own and their infant’s survival amidst
poverty and marginalization have been documented as common realities of women in the
African setting [115]. The social identities that women occupy, such as being mothers,
dependent on men, married in polygamous families, being pregnant and of young age,
worked in an intersectional nature, reinforcing each other [74, 75, 116, 117] to hinder
women from disclosing their HIV status to sexual partners. In consonance with other studies
done in the African setting [54, 56, 59, 118], findings of our study revealed a profound fear
of blame for bringing HIV into the family, being sent away from home and domestic
violence as key barriers to disclosure. Most HIV positive women in our study opted to defer
disclosure of their HIV status to partners until when they have given birth or when their
partners would agree to go for couple HIV testing and counselling, where health workers

would facilitate disclosure.

A study done in Malawi found that women postponed disclosure of their HIV positive status
until when their partners showed signs of illness [119]. In case of discordance, men are
likely to become infected due to the secrecy surrounding HIV. Besides, non-disclosure may
hinder women'’s utilization of PMTCT services. The profound fear by women to disclose
their HIV status to their partners makes the dominant approach of using women to convince
their partners to go for HIV testing a problematic undertaking. These findings reveal that the
social structural forces within the social context where women live tend to converge and
hinder disclosure a limiting factor to women’s access to PMTCT and HIV care
interventions. These notions are well articulated by Critical Theory. It is imperative that
other complementary approaches of promoting HIV testing like couple counselling and
testing [120, 121] and home based HIV testing interventions, are scaled-up [122-124]. In
general, home based HIV counselling and testing has been associated with substantial
increase in the proportion of people who test for HIV [125], but also higher proportions of

those who test as couples [126], thus reducing the barriers to disclosure.

Although disclosure is generally beneficial and thus promoted during health education and
counselling sessions [24, 43], some of the HIV positive women in our study felt that non-

disclosure was beneficial to their partners as it protected them from stress and worry related
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to knowing that one is HIV positive. Underlying this thinking was the continued perception
of HIV as a fatal infection despite ARVs becoming more available in Uganda. At the end of
2011, ART coverage for eligible children and adults was 58% [19]. In this regard, women
require continuous support to confront disclosure as an on-going process. Whereas routine
HIV counselling and testing as part of the antenatal care has reduced barriers to testing
among women, it carries with it the burden of communicating HIV positive test results

especially to partners.

Whereas most HIV positive women feared to disclose their HIV status to their partners, the
few who disclosed generally experienced positive outcomes, including men going for HIV
testing and being supportive. Similar to our findings, a study conducted in Abidjan, Cote
d’Ivoire revealed that most of the partners of HIV infected women, who were informed
about women’s HIV status, were understanding and provided moral support to their spouses

[60].

HIV testing by proxy — an emerging challenge

Whereas HIV testing is promoted for both prevention and for being an entry point into early
HIV care, most HIV negative women who disclosed their status reported that men assumed
a similar HIV negative status (HIV testing by proxy) [127]. For men in polygamous
relationships, they assumed they were HIV negative when two or more of their wives had
tested HIV negative. This finding is worrying, since this assumption keeps women and their
babies at risk of HIV infection if the man is already infected, and is a threat to HIV
prevention in general and the elimination of mother-to-child transmission, a national and
global target. HIV testing by proxy works against primary HIV prevention, a key pillar in
the PMTCT programme [21, 24] which aims at preventing HIV infection before it happens.
Moreover, the risk of mother-to-child-transmission of HIV increases if HIV is acquired
during pregnancy [128]. The practice of HIV testing by proxy may be a reflection of male
partners’ limited understanding of the likelihood of HIV discordance, a common occurrence
in Uganda [22, 113, 114]. The power imbalance between men and women in this patrilineal
setting also emerged as a barrier to women’s attempts to convince their partners to go for
HIV testing. It is important that dissemination of information on discordance is intensified

to reach more people, especially men who are largely the power holders in this setting.
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Similar to our finding on testing by proxy, community Focus Group Discussions (FGDs)
conducted with women and men in Malindi, Kenya also revealed that men often believed
they were HIV negative when their women tested negative [55]. Therefore, more research is
needed to document and quantify the practice of testing by proxy in Uganda and other

settings as well as how it can be addressed.

Measures to strengthen the PMTCT programme

Our study findings revealed the need to ensure constant supply of critical supplies for the
PMTCT programme, especially HIV test kits and ARV for mothers and their babies, if
elimination of mother-to-child transmission of HIV is to be realized. Our findings are in
consonance with those of a study conducted in the early years of the programme in 2003
which recommended the need to address challenges related to supplies as a prerequisite for
a successful programme [85]. Challenges of stock-outs of PMTCT supplies have also been
documented in other studies in Ugandan [32, 129] and other African settings [130]. This
study confirms that this problem has persisted for a decade and that unless adequate supplies
and drugs are provided at each level of the health system, there is little chance that HIV
among children and adults can be reduced. In fact the new figures show (UAIS 2011) an
increase in prevalence in most districts of the country [10]. Whereas the increase in HIV
prevalence can partly be explained by more people accessing ARVs and living longer, the
sustained high number of annual new HIV infections also contributes to an increase in HIV
prevalence. Recent estimates revealed that the annual number of new HIV infections in
Uganda increased by 11% from 113,473 in 2007 to 126,299 in 2010 [19]. The high number
of new HIV infections reflects a reversal in the gains the country had made in the fight
against HIV. It is important that efforts aimed at increasing access to HIV treatment, go
hand in hand with the strengthening of HIV prevention interventions to curb the epidemic.
More research can only show if this negative trend will continue but only assertive
budgetary action at the national level can improve the situation. If we are at all serious about
reducing HIV, good intentions are not enough, action must follow words. As stated by the
Minister of Health in the recent press release ‘These results (from the 2011 UAIS)
demonstrate indisputably that HIV/ AIDS remains a significant problem for Uganda and
should serve as a call to action for us all’ [10]. Our study also calls for such action to

eliminate mother-to-child-transmission of HIV.
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Health system constraints in the form of shortage of PMTCT supplies was a major source of
frustration for both mothers and their health care providers and constituted missed
opportunities to engage men in the programme. For mothers, shortages of supplies meant
that they had to incur more costs, especially on transport to other health facilities, for
instance, to find ARV for their babies. In the event that such facilities also did not have the
drugs or women could not afford the transport, their babies remained at risk of HIV
infection. These findings show how health system inadequacies together with poverty and
other social contextual factors are intertwined to limit access and utilization of the PMTCT

services.

A related suggestion to improve the PMTCT programme was the need for government and
other actors to provide the necessary equipment for use during delivery, clean delivery Kkits,
locally known as maama kits. These include gloves, polythene sheets, razor blade, threads
for tying the cord, baby sheets, soap, cotton wool etc. While maama kits were expected to
be supplied by the National Medical Stores, like other medical supplies, these kits were
often out of stock in the study setting, thus pregnant women were told by the ANC health
staff to purchase them from the open market. In this setting where health services are by
policy supposed to be free, health workers faced a challenge of requesting women to buy
maama Kits. This resonates well with what has been described as ‘the bring your own
pattern’ typical of public health care services in Uganda [35]. This pattern denotes a
situation where health service users are often told by health workers to bring or buy supplies
for use at health care facilities such as exercise books for medical records, drugs, syringes
and maama Kkits for the case of maternity attendees. Inability to afford such requirements
emerged as a major hindrance for mothers to give birth at health facilities. For HIV positive
women, giving birth outside the health facility reduces chances for utilizing PMTCT
services. This finding depicts how health system constraints and poverty work in tandem to
constrain women from utilizing PMTCT services. Recent estimates revealed that 25% of
Ugandans live in absolute poverty (spend less than necessary to meet their caloric
requirements and to afford non-food needs while 43% are food insecure non-poor. By place
of residence, 27% of the rural dwellers live in absolute poverty compared to 9% of their
urban counterparts. In the Eastern region, where Mbale is located, absolute poverty is

estimated at 24% [95]. Similar to our finding, an earlier study conducted in eastern Uganda
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revealed that stock out of maama kits was common and hindered women from delivering at
health facilities [131]. This is a major dilemma since health facility delivery is necessary to
ensure that HIV positive mothers and their infants access antiretroviral prophylaxis during
delivery. A study done in Malawi, documented delivery outside the health facility as a
barrier to HIV positive women’s access to PMTCT drugs and this was worse for their

infants [132].

Our findings revealed marked differences between the AIDS Support Organization (TASO)
PMTCT programme and that implemented by the public health sector health facilities.
While the TASO programme did not experience stock-outs, it was still less preferred by the
newly tested HIV positive women for fear of stigma. The PMTCT programme (integrated
with other services) at public health facilities was preferred though faced by challenges of
stock-outs. The implication here is that HIV stigma together with health facility challenges
as part of the social context co-exists to limit access to HIV care and prevention services. In
addition, our findings show that support groups for HIV positive women were available at
TASO but were generally lacking at public health facilities. Thus, partnerships between
TASO and public health facilities could ensure that the two service delivery models
complement each other better. For instance members of the support groups from TASO
could be involved in health education and post-test counselling at public health facilities

which lack such groups and face the scarcity of staff.

Health workers in our study highlighted the need to ensure that health workers, especially
those at lower level health facilities, are re-trained when the national PMTCT guidelines
change. Our findings indicated that in some instances new drugs for PMTCT had been
delivered at some health facilities but staff had not been oriented on use of such drugs. For
programme stakeholders, at national and international levels, it is important that policy
changes are always matched with resources and plans to ensure that frontline health service
providers are fully trained and re-oriented when policy guidelines change or new evidence
emerge. This finding also indicates the need for programme stakeholders to appreciate the
intensity of adjustments needed at health facilities whenever policies change. The Uganda

National PMTCT Guidelines were first issued in 2003 [38] and have been revised several
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times [20, 24, 37, 39] to incorporate new evidence and guidance by the World Health

Organization.

Methodological reflections

Qualitative Research methodology

A qualitative methodology was adopted for the sub-studies on which this thesis is based.
Qualitative research methods denote strategies for the systematic collection, organization
and interpretation of textual material obtained by talking to people or through observation,
to explore the meaning of social events as experienced by the people being studied [133].
Use of qualitative methods was deemed appropriate given the exploratory nature of the
research issues and the need to attain an in-depth understanding of the study concerns;
women’s experiences of routine HIV counselling and testing paper 1, disclosure of HIV
status to sexual partner and support needs Paper II and the lessons learnt by health workers
that can help to improve the PMTCT programme paper III. Central to qualitative research,

is interest in understanding the meaning people attach to their experiences [101].

Some scholars have argued that qualitative methods obtain types of information which are
out of reach with other approaches [99, 100]. For instance, the qualitative nature of our
study unearthed additional meanings attached to HIV test results, reasons why some women

doubt test results which the conventional quantitative methods would possibly not establish.

While we attained a good understanding of the study concerns, new questions and a wish for
further investigation also emerged. For instance, while the assumption of HIV negativity by
men whose wives had tested HIV negative became apparent in this study as a barrier to
primary prevention of HIV, in case a man was HIV positive, the qualitative methodology
we employed cannot answer this emerging question: how wide-spread is the assumption of
HIV testing by proxy? This example brings to the fore, the need for both qualitative and
quantitative methods, as well as for researchers to work in a complimentary manner [133] to

find comprehensive answers for multifaceted public health problems.

In papers I and II we used in-depth and key informant interviews which helped in

triangulation of study findings. This increased the validity of our study findings. Individual
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interviews were appropriate, instead of focus group discussions, for facilitating discussion
of sensitive issues like HIV which is still stigmatized in the study setting. In paper III we
used in-depth interviews with health workers, key informant interviews with services
managers, as well as observation during service provision. Again, use of multi-methods
facilitated a better understanding of the experiences of health workers and the lessons they

have learnt for improving the PMTCT programme in Eastern Uganda.

For the studies reported in this thesis, interviews with primary respondents were conducted
first followed by those with key informants. This enabled us to cross-check study findings,
but also provided an opportunity to give feedback to key stakeholders on some of the
changes needed for a better PMTCT programme. For instance, the gaps in the PMTCT
programme identified in our study, like shortage of HIV test kits and incomplete roll-out of
health worker training, were communicated to district and health facility managers.
Similarly, the need by health workers to allocate adequate time to women who test HIV
negative as well as to those who test HIV positive was discussed with frontline health
workers. In this regard, we made attempts to bridge the gap between research and making

critical information available to end users.

In these studies, we included pregnant women (HIV negative and positive) as well as their
health care providers which provided an opportunity to capture the perspectives of both
service users and providers. In many instances, the views of women and health workers

were in agreement, which is re-assuring that, our findings were valid.
Selection bias

In all the papers, purposive sampling was employed to select study participants, a potential
for selection bias. In paper I and II, pregnant HIV positive and negative women who
returned to the clinic for their subsequent antenatal care visits were interviewed. It is
possible that the women who did not return to the antenatal clinic for subsequent ANC visits
could have had different experiences with HIV counselling (paper I) or even with
disclosure of their HIV status to partners (paper II). However, given that the findings from
interviews with women were generally corroborated by those of interviews with health

workers, gives us a strong sense that our study findings describe what occurred in the study
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setting. Besides, selecting women at the antenatal clinic served as an advantage for the
study, as women were able to talk about their direct experiences of testing within the ANC,
a benefit that may not have been guaranteed if women were selected at community level.
Moreover, it would have been difficult to identify women who had gone through ANC
based HIV counselling and testing especially, those who tested HIV positive, given the
continued HIV related stigma. Purposive selection of study participants also enabled us to
target HIV positive and HIV negative women. We were also able to include women of
varied characteristics, for instance, study participants differed by age, parity, education,

among others.

In paper 111, most of our study participants were from public health facilities. Although
such facilities are a dominant source for maternal and child health care, the experiences and
lessons learnt by mothers and health workers in the private sector about the PMTCT

programme are likely to be different than those documented in our study.
Possible information bias due to place of interview

We conducted all in-depth interviews (papers I-11I) at health facilities, which could have
influenced study participants’ responses. However, use of qualitative interviews with probes
helped to minimize this potential bias. In addition, the perspectives of women were largely
in agreement with those of health care workers on most of the study concerns which is re-
assuring. Moreover, our findings on barriers to disclosure and women’s experiences of HIV
testing were largely in concurrence with what has been documented elsewhere, an indication
that the influence of social desirability (answering with what they felt were the ‘right’
answers) on our study findings could have been minimal. Training of research assistants,
pre-testing of study tools and use of varied methods of data collection also helped reduce

the potentials for information bias.

In paper I1, our findings on disclosure could have benefited from including men in the
study. This was not possible, given that in the study setting, few men attend the antenatal
clinic with their wives. However, a recent publication of a study conducted in Uganda
among men, indicated that most men were in support of women testing as part of the

antenatal care, but also, acknowledged that disclosure of test results could be a huge
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challenge for women [111]. We thus believe that our study findings on women’s

experiences of HIV testing and disclosure are valid.

Reflexivity

Reflexivity refers to being aware of how the characteristics and experiences of a researcher
could affect study results [101]. In this regard, my personal attributes as a social worker,
male, married and as a father had potential to affect the way I interacted with study
participants, especially with pregnant women. However, I believe my characteristics as a
Ugandan social worker with extensive experience in conducting interviews with women,

children and health care workers benefited the study.

Women in general, including those who had tested HIV positive, were open to discussing
their concerns and experiences regarding HIV testing and disclosure of their HIV status to
their sexual partners more than I had anticipated. This, in part, could be explained by how
the attending health workers introduced me and my research team to the women. The nurses
made it clear that we were not staff of the clinic but we were finding out how women found
the HIV counselling services and their suggestions on how the services could be improved.
Health workers also encouraged the women to feel free when talking with us. In addition,
members of the research team and I, took time to build rapport with the women, explained
the purpose of the study and stressed the importance of confidentiality. Being able to speak
Luganda, one of the languages spoken in the study setting, also worked in my favour. [ was
able to conduct some interviews directly with women, in addition to some that I conducted
in English. This made it possible to have a feeling of emerging issues even while data
collection was still going on. Regular meetings with research assistants further enhanced
this opportunity to capture key study insights as they unfolded during fieldwork. This way,

data collection and analysis emerged as closely related and overlapping phases.

The women’s confidence in members of the research team became more vivid in the
comments they made at the end of the interviews, like: ‘at least you care to find out how we
feel” and some recommending that this study should be extended to other areas like the

maternity and children’s ward, so that services can be improved.
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My previous research experience was a resource for me in training my research assistants
and in supervising data collection. In this research, I took a lead in study design, data
collection, analysis and interpretation of study findings with guidance from senior
researchers. In particular, my participation in the design of the study helped me to present
and defend the research proposal to various research ethical approval committees. More
importantly, the understanding of the study was critical in providing continuous
explanations to formal and informal gatekeepers at various levels during data collection.
Pope and Mays define gatekeepers as people who can allow and facilitate access to study
participants [101]. These ranged from administrators, doctors, nurses/midwives,
counsellors, health educators, outreach coordinators and data managers among others.
Interacting with gatekeepers asking different questions about my research was sometimes
challenging. On the whole, it was a good opportunity for me to reflect on the potentials for

my research undertaking.

The involvement of different researchers in this study with varied professional backgrounds
including social work, public health, medical anthropology as well as paediatrics and child
health, further strengthened the study. All co-authors participated in study design, data
analysis and interpretation of study results. In this regard, multiple researchers offered an
opportunity to compliment and contest each other’s understanding of study results [134].
Three of the co-researchers have had long-term involvement in maternal and child health
research in the study setting. These enriched the study with contextual knowledge. In some
instances, I encountered the multiple research perspectives as a challenge. For instance,
while the researchers more inclined to medicine were interested in shortened write-ups,
those from medical anthropology would often ask for expounding on the write-up. In this
regard, I had to balance between these varying views. Overall, I believe the multiple
perspectives were beneficial for the study and enhanced my personal learning, especially

when aiming for clarity in writing.

Most of the interviews with women were audio recorded and transcribed which enhanced
the accuracy of the data. The fact that interviews with health workers and those of three
women were not recorded could potentially have affected the accuracy of data from these

interviews. However, researchers were paired in all interviews, one as a note taker and the
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other as an interviewer. At the end of each interview, the researchers compiled and reviewed

interview notes.

Reflections on fieldwork

Attending clinic activities like health education talks which also served as pre-test
counselling sessions at Mbale Regional Referral Hospital, TASO clinic and outreach
sessions at Bukedea Health Centre gave me an ‘insider’ perspective of the day to day
realities that pregnant women and their health care providers encounter in attempts to save
children from HIV infection. The five months of fieldwork in the study setting interacting
with health workers and women helped to explore study concerns in a natural setting (clinic
setting) and formed a good basis for the detailed analysis and interpretation of study
findings. At the start of the study, I had a feeling that health workers would treat me as an
evaluator of the programme, which would potentially affect study results. To counter this
possibility, I held a meeting with the health workers involved in the ANC clinic in which
the purpose of the study was explained. I also used this meeting to introduce research
assistants and to request for health worker’s support in the identification of study
participants. Throughout the data collection phase of the study I felt that health workers

were open and shared their experiences and perspectives.

During data collection, the interface of health facility constraints like the large number of
clients served by few health workers, shortage of supplies, like antenatal cards and maama
kits, which women are expected to buy, became more visible. Through this fieldwork, I
understood better how the structural limitations within which health care workers operate
constrained access even of basic health services, including antenatal care and maternity
services. In particular, instances where women were told to collect money to photocopy
ANC cards at the beginning of the health education talk, as well as the list of requirements
women needed to buy in preparation for delivery, made me wonder how researchers can
help to ease the “pain’ health workers and their clients encounter. Inability to render help in
such instances of need made me feel ethically and morally challenged. Upon reflection, |

realized that although I was not able to offer immediate relief to the day to day constraints
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that health workers and women encountered, the need to document such constraints to
provide a voice for change became clearer. At the end of the data collection, I gave
feedback to district health managers, in the form of debriefing meetings with the hope that

action could be taken to bridge some of the gaps documented in this research.

My long stay in the study site, especially at Mbale Hospital, also had some disadvantages.
On some occasions, I was mistaken as one of the health workers and sometimes students
from the school of clinical officers and some nurses approached me to inquire about certain
medical conditions and whether I could help them to attend to some patients. To this I kept
reminding them what my profession is and what I can do or not do. Towards the end of the
fieldwork, I assisted with counselling some women and also in providing health education at
the ANC clinic. Whereas my involvement in service delivery at the clinic could have had an
influence on the information health workers provided to me, I believe, this was not the case
since this happened in the last month of the study. At this time, interviews with women had

been completed.

While conducting interviews as a researcher and social worker I encountered one woman
who broke down during the interview while she was explaining how she had been faithful
but still was infected with HIV by her husband. She worried a lot about how she would care
for her children given the HIV diagnosis. For this woman, I offered guidance, but also
linked her to a counsellor at TASO for further help. While this intervention assisted this
woman, this encounter made the need for providing support to women beyond HIV testing

more visible.
Triangulation

Triangulation, a notion drawn from land surveying implies that an adequate account of a
phenomenon can be provided when a point is described from different perspectives or
angles [133]. In this study, different methods of data collection were employed. These
included use of in-depth interviews, key informant interviews and observation. Use of
multiple methods of data collection provided an opportunity to generate complementary

data and sometimes an avenue to cross check study findings. Thus attaining a holistic view
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of women and health workers’ experiences of the PMTCT programme and the context in

which such services are delivered and utilized.

For instance, while interviews with women revealed how those who were HIV negative
were dissatisfied with the post-test counselling they received, interviews with health
workers and observations at the antenatal clinic made the reality of overwhelmed health
workers more vivid. This pattern was acknowledged by district officials. In this regard, the
multi-methods used in our study turned out to play complimentary roles and enhanced the

validity of our findings.

One gap in our attempts to provide a comprehensive picture of mothers and health care
provider’s experiences of the PMTCT programme was the lack of perspectives from male
partners which would have enriched our findings further. The perspectives of men on
PMTCT are critical, given their central role as power holders and decision makers.
However, some aspects of male involvement in PMTCT within the study setting have been

explored [69, 135].
Member checking

Member checking or respondent validation is one of the techniques to improve the validity
of study findings. This technique involves comparing the investigator’s account and those of
study participants to establish the level of correspondence [101]. In this study we did not
return to study participants, but at the end of each interview, the key points raised in the
interview were summarized and study participants were given an opportunity to comment
whether their views had been captured correctly. Key insights from fieldwork were shared

with district health administrators and health workers in the form of de-briefing meetings.
Transferability

Transferability relates to the external validity of study findings. The question is whether
study findings could be applicable to other settings [134]. In this regard, the researcher
should provide detailed information about the population; methods, study area and the

results, to enable readers to decide whether the findings are relevant to other contexts.
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Our findings on women’s experiences of HIV testing, like the perception that HIV testing as
part of ANC was compulsory [57, 79, 80], and women'’s fears of disclosure of HIV status to
sexual partners [56, 58, 118] are in consonance with what has been documented in other
African countries. The notion of HIV testing by proxy has also been documented in
Malindi, Kenya [55] and the health system constraints as a barrier to the PMTCT
programme have also been documented elsewhere [130, 132, 136]. Taken together, these
studies suggest that our findings may have wider applicability beyond the study area. This
possibility notwithstanding, findings from qualitative studies like the one reported in this
thesis are generally time and context specific thus generalisability is never the goal. As
Guba argued, the difficulties with generalization are compounded by the fact that the
phenomena studied are intimately tied to the times and the context in which they are found

[137].

Reflections on theoretical perspectives used in this thesis

Framed within the critical theory tradition, this thesis renders credence to the notion that the
effectiveness of the PMTCT programme in Uganda requires an understanding of the forces
within the social context where women live, contract HIV and seek to prevent their children
from being infected. This theoretical perspective in our study brought to the fore the
structural forces that women are confronted with at family, community and health facility
levels that hinder effective HIV prevention. For instance, the gender and power relations at
family level emerged as a barrier to women'’s disclosure of their HIV status to their partners,
but also as a force that worked against HIV negative women’s attempts to encourage their
partners to go for HIV testing. Persistent stigma also remained a challenge keeping away
women from utilizing HIV services at easily identifiable HIV specialized care centres like
TASO. In line with the Critical Theory tradition, these findings reflect how social relations
impede [71, 72] women’s ability to prevent HIV infection for themselves but also to utilise

PMTCT services.

At a broader level, shortage of PMTCT supplies, few health workers together with poverty
in the community emerged as key limitations to the success of the PMTCT programme. In
the study setting, women received inadequate counselling due to the limited number of

health workers while shortage of PMTCT supplies constituted a missed opportunity to
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women’s access and utilisation of PMTCT services. These findings reflect how structural
constraints limit programme effectiveness a notion well articulated by Critical Theory [71].
In addition, constant changes in the national PMTCT policy guidelines informed by global
guidance from WHO was another challenge that reflects the interface between the local and
the global in shaping how women and their health care providers encountered the PMTCT
programme in the study setting. It also became clear that while the Ugandan Ministry of
Health had been effective in aligning national policy guidelines to match the emerging
evidence and guidance from WHO, inadequate resources at health facility level made
actualization of these policy intentions sub-optimal. The local and global interface reflected
in this study is well articulated by critical theory. Proponents of Critical Theory have argued
that health and well-being [71] and indeed the effectiveness of health promoting
interventions are fundamentally linked to the micro and macro societal conditions and
constraints. Improving programme performance, therefore, requires that such structural

barriers are addressed.

One limitation of critical theory for this study was the inability to comprehensively explain
our finding in paper I, where women were in doubt of their test results. Doubt of HIV test
results by some women could be explained by the presence of few frontline health workers
which compromised the quality of counselling that women received. This dimension fits
within the critical theory framework. However, the fact that some of the women were in
doubt of their HIV test results because of their beliefs and interpretation of illness reflects
the co-existence of the patient’s and doctor’s varying explanatory models in a clinical
encounter. In this regard, notions of explanatory models advanced by Kleinman [77] were

deemed appropriate to serve as a complimentary model in this thesis.

Similarly, we found the gender intersectionality theory [73, 74, 117] an appropriate
complimentary theory to explain the interrelated nature of women’s identities especially as
mothers, of young age, economically dependent on men and those in polygamous marital
relationships as key barriers to women’s disclosure of their HIV status to their partners. Our
findings support the view by proponents of intersectionality theory that individual’s social
identities influence ones experience of gender [74] and that the social identities can lead to

greater advantage or disadvantage [76, 117]. In our case, the varied social identities of
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women hindered disclosure of their HIV status to their sexual partners which is likely to

limit utilisation of PMTCT services.

Implications for research

More inquiry is needed to improve understanding of the prevalence and ways to address the
perception of HIV testing by proxy among men to ensure that women, who test HIV
negative, remain so and protect their babies from HIV infection. Specifically, such studies

should reach out beyond the health facility to capture the perspectives of men.

Interventions that promote couple counselling like use of the invitation letter, home based
HIV counselling and testing should be implemented on a wider scale in real life
programmes. Lessons learnt from such programmes should be documented to inform further
strategies that can help to strengthen the delivery of interventions aimed at the elimination

of mother-to child transmission of HIV (eMTCT).

With regard to shortage of critical PMTCT supplies, it is important that these are closely
monitored and national prevalence of such gaps documented and regularly shared with

stakeholders for action.

While many clinical trials are ongoing to test other drugs that can be used in the PMTCT
programme, studies that address social, family, community and health system barriers are
equally needed to ensure that these interventions reach the intended beneficiaries. Indeed

with weak health systems, even the most effective drugs will not achieve the desired impact.

Women’s experiences of disclosure of HIV status documented in this study were of short-
term nature. Thus follow-up studies over a long time after HIV testing may reveal broader
impacts of HIV testing and support needs before or after disclosure. Such a design would

also help to follow-up some of the fears women anticipated with regard to disclosure.

Operational research is needed to explore and test mechanisms for providing support to
women who test HIV positive to disclose their test results to their partners while minimizing

the anticipated negative outcomes.
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Implications for policy and practice

In order to improve the value of HIV counselling and testing, and to maximize opportunities
for prevention of mother-to-child transmission of HIV, including primary prevention
(before infection occurs), there is a need to strengthen post-test and follow-up counselling
for both HIV positive and negative women. Working collaboratively with people living with
HIV, especially those in existing support groups as those at The AIDS Support Organization
(TASO) could provide an opportunity to increase support for health education, counselling

and support for women and their partners.

The on-going revival of Village Health Teams (VHTs) in Uganda could also be another
opportunity for providing the needed community support for the PMTCT programme. For
this to happen, there is need for deliberate efforts to ensure that issues related to PMTCT are
integrated in the training of VHTSs and once trained, mechanisms should be put in place to
ensure that continuous interaction between health workers and VHTs is maintained for

feedback and mutual support.

In male dominated patriarchal societies prevalent in Uganda and other African settings, long
term strategies to empower girls and boys with formal education are needed to increase
possibilities of reducing gender imbalances based on access and control of resources.
Agents of socialization like schools, families, religious institutions and peer groups should
be engaged for the young people to embrace the notions of respect for each other and build
negotiation skills between boys and girls for better social relations between future men and

women, as vehicles for health promotive behaviours, including prevention of diseases.

Our findings on HIV testing by proxy, illness interpretation, women’s fears of disclosure
and the difficulties they face in convincing their partners to go for HIV testing should be
included in health education and counselling sessions, media discussions, community
outreach programmes and in the development of information, education and communication

materials.
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Conclusions

In this setting, routine HIV counselling and testing services are known and acceptable to
mothers. Our findings indicated that pregnant women who underwent routine HIV
counselling and testing services felt it was difficult to do so but the routine nature of the
service and the benefits of HIV testing for themselves and their babies made it possible for

them to undergo the test.

Post-test counselling and follow-up support for both HIV positive and negative women was

inadequate. These need to be strengthened for an effective PMTCT programme.

Within the context of routine HIV testing as part of the ANC, most women who tested HIV
positive, found disclosure of their HIV status to partners extremely difficult. The
intersectionality of gender, women’s dependency on men, young age, polygamous marital
relationships and motherhood role expectations compounded the women’s fears of

disclosure.

Whereas women who tested HIV negative, disclosed their HIV status to partners, most of
their partners assumed that they were also HIV negative and resisted women’s quest for
men to go and test. The assumption of ‘HIV testing by proxy’ revealed in this study implies
that, pregnant HIV negative women and their unborn babies remained at risk of HIV

infection.

The voices of health workers in our study revealed that mothers and their health care
providers have to navigate considerable health system challenges, especially shortage of the
critical PMTCT supplies like HIV test kits and drugs. The inability of health systems as
social institutions to effectively deliver the PMTCT package co-exist with the constraints of
poverty, HIV related stigma, limited support for HIV positive women and the like as day to
day realities of the social context in which women live and seek to protect their children
from HIV infection. Constant changes in global and national PMTCT guidelines and the
incomplete roll-out of staff orientation to new guidelines was a huge limitation for front line

health workers.
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