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Abstract

Introduction

HIV/AIDS has been one of the most challenging pandemics in health and development. Sub-
Saharan Africa remains the most affected region and it handles over two-thirds of the
individuals infected world wide. A large number of interventions have been implemented to
control the infection. HIV testing is one of these interventions, and is a key entry point for
both prevention and treatment. HIV testing has mainly been offered through the client
initiated, voluntary counselling and testing (VCT) services. However, low use of VCT has
been reported in several studies despite substantial scale-up during the past 10-15 years.
Provider-initiated testing and counselling (PITC) models have been introduced to increase the
test rates in the context of the growing availability of treatment. Nevertheless, little has been
documented on experiences with the PITC model. This study sought to assess exposure to
HIV testing through VCT and the prevention of mother to child transmission (PMTCT) based
testing services that practice PITC at antenatal clinics, investigate determinants of VCT use,
explore experiences and perceptions with the PITC model within PMTCT program and assess

the applicability of the responsiveness concept in the evaluation of VCT.

Methods

The thesis comprises of: 1) a cross-sectional study of 5689 respondents in three African
districts; 2) a concurrent triangulation mixed-methods study that utilised data from: a
population-based survey in three study districts, 34 focus group discussions and 18 in-depth
interviews; and 3) a concurrent nested mixed-methods study applied in one of the study

districts among 328 VCT users and 36 VCT counsellors.

Results

The findings indicate that education attainment and stigma were significantly associated with
VCT use across the three districts. Women were much more likely to test for HIV than men in
the two districts with seemingly higher use of PMTCT. Only minor gender differences
appeared for VCT use. PMTCT-based HIV testing was not always accompanied by pre-test
counselling and limited post-test counselling was experienced. In settings where the PITC
model had been scaled up extensively through the PMTCT program, informants expressed
frustration related to their experienced inability to ‘opt-out’ or decline from the provider-

initiated HIV testing services. There was an experienced additional burden on women testing



through the PMTCT program as they were encouraged to recruit their spouses to go for HIV
testing. The elements proposed by WHO to measure responsiveness were highly valued in a
VCT context. However, qualitative findings revealed pertinent aspects of the elements (e.g.
confidentiality and autonomy) that were experienced as crucial in the local setting, but had

not been captured by the tool.

Conclusion

Variations in HIV testing exposure was largely related to the extent to which the PITC model
had been scaled up through the PMTCT program in the three districts. Determinants of VCT
use differed less by district. Education attainment and HIV stigma were dominant factors
related to HIV testing across the three districts. This underscores the need to improve efforts
to promote education and effective anti-stigma programs to reduce inequalities in HIV testing.
Variation in exposure to overall HIV testing in the study populations can mainly be explained
by the extent to which the PITC model had been scaled up through the PMTCT programme.
However, scaling up of HIV testing at PMTCT settings seem to reach mainly pregnant
women. Whereas this strategy seems beneficial in increasing the test levels, the manner in
which the PITC strategy is currently implemented raises serious ethical concerns; the removal
of the pre-test component of counselling leaves no room for obtaining informed consent; and
the approach implies missed preventive opportunities that are inherent in the post-test
counselling concept. Responsiveness provides a fruitful concept to evaluate HIV testing
services; however, the WHO responsiveness tool needs substantial revision in order to capture

elements of experiences relevance for the local context in which it is employed.
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1 Introduction

1.1 Global overview of the HIV/AIDS situation

Human Immunodeficiency Virus (HIV) attacks the immune system that is vital in protecting
the body from life-threatening opportunistic infections. HIV/AIDS is a global challenge that
poses a threat to the health of individuals, public health and development [1, 2]. Since the
discovery of the virus, ~60 million people have been infected of whom 25 million are
reported dead. Currently 33.3 million people are living with the virus [2, 3]. In 2009, an
estimated 1.8 million people worldwide died of AIDS, and 2.6 million new infections were

reported globally [2].

Sub-Saharan Africa remains the most affected region by this pandemic and it harbours over
two-thirds of those living with the virus (22.5 million). This region recorded 1.3 million
deaths in 2009, accounting for almost three-quarters of all HIV related deaths globally. In the
same year, 1.9 million new infections occurred in the region, a figure that is more than half
the number of new infections worldwide. However, HIV incidence has been reported to be
declining or stabilising in 22 countries in sub-Saharan Africa. This decline has particularly

been associated with reductions in risk behaviour [2].

1.2 A brief history on HIV/AIDS

In the early 1980°s AIDS was classified as a rare type of pneumonia until 1982 when Centre
for Disease Control (CDC) established the term Acquired Immune Deficiency Syndrome
(AIDS) [4, 5]. The causes to AIDS were not known at that time. It was hypothesised that the
virus only affected gay men since it was first presented by men within that population [4, 6].
It was then also referred to as the “gay disease”. This hypothesis was short-lived as reports on
AIDS cases emerged from different populations throughout the 1980s [7, 8]. Although there
are many ways that HIV can be transmitted (e.g. parenteral exposure, peri-natal from mother

to child), heterosexual transmission is the most predominant route.

Over the years, stigma and fear were some of the dominating negative factors that surrounded
those infected, possibly due to the manner in which the disease is acquired / transmitted, the

absence of a cure and social exclusion aspects. To quite some extent this stigma related
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scenario has remained to date. In addition to these negative challenges, death rates made the
epidemic the leading cause of death worldwide in the ages between 15 and 59 [6]. This led to
the emergence of enormous interventions to control the disease. HIV preventive measures that
have been implemented include: e.g. prevention and treatment of sexually transmitted
diseases, prevention of mother to child transmission, safe blood transfusion, condom
promotion, and HIV testing and counselling to mention a few. Inevitably, HIV testing became
crucial in the control of this disease, and has been referred to as the actual entry point to

prevention, treatment and care [9].

HIV testing

HIV testing dates back to 1985 when the first antibody test was approved and made available
in Western countries [10-12]. For a long time, treatment was not available, and the test was a
dangerous move to some, since it made apparent avenues of additional harm to already
vulnerable groups (for example, gay people). Other than a change in behaviour, it offered
little to those already infected [11]. Furthermore, the fear and stigma attached to this disease
made it different from the other ailments. The discovery that oneself might be infected was

accompanied by much psychological harm, creating a recognition that counselling was critical

[11].

The complexity of the challenges implied in the global HIV scenario made HIV testing
exceptional hence ethical and human rights concerns became abundant. The CDC guidelines
released in March 1986 advocated routine voluntary counselling and HIV testing for high-risk
groups. The risk groups included homosexual and bisexual men, intra venous drug users,
individuals with signs of AIDS, prostitutes, newborn infants and haemophiliacs [13]. To
protect the privacy of those testing HIV positive, confidentiality became a key factor in the
public health practice in many health facilities in the United States of America. In other states,
anonymous testing was practiced, i.e. identification of clients solely by numbers. It was
hypothesised that ensuring anonymity during HIV testing would increase test rates compared
to mere observing of confidentiality. A trial on anonymous versus confidentiality in HIV
testing was conducted and evidently HIV testing increased by 50% when anonymity was
ensured [ 14]. The increase was mainly among the gay population where the observed increase
in testing amounted to 125% [14]. The explanation given was that HIV sero-positive
individuals suffered high discrimination and any breach of confidentiality came with serious

repercussions to the individuals such as refusal of medical insurance, loss of employment, and
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eviction from housing among others factors [ 14, 15]. Despite the advantages in increasing test
rates among the at risk groups, some disadvantages were experienced in practicing
anonymous testing. These included the difficulty for the counsellors in tracing clients who did

not return for the test results or for a retest in cases of errors [14].

Despite generating high test exposures anonymity was not favoured by the general public. It
was argued that preventing the spread of AIDS took precedent over personal privacy (that is
the practice of anonymity) [16]. In the extreme some wanted quarantine to be put in place for
those infected with the virus [17]. The perspectives from the at-risk groups were weighed up
against the public health views that favoured routine types of HIV testing. A balance of the
two perspectives brought about an HIV testing policy where voluntarism was considered vital
and where the critical role of counselling was fronted [18]. Emphasis on HIV counselling was
particularly inspired by studies that reported no behavioural changes in homosexual men after
knowledge of their HIV antibody status and that HIV-positive individuals suffered emotional
distress upon knowing their status [19]. Counselling was seen as an important element, both
in dealing with the challenging emotional dimensions as well as providing an opportunity to
motivate behavioural changes. This was essential in preventing further transmission of the
infection. Counselling was perceived as the way to “expedite the adoption of a safer sex

norm”, said to be key in containing the disease [20]p.709].

HIV counselling

HIV counselling has been defined as a dialogue between a client and a counsellor. The
objective of this dialogue is to enable a person to make informed and personal decisions about
testing, and to learn how to cope with the stress brought about by the test results [21].
Counselling has traditionally been offered on two occasions during HIV testing; before the

test (pre-test counselling) and after the test (post-test counselling). Pre-test counselling has
been described as a prerequisite for obtaining consent [20], and according to UNAIDS, it is
necessary for preparing the client psychologically for the HIV test and its results. At this stage,
the counsellor discusses with the client ways to cope with knowing ones HIV status, and

attempts to correct myths and misinformation surrounding the disease [21].

Pre-test counselling can be seen to fuel autonomy, a virtue held high within the rights based
discourse and is classified as one of the elements that make up the responsiveness concept.

Responsiveness is one of the health systems goals that look at the non-health aspects
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considered important in enhancing trust in healthcare systems. From a responsiveness
viewpoint, autonomy is described as the involvement of the health service user/client or the
patient in making decisions that pertain to their health. It does assume that positive
involvement can be achieved when the users are provided with relevant information,
consulted on preferences, and when patients’ consent is sought before any proceedings are
taken. In relation to HIV testing, autonomy emerges as an important aspect. It entails that

respect is observed regarding the rights of the patient to accept or refuse testing [22, 23].

The nature of the post-test counselling depends on the test result. It presents an opportunity
for the counsellor to present alternative prevention methods. For instance, the counsellor can
present ways to prevent HIV infection, discuss ways to reduce the risk of infection or
transmission, provide emotional support on how to cope with an HIV-positive status, and
make referrals to treatment, care and support services [21]. The counselling element in HIV
testing services has by most participants in the field been perceived as vital with its
potentially comprehensive role in HIV prevention, treatment and support measures, both at
individual and societal levels [24]. A randomised trial conducted in Kenya, Tanzania and
Trinidad found that individuals who received counselling were more likely to change
behaviour than the ones who received merely health information [25]. Along with the
opportunity to promote behavioural change and health improvement at an individual level,
HIV counselling is seen to encourage openness that can in turn reduce fear and stigma of the

disease at a societal level [24].

Types of HIV testing and counselling

With the approval of the finger-prick rapid test in 2002, HIV testing became possible outside
the laboratory, which assisted in improving knowledge of HIV status in the population [6].
The rapid finger-prick test is still in use for HIV testing. Two main modes of testing are
discussed in the following pages; voluntary counselling and testing and Provider initiated opt-

out models for testing.

Voluntary counselling and testing (VCT)

VCT is a process by which individuals undergo counselling and testing for HIV [9]. These
services have commonly been client or user initiated, motivated by a person’s own interest

and right to know his/her HIV status. VCT emphasizes pre- and post-test counselling, and has
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either been integrated in established health facilities or provided independently in the

community [26].

VCT has been deemed beneficial in many ways: studies have shown that it significantly helps
people change their risky behaviour through, e.g. increase in condom use, and decrease in
unprotected sex among the ones with a positive test results [25, 27-29]. Others studies noted
changes also among the ones testing HIV-negative [29, 30]. VCT has also been shown to

motivate behavioural change among couples who were tested together [28].

Despite such documented benefits VCT has faced many challenges. The most prominent has
been the low uptake also in locations where the services are readily available. Several studies
indicate that substantial proportions of a population express high willingness to be HIV tested,
which could be an indication of poor acceptability of the manner in which VCT is offered
[31-34]. Stated willingness to be tested is not the same as getting tested. New strategies to

ensure increased uptake in testing have thus been sought.

The difficulties encountered with regard to mother-to-child transmission of HIV turned out to
be severe, and the prevention of this form of transmission of HIV has been hampered
particularly by low uptake of VCT. In this context VCT was not seen as strong enough a
measure to ensure that new mothers received guidance and medication. With the
demonstrated efficacy of drugs (Zidovudine) to mothers and infants in 1994, the eagerness to
reach the women in question became substantial [35]. This enhanced the interest in increasing

the uptake in HIV testing.

During the early years of the new millennium, a consultation was convened by WHO with a
focus on alternative ways to ensure increased access to HIV testing services. The consultation
team reported that new approaches to HIV testing were necessary. During the consultation
meetings it was argued that the pre-test counselling that was deemed a prerequisite to HIV
testing could also be a potential hindrance. Within a fairly short time, the pre-test counselling
that WHO had established was considered counterproductive. From a subsequent report, it
was argued that the pre-test counselling procedure in VCT could particularly detract

individuals from seeking HIV testing [11, 36].
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In June 2003, WHO disseminated a brief summary on HIV testing in light of the discussions
that proceeded from the consultations [37]. ‘Voluntarism’, ‘informed consent’ and
‘confidentiality’ that were included in the earlier version of the CDC guidelines were retained,
although a problematization of ‘HIV testing exeptionalism’ was sensed. Routine HIV testing
in antenatal clinics and elsewhere in the health system where it was perceived to benefit the
patient was now recommended. This change was accompanied with other transitions. The
‘pre-test counselling’ concept, previously seen as the vehicle to attain informed consent, was
now replaced with ‘pre-test information’ [37]. This period moreover, saw a highly welcome
increase in funding in relation to HIV and treatment e.g. through initiatives like the ‘3 by 5’
that was launched in 2003 by WHO. This initiative aimed to reach three million HIV-positive
patients with treatment by 2005. Globally oriented organizations mobilised rapidly to increase
the availability of anti-retroviral (ARV) drugs. Unfortunately by itself this initiative did not
yield much result, and the anticipated targets were not reached by 2005 [6]. This focus on

treatment has partly distracted the focus from HIV prevention campaigns.

Provider initiated opt-out HI1V testing and counselling

As declared by a senior WHO representative, changes in the testing strategies became
inevitable to give better access to ARV drugs [38]. In addition, new views related to making
HIV testing a ‘routine examination’ in healthcare settings supported by studies from
Botswana, made a significant impact as WHO underwent a change in its approach to HIV
testing [39, 40]. After almost a year of scrutiny, new guidelines on ‘provider initiated testing

and counselling’ (PITC) were released in May 2007 [26].

The PITC guidelines differed substantially from the ‘traditional’ VCT concept. The
differences emerged in relation to the manner of initiating testing, the objective of the testing,
and the emphasis on HIV counselling. PITC gained momentum to increase testing levels in
high prevalence populations with the assumption that it would imply simultaneous benefits

for HIV prevention and treatment [26]. The ‘provider initiated opt-out approach’ has most
commonly been implemented in specialised programs, such as the prevention of mother-to-
child transmission (PMTCT) program. The provider initiated opt-out approach entails that
HIV testing is initiated by the health provider, who proceeds to test the patients unless the
patient actively declines testing after receiving the ‘pre-test information’ [26]. Thus in
principle the provider initiated testing approach retains the option for clients to decline testing.

Pre-test counselling is, however, eliminated and substituted with pre-test information. Post-
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test counselling is still recommended within the provider initiated opt-out approach [26].

Plans are underway to scale up this model of testing in many nations.

Success of the provider initiated opt-out testing strategies has been reported in some studies,
primarily in terms of increasing the test levels and in terms of the proportion of women
receiving PMTCT [41-45]. Critical voices have however been raised. A study from Botswana
found that although routine testing was widely supported, a majority felt that they could not
refuse the test, making issues on the applicability of informed consent and the autonomy of
patients questionable during implementation of the new strategy [46]. The roll-out of this
testing model has over time been faced by criticism both from the ethicists and human rights
activist. The model is criticized for paving the way for neglect of rights-based dimensions
retained in the WHO 2003 guidelines on new approaches to HIV testing with its emphasis on

‘voluntarism’, ‘informed consent’ and ‘confidentiality’ [47-49].

1.3 HIV/AIDS in Kenya, Tanzania and Zambia

The data for this thesis were drawn from three African countries; Kenya, Tanzania and
Zambia. The estimated HIV prevalence among young people aged 15-24 is 2.8% in Kenya
[50], 6.5% in Zambia [51], and 2.4% in Tanzania [52]. HIV/AIDS has affected all sectors
(e.g. education sector, agricultural sector among others) in these countries, hence preventive,

treatment and care strategies are deemed necessary and are in place to manage the disease

HIV testing is one of the most important interventions in HIV/AIDS in all the three countries.
In Kenya VCT was first launched in 2000 with only three sites available. This was scaled up,
and there were about 1000 sites countrywide by 2007 [53]. Tanzania, on the other hand,
initiated VCT earlier in 1989. However, coverage was remarkably low, and only about 92
public VCT sites were available in the country in 2001. The preceding years have experienced
a scale-up of the services and across the country. In Zambia there were about 1563 VCT sites
in public and private health facilities by 2009, [54]. With the introduction of the PITC model
of testing these governments have scaled-up the testing strategy, primarily through the
prevention of mother-to-child transmission (PMTCT) programs. However, plans are
underway to make HIV testing a routine test so as to reach all that utilise health facilities. An
example is Kenya where the current guidelines propose HIV tests for all patients using health

facilities [53].
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1.4 Health system values in the context of HIV testing

Health systems are defined as all activities whose ultimate goal is to improve the health of the
population [55]. Not only do these systems aim at improving health, but they respond to the
needs and expectations of the people being served. In this regard, ‘responsiveness’ has
become an important concept directed at the non-health related dimension increasingly being
considered as one of the main goals of a health system in order to respond to the needs of the
people [55]. WHO indicated that some of the outputs of a well-functioning health system are
responsiveness and equitable access to people-centred care [56]. HIV counselling and testing
(HCT) services are central part of the health system in combating the pandemic as they
provide an entry point to prevention of infection or treatment of those already infected. Like
any other services within the health system, HCT services must respond to people’s needs and

expectation.

Responsiveness

The concept ‘responsiveness’ is as stated above, one of the goals of a health system making it
an ‘output’ that should be targeted [55]. Responsiveness entails the non-health aspects that are
closely related to the way in which people are treated and handled by the health system.
Responsiveness in this context emerges as a crucial factor that influences trust and use of
health services. According to the literature responsiveness can be viewed from two angles.
Firstly, when users of a health system are perceived as ‘consumers’, emphasis on
responsiveness is looked upon as a means of attracting consumers. Secondly, responsiveness
can be related to the safeguarding of the rights of patients to adequate and timely care [57]. It
is assumed that a responsive health system is conducive for individuals to seek care earlier,
and makes them more open in their interactions with the health providers. In turn this implies
that the health-care users are better able to assimilate vital information which ultimately
contributes to the enhancement of health in a population [22]. A responsive health system

thus contributes to increased utilization [22].

WHO defines 2 major components to measure responsiveness, namely, ‘respect for persons’
and ‘client orientation’. Respect for persons focuses on aspects of the individual interaction
with the health system [23, 57-59]. It involves elements such as ‘dignity’, ‘autonomy’,
‘confidentiality’ and ‘communication’, whereas ‘prompt attention’, ‘quality of basic
amenities’, ‘choice of provider’ and ‘social support’ make up the client orientation component.

The outlined elements are central in measuring responsiveness of health systems. These
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elements have been used to measure responsiveness levels of health systems in several studies

[22, 23].

Health system responsiveness emerges as particularly important in a context of HIV testing
services due to the heavy stigma attached to the disease. In an HIV context, a responsive
system that offers people centred approaches to testing emerges as vital for trust and
acceptability of the related services. Hence, responsiveness emerges as a highly relevant
concept in evaluating such services. In the research presented in this thesis, I attempt to

address how the responsiveness concept can be drawn upon in assessing HIV testing services.

Equity in health care

Equity is indicated as one of the basic principles in healthcare provision by most nations [55,
56]. The concept ‘equity’ has been widely debated over years, being given a number of
different definitions, all of which revolve around common points of ‘fair distribution’, for
example of health services, among different individuals and groups in a society [59-62].
“Equity is concerned with creating equal opportunities for health and bringing health
differentials down to the lowest level possible” [61]. Whitehead [60] proposed a definition of
equity in healthcare that consists of three different dimensions: equal access to available care
for equal need - which entails even distribution of resources and facilities. When available
resources are spent on high-technology health services that provide for only a small portion of
the population, it is judged as inequitable. Equal utilization for equal need occurs when the
use of services is not restricted by social or economic disadvantage. However, if people
choose not to use services for ethical, cultural or religious reasons - the concept does not
apply. Equal quality for all occurs when professionals put the same effort into their work with

all social groups.

Going beyond the definitions, equity is seen as both a normative and an empirical concept.
The normative dimension addresses the question of values, that is, the ethics and desirability
of interventions, whereas the empirical dimension deals with assessment of health status and
determinants [61]. The major goal of equity in health is to provide and enhance opportunities
for all individuals to achieve optimal health within their potential [61]. In this study, I attempt
to determine whether VCT services are equally utilised by the population they serve drawing
upon the Andersen’s behavioural model for health service use as discussed in the methods

section.
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1.5 Problem statement

In the past 15 years there has been a substantial scale-up of HIV testing through VCT services,
and most recently through the PITC model of testing. Studies have reported low uptake of
client-initiated VCT even in places where the services are readily available [63]. Explanations
have been sought for the low use of VCT. The available literature indicates that the lack of
treatment, low trust in the local health care services, stigma, confidentiality concerns, and
adverse consequences related to disclosure are key barriers to VCT uptake [12, 32, 34, 63-65].
Other studies have shown inequities in access indicated by higher utilization of VCT among
individuals with higher levels of education compared with groups with low education [32, 66].

Equity in access has been declared a central strategic goal by most national HIV authorities.

The PITC models sharply contribute to an increase in the number of people testing for HIV.
The PITC model has mainly been adapted by specific programs targeting particular categories
of individuals within the population primarily pregnant women through the prevention of
mother-to-child transmission programme (PMTCT) [41, 67, 68]. The PITC model has been
seen that it could violate ethical principles brought about by the lack of counselling and for
subjecting mainly women to testing [47, 49, 69-71]. Knowledge related to people’s own
experiences with the new testing model is however, very scarce, and the demand for studies to
explore perceptions and experiences with the new strategy has been raised [47, 72]. This
study attempts to address this void by generating knowledge on experiences with both VCT
and the PITC models of testing.

In a context where HIV testing through the highly scaled-up VCT model has faced poor
utilization, the responsiveness concept can be seen to be of vital importance in evaluating
these services. Previous studies have mainly assessed responsiveness of entire health systems
[58, 73]. However, a few studies have assessed responsiveness of specific health services
(mental health) [74-76]. The responsiveness concept had not previously been applied on HIV

services.
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2 Study Objectives

2.1 Overall objective

To investigate HIV testing services from health providers, clients and community

perspectives.

2.2 Specific objectives

1) To investigate factors that determine the use of VCT based HIV testing services in

three African districts.

2) To investigate exposure of HIV testing in the adult population, and to explore
perceptions and experiences with VCT and PMTCT based provider initiated opt-out

testing approach at ANC clinics in three African districts.

3) To assess the applicability of the responsiveness concept in evaluating HIV testing

services with a focus on VCT.
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3 Material and Methods

3.1 REACT Project

The study was conducted as part of an ongoing EU-funded research project, REACT
(REsponse to ACcountable priority setting for Trust in healthcare) implemented in three
African districts; Malindi in Kenya; Mbarali in Tanzania; and Kapiri Mposhi in Zambia;
(Figure 1 provides a map showing the three districts). REACT is an action research based
health systems project that draws upon the ethical framework ‘Accountability for
Reasonableness’ (AFR) to promote fair priority setting in healthcare. The AFR framework is
applied as a ‘tool’ by decision makers for guidance towards fair decision-making processes.
AFR aims to broaden stakeholder involvement in the identification and consideration of
relevant values in priority setting for healthcare based on continuous reference and adaptation
to the four conditions of i) relevance, ii) publicity, iii) appeals and iv) leadership [77]. The
influence of AFR in this project is assessed in the recorded change in the priority setting
processes and in indicators for ‘trust’, ‘equity’ and ‘quality’. A recent publication based on
health systems and REACT data in Tanzania indicated the need for more participatory and

mutually acceptable decision-making processes in improving healthcare [78].

HIV control programmes are one of the focused ‘evaluation domains’ within REACT. The
knowledge generated within the frames of REACT are drawn upon in papers I and II. The
papers highlight some of the gaps in the implementation of HIV testing policies as
experienced by our study participants. The knowledge generated creates a basis for addressing

fairness of decision-making process for HIV testing in the above mentioned districts.

3.2 Study area

The main study area for the present study was Malindi district. However, relevant data from
the other REACT project districts (Mbarali and Kapiri Mposhi) were analyzed and presented
in papers I and II. These districts were chosen by REACT on the assumption that they were
similar in disease burden, health systems and population [79]. A closer look at the available
epidemiological information, however, revealed some distinct differences, particularly with

reference to HIV prevalence [52, 80-82]
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Figure 1: Map of the study areas in the selected countries.

Malindi district

Malindi district is one of the seven districts in the coastal region of Kenya. The district
occupies a geographical area of 7605 square kilometres and is largely semi-arid [83, 84]
Malindi district is divided into three administrative divisions, 16 locations and 56 sub-
locations. It has an estimated population of 350,000 [84]. The district has a rising population
with a growth of about 3.9% (1989-1999). The district has three hospitals (one government
and two private) and 24 dispensaries (17 GOK- and 7 NGO-based). HIV/AIDS is one of the
most prevalent diseases in the district with levels ranging from 15 to 17%, a range that is

much higher than the national prevalence (6-7%) [50, 80, 84].

Mbarali district

Mbarali district is located in the Mbeya region of Tanzania. It has two divisions with 11
wards and 98 registered villages. The district has a population of ~ 235,000, with a growth
rate of 2.8% [85]. Residents of Mbarali district depend on health services that are provided
primarily by the government, although services offered by the private sector inclusive of
NGOs are increasing. There are two hospitals, two health centres and 39 dispensaries in this

district [86]. The HIV prevalence in this district is estimated at 7.9%[52].
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Kapiri Mposhi district

Kapiri Mposhi is a district located in the central province of Zambia; it has a population of
almost 275,000 of which ~20% live in urban areas. The annual population growth rate is 5.8%.
Health services are primarily provided by the government with very few private and mission
facilities. HIV is one of the most prevalent diseases in the area, with an estimated level of

13% in the rural part and 32.2% in the urban part of the district [81, 82].

3.3 Study design and rationale

A cross sectional design was applied in paper I, and a mixed-methods study design was
applied in the other two papers (Papers II and III). The mixed methods approach entails
mixing both quantitative and qualitative methods of data collection in a single study [87, 88].
The challenges of HIV testing are highly complex, and a combination of methods was
deemed appropriate to generate knowledge that could address the research questions in a
broad and comprehensive manner. It was anticipated that qualitative interviews would add
content and meaning to the knowledge generated by the survey data, thus increasing our
understanding of the patterns of utilization of HIV testing (Papers II and III) and people’s
experiences with VCT and the PITC HIV testing model practiced at ANC settings. Mixed-
methods are considered important in providing an opportunity to present divergent views,
producing more nuanced knowledge important in informing theory and practice, and adding
insight and understanding to what may have been missed if only a single method of research

investigation was used [87].

Creswell et al.[88] outlines three main issues that are used to define the type of mixed-method
approach used. First, the nature of data collection detailing whether it happened concurrently
or sequentially is considered. Second, it needs to indicate whether the data sources are equal
by explaining if one dominates over the other hence, indicating the priority of the data. Third,
the place in the research process where the mixing of the data occurs is taken into account
[88]. This background has been used to develop six mixed-method designs that can be
employed in research [88]. In our study, two types of mixed-method design were used,
namely a concurrent triangulation design (Paper IT) and a concurrent nested design (Paper I1I).
These are presented in detail in the next sections where the designs of the specific papers is
described. Details related to study populations and study settings are described in the specific
papers attached to this thesis.
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Paper I, Study design
A cross-sectional survey design was used to investigate the determinants of use of HIV testing
strategies (VCT). Data were drawn from a population-based survey catried out as part of the

REACT project in 2007, conducted in the three selected districts as shown in Figure 2.

2007
Population based surveys Data analysis (2009)
1A i
o . SPSSVs 15
» Malindi (n=1847) » Descriptive statistics
» Mbarali (n=1992) » Inferential statistics
* Kapiri Mposhi (n= 1850)

Figure 2: Cross-sectional study design

Paper 11, Study design

Paper Il investigated exposure of HIV testing, and explored people’s experiences and
perceptions in relation to the provider initiated (opt-out) HIV testing model. A concurrent
triangulation mixed-method design was applied that entailed the use of both quantitative and
qualitative methods. Data collection took place ‘concurrently’ or during the same phase of the
research in this design [88]. The quantitative section included questions that were part of the
population-based survey conducted among adults in the three districts (as in paper I), while
the qualitative data-set was obtained from a total of 34 focus-group discussions (FGDs) and
18 in-depth interviews (IDIs). 24 of the FGDs originated from REACT, eight FGDs being
conducted in each district. The remaining 10 FGDs and 18 IDIs originated from a study
focusing on HIV testing, counselling perceptions and experiences conducted in Malindi

district of Kenya (Figure 3). The data sets are described in the next sections.
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Figure 3: Concurrent triangulation mixed-methods design

Paper 111, study design

With the very clear VCT related challenges on low use that have emerged from previous
studies as presented in the introduction, the concept of ‘responsiveness’ emerged as
potentially important. Thus assessment of the tool used to measure responsiveness was
deemed necessary as a first step. To assess the responsiveness tool in evaluating VCT services,
a concurrent nested mixed-method design was employed (as in Figure 2). An explicit aim was
to explore “responsiveness” in the context of HIV testing in an African district. Quantitative
and qualitative data were collected during the same phase of data collection [88], using a
standardized questionnaire that had closed-ended questions proposed by WHO to measure
responsiveness. The tool was adjusted to include one open-ended question at the end of the
questionnaire. The same study participants thus replied to both the quantitative questions as
well as to the open-ended question. The tool was administered to 328 VCT clients and 36
VCT counsellors (health providers); a total of 364 participants. 300 participants (both users
(264) and health providers (36)) agreed to reply to the open-ended question. Observational

field-notes were also written during the study.
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3.4 Data collection methods applied

All together, the study utilised seven data-sets generated through quantitative and qualitative

techniques. These data-sets were conducted within the REACT project or through separate

studies conducted in Malindi district by the author of this thesis. The data-sets within REACT

were obtained from the three study districts. I was involved in collecting the data from

Malindi but not the data collected within the REACT project as indicated in table 1 below.

These data collection methods are discussed in detail in the next sections.

Table 1: Description of the data collection involvement of the different data set

Data collection method

Population based survey

(PBS)

Focus group discussions

(FGD) (First set)

Facility based survey (FBS)

Open-ended question

Focus group discussions

(FGDs) (Second set)

Individual interviews (IDIs)

Observations

Assigned Source of data

number

1A REACT
1B REACT
2A MALINDI
2B MALINDI
2C MALINDI
2D MALINDI
2E MALINDI

Was the author Who were

involved in the  involved

data collection?

NO REACT members
and co- authors

NO REACT members
(social scientists),
co-authors

YES Field assistants

YES Field assistants

YES Social scientist

YES Social scientist

YES None
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3.5 Quantitative Methods

Two main types of surveys were used, namely a population-based survey - 1A (PBS) and a
facility-based survey- 2A (FBS). The PBS was conducted within the REACT project in the

three selected districts, whereas the FBS was conducted only in the Malindi district.

Population-based surveys - 1A (Papers I & II)

A multi-stage stratified random cluster sampling strategy was used to draw the samples. In
each district, the sampling frame was stratified into rural and urban areas. A cluster of
households referred to as a ‘standard enumeration area’ (SEA) considered as the primary
sampling unit was selected using probability proportional to size of the sampling unit. The
required sample size was calculated to be 2000 individuals (aged 15 and older) in each district.
The study was handled as a baseline survey for the REACT project, and the sample size
calculation was computed with the assumptions of a 0.5 probability of outcome, a precision of
0.05, a minimum measurable change of 0.1, a power of 0.80, and the design effect at 2. A
total of 49 clusters (10 in Malindi, 19 in Mbarali, 20 in Kapiri Mposhi) were selected from the
urban stratum and 67 clusters (16 in Malindi, 26 in Mbarali, 25 in Kapiri Mposhi) were
selected from the rural stratum. A random selection of a fixed number of households in the
selected SEAs was done. At the household level, one male and one female aged 15 and above
were randomly selected to participate in the survey. The author of this thesis was involved in
data analysis but not developing the design, developing the tools or collecting the data of this

study.

Facility-based exit survey — 2A (Paper I1I)

Exit interviews were conducted in the 15 VCT facilities available in Malindi district at the
time of the study. To avoid recall and recognition biases, exit interviews were considered the
best option in capturing responsiveness of VCT services. The exit questionnaire was
administered to users of VCT, and to healthcare workers at the VCT centres. A sample of 325
people was calculated to be required (assumptions being a 90% confidence interval and a
probability of 50% of the measured phenomenon). At the study district, we aimed to interview
all who attended the VCT within the span of one month (mid October to mid November 2007).
Since VCT offers client-initiated services for HIV testing, we faced the challenge of reaching
our sample target size if we randomised. Therefore, we chose to interview all individuals over

18 years of age who underwent VCT and who consented to take part in the research. Facility
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records of the previous four months were used to calculate proportionate samples for the

respective VCT centres.

The questionnaire employed that had been developed by WHO to measure responsiveness
was, slightly adjusted to fit the study setting (VCT) and to include one open-ended question.
The open-ended question was added as a result of the pilot study as the researchers sensed
that there were aspects that were not properly covered by the questionnaire. Four field
workers were recruited to assist in data collection. Selection was based on their experience
with similar studies and good knowledge of the area. Two days were spent on training the
four field workers. At the VCT centres we interviewed both the healthcare providers (mainly
counsellors) and the users. We depended on the healthcare providers to appraise the VCT
users about the survey. At the health facilities we were either offered a separate room to
conduct the interviews or we sat outside under a tree in places where no extra room was

available.

3.6 Statistical analysis and the applied behavioural Model

Both data-sets (the population-based survey - 1A and the facility based exit interviews — 2A)
were analysed using SPSS version 15 for MS windows (SPSS inc. Chicago, IL, USA).
Descriptive analysis was performed for both studies. To guide the analysis in paper I, the
behaviour model for health services use by Andersen was employed [89]. The model has been
used extensively particularly to investigate questions related to equity in the use of healthcare
services after adjustment for need factors, i.e. equal use for equal need. Need attributes for
VCT is less apparent compared with general healthcare seeking where illness and perception
of one’s own health status are the most powerful determinants. Therefore, the original model
suggested by Andersen [84] demanded modifications for our study, which was based on a
careful literature review of the determinants of HIV testing. This has been discussed in detail
in paper I attached with this thesis. Logistic regression analysis was used to test the
performance of the modified model, and to estimate associations between factors and VCT
exposure. All analyses were performed by first stratifying data by district, residence and sex.
Potential interactions were sought and tested. Only the significant factors were considered

before performing a pooled analysis for all three districts.
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Figure 5: The modified behavioural model for health services use [89, 90]
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3.7 Qualitative Methods

Qualitative research entails methods of inquiry aimed at gaining a depth of understanding of
the issue(s) at stake, and the reasons behind their occurrence [91]. Qualitative research
methods involve “systematic collection, organization and interpretation of material derived
from talk and or observation” [91]. Qualitative approaches have gained increasing popularity
in medical and health sciences research due to their ability to enhance the understanding of
people’s attitudes, norms, beliefs, and their behaviour or conduct. Qualitative research
methods can be employed on their own or, as in this thesis, jointly with quantitative methods.
They are used here to compliment or offer more insights on the same social phenomena
addressed by quantitative approaches. In this study, the aim was to enhance the depth of
knowledge about HIV testing strategies in ways that would enhance the understanding and the
validity of the study findings [91, 92]. Triangulation of qualitative methods was seen as a way
to increase the credibility of our study findings. The methods used to collect the qualitative
data were focus-group discussions (FGDs), in-depth interviews (IDIs), an open-ended
question added to a quantitative tool, and observations. These methods are discussed in the

following sections.
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Focus-group discussions

A focus-group discussion (FGD) is described as a data collection tool that gathers people
from similar backgrounds or experiences to discuss a specific topic of interest [93]. Focus-
group discussions were used in this research to elicit people’s perceptions and experiences
surrounding HIV testing strategies. Two sets of FGDs (1B and 2C) were utilised. FGDs 1B
were conducted at health facility level in each of the study district among the following
groups: a) female out-patients, b) male out-patients, ¢) pregnant women attending ante-natal
clinics and d) youths aged 18-24 years. Two FGDs were carried out in each group from the
rural and urban setting in the districts (i.e. a total of eight groups in each of the three districts).
The author did not carry out these interviews herself, but followed the research process
closely. The second set of FGDs (2C) involved 10 FGDs that were conducted at community
level in Malindi district among a) female youths, b) female adults, c) male youths, d) male
adults and e) pregnant women, in both rural and urban settings, again with two FGDs carried

out in each category.

FGD participants for both sets of groups were purposively selected. Purposive sampling is the
common method for selecting informants for focus-group discussions [93]. [It is a non-
probability sampling method also known as ‘judgemental sampling’ that is used to select
participants based on the researchers personal judgement about which ones will be most

representative or informative [94]pg. 729].

The first set of FGDs- 1B (Paper 1II)

This set of FGDs was conducted within the REACT project in the rural and urban settings of
the three selected study districts. Discussions were conducted by experienced social scientists
speaking the local languages. The individuals who carried out the FGDs from Kenya,
Tanzania and Zambia respectively had been part of REACT since its inception. The process
of recruitment of informants was done with the assistance of health providers at the health
facilities, and interviews were conducted in a room provided within these facilities. The
inclusion criteria were based on age, gender and use of the health facility. eight FGDs were
conducted in each district /country consisting of 6 -10 participants in each session. The study
informants were recruited immediately after use of the service to avoid recall bias. The topics
addressed in the discussion guide were a follow-up of the topics addressed in the population-
based survey (1A). The individuals who developed the guides also conducted the interviews,

and were part of the analysis and the writing process of the paper (co-authors of Paper II). The
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tool development and training took place during a REACT consortium held in 2006 in the

Mbeya district in Tanzania.

The developed study guides included topics on selected programmes within the areas of HIV,
malaria and obstetric care. The questions addressed experience with diverse interventions in
place within the health service delivery systems, among them the HIV testing services. Only
the questions on HIV were used for this particular study. The topics in the FGD guide of
interest to the current study more specifically included the following:
1. What are your experiences with HIV prevention programs?
Should someone wish to know his or her status, where would they go?
How easy or difficult would it be to get an HIV test?

2

3

4. What are the reasons for young people not using VCT services?

5. How could VCT services be modified to make them more acceptable for young people?
6

What did you learn at the ante-natal clinic about mother-to-child transmission?

Before the start up of the discussions, the researchers introduced themselves and allowed
everyone in the group to introduce themselves. The introduction was followed by an
explanation of the study focus and its purpose before seeking verbal informed consent from

those wishing to participate. All the discussions were audio-recorded and later transcribed.

The second set of FGDs — 2C (Paper II)

Whereas informants for the first set of FGDs (1B) were recruited at the health facilities, the
second FGDs 2C aimed at recruiting regular community members. This was considered
important in capturing perceptions also of people who may not utilise health facilities, as well
as the experiences of those who may have used the HIV testing services, but had not felt free
to discuss issues when recruited at health settings by the health providers. This set of FGD
was motivated by the knowledge that vast numbers of people wish to test themselves for HIV
but few end up going for the actual test. These FGDs were conducted only in Malindi district
in Kenya. The study areas were chosen purposively as we wished to conduct research in the
same area where the REACT project FGDs (1B) had been conducted to provide a wider
community based knowledge within REACT. Thus Malindi town was selected as the urban
setting and ‘Gongoni ‘as the rural setting. Topic guides were drafted and revised through
several rounds during the research process. The process included the author of this thesis, two

anthropologists and two (AB, IKN) other social scientists (MT, LN) in this sub-study. The
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guides were first ‘pre-tested’ prior to the study in Malindi. This process was not carried out to
‘fix’ the questions, but to predict how long the interviews would take. This round was also
useful in order to make an initial modification of some of the questions that emerged as
unclear to the informants. We worked closely with community health workers in the
recruitment of the study participants. The studies were conducted at convenient locations, e.g.
the nearest community-based organization (CBO) or health centre. The rural interviews were
conducted at Gongoni Health Centre and at the Malindi Educational Development
Association (MEDA), a local CBO in Malindi town. A total of 10 focus-group discussions
were conducted with the above mentioned categories of informants. Groups consisted of
between 7 -10 participants. The discussions were conducted in a separate room provided at
the two institutions which offered adequate, quiet and private environments enabling the
researchers to audio- record the discussion with ease. Also in this study, the inclusion criteria
applied was age and gender to enhance the opportunity for participants to discuss freely their
opinions on HIV testing. An experienced social scientist moderated the FGDs. The author
was present at every FGD, and observed the dynamics of the group, audio-recorded all the
discussions and participated in probing whenever the responses were unclear or needed more

depth and detail.

The aim was to explore perceptions and experiences related to VCT. In the course of the
discussions and interviews, the particular experiences with provider initiated opt-out
approaches in HIV testing came up strongly. The topic was followed up and scrutinized with
additional probing questions. Before the start of each discussion, I gathered socio-
demographic information of each individual, including age, marital status, level of education,
occupation, history of HIV testing and where tested. This information enabled us to become
acquainted with the informants before the discussions commenced. The participants were also
curious about who we were, and what we were interested in discussing. These relaxed
sessions gave us the chance to familiarise with the participants, and gain knowledge on who
was speaking about HIV testing based on experience. The sessions started with the
researchers (the moderator and I) introducing ourselves followed by an introduction of the
topics for discussion and the polite request for consent. All discussions commenced after
verbal informed consent was granted by each member of the group, and after a short

introduction was given by each of the group members.
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During the discussions, we did allow the participants to ask questions when they were
uncertain, and we encouraged the participants to feel free to speak of their opinion. We
discussed the fundamental principle of anonymity in research and also encouraged the
participants to keep the information that was shared during the discussion to themselves

The groups differed in terms of participation. In most of the groups the participants were
somewhat hesitant to talk initially, but in most groups the shyness did not last long, not the
least in the discussion groups with the older participants (males and females in both settings).
As the discussions progressed, almost all the informants showed a genuine interest in the
topics, and voiced that these issues engaged them directly. In one of the FGDs with adult
males in Malindi town, some of the participants did indicate that the time allocated for the
discussion of such topics should be extended. The FGDs conducted among the younger
participants lasted about two hours while the discussions with the elders lasted closer to three

hours.

During all the discussions two voice recorders were used to audio-record. Word by word
transcriptions were produced, but the recordings nonetheless remained important and the
researchers would retrospectively listen to catch the tone of the expressions and the
atmosphere during the interviews. At the end of the interview the moderator summed up by
repeating the major issues that had emerged for clarity and additional feedback before
thanking the informants for the important discussion. Transport costs were reimbursed to all

the participants.

34



al

will]]
i

c.) d)

Picture 1: selected focus-group discussions with: a) male adults, b) young females, c) female adults

and d) male youths

In-depth interviews- 2D (Paper II)

In-depth interviews (IDIs) were used to gain increased knowledge of experiences with HIV
testing strategies. These were carried out at the same time period the FGDs (2C) in Malindi
were conducted. This method of research inquiry (IDI) was added because of its strength in
eliciting individual experience, opinions, feelings and their strength in enabling the researcher
to address sensitive topics. IDIs were thus included to add potential insights of experiences
with the HIV testing services that would be potentially difficult to voice in gatherings of
people (FGDs). The venues used were the same as those used in connection with the FGDs
conducted in Malindi district. The interview guides employed during the interviews were
drafted and revised through several rounds during the process. This was carried out in
collaboration with a group of social scientists who were part of the REACT project ( some of
whom were co-authors of paper II). The guide was translated into Swahili. The IDI interview
guides intended to capture the details of HIV testing, counselling, perceptions and experiences
related to the services. Recruitment of the participants was done purposively by the
community health workers like for the focus-group discussions in Malindi town and the
Gongoni area. Participants were recruited based on age (18 years and above) and sex (men

and women) in urban and rural settings as was done for the FGDs (2C).
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The interviews were conducted with 18 study participants. The interview guide was used in a
very flexible manner, but was still useful in focusing the interviews. The interviews were
conducted by myself together with an experienced social scientist (the same person acting as
moderator for the FGDs), either in separate rooms or under a tree depending on the
informant’s preference. Sometimes the interviewee preferred to be interviewed at their place
of work (e.g. a kiosk and a hair salon). At the beginning of the interviews, the majority of the
informants were reluctant to offer information as they were wary of the audio-recorders.
However, with the assurance that this was just an aid for the research and that the tape would
not reach others than the researcher, the study participants gradually relaxed. We also assured
the participants that the recorder was only recording the voices and was not taking videos as
many had suspected. As the conversations progressed, the informants became more relaxed,
and most of the informants during the course of the interview became eager to share their

experiences or perceptions of HIV testing.

Swahili was the main language used, and the fact that the researchers were both conversant
with this language was important for the flow of the conversation. Those who had not had
direct personal experience with HIV testing shared their personal reasons for not seeking the
services. Sometimes the informants did not share their own experience, but found it easier or
more relevant to share a relative’s experience. Most of the IDI’s lasted one to two hours, most
of which were highly informative in the sense that details of notions or experience with HIV

services were elicited (at times in quite emotional terms).

S

Picture 2: An in-depth interview with a young female in rural Malindi (Gongoni area)
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Open-ended questions — 2B (Paper I1I)

Although not a method per se, we have nonetheless found that the open-ended question
placed at the end of the responsiveness tool should be commented on under the qualitative
part. Albeit this part of the study consisted merely of one open-ended question in the VCT
exit survey questionnaire (2A), it turned out to yield very important insights. [Open-ended
questions are added to a questionnaire when researchers wish to pursue a particular idea or
responses in more detail [92] p.13]. In our study, we intended to assess characteristics
relevant to responsiveness which we believed were not being captured using the closed-ended
questions. The question was thus addressed to the same individuals who had participated in
the survey. The question was phrased: “In your view, are there any other characteristics
beyond the ones we have discussed that you think should be included in a responsive VCT" .
Since only one open-ended question was asked, we were able to ask everyone if they wished
to respond to the question. Probing or follow-up questions was consistently applied to grasp
as much as possible about aspects of relevance that had not been captured by the WHO tool.
Before proceeding to this section of the questionnaire, the informants were asked if they
would agree to continue with a question that had a different character. 300 participants
responded (264 of the 328 VCT users and all the 36 health providers).The interviews were
conducted by myself with the help of the four trained enumerators (the same that conducted
the FBS-2A) in Swahili and English languages. The replies were hand-written. People were
often asked to speak slowly or to repeat statements to allow important replies to be noted

down.

Observations — 2E (Paper III)

Observational methods can be important both in itself, and as a method used to question or
clarify responses given by the participants. This type of data collection method is commonly
used to nuance or corroborate responses given by the informants [92]. Non-participant
observational methods were used (paper III) in an attempt to clarify some of the concerns
raised by our informants related to the responsiveness of the VCT. The observations were
deemed relevant to capture issues regarding the location of the VCT, the dynamics between
people using VCT, the reception of the ones seeking VCT by the health providers, body
language or gestures by users, the VCT infrastructure, sitting arrangements before a VCT
session, type of health provider and information education and communication (IEC) material
available at the health facility amongst others. Details related to these and other observations

were noted down in some detail by the author of this thesis. Where possible, photographs
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were also taken after asking for permission. The observation techniques emerged as important
in elucidating some of the issues raised by the study informants related to responsiveness

concerns.

3.8 Qualitative data analysis

The analysis phase of the data for papers II (1B, 2C & 2D) and III (2B & 2E) started during
the interviews. The more rigorous analysis took place after the data collection had been
completed, and the interviews had been transcribed and translated. This process entailed a
first vital step of reading through the material several times in a slow and very thorough
manner. It was during this stage that the prime emerging themes were identified for both
papers. Later stages implied going through all the material and meticulously coding the
content so as not to miss relevant pieces of information. Two main types of analysis were
used to analyse the qualitative material collected for this thesis, namely framework analyses
for paper 11 and thematic analysis for paper II1. These two approaches are however not
experienced as being very dissimilar, as will be seen from the sections below. Both are

inductive in the sense that they derive key themes from the data[92].

Transcriptions and translations

All the interviews (both focus group discussions and individual interviews) in both the
REACT study (carried out in Kenya, Tanzania and Zambia) and in the sub-study carried out
in the Malindi district, Kenya, were audio-taped and transcribed verbatim to the language
employed during the interview (Swahili in Malindi and Mbarali and Bemba in Kapiri Mposhi).
The focus-group discussions conducted within the frames of REACT were moreover
translated to English at country level. As I had not been directly involved in the data
collection of this first set of FGDs, I had to depend on word by word transcripts of the
interviews as well as on discussions with the data collectors. I read all the interviews a
number of times to familiarise myself with the data. In the process of analysis, I worked in
close collaboration with the data collectors in REACT, one of whom was part of the write-up

of paper II (E.S).

The transcription of the FGDs (2C) and IDIs (2D) conducted in Malindi district began in the
field. This was done verbatim with assistance from the moderator and two other qualified
social scientists with experience. All the transcribed material was later translated into English

by professionals. To retain the original meanings conveyed, the translated text (English text)
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of the sub-study in Malindi (2C and 2D) was typed directly under the original text (the non-
translated text), thus keeping the 2 texts in the same document. This allowed the researchers
to move back and forth between the original (‘raw’) text and the translated text for the
confirmation of content and clarifications of meanings. Four of the five authors of paper 11
(MKN, AB, EHS and IKN) speak Swahili; the prime language employed during the

interviews, and could therefore scrutinize the content and quality of the translated texts.

For paper I1I, responses from the open-ended questions were hand-written in Kiswahili or
English depending on the language used during the interview. The observation notes were
written down by the first author in English. Preparation of the data for analysis through
translation to English from Swabhili of the already written responses and typing the responses

in Ms Word preceded the actual analysis.

Framework analysis:

Framework analysis was employed for the data acquired through FGDs (1B and 2C) and IDIs
(2D) in paper II. This paper aimed at generating knowledge on experiences and perceptions
with the implementation of the new HIV testing guidelines (the provider initiated opt out
approach in PMTCT programmes). Framework analysis is a qualitative analysis that is
specifically used and recommended for guiding analysis for applied research seeking to
advice policy. It proposes a step-by-step framework as a guide through the analytical process
[95].

In the process of analysis recurring themes or patterns as well as variation, nuances and
contradictory or deviant cases, were sought during the review of the transcripts. A pattern
quickly emerged revealing substantial frustration with the manner in which the provider
initiated testing and counselling (PITC) was implemented. Statements from the informants
that illustrated this point in most diverse ways were thus sought, including a search for
deviant cases. The process of identifying the concrete quotes employed in the manuscript was
extremely time-consuming as we wished to ensure that the statements emerged as
‘representative’ or ‘typical’ of the sentiments that were expressed. This phase involved all the

five authors of paper II over quite a period of time, albeit to differing extents.

The process of handling the data for paper II using framework analysis can be divided into

five steps: ‘familiarization’, ‘identification of its framework’, ‘indexing’, ‘charting” and
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‘interpretation’ [95, 96]. A few details relating to each of the steps and the manner in which

we dealt with them are presented below:

Familiarization: This stage involved total immersion in the ‘raw’ data through listening to the
tapes (for data set 2C & 2D), primarily through the thorough reading and reviewing of the full
set of transcripts several times. This was a time-consuming task as the collected material was
substantial, but it was a vital part in order to gain a sense of the overall content and topics
covered by the interviews. This first step primarily involved three of the authors of paper 11
(MKN, AB and ES), with frequent consultations with the data collectors of the REACT data
(1B). All co-authors of paper II had been part of the planning of the cross-country part of the
REACT study, including the development of the interview guides. Relating to the sub-study
in Malindi, familiarization with the data took place at this stage through a review of the
transcripts, i.e. continuously through the data collection process, with a more systematic phase

taking place after the translations of all the transcripts had been completed.

Identification of a thematic framework: The issues that emerged regarding experiences with
HIV testing identified during the familiarization stage were listed in a word document. The
main themes were: 1) the value of counselling in HIV services as experienced and perceived
by the study informants, and 2) the challenges experienced by the informants with the PITC
model in the HIV services. Both of the themes had numerous sub-themes that were listed in
the document under each main category. This created an overall thematic framework that was

drawn upon in further analysis of the data.

Indexing: In step three, the process of a thorough review of all the transcripts (of data sets1B,
2C & 2D) took place. The main themes were noted in the left-hand margins of the transcripts,
with more detailed summarizing statements of the ways in which the theme were addressed at
the right-hand side of the margins (often using a short quote from an informant to sum up the

specifics of the content).

Charting: The material that was identified through the stage of indexing (the broader themes
and the particularities/nuances of the informants’ revelations) was re-arranged at this point

and placed in large charts. The information was eventually grouped in three columns: column
one) the theme, i.e. the larger topic identified, column two) the cases or quotes (pieces of texts)

from the interviews identified as particularly important under specific themes or summaries of
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the findings, and column three) condensed versions of column two that were based on the
summarized versions written in the right-hand margins of the transcripts. The chart was

reviewed and discussed among the co-authors.

Interpretation: this took place throughout the entire research process from the interviews
carried out in Malindi district until the last word had been written. With regards to the data
from the first set of FGDs (1B), this process started during the familiarization stage. A major
effort was put into identifying and discussing the thematic framework, and later the indexed
material, i.e. the content of the large charts. At various stages in the analysis, smaller and
larger groups of the co-authors convened to discuss the content of the charts and decide the

material to be presented in paper II.

Thematic analysis:

Thematic analysis is said to be the most commonly used qualitative analysis in healthcare
research [92]. The actual process did not emerge as different from framework analysis as it
involves the grouping of data into themes created from recurring codes that are similar or
connected to each other [92, 97]. This approach was employed during the analysis of data
acquired through the open ended question (2B) that were used as the basis for Paper III. The
analysis involved five major steps namely: ‘familiarization with the material’, ‘generation of
codes’, ‘searching for themes’, ‘revision of the themes’ and ‘interpretation’ [98]. A limitation
of this method is the lack of consideration of salient codes that do not recur [98]. The
potential challenge was however not experienced as problematic because this particular sub-

study focused on the ‘responsiveness’ concept in relation to VCT.

Familiarization with the data: This phase started during data collection. It was considered
important to become thoroughly familiar with the material while I was working in the field
with a small team. This allowed me to discuss the content which provided further guidance in
both data collection and analysis of the data. Details of the content of the material were
discussed right after the interviews and during the evenings. Post- fieldwork analysis involved
reading repeatedly through all the transcripts of the collected material implying a systematic

immersion in the data.

Generating initial codes: This stage of analysis began along with familiarization. It entailed
re-reading the text and coding the material. A table was created on MS Word where the initial

codes were noted down in long lists. The list of initial codes was rough and fairly unorganized,
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but allowed a first attempt at noting down the main topic and themes that emerged from the

interviews.

Searching for themes: Later, processes worked with the list of codes, as well as with the
transcripts, i.e. with processes that involved new rounds of review. The list of the codes that
were generated in the previous stage was revised and refined and more nuanced lists were
created. In the left column was a list of major themes, in the middle section the relevant
quotes/narratives (now de-contextualized from larger interviews) were located, and on the
right side the codes related to every quote were placed. The relevant pieces of text were
highlighted and extracted by cutting and pasting before being placed under the relevant
themes. This stage involved both creating an increasing number of nuanced codes, as well as
collating those that we considered similar, such as for example “privacy” and
“confidentiality”. The major themes remained similar to the responsiveness elements, but

other more detailed themes were identified and added.

Reviewing and defining the themes. This stage entailed refining of the themes that had been
identified. The process involved all the co-authors of the paper who read through the themes
to generate concise and clear names for each theme. Most themes remained under the defined
WHO responsiveness elements, but additional issues such as “continuity” and “follow-up”

were added.

Interpretations: Interpretation took place throughout the entire analysis process and stages
(from the data collection phase through to the reviewing and defining of the themes stage)
on to the identification of the more refined, nuanced themes and codes developed at later
stages in the process. Through thorough reflection of the emerging codes, a particularly
intense period of interpretation involved two persons (MKN and AB), both authors of paper

III. When there was uncertainty, revision rounds involved a larger group of authors.

3.9 Ethical Clearance

Ethical clearance was obtained from the three countries. In Kenya, scientific and ethical
approval was obtained from the Kenya Medical Research Institute (KEMRI) and the National
Ethical Review Committee (NERC) (KEMRI SSC, number 1096). The sub-study in Malindi
was granted a separate ethical approval by the same institutions (KEMRI SSC, number 1273).

In Tanzania, research clearance was obtained from the Medical Research Coordinating
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Committee (MRCC) of the National Institute of Medical Research (NIMR) number
(NIMR/HQ/R.8a/V0l.IX/416), and in Zambia, from the University of Zambia Research Ethics
Committee (assurance No. FWA00000338, IRB00001131 of IOR0000774). Written informed
consent was obtained from all participants of the population-based survey prior to being
interviewed. Verbal informed consent was obtained from all the study informants prior to the
interviews. Confidentiality and anonymity of the study informants was maintained throughout

the study.
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4 RESULTS

4.1 PAPERI:

Inequalities in HIV testing exposure: results from population based surveys in Kenya,

Tanzania and Zambia.

This study sought to determine factors associated with VCT exposure for HIV testing. A total
of 5689 (i.e.1847 Malindi, Kenya, 1992 Mbarali, Tanzania and 1850 Kapiri Mposhi, Zambia)
people in the three districts participated in the survey. The majority of the participants (77%
N=5689) indicated that they knew a place where they could test for HIV but districts differed
in this regard, i.e. Malindi 84.6%, Kapiri Mposhi 80.3% and Mbarali 67%. There was also a
marked difference in readiness to be tested between the districts, i.e. 52.4% in Malindi, 83.3%
in Mbarali and 46.1% in Kapiri Mposhi. However, the proportions reporting use of VCT or
PMTCT for HIV testing was very low (20% VCT), considering the overall sample size
n=5689 in the three districts.

This paper indicates that among the determinants of VCT, stigma and education emerged as
the main factors associated with the use of VCT. These were indicated as consistent in all the
three districts and in the full model that combined the three districts (N=5689), where those
reporting higher levels of stigma were less likely to use VCT (AOR 0.6. 95% CI: 0.43-0.85).
Overall (N=5689), there were inequalities in the use of VCT-based testing in relation to
education. Those with higher levels of education were significantly more likely to use VCT
(AOR 1.8, 95% CI 1.46-2.32). The positive association observed between education and use
of VCT was consistent in the three study districts, and among both men and women.
Furthermore, the results indicate a negative association between education and stigma (AOR

0.4, 95% CI1 0.29-0.45), as indicated in figure 6 below.
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Figure 6: The association between stigma and educational attainment
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4.2 PAPER II:

Practicing provider-initiated HIV testing in high prevalence settings: Consent concerns

and missed preventive opportunities

The Proportions of the population that had ever been tested for HIV differed sharply between
the study districts and particularly among women (54 vs. 27%) considering the extremes in
the three districts. Women were much more likely to be tested than men in the districts that
had scaled-up programmes for preventing mother-to-child transmission. Only minor gender

differences appeared for VCT use.

Female Female
Malindi Mbarali Kapiri Mposhi
Districts
|  ®Ever HIV tested ®mVCT B PMTCT |

Figure 7: Proportions testing for HIV and proportions testing at VCT and PMTCT.

During the qualitative interviews, the counselling concept was expressed as an essential and
highly valued part of HIV testing for preventive and support aspects. However, in Malindi
district where the provider-initiated opt-out HIV testing model in PMTCT programmes had
been rolled out extensively, HIV testing was accompanied by very limited pre-test
counselling. The uneasiness with which this modification was met is indicated in the

following quote by one of the informants:

“During the second pregnancy we were not given a choice. It was a must to get tested on HIV
and then (after that) on the pregnancy. We were not asked; you enter the room for HIV testing
and then you go for other tests. To tell you the truth, some there got quite scared that day
when we were suddenly tested. People panicked a lot. So people were not happy, but it was a

must that they do it.” (Female 35, IDI, urban Malindji).
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In the same district, post-test counselling in the opt-out approaches to testing at the ANC
settings was experienced as very limited. The counselling focused mainly on the one who

tested positive as expressed in the following quote.

“They counsel you only when you are found to be HIV positive, but if you are not HIV positive
you just get your results and go. (Female pregnant, FGD, rural Malindi)

In the other two districts pre- and post-test counselling was reported to be practiced during

HIV testing at the antenatal clinics.

The figure below gives a summary on the counselling experiences as with VCT and PMTCT

based testing
I Client initiated (VCT) I | Provider initiated opt- out (PMTCT) |
Opt out
Voluntary PERCEPTIONS @& - = =:-—- - “It is a must”
Pre No pre
Test <«—— COUNSELLING ———» Test
HIV Testing

counselling ’

HIV Testing

HIV HIV Negative HIV Positive :
+ve |e—— TESTRESULTS !
v : - .
. No post test counselling Minimal counselling
Counselling offered | «—— COUNSELLING — provided

OPTIONS

Figure 8: Counselling during HIV testing at PMTCT and VCT as experienced by the

informants

The results from the population-based survey indicated that women were tested more than
men, a difference which was more marked in the Malindi district. There was an expressed
burden on women as they were made responsible to inform and bring their spouses to the

clinics for testing at a vulnerable time in their lives. Informants expressed the need for the
involvement of health personnel in bringing their spouses to test, as noted in the following

quote:
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“These counsellors should be many to help us because we are wives, and when you ask your
husband to go to test himself he stays quiet refusing to talk. He tells you ’you get tested, if you
are found to be ok, I am also ok’. He does not go.” (Female pregnant, FGD, urban Malindi)

4.3 PAPER III:

A critical assessment of the WHO responsiveness tool: Lessons from voluntary HIV

testing and counselling services in Kenya

A majority of the ‘health providers’ and ‘users’ interviewed indicated that the elements
proposed by WHO to measure responsiveness were very important. E.g. confidentiality (97%
users & 94% health providers) and autonomy (93% users & 83% health providers) were rated
as very important by a high proportion of our respondents, and were moreover reported as
aspects that were highly observed in the VCT room. However, the qualitative findings
revealed aspects related to confidentiality, autonomy and other responsiveness elements that
did not seem to be captured by the WHO tool. While 98% of the VCT users reported that
confidentiality was highly observed, the qualitative data found issues regarding this element
that were not captured by the quantitative responsiveness tool. An example in regards to this
was the experienced inappropriate location of the VCT room, as expressed in the quotation:
“The VCT room should not be located next to the consultation room for confidentiality
reasons. It should be situated in a private area where one is not seen by everyone when

entering or coming out” (a 38 year female urban VCT).

Although the majority reported that autonomy was observed during the VCT sessions, the
qualitative data revealed that very little information was received on which to make an
informed decision and that there was need for using local languages so that everyone could
understand the information being given, as stated by a 18 year old female VCT user:

“The counsellors should be able to speak the local languages because they give us a lot of

information. As for me, I did understand some things but not all that the counsellor said”

The qualitative findings thus revealed aspects that did not seem to be captured by the
responsiveness tool but were considered vital when assessing VCT. The qualitative inquiry
also identified other aspects such as access to social support, continuity of care or follow-up,
and the quality of counselling and testing that were not well assessed by the responsiveness

tool, but were experienced to be of relevance in assessing responsiveness.
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S DISCUSSION

5.1 Discussion of Methods

Assessment of the mixed methods approach

Two types of mixed methods designs were employed in this study. These were concurrent
triangulation and a concurrent nested. The first was applied to paper II and the latter in paper
I1I. In paper II, data analyses of the quantitative and qualitative data sets were carried out
during the same phase starting with the quantitative results of the PBS data, followed by the
qualitative findings. This design enabled us to determine the proportion of the population
having used VCT and PMTCT based opt-out testing and to simultaneously explore people’s
experiences with the testing approaches with an emphasis on the provider initiated opt-out

strategy, in a single study.

Paper I utilises four different data sets partly collected by different people. The data sets are
the population-based survey (1A), two sets of FGDs (1B and 2C) and IDIs (2D), i.e.
qualitative and quantitative data collected within the REACT project and two sets of
qualitative data collected in Malindi. Data collection was conducted by people with relevant
expertise, within epidemiology and social science (anthropology and sociology). Extensive
training was carried out within the REACT project to ‘calibrate’ or coordinate tools and the
approach of the data collectors. The major challenge with data set 2A was that I was not
present to coordinate the data sets neither was I involved in the data collection. It was
therefore imperative for me to communicate with the data collectors extensively during the
data analysis. As described in the methods section, I was part of the data collection process in
Malindi (2C and 2D), and I followed the data collection process of the REACT material
through participation in the project and discussions with the data collectors.

However, there are weaknesses linked to such a complex design. Despite the highly trained
data collectors, common interview guides and topic guides (used in the three REACT
countries) and training, one cannot secure that concepts and approaches do not differ between
professionals and setting. In fact, it is clear that each qualitative interview and focus groups
will gain slightly different content depending on participants, contexts and data collectors.
Probing in the qualitative interviews and focus group discussions will by necessity differ
somewhat between the interviews. We noted that some of the qualitative interviews and FGDs
had more ‘rich information’ or more articulate informants. Some of the topics were followed

up by more probing, and thus provided richer description of the issues at stake. The
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comparison between the qualitative data sets has thus taken place with considerable caution as
to what extent one can draw broader patterns and relevance. We can obviously not generalize

in a quantitative sense on the basis of these data sets.

The concurrent nested design applied in paper III differed from the concurrent triangulation in
that the data (quantitative and qualitative) were collected in one phase with the same study
participants. The predominant method was quantitative close ended questions but with one
open-ended question included. The study design allowed the researchers to collect data
simultaneously facilitating a broader understanding of responsiveness related to VCT use as
viewed by the study participants in Malindi District. The design also allowed the researchers
to question the same study participants using two different techniques. This appeared to be

essential in identifying potential methodological or measurement biases.

A weakness of employing an extensive data collection tool which includes an open-ended
option is that it can exhaust the study participants. The magnitude of this challenge cannot be
assessed in this study. However, the fact that 64 participants declined from responding to the
open-ended question (39 indicating they were satisfied with the VCT operations and 25 not
wishing to participate further), can be an indication of the timing issue (about 30 minutes and
more for the open-ended question in addition, to the 45-60 minutes used in the closed
questions). The decline to respond to the open-ended question could also be linked to shyness

of speaking more openly, or a fear of speaking more openly about the topic in question.

Applying mixing methods is challenging, and it does not by itself guarantee that the results
will be strengthened. They should be used only when necessary [87, 88]. Experience with the
use of mixed methods design in this study proved a valuable process of producing in-depth
understanding of the complexities tied to HIV testing. A vast amount of topics and nuances of
topics emerged during the qualitative inquiry. The surveys on the other hand allowed us to
quantify some of the same questions thus providing both quality and depth. We believe the
mixed methods approach enabled us generate data that would not have been obtained by a

single method thus, increasing the awareness of the challenges linked to HIV testing strategies.
For time reasons, a concurrent design was chosen in the studies. It is likely that a sequential

design would have yielded information that could have led to an earlier narrowing or focusing

of the topics concentrated on in this thesis. A sequential design could have yielded more
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detailed responses to the concerns we concentrated on in the three articles. This could have
led to further in-depth exploration of, for example, the challenges or benefits with opt-out
HIV testing approaches, allowing us to collect data even with the health providers to present

their views.

There is a potential danger that collection of large data that may not be directly used or related
to the different data sets may be encountered within concurrent designs. Hence, the potential
waste of time in the collection and analysis of information that will not directly employed in
the writings. We did end up with large amounts of qualitative data that were not directly
employed in the three articles. I will argue that the broad approach chosen in the qualitative
interviews was extremely beneficial. It provided the researcher with knowledge of the vast
range of challenges connected to HIV testing, providing a broad understanding of the context

within HIV testing.

Another key challenge with mixed methods designs emerges during the interpretation of the
data. The potential challenges were found to be complex in terms of how we could reasonably
relate the different data sets i.e. how the various sets of data and results could possibly inform
or question the other. This was mainly a challenge in paper II where the qualitative themes
(e.g. counselling, burden on women) were not matched by the quantitative. The process of
presenting the data was also challenging (in a sequential manner or simultaneous manner
following the diverse results and questions raised). Suggested approaches of interpreting
mixed methods are: making inferences from the findings of each of the methods and bringing
those inferences together at the discussion section or, bringing the findings from each of the
methods in the discussion of the inferences [99]. The results in Papers II & III are presented in
a manner where the various data sets inform each other in best possible ways, while still
attempting to retain the differences between the data sets. In paper II, we analysed the two
data sets and presented the findings separately in the results sections and merged the
inferences in the discussion section. In Paper III, the quantitative and qualitative themes were
moderately comparable, making it possible to present findings from the two methods within

the themes. This was further expounded on in the discussion section.
The question of the length of papers was further challenging as both methods-, results- and

discussion sections by necessity demand more space in mixed methods design. Another

challenge encountered is the use of terminology which appears as rather confusing when the
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terminology is to follow the acknowledged practice in the qualitative and quantitative
approaches respectively. For example, terms commonly employed for study participants
(respondents and informants respectively), inclusion of study participants (sampling and
recruitment) creates a complex and potentially confusing picture, particularly when the
material is to be presented in a concise article format. The landscape of methods terminology
is not quite clear particularly within the qualitative research approaches where there are

substantial debates about what terminology best captures the processes involved.

There are also more general issues related to mixed methods designs which still remain not
well developed. A number of questions remain to be addressed and discussed in the literature.
The call for separate descriptions and discussion of the methods has been accentuated,
however, fundamental questions raised on whether mixed methods stands as a separate

paradigm, need to be resolved [100].

Quantitative assessment (cross- sectional surveys)

Cross-sectional design was used in the population-based survey in the three districts, and in
the facility-based survey in one of the districts. The population-based survey was conducted
to provide baseline data for the REACT intervention study and was based on a representative
sample of all adults in the three districts. Information was therefore, collected on a wide range
of topics and included questions related to HIV testing (Papers I and II). The second study
was conducted among VCT clients by employing a pre-tested evaluation tool on
responsiveness (Paper III). By their design type, cross-sectional studies do not generate a
sequence of events, making it difficult to establish causal relationships. The results from the
analytical approach aimed at examining factors affecting VCT use (Paper I) should therefore,
be interpreted with caution. Longitudinal designs would have been the gold-standard design;
however, these designs are expensive and encounter serious biases (e.g. non-participation
bias). Cross-sectional data are frequently used for this type of analysis and often yield results

that are similar to those from longitudinal designs

Validity
Validity in epidemiology is defined as the lack of systematic error. It entails the entire study
concept and establishes whether the results obtained meet internal and/or external validity.

Internal validity looks at whether the study measured what it was intended to measure,
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whereas external validity deals with whether the study findings can be generalized to the

wider population [101].

Internal validity
To attain internal validity, accuracy of the inferences made in a study is vital. In this regard,
various types of biases exist that can undermine internal validity. These biases are mainly in

three categories, namely: selection bias, information bias, and confounding factors [101, 102].

Selection bias can result from improper selection of participants, e.g. the use of volunteers or
self-selection, not using the same criteria in selecting all study participants and whether non-
response differs from those that respond [101]. In Papers I and II where the population-based
survey was used to determine factors associated with the use of VCT, the participants were
selected based on probability sampling in all three districts; non-response was limited and did
not differ by district or setting (rural/urban). In Paper III assessing responsiveness elements,
we selected all clients of VCT during a given period of time. Refusal was limited, and the

study participants were likely to be representative of VCT clients in the Malindi district.

Information bias can occur during the data collection phase, and when the effect is distorted
by an error in measurement or misclassification of the responses [103]. Papers I and IT used
the population-based survey. Some of the biases could have been due to misclassification of
the study participants. It is possible that questions on exposure to HIV testing can be affected
by reporting bias due to the stigma attached to HIV. Efforts were made to minimise these
biases as respondents were informed that their HIV status was not important in this study.
Moreover, confidentiality and privacy were ensured when the questions were being asked.
Some of the independent variables in the model employed in Paper I were based on relatively
sensitive questions and could have generated response bias for social desirability. The most
likely case is the indicator used for sexual risk behaviour, which is substantially under-
reported, especially among women [103]. This bias is probably substantial, and the effect will

be a dilution of the association.

Confounding is the mixing of effects where confusion in the results is brought about by an
intricate relationship between independent variables and the outcome variable. An example in
our study (Paper I) would be education attainment and stigma. Both these variables were

associated with VCT use, with a strong mutual association. Potential confounding was
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considered in our study and controlled by stratified analysis (Papers I & II) and multi-variable
analysis using the Andersen model for Paper I, thereby comparing the crude and adjusted

findings of VCT use.

External validity

For the population-based survey results, the question is mainly about the extent to which we
can generalise above the three districts. The analyses of determinants of VCT showed great
cross-country similarities, which suggests that the key findings might have regional
generalizability or at least can be generalized to settings with severe HIV epidemics. In an
attempt to capture views from most users in Paper III, we sampled all VCT facilities in the
districts and all (users) that used these facilities over a month. These results (Paper I1I)
probably apply to other VCT users in the district, and to VCT users in the country and similar

settings.

Qualitative assessment

The qualitative research approaches in this study intended to capture the depth and detail
related to HIV testing strategies and on the context in which testing takes place on a general
level. More specifically, it sought to generate knowledge on perceptions and experiences with
the HIV testing strategies (paper II) and diverse aspects related to the challenge of assessing
responsiveness of health systems in the context of VCT (paper III). While the strengths and
potentials of qualitative methods in generating materials with depth due to their inherent
flexibility are quite clear, the approaches also have potential challenges and weakness not the

least where the researcher is the primary instrument [ 104].

The aim of ensuring validity remains a central and desirable principle also in qualitative
methods [91, 105]. The term ‘credibility’ however, seems to capture the virtue of quality one
is aiming for in a better way and is commonly employed in qualitative studies [91].
‘Relevance’ or ‘transferability’, rather than generalizability, is another key quality aimed at,

and will be addressed in the next sections.

Credibility
Mays and Pope describe ways of improving validity as triangulation, informant validation,
clear exposition of the data collection methods and the analysis process, reflexivity, attention

to ‘negative’ or ‘contradictory cases and ‘fair dealing’ [105]. In both Papers II and III,
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triangulation of methods was applied. In paper II the use of methods triangulation - using
more than one approach to explore a phenomenon - as well as source triangulation -
interviewing more than one category of informants about the same issue (differing in terms of
age, gender and pregnant status) was used to obtain a broader and more in depth
understanding of the phenomenon at stake. In paper III we also employed methods and source
triangulation. Source triangulation in this context implied interviewing both users of the VCT
and health providers (counsellors). The extensive methods triangulation implied the use of
both quantitative (1A and 2A) and qualitative (1B, 2B, 2C, 2D and 2E) data sets for Papers II
and III. The use of different methods to collect the data yielded a rich and detailed material
that revealed the diverse aspects and angles of HIV testing. This enhanced our overall

knowledge of this complex and challenging health service.

The methods triangulation strongly enhanced the validity of the data. Observations increased
understanding of the informants’ stated uneasiness with the location of the testing facilities in
paper III. The in-depth interviews increased the depth of response brought up in the focus
group discussions. At the same time, the different approaches have questioned the validity of
certain responses. The different data sets have generated material that give reasons for
questioning some of the findings collected with other methods, especially between the
quantitative results and qualitative findings. An example in this case was the high observant
of the responsiveness elements e.g. confidentiality and autonomy during the VCT process
from the quantitative findings (paper I1I). Nevertheless the qualitative findings revealed
additional relevant aspects within the same elements that were not captured by the tool. While
generating informative and rich material, the potential pitfall of having to relate and properly

handle the interpretation process of such vast material is apparent.

In all the focus group discussions, we grouped the informants according to sex and age as is
the general norm to: create groups with relatively ‘similar’ backgrounds so as to enhance the
chance for people to speak freely. The gender based division of the groups however, faced
criticism by some of our informants in rural Malindi, as the informants felt that having a
diverse group (men and women together) could have yielded an even more interesting
discussion. In this study, attempts were made for clarity about the ways in which the data
collection and analysis of the data took place. There are however, always potentials for other

ways of viewing and presenting research findings. In this case, the process of analysis and
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interpretation and the ways in which to present the material was discussed in quite some detail

among the co-authors of Papers II and III.

Reflexivity in this study implied substantial consideration to ways in which the researcher, the
study assistants and the research process potentially shape the data collected. Both the data
collection phase and the interpretation of the data can and will to varying extent be influenced
by the researcher’s background, assumptions, perspectives or experiences [105]. Although the
development of the study tools for the first set of FGDs (1B) in paper II was carried out by
qualified and experienced researchers from social science and epidemiology (involved in the
REACT project), only one of the authors (ES) of this paper was involved in the actual
collection of this first set of FGDs. It is a limitation that the author of this thesis was not
involved in the data collection of this set of focus group discussions, with the lack of potential
for own probing and follow up during the interviews (FGDs 1B). The co-authors of paper I1
together with myself did however try to compensate to the extent possible by being intensely
involved in the analyses of this data set. The data analysis was conducted jointly with several
researchers (some of whom are co-authors) and in collaboration with those who collected the
data seeking clarifications where data did not emerge as clear. The fact that all the interviews
were recorded and transcribed word by word facilitated a sense of closeness to the data,
although I am aware that the relation to this data set cannot be the same as the relation to the

other data sets.

In the second data set employed in paper II (FGDs, 2C, and IDIs, 2D), I led the research
process (from planning, data collection, data analysis and interpretation of findings). In
addition to my own presence several experienced researchers were involved at all stages of
this research process as well. Although drafts to the interview and topic guides were
developed prior to the study, the research was guided by an open mind that left the possibility
to modify the guides in the course of the research process. Modifications were carried out

primarily through the first phase of the data collection of this study

In qualitative studies, the researcher is the ‘instrument’. The author of this thesis was the
principle researcher. As a woman, single, Kenyan but does not originate from the study area
(Malindi) holding a research position at the Kenya Medical Research institute (KEMRI)
meant that [ was clearly not a typical inhabitant in the study area. To what extent is it likely to

assume that these attributes influenced the study findings from Malindi district? Although
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clearly an outsider, the researcher believes that by virtue of being a Kenyan and being able to
speak Swahili (which is not only the national language but the prime language in this area)
brought her close to the informants. Hence she was able to pick crucial messages that were
passed in this language. It was sensed that there were expectations for some form of
reimbursements upon participation since we were at times introduced as the ‘project people’
from KEMRI. The researcher and her assistants were very sensitive to the language used, the
dress code (we wore long dresses and tied a ‘kanga’ a local cloth used by women that is tied
around the waist) and our conduct, and thus tried to minimize the differences. We used public

transport during the entire study period.

Not being natives of Malindi was however at times also experienced as an advantage. Our
experience was that as outsiders people felt free to report issues or cases from the health
facilities, as they felt certain that we did not know either persons or settings. Often we also
experienced that our focus group participants got so engrossed in the topics of discussion
amongst themselves that they seemed to forget that we were part of these sessions. What is
more, some did indicate that more time was needed to discuss these issues as people became

engaged and interested in the discussion.

Being a single woman may in this setting imply that you are not ‘old enough’ or ‘have not
lived long enough’ to have the experience or even to be taken seriously by the society,
especially if you have no children. It was therefore paramount to seek assistance from an
experienced social scientist who was married and a mother. During the focus group

discussions we did share the responsibility for asking questions and for probing.

Coding validation of the two data sets was done by seeking consensus among the ones
involved in the process of analysis. If disagreement of interpretation occurred, we either
dropped further pursuing of the issue or we presented the possible interpretations of the
finding. An example was the disagreement that the following statement implied counselling
versus information. “All I can say is that people need information when testing, otherwise you
just blame yourself.” (A Male adult. Out-patient, FGD. Consensus was not reached here. The
quote was presented to indicate the need for counselling. However, one of the co-authors
failed to agree that it could be interpreted as counselling, and we dropped the quote. We also
had rounds of discussion about what was problematic with the opt-out testing strategy. the

issue was whether it was the guidelines that were problematic or the manner the guidelines
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were implemented both among the co-author and the reviewers of paper II. We have reason to
believe that the extensive discussion in the group, the critical reflection and the time put into

the interpretation processes led to minimised assumptions and misinterpretations.

Transferability

Transferability relates to what quantitative approaches refer to as external validity. It should
be noted that qualitative studies do not aim at generalizing the data collected in the strict
quantitative sense. The findings in principle are applicable only to the specific settings they
have been collected [91]. Although paper II does report findings from the three REACT
districts, Malindi district had extensively scaled up the PITC opt-out approach of testing at the
time of study. Hence, more relevant experience could be gathered from this setting. This
limits the transferability of these findings to other REACT districts. Nevertheless, the
transferability can be enhanced by the fact that similar findings have been recorded in other

studies [106, 107]

The findings in paper III regarding the areas that did not seem to be fully covered by WHO’s
‘responsiveness tool” may be of relevance for other African settings. The issue at stake boils
downs to a lack of sensitivity to stigma related concerns connected to the broader physical
context of the VCT facilities, findings that also have been common in studies from the

African continent [32, 108, 109]

5.2 Discussion of Main findings

In the coming sections, I briefly discuss the study’s main findings starting with findings on
HIV testing exposures and experiences from the second paper, followed by determinants of
VCT use from the first paper and close with a discussion of the findings related to
responsiveness of the third paper. The discussion also attempts to address cross cutting issues

of relevance in all the papers.

HIV testing exposures and experiences

Marked differences in HIV testing exposures were revealed both by place and sex. Higher
HIV testing exposure levels were reported among women in two of the districts (Malindi and
Kapiri Mposhi) compared to the men, a finding that is consistent with recent country surveys
[51, 110, 111]. This finding contrasts with the existing literature on HIV testing, when VCT is

the main mode of testing men have been documented to be more likely to use VCT than
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women [32, 112, 113]. The sudden increase in access to HIV testing among women is largely
explained by the scaling up of the PITC opt-out strategy at the ANC settings that exposes all

pregnant women attending these clinics to the HIV test.

Whereas this increase in testing can be quickly interpreted as a success in knowledge of own
HIV status, findings from qualitative data sets of this study revealed disturbing experiences
with the PITC opt-out approach to testing. For example, a lack of involvement in the consent
process emerged from the findings of Malindi district where the opt-out strategy had been
scaled-up extensively. The PITC model is initiated by the health provider hence consent can
be problematic given the power differentials between patients and health providers in health
care settings. In this study, it was clear that the users did not feel enabled to make own
decision on testing, making it uncertain how consent was obtained. The implementation of the
PITC opt-out model at the ANC settings seem to fuel gender inequities in that women are
more exposed to the test than men. This consequently places uneasiness on women as the
informants did reveal the burden placed on women by the health system being the ones asked
to disclose their HIV positive status to their husbands, not the least to recruit their spouses for

testing at an unusually vulnerable moment in time; at the time of pregnancy.

The findings on HIV test exposures were self reported and we did not confirm the test in this
study. Accordingly, this could have introduced some misclassification bias. The most likely
scenario is under-reporting; hence examining determinants in the model could have diluted
associations. The study on experiences with the opt-out HIV testing model were only
conducted in Malindi district, hence the findings regarding this limit us to just the Malindi
community. However, recent studies now show similar experiences in other countries which

could be an indication that these findings have relevance in similar contexts [46, 106, 107].

Counselling

The study findings presented in paper II indicate that high value is placed on HIV counselling.
The inclusion of the pre and post test counselling in VCT was highly appreciated by the
informants. It was talked of both as an important tool for boosting prevention and support for
those infected. Given the potential benefits and the high value placed on counselling, the
decision to diminish the importance of counselling in the recent HIV testing guidelines [26]

emerges as problematic. Not the least the question emerges as in disagreement with visions of
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a primary health care strategy that values the strengthening of the health systems through
putting people at the centre of health care [114].

Pre-test counselling has been an issue of concern since the early debates on HIV testing. It has
remained a matter of concern among other reasons in a context of promoting autonomy, i.e.
the experience that the individual is taking the decision on testing. Proponents of routine
testing have argued that pre-test counselling introduces inessential elements, some of which
are also considered deterrent towards reaching the objective of normalising HIV testing. It is
further claimed that pre-test counselling spends unnecessary large amounts of time in a
manner that can instil fear on people rather than merely inform them, and may thus
discourage them from being tested [36, 115]. On the basis of this study’s findings, it is clear
that fear may also be caused by no or rushed information sessions prior to testing. Such brief
periods of introduction (pre-test information) to the testing session are now being promoted in

the new guidelines.

Another aspect of the new policies on HIV testing approach has been linked to the concern
that health systems in low income contexts are grappling with meagre resources, not the least
being human resources, a resource that is highly required in delivering VCT services [116,
117]. The relationship between the health care providers and clients is however extremely
vulnerable in an HIV context. On the basis of this study, reducing the time spent on
counselling given to individuals going for HIV testing, in order to save resources and to meet
health systems challenges emerge as problematic. This is so because the information and
education presented to the clients emerged as vital in a context of client autonomy. Findings
on experienced mandatory testing often phrased as ‘it is a must’ in the present study supports
rising evidence from the same in the region, for example as presented in recent studies
conducted in Uganda and Botswana [46, 106]. The opt-out testing model was praised for
yielding higher test rates in the Botswana study which is a highly important dimension and
aim in this context. However, in the same study, concerns were raised as to the manner this
was achieved as a majority of the ones who took the test indicated that they were simply not
able to refuse the test [46]. The potential impacts of receiving an HIV positive test result at a
point in time when one does not feel prepared, can be highly problematic in handling of the

situation [118].
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The WHO/UNAIDS guidelines on HIV testing does maintain that post test counselling is
necessary for HIV testing [26]. Our study findings however show that at the time of
implementation there was a lack of post test counselling for clients testing negative. Post-test
counselling offers the counsellor a chance to discuss with those who test HIV negative in
order to encourage them to reduce risk in infection in a manner that is tuned to individual
levels and demands. Research demonstrates that counselling can influence behavioural change.
In particular post test- counselling has been documented to be effective in increasing condom
use among discordant couples and child bearing women [25, 119-121]. Substantial efforts
have in recent years naturally been focused on treatment. In this immensely important effort,
prevention has however suffered. Prevention remains vital however in bringing about a
reduction in the number of new infections. [122, 123]. Considering the individual and public
health benefits that accompany HIV related counselling, the recent reduction of the
importance of these services emerge as problematic as this study and the current literature
indicate, several problematic ethical dimensions [47, 49, 106, 107]. This issue needs to be
addressed so that the services are provided in a manner that ensures both increasing test rates
and ART uptakes while retaining its vital preventive dimension and the individual’s final

possibility to either decline or take up the test.

The burden on women

Exposing pregnant women to test for HIV comes with good intention. The ante-natal clinics
(ANC) provide an easy and unique opportunity to reach the pregnant women who are
particularly exposed to the HIV risk. This is important both for the sake of the women as well
as a vital mode to prevent vertical transmission. The concern of reaching women through
ANC was raised as early as the mid 1990’s, and has since been reported to be successful in
increasing the proportions of women testing for HIV and receiving prevention of mother to
child transmission services (PMTCT) [41, 124].

Our study adds to the evidence of more women than men having tested when the PMTCT
program with an opt-out approach to testing is introduced. The well intentioned program does
however have problematic outcomes. Exposing only women to testing in women centred
programs in contexts where men have long since been known to be key to decisions making
in a broad sense, has emerged as problematic. While these infant centred programs will
importantly benefit the unborn and new born babies in preventing HIV, the fundamental lack

of incorporation of the consideration of women’s positions in both an economic, practical,
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social, cultural and political way has been brought up in various recent writings [118, 125-
127]. Some of the objections raised have been linked to the problem that the key decision
makers in the family are commonly not involved in the decision making regarding the infant
or the baby. The outcomes of the challenges met have led to immense uncertainty and

suffering of the women,

The recent lack of post-test counselling of HIV negative women in the PMTCT programs
seen in the implementation of the opt-out approaches to HIV testing could add to the many
and complex challenges reported from PMTCT programs. A study in south Africa reported
that pregnant women had four times the transmission risk compared to the non-pregnant
women [128], indicating the immense risk this phase in a woman’s life implies and the linked
emergency of providing appropriate counselling and guidance to this category of women. The
simultaneous and serious focus on horizontal transmission and vertical transmission in

PMTCT programs seems ethical and vital in promoting health.

The findings in the present study further unleash women’s experienced burden being the ones
who are to encourage their spouses to go for HIV testing. Literature has shown that exposing
women to testing and to pressures of disclosure to spouses, in some setting has led to
domestic violence [47, 64, 129]. Such experiences have led to fear causing women to decide
not to disclose their status. Not disclosing the test results has been reported among a high
number of women (up to 86%) [130]. A blame has been placed on the PMTCT program in
this context as it particularly exposes women to testing and to knowledge of own HIV status.
A PMTCT program in Malawi was referred to as the ‘divorce program’ by the informants due
to the high rates of marital conflict and divorce upon the disclosure of HIV positive status, in
accordance with the programs’ policy [118]. The burden on women in disclosing their status
has been strongly enhanced by the PMTCT opt-out approach, as women who do not wish to
get tested nonetheless end up being tested. Increased pressure is experienced when women are
informed that no other tests at the ANC can be conducted if they refuse the HIV test and when
they are made responsible to bring their spouses to undergo the HIV test. Innovative ways to
include spouses when implementing the opt-out testing approach in PMTCT testing seem to
be highly required to avoid venturing into a dangerous field e.g. women choosing not to
disclose their status or violence upon disclosure which at times, lead to breakage of marriages.
It should in this context be noted that some studies have shown that disclosure could also

lead to supportive reactions as indicated in a review [130].
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Alternatives ways to provide HIV testing that are more sensitive to the major challenges
reported from the existing strategies are today sought for, and are underway in some countries.
One of approaches that appear as potentially promising is the ‘home based VCT approach’
that is provided by health providers who visit and perform VCT in the people’s homes. This
approach has been found to be: more acceptable, encourage disclosure and reduce gender
inequities in testing [109, 131, 132]. While this strategy may be effective, more studies have

been called to explore the challenges and the cost effectiveness of this testing strategy [133].

Use of VCT services

Equal access to HIV testing is one of the important objectives of many national HIV
programs [53]. The Andersen behavioural model was utilised in the analysis of paper 1. This
model has mainly been used to measure equitable access to health care in order to guide
policies that in various ways promote equitable access to health care services. Inequity in use
of HIV testing occur in this model when predisposing and or enabling factors determine who
uses the health care services [89]. HIV stigma, one of the defined predisposing factors in this
study, was associated with use of VCT for HIV testing (paper I). It was shown that those
scoring lowest on stigma in all the three districts were significantly more likely to use VCT
for HIV testing than those with highest scores. This finding is consistent with previous studies
in the region [31, 65, 134, 135] and have added to the knowledge that it is vital to search for

new and creative ways to face the challenges of HIV related stigma

Participants with higher educational attainment levels were more likely to use VCT compared
to those with lower education levels. This finding concurs with several other studies including
country surveys [32, 34, 65, 111, 136, 137]. As a key indicator of socio economic position,
education attainment is likely to enable individuals to seek services and act on preventive
messages. In this regards, a particularly notable finding in our study was the negative
association between education attainment and stigma. The association was consistently
observed in the three sampled districts. Similarly a study in Ghana indicated that individuals

with limited education are more likely to stigmatise people living with HIV [138].
Applying the Andersen model to measure equity on use of HIV testing services faces a

particular limitation since measurement of ‘the need component’ is less clearly defined as

compared to help- seeking for acute illnesses. We applied a combination of variables to
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compensate for this, each assumed to be potential indicators of need based on previous studies.
The plausibility represents a major challenge in this regard. This is indicated by the fact that
the strength of association with other factors was not substantially affected after adjustment of
the need factors. We applied the original Anderson model [89]. However the Andersen model,
has been extended during the years and future studies should include measures trying to
capture dimensions of responsiveness and trust in the local health services as indicated in

paper III and others [58, 89].

The responsiveness concept in assessing HIV testing services

Evaluation of health systems in low income countries has been described as weak, hence
creative ways of assessing the non-health aspects that are of vital importance to utilization of
the health services (in this case HIV testing) are vital. Responsiveness has been proposed as
vital in assessing the non-health related aspect of health systems [22, 23, 59]. As shown in
paper II1, the elements outlined by WHO to measure responsiveness were rated as very
important in assessing VCT by the informants of our study. In particular emphasis was placed
on the elements that capture the respect for the person’s domain such as confidentiality,
dignity and autonomy that were rated as important by a very high number of the study
participants. The qualitative findings likewise revealed important aspects of these elements,
but provided more comprehensive information related to the various elements in terms of
information that may be important in planning for further responsiveness studies. The aspects
that emerged as vital when exploring responsiveness in the context of HIV testing are

discussed in the next sections.

Confidentiality

According to WHO’s responsiveness concept confidentiality is observed when information
provided by the patient or about the patient and medical records are kept confidential, and
when privacy during consultations is observed [22, 23]. The findings in paper III indicate that
the tool captured vital experiences with the health system inside the service room (VCT
facility), but was leaving out contextual issues that may influence confidentiality. For
example the fear of meeting a known health provider who could breach confidentiality was
expressed. This finding has been found to be one of the key factors hindering the use of VCT
also in other studies [32, 33, 63]. It must be recalled that HIV infection since the early years
of its discovery to date is linked to stigma [16, 65, 139, 140]. Thus the mere act of being seen

at a VCT facility would readily be associated with HIV infection and linked to characteristics
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of immorality and promiscuity. In this regard confidentiality emerges as an issue of immense

concern at HIV testing facilities, not only inside the VCT room but also outside it.

Efforts to normalise HIV testing have been introduced through the provider initiated opt-out
strategy. Some have argued that normalising the test to the populations, could be a way of
normalising HIV with potentials to decrease stigma [11, 141, 142]. Indeed the opt-out strategy
in the long run may imply a positive development in terms of increasing exposures to HIV
testing, and thus in making the HIV infection less special. Albeit potentially promising in a
confidentiality context, the manner in which the opt-out approach currently seems to be
implemented, also beyond our study site, emerges as highly challenging from an ethical and
human rights perspective [12, 47, 49]. Moreover paper II points to the concerns that have
emerged due to the lack of pre and post- test counselling for those testing negative. This lack
undermines autonomy one of the responsiveness elements which compromises confidence in

the health providers and the services in general.

Autonomy

Autonomy as a WHO’s responsiveness value involves the experience of decision making
based on proper information, consultation, preferences and consent. Furthermore, the
autonomy concept retains that respect is observed of rights of clients to refuse treatment,
testing or the like [22, 23]. Our study findings in paper III revealed that autonomy emerged as
a highly valued element by the majority of the respondents. Due to the pre-test counselling
that is embedded in the testing procedures at the VCT settings, autonomy was reported as
highly observed. The qualitative part of this study (paper III) enabled the revelation also of
other important and seemingly crucial aspects related to ‘autonomy’ that were not captured by
the WHO tool. This related to aspects as fundamental as providing information in a language
that is understandable to the clients (paper III). From a responsiveness perspective providing
information is obviously vital with regards to the communication of information to the patient
and involvement of the patient in decision making. The approach is dependent on
involvement of the patients in a dialogue about his/her own health and which places the

patient in control.
Assessingt responsiveness in specific health services.

Previous studies on responsiveness target the entire health system, commonly at a country

level or even multi-country studies for comparison. As our study and a few other studies have
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pointed out [76, 143], the responsiveness component can also be useful in the assessment of
specific services within the health system. Such approaches may be particularly fruitful in
generating culturally sensitive information; considering aspects that are specific to the
populations where the study is conducted. This allows us to make attempt at capturing the
meanings of the elements as experienced by individual in particular contexts. I will argue that
exploring responsiveness with regards to the implementation of the PITC model is
particularly important. In light of the compromises made on counselling as found in our study
(paper 1I), it is likely that the PITC model will greatly result in experiences of poor
responsiveness due to the weak emphasis made on counselling and consent that is so crucial

for autonomy. However, this topic requires further studies to generate in-depth knowledge.

6 Conclusions

The present study revealed that the factors associated with VCT varied to relatively little
degree in the three study districts in Kenya, Tanzania and Zambia. The main variations related
to HIV testing were relatively consistent across the three districts. These variations were
primarily related to education attainment and to HIV stigma. This study thus confirms the
finding that education is imperative in the scaling up of HIV testing efforts, and is moreover

crucial in the fight against HIV associated stigma.

The differences revealed in HIV testing exposures across the three districts can be related to
different timing of the scaling up of the provider initiated opt-out strategy in HIV testing in
the districts. The PITC opt-out model also in our study emerged as beneficial with regards to
improved access to HIV testing. While this in itself is important, the challenging equity
dimensions of this testing service is important to note due to its roll out primarily in the
mother to child transmission of HIV programmes. The PITC model of testing was by the
informants in the present study experienced as placing limited effort in obtaining informed
consent; pre-test counselling was not carried out, and even the recommended pre-test
information was rarely practiced in the study area. Post-test counselling was moreover lacking
for individuals testing HIV negative implying that vital preventive opportunities were lost. At
the time of the data collection for the present study, the PITC model of testing implemented in
PMTCT was experienced to put an unreasonable burden on women who were given the task
of disclosing their status to their husbands and to recruit their spouses for HIV testing at a

most vulnerable time in their life; while expecting a child.
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The documented difficulty of recruiting people for VCT has been strongly associated with
poor functioning health systems, not the least voids in the human resource situation at the
health facilities. A responsive health service environment can in this context be deemed vital.
WHO’s ‘responsiveness tool’ is to measure experienced levels of responsiveness of the health
system. This dimension was perceived as highly relevant in assessing HIV testing services.
Assessment of WHO’s tool in the present study revealed that adjustments of the tool seem to
be demanded in order to facilitate an exploration of elements that are relevant to the particular
study settings. Our study demonstrates that assessment and recognition of locally specific
experiences and views are particularly important when the aim is to grasp how the health
system can become more responsive in the future. The findings related to the importance of
considering factors of concern outside the VCT room has relevance beyond this particular
study setting, and is central in most settings where HIV stigma is rampant and a hindrance to

HIV testing.

7 Implications for Policy and Research
7.1 Policy considerations

The study findings point to the need of urgently reconsidering the manner in which the
PMTCT based PITC opt-out is implemented. This is vital in order to protect client’s rights by
enhancing their autonomy, and thus to empower the users to make their own decision
regarding HIV testing. Further to allow the users to benefit from the process through access to
HIV prevention, efforts to implement couple counselling and testing to avoid the many
challenges linked to the opt-out approach implemented through PMTCT projects are needed.
In some settings the promotion of home-based VCT have shown promising signs not the least
in terms of equitable access to testing and in terms of reducing the stigmatizing contexts
surrounding the VCT facilities. The home based testing services target the entire family.
Further assessment related to the involvement of lay counsellors as attempted in Botswana
could fruitfully be made in attempts to ease the work load of the health workers who at times
cannot cope with the workload associated with resource demanding HIV testing services.
Continued promotion of formal education is needed for a large number of reasons. In this
context as education has been demonstrated to be associated with higher VCT use and with
less HIV related stigma. Education plays a key part in a nation’s health building efforts as

higher educated people are more likely to make autonomous decisions and respond to health
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promotion efforts. The responsiveness dimensions is vital in an HIV context, and WHO’s tool
that is to assess the responsiveness of health systems urgently needs to be adapted to local

settings and used more extensively in efforts to evaluate local health systems.

7.2 Future research recommendations

The PITC opt-out strategy was widely scaled up without previous testing through community
randomised trials. The major findings in the present study indicate the importance of proper
validations of such programs or strategies before wider scaling up, not the least with regards
to responsiveness perspectives. This study has assessed perceptions and experiences with the
PITC model from community perspectives, but further research is needed to explore potential
benefits or challenges as experienced in other settings and also to capture the views of health
care workers. Health systems’ responsiveness would be vital to explore the PITC model in
order to further assess the potential challenges or strengths that are experienced in the

implementation of this new HIV testing model.

Educational attainment was seen as negatively associated with stigma. Future studies need to
be conducted to further assess this association by employing a more comprehensive stigma
measurement instrument to capture different dimensions of stigma. Furthermore, stigma
measurement tools need to be validated in different socioeconomic and cultural contexts to

better understand stigma dynamics and to better guide stigma preventive efforts.

Accountability for reasonableness is an ethically-based framework for fair decision-making
being promoted by the REACT project. This framework draws attention to the importance of
equity, quality and trust in health systems. In the light of our findings, AFR conditions emerge
as vital in assessing decision-making processes. The publicity element was e.g. lacking during
the introduction of the PITC model of testing. Informants were not informed about the change
in testing policies, and little was done to prepare them for the test. This creates an
environment that paves the way for distrust in the health system. A major lesson learnt is that
more research is needed that apply rights- and ethically based frameworks, such as AFR, into
decision making in order to assess the acceptability of programs and interventions before

considerations of scaling up are made.
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ABSTRACT

Background

Delivery of HIV testing and counselling services were substantially scaled up in the mid 1990s
employing the voluntary counselling and testing (VCT) model. This model is client initiated
and is motivated by an individuals’ own right to know their status and who actively seeks VCT.
High willingness to be HIV tested has been expressed however studies have reported low
uptake of VCT. We aimed at investigating HIV testing exposure and determinants of VCT use

in selected districts in Kenya, Tanzania and Zambia.

Methods

Data were from a population-based survey collected as part of the EU funded intervention
study project “REsponse to ACountable priority setting for Trust in health systems” (REACT).
Stratified random cluster sampling was employed with stratification by district and residence
(urban vs. rural). The total number of respondents was 5689 (1847 in Malindi, Kenya; 1992 in
Mbarali, Tanzania; and 1850 in Kapiri Mposhi, Zambia). The behavioural model of health
services use suggested by Andersen was modified and used for our analysis to fit an

assumption on factors involved in seeking VCT services.

Results

The proportions reporting to have ever used VCT varied across district (Malindi 27.7%,
Mbearali 15.7% and Kapiri Mposhi 16.2%) and the respective exposures to PMTCT-related
testing by gender (male and female) in the districts was: 1.8% and 25.5% in Malindi, 5.3% and
5.0% in Mbarali and 3.2% and 16.2% in Kapiri Mposhi. Overall (n=5689), individuals with
higher levels of education were more likely to use VCT compared to those with lower levels
(AOR 1.8, 95% CI, 1.46-2.32), and individuals reporting highest level of stigma were less
likely to have used VCT vs. lowest (AOR 0.6. 95% CI: 0.43-0.85). Furthermore, there was a

strong negative association between educational attainment and stigma in VCT exposure.



Conclusion

The marked variation in exposure to HIV testing in general seemed largely to be explained by
the extent in which PMTCT based provider-initiated testing had been scaled up, and exposure
to VCT differed to a less extent by district. Stigma appeared to be negatively associated with
VCT, and this underscores the importance of more effective efforts to combat stigma and for

innovative approaches in implementing HIV testing.



BACKGROUND

HIV testing and counselling (HTC) has since the early history of the HIV pandemic been
offered mainly through voluntary counselling and testing (VCT) services. This client initiated
model has been defined as a confidential process by which people who are motivated by the
need and right to know their status, seek and undergo individual counselling voluntarily, to
enable them make informed choices about being tested for HIV [1]. This enabled many to
know their sero-status during the testing and ample time was availed for counselling
irrespective of the test outcome. It is therefore noteworthy that VCT creates a critical
preventive opportunity besides being a prerequisite for access to treatment, care and support
services for those infected [1, 2]. Some few years back a new HIV testing model was
introduced which in principle sharply contrasted the old model. Testing services within this
approach are initiated by the service providers and are applied routinely through an opt-in or
opt-out approach at health facilities [3]. However, these services are extensively applied
through programmes that only target specific populations, such as pregnant women in the
prevention of mother to child transmission (PMTCT) programme. Most nations now aim to

apply provider-initiated testing to all patients that visit a health facility [4].

Despite high proportions expressing willingness to be HIV tested and the rapid scale up of
services, use of VCT services have been low even when services have been made readily
available [5-8]. Explanations have been advanced seeking to explain these varying and low
acceptability test rate dynamics. There seem to be consistent evidence that stigma, low trust in
the local health care services, confidentiality concerns, and adverse consequences upon
disclosure are important barriers to VCT [7-13]. Studies conducted in Zambia and Tanzania
have shown inequalities in access, indicated by higher utilization in urban than rural areas and
among individuals with higher levels of education compared with groups with low education [7,

14]. National HIV authorities, having declared equal access a central strategic goal, are now



seriously challenged with regards to service design. Facility-based testing has for long been the
standard way of offering these services in countries with generalised epidemics, but alternative
ways of service delivery (e.g. home based HIV testing) have been shown to be more acceptable

and to reduce inequalities [15-17].

The low acceptability of VCT calls for innovative ways of service design. The provider
initiated model might be a response in this regard, as HIV test rates have been observed to be
increasing in recent years, especially among women in certain settings in Africa, and the
scaling up of provider initiated testing could explain part of this [18, 19]. However, there has
been growing criticisms to the provider initiated HIV testing concerning the low emphasis put
on voluntariness which raises ethical concerns [20-23]. Recent studies suggest that counselling
is often limited or left out, and this is paving the way for missed opportunities in prevention
and for ethically unacceptable handling of the consent process [24-26] . Further, observed
increasing gender differentials in HIV test rates seem largely to be due to the scaling up of the

provider initiated model in ante-natal care programs [21, 22, 24].

This study originates from the EU funded five-year intervention study “REsponse to
ACcountable priority setting for Trust in health systems” (REACT) at district level in Kenya,
Tanzania and Zambia. In this intervention an explicit ethical framework for legitimate and fair
priority setting, accountability for reasonableness (AFR) is being promoted to provide guidance
for decision-makers to broaden stakeholder involvement and jointly with them identify and
consider a wider range of relevant values in priority setting decisions. A baseline was
established, and the service and health outcome evaluation concerned changes in quality, equity
and trust [27]. HIV control programmes were defined as one of several evaluation domains of
the project due to the high HIV prevalence in the project countries [28-30]. The data for the

outcome evaluation were not collected as it was evident that the AFR application had not



progressed enough during the project period to expect any associated change in the outcomes.
The baseline, however, provides a representative data set to do cross sectional status analyses
between the three case studies. The concepts and analytical model in this paper thus provides
an alternative approach to gaining added insight associated with equal access in VCT use. In
this study we investigated exposure to VCT services and assessed factors that may be

associated with use of VCT at district levels in three African countries.



METHODS

Study area and population

A population based survey was conducted in 2007 in three African districts namely; Malindi,
Kenya; Mbarali, Tanzania; and Kapiri Mposhi, Zambia, assumed to be comparable in terms of
disease burden and health systems, as described elsewhere [27]. HIV is a common concern in
the three project countries with a marked geographical prevalence variation. The estimated
adult (aged 15-49 years) prevalence in the selected districts is: 16% in Malindi district [31],
7.9% in Mbarali [32] and 13% in the rural and 32.2% in urban Kapiri Mposhi [33, 34]. The
population estimates in the study areas were 350,000, 235,000, and 200,000, respectively for

Malindi, Mbarali and Kapiri Mposhi districts [32, 35, 36].

Sampling procedures and sample size

A multi-stage stratified random cluster sampling strategy was used to draw the samples. In
each district, the sampling frame was stratified into rural and urban areas. For statistical
purposes each district is subdivided into Census Supervisory Areas (CSAs) and these are in
turn subdivided into Standard Enumeration Areas (SEAs). The CSAs and SEAs are the areal
units with unique identification, and the numbers of households were used as a measure of size
for selecting SEAs using probability proportional to size of the stratum (stratified by urban and
rural). A fixed number of households were selected randomly from every SEA in the rural and
urban stratum. At the household level, one male and one female aged 15 and above were
randomly selected to participate in the survey. The intended sample size was 2000 adults aged
15 and older in each district. In the sample size calculation the survey was handled as a
baseline survey, and the following assumptions were employed: a 0.5 probability of the
outcome, a precision of 0.05, minimum measurable change of 0.1, power of 0.80, and the

design effect considered at 2. A total of 49 clusters (10, Malindi, 19 Mbarali, and 20 Kapiri



Mposhi) were selected from the urban stratum and 67 clusters (16 Malindi, 26 Mbarali, 25

Kapiri Mposhi) from the rural stratum.

Data collection and organization

Data were collected by trained enumerators using a structured questionnaire and was
administered largely in English in Kapiri Mposhi and Swabhili in Malindi and Mbarali. The data
collection tools were developed and standardised for application in three countries within a
standard operating procedure for training of staff, pilot testing of the tools inclusive of
revisions and standardised sampling plans for the selection of study participants. Data collected
included information on socio-demographic characteristics, education, HIV stigma, HIV risk
behaviours, exposure to HIV-related information, cost of health services; self rated health and

readiness to re-test.

The model

The behavioural model of health services use that was originally suggested by Andersen was
considered and applied to guide variables selection and the analysis of this study, after
modifying for VCT use. The Andersen model has been extensively used to explore factors
affecting access to health care services and it hypothesises health care use as a function of
demographic or predisposing factors, enabling factors and perceived need [37]. The
predisposing factors in the original model adapted in this study, included demographic factors
(age and gender), and social structure which include education and ethnicity and health beliefs
(attitudes and beliefs). Enabling factors include both community and personal enabling
resources e.g. income and health insurance. Perceived need and evaluated need make up the
need factor. In this model self rated health is key in measuring perceived need whilst evaluated
need is achieved after a patient has presented at a health provider [37]. Unequal access is thus
seen as occurring when predisposing and enabling variables determine use. For use in this

study, the model had to be modified in order to make it applicable for assessment of VCT use,



primarily due to the less obvious need attribute when seeking HIV testing services as compared
to seeking care due to an illness, as symptoms or illness may not be the only motivation for

seeking HIV testing.

The literature on factors affecting HIV testing was used to guide the inclusion of measures. We
hypothesized that predisposing factors are directly or indirectly associated with VCT use. The
modified Andersen model that we applied included demographic characteristics, including sex,
age and marital status [8, 38-41], together with belief (HIV-related stigma in this case) [7-9, 42,
43] as the predisposing factors. Secondly, we hypothesized that urban residence, educational
attainment, exposure to HIV information, and perceived low cost of health care as enabling
factors being positively associated with VCT use [7, 8, 40, 41]. The behaviour model includes
educational attainment as a predisposing factor, but in our model, this is seen as the key
indicator of socioeconomic position and thus relates closely to resources and opportunities.
Educational attainment was therefore considered mainly to have an enabling influence. HIV
testing presents a unique scenario as compared to illness behaviour, as motivation to test may
not only be related to symptoms. To cover this we defined the indicators of need in this study
to be self rated health, HIV-related risk behaviour and readiness to test. Self-rated health has
been found to be the single most important indicator of health care use in studies from different
parts of the world [44, 45] and to be an indicator of deteriorating health related to HIV
infection [13]. It is regarded as central in measuring need for health care use as patient’s
perception of their health is related to their vulnerable state [46]. Readiness (considered as a
proxy for intention in this study) to test was considered as a need factor since it has been
defined as the proximal determinant of behaviour and has been described as the motivation
needed for a particular behaviour [47]. We hypothesized that low self-rated health; HIV-related

risk behaviours and readiness to test would positively affect VCT use [13, 37, 48].



Data analysis

Data were double entered in Epi-info and analysis was conducted using SPSS version 15.0.
Descriptive statistics were used to present the socio-demographic characteristics, stigma,
residence, education, cost, exposure to HIV information, self-rated health, risky behaviour,
readiness to test and knowledge of place of testing. Bivariate analyses of VCT use, stratified by
district and sex, were used to measure crude odds ratios (ORs) with 95% confidence intervals
(CIs). Only those variables that were significant in the bivariate analyses for VCT use qualified
for further analyses in the model. A step-wise logistic regression analysis of VCT use was
employed. At step I we controlled for predisposing factors, at step Il we added the enabling
factors, and in the full model (step III), all variables were included (predisposing, enabling and
need). The regression analyses were performed in two ways: in one analysis we stratified by
district (Table 3) and in the other we pooled together the entire sample (i.e. all the three
districts together). Potential interactions were examined both through stratified analyses
(district and sex) and in the logistic regression analysis by inclusion of interaction variables

(products of original variables) and no significant interactions were found.

Dependent variables

The dependent variables used in this study were based on the following question: “Have you
ever been HIV tested? (1 = yes, 2 = no). If that answer was “yes”, respondents were asked
“Was it voluntarily or required? And the following answer alternatives were mentioned: 1 =
VCT-related, 2 = PMTCT-related, 3 = mandatory/required, 4 = other, specify. A dichotomous
variable “ever VCT use” (0, 1) was constructed where those responding “VCT-related” were

coded 1 and all other respondents coded 0.
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Independent variables

The independent variables were categorised into predisposing, enabling and need factors as
described above. Age was categorised in five groups as shown in the tables. Marital status was
dichotomised to ever married (Single=0 vs. separated, widowed, cohabiting/married=1).
Summative indices were made to create a stigma variable from three questions that entailed:
a.) buying from a HIV positive shopkeeper, b.) if a HIV positive teacher should be allowed to
teach and c.) Whether it should remain a secret if a family member was HIV positive. The
stigma variable was categorised into four levels (lowest to highest). For bivariate analysis of

association with education, the stigma variable was dichotomised into low or high (Figure 1).

Residence was dichotomised into rural=0 vs. urban=1 (peri-urban and urban). Years of
education were categorised into four groups as presented in all tables. Two questions phrased
as ‘Does the cost of health services requiring immediate cash payment influence your
utilisation of them?’ (1 = not at all, 2 = little, 3 = fairly, 4 = much, 5 = very much) and ‘Does
the distance to the nearest health services influence your utilisation of them?’ (1 = not at all, 2
= little, 3 = fairly, 4 = much, 5 = very much) were used to construct the cost variable for the
HIV information index, the question used was phrased as; ‘How regularly do you receive HIV
related information from the following sources?” Community health workers, Health clinic
workers, Peer educators, Media (radio or TV), or other, the responses were: (1 = never, 2 =
sometimes, 3 = often): These were dichotomised as 0 = never and 1= sometimes or often.
Self-rated health was measured according to established standard in a single question:” how
would you say your health is at the moment?’ The responses ranged from 1=very poor to
S5=excellent. These were dichotomised to poor or fair vs. good or excellent (0, 1). To measure
HIV-related risk behaviour we employed a question on number of non-marital/non-regular sex
partners and this was dichotomised into none vs. one or more (casual sex partners). The single

question on readiness was phrased as ‘Have you considered going for a (or another) HIV test?’

11



(0 =no, 1 =yes). A single question phrased as ‘Do you know a place where you can get a

confidential HIV test?’ (1 = yes, 2 = no) was used to determine knowledge of a test place.

Ethical Clearance

Ethical clearance was obtained from the three countries. In Kenya scientific and ethical
approval was obtained from the Kenya Medical Research Institute (KEMRI) and from the
National Ethical Review Committee (NERC) of Kenya (KEMRI SSC number 1099). In
Tanzania research clearance was obtained from the Medical Research Coordinating Committee
(MRCQC) of the National Institute of Medical Research (NIMR) number
NIMR/HQ/R.8a/Vol.IX/416, and in Zambia from the University of Zambia Research Ethics
Committee (assurance No. FWA00000338, IRB00001131 of IOR0000774). Written informed
consent was obtained from all participants of the population based survey prior to being
interviewed. Confidentiality and anonymity of the study informants was maintained throughout

the study.
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RESULTS

Survey participation and population characteristics

An overall sample (n= 5689) including participants from all 3 countries was drawn as follows:
Malindi, Kenya n=1847, Mbarali, Tanzania n=1992 and Kapiri Mposhi, Zambia n=1850. The
overall response rate was 93.4% (n=5689) and non-response did not differ by district. The
majority of the study participants were or had been married, and this did not differ much by
gender except from Malindi district that had a substantial number of single men (34%). There
was a marked difference in educational attainment between Mbarali and the other two districts,
with lower educational levels in Mbarali. Moreover, in Malindi and Kapiri Mposhi districts
women reported lower educational levels than men, while not much difference in education

between men and women was observed in Mbarali district (Table 1).

HIV testing, knowledge and intention to test.

The overall proportion reporting ever being tested for HIV in the three districts was 33.1%. The
proportions testing in Malindi (44.2%) was significantly higher (p < 0.001) than both Mbarali
(27.3%) and Kapiri Mposhi (28.3%). Overall, women were significantly more likely to have
ever been tested for HIV than men (38.0% vs. 27.7%, p < 0.001). At district level this
difference was found both in Malindi (54% vs. 34%) and Kapiri Mposhi (34% vs. 21%), but
not in Mbarali (27% vs. 27%). The proportion reporting to have been tested through PMTCT
by gender (male and female) was: 1.8% and 25.5% in Malindi, 5.3% and 5.0 in Mbarali and
3.2% and 16.2% in Kapiri Mposhi. Most of the participants (overall 77%) indicated that they
knew a place where they could test for HIV (Table 1), but districts differed in this regard, i.e.
Malindi 84.6%, Kapiri Mposhi 80.3% and Mbarali 67%. Awareness of where to test did not
differ by sex, except in Mbarali where men were significantly (p<0.001) more likely to know a
test place than the women (Table 1). There was a marked difference in readiness to be tested

between districts, i.e. 52.4% in Malindi, 83.3% in Mbarali and 46.1% in Kapiri Mposhi.
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Among those stating readiness to be tested in the overall sample, 40.3% (53.7% Malindi,

29.8% Mbarali, and 45.3% Kapiri Mposhi) reported to have been tested for HIV in the past.

VCT utilization and determinants

The proportions reporting to have ever been tested through VCT in the three districts was 20%.

This was higher in Malindi (28%) compared to the other two districts (16%) (Table 2).

Predisposing factors

There were observed differences in VCT use by age, with the youngest and oldest age group
reporting the lowest levels of VCT use (table 2 and 3). This remained so even after controlling
for other variables in the full model (table 4). Table 2 further shows that in the districts with
higher proportions of overall HIV testing (Malindi and Kapiri Mposhi) there were no
significant gender differences in VCT use, where there was higher utilization of PMTCT based
HIV testing among women (table 1). Women in Mbarali district were significantly less likely
to use VCT compared to men, and this remained significant after adjusting for other factors in
table 3 (AOR 0.6, 95% CI 0.46-0.79). Persons who had ever been married were slightly more
likely to use VCT in all the three districts but this was not significant in the model. High levels
of stigma were associated with lower levels of VCT use among both men and women (Table2),
but in the stratified full model this association was significant only in Malindi district (Table 3).
In the full model (n=5689) the likelihood of VCT use was 1.6 higher among those reporting the

lowest levels of stigma compared to the group reporting the highest levels of stigma.

Enabling factors
Overall, rural residents were less likely to use VCT (AOR, 0.8, 95% CI, 0.63-0.99), as shown

in table 4, but in the stratified analyses this difference remained significant only in Kapiri
Mposhi (Table 3). Educational attainment was positively associated with VCT use for both
men and women in all the three districts (Tables 2 and 3) and in the full model of the overall

analyses (Table 4). Cost was not associated with use of VCT in any of the three districts in our
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study hence this variable was not included in the test of the model. In the binary analysis
exposure to HIV information was associated with use of VCT in the three districts (Table 2).
However, after controlling for need factors in the logistic regression model for VCT this
remained significant only in Malindi district (Table 3). Also in the overall sample increasing
access to HIV information was slightly associated with increased use of VCT, but this did not

remain significant after controlling for the need factors (table 4).

Need factors

In the binary analysis self-rated health was only significantly associated with VCT use among
men in Malindi (Table 2), and in the stratified stepwise analyses shown in Table 3 this variable
did not appear to be significantly associated with VCT use therefore, it was not included in the
overall model (Table 4). Casual sex did not appear to be significantly associated with VCT use
in the binary analyses and was therefore excluded for further analysis. Readiness for being HIV
tested was strongly associated with VCT use in all the three districts (Table 2) and remained an
important determinant in the stratified full model in all the districts (Table 3) and in the full

model when considering all districts together (Table 4).

Relationship between education and stigma

Figure 1 illustrates the negative association between education and stigma consistently across
the three districts; comparing extremes where the lowest level of education was the reference
group (Malindi OR 0.4, 95% CI 0.25-0.50, Mbarali OR 0.3, 95% CI 0.19-0.52, Kapiri Mposhi

OR 0.4, 95% CI 0.31-0.54).
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DISCUSSION

The results of this study showed marked contrast in HIV testing exposure between Malindi
district and the other two districts. This is likely to reflect differences in service availability
since the determinants of testing were fairly consistent across the three districts. VCT exposure
ranged between 16% and 29% for both men and women in the three districts. PMTCT
programme represents an additional opportunity to increase HIV testing levels mainly for child
bearing women, and for this testing service the contrast in exposure was more marked
compared to VCT. This sharp difference may be a reflection of the contrasts between districts
in scaling up of provider initiated testing through PMTCT. For the likelihood of VCT use, the
enabling factor which had the greatest effect was educational attainment, with higher test levels
among the highest educated. This can be judged as an unequal effect on use. Stigma appeared
also to affect VCT use independently. A noteworthy finding in this regard was the strong and
negative association between educational attainment and stigma across districts. Given that
educational attainment affect stigma, unequal effect of education in regards to VCT use can
either be directly associated or indirectly associated through stigma. Consequently, efforts to
reduce stigma have potential to affect variations in use. The effects of other enabling factors

were small or insignificant.

One of the important objectives of many national HIV programs is equal access to HIV testing.
The Andersen behavioural model has mainly been used to measure degree of equal access to
health care given equal need in order to guide policies that promote equitable access. In this
model, inequity in access is seen to occur when predisposing and /or enabling factors
determine who uses health care services [37]. A limitation when applying the model on use of
HIV testing services relates to the fact that need is much less clearly defined as compared to
help seeking for an acute illness. We applied a combination of variables each assumed to be

potential indicators of need, and therefore the plausibility represent a major challenge. This
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might be indicated by the fact that the strength of associations of other factors was not
substantially affected after adjustment of the need variables, hence analysing equity issues

related to VCT use, as demonstrated in this study, was difficult.

Our results show that in these three settings there was unequal access to HIV testing services.
We found variations both related to predisposing and enabling factors. Overall, women were
more likely to have been tested for HIV than men in Malindi and Kapiri Mposhi, consistent
with previous research from other African countries [49-51]. In line with the country progress
reports [52, 53], this difference observed in our study is explained by the high test rates through
PMTCT programmes in the two districts. Provider-initiated testing among women attending
ante-natal clinics can therefore be seen to yield higher test rates among their target group.
However, this type of testing, when employed in specialised programmes targeting only
women, may introduce a strong gender imbalance in HIV testing exposure by reaching only a
very small number of men. Studies have shown that male involvement in PMTCT is a feasible
and acceptable strategy that can improve HIV testing [54, 55]. However, despite wide
promotion of couple counselling, sufficient implementation has been lacking. Innovative
approaches to reach couples are therefore urgently needed. Furthermore, the provider-initiated
approach through ANC will not reach all women. Women who are not in their child bearing
age or those who choose not to utilise the health facilities will not be reached by these services.
VCT, on the other hand, targets both men and women and has been shown to engage men

slightly more than women [56].

HIV-related stigma has been defined as the “devaluation of individuals living or associated
with HIV/AIDS” [57]. It is a complex phenomenon and has been reported in many studies as
one of the strongest barriers to seeking VCT, hence delaying access to prevention, support or

treatment [40, 58, 59]. In this study, the likelihood of VCT use was 1.6 times higher among
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those scoring lowest on the stigma index vs. those with the highest scores. Lower VCT use
among those with higher levels of stigma has also been shown in Malawi, South Africa and
Nigeria [5, 9, 60, 61]. This may not be a surprising finding. However, as treatment access is
increasing, authors have argued that stigma will decrease as AIDS will become a manageable
chronic disease [62]. Contrary to this, our findings point to persistent and prevailing stigma
even in settings where treatment is available [52, 53]. Further research is needed to elucidate
these arguments. Moreover, studies have shown that alternative service provision, such as
home-based or mobile VCT, may yield much higher test proportions, as the stigma associated

with clinic-based VCT is decreased [17, 63].

Educational attainment was also shown to be strongly associated with use of VCT in all the
three districts, with an overall odds of VCT exposure 1.8 (95% CI 1.46-2.32) when comparing
the lowest vs. highest levels of education. This finding concurs with previous research in
African settings [7-9, 39, 40]. Education is seen as a key indicator of socioeconomic position
and is likely to enable individuals to perceive and act on preventive messages. Furthermore, our
results revealed educational attainment to be strongly associated with stigma across the three
districts. This is a noteworthy observation. Assuming the relevance of the theory that processes
of change in behaviours and attitudes takes place through diffusion of innovation from higher
socioeconomic status and downwards [64], it might be suggestive of a scenario where stigma

could be reduced starting with the highly educated down to the less educated in the population.

From our results cost did not appear to be associated with VCT use in all the districts. Cost has
in the past been noted to be a potential barrier to utilization of health services, particularly
among the poor [65]. VCT services differ from other health services in most African settings as

they do not require any user fee, being one of the indicator questions for cost in this study. It is
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possible the results on cost might have been reversed if enquiry was made on waiting times,

travelling cost and other opportunity costs as has been done in a previous study [65].

Among the defined need variables in this study, results indicated that self-rated health, and risk
behaviour were not associated with VCT. Illness and treatment access has been described as
important motivation for testing. Moreover, self rated health is a significant need factor
proposed by Andersen [37]. In the scenario of HIV testing, it may be problematic to assume
self-rated health as a need factor since one can stay symptom-free for a long time and many
may delay seeking testing possibly due to the long-standing stigma attached to the illness.
Risky behaviour was also not positively associated with use of VCT. This confirms previous
findings [7], and it has been suggested that those who report high risk behaviours do not
necessarily perceive themselves to be at risk, as shown in a study from Ethiopia [66]. The only
need factor significantly associated with VCT use was readiness to test, which was the
strongest predictor of VCT use in our study. Authors have, however, argued that such a
hypothetical question may overestimate readiness in the population, and that different modes of

HIV testing service delivery may influence readiness and acceptability [63].

This study shows differentials in factors influencing utilization of both VCT use. We argue that
acceptability of HIV testing services can be further addressed by fair and inclusive priority
setting mechanisms in these settings, and some studies have shown that when locally accepted
testing services are developed with the participation of the community, test rates may be
substantially increased [17, 63]. The accountability for Reasonableness (AFR) defined as a fair
and ethically based framework for decision making which is employed in the REACT project,
draws attention to and aims to improve equity and also gaining trust for health systems. This
intended effect of REACT is being assessed in the evaluation of its process of application, but

the effect on service and health outcomes has not yet been possible to measure. A recent study
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conducted in Tanzania confirms the need for more participatory and mutually accountable
processes in priority setting to improve uptake of health services [67]. These decision making
mechanism are vital in the context of HIV testing considering that this is critical to HIV
prevention, treatment and care. Bridging the access gaps to testing is vital and previous studies
have documented alternative ways of offering these services in an acceptable manner through

provision of Home based HIV testing [13, 15, 63].

Adopting a cross-sectional study design enabled us to conduct the study in three African
districts, hence strengthening the generalizability of the results. However, our results mainly
generate associations and limit the ability to draw causal inferences. Stepwise analysis in
logistic regression was used to control for confounding. As some of the indicators used in the
study were sensitive issues, i.e. sexual behaviour, information bias is likely to have influenced
the results to some extent. A well known example that is related to one of the need variables is
that women in particular tend to under-report the number of sexual partners [68]. Consistent
with this, we note that very few women in all three districts reported casual partners.
Comparative information on the availability of HIV testing services was not available in detail
in the three districts, and can therefore not exclude the possibility that variation in exposures
were affected by factors not measured in our study. We measured individual stigmatizing
attitudes with only three questions. It is possible that these questions did not fully capture the
different dimensions of individual stigma [69]. In addition, stigma research has been criticized
for being too focused on individual factors, overlooking the contextual factors shaping stigma
[70, 71]. It is a limitation to our study that we did not investigate community stigma or

structural factors.
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Conclusion

HIV testing exposure seemed to vary across the districts. This was partly related to the extent
to which PMTCT (provider initiated) based testing had been scaled up. Exposure to VCT
differed to a less extent by district, but stigma appeared to be associated negatively with VCT
use. This underscores the importance of more effective efforts to combat stigma and innovative
approaches in implementing HIV testing. Moreover the strong negative association between
stigma and education could be suggestive of a need to target those with least education to
increase test levels, whilst empowering them with education. The recently introduced provider
initiated HIV testing strategies could provide an effective avenue to increase HIV testing in the

populations.
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Table 1: Socio- demographic characteristics of the respondents by gender

Characteristics

Malindi district

Mbarali district

Kapiri Mposhi district

Total (N= 5689, 100%)

Age 15-19
20-24
25-29
30-39
40-49
Marital Single
Ever married
Stigma Lowest stigma
Low stigma
Moderate stigma
High stigma
Residence Urban
Rural
Yrs of Educ 0-6 yrs
7yrs
8-10yrs
>=11yrs
Cost least costly
Costly
HIV info: None
One source
Two sources
>=3 sources
Health Good
Casual partner >=1
Readiness to test  Yes
Know test place Yes
Ever HIV test Yes
Ever use VCT Yes
Ever use PMTCT Yes

N=1847, 32.5%

Male
%=50.4 n(931)
15.4(142)
16.3(151)
13.3(123)
31(287)
24(222)
33.4(308)
66.6(614)
46.7 (405)
25(217)
21.2 (184)
7.1(62)
34.4(320)
65.6 (611)
37.6(350)
12 (112)
30.2(281)
20.2(188)
54.9
45.1
17.9 (163)
22.4(204)
24.6 (224)
35.1(319)
70 (642)
21.7 (202)
54.1(492)
85.5(783)
34.2(314)
29.3(273)
1.8(17)

Female
%=49.6 n(916)
12.5(113)
21.3(192)
23.3(210)
30(271)
13(117)
13.6(124)
86.4(790)
37.9(314)
27.3(226)
25.6(212)
9.1(75)
34.5(316)
65.5(600)
59.6(546)
7.1(65)
21.1(193)
12.2(112)
54.3(504)
45.7(414)
15.9(144)
25.9(235)
26.6(241)
31.6(286)
63.7(580)
8.0(73)
52.5(476)
83.8(760)
52.2(494)
26.0(238)
25.5(234)

N=1992, 35.0

Male
% =49.4 n(984)
8.4(83)
13.1(129)
18.6(183)
35.5(349)
24.4(240)
16.3(160)
83.7(824)
35.5(333)
28(262)
29.3(275)
7.1(67)
47.5(467)
52.5(517)
20.4(201)
69.9(688)
3.9(38)
5.8(57)
61.5(491)
38.5(414)
34.6(340)
16.0(157)
13.6(134)
35.7(351)
72.2(710)
8.8(87)
86.7(835)
71.8((707)
27.9(273)
18.9(186)
5.3(52)

Female
%=50.6 n(1008)
11.2(113)
23.9(241)
22.2(224)
33.3(336)
9.3(94)
10.4(105)
89.6(903)
29.8(273)
26.5(243)
32.5(298)
11.1(102)
46.4(468)
53.6(540)
25.6(258)
66.7(672)
3.6(36)
4.2(42)
58.6(581)
41.4(363)
26.2(263)
17.7(178)
21.1(212)
35.0(352)
74.7(753)
3.0(30)
84.2(824)
62.5(630)
28.5(286)
12.6(127)
5.0(50)

N=1850, 32.5%

Male
%=44.3 n(819)
9.4(77)
11.7(95)
19.1(156)
36.1(294)
23.7(193)
20.9(171)
79.1(646)
34.6(273)
31.1(245)
23.3(184)
11.0(87)
48.7(399)
51.3(420)
28.1(230)
24.3(199)
26.5(217)
21.1(173)
40.7(578)
59.3(409)
47.2(384)
26.0(212)
17.9(146)
8.8(72)
81.3(662)
22.2(182)
42.4(346)
80.4(656)
21.1(173)
16.0(131)
3.2(26)

Female
%=55.7 n(1031)
13.9(143)
20.9(215)
20.4(210)
30.2(310)
14.5(149)
15.2(157)
84.8(873)
36.1(350)
28.6(277)
22.7(220)
12.6(122)
50.4(520)
49.6(511)
42.2(435)
25.6(264)
23.7(244)
8.5(88)
46.3(330)
53.7(480)
40.1(411)
32.5(333)
18.8(193)
8.5(87)
80.4(822)
10.6(109)
49.1(503)
80.2((824)
34.2(350)
16.4(169)
16.2(167)
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Table 4: Results of logistic regression analysis of VCT utilization

Variable 19.8%, N= 5689
Bivariates Step I* Step II** Step lII***
ADJOR95%ClI  ADJOR95%CI  ADJ OR 95%Cl
Predisposing factors

Age: 15-19 1 1 1 1
20-24 | 1.9(1.47-2.46) 2.0(1.43-2.68) 1.8(1.33-2.41)  1.8(1.30-2.36)
25-29 | 51(159.2.71) 2-1(147-2.96) 19(1.37-268) 1 9(1.36-2.69)
30-39 | 1.9(1.55-2.44) 2.0(1.42-2.79)  1.7(1.25-2.40)  1.8(1.33-2.53)
40-49 | 1.7(1.27-2.16) 1.6(1.12-2.36)  1.5(1.01-2.09)  1.5(1.06-2.20)

Sex: Male 1 1 1 1
Female | 0.8(0.69-0.93) 0.8(0.69-.096) 0.8(0.70-1.00)  0.8(0.68-0.98)

Marital S. Single 1 1 1 1
Ever Married | 1.1(0.92-1.43) 1.0(0.71-1.27)  1.2(0.91-1.60)  1.2(0.95-1.63)

Stigma Lowest stigma 1 1 1 1

Low stigma | 0.8(0.67-0.95) 0.8(0.68-0.95)  0.9(0.75-1.059  0.9(0.74-1.05)
Moderate stigma | 0.6(0.46-0.74) 0.6(0.46-0.74) ~ 0.7(0.57-0.88)  0.7(0.58-0.92)
High stigma | 0.5(0.32-0.63) 0.5(0.33-0.65)  0.6(0.40-0.78)  0.6(0.43-0.85)

Enabling factors
District: Malindi 1 1 1
Mbarali | ¢ 5(0.37-0.65) 0.5(0.38-0.69)  .4(0.26-0.50)
Kapiri Mposhi 0.5(0.38-0.67) 0.5(0.41-0.70) 0.5(0.41-0.69)
Residence: Urban 1 1 1
Rural | 0.8(0.61-1.03) 0.8(0.65-1.01)  0.8(0.63-0.99)
Yrs of Educ. 0-6yrs 1 1 1
7yrs | 0.9(0.73-1.16) 1.0(0.86-1.29)  1.1(0.86-1.29)
8-10yrs | 1.5(1.18-1.81) 1.2(0.98-1.55)  1.2(0.93-1.51)
>=11yrs | 2.3(1.82-2.92) 1.8(1.44-2.24)  1.8(1.46-2.32)
HIV info: None 1 1 1
One source | 1.3(1.03-1.53) 1.1(0.95-1.35)  1,0(0.87-1.24)
Two sources | 1.6(1.29-2.06) 1.3(1.08-1.66)  1.2(0.96-1.49)
>=3 sources | 1.7(1.38-2.11) 1.3(1.06-1.68)  1.2(0.93-1.50)
Need factor
Readiness: No 1 1
Yes | 2.5(1.96-3.10) 3.0(2.32-3.87)

Step I: controlled for predisposing factors Nagelkerke’s R? 0.014 , ** step Il controlled for enabling factor Nagelkerke’s R? 0.057 s.*** step Ill
controlled for the need factors Nagelkerke’s R?0.095. NB: Only factors that were significant as indicated in table 2 were included.



Figure 1. The association between stigma and educational attainment
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Abstract

Background: Counselling is considered a prerequisite for the proper handling of testing and for ensuring effective
HIV preventive efforts. HIV testing services have recently been scaled up substantially with a particular focus on
provider-initiated models. Increasing HIV test rates have been attributed to the rapid scale-up of the provider-
initiated testing model, but there is limited documentation of experiences with this new service model. The aim of
this study was to determine the use of different types of HIV testing services and to investigate perceptions and
experiences of these services with a particular emphasis on the provider initiated testing in three selected districts
in Kenya, Tanzania, and, Zambia.

Methods: A concurrent triangulation mixed methods design was applied using quantitative and qualitative
approaches. A population-based survey was conducted among adults in the three study districts, and qualitative
data were obtained from 34 focus group discussions and 18 in-depth interviews. The data originates from the
ongoing EU funded research project “REsponse to ACountable Priority Setting for Trust in Health Systems” (REACT)
implemented in the three countries which has a research component linked to HIV and testing, and from an
additional study focusing on HIV testing, counselling perceptions and experiences in Kenya.

Results: Proportions of the population formerly tested for HIV differed sharply between the study districts and
particularly among women (54% Malindi, 34% Kapiri Mposhi and 27% Mbarali) (p < 0.001). Women were much
more likely to be tested than men in the districts that had scaled-up programmes for preventing mother to child
transmission of HIV (PMTCT). Only minor gender differences appeared for voluntary counselling and testing. In
places where, the provider-initiated model in PMTCT programmes had been rolled out extensively testing was
accompanied by very limited pre- and post-test counselling and by a related neglect of preventative measures.
Informants expressed frustration related to their experienced inability to ‘opt-out’ or decline from the provider-
initiated HIV testing services.

Conclusion: Counselling emerged as a highly valued process during HIV testing. However, counselling efforts were
limited in the implementation of the provider-initiated opt-out HIV testing model. The approach was moreover not
perceived as voluntary. This raises serious ethical concerns and implies missed preventive opportunities inherent in
the counselling concept. Moreover, implementation of the new testing approach seem to add a burden to
pregnant women as disproportionate numbers of women get to know their HIV status, reveal their HIV status to
their spouse and recruit their spouses to go for a test. We argue that there is an urgent need to reconsider the
manner in which the provider initiated HIV testing model is implemented in order to protect the client’s autonomy
and to maximise access to HIV prevention.
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Background

HIV counselling and testing (HCT) services are a crucial
part of prevention and are necessary as a prerequisite
for supporting, caring and providing treatment to the
HIV infected. Preventive counselling gives individuals an
opportunity to receive relevant information, to correct
misconceptions about HIV, to assess risk and to moti-
vate behaviour change if necessary [1,2]. Preventive
effects of the voluntary counselling and testing (VCT)-
package (risk-reduction counselling in relation to test-
ing) are reasonably well documented [3,4], but to what
extent knowledge of ones own status alone leads to
behaviour change is difficult to address in ethically
acceptable research efforts. HCT also has further been
noted to have the potential to encourage openness,
hence contributing to the reduction of fear and stigma
in society [1,2,5]. Despite the assumed benefits and scal-
ing-up of HCT services over the last decade the demand
for the services has been disappointingly low in coun-
tries with the most serious epidemics [6-9]. This has
resulted in efforts to establish alternative HIV testing
models such as the provider-initiated (PITC) model,
which differs substantially from the established client-
initiated model.

Client-initiated HIV counselling and testing is com-
monly referred to as voluntary counselling and testing
(VCT). It is motivated by an individual’s right to know
his or her HIV status, and it takes place when an indivi-
dual seeks counselling and testing at a facility that offers
the services. This type of HIV testing and counselling
service is offered widely, mainly through facilities inte-
grated in health settings, mobile services and in stand-
alone facilities that are located away from health care
facilities such as community-based settings and night ser-
vices [5,9-15]. Provider-initiated testing in contrast to the
client initiated testing is recommended by a health provi-
der to people attending a health facility [15]. This
approach to testing can be offered with an opt-in or an
opt-out approach, the latter being prominent in specia-
lized programmes such as prevention of mother-to-child-
transmission programmes (PMTCT) [15]. The difference
between the two is that with the opt-in approach patients
need to affirmatively agree to test before the test is con-
ducted, whereas in opt-out approaches clients must
actively decline after the pre-test information is offered, if
they do not want the test to be performed [15]. Offering
testing to all individuals seeking health care services is
assumed to increase HIV test rates and thus improve
access to treatment. HIV testing has been recommended
for all pregnant women, but with a preservation of the
woman’s right to decline or opt- out. Those who decline
are however encouraged to undergo HIV testing at a sub-
sequent visit [15].

Page 2 of 14

The new guidelines recommend pre-test information
in place of pre-test counselling when practicing PITC
[15]. However, critics argue that individuals tested for
HIV must be allowed to evaluate the information pro-
vided to them during individual pre-test counselling ses-
sions, and come to their own conclusion regarding
whether or not they wish to be tested [16,17]. This is
deemed vital for ensuring trust in the health services
not the least in the prevention, care and treatment of
HIV. A trusting relationship between the health care
provider and patient (interpersonal trust) within the
context of HIV testing has been seen as essential in
enhancing the quality of the interaction and for con-
structively encouraging necessary behaviour change [18].

The increase in HIV test rates documented in certain
settings has been partly attributed to a rapid scale-up of
provider-initiated testing services [19-21]. However, the
roll-out of this testing model has been criticised from
an ethical and human rights perspective for paving the
way to neglect of informed consent [16,17,22], and for
reducing the amount of counselling that accompanies
the HIV test [15,23]. Despite the early voicing of ethical
and human rights concerns related to the provider-
initiated model of HIV testing, there is little empirical
evidence from Africa related to client experiences with
this model of testing. This study is an attempt to
explore the perceptions and experiences of the testing
services with a particular emphasis on the provider
initiated opt-out HIV testing as practised at Antenatal
Clinics (ANC) where the PMTCT programme is located.
Moreover we investigated the exposure to HIV testing
in the adult populations in three African districts: Mal-
indi, Kenya; Mbarali, Tanzania; and Kapiri Mposhi in
Zambia, where the EU-funded multi-country project,
REACT (Response to A Countable priority setting for
Trust in health systems) is currently implemented. The
project draws upon the ethical framework ‘Accountabil-
ity for Reasonableness’ (AFR), for legitimate and fair
priority setting. It is applied to provide decision makers
with guidance to enhance trust, quality and equity in
health systems [24].

Methods

Study design

A mixed method approach was applied in which quanti-
tative and qualitative data were collected using a concur-
rent triangulation design [25] as illustrated in Figure 1.
Quantitative methods were used to determine the pro-
portions of people undergoing HIV tests and the propor-
tions utilizing the various HIV testing services. The
qualitative in-depth interviews (IDIs) and focus group
discussions (FGDs) were employed to explore informants’
experiences and perceptions of the HIV testing services
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Figure 1 Study design.

with an emphasis on experiences with the provider
initiated testing model.

Study area and population

The study was carried out at three different study sites,
namely: Malindi district in Kenya, Mbarali district in
Tanzania and Kapiri Mposhi district in Zambia. The dis-
tricts were selected on the basis of assumed similarities
[24], but closer look at the health statistics reveals dif-
ferences in key indicators, among them HIV prevalence.
HIV control programmes were defined as one of several
evaluation domains of the REACT project. The national
HIV prevalence levels within these countries show
marked geographical variation; the overall national levels
for adults aged 15-49 years have been estimated at 7.7%
in Kenya [26], 6.2% in Tanzania [27] and 15.2% in Zam-
bia [28]. In the selected study districts the HIV preva-
lence’s are estimated at: 16% in Malindi district [29],
7.9% in Mbarali district [30], and 13% in rural and
32.2% in urban Kapiri Mposhi district [31,32]. Malindi
has an estimated population of 350,000 [29,33], Mbarali
235,000 [30] and Kapiri Mposhi 300,000.

Quantitative study

The quantitative study conducted in 2007 comprised a
population-based survey that identified household mem-
bers at community level in the three districts as part of
the REACT project. A stratified random cluster sampling
technique was employed with stratification by district

and urban vs. rural populations. The intended sample
size was 2000 in each district. The samples were selected
from the national statistical master sample frames in all
three districts. The steps in sampling were random selec-
tion by probability proportional to size of enumeration
areas at the strata (clusters); random selection of an
equal number of households within each of the randomly
selected clusters; and random selection of one male and
one female from each household as study participants.

Data collection and analysis

A questionnaire was administered in English in Kapiri
Mposhi and Swahili in Malindi and Mbarali. Socio-demo-
graphic measures included age, residence, sex, marital
status, educational attainment and the times of visits to
different types of health facilities during the previous 12
months. Other measures included previous HIV testing
and the type of testing (e.g. client-initiated VCT or provi-
der-initiated PMTCT). Data were entered in Epi-info and
analysed using SPSS version 15 for Microsoft Windows.
The Pearson chi-square test was used to evaluate differ-
ences between groups regarding proportions of HIV test
exposure and socio-demographic characteristics. P-values
below 0.05 were considered statistically significant.

Qualitative study

The qualitative data set originates from two sources. The
first set consists of 24 FGDs (eight from each country)
conducted in 2007 in Mbarali and in 2008 in Malindi and
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Kapiri Mposhi as part of the REACT project. These
FGDs were carried out among individuals seeking health
services at health care facilities that served the sampled
clusters. The second data set consists of 10 FGDs and 18
in-depth interviews (IDIs) conducted in one of the study
districts (Malindi) in February 2009. The FGDs in both
data sets explored the practices, ideas and experiences
related to HIV testing models. The IDIs explored more
thoroughly experiences and perceptions related to the
provider initiated opt-out strategy.

Recruitment of informants and data collection
Participants and the health facilities in the first set of 24
FGDs were recruited purposely. The groups consisted
of: female out-patients, male out-patients, pregnant
women attending ante-natal clinics and youths aged 18
to 24 years. Questions developed for use in the popula-
tion-based survey guided the development of the topic
guides used for this set of FGDs. The FGD’s were con-
ducted by trained social scientists. In the second phase
of data collection, in the sub study carried out in
Malindi, 10 FGDs and 18 IDIs were conducted at com-
munity level. The age of the FGD participants ranged
between 18 years and 68 years while that of the IDI par-
ticipants ranged between 18 to 50 years. Informants for
these group discussions and interviews were recruited in
urban and rural settings among five categories of infor-
mants: female youths, female adults, male youths, male
adults and pregnant women. The interviews in the sec-
ond phase of data collection were conducted by the first
author (MKN) with assistance from an experienced
social scientist with post-graduate training.

For each FGD (in both data sets) and IDI socio-
demographic data on age, marital status, level of edu-
cation, occupation and spouse occupation were
recorded. The purpose of the meeting and the main
themes for discussion were introduced by the modera-
tor prior to the start of the sessions. Participants were
given the chance to discuss the given themes thor-
oughly and emerging ideas were followed up with
further questions. Observations of the group dynamics
during discussions were recorded by an assistant. The
FGDs lasted 2 to 3 hours while the IDIs lasted between
1 and 2 hours. All the conversations were audio-taped.

The contents of the FGDs and IDIs were first tran-
scribed verbatim and carefully translated to English -
within the same document - with emphasis on retaining
the meaning of the culturally-embedded concepts and
expressions. ‘Framework analysis’, a recognised frame-
work for applied qualitative research was employed. Data
analysis for all the data sets involved five main steps:
familiarization, identification of a framework, indexing,
charting and interpretation [34,35]. The main analysis
was carried out manually by four of the authors who

Page 4 of 14

speak Swahili (MKN, AB, EHS and IKN). Familiarization
with the data implied immersion in the raw data several
times through listening to the tapes and reading the full
sets of transcripts. A framework was developed from
emerging issues identified during the familiarization
stage. The main emerging themes were related to what
was experienced as the value of counselling and the chal-
lenges experienced with the implementation of the PITC
model of HIV testing by the study participants. These
themes were further explored through a thorough and
time consuming review of each transcript. Codes were
written on the margins of the transcripts leading to the
development of a chart matrix. The chart was thoroughly
discussed and interpreted in meetings among all the
co-authors.

Ethical aspects

Ethical clearance for the umbrella project (REACT) was
obtained from research clearance organizations in the
three countries prior to the study; in Kenya scientific and
ethical approval was obtained from the Kenya Medical
Research Institute (KEMRI) and from the National Ethi-
cal Review Committee (NERC) of Kenya. In Tanzania
research clearance was obtained from the Medical
Research Coordinating Committee (MRCC) of the
National Institute of Medical Research (NIMR), and in
Zambia from the University of Zambia Research Ethics
Committee. Written informed consent was obtained
from all participants of the population-based survey prior
to the interviews, and oral consent was obtained for the
FGDs and IDIs. Confidentiality and anonymity of the
study informants were emphasised and maintained
throughout the study.

Results

Participation in the survey

A total of 6088 persons were sampled, and the achieved
sample size was almost equal among district and urban/
rural strata except for Malindi where the rural stratum
was over-sampled. The overall response rate was 93.4%
(n = 5689) and non-response did not differ by district.

Population characteristics and health care use

The project districts differed with regard to the educa-
tional attainment of the participants, and there was a
particular contrast between Mbarali and the other two
districts; e.g. in the urban population the proportion
with nine or more years in school was 9.7% in urban
Mbarali, compared to 48% in urban Malindi (p < 0.001)
and 44.8% in Kapiri Mposhi (p < 0.001. Malindi and
Kapiri Mposhi were characterised by a marked differen-
tial in the level of education in general, and with
inequalities between the urban and rural populations in
particular; e.g. the proportions of urban versus rural
populations with nine or more years of schooling were
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48% versus 16.4% in Malindi (p < 0.001) and 44.8%
versus 22.6% in Kapiri Mposhi (p < 0.001). In contrast,
the population in Mbarali appeared to have small attain-
ment differentials, e.g. more than 70% spent 5-8 years in
school and there were no urban/rural differentials
(Table 1). There was a higher likelihood of being mar-
ried in the rural populations in the three countries. Self-
reported health care use among the survey participants
indicated that the health care system was solely public
in Kapiri Mposhi, in contrast to the situation in Malindi
where there was substantial use of private facilities and
in Mbarali where there was a mixture of public, private
and faith-based facilities.

Exposure to HIV Testing

Close to a third (33.5%, n = 5649) of the respondents
had been tested for HIV, but there were differences
among districts (Malindi 44.2%, n = 1829; Mbarali
27.3%, n = 1982; Kapiri Mposhi 28.3%, n = 1838).
Women were significantly (p < 0.001) more likely to
have been tested than men (38%, n = 2936 vs. 28%, n =
2710). These differences between men and women were
also reflected within the districts (Figure 2). Women in
Malindi were more likely to have been tested than
women in Mbarali (54%, n = 911 vs. 28%, n = 1004) and
Kapiri Mposhi (54% vs. 34%, n = 1023) (p < 0.001),
while women in Kapiri Mposhi were more likely to have
been tested than women in Mbarali (Figure 2). Only
minor gender differences were observed for VCT based
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testing, mainly in Mbarali district (Figure 2). In the
Mbarali district, about 9% of the women indicated they
had been tested in other places e.g. private clinics and
hospitals. In the same district, the likelihood of having
been tested did not differ by gender, and there was a
relatively low coverage of PMTCT based testing. Mal-
indi district had a notably higher testing rate than the
other two regarding HIV tests through VCT (Figure 2).
Perceptions and experiences with counselling during HIV
testing

In the following section findings from the focus group
discussions and the in-depth interviews are presented.
The value of counselling in HIV testing

During the interviews, counselling was brought up by
the informants as an essential and appreciated part of
the HIV testing regimes. Both the prevention and the
support aspects emerged as highly valued parts of these
sessions.

The preventive aspect

The preventive opportunities inherent in the counselling
concept emerged as important in our interviews and dis-
cussions.

“The importance of counselling emerges when a person
who has not been infected gets advice and follows it,
because s/he’ will not get this disease.” (Female 26
years old, urban Malindi). “Counselling is very impor-
tant because if you are counselled you get the courage

Table 1 Socio-demographic characteristics of the respondents

Characteristics Malindi N = 1847 Mbarali N = 1992 Kapiri Mposhi N = 1850
Residence Urban Rural Urban Rural Urban Rural
% n % n % n % n % n % n

Age

15-19 109  (68) 15.5 (187) 124 (116) 76 (80) 121 111 M7 (109)

20-24 239 (149) 16.1 (194) 187 (175) 184 (195) 18.1 (166) 155 (144)

25-29 212 (132) 16.8 (203) 199 (186) 209 (221) 200 (184) 195 (182)

30-39 303 (184) 306 (369) 322 (301) 363 (384) 332 (302) 324 (302)

40-49 138 (88) 210 (253) 168  (157) 16.7 177) 162 (148) 208 (194)
Sex

Male 506 (318 503 613) 499  (467) 489 (517) 434 (399) 451 (420)

Female 494 (3100 497 (606) 50.1 (468)  51.1 (540) 566 (5200 549 (511)
Marital status

Single 288  (180) 208 (252) 168  (157) 10.2 (108) 206 (189) 149 (139

Ever Married 63.1 (394) 742 (899) 83.1 (777) 896 (947) 706  (647) 755 (703)
Yrs of Educ

0 yrs 78 (49) 298 (363) 109  (102) 10.8 (114) 39 (36) 75 (70)

1-4 yrs 119 (75 156 (190 (67) 6.5 (69) 73 (67) 19.1 (178)

5-8 yrs 322 (202) 382 (466) 723 (676) 762 (805) 440  (404) 508 (473)

9-10 yrs 146 (92) 9.0 (110 (39) 20 (21) 234 (215) 157 (146)

>11yrs 334 (2100 74 (90) (51) 45 (48) 214 (197) 69 (64)

*Differences were calculated using Pearson chi square test.
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or the strength to prevent being infected as you are
told the way forward.” (Female youth, FGD, urban
Malindi)

Informants acknowledged that preventive counselling
was practised when they underwent VCT.

“As for me I was tested at the VCT. There they really
counselled me on HIV and on how I can protect my
life.” (Male adults, FGD, urban Malindi)

The support dimension

The need for counselling as an important dimension in
supporting those already infected with HIV was a point
that emerged in both the IDIs and the FGDs across the
three districts. Both male and female informants from
the three countries expressed the view that sufficient
post-test counselling has the potential to reduce worry,
fear and blame as illustrated in the quotations below:

“Because you may have come there for testing and if you
are found (meaning: if you are found to be HIV positive)
you will have a lot of worry because in your heart you
wonder: ‘now I have been found, now what will I do?’
Then you have a lot of thoughts, but if you find a person
that gives you counselling or ideas on what you will do,
it will cool your heart. You will be able to settle a little
bit.” (Male 43 years old, rural Malindi)

“Because if you have been made aware through coun-
selling, even if you tested positive, there will be no
fear, that’s why some people declare that they are

HIV positive, they had seminars where they were
counselled and that is why they have that courage.
But if one discloses his status as positive here people
will talk about him; some will even deny him drink-
ing water because of fear” (Male adults, FGD,
Mbarali)

The time dimension

The need for sufficient time during counselling in order
to convey the messages clearly was experienced as vital
in the testing services. More time was expressed as
important in order to fully conceptualise and under-
stand the information presented before embarking on
the testing so that one would be prepared to receive the
test results whatever the outcome might be.

“When I say we need education, I mean we need
counselling, we need counselling that is offered step
by step until we are ready to test.” (Male adults,
FGD, Mbarali)

“Not that when you enter the facility and after the
counselling you are immediately asked if you are
ready for the test. No! That also can cause a lack of
willingness to test. The counsellor should counsel me
and tell me I have the right to go for testing. There-
fore, if the time for counselling is increased, I see that
as an improvement”. (Female adult, FGD, rural
Malindi)

Informants indicated that at the VCT service centres
testing is only done after counselling and when the
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client is ready. This view is expressed for example by an
informant in Kapiri Mposhi who noted:

“When you go for VCT, you are counselled and after
that, if you are ready to know your status, that’s
when you are tested.” (Male youth, FGD, Kapiri
Mposhi.)

A female informant from Malindi echoed these views
thus:

“When you get to the VCT, first of all they offer
counselling. You are asked many questions and you
continue up to the end, and that is when you are
tested.” (Female 50 years old, rural Malindi)
Challenges experienced with the implementation of the
PITC model in HIV testing
The following section draws primarily on the findings
from Malindi district.

The study findings indicate that in this district, where
the provider initiated testing approach had been scaled
up extensively, challenges were faced in the manner in
which this new model was implemented.

The threat to counselling

There were differences in the experiences related to HIV
counselling at the ANC services in the three districts. In
Malindi where the provider initiated opt-out HIV model
had been scaled up extensively at the ANC clinics, infor-
mants expressed limited or lack of the pre-test counsel-
ling and post-test counselling was not present for HIV-
negative individuals, as expressed in the following dialo-
gue from Malindi:

» Moderator: Do they counsel you before testing for
HIV?

o Participant 2: They counsel you only when you are
found to be HIV positive, but if you are not HIV posi-
tive you just get your results and go. (Female preg-
nant, FGD, rural Malindi)

However, informants from Mbarali and Kapiri Mposhi
reported the presence of both pre and post test counsel-
ling at the ANC clinics during HIV testing as presented
below:

“We were counselled and it was recommended that
we test for HIV before becoming pregnant, but if we
are pregnant already we also have to be counselled
and tested; say you are found positive, you are to be
given drugs to protect the child from infection dur-
ing delivery.” (Female pregnant, FGD, Mbarali,
Tanzania)

Page 7 of 14

“When we went for counselling we were taught. They
started teaching us how someone can live positively
and strongly. There were papers on the wall, and they
showed us what a person looks like before HIV and
after. And for us who were pregnant, we were taught
how to take care of ourselves and how to protect the
unborn baby (if found HIV positive), even during deliv-
ery.” (Female Out- patient adults, FGD, Kapiri Mposhi)

HIV testing as Mandatory

In Malindi our informants reported that the HIV test
within PMTCT was no longer voluntary. A common
phrase that was used to describe the new testing model
was “it is a must”, a point noted by both female and
male respondents:

‘I was not tested at a VCT centre, but at that place
for women (ANC clinic). Because when you are preg-
nant, you are tested on many things, but first they
must test you for AIDS.” (Female pregnant 40 years
old, urban Malindi)

“Here let’s say women and men go for (HIV) testing,
but a majority of them are women because the
woman must be tested when she goes to the clinic.”
(Male 34 years old, urban Malindi)

In Malindi, the study informants explained that little
was done at the ANC station to prepare the women for
the testing. As a result the women were taken by sur-
prise and panicked when they understood that they
were to be tested for HIV.

“During the second pregnancy we were not given a
choice. It was a must to get tested on HIV and then
(after that) on the pregnancy. We were not asked;
you enter in the room for HIV testing and then you
go for other tests. To tell you the truth, some there
got quite scared that day when we were suddenly
tested. People panicked a lot. So people were not
happy, but it was a must that they do it.” (Female
35 years old, urban Malindi

The large majority of our informants were disturbed
by the lack of choice provision in the new provider
initiated approach to the testing services. A few infor-
mants, who were from areas where the provider initiated
opt-out approach had not been introduced, approved of
the new approach and expressed the view that the test-
ing should be mandatory.

“It should be made simple such that when you go to
the district hospital for any reason, you should be
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tested. They should not wait for voluntary counsel-
ling. He/she should be tested and provided with life
lengthening drugs. Why don’t they offer testing ser-
vices immediately? In my opinion as soon as a person
goes there, there are no reasons for delaying him or
her, he/she should be tested and if found positive
then he/she should start using medication.” (Male,
FGD, Mbarali Tanzania)

Despite the fact that the option to opt-out or decline a
test is a part of the PITC model, our informants explained
that it was in practice not possible to decline HIV testing
at the ANC. Opting out implied that further care is
declined.

“It was said that according to the rules of the hospi-
tal if someone reaches the time of delivery and does
not have HIV results she is not received.” (Female 35
years old, urban Malindi)

“If you refuse to test they don’t examine your sto-
mach. So when it is time for delivery they don’t
accept you.” (Female pregnant, FGD, Urban Malindi)
M: They tell you they are testing you whether you
like it or not?

I: Whether you like it or not. If you choose to run
away, where will you go? There is no need for
running away because you will just have to come
back. (Female pregnant 40 years old, urban
Malindi)

The expressed burden on women

Many more women than men were tested for HIV as
indicated by the population-based survey (Figure 2).
This difference was more marked in Malindi district.
Our informants described the burden that this places
on the women. Another recurring theme was the diffi-
culty of revealing information to partners that also
they should go for testing. The burden was partly
revealed through statements where our informants
expressed the need to involve the health personnel in
bringing their spouses to test as shown in the quote
below.

“These counsellors should be many to help us because
we are wives, and when you ask your husband to go
to test himself he stays quiet refusing to talk. He tells
you ‘you get tested, if you are found to be ok, I am
also ok’. He does not go.” (Female pregnant, FGD,
urban Malindi)

This finding was further confirmed by men in the
male FGD discussion where men’s attitudes towards
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spouses testing and further clarification on the chal-
lenges faced by the women on disclosure is illustrated in
the following quote.

"Let me say what men say to their wives, because of
their mentality: “Now aren’t you the one who has
gone for testing and ‘you are mine’ isn’t that right?
You have been tested and you are ok? Now what pro-
blem do I have?” (Male adult, FGD, rural Malindi)

The challenge that a disproportionately large number
of women gets to know their HIV status implies numer-
ous difficulties as the woman will be confronted with
the fact that she is the one found to be HIV positive as
the following quote reveals

“You know also there are many incidents which have
come up because you find that when a woman is
heavy (pregnant) it’s like the husband forces the wife
to go for testing, you see? If anything bad arises
(meaning if she is HIV positive) he starts questioning
the wife, and asks ‘where did it come from?” (Female
pregnant, FGD, rural Malindi)

However in very few cases it was expressed that
women too forced their husbands to test as expressed in
the following quote

“Mostly women are the ones who force men to go for
testing when she is about to be married, or if a wife
suspects her husband has another side marriage, she
forces the husband to get tested”. (Female 33 years
old, urban Malindi)

Further there was blame towards the PMTCT pro-
gram as illustrated in the following quote.

“Now you can see that it is easy to be infected
because at this moment when the young women start
bearing children and visit the hospital, they have
HIV testing done at the PMTCT centre. When they
are found to be infected and when the woman
returns home, there is a lot of ‘stigma’, because this is
a young woman who has delivered, and it thus looks
as if she is the one responsible for bringing the dis-
ease home, while it is her husband who came to
infect her when she was expecting. You will note that
this disease has kind of brought in other very difficult
situations, especially in the areas of testing at the
PMTCT.” (Female adult, FGD, rural Malindi)

There was a strongly expressed need to involve the
men or husbands when pregnant women are tested.
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“For me, I would feel good if there was a way these
men can also be forced to go for testing instead of
waiting until their wives get pregnant.” (Female preg-
nant, FGD, rural Malindi)

The consequence of primarily testing women was
experienced as severe.

“It is important that a pregnant mother is tested
along with the husband at the PMTCT, so that they
can be counselled and come together for testing.
Otherwise you even see many marriages breaking
down. Therefore counselling both husband and wife
is very important.” (Female adult, FGD, rural
Malindi)

Discussion

The population-based survey conducted in the selected
study districts in the three countries revealed marked
country differences in HIV testing exposures. These dif-
ferences are primarily linked to differences in the roll-
out of the provider-initiated opt-out approach to testing
in the PMTCT programs at the ANCs.

Our findings indicate that the manner in which the
provider initiated opt-out testing model is being inter-
preted and implemented has serious unintended negative
effects. Firstly a reduced focus on counselling in general
was found, and limited or no preventive counselling tak-
ing place for persons with HIV negative test results was
particularly brought up. Secondly the provider-initiated
opt-out strategy was perceived to impede the much-
valued consent process inherent in pre-test counselling.
The practice was experienced as an obstruction to choice
as it was considered impossible to opt-out of the test.
Thirdly, the scaling-up of the provider initiated opt-out
model through PMTCT was found to result in striking
gender differences in knowledge of personal HIV status
with consequent burden on women. The survey revealed
striking gendered differences between countries related
to HIV testing, with a female to male ratio of 1.6 in
Malindi and Kapiri Mposhi districts, the districts that
presented a high exposure in HIV testing as part of
PMTCT. No gender difference appeared in Mbarali dis-
trict where the exposure to PMTCT was relatively low.
The study revealed that the strategy was perceived to add
an unreasonable burden on women who increasingly
have to communicate the test results to their partners
when they are pregnant as well as recruit them to go for
testing.

The provider-initiated opt-out testing model has been
described as successful in achieving higher numbers of
individuals to test [21,36-39]. Our results indicate that
substantially more women seem to have been tested in
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areas where this model had been scaled up. The provi-
der initiated testing and counselling guidelines, recom-
mend that post test counselling is performed after an
HIV test [15]. On implementation, our results revealed
however, that there was reduced focus on counselling
during HIV testing at the ANC settings. The informants
expressed the view that no or limited preventive coun-
selling took place for persons with negative test results
within the new approach, as summarised in Figure 3.
The expansion of testing, which has been closely linked
to rapidly-increasing financial support for treatment, has
led many countries to shift their focus towards treat-
ment with less focus on HIV prevention [40]. Post-test
counselling for persons with a negative test result offers
vital opportunities for prevention. It gives health care
providers the opportunity to assess the degree of risk
related to the client’s lifestyle and enables him/her to
define and communicate potential behaviour change and
ways to sustain this behaviour change [2,41].

Despite the expressed importance of post-test counsel-
ling for prevention by our informants, the findings sug-
gest that this was often lacking for people with negative
test results. This is in our view an alarming development,
and implies increasing numbers of missed opportunities
for prevention, as some recent studies have indicated. A
study from South Africa showed that pregnant women
had four times the transmission risk of other women [42]
indicating the importance of reaching this particular
category with messages focusing on prevention of hori-
zontal transmission. The increased sexual risk-taking that
followed a negative test result in a cohort conducted in
Zimbabwe [43] moreover indicates the potential dangers
of leaving out individuals who have tested HIV negative
without proper preventive counselling. In line with this
argument a recent population-based open cohort study
related to behaviour change associated with VCT showed
substantial risk reduction, particularly among women,
regardless of their HIV status [44].

The finding of limited pre-test counselling in our study
is consistent with other publications that have raised the
issue of neglected counselling within this testing model
[10,16,22]. Counselling is one of the three Cs’ (consent,
confidentiality and counselling) perceived as core in HIV
testing [45]. Given that counsellors are properly trained to
assist in the process of attaining consent, pre-test counsel-
ling plays a fundamental role. It promotes the individual’s
autonomy by offering an opportunity to make an informed
decision that is critical for HIV testing [2,41]. Individual
autonomy is an important element of ‘responsiveness’; a
fundamental goal of health systems [46,47] and critically
important in HIV testing [48].The implementation of
the provider initiated opt-out testing model perceived as
mandatory as reflected in the formulation “ it is a must”
by our informants, not only contradicts the current global
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Figure 3 The client initiated (VCT) and Provider initiated Opt- out (PMTCT) HIV testing process as experienced by our informants.

guidelines, which emphasize the rights of clients to decline
or opt-out of HIV testing when offered [15,45] but also
national guidelines on HIV testing [5]. Similar concerns
have been raised in Botswana. Even though high propor-
tions were in favour of the opt-out testing model, a major-
ity (68%) felt that it was not possible to refuse a test
[49,50]. Studies and reports from Kenya and Uganda
reveal that women seeking maternal care were not pro-
vided with the opportunity to give informed consent, nor
counselled prior to or after testing [51-53].

Such scenarios have created an important discussion
related to the classical dilemmas on how to balance
public health benefits with the individual good. One
major argument has been that the benefit of mandatory
testing in preserving human life (as the HIV positive
individual gets the opportunity to receive treatment)
outweighs arguments related to human rights and
autonomy [54]. This argument has gained grounds in
the context of prevention of vertical transmission. It is
in our view important to be aware of what is lost in the
process when PITC models are not implemented with
caution and with fundamental respect for the key princi-
ples on which it is based. The provider initiated opt-out
testing has thus substantially increased access to preven-
tion of vertical transmission of the infection [21,55],
which was one of the main intentions behind the
changes in testing approaches [2,56] in ANC settings.
While there is increasing demonstration of success

related to the provider initiated opt-out model in terms
of testing coverage, we argue that the ways in which the
PITC model is implemented calls for a consideration of
aspects beyond the proportions exposed to testing and
the proportions offered treatment.

Our findings on HIV testing exposure have furthermore
indicated unforeseen inequity challenges emerging from
the fact that with scaling up of the provider initiated opt-
out testing in PMTCT programs; women are exposed to
testing to a much larger extent than men. Previous studies
have demonstrated that the mere act of being tested for
HIV can be enough to subject a woman to domestic vio-
lence [51]. The wide recognition of potential adverse
effects of disclosure to husbands adds seriously to the bur-
den of knowing ones HIV status [16,57]. It has been
demonstrated that women with HIV positive test results
may be confronted with severe violence that includes phy-
sical and verbal abuse also from staff at the health facilities
[51]. In Kenya such challenges have led to the develop-
ment of a tribunal that aims to handle legal HIV-related
issues including discrimination against people living with
HIV [58]. With the adverse, negative effects upon women
that have been documented upon receiving an HIV test
result, the enormous numbers presently being tested
through the opt-out approaches in PMTCT programs
raise serious ethical concerns. We argue that implementa-
tion of this testing approach should include partners to
avoid venturing into a dangerous field which could lead
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women to choose not to disclose their status. A review
carried out on rates barriers and outcomes of disclosure
indicated that higher rates of women choose not to dis-
close (up to 86%). However it must be noted that majority
of those who actually disclosed their HIV status reported
supportive reactions from their partners [59]

In a context where there is the challenge of under-
utilization of skilled attendance at birth services [60],
confidence and trust are values at stake in the maternal
health services. Testing pregnant women for HIV with-
out their consent and without counselling to prepare
them with a minimum of knowledge on how to live
with either a HIV negative or a HIV positive status, can
further diminish their confidence in the health providers
and the health system, and can drive them away from
vital maternity-related services. The weakened image of
the health providers is part of a tendency also influenced
by new public health management approaches [23]. The
challenges faced by health providers in implementing
the new testing model may certainly to some extent, be
attributed to the weak health systems in the region [61].
Sub Saharan Africa suffers a high burden of disease and
the ratios of health workers per population are extre-
mely low [62]. In contexts where the health system is
grappling with limited resources, poor provider beha-
viour to clients has also been outlined among the many
challenges facing HIV service delivery [61].

Unlike a VCT setting where very few seek testing ser-
vices, the ANC environments are characterised by large
numbers of the women as the main purpose is to test for
mother and child related issues and not to test for HIV.
Within such a scenario, health care providers may be
overwhelmed by the high numbers of clients they receive
for testing, hence influencing the manner in which the
testing services are offered. This is an important part of
the context in which health care providers work and
coming mothers receive their HIV testing results, includ-
ing little time for serious consideration of opt out pro-
cesses of extended educational sessions. We thus argue
that the ‘blame’ cannot primarily be placed on the health
care workers. Our data e.g. reveals that pre and post test
counselling are sufficiently observed at VCT. Strengthen-
ing the health system therefore seems to be vital if PITC
implementation is to take place in the manner it was
intended to. In this regard, involving lay counsellors in
the testing and counselling services in these busy clinics
as done in Botswana could be considered to reduce the
burden on the health workers [39].

We argue that the challenges faced when implement-
ing the provider initiated opt-out approach to HIV test-
ing in many low income contexts, call for a renewed
resource and rights-based momentum. Accountability
for reasonableness, an ethically-based framework for fair
decision-making and the fair priority-setting employed
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in the larger project of which this study is a part, draws
our attention to the importance of trust in health sys-
tems [63]. The framework holds that securing trust in
health systems will require approaches and arrange-
ments that in a fundamental sense promote fairness and
equity in a manner that respects human rights. From
such a perspective implementing PITC for HIV in ways
that compromises the right to obtain preventive infor-
mation, and, for pregnant women, the right to opt-out
or bypass consultation with their spouses are highly pro-
blematic. Trust between client and provider is critically
important in an HIV context where vital but sensitive
messages are to be communicated [18]. However, this
cannot be secured through approaches implemented in
a manner that threaten what has been considered as key
in HIV testing; namely the possibility of receiving pre-
ventive information. The concern related to the extra
burdens placed on women in vulnerable states of preg-
nancy adds to this scenario. We thus argue that HIV
testing service delivery needs to be strengthened so that
the trust and momentum that has been gained through
the client-initiated services is retained. Respect for indi-
vidual autonomy in HIV testing is essential as seen from
the fundamental responsiveness goal of health systems
[46,47].

Adopting a concurrent triangulation mixed methods
design in this study reduces the potential weaknesses of
using a single method. This design was chosen in order
to capture both population testing exposure levels as well
as people’s experiences with the testing strategies. The
data that was generated offered an opportunity to make
inter-country comparisons, and in particular to compare
setting differences with regard to levels of HIV testing
exposure. The data collection tools in the three districts
were similar in terms of indicator questions (the survey)
and guidelines for the qualitative data collection. The
additional qualitative component that was added in one
of the districts (Malindi) elicited further information
regarding experiences and perceptions of the provider
initiated opt-out testing model. This added component
strengthened the data as the additional FGDs and IDIs
also enabled us to capture the perceptions and personal
experiences of our informants at the community level, in
addition to the facility-based information collected from
all three districts.

As this additional study was carried out in 2009, a
time when the PITC model had been implemented in
most settings, it enabled us to capture experiences and
perceptions of this new HIV testing model. However,
conducting this study only in one district (Malindi) puts
restrictions on the possibility for inter-country compari-
sons with regard to experiences and perceptions related
to the provider initiated opt-out HIV testing models.
Recruiting the respondents in this additional study
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(Malindi) from the community did not always reap
direct experiences with the ANC testing; hence, further
studies where respondents are recruited at the ANC set-
tings could be considered. Our findings also suggest
that the PITC model could have been practiced in a
manner that seemed acceptable in the other two dis-
tricts. This finding concurs with a recent study from
Mbale district in Uganda [64]. Nevertheless, it is likely
that, at the time, the data was collected in these settings
(Kapiri Mposhi and Mbarali) the PITC opt-out model
had not been scaled up extensively. We have reason to
believe that the findings of this study are applicable in
many other settings as similar concerns are raised in
recent studies conducted in Kenya and Uganda, and
concerns documented from Tanzania, on practices of
testing pregnant women without their consent or proper
counselling [50,52,53,65].

Conclusion

The manner in which the new provider initiated opt-out
HIV testing model is being implemented was found to
have resulted in high neglect of pre- and post test coun-
selling. This could hamper the inherent preventive
potential in HIV testing contexts. Moreover, the lack of
counselling was found to hinder people’s ability to
decline testing, hence raising serious ethical concerns.
Furthermore, the new testing model appeared to add an
unreasonable burden to pregnant women, in that the
approach is implemented on a large scale primarily
among women in the PMTCT programs, who are made
responsible to recruit their spouses to go for a test.
Further research is needed to: explore challenges from
the perspective of health care workers and how to
strengthen the health systems and in particular the ante
natal clinics, so as to effectively implement the new test-
ing model, assess how the opt-out testing approaches
are implemented in other high HIV prevalence settings
and to explore further how ‘Accountability for reason-
ableness’ or other rights-based frameworks can be
drawn upon in ways that ensure that new strategies
attempting to improve access HIV services are imple-
mented in a manner that retains trust and a minimum
of the patients’ rights. Our findings indicates that there
is an urgent need to reconsider the manner in which
the opt-out approach to HIV testing is presently being
implemented in order to protect each client’s autonomy,
to protect the right to access HIV prevention, and to
protect pregnant women from an unreasonable addi-
tional burden.

Note
! s/he: in Swahili there is no separate word for she and
he
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Abstract

Background: Health, fair financing and responsiveness to the user's needs and expectations are
seen as the essential objectives of health systems. Efforts have been made to conceptualise and
measure responsiveness as a basis for evaluating the non-health aspects of health systems
performance. This study assesses the applicability of the responsiveness tool developed by WHO
when applied in the context of voluntary HIV counselling and testing services (VCT) at a district
level in Kenya.

Methods: A mixed method study was conducted employing a combination of quantitative and
qualitative research methods concurrently. The questionnaire proposed by WHO was
administered to 328 VCT users and 36 VCT counsellors (health providers). In addition to the
questionnaire, qualitative interviews were carried out among a total of 300 participants.
Observational field notes were also written.

Results: A majority of the health providers and users indicated that the responsiveness elements
were very important, e.g. confidentiality and autonomy were regarded by most users and health
providers as very important and were also reported as being highly observed in the VCT room.
However, the qualitative findings revealed other important aspects related to confidentiality,
autonomy and other responsiveness elements that were not captured by the WHO tool. Striking
examples were inappropriate location of the VCT centre, limited information provided, language
problems, and concern about the quality of counselling.

Conclusion: The results indicate that the WHO developed responsiveness elements are relevant
and important in measuring the performance of voluntary HIV counselling and testing. However,
the tool needs substantial revision in order to capture other important dimensions or perspectives.
The findings also confirm the importance of careful assessment and recognition of locally specific
aspects when conducting comparative studies on responsiveness of HIV testing services.
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Background

The World Health Organization (WHO) advises that eval-
uation of performance of any health action should be cen-
tred on the 3 fundamental goals of a health system:
improving health, enhancing responsiveness to the user's
expectations, and assuring fairness of any financial contri-
bution [1-4]. In this context, patient surveys aimed at gen-
erating knowledge to make health services more
responsive to the user's needs and expectations are
becoming increasingly important [5]. Responsiveness in
the context of health systems has been defined as "the out-
come that can be achieved when health institutions and
institutional relationships are designed in such a way that
they are cognisant of and respond appropriately to the
universally legitimate expectations of individual" [6,7].
This very broad definition can be viewed from 2 perspec-
tives. Firstly, the user of the health-care system is seen as a
consumer where greater responsiveness becomes a means
of attracting consumers. Secondly, responsiveness is seen
safeguarding the rights of patients to adequate and timely
care [6].

A responsive health system needs to contribute to the
enhancement of health by creating a conducive environ-
ment that increases the likelihood of individuals seeking
care earlier, increases the openness in their interactions
with the health-care providers, and improves their assim-
ilation of health information [7]. Responsive health sys-
tems can contribute by reducing barriers to the use of
health services, making responsiveness a strong determi-
nant of trust in them [8]. Two major components have
been defined by WHO in attempts to measure responsive-
ness, namely respect for persons, which captures aspects
of individual interaction with the health system, and cli-
ent orientation, which includes several aspects of con-
sumer satisfaction [1,3,6]. WHO also developed 7
elements as the central elements needed to measure the
responsiveness of a health system and consequently vali-
dated a questionnaire that was used to measure levels of
responsiveness in surveys [3,9]. This tool has since been
employed in several studies [10-12]. Responsiveness is
one of the central parameters in health-care performance
[4], making surveys measuring responsiveness instrumen-
tal in providing evidence that can guide resource alloca-
tion and management strategies [6].

The comparability of different health systems using a sin-
gle tool to measure performance has been questioned
[13]. Studies conducted on health-related responsiveness
in Turkey and Taiwan for example, found that recognition
of the value of culturally specific aspects, demographic
structures and country specific factors should be taken
into account when assessing responsiveness. Their advice
is that responsiveness ranking countries should be done
on the basis of tools that take into account the views of
their own citizens [10,12].
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The responsiveness of health systems is of particular
importance in the context of HIV, due to the heavy stigma
associated with this infection. In these contexts, highly
responsive health systems are of vital importance for trust
and acceptability. A case of concern is the low uptake of
voluntary HIV counselling and testing (VCT). VCT has
been defined as a confidential process by which people
undergo individual counselling to enable them to make
an informed choice about being tested voluntarily for HIV
[14], and to consider their own HIV related risk. These
services are pivotal in meeting the commitment of "uni-
versal access to prevention, treatment and care" in an HIV
context [14-16]. Despite the importance given to VCT,
studies from sub-Saharan Africa have shown that while
readiness for VCT is high, utilization is still low, even in
places where services are readily available [17,18]. Uptake
is particularly low when offered from centres located in
general health clinics. Limited trust has been suggested as
part of the cause of poor acceptability (the difference
between intention and actual use) of VCT [17,19-22]. In a
context of stigma and high sensitivity, responsiveness
emerges as a highly relevant concept in evaluating HIV
prevention and care programs.

About 8% of Kenyan adults (15-49 years) are estimated to
have HIV [23]. A wide range of preventive, care, support
and treatment interventions have been instituted over the
past 20 years to meet the epidemic. Among them is rela-
tively rapid scaling up in HIV counselling and testing serv-
ices [24]. However, little is known about how these VCT
services respond to the expectations and needs of the peo-
ple. In this study we investigated the applicability and rel-
evance of the WHO developed elements (dignity,
autonomy, confidentiality, prompt attention, quality of
basic amenities and choice of providers) proposed to
measure responsiveness, within the context of VCT serv-
ices as a district level in Kenya.

Methods

Study design

The study was initially intended to use quantitative meth-
ods, but the pilot study indicated the need for mixed
methods so as to explore other elements of responsiveness
that were not captured by the closed questions within the
quantitative survey. Mixing quantitative and qualitative
methods can be used to add insights likely to be missed
when only a single method is used and to increase gener-
alizability to the results [25]. A concurrent nested study
design [26] was adapted to enable the researchers to gain
broader perspectives of responsiveness, by adding a qual-
itative open-ended question to the quantitative question-
naire. This type of design enables the collection of
quantitative and qualitative data during one phase and it
involves interviewing the same persons using different
techniques, which in turn could help to identify measure-
ment and methodological problems [26,27].
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The study was conducted from October to November
2007 in Malindi district, in Kenya where the EU-funded
five year intervention study "REsponse to ACcountable
priority setting for Trust in health systems" (REACT) is
being conducted [28]. The intervention being applied is
an explicit ethical framework for legitimate and fair prior-
ity setting, accountability for reasonableness (AFR). The
values being focused in the evaluation of the intervention
are quality, equity and trust [28]. In addition to Kenya, the
REACT research project is ongoing in Tanzania and Zam-
bia. The present paper is a result of a study within the
frame of REACT. Malindi district was chosen due to the
relative similarity to the other two districts within the
REACT project in terms of disease burden, health system
and population [28]. HIV control programmes were
defined as one of the several evaluation domains of the
project due to the high HIV prevalence in the project
countries. The adult (15-49) HIV prevalence is between
15%-17% in Malindi [29].

Research tools

The quantitative study

The World health organization developed and validated a
questionnaire to measure responsiveness that incorpo-
rates the 7 elements indicated in Table 1, with varying
number of questions related to each element [30]. The
present study applied the tool that had been implemented
in a previous study (among key informants in 35 coun-
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tries) [3], but tailored it to address 6 of the 7 elements to
fit the study setting. The element 'access to social support net-
works during care' was omitted because the questions
within this section were not deemed applicable for VCT.
These questions were relevant in the context of inpatient
care [4,7].

To ensure equivalence of the original version, a bilingual
English to Swahili translator with medicine, epidemiol-
ogy and public health background (who also has an
understanding of the local language in Malindi area) was
asked to perform a back-translation after the English
WHO questionnaire had been translated to Swahili by a
professional. Where differences were noted, the issues
were discussed among the 2 translators, as well as with
Swahili speakers at the study area.

Social demographic questions that were included in the
questionnaire for the VCT user's i.e. individuals who have
utilized VCT services and for the health-care providers
whom we refer to as 'providers', captured information on
the type of VCT visited, geographical location, sex and age.
Marital status was also mapped in the questionnaire for
the VCT users.

The health-care providers' questionnaire rated the sub-ele-
ments on a 4 point scale ranging from 'never' (1) to
‘always' (4) or 'very poor' (1) to 'very good' (4). To meas-

Table I: Elements as defined in the WHO responsiveness concept [4,7]

Element Question Handles (Sub-elements)

Dignity The element implies that individuals are treated with respect by being welcomed at the health-care unit and addressed
respectfully. It also implies being treated with concern, and being examined in a manner that respects the client's
privacy and the right of individuals with infectious diseases such as HIV to be safeguarded.

Autonomy This element deals with involvement in decision making, and assumes that this can only happen if the users are

provided with relevant information, consulted on preferences, and that patients' consent is sought before any
proceeding. It also implies that respect is observed on the right of patients of sound mind to refuse treatment.

Confidentiality

This element of responsiveness is related to high maintenance of confidentiality of any information that is provided by

the patient, confidentiality of medical records and information about individuals, and privacy during consultations by

health providers.

Prompt Attention

This element is defined as care provided readily and as soon as necessary. It includes short waiting-times for treatment

or consultations, short-lists for consultations, reasonable waiting-times for appointments, fast care for emergencies as

well as the accessibility of the health facility.

Quality of Basic Amenities

This element deals with the extent to which the health facility's physical infrastructure is welcoming and pleasant. It

mainly includes clean surroundings, maintenance, adequate furniture, sufficient ventilation, clean water, clean toilets

and clean linen.

Choice of Provider

This element is related to the health-care institutions and health providers. It is defined as the power or opportunity to

the selection of a provider which requires more than one option. It deals with patients being able to access health
services without much difficulty, ability to choose a health-care provider within a health-care unit, individuals being able
to get a second opinion, and ability of individuals to get appropriate specialist care.

Social Support

In Hospitals: visits, having special foods, religious practices.
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ure the perceived importance of the elements of respon-
siveness, the study participants (both users and
providers), were asked to indicate how important they felt
the WHO elements or aspects were on a scale from 0 (not
at all important) to 10 (very important). The question-
naire was administered as an exit questionnaire to the
users of VCT to generate responses based on their imme-
diate experience with the facilities. A total of 328 VCT
users and 36 health-care providers were interviewed.

The qualitative study

The qualitative part of the study consisted of an open-
ended question that was added to the quantitative ques-
tionnaire as well as the use of observations. The open-
ended question was added to allow informants to
respond in their own words which in turn permit under-
standing of responsiveness as seen by the informants. The
question sought to bring up potential issues of relevance
for responsiveness that were not captured by the existing
responsiveness tool. Observation was used in this study to
add to our informant's responses. The open question was
phrased thus, "in your view are there any other character-
istics (other that the ones we have discussed) that you
think should be included in a responsive VCT?" A number
of probe questions were added to generate more in-depth
information on this topic. For example we asked: "What
should be done to make VCT services more responsive
and to increase its utilization? Probe: Why do you think
s0? Who should be responsible?" Further probes were for-
mulated depending on the initial responses given. The
responses from the users were recorded through hand
writing. As the informants felt more comfortable when
their responses were not electronically recorded, 4 of the
36 provider's responses were tape recorded.

Study setting

The survey was carried out among all the VCT counsellors
or health-care providers who were available as well as
among all the users of VCT services in the 15 VCT existing
in the district at the time of study (October - November
2007). Most of the VCT facilities in Malindi are integrated
or situated within health facilities where there are many
other points of provider-initiated HIV testing and coun-
selling such as maternal and child health clinics, tubercu-
losis clinics and general outpatient services among others.
HIV testing and counselling at the VCT facility is mainly
client initiated. Anonymity - as documented in the use of
code numbers and mother's names was practiced in the
Malindi VCT facilities to ensure confidentiality. Those
who tested HIV positive were provided with further refer-
ral following the ministry of health recommended proce-
dure in order to maintain confidentiality.

Study population
A total of 331 VCT users were asked to participate, out of
which 328 accepted to be interviewed for the quantitative
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part. All the 36 counsellors approached agreed to partici-
pate. The study participants were recruited after being
informed about the study focus, the voluntary nature of
the study and after assurance of confidentiality and ano-
nymity. The inclusion criteria for the 'providers' was VCT
staff; while the users were individuals above 18 years who
had utilized existing VCT service. The open ended ques-
tion was addressed to a total of 264 out of the 328 users.
Of the remaining 64 participants, 39 of them declined to
be interviewed further because they were satisfied with the
existing VCT services and 25 did not wish to respond fur-
ther.

Data collection

The interviews and Observations

All the interviews were carried out face-to-face by the first
author [MKN] with assistance from trained and experi-
enced local interviewers. Data was obtained through exit
interviews which were seen as the best option for this
study in order to avoid recall and recognition bias around
perceptions, attitudes and experiences encountered by the
VCT users. The quantitative section of the interviews
lasted between 30 minutes and one hour, while the qual-
itative interviews (consisting of the open ended question),
took another 30 minutes or more. Among the health pro-
viders, English was the primary language of communica-
tion, with Swahili words occasionally employed where
necessary, while English, Swahili and some Giriama (local
language) words were used among the VCT users. All
interviews were conducted in a private area or a room pro-
vided within the VCT vicinities.

The collected information was kept in a locked cupboard
to ensure confidentiality. In addition to the interviews,
individual observational field notes were written on a
daily basis. These consisted of:exact locations of the VCT,
observed dynamics amongst people using VCT, reception
of clients by providers, gestures by users, the VCT infra-
structure, sitting arrangements before a VCT session, type
of health provider and information, education and com-
munication (IEC) material available at the site.

Data Analysis

Quantitative data was analyzed using SPSS version 15 for
Microsoft Windows. Graphs and tables were produced
using Microsoft Excel and Microsoft Word. In accordance
with the WHO approach in a previous study [3], perform-
ance outcomes were dichotomised into good perform-
ance (combining responses very good and good or always
and usually) and poor performance (combining
responses poor and very poor or never and sometimes).
For the user's data set, 'yes' responses were classified as
good performance and 'no' as poor. The importance ques-
tion was grouped into very important (combining
responses 9 and 10), important (5-8) and less important
(1-4).
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The open-ended responses were mainly translated to Eng-
lish and thematic analysis was employed. Thematic anal-
ysis has the following stages that were adapted in the
analysis; familiarization with the material, identification
of a thematic framework, indexing or coding, mapping
and interpretation [31]. The coding process was con-
ducted so as to identify specific pieces of data which were
relevant to the responsiveness elements in order to add
information.

Ethical aspects

Scientific and ethical approval was obtained from the
Kenya Medical Research Institute (KEMRI) and the
National Ethical Review Committee (NERC) of Kenya
prior to conducting the study (KEMRI SSC number 1273).
Written informed consent was obtained from all partici-
pants prior to the interviews.

Results

Demographic characteristics

Forty-four percent of the providers were based at the rural
VCT centres, with 14% in peri-urban and 42% in urban
centres. Among the users, 31% attended the rural, 18%
the peri-urban and 51% the urban VCT centres. There
were more female users (65%) than male (35%) as indi-
cated in Table 2.

The structuring of the findings is done by the responsive-
ness elements which have further been defined in Table 1.
The quantitative and the qualitative findings pertaining to
the same element are presented within the same section.
Responses from the open-ended questions are referred
through direct quotes from study informants. Findings
based on the observation or field notes are referred to sep-
arately.

Confidentiality was regarded by almost all users (97%) as
well as by the providers (94%) as a very important factor
to be considered in VCT (Fig. 1). All the providers
reported that the confidentiality of information from
medical records and consultation sessions was highly
observed, while 98% of the users reported that confiden-
tiality during consultations was highly met at the VCT cen-
tres (Tables 3)

Both the open-ended responses and the observations to
some extent conflicted with the impression that a very
high degree of confidentiality was assured at the VCT cen-
tre. The qualitative data revealed issues pertaining to con-
fidentiality and privacy that were not captured by the
responsiveness tool. Various aspects of the maintenance
of privacy and confidentiality were pointed out as lacking.
One aspect that was brought up in a number of responses,
was the unease experienced at the possibility of meeting
health-care providers known by the user, as expressed in
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Table 2: Demographic characteristics of the respondents

Characteristic Providers Users
n % n %
Setting
Rural 16 444 100 3l
Peri-urban 5 13.9 60 18
Urban 15 41.7 168 51
Sex
Male 20 55.6 115 35
Female 16 444 213 65
Age
18-24 3 83 88 27
25-29 11 30.6 68 21
30-34 4 1.1 44 13
35-39 9 25.0 44 13
40 and more 9 25.0 66 20
Type of VCT
Integrated! 32 889 268 82
Stand alone? 4 1.1 17 5
Mobile clinic3 - - 43 13

Marital status

Married - - 178 55
Single never married - - 79 22
Cohabiting/living as married - - 38 10
Separated/divorced - - 24 7
Widowed - - 20 6

lIntegrated: VCT facilities that are located within a health facility or
hospital, 2stand alone: a VCT that is not within a facility. 3Mobile seek
users in the community on certain days.

the following statement: "People are scared of going to the
VCT because they are afraid that they will know the counsellor
and he/she might tell the results to others" (a 26 year old
female urban VCT user). Besides such expressions of the
importance of anonymity, a substantial desire to maintain
privacy during VCT consultations also emerged in a large
number of statements pertaining to the physical arrange-
ment of the VCT facility. An informant noted that "The
VCT room should not be located next to the consultation room
for confidentiality reasons. It should be situated in a private
area where one is not seen by everyone when entering or coming
out" (a 38 year female urban VCT user). Field observations
revealed that at most of the VCT centres, the testing and
counselling room was located just opposite or next to the
consultation room, as shown in additional file 1. On
some occasion, it was possible to hear conversations tak-
ing place in the next room. The concept of confidentiality
is further illustrated by the following statement from an
18 year male VCT user from a rural setting "The providers
should find a way of making the VCT consultations more pri-
vate and confidential through more mobile VCT services".
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Dignity: A large majority of both the users (89%) and the
providers (92%) indicated this element to be very impor-
tant (Fig. 1). Most of the sub-themes within this element
(such as being treated with respect, being encouraged to
discuss concerns freely, being encouraged to ask questions
and observation of privacy during testing and counsel-
ling) were reported to be met, ranging between 97% and
100% among the providers and between 91% and 99% of
the users (Table 3). Hence, like confidentiality, dignity
was reported to be observed to a very high degree at the
VCT facilities.

In relation to this element, the informants brought up
aspects that were not captured by the responsiveness tool.
Some of the informants pointed out that the providers
should greet waiting clients as a gesture of respect. The
concerns that were raised were particularly related to the
lack of making clients feel relaxed outside the VCT room.
Informants commented in a number of ways on a strong
unease experienced upon arrival at the VCT centres. "The
providers need to respect the clients by showing them courtesy.
For example asking kindly what one is coming for upon arrival.
Then they can direct the person to the VCT room" (a 26 year
urban VCT user).

The physical arrangement of the facility also emerged in
the assessment of the observance of dignity at the VCT
centre. At times, the location of the entrance, the reception
area and the VCT rooms made it necessary for the arriving
users to move into highly congested sitting or reception
areas in order to ask for directions. A couple of times the
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users asked the research team for assistance in finding the
VCT room. If there was no one present at the entrance to
assist, it was quite likely that apprehensive users would
not move into the crowd and would shy away from the
facility. A respectful health-care provider that would greet
the user and discretely direct the user to the VCT room
upon arrival was commonly missed.

Autonomy: Again, a large majority of the users (93%)
reported this element to be very important. A slightly
lower proportion (83%) of the providers found auton-
omy to be very important (Fig. 1). As with the assessment
of confidentiality and dignity, almost all of the providers
and users reported that autonomy was highly endorsed at
the VCT centres (Table 3).

Some important insights were gained from the qualitative
responses. A large number of users reported that they
received too little information to be able to make
informed decisions and they missed more posters and
reading materials on HIV. Take-home material in the local
language was particularly asked for so that the topics
brought up could be dwelt on in quiet and less stressful
surroundings. The issue of the use of the local language
was also pointed out in a counselling context where
informants needed a language that would make complex
messages clear and more understandable to the user. "The
counsellors should be able to speak the local languages because
they give us a lot of information. As for me, I did understand
some things but not all that the counsellor said" (18 year old
female user, peri-urban VCT user).

Quality of basic amenities: Like the other elements, the
majority of the users and providers scored highly in terms
of the importance of this element(84% and 89%). Both
groups of the respondents gave high scores on the per-
formance of the element, except those on clean water and
toilets which users scored relatively low, primarily
because they did not know whether such facilities existed
(Table 3).

When we asked the WHO-defined questions on basic
amenities, questions and expressions indicated that the
informants did not see anything particularly wrong with
neither hygiene or maintenance nor content of the current
VCT centres, which all had the same lay-out. Most of the
informants came from humble homes (additional file 2),
and the appearance of the VCT structures emerged to be
satisfactory. There was general concern about space, how-
ever, especially where it was needed to ensure confidenti-
ality. The providers were also concerned about the lack of
space: "Sometimes we have many clients and there is only one
room. If we could have extra rooms where we could have four
sessions going on at the same time, this would reduce the wait-
ing time so that you don't lose people (a female counsellor,
urban VCT). The field-notes recorded that space was some-
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Table 3: Proportions reporting good performance* of the responsiveness sub-elements at VCT

Element Sub-elements Providers %  Users %
Dignity! Treated with respect 100 99
Patients encouraged to discuss concerns freely 98 97
Patients encouraged to ask question about the disease (prevention treatment and care) 97 91
Patients privacy during testing and counselling 100 95
Patients privacy during counselling 86
Autonomy! Patients provided with information on prevention and care of HIV 100 95
Patients consent sought before testing 100 99
Patient Counselled 98
Confidentiality! Confidentiality observed during consultations 100 98
Confidentiality of information observed 100 -
Confidentiality of medical records 100 -
Choice of care! provider Choice between health care providers at VCT 50 29
Choice between VCT 64 64
Quality of basic amenities2  Cleanliness of VCT 97 96
Furniture availability 89 8l
Maintenance 95 93
Access to clean water 94 -
Cleanliness of toilets 9l -
Testing Kit 100 -
Prompt attention3 Waiting times 83 76

*Good performance: cut-off point in dichotomizing ratings on 'always and, usually, 2very good and good and 330 minutes or less.

times so limited that the counsellors had to compromise
confidentiality. On one occasion a counsellor had to
counsel a client outside the VCT room because another
was being attended to inside the room. The person being
counselled outside looked uneasy because the mothers
queuing at the clinic opposite were all curious about what
was being said.

Prompt Attention: A higher proportion of the provider's
(83%) indicated this element to be very important than
the users (71%). 76% of the users reported that they
waited 30 minutes or less before consultation, while 83%
of the providers reported that most users waited 30 min-
utes and less (Table 3).

The open-ended responses however indicated substantial
variation in waiting times, and that these naturally were
related to the number of providers available and availabil-
ity of space. A point brought up by many of the inform-
ants was the need to have the counselling services
extended to later hours to allow people to visit the VCT
centre at a convenient time.

" The centre should be operating up to late hours so that those
who are shy to be seen can come for testing when they are com-
fortable" (a 27 year male urban VCT user)

Choice of Provider: In terms of importance, this element
was assessed as the least important of the WHO elements.
Only 62% of the users and 69% of the providers rated it
as very important (Fig 1). The results also indicate that this
element was reported to be the least observed or met
within the VCT services. A majority of the users (71%)
reported that a choice of health provider was not offered
while 50% of the providers indicated that this element
was rarely observed. 36% of the users experienced that
there was no choice of VCT centres (Table 3).

Access to health services (in this case VCT) was mentioned
as one of the sub-elements that should be covered by this
element, as indicated in Table 1. The applied tool did not
include questions that measure accessibility. Results from
the open-ended interviews suggested that accessibility was
an issue that highly influenced VCT utilization and choice
of VCT centre. "The costs of coming to the centre should be
free. It is not easy to get to the VCT because it is far from my
home and the transport money is expensive" (A 35 years old
male urban VCT user). A number of informants suggested
that VCT should ideally reach people in their homes or in
their home environments, which could be facilitated
through e.g. home-based VCT or through more mobile
VCT units than are commonly offered.
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Other relevant aspects that emerged from the study
Three aspects - access to social support, continuity and fol-
low-up, and quality of counselling and testing were not
captured by the WHO tool but came up from the qualita-
tive responses and could be essential to responsiveness in
the context of VCT.

Access to social support: This element was (as stated earlier)
not included in our survey due to the nature of the ques-
tions included in the WHO tool. However in the present
study, the open-ended responses revealed the importance
of this element from a social-economic support point of
view. Many informants mentioned that support groups
should be linked to VCT centres to encourage more peo-
ple to utilize the services. "There should be a partnership
between the VCT and the help groups to encourage more clients
to come and get tested" (a 48 year female rural VCT user). For
others, support groups were considered important in pro-
viding some provisional social economic support. "To help
us who are positive. I don't have anywhere to sleep and I have
no strength" (a 48 year female urban VCT user).

Continuity and Follow-up: Responses on follow-up care
after testing and counselling were also strongly called for.
Firstly, the responses indicated the need for VCT centres to
attend to the users' needs and expectations in a more com-
prehensive manner by offering follow-up counselling
both to those found positive and those found negative.
Provision of drugs to those infected, provision of more
condoms for prevention, family planning services and
testing for other sexually transmitted diseases were also
considered essential to be provided at a VCT centre. Labo-
ratory tests were found to be a central issue "A VCT centre
should have reagents and a CD4 count machine that is work-
ing. The stopping make a portion of the clients drop out, and
others suffer because in most cases people feel more free when
they are taking the CD4 counts. Then they understand their
viral development. That's when they get the morale to come
back and start on medication" (a female urban VCT provider).
Other informants indicated the need for all VCT centres to
provide comprehensive care. "Action should be taken on the
spot. There should be no referrals to other places. Some of the
places we are referred to, are very far away and we need trans-
port to reach there" (39 year female, urban VCT provider).

Secondly, for the VCT centres that were integrated in a
comprehensive care clinic, there was an expressed desire
for reliable care by the same provider: "those providers that
work at the VCT unit should remain at the facility permanently
because the movement of the providers to different department
brings confusion for example related to medication of ARV fol-
low up. Despite the records, the discussions and compromises
that are not recorded are very important" (female urban VCT
provider).
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The quality of counselling and testing: Various aspects
related to the quality of the services emerged as central
during the responses to the open-ended questions. This
calls for a section that addresses quality of the services
within the responsiveness tool. The number, availability
and training of professional health personnel were
reported by many as being insufficient. "There should be
highly trained counsellors who will counsel their clients properly
so that the client leaves the place without doubts of what to do"
(A 36 year male urban VCT user). Some expressed a lack of
trust in the knowledge on HIV and AIDS provided by the
providers "The counsellors should tell the truth because some
of the clients have more knowledge about HIV and AIDS than
the providers" (a 27 year male urban user). Some of the con-
cerns relating to the training of the counsellors that were
expressed by the providers themselves confirmed the lack
of sufficient knowledge. "There is a need for refresher courses
because some of the staff members were trained a long time ago.
You hear them counselling clients on the corridor's but it is dif-
ficult to correct them as they are older and they feel that they
know" (a female urban VCT provider).

Discussion

Efforts to measure health systems responsiveness are still
weak; and to our knowledge the responsiveness concept
has not previously been applied to HIV-related services. In
the present study, we found that all the elements that are
suggested to measure responsiveness by the WHO tool
deemed very important by most users and providers at
VCT centres. The elements capturing respect for person's
(confidentiality, dignity and autonomy) were more fre-
quently identified as very important compared to the ele-
ments capturing client orientation (quality of basic
amenities, prompt attention and choice of care provid-
ers). These results differ somewhat from a responsiveness
study conducted on health systems in general in 41 coun-
tries which reported that prompt attention was the most
important element, but were similar in the sense that dig-
nity and autonomy were highly valued [32,33]. The high
importance of confidentiality brought out in this study
corresponds well with observations from resource-poor
settings showing this element as a critical factor affecting
acceptability or uptake of VCT [17,18,20-22] which is a
key intervention in HIV/AIDS prevention and care [34].
Confidentiality seems to be a major factor explaining the
very high acceptance rates that have been achieved when
VCT has been offered at home [22,35]. Similar results
were seen in a pilot study conducted in 2 districts in
Kenya, which showed high acceptance of home-based
HIV testing [35]. Protection of confidentiality in these set-
tings is not only seen as an important aid to continuum of
care, but crucial in reducing stigma [36].

Concern has been expressed over in the literature on how

well the issue of confidentiality is handled relative to HIV
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testing [17,20,34,37]. The present study revealed various
aspects of confidentiality that are not captured by the
employed responsiveness tool. A finding that pertains to
a number of elements in the tool was that the questions
seem to capture the client's experiences with the health
system at the time of VCT service provision inside the con-
sultation room, but leaves out contextual aspects that may
influence responsiveness substantially. Furthermore, the
users expressed worries about meeting someone they
knew among the clinic staff who might breach the confi-
dentiality. This finding is in concurrence with results from
various studies on factors affecting readiness and use of
VCT [17,18,20], and is in particular seen as a barrier to
HIV testing in places where women are prone to divorce
and domestic violence if their spouses get to know they
are HIV positive [38,39].

Unlike other health services, VCT services are often linked
to HIV infection which is itself a stigmatized state. Stigma
on the other hand affects the dignity of those infected by
portraying them as persons with loose morals [40-42].
Understandably, confidentiality would be an issue of con-
cern in the case of VCT services compared to other health
services such as testing for malaria. In this case, efforts to
normalise HIV testing represented by the provider initi-
ated (opt-out) strategy are increasingly employed [43].
However, this strategy puts the process under the control
of the provider when clients may not be psychologically
prepared for the test. Consequently, provider-initiated
testing is in greater danger of meeting with lower respon-
siveness than client-initiated testing done at VCT sites. The
opt-out strategy has been strongly criticised for putting a
low focus on counselling with the risk of undermining
autonomy and reducing the focus on the preventive
aspects of HIV testing [37,39,44].

Providing enough information in a language that is
understandable to the users or clients is an important
basis of the autonomy of the client. It was disturbing in
this regard to find the informants responding to the sur-
vey questions that they were indeed informed, provided
with information and given a high degree of autonomy in
the counselling context, and then later to find that they
understood little of the language spoken. Provider's and
users of the VCT facilities expressed high expectations on
provision of HIV knowledge at the facility. Providers how-
ever pointed out a need for more courses while the users
indicated a lack of trust in the quality of the knowledge of
HIV and AIDS among some of the providers. Information
is a powerful tool in prevention and care of HIV [45], and
is of critical importance in counselling processes covering
both psycho-social and the preventive aspects [16]. This
also challenges the responsiveness tool particularly in cov-
ering the communication process and content of informa-
tion presented extensively.

http://www.biomedcentral.com/1472-6963/9/243

Some aspects of client orientation did not appear to have
been captured by the tool. Responses related to the Choice
of care provider indicated that access to HIV testing has
been seriously hampered by unaffordable indirect costs,
such as long distances to travel to the VCT. This may in
part explain the low proportion tested in high HIV preva-
lence countries [33]. Access to social support was also
indicated as important from different perspectives. Eco-
nomic support is one of the important measures of the
continuum of care for HIV; if absent, it can be a barrier to
better care for the people living with the virus [33].

Scaling up of HIV testing has been ongoing in many sub-
Saharan countries, and in Kenya there were over 900 VCT
sites in 2008 [35]. The scaling up has put priority on
decentralizing VCT services as much as possible, a strategy
that succeeded in making testing and preventive counsel-
ling much more easily available over a relatively short
period of time. Our informants seemed concerned by the
limitation of these services, revealed by the suggestions to
apply the principle of continuity or follow-up of care.
"Then what, if diagnosed HIV positive or HIV negative?" was
a common question raised by users. Considering the high
degrees of stigma that corresponds to fewer disclosures of
HIV status [46], follow-up services and functioning refer-
ral becomes vital in this context. Comprehensive care clin-
ics (CCC) have been established in central hospitals to
offer integrated HIV services. The CCC offers a variety of
services including some of what were mentioned by our
informants like STIs and ART delivery [47]. From a per-
spective of HIV prevention, decentralised acceptable VCT
services with high focus on preventive counselling should
clearly be given higher priority compared to spending
more on decentralising comprehensive care. However, the
quality of counselling services appeared in this study to
need further strengthening, and counsellors should be
given a clear mandate in terms of follow up including
referral. As an additional responsiveness element, conti-
nuity contributes to better quality of care [48] and is an
expectation not only related to HIV infection as suggested
by our respondents, but to other chronic illnesses, as
described elsewhere [49]. Embracing continuity, compre-
hensiveness and integration within responsiveness is in
line with visions of primary health-care [50].

Previous studies on responsiveness have focused mainly
on the evaluation of the entire health systems within or
amongst different countries [3,9,10,12,32] but our analy-
sis concurs with other studies [11,49] in suggesting that
the responsiveness concept can also be applied in specific
parts of the health system. However, there are weaknesses
in our study. We expected that the VCT users' views would
have been more critical than the providers, as indicated in
previous studies [51]. The failure to capture such a dis-
crepancy may have been aggravated by the fact that we
conducted the exit interviews at the facilities after entrust-
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ing the providers to alert the study participants. Conduct-
ing exit interviews at a VCT setting was challenging
because the test results of the respondents could have
emotionally influenced the responses. Some of the
respondents could have given rushed responses due to the
long waiting hours and the study setting could have been
a challenge as opposed to home setting. In an attempt to
minimize this challenge, we tried to make our respond-
ents comfortable before embarking on the interviews and
we made it clear that the test results were not important to
our study.

The survey suggested a very high performance of the
responsiveness elements at the VCT facilities, but mixing
research methods helped us unveil issues that would not
have been captured by the quantitative part of the study
alone. A weakness of the qualitative part of the study was
the taking of notes rather than audio-recording. Only four
of these interviews were audio recorded thus, it is possible
that not all the informants' statements were fully cap-
tured. We did however attempt to recode as much as pos-
sible by asking the informants to talk slowly and to repeat
central messages so they could be recorded word by word.
We also made observations and took photographs to vis-
ualize the settings.

Conclusions

The findings of this study go a step further than other
studies in identifying potential weaknesses in the respon-
siveness tool and in identifying dimensions that could be
incorporated in the WHO tool. It is likely that the current
findings apply more widely than to Malindi alone. The
responsiveness elements proposed by WHO were all given
very high ratings in the context of voluntary HIV counsel-
ling and testing. However, the study findings indicate that
the tool will need substantial adjustments to capture
important dimensions and perspectives. Firstly, adjust-
ments are needed to penetrate dimensions related to the
elements most valued by the respondents (confidential-
ity, dignity and autonomy). Secondly, there is a need to
add elements that are not covered by the applied tool,
such as the need to address not only dimensions inside
the facility but aspects of the surrounding environment
such as location of the facility potential to securing confi-
dentiality outside the VCT room, follow-up care as well as
social support. Thirdly, assessment and recognition of
locally specific aspects and meanings of the elements
seems of particular importance before conducting com-
parative studies on responsiveness of HIV testing services.
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REACT Scientific Committee

1* March 2010
Review of Request for use of data by Mercy Karimi Njeru, KEMRI

Intro

On 16 February 2010, the scientific Committee received a request for use of REACT data by
Mercy Karimi Njeru.

Mercy Karimi Njeru is a researcher at the Centre for Public Health Research (CPHR) of KEMRI
(Kenya) and has been involved in the REACT project from the start. She is working on a PhD
called “Assessment of Equity and Responsiveness of the VCT Centers and Priority setting
processes in HIV approaches: A study of health care workers, users and community members of
Malindi District' (see annex), at the Centre for International Health, University of Bergen
(Norway). Prof. Fylkesnes, Blystad, Nyamongo and Kvale and dr. Kombe are her supervisors.

The request

Mercy requests to use more data than she applied for in 2008 in order to do comparisons in
analysis. This will be disseminated through published material in peer reviewed journals and
through a thesis that make up the requirement fro a PhD at the University of Bergen.

In the meanwhile, her PhD study has been refocused on HIV testing strategies using a mixed
methods approach. Her study is particularly connected to Work package 6 of the REACT project.
The study identifies potential gaps within HIV testing services (part of the health system)
necessary to be strengthened for trust, equity and quality. This is critical for HIV prevention. The
identified gaps also provide a potential platform for changes in the HIV testing and counselling
services using the fair and legitimate priority setting conditions of AFR (the intervention being
applied in the REACT project).

Mercy requests the use of the following data:. -
e NG o
1. PBS sections on HIV from all theJhreer districts
2. Facility based focus group discussions sections on HIV from all 3 districts.

It should be noted that she has collected herself additional data in Malindi that will be used
together with the requested data.

Assessment of the request according to SOP Accessing and Publishing REACT
data .

Besides the procedures regarding authorship of publications, to which PhD students will adhere,
this SOP identifies a number of additional conditions for PhD studies:

1. “The students/researchers conducting associated studies must operate through, and have
formalised collaborative agreements with, one or more REACT partner institutions.”



= In this case, this condition has Beén met: Mercy actually works for
KEMRI, a REACT partner institution.

2. “In case of PhD studies, the PhD student is entitled to have first authorship on PhD
publications if meeting the above criteria for authorship credit.”

* Adherence to the authorship rules will be followed up once
publications are being written on the basis of this work, so that the
rights of other researchers involved in the data collection and analysis
are respected.

3. "“The study must not interfere with REACT interventions and research activities in the field
unless the nature of interference is properly described, considered and accepted by REACT"

= As far as can be seen at this stage, this is not a concern given that the
data collection has already been carried out.

Additional information

An important point is the involvement of the PhD candidate in the studies from which she will use
data. Mercy participated in the design of data collection tools for the work packages 6-9 during
the Kunduchi workshop (November 2005). During the workshop Mombasa workshop, she worked
in the group assigned to develop the data collection (PBS) tool for work package 6 to 9. During
May 2007 Machakos workshop, she presented her concept for a PhD study, which was accepted
at CIH, University of Bergen.

Recommendation of the Scientific Committee

Given the relevance of the research topic and the research questions of this PhD study, and their
coherence with the overall REACT research questions, the SciComm recommends to the
Steering Committee to give the green light to Mercy Karimi Njeru to allow her to use the specified
collected data.

In accordance with the SOP ‘Accessing and Publishing REACT data’, we would propose a
condition: the publications derived from field work in which the candidate was not directly involved
should be co-written with REACT staff who aciually designed the field study or were involved in
analysis of the data. The candidate can be first author if the Vancouver Declaration rules are
respected.

Similar as to the previous request for use of data, the co-supervisor should ensure that the
interests of other PhD students or researchers, who were (also) involved in the study design, data
collection, and data analysis, are respected.

In follow up of the meeting at Kunduchi (Oct,ohe,‘r‘.ZOOQ), it should be stressed that any potential
publication from this study should be announced to the SciCoM so that any REACT researcher
wishing to contribute to this paper could identify him/herself and participate in writing.
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VCT centres priority—setting processes in HIV approaches: A study
of health care workers, users and community members at Malindi
district, Kenya

[ am pleased to inform you that the above mentioned proposal in which
you are the PI, was approved for implementation by the KEMRI Scientific
Steering Committee (SSC), during its 137%™ SSC meeting held on 3™ July,
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The SSC however, advises that work on this project can only start when
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In Search of Better Health






PBS (1A)







Questionnaire population based survey REACT 2006 (WP 6-9)
- Type of setting (1 = rural, 2 = peri-urban, 3 = urban) |:|

- ID number I:”:”:”:”:‘

(ID number is composed of country code (1=Kenya, 2=Tanzania 3= Zambia) cluster number (01-
45) and household number (01-XX)

- Number of household members? |:| |:|
- Date of interview (dd/mm/yyyy) / /

Fill in the information for all adults in the household age 15-49 in the table below

Age Sex Availability | Selected by randomization | Willingness to participate’
(in years) (1 =male) (1 = present) | for interview' (1 = accepted)

(9=don’t know) |(2={female) |[(2=absent) |(1=yes) (2 = refused)

(2 =no0)

Adult 1
Adult 2
Adult 4

Adult 5

Adult 6
Adult 7

Adult 8

Adult 9

Adult 10

- Status of Interview? (1 = completed, 2 = not completed) |:|

IF ALL REJECT STOP HERE AND MOVE TO THE NEXT HOUSEHOLD

! Select randomly one male and one female from the household members present age 15-49.
% If only one male or one female in your sample continue with the questionnaire but add another household to
the list.



1. What is your age? (indicate age in years, or 9 = don’t know) |:| |:|

2. Date of birth (dd/mm/yyyy): ___ / /
3. Sex (1 =male, 2 = female) []
4. What is your ethnic background? (or what language is your mother tongue?) I:‘

From numbered List of all possible. Also write actual response here.........................

5. For how long have you been living continuously in this area? |:| |:|
(0 = if less than 1 year, else indicate the number of years)

6. What is your marital status? (1 = single, never married, 2 = cohabitating/living as married, 3 = I:‘
married, 4 = widowed, 5 = separated/divorced)

If "single/never married”, skip question 7.

7. How old were you when you first got married? |:| |:|
(indicate age in years or 9 = don’t know)

8. Did you ever attend school? (1 = yes, 2 = no) I:I

9. What is the highest level of school you have attended?
(1 = informal, no formal education, 2 = primary school, not completed,
3 = primary school completed, 4 = secondary school, not completed, I:'
5 = secondary school, completed, 6 = college/certificate, 7 = higher education)

10. How many years of education have you completed? |:| |:|
Question 11: Do not ask someone who is older than 30, assume “no”

11. Are you still in school? (1 = yes, 2 =no) |:|
If “yes”, skip question 12

12. What type of work do you do?
(1 = not working, 2 = self-employed, 3 = family member assisting in the household/farm work, 4
= employee, 5 = employer, 6 = housewife) |:|

13. Does your household have? (1 = yes, 2 = no) _
Electricity -
A radio -
TV
A refrigerator -
A bicycle -
A plough |
A donkey -
Cattle L

Sl e anTs



14. Material of floor. Record observation. (1 = concrete only, 2 = covered concrete, 3 = mud,

]

15. Has your household had enough food to eat during the last full year (12 months)? Would you say

usually, sometimes, seldom or never? (1 = usually, 2 = sometimes, 3 = seldom, 4 = never)

16. How would you say your health is at the moment? Probe if necessary
(1 = very poor, 2 = poor, 3 = fair, 4 = good, 5 = very good)

17. How many times did you visit the following types of health services during the past 12
months (ask one by one type, and fill in the actual response):

18.

don’t know)?

19.

20.

paeTH

public health centre/dispensary
public hospital
private (for profit) health facility
Mission/NGO health facility
traditional/informal/local sector

What type of health facility is nearest to you? (1 = public health centre/dispensary,
2 = public hospital, 3 = private (for profit) health facility, 4 = mission/NGO health facility,

How would you in general rate the services offered at the nearest health facility?

Read the rating options: (1 = very poor, 2 = poor, 3 = fair, 4 = good, 5 = very good)

21.

always available, 6 = not applicable)

22. Where would you go to first if you had any of the following problems (probe):

How do you consider the availability of drugs at the nearest health facility?
(1 = never available, 2 = rarely available, 3 = sometimes available, 4 = mostly available, 5 =

[]
[]

How many times in the past 12 months were you admitted to hospital or other health facility (99 =

]

[]
[

Mission/NGO
clinic/hospital

M

Public clinic/
hospital (2)

Private clinic/
hospital (3)

Traditional/
informal
healers/doctors (4)

self-
medication

®)

other -
specify (6)

Do not
know (7)

Serious headache

Low back pain

Diarrhoea

Minor Injury

Malaria

Febrile child

Labour

STT'

(" Sexually transmitted infection; explain as genital sores, discharge and/or swelling in genital area)



23. The last time you visited a clinic or hospital, where did you go?
(1 = public facility, 2 = private facility, 3 = mission facility, 4 = not applicable)

If “not applicable”, go to 25

24. Was this facility the nearest one? (1 = yes, 2 =no)

25. Does the cost of health services requiring immediate cash payment influence your utilisation of

them? (1 =not at all, 2 = little, 3 = fairly, 4 = much, 5 = very much

[]

NN

26. Does the distance to the nearest health services influence your utilisation of them? Rating: (1 = not
at all, 2 = little, 3 = fairly, 4 = much, 5 = very much)

27. How were you treated by the staff the last time you sought treatment at a health clinic or hospital?
(1 = very badly, 2 = badly, 3 = fairly, 4 = well, 5 = very well)

For the oldest among the tw household respondnents only

28. Does your household have any mosquito nets that can be used while sleeping?

(1 =yes, 2 =no)

29. If no to 28, why not? (1 = too expensive, 2 = not wanted, 3 = not available, 4 = don’t know, 5=

If “no” to 28, go to 32

30. Have the mosquito nets been treated with insecticide during the last 3 months?

(1 =yes, 2 =n0, 3 = don’t know)

31. Who slept under a mosquito net last night? (indicate with tick marks for each category of

household members)

All

Some

None

Not applicable

Children <5 years

Pregnant women

Other household members

32. Are ITNs easily available in your district? (1 = yes, 2 =no, 3 = don’t know)

33. Apart from mosquito nets, are you currently using any other personal protective or preventive

measures against malaria infection? (1 = yes, 2 = no, 3 = don’t know)

35. Has any member of the household been ill with fever and/or convulsions during the last 4 weeks?

(1 =yes, 2 =m0, 3 =don’t know)

1 O

[

[]

[

[]

]



If “no” to 35, go to 41
36. Was advice sought for the fever/convulsion? (1 = yes, 2 =no, 3 = don’t know)

37. If yes to 36, where was advice sought first for the fever/convulsions?

(1 = public clinic/hospital, 2 = private clinic/hospital, 3 = mission/NGO health facility, 4 =

38. If no to 36, why not? (1 = self-medication, 2 = quick recovery, 3 = other, specify:...........

39. Did the ill household member take any drugs for the fever and/or convulsions?
(1 =yes, 2 =m0, 3 =don’t know)

40. Where did the drugs come from?

(1 = public clinic/hospital, 2 = private clinic/hospital, 3 = mission/NGO health facility,

4 = traditional/informal healer, 5 = community outlet/kiosk, 6 = home stock,

For women only:
1 am now going to ask you some questions about pregnancy and motherhood
41. Have you ever been pregnant? (1 = yes, 2 =no)
If “no” to 41, go to 48
42. During your last pregnancy,
Did you attend an antenatal clinic? ( 1 = yes, 2 =no)
If yes, how many times

To your knowledge, were you given drugs to prevent malaria at any such occasion ?
(1 =yes, 2 =no, 3 =don’t know)

43. Have you ever given birth? (1 = yes, 2 = no)
If “no” to 43, go to 48
44. How long ago did you have your last delivery? (indicate number of months ago)

45. Where did you deliver? Probe

[] I T I e O A I

OO 0o

Lo

(1 = at home, 2 = in public health centre/dispensary, 3 = public hospital, 4 = private health facility,

46. What type of delivery was it? Probe

(1 = normal/vaginal delivery, 2 = caesarean section, 3 = vacuum extraction, 4 = don’t know) I:‘



47. If “caesarean section”, what was the reason for delivering by caesarean section?
(1 = emergency c-section because of medical reasons, 2 = elective c-section because of medical

reasons known beforehand, 3 = personal choice, 4 = don’t know)

For all:

1 am now going to ask you some questions about HIV/AIDS and sexual behaviour

48. Can a pregnant women who is infected with HIV transmit the infection to her unborn baby? (1 = |:|

yes, 2 =no, 3 = don’t know)

49. Is there anything which can be done to avoid transmission of HIV to the unborn baby?
(1 = nothing, 2 = take herbs/traditional medicine, 3 = take ARVs from clinic, 4 = other,

Question 50: Do not ask if person is married or have children, assume “yes”.

50. Have you ever been sexually active? (1 = yes, 2 =no)

If “no” to 50, go to 56

51. If yes, how many sexual partners did you have in the last 12 months?

a) How many of these were marital/regular partners

b) How many of these were casual partners

52. Are condoms readily available in your district? (1 = never available, 2 = rarely available,

3 = sometimes, 4 = mostly available, 5 = always available, 6 = don’t know)

53. Did you use a condom the last time you had sex? (1 = yes, 2 =no)

54. If “no” to 53, why not? (1 = too expensive, 2 = not available, 3 = not wanted,

Questions 55 & 56: Only ask if person has had sex with casual partners as indicated in question 51b.

55. Did you use a condom the last time you had sex with a casual partner? (1 = yes, 2 = no)

56. How often do you use a condom with a casual partner?

(1 = always, 2 = sometimes, 3 = never)

57. How regularly do you receive HIV related information from the following sources?

(1 =never, 2 = sometimes, 3 = often):

geoTr

Community health workers
Health clinic workers

Peer educators

Media (radio or TV)

L]
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e. Other, specify:.......ccoovveiiiniin.n.

58. If you knew that a shopkeeper or food seller had the HIV/AIDS virus, would you buy fresh food
from him/her? (Yes=1, No=2, don’t know =3

59. If a female teacher has the HIV/AIDS virus but is not sick, should she be allowed to continue
teaching in school? (Yes=1, No=2, don’t know =3

60. If a member of your family became infected with the HIV/AIDS virus, would you want it to
remain a secret? (1 = yes, 2 =no, 3 = don’t know)

(for q 58-60: we have given only 2 alternative yes or no
61. Do you know a place where you can get a confidential HIV test? (1 = yes, 2 =no)

62. Have you ever been HIV tested? (1 = yes, 2 = no, 9 = not answered)

63. If “no” to 62, why have you never taken a test? (1 = no access to testing, 2 = no knowledge of
where to be tested, 3 = concerned about confidentiality, 4 = no wish to know/fear of knowing status, 5

O o oo

If “no” to 62, go to 67

64. If “yes” to 62, was it voluntarily or required? (1 = voluntary/VCT-related,
2 = voluntary/PMTCT-related, 3 = mandatory/required,

[

65. How long ago since you were last tested? (indicate number of months)

66. We do not want to know your result, but did you receive the result? (1 = yes, 2 =no)
67. Have you considered going for a (or another) HIV test? (1 = yes, 2 =no)

68. Have you suffered from a sexually transmitted infection in the last 12 months?

(Yes=1, No=2)
(Explain STIs as e.g. genital sores, discharge, swelling in genital area)

[
O OO

69. If No to 68, skip 69
Did you receive treatment for this STI from a clinic? (Yes=1, No=2) |:|

Thank you for participating!
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Guidelines WP6-9

Setting: FGDs among these 4 groups:
Female outpatients (x 2)

Male outpatients (x 2)

Pregnant women attending ANC (x 2)
Adolescents/youth aged 18-24 (x 2)

SOPs have been developed. The following are guidelines on the themes to be discussed - with
focus on equity, quality and trust - and how it relates to the selected programmes (HIV,
generalised care, malaria, and obstetric care)

Questions developed for use in the population-based survey are seen as indicator questions
for studying changes over time relevant to equity, quality and trust by programme. The
research team members should therefore make sure that they are familiar with this
questionnaire. The ideal setting will be that many of the same themes included in the indicator
questions can also be brought up at the group’s level and possibly more penetrating
discussion.



Outpatients (men and women separately)

General care

Introduction: We would like to learn about your perceptions of the health services. We would
particularly like to know if the health services at the health facilities you know are trusted
among people, and if they are perceived to be accessible and of good quality.

* How are the official health services in this area? OR What is your experiences with...
* What health service / health facility /-ies do you trust more / less?
- Dispensary, health centre, hospital, local healing (government-voluntary agency?)
- Probe: why? examples?
- Probe: to what extent does trust in different health services differ with what people
suffer from? ( with ‘diffuse/chronic illness to healers, malaria to the formal health
system’.. )
- What should change for you to trust the dispensary / health centre / hospital more?
* What is your experience regarding the availability of drugs / medicine?
- At the dispensary, health centre, hospital, local healers?
* What is your experience with the conduct of the health providers (courtesy, confidentiality,
privacy)?
- At the dispensary, health centre, hospital, local healers?
- Differing categories of providers? (nurse assistants, nurses, physicians, healers)
- In what way could health providers modify their conduct to improve your confidence
in them / your respect for them?

Malaria
Introduction: Malaria is a major cause of illness and death. We would like to ask about your
experience with preventive and treatment options.

* What measures do people in this area take to prevent malaria infection?
* Do you have experience with mosquito nets / mosquito nets treated with insecticide (ITN)?
- Have you heard about / seen the ITN nets?
- How easy / difficult is it to get these nets?
- Why are you using / not using an ITN net?
* What is the availability of drugs for malaria treatment?
- At the dispensary, health centre, hospital, local healing?

HIV
Introduction: Many people are also infected with HIV. We would like to ask about the
preventive and treatment options in this area.

* If someone would like to know his / her HIV status, where would he / she go for a test?
- How easy / difficult would it be to get a test?
* What are your experiences with HIV prevention programs?
- Which campaign or group have presented the most trust-worthy solutions? (peer
education, community health workers, media, particular health facilities)
- To what extent are condoms useful to prevent HIV infection?
- Are condoms easily available in this area?
- What are people’s perceptions about condoms?
* How are people who are infected with HIV treated?
- By the community?



- By health providers (dispensary, health centre, hospital, healers)?
* How easy is it for someone infected with HIV to get access to treatment?
- Perceptions about the treatment options?

Thank you very much for your time!



Adolescents/youth aged 18-24

Introduction: We would like to learn about young people’s perceptions of the health services.
We would particularly like to know if the health services at the health facilities you know are
trusted among young people, and if they are perceived to be accessible and of good quality.

General care
* How are the official health services in this area? OR What is your experiences with...
* What health service / health facility /-ies do you trust more / less?
- Dispensary, health centre, hospital, local healing (government-voluntary agency?)
- Probe: why? examples?
- Probe: to what extent does trust in different health services differ with what people
suffer from? (with ‘diffuse / chronic illness to healers, malaria to the formal health
system’)
- What should change for you to trust the dispensary / health centre / hospital more?
* What is your experience regarding the availability of drugs / medicine?
- At the dispensary, health centre, hospital, local healers?
* What is your experience with the conduct of the health providers (courtesy, confidentiality,
privacy)?
- At the dispensary, health centre, hospital, local healers?
- Differences between categories of providers? (nurse assistants, nurses, physicians,
healers)
- In what way could health providers modify their conduct to improve your confidence
in them / your respect for them?

HIV/STD

Introduction: Many people are also infected with HIV today. We would like to ask about your
thoughts about the available preventive and treatment options.

* If someone would like to know his / her HIV status, where would he / she go for a test?
- How easy / difficult would it be easy to get a test?
- What are the reasons for young people not using VCT services?
- How could VCT services be modified to make them more acceptable for young
people?
* What are your experiences with HIV prevention programs?
- Which campaign or group presented the most trust-worthy solutions? (peer education,
community health workers, media, particular health facilities)
- Visibility of HIV programmes (map programmes observed by the participants, such as
peer education, community health workers, condom campaigns, magazines, billboards
etc.)
- What kinds of the involvement do the young have in HIV campaigns?
- To what extent are condoms useful to prevent HIV infection?
- Are condoms easily available in this area?
- Are condoms used by young people in this area?
* How are people who are infected with HIV treated by the community and by the health
providers (at the dispensary, health centre, hospital, local healers)?
- If a family member became HIV infected, would it be better to keep it a secret?
* How easy is it for someone infected with HIV to get access to treatment?



- Perceptions about the treatment options?
* What can a person who suspects that he / she has been infected with a sexually transmitted
infection do?
- Where do most people go for treatment of STI's (dispensary, health centre, hospital,
local healers?)
- Availability of drugs for treating STI's?
- Perceptions of STI treatment services?

Thank you very much for your time!



Pregnant women attending ANC

General care

Introduction: We would like to learn about your perceptions of the health services. We would
particularly like to know if the health services at the health facilities you know are trusted
among people, and if they are perceived to be accessible and of good quality.

* How are the official health services in this area? OR What is your experiences with...
* What health service / health facility /-ies do you trust more / less?
- Dispensary, health centre, hospital, local healing (government-voluntary agency?)
- Probe: why? examples?
- Probe: to what extent does trust in different health services differ with what people
suffer from? ( with ‘diffuse/chronic illness to healers, malaria to the formal health
system..” )
- What should change for you to trust the dispensary / health centre / hospital more?
* What is your experience regarding the availability of drugs / medicine?
- At the dispensary, health centre, hospital, local healers?
* What is your experience with the conduct of the health providers (courtesy, confidentiality,
privacy)?
- At the dispensary, health centre, hospital, local healers?
- Differences between categories of providers? (nurse assistants, nurses, physicians,
healers)
- In what way could health providers modify their conduct to improve your confidence
in them / your respect for them?

Obstetrics

* Where do women commonly deliver in this area?
- Why?
- What are your perceptions of deliveries at hospital/clinic level?
- What alternatives are there?

Malaria
Introduction: Malaria is a major cause of illness and death. We would like to ask about your
experience with preventive and treatment options.

* What measures do people in this area take to prevent malaria infection?
* Do you have experience with mosquito nets / mosquito nets treated with insecticide (ITN)?
- Have you heard about them, seen them?
- How easy / difficult is it to get them?
- Why are you using / not using a net?
* What is the availability of drugs for malaria treatment?
- At the dispensary, health centre, hospital, local healing?

HIV
Introduction: Many people are also infected with HIV. We would like to ask about your
experience with preventive and treatment options.

* If someone would like to know his/her HIV status, where would he/she go for a test?
- How easy / difficult would it be easy to get a test?
* What did you learn at the antenatal clinic about mother to child transmission of HIV?



- Knowledge about possibilities of avoiding HIV transmission from mother to child?

- What did the midwife inform about infant feeding options for HIV positive women?
* What are your experiences with HIV prevention programs?

- Which campaign or group present the most trust-worthy solutions? (peer education,

community health workers, media, particular health facilities)

- To what extent are condoms useful to prevent HIV infection?

- Are condoms easily available in this area?
* How are people who are infected with HIV treated by the community and by health
providers (dispensary, health centre, hospital)?

- If a family member became HIV infected, will it be better to keep it a secret?
* How easy is it for someone infected with HIV to get access to treatment?

- Perceptions about the treatment options?

Thank you very much for your time!
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Questionnaire 1

RESPONSIVENESS QUESTIONNAIRE FOR HEALTH CARE PROVIDERS

Name of Interviewer

Type of VCT (1=Integrated, 2=Stand alone, 3=Community Based 4=Mobile) I:I

[

Funded by: (1=Faith Based organization, 2=Community, 3= Private, 4= Government)

Type of setting (1= Rural, 2= Peri-urban, 3= Urban) |:|

ID number

Date of interview (dd/mm/yyyy)  / /

Personal information:

1. What is your year of birth? (Indicate 9 if don’t know) |:| |:| |:| |:|

2. Sex (1 =male, 2 = female) |:|
3. What is your designation: (please check appropriate box)

4. Administrator (.

Doctor

Nurse EI
Counsellor [

Other specify....................

5. For how long have you been working here?
(0=1ifless than 1 year, else indicate the number of years .........

6. Name of the VCT/ SIt€? ..ovviiiniiii i

Now I will ask you questions about responsiveness of the VCT. Responsiveness means the
following:

Being treated with dignity

Being attended promptly

Having autonomy

Having personal information kept confidential

Having a choice of health care provider

Having the health care provider communicate with you in a way you understand.
Having amenities in the health care environment that are of an acceptable standard.



6.

Dignity
Please circle the relevant response

Never Sometimes | Usually | Always
R1.1 | How often are patients treated with respect 1 2 3 4
R1.2 | How often are patients encouraged to discuss 1 2 3 4
concerns freely
R1.3 | How often are the patient encouraged to ask 1 2 3 4
questions about the diseases, treatment and care
R1.4 | How often is respect shown for the patient’s 1 2 3 4
desire for privacy during testing and
counselling?
7. Autonomy
Please circle the relevant response
Never Sometimes | Usually | Always
R2.1 | How often are patients provided with 1 2 3 4
information on prevention and care of HIV?
R2.2 | How often are patients consulted about their 1 2 3 4
preferences over alternative HIV management
options?
R2.3 | How often is a patient’s consent sought before 1 2 3 4
testing
8. Confidentiality
Please circle the relevant response
Never Sometimes | Usually | Always
R3.1 | How often are consultations carried out in a 1 2 3 4
manner that protects a patient’s confidentiality?
R3.2 | How often is the confidentiality of information 1 2 3 4
provided by patients preserved (except when it
is needed by other health providers to facilitate
care and treatment)?
R3.3 | How often is the confidentiality of patients’ 1 2 3 4
medical records preserved (except if the
information is needed by other health
providers)?
9. Prompt attention
Please circle the relevant response
Time in minutes
R4.1 | How long do clients often spend at centre 15 15-30 30-45 45-60 More
waiting for consultations? minutes than 60
and less min




10. Quality of Basic amenities

Please circle the relevant response

Very Poor Good | Very good
Poor
R6.1 | How would you rate the cleanliness of VCT 1 2 3 4 None Don’t
centre? Know
R6.2 | How would you rate the maintenance of VCT 1 2 3 4 5 6
buildings?
R6.3 | How would you rate the availability of furniture 1 2 3 4 5 6
in the VCT?
R6.4 | How would you rate access to clean water at the 1 2 3 4 5 6
centre?
R6.5 | How would you rate the cleanliness of toilets at 1 2 3 4 5 6
the centre?
R6.6 | How would you rate the testing kit 1 2 3 4 5 6

11. Choice of care provider

Please circle the relevant response

Never Sometimes | Usually | Always
R7.1 | How often do individuals have a choice between | 1 2 3 4
health care providers at the VCT?
R7.2 | How often do individuals have a choice between | 1 2 3 4
VCT centres?
R7.3 | How often do individuals have an opportunity to | 1 2 3 4
see a specialist, if they wish to?

12. Please give a value between 0 and 10 to indicate your personal rating of how

important the aspect is. Where 0 means not at all important and 10 means extremely
important.

Code | Aspect/ element Abbreviation Value
R8.1 Dignity DIG

R8.2 Autonomy AUT

R8.3 Confidentiality CON

R8.4 Prompt Attention PRA

R8.5 Quality of Basic amenities QBA

R8.6 Choice of Provider / Institution CCP

13. In your view are there any other characteristics beyond the ones we have discussed

that you think should be included in a responsive VCT?

00 000000000000000000000000000000000000000000000000000000000000000000000sesoassessossnsesssesscsssscsscssnsonse

Thank you for your time




Questionnaire 2

RESPONSIVENESS EXIT QUESTIONNAIRES FOR USERS

Name of researcher

Type of VCT (1=Integrated, 2=Stand alone, 3=Community based, 4=Mobile) I:I

Funded by: (1=Faith Based organization, 2=Community, 3= Private, 4= Government)
Name of Funder......................oocoiiiin

Type of setting (1= Rural, 2= Peri-urban, 3= Urban)

ID number
Date of interview (dd/mm/yyyy) _ /  /
1. What is your year of birth? (Indicate 9 if don’t know) (Indicate age in years, or 9 = don’t

2.

3.

4.

5.

know) I:' |:| |:| |:|

Sex (1 = male, 2 = female) |:|

What is your ethnic background? (Or what language is your mother tongue?)
From numbered List of all possible. Also write actual response here.........................

What is your marital status? (1 = single, never married, 2 = cohabitating/living as married, |:|
3 = married, 4 = widowed, 5 = separated/divorced)

Name of VCT /Site .ovviiiiniiiii i,

Now I will ask you questions about responsiveness of the VCT. Responsiveness means the

following:
e Being treated with dignity
e Being attended promptly
e Having autonomy
e Having personal information kept confidential
e Having a choice of health care provider
e Having the health care provider communicate with you in a way you understand.
e Having amenities in the health care environment that are of an acceptable standard.
6. Dignity
Please circle the relevant response
Yes No Other specify
S1.1 | Were you treated with respect? 1 2
S1.2 | Were you encouraged to discuss your concerns 1 2
freely?
S1.3 | Were you encouraged to ask questions about the 1 2
disease? (Treatment and care)
S1.4 | Was there any privacy during testing? 1 2
S1.5 | Was there any privacy during counselling? 1 2




7. Autonomy
Please circle the relevant response

Yes No Other specify
S2.1 | Were you provided with information on 1 2
prevention and care of HIV?
S2.2 | Were you consulted about your preferences over 1 2
alternative HIV management options?
S2.3 | Was your consent sought before testing? 1 2
S2.4 | Were you counselled? 1 2
8. Confidentiality
Please circle the relevant response
Yes No Other specify
S3.1 | Was the consultations carried out in a manner 1 2
that was confidential?

9. Prompt attention
Please circle the relevant response

Time in Minutes
S4.1 | How long did you spend waiting for 15 15-30 30-45 45-60 | More
consultations? . than 60

minu min
tes
and 2 3 4 5
less

1

10. Quality of Basic amenities
Please circle the relevant response

Very Poor Good Very
Poor Good
S6.1 | How would you rate the cleanliness of VCT? 1 2 3 4 None Don’t’
Know
S6.2 | How would you rate the maintenance of the 1 2 3 4 5 6
VCT building?
S6.3 | How would you rate the adequacy/ availability 1 2 3 4 5 6
of furniture at the VCT?
S6.4 | How would you rate access to clean water at 1 2 3 4 5 6
Centre?
S6.5 | How would you rate the cleanliness of toilets 1 2 3 4 5 6
at the centre?
11. Choice of care provider
Please circle the relevant response
Yes No Other Specify
S7.1 | Did you have a choice between health care 1 2
providers at the VCT?
S7.2 | Did you have a choice between VCTs? 1 2
S7.3 | Did you wish to see a specialist? 1 2
S7.3 | Did you have an opportunity to see a specialist? 1 2




12. Please give a value between 0 and 10 to indicate your personal rating of how important
the aspect is. Where 0 means not at all important and 10 means extremely important.

Code | Aspect / element Abbreviation Value
S8.1 Dignity DIG

S8.2 Autonomy AUT

S8.3 Confidentiality CON

S8.4 Prompt Attention PRA

S8.5 Quality of Basic amenities QBA

S8.6 Choice of Provider / Institution CCP

13. In your view are there any other characteristics beyond the ones we have discussed that
you think should be included in a responsive VCT?

eecescescescesescessesessersrscessrsescesersessessrssesessrssesersrstnee

eesescesscsne

Thank you for your time



FGDs and IDI (2C & 2D)







FGD guide for data set- 2C

. Je katika mila na desturi zenu ‘Ushauri’ una umuhimu gani.? Huwa unahusu
nini?

e How important is counselling in your cultural and social setting?

Probe: (What does it entail, define?)

. Ushauri hutolewa kukiwa na hali gani? Ni aina gani ya ushauri itumiwayo katika
vituo vya Kupimwa Ukimwi kama VCT?
o What circumstances call for counselling? (Examples), What kind of
counselling is used at the HIV testing e.g. at VCT and PMTCT Centres?
Probe:

. Je watu wanaweza kufaidika na huduma za ushauri? Ni kwa njia gani?
e Can people benefit from HIV counselling services?
Probe: How?

. Watu huchukuliaje kupimwa ukimwi katika eneo hili?

o What are people’s perceptions regarding HIV testing in this area?
Probe: Why?

. Ukimwi unafaa kupimwa katika mazingira gani?

e In what kinds of environment should HIV testing be done? (Gender, Personnel
training, location & infrastructure, equipment)

Probe:

Je wafikiria kwamba kuna haja ya kuboresha upimaji wa ukimwi na huduma za
VCT ?
o Do you think that there is need for improvement in the area of HIV testing and
VCT services?
Probe: Why, how, who should be responsible?

. Je ni yapi yakuboreshwa yanayoweza kukubalika na kustahimilishwa?
What improvements are acceptable and sustainable?
Probe: How? When? Carried out by whom?



IDI guide data set 2 D

1. Je katika mila na desturi zenu ‘Ushauri’ una umuhimu gani.? Huwa unahusu
nini?
a. How important is counseling in your cultural and social setting?
b. Probe:What does it entail?

2. Ushauri hutolewa kukiwa na hali gani? Ni aina gani ya ushauri itumiwayo katika
vituo vya VCT?
a. What circumstances call for counseling? (examples), What kind of counseling
is used at the VCT Centres and/ or PMTCT(only HIV or more group
/individual?).

b. Probe: What was your experience? How was it gone?

3. Je watu wanaweza kufaidika na huduma za ushauri? Ni kwa njia gani?
a. Can people benefit from HIV counseling services?
b. Probe: How? What do people say about counseling here (positive , negative)?

4. Unafikiria ama unaamini kikao kizuri cha ushauri kinafaa kiwe namna gani?
i. Mshauri mzuri ni wa namna gani?
ii. Ni mazingira ya aina gani ambayo ni mazuri kwa kutoa ushauri?
iii. Ni nini linalofanya ushauri kuwa wa kuaminika?

5. Watu huchukuliaje kupimwa ukimwi katika eneo hili?

a. What are people’s perceptions regarding HIV testing in this area?
b. Probe: Why?

6. Je waweza kuzungumzia vile ambavyo ungejisikia kabla ya kupimwa, wakati wa
kupimwa na baada ya kupimwa ukimwi?
experiences before a test, during the test and after the test

7. Watu hapa huwachukuliaje wale waliopimwa ukimwi
How do people perceive those who have tested for HIV here?

8. Wanao enda kupimwa ukimwi zaidi ni wanawake ama wanaume?
(Ni kwa nini?)

Those who go for tests here mainly are they men or women?

Probe: Why?

9. Ni hali gani zingekufanya kutotumia (kukataa) huduma za kupimwa ukimwi?

10. Ukimwi unafaa kupimwa katika mazingira gani?
a. Under what environment should HIV testing be done? (Gender, Personnel
training, location &infrastructure, equipment)

11. Je wafikiria kwamba kuna haja ya kuboresha upimaji wa ukimwi na huduma za
VCT ?
a. Do you think that there is need for improvement in the area of HIV testing and
VCT services (why)?



12. Je ni yapi yakuboreshwa yanayoweza kukubalika na kustahimilishwa?
a. What improvements are acceptable and sustainable? (Who)?



Errata
Thesis
Section 3.6 ninth sentence: reference [84] should be [89]

Paper 111
Figure 1 users “n=323" should read “n=328"





