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ABSTRACT:

This study explored the barriers to accessing and accepting Highly Active Antiretroviral
Therapy (HAART) by HIV positive mothers in Kabarole District’s PMTCT-Plus
programme. Economic barriers, particularly transport costs to the clinic, represented the
greatest barrier to treatment. In addition to financial constraints, non-disclosure of HIV
status to client’s sexual partners, long waiting times at the clinic and suboptimal provider-
patient interactions at the hospital also emerged as significant barriers to treatment.
Findings from Focus Group Discussions with men in the district suggests there to be a
lack of male involvement in HIV/AIDS testing. Increased efforts to involve men in
voluntary counseling and testing may facilitate partner disclosure and support and would
likely increase HAART uptake by PMTCT-Plus clients. These barriers to treatment need
to be addressed to improve HAART uptake, adherence and survival of PMTCT-Plus

clients in Kabarole district.
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“3 by 5” The World Health Organization’s Initiative to increase the number

of AIDS patients receiving HAART to three-million by 2005.
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CHAPTER 1: INTRODUCTION

HIV/AIDS is considered the most important epidemic affecting the world today.
Forty-million people are estimated to be currently living with AIDS, the majority
of which reside in Sub-Saharan Africa (UNAIDS & WHO AIDS, 2004). The
Republic of Uganda experiences some of the highest rates of HIV/AIDS infection
on the African continent, with 114,000 of its population living with AIDS,
according to a 2004 estimate (WHO, June 2005). Uganda therefore has a high
demand for AIDS treatment. There is currently no cure for AIDS, however, the
life prolonging treatment known as Highly Active Antiretroviral Therapy

(HAART) is available to those infected with HIV.
1.1. Overview of HAART

The introduction of HAART has transformed the face of AIDS. HAART has
been shown to effectively reduce HIV/AIDS morbidity and mortality in
developing countries, prolonging life expectancies, increasing quality of life and
adult productivity, thus making AIDS a manageable chronic disease (Ministry of
Health, 2003). HAART functions to treat AIDS patients, reduce co-morbidities
and may prevent new HIV infections. In Sub-Saharan Africa, HAART is

generally comprised of a combination of three antiretroviral (ARV) drugs.

ARV drugs serve to reduce the prevalence of the HI virus in the body. There are a
variety of ARVs that act in different ways. The three most commonly used types
are: nucleotide reverse transcriptase inhibitors (NRTI’s) such as Zidovudine
(ZDV,AZT), Stavudine (d4T), Lamivudine, non-nucleoside reverse transcriptase
inhibitors (NNRTI’s) such as Nevirapine (NVP), Efavirenz (EFZ), Delavirdine
(DLV) and Protease inhibitors (PI’s) . Saquinavir (SQV), Ritonavir (RTV),
Idinavir (IDV), Nelfinavir (NFV), Amprenavir (APV), Atazanavir (AZV) and
Tripanavir are examples of Protein inhibitor antiretroviral drugs (Ministry of
Health, 2003). Entry inhibitors are a new class of antiretroviral drugs which
inhibit the HI virus from entering the T-cells, which play a vital role in the body’s
immune response. (WHO, 2005 & Ministry of Health, 2003)
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Uganda’s recommended first line HAART regimen is Triomune, which consists
of Stavudine(d4T ) and Lamivudine (3TC) plus Nevirapine (NVP) . An
alternative first line regimen consists of Stavudine (d4T) and 3TC plus EFZ.
Alterations of the HAART combinations are made for pregnant women or those
experiencing co-morbidities such as tuberculosis. Patient biological
incompatibility, sub-optimal adherence and viral resistance to HAART can lead to
treatment failure. In the case of treatment failure, second line regimens are used.
The second line regimen recommended in Uganda for treatment failures of the
above combinations are d4T/Didanosine (ddl) + Lopinavir-ritonavir (LPV/r) or
ZDV/ddl + LPV/r respectively (Ministry of Health, 2003). Second line
treatments in sub-Saharan Africa are currently much more costly than first line
treatments and therefore, it is preferable to keep patients on first line regimens if

possible.

Figure 1.1 : Current Prices ($US) of First and Second line ARVs in Africa

Price of ARVs in Africa 2005

$1 50 $1 400
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A
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First-line Second-line

ARV treatment

Source: Medicines Sans Frontiers with data from the Clinton Foundation HIV/AIDS
Initiative and WHO Global Price Reporting Mechanism
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HAART is a life long treatment, characterized by a dosage schedule of two tablets
per day, administered twelve hours apart. The requirement of lifelong dosing of
HAART is one of the major challenges in taking and adhering to this treatment
(Walter Kipp, personal communication). Nearly perfect adherence to HAART is
required by AIDS patients taking the treatment in order for it to be effective. Poor
adherence can lead to drug failure or the development of drug resistance. These
features of HAART may represent drawbacks to starting and continuing
treatment. Another drawback is potential drug toxicity. Finally, three major
adverse side effects can occur when on HAART therapy: severe allergic reactions,

jaundice visible in the eye and peripheral neuropathy, originating in the feet.

The benefits of HAART greatly outweigh the potential drawbacks mentioned
above, making HAART a vital tool in AIDS treatment and control. There is a
need to treat all AIDS patients with HAART. The “roll out” of HAART
treatment in Uganda to increase its access by AIDS patients is being undertaken
as part of WHO’s “Treat 3 by S initiative”. Of Uganda’s 114,000 AIDS patients
over 65,000 are currently receiving HAART, according to a 2005 estimate (WHO
and UNAIDS, 2006). The number of AIDS patients in Uganda receiving HAART
is substantially higher than in other Sub-Saharan African countries, making
Uganda one of the leaders in HAART roll out on the continent. High HAART
treatment rates among Ugandans should not foster complacency, as there are still

scores of AIDS patients in the country who should be receiving this treatment.

A feature of Uganda’s HAART roll out initiative includes the free provision of
testing and HAART through the public health care system, which has been
available since 2004. HAART is provided free of charge to HIV positive mothers
and their families identified through the Prevention of Mother to Child

Transmission Plus (PMTCT-Plus) programmes established in antenatal clinics.
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1.2. Overview of the Prevention of Mother to Child-Plus Programme

Prevention of Mother to child transmission “Plus” (PMTCT-Plus) programmes,
recently conceived in 2001, have been launched in selected antenatal clinics to
reduce mother to child transmission (MTCT) and promote maternal survival

through treatment with HAART( Ministry of Health, 2003).

Antenatal services are widely available in Kabarole District, staffed by clinical
officers and nurses and are attended to by 90% of pregnant women in the area
(Dr. Kipp, personal communication). At these antenatal sites, pregnant women
are encouraged to visit on average ten times over the course of one’s pregnancy.
Although ten visits is recommended, many mothers attend once or twice, the
average being 2-3 visits. During these visits, mothers are weighed, examined,
have blood tested to detect diseases such as syphilis and are counseled and offered

testing for HIV.

The PMTCT-Plus programme consists of a preliminary voluntary counseling and
testing (VCT) service provided to pregnant women, wherein HIV positive
mothers are identified and offered single dose NVP prophylaxis to PMTCT. This
regimen consists of one dose of NVP that is administered to the mother at the
onset of labour, and a second dose that is given to the baby within 72 hours of
delivery. Subsequent to HIV testing, a final post- test counseling session is held,
in which mothers are provided with HIV/AIDS information, including
preventative measures, coping strategies, nutritional advice, use of MTCT
prophylaxis, offered psychosocial support and the option of free HAART and
treatment of opportunistic infections(WHO, 2005).
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1. 2.1 Eligibility for HAART

HAART eligibility for HIV positive mothers follows the Ugandan National
Antiretroviral Treatment and Care Guidelines for Adults and Children (Ministry
of Health, 2003). Mothers and their families identified through the PMTCT-Plus
programme are given priority access to free HAART. Eligibility criteria include:
WHO stage IV irrespective of lymphocyte count (CD4 count), advanced stage
I1IB disease exhibiting invasive bacterial infections and persistent or recurrent
oral thrush irrespective of CD4 count and patients in WHO stage I, II or IIIA with
CD4 cell counts 200/mm’. Following CD4 testing, those women who are
considered eligible for treatment are provided with an information pamphlet
regarding HAART and invited to return in two weeks to enroll in the free
HAART program. During the enrollment process, co-morbidities, psychosocial
barriers, motivation and potential for adherence are assessed prior to starting the

patient on HAART (Ministry of Health, 2003).

In order to be registered in the PMTCT-Plus programme, women must undergo
several steps. Pregnant women must first make the decision to access antenatal
clinics. Those who are able to attend the antenatal clinics are generally those who
place importance in these services, have the will, mobility, resources and freedom
to do so. At the antenatal clinic, these pregnant women are first counseled about
HIV/AIDS, testing and HAART and are offered to be tested for HIV. Those
women who accept testing and return for their results are offered NVP to prevent
HIV tfansmission to her unborn child. At this point, the woman is registered as a
PMTCT client. Women are urged to return to the clinic post delivery for a CD4
test. Those women who return for this test and are deemed eligible to receive
treatment (as in section 1.2.1 above) are registered in the PMTCT-Plus

programme.

All women enrolled in Kabarole’s PMTCT-Plus programme must follow the
procedures described above to access postpartum HAART. HAART has been
shown to be highly effective in reducing morbidity and mortality if administered
properly, and therefore its use in mothers will likely be highly beneficial (Hogg et

5
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al, 1998 & Egger et al, 2002). Maternal survival increases the probability of the
child’s survival (Taha et al, 1996), and ensures the existence of a family for him
or her to grow up in. The overall effectiveness of PMTCT programmes is
therefore contingent upon promoting maternal survival through ensuring the

acceptance of ongoing treatment after delivery.

A PMTCT-Plus programme in Western Uganda was recently launched in 2003
under the support of the German Agency for Technical Cooperation (GTZ). It has
since been handed over to the Ugandan Ministry of Health (MOH) and Joint
Clinical Research Centre (JCRC) who now claim full responsibility over the
programme. Buhinga, a government-run hospital in Kabarole district serves as the
referral hospital for the entire region, catering to the majority of women in the
area. Among the eligible mothers enrolled in GTZ’s PMTCT-Plus programme
from 2003-2005, 89 out of the 352 women that were eligible for treatment failed
to enroll in the free HAART programme and eight only returned once. Among
those who began HAART, a total of 39 defaulted treatment.

This study addressed the cohort of mothers described above, exploring their
reasons for failure to access, accept or continue free HAART treatment for their
infection. The current paucity of information regarding reasons for poor
postpartum acceptance and adherence to HAART makes this research valuable.
Follow-up of AIDS patients who have been offered HAART and did not accept or
continue free HAART is not routinely done by the AIDS clinics due to an extreme

manpower shortage.

1.3 Literature Review

A literature review was performed using the following databases: MEDLINE,
NEOS Library Consortium Catalogue and Google. Combinations of the following
keywords were used: antiretroviral, HAART, treatment, uptake, acceptance, start,

begin, mothers, women, PMTCT, PMTCT-Plus, vertical transmission, mother to
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child, pediatric, Kabarole, Uganda, Africa, HIV and AIDS. 17 relevant articles
were found, six of which were Africa-specific. An additional 12 publications were
obtained through cross referencing. Other sources of information utilized apart
from the literature search included the Uganda Bureau of Statistics (UBOS),
Ministry of Health (MOH), Kabarole District (unpublished data) multilateral
organizations (UNAIDS and the WHO) and developmental organizations (GTZ).

Poor uptake of PMTCT services is a common occurrence throughout Southern
Africa (Ekouevi et al, 2004; Manzi et al 2005; Turner et al, 2000). Existing
studies addressing the factors contributing to poor uptake of PMTCT services
primarily focuses on uptake of basic PMTCT interventions, such as voluntary
counseling and testing (VCT), PMTCT prophylaxis and alternative/safe feeding
strategies, rather than postpartum HAART.

The PMTCT-Plus inifiative first conceived in 2001, combines the basic PMTCT
services with the additional option of free HAART provision to infected mothers,
her partner and children. Because the PMTCT-Plus initiative is fairly novel, data
on postpartum treatment, including reasons for low acceptance of HAART by
these mothers are lacking (Taha et al, 1996). Existing studies pertaining to reasons
for poor acceptance of HAART and basic PMTCT services are likely to be similar
to the reasons for poor postpartum uptake of HAART by mothers enrolled in the
PMTCT-Plus programme.

1.3.1 Factors contributing to poor uptake of HAART and Basic PMTCT

services

Patient readiness has been indicated to directly influence one’s choice to initiate
HAART. Readiness to start HAART consists of a variety of components
including: disease state, knowledge of the disease and HAART, belief in

treatment efficacy, social support, motivation, and quality of relationships with
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health care providers (Fehr et al, 2005; Gebrekristos et al, 2005). These
components of patient readiness have also been frequently associated with poor

uptake of treatment for PMTCT services.

The role of stigma as a deterrent to participation in PMTCT services in Sub-
Saharan Africa is recurrent throughout the literature. Fear of disclosing a positive
HIV result to partners, family members and the community are the most
commonly cited reasons for nonparticipation (de Paoli & Klepp, 2004; Magnhild
E et al, 2006; Painter et al, 2004). Low sero-status disclosure among sexual
partners by women is common and attributable to fear of physical and emotional
violence, blame, disruption of relationships, abandonment and economic loss
(Gaillard et al, 2002; Maman et al, 2001; Medley et al, 2004). Sero-status
disclosure among partners is imperative to the success of PMTCT-Plus and
HIV/AIDS prevention and control efforts because it increases opportunities for
risk reduction and creates a social support network necessary for effective

prevention and treatment interventions (Medley et al, 2004).

The patient’s experience with the health care institution affects programme
participation. The convenience of services such as accessibility, distance,
perceived quality of services and infrastructure will determine the likelihood for a
return visit (Magnhild et al, 2006; Painter et al, 2004). The relationship with the
health care providers and staff courtesy is also extremely influential in a woman’s
decision to uptake PMTCT services (Gebrekristos et al, 2005). Unpleasant
experiences with staff or services will discourage further interactions with the
system. Health care providers may be the only reliable resource of HIV/AIDS
knowledge available to a patient, making provider-patient relationship and quality

of service extremely important.

Insufficient knowledge and understanding of HIV/AIDS risk factors, prevention
and treatment is associated with poor uptake of PMTCT services (Gebrekristos et
al, 2005; Maman et al, 2001; Painter et al, 2004). In terms of uptake of HAART,
it is important that the patient has a functional understanding of the risks of the

disease, the procedures, benefits and potential side-effects of treatment. This
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information should be clearly expressed to the patient by health care

professionals.

Financial constraints have also been found to pay a pivotal role in one’s ability to
access HAART. MShana et al.’s (2006) qualitative study in rural Tanzania on
HAART users identified transport costs and supplementary food costs, among

others, as substantial obstacles to accessing treatment.

Previous studies have shown that women are less likely than men to access
HAART (Kilian, 2002). Cultural, economic and gender imbalances may result in
a woman’s lack of autonomy over health decisions, limiting access to HAART.
Competing demands of childcare may also restrict a mother’s autonomy, resulting
in a mother neglecting her own health and failing to seek treatment (Turner et al,
2000). Personal factors such as depression in patients may result in a delay or
failure to start HAART treatment. Patients who experience a lack of symptoms
and feel healthy, despite having a low CD4 count may be likely to defer treatment

initiation (Turner et al, 2000).

1.3.2 Factors contributing to Sub-optimal Adherence to HAART

There is some overlap between the factors that prevent patients from starting
HAART and the factors that deter them from adhering and/or continuing with this
treatment. The principle barriers to HAART adherence in Botswana identified by
Weiser et al. (2003) include: financial constraints (such as costs of the drugs),
stigma, travel/migration and side effects. Compliance is considered a significant
barrier to HAART roll out efforts in sub-Saharan Africa (Harries et al, 2001; Popp
et al, 2002). Existing studies regarding adherence in Africa limit their scope to
reporting adherence rates and at times population-level risk factors for non-
adherence. The desperately needed qualitative research into the behavioral

reasons for patient non-adherence is lacking (Gill et al, 2005).
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A considerable amount of research has addressed the lack of uptake of PMTCT
interventions, however very little data is available regarding treatment of these
women postpartum, including reasons for poor access, acceptance and adherence
to HAART (Fehr et al, 2005; Gill et al, 2005). Very few publications on the topic
of the reasons for poor postpartum HAART acceptance were found using the
combinations of the selected keywords referred to above. This illustrates the
paucity of information on the topic. The role of HIV/AIDS stigma, fear of
serostatus disclosure, confidentiality, HAART knowledge, PMTCT programmes
and programme staff in a woman’s decision to accept and continue HAART have
not been determined. In addition, a male perspective on this problem of low
HAART acceptance is unknown. This is valuable information, considering the
pivotal role (described above) that male partners play in a woman’s decision to
partake in and continue HAART. This information will be used to provide
recommendations so that changes in PMTCT-Plus programmes can be made,
making postpartum HAART more accessible to mothers, thereby increasing

HAART uptake and maternal survival.

1.3.3 Background
1.3.3.1 Uganda

Uganda has been hailed an international AIDS “success story” in light of the
declining national HIV sero-prevalence announced in 1995. The decline in HIV
prevalence can be attributed to Yoweri Museveni’s strong political commitment
to tackling the disease, following his rise to power in 1986. First recognized in
Uganda in 1982, the HIV/AIDS epidemic spread rapidly throughout the country,
reaching its peak in 1990-1992. During this period, Uganda was thought to
possess the highest HIV prevalence rates on the continent, afflicting 30% of
pregnant women in the major urban centers (Kilian, 2002). In response to this
overwhelming disease burden, a rigorous HIV/AIDS campaign was launched.

Under the support of both governmental and non-governmental organizations,
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programmes were developed that focused on institutional capacity building,
public education for behavioral change, sexually transmitted diseases (STD)
management, safe blood transfusion services as well as care and support for

people with HIV/AIDS(Kilian, 2002).
1.3.3.2 Kabarole district

Kabarole District in Western Uganda, has benefited from programmes such as
those described above. Kabarole is subdivided into three smaller districts: new
Kabarole, Kyenjojo and Kamwenge. Together, these three districts have a
combined population of just under a million, an estimated 20,000 of which are
pregnant women (Kilian, 2002). Kabarole, Kyenjojo and Kamwenge falls under
the project area of “Basic health services, Western Uganda”, which provides
PMTCT services in antenatal clinics (Kilian, 2002). First Supported by the GTZ,
PMTCT-Plus programmes have been established in five hospitals and antenatal
clinics throughout the district. These clinics are attended by 13,000 women, of

which an estimated 8% are HIV infected (Kilian, 2002).

Although Kabarole District’s PMTCT-Plus programme was initially run by GTZ,
the programme was gradually handed over to the Ugandan Ministry of Health
(MOH) and the Joint Centre for Clinical Research (JCRC). By 2005, the
complete transition of the PMTCT-Plus programme from GTZ to the MOH and

JCRC, who are now fully responsible for the programme, was achieved.

Most PMTCT-PIus clients in Kabarole District rely on public transport to access
health care services. There are various different modes of transportation in
Kabarole District. In remote rural areas with limited accessibility by roads,
choices for transportation are limited. Residents in these areas usually must walk
to more populated areas with better roads to catch public transportation. Boda-
bodas, motorcycles that can be hired to carry a passenger or two, are the most
abundant mode of transportation and can usually be found in more rural areas. On
more well used routes, such as major roads, highways or market centres, group

taxis and special hire (private taxis) are available. The cheapest mode of
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transportation are group taxis, followed by the boda-boda and special hire taxi.
Transportation cost from rural areas can be quite expensive ranging from 5,000 to
10,000 Ugandan Shillings (approximately $3.00- $6.50 CDN) for a return visit.
This represents a significant portion of a household’s income, as the national
monthly household expenditure in Uganda, according to a 2000 estimate was

9,711 USh (Uganda Country Report)

1.4. Study Design

1.4.1 Purpose of the Study

The purpose of this study was to describe barriers to accessing and accepting life-
saving HAART by HIV positive mothers enrolled in Kabarole’s PMTCT-Plus
programmes. The objective is to provide a comprehensive understanding of
mothers’ reasons for not accepting or continuing HAART so that
recommendations can be made to improve postpartum treatment uptake in

Kabarole’s PMTCT-Plus programme.

1.4.2 Research Questions
The following questions will be addressed by this study:

1. What are the barriers to accessing, accepting and continuing postpartum

HAART among mothers enrolled in Kabarole’s PMTCT programme?
2. What is the level of HAART knowledge among these mothers?

3. What are these women’s experiences with the existing PMTCT- Plus

programme?

4. What are men’s views about the low uptake of free postpartum HAART

by mothers?
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1.4.3 Conceptual Framework:

Health does not exist in a vacuum, but is influenced by a variety of factors. Evan
and Stoddart’s “Health Field Model” (1990), is a framework that takes into
account the multiple determinants that affect health at the community level.
These include: the Social and Physical Environment, Genetic Endowment, Health
Care, Prosperity, Disease and Individual Response (Figure 1.1). Unlike the
Biomedical model, which describes health simply as the absence of disease, the
Health Field Model includes a more comprehensive model of health,

incorporating the concept of Well Being and Function.

From this model, it can be assumed that health and health behaviors are subject an
array of internal and external forces. This model encompasses the broader
environmental components such as the physical environment, social environment,
individual and health care factors that affect patients in their decision to access
treatment. It 1s therefore important to consider these factors and their roles in

shaping health behaviors such as starting, adhering to and continuing HAART.

FIGURE 2 : A model of the determinants of health. Evans RG, Stoddart GL. Producing
health, consuming health care. Soc Sci Med. 1990;31:1347~1363.
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The Health Field model was used to guide this study and aid in the understanding
of aspects that influence women’s decisions to take HAART. The various
constituents included in the Health Field model, such as environmental, social,
physical, health care and individual factors were taken into consideration when
conducting the literature review and brainstorming the topic list for interview
participants. This allowed a comprehensive literature review and topic list to be

achieved.
1.5 Methods
1.5.1 The Research Team and Training

The research team included individuals from Canada and Uganda, possessing a
range of different backgrounds. Each member was able to provide invaluable

insights, suggestions and skills that enhanced this study.

Members of the Canadian supervisory committee included Dr. Walter Kipp;
International Health and Cam Wild; Health Promotion and socio-behavioral
health science. They provided constant support and critical insight into the design,

implementation, analysis and presentation of this study.

Community Based ARV (CB- ARV) project staff were imperative to the success
of this study as the resources and support staff were for the most part supplied by
this organization. Having supervised numerous student research endeavors in the
past enabled the CB-ARYV staff to assist in selecting the most appropriate research
assistants for the study. CB-ARV’s project manager, Tom Rubaale, acted as the
field supervisor, overseeing the study. Study activities were also approved and

supervised by Kabarole District’s Officer of Health.

Selection of research assistants (RAs) were made under the recommendations of
the CB-ARYV manager. Criteria for selection included: previous research
experience, knowledge of the topic, person-ability and an excellent command of

both English and Rutoroo. Two RAs were hired for data collection and an
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additional five were selected to carry out transcription and translation of

documents.

Training of interview RAs commenced shortly after hiring. The Canadian
investigator (Katherine Duff) provided the RAs with the proposal and Topic List
drafts as well as additional information about HIV/AIDS, PMTCT-Plus and
HAART. These were read in together in their entirety. Discussion and questions
surrounding the study objectives followed to ensure that a thorough understanding
of the project was achieved. The draft topic lists were read as a group, the purpose
and rationale behind each question was discussed. This detailed topic list
examination with Ugandan natives was ﬁelpful in developing the most
linguistically and culturally appropriate topic list for the study. Proposed
modifications and suggestions were approved by the Field Supervisor before

alterations were finalized.

RAs were trained in data collection and qualitative interviewing techniques.
These included: gaining entry, establishing rapport, the process of obtaining
informed consent, protecting participant confidentiality, interview methods such
as administering semi-structured topic lists, probing and responding to questions.
RAs were also trained in the use of recording and transcribing equipment and
software. Mock interviews were held, with the primary investigator acting as the
interviewee. This exercise was repeated until the Canadian investigator was
satisfied with the interviewers’ technique. Pre-testing of the topic list was
employed on several CB-ARV employees and Fort Portal locals. Adjustments
were made based on feedback received, to assure that the topic list was as

straightforward, applicable, lucid and as culturally appropriate as it could be.

The five RAs responsible for transcription and translation of documents were also
provided with study information and familiarized with the study and topic list.
The Canadian investigator trained transcribers in the use of transcription software
and desired format of transcripts. The primary investigator supervised multiple
transcriptions to ensure interviews were transcribed verbatim and in the correct
format. All five RAs were responsible for transcription, and only two were
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involved in the translation of topic lists and interviews. Two of the transcribers
possessed previous experience transcribing and translating interviews. These two
most experienced RAs were employed for translation of documents. This number
of translators was kept to a minimum to ensure accuracy of translation and to

reduce variability between transcripts.

1.5.2 Data Collection:
1.5.2.1 PMTCT-Plus Clientele Participant Recruitment

Participants for the interviews and FGDs with mothers were identified using
Buhinga’s GTZ PMTCT-Plus records. Clients on the GTZ PMTCT-Plus list were
separated into four categories: those taking HAART, those who never enrolled,
those who enrolled and never returned and defaulters. These four groups were
separated into Urban and Rural residents. Participants were randomly selected
within each group. This was done by assigning each participant a number,
generating a list of random numbers using excel, and choosing the participant
corresponding to each random number on the list, starting at the beginning. If a
participant could not be found, the participant whose number corresponded to the
next random number on the list was selected. A former employee of the PMTCT-
Plus programme located and recruited participants in their homes using the
addresses indicated on the register. Employing a former PMTCT-Plus worker
served to protect the client’s confidentiality. The Canadian investigator did not
assist in recruitment, to avoid attracting attention towards the potential
interviewee. Recruitment was performed in the most discreet manner, usually
during the morning when the woman’s partner was less likely to be around. This
was done to avoid drawing attention towards the potential participant, in case she
had not yet disclosed her status to her partner, friends or family. Once located,
participants were taken aside, informed of the study and invited to participate.
Upon acceptance, a date, time and place for the interview was organized.

Interviewees were informed that they would be reimbursed for transport costs
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related to participation in the study. It is important to note that there was a high
acceptance rate to take part in the study. Only two out of the 52 women who were
invited to the interviewed declined the offer. Most of the interviews were
conducted in a private room at Buhinga hospital, however, if requested,

interviews were administered in the participants’ homes.

Recruitment proved to be one of the greatest challenges in carrying out this
study. The addresses were often outdated, incorrect or incomplete. Participants
residing in urban areas were the most difficult to locate, as most rent and are only
transient residents. Those participants residing in rural areas seemed to relocate
less frequently and were therefore easier to trace. The initial design specified that
participants be stratified by residence in urban and rural locations. This was
challenging, as the majority of women dropping out of the program resided in
rural areas and those residing in urban areas were often impossible to locate. For
these reasons, obtaining comparable numbers of urban and rural participants was
problematic. Although participants’ residences were documented throughout the
study, the selection and separation of participants according to residence was

abandoned.

Participants who were feeling physically unwell were not excluded for the study,
as this would have represented a bias in participant selection. Of the women who
were selected and contacted for recruitment, only one was found to feel too
unwell to be interviewed (suffering from malaria) at the time of initial contact.
This participant was inteﬁiewed two weeks later, after she had recovered from

her illness.

1.5.2.2 Exclusion Criteria

Participants aged 18 or younger were excluded from the study. Participants who
were involved in in-depth interviews were also excluded from Focus Group

Discussions (FGDs) that were carried out later on in the study. The aim of this
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exclusion criterion was to obtain a range of perspectives on the issue of poor

postpartum HAART access and acceptance.

1.5.2.3 In-Depth Interviews

The nature of a research question indicates the most appropriate methods to
answer the query at hand. Since the research questions attempt to address the
question “why” rather than “how much” or “how many”, it seemed most

appropriate that qualitative methods be employed.

In-depth interviews with clients were the first to be conducted. In-depth
interviews were deemed the most appropriate method in this context, especially
considering the sensitive nature of the topic. Respondents may be more
comfortable sharing information regarding their status and personal life to one
interviewer as opposed to a group. The one-on-one nature of in-depth-interviews
also allows for probing so that a deeper understanding of each informant’s
situation can be attained. This is less likely to be achieved when FGDs are

utilized.
In depth Interviews- Interview Questions

Interview questions administered to all participants stemmed from findings in the
literature pertaining to factors contributing to poor uptake of basic PMTCT
services and HAART in Africa. These include: HAART kndwledge, experience
with the PMTCT-Plus programme and programme staff, health care decision-
making, disease state, and the effects of HIV/AIDS stigma; i.e. fear of loss of
confidentiality and serostatus disclosure/spousal communication. Additional
questions were added to topic lists administered to the defaulters and mothers
taking HAART. These included: experiences taking HAART, for example,
whether or not they experienced side effects, how long they’ve been
taking/defaulting HAART, how many times they had defaulted HAART and

reasons for defaulting.
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The format for interviews were semi-structured, with the majority of the questions
being open ended. Open questions are ideal for this type of study, as it allows the
participant to provide an elaborate, detailed response (Morse and Field, 1995).
Any closed ended questions were followed by probing questions so that a more
detailed response could be provided. Probing questions were also asked if
clarification or further information on a particular response was desired. No
specific approach to questioning was taken, such as the pyramid or funnel
approach, however the questions were organized in a manner the Canadian

mvestigator thought to be logical.

The participants were recruited and interviewed until saturation was achieved.
Saturation is the point whereby no new information, ideas or concepts emerge
from the data (Morse and Field, 1995). The final numbers of interviews conducted
were: 17 with Mothers that never enrolled; two with mothers that enrolled and
never returned for HAART; 15 with mothers that defaulted treatment and 12 with
mothers taking treatment. The number of participants within the list that could be
located also limited the number of participants interviewed. For instance, within
the group of mothers that enrolled and never returned for HAART only two of the
eight participants could be located, due to outdated addresses or relocation of

participants.

1.5.2.4 Female Focus Group Discussions

One FGD with PMTCT-Plus clients was held subsequent to the completion of in-
depth interviews. These included women who had defaulted, and those who had
never enrolled. These respondents were selected from the PMTCT-Plus register
and recruited in the same manner as in-depth interview participants were. Women
who participated in in-depth interviews were not invited to partake in the FGD.
The purpose of recruiting different respondents allowed a greater breadth on the

topic of low access and acceptance of HAART to be obtained. Questions asked
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in the FGD were modified from the original in-depth interview topic list, focusing

on topics that previous interview participants had identified as important.

The social dynamic of FGDs allows the participants to interact and is a method to
extract attitudes, perceptions, knowledge and experience about the topic being
discussed (Kitzinger, 1995). This interaction between participants may also elicit
information distinct from that obtained in interview. Kitzinger (1995) and Ulin et
al (2002) both expressed that observing the types of social interactions and
exchanges that occur during FGDs is important in understanding social and
cultural norms, values and beliefs. Considering the context of differing social,
cultural and linguistic differences in which the primary investigator is carrying
out this study, FGDs seemed to be the most logical method to use. FGDs also
served to complement and enhance the information obtained from in-depth

Iinterviews.

The female focus group included seven participants, five of whom had defaulted
treatment and two that never enrolled. The FGD was held in a private room in the
out-patient’s department of the hospital. FGDs began with an icebreaker activity
in which each person introduced themselves. This exercise was an attempt to
make the participants more comfortable with one another so that they could speak
without reservation. The FGD lasted for about 2 hours followed by a one hour

question period.

1.5.2.5 Male Focus Group Discussions

Four Male FGDs were held, two in urban locations and two in rural locations.
Convenient sampling was used to recruit participants. In each case, the Local
Council I (LCI) Chairperson was informed of the study, and he/she gathered
seven to ten participants to be involved in the study. The LCI typically provided a
quiet interview space, usually in their homes, to avoid noise interference and

interruptions.
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Participants for the Male FGDs were selected by convenient sampling from both
urban and rural areas. Inclusion criteria for the FGDs will be males between the
ages of 18 to 45. As with the Female interviewees, participants were fully briefed
on the study prior to enrollment. FGDs were conducted in a quiet, private location

where interviews could be carried out without interruption.

Topics discussed in the male FGD were derived from the in-depth interviews.
Male/partner-related reasons for not taking HAART that were identified in the in-
depth interviews were incorporated into the topic list so that these issues could be
explored from a male point of view. The topic list (Appendix XIV) included
knowledge of HIV and HAART, testing, HIV Sero-status disclosure among
partners, social support and men’s views and speculations on reasons for low

uptake of free HAART by mothers.
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1.5.2.6 Participant Remuneration

Research participants were not paid for participation in the study. This was done
to prevent a level of expectation which may lead to contamination of future
studies. Participants were however reimbursed for any transport costs associated
with involvement in the study. If interviews were conducted in the informant’s
homes no remuneration was offered. Small souvenir gifts such as Canadian pens,
pads of paper or soap and matches were presented as a token of the appreciation

for involvement in the study.
1.5.2.7 Impact of the Study

Study impacts began during the process of data collection. Throughout the initial
stages of participant recruitment, PMTCT-Plus client records were updated and
corrected as clients lost to follow up were located. Missing, incorrect or outdates
information regarding clients addresses, treatment and survival status were

corrected.

Following each interview and FGD session, participants were provided with the
opportunity to raise any questions or concerns they had regarding treatment with a
clinical officer. Most patients were issued an appointment or were visited in
person by their physician to discuss the possibility of starting or restarting
treatment. A number or respondents were enrolled and restarted on HAART as a
result of these meetings. Some PMTCT-Plus clients also took the opportunity of
paid return transport to consult health care workers regarding other ailments. A

handful of respondents brought their children to be tested for HIV.

Participant’s concerns and suggestions regarding the services received at the
yellow house were raised at a staff meeting at Buhinga’s HIV/AIDS clinic so that
services could be improved. In addition to this, several transcript excerpts

containing comments relevant to service delivery were provided to the hospital’s
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medical superintendent by CB-ARV project manager. Hopefully this information

will be used to improve provider-patient interaction and service delivery.

The Male FGDs also served to increase HIV/AIDS and HAART knowledge
among participants involved. All FGD sessions were followed by question
periods in which respondents were able to voice any questions or concerns they
had about HIV/AIDS or HAART. It seemed that villagers found these sessions
both important and informative, as sessions lasted between one and two hours,
and many respondent expressed appreciation for being involved in the study.
Villagers were encouraged to test for HIV and were provided with contact

information of a clinical officer if any additional questions or concerns arose.

A copy of study results and recommendations will be compiled and submitted to
Buhinga and Virika hospitals. Hopefully, this information and recommendations
may be used to improve service delivery and uptake of HAART by PMTCT-Plus

clients in the district.
1.5.2.8 Data Recording

In-depth interviews and FGDs were carried out in Rutoroo by two RAs. If English
was preferred, the interview was conducted in English by the Canadian
invéstigator. Most of the interviews and all of the FGDs were attended by the
Canadian investigator. Throughout the interviews, the Canadian investigator was
responsible for taking field notes, ensuring recording equipment was functioning
properly, providing direction to the.research assistant and answering any

questions posed by the interviewee or research assistant.

One digital and one manual tape recorder were used simultaneously in each
interview. This measure was taken so that a copy of the interview would be
available if one of the devices were to malfunction. Spare batteries were also kept

on hand.

Some technical difficulties were experienced during the data-recording process.

The loud noise created by rains falling on tin roofs was almost unavoidable. This
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proved to cause significant interference in recording, making conversation
undecipherable and/or inaudible. In most cases, the recorder was turned off and
restarted once the rain had subsided, but due to the unpredictable lengths of rain
sessions, sometimes interviews had to be continued despite persisting rainfall.
Three interviews were discarded due to rainfall interference resulting in
inaudibility of the interviews. Another technical difficulty included the length of
the tapes used in the manual tape recorder. Most interviews and all FGDs had a
duration longer than the one and a half hours that the manual tape could hold.
This led to some gaps in transcripts between pausing and switching tapes. Since
the digital recorder recorded simultaneously, the problem of running out of tape

was insignificant.
1.5.3 Methodological Rigor

The most commonly used criteria for assessing methodological rigor in qualitative
studies as described by Lincoln and Guba (1985) are: 1) truth value or credibility,
2) applicability, 3) consistency and 4) neutrality. Im et al.(2004) suggests that
research conducted in cross cultural settings are presented with a slew of

concepts and phenomenon such as cultural, language, sociopolitical, religious,
practical and historical issues that are unlike those in usual research settings. For
this reason, a special set of criteria should be used in assessing methodological
rigor in cross cultural settings. Evaluation criteria identified by Im et al.”s (2004)
literature review of rigor in cross cultural research include: 1) cultural

relevance, referring to whether the research addresses the population’s>issues and
interests (Meleis, 1999); 2) contextuality, whether sufficient understanding of the
research context exists; 3) appropriateness, concerning whether or not
communication styles, conceptualizations and the translation process are
“applicable in the research setting (Elder, 2003); 4) mutual respect, recognizing
the value of participants views, values, beliefs and eliminating any hierarchies

that may exist between researcher and participant (Elder, 2003); and finally 5)
flexibility, which refers to whether the researcher was flexible regarding language

and time use (Meleis, 1999).
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Measures were taken to fulfill each criteria used to assess methodological rigor.
Prior to the onset of the study, a literature review was conducted regarding the
topic of poor acceptance of free HAART, primarily in sub-Saharan Africa.
Committee members and students who had previously lived and conducted
research in Kabarole shared their experiences and perceptions of Kabarole with
the Canadian investigator. Upon arrival in Uganda, staff of the Institute of Public
Health at Makarere University and the Fort Portal-based field supervisor
examined the study design, providing suggestions to yield a more appropriate
study design. Examples of changes made include; the wording of topic lists, more
appropriate and discreet methods of recruitment, and interviewing in participants
homes rather than solely in the hospital. Living, working and interacting with the
Fort Portal community enhanced the researcher’s understanding of the culture and
context in which the research was being conducted. Incorporating male
perspectives on the topic of poor postpartum acceptance of HAART through
FGDs served to provide a holistic view of the topic and enrich the investigator’s

knowledge of the research context.

Throughout the development and implementation of this study, communication
with Dr. Moses, who was the doctor in charge of the former GTZ-Run PMTCT-
Plus program. Dr. Ali Moses was familiar with the workings of the program and
was well acquainted with the PMTCT-Plus clients chosen to participate in the
study. The support of this research by a local doctor assured us that this study
topic was relevant to Kabarole’s residents and that they would benefit from the
findings of this study. Furthermore, copies of the study results were requested by
the medical superintendents of both Buhinga and Virika hospitals, so that
improvements in service delivery can be made. Study participants benefited
directly by participating in the study. Following interview and FGD sessions,
respondents were presented with the opportunity to raise any questions or
concerns they had surrounding HAART with a clinical officer. Any
misconceptions they expressed were clarified during this period. Many of the
interview participants were started or restarted on HAART subsequent to the
interviews.
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The issue of linguistic appropriateness was tackled by employing Fort Portal
locals to conduct interviews in Rutoroo and translate them into English. Topic
Lists and transcripts were back-translated to ensure accuracy of translation.
Interview questions were pre-tested by various locals for comprehension and
cultural appropriateness. Throughout the study, the Canadian investigator
referred to the field supervisor, CB-ARYV staff and RAs to explain and elaborate
on the meanings of phrases, behaviours and/or practices observed from a Ugandan
perspective. Communication styles between the Canadian investigator and
participants improved over time as insight into the intricacies of the Ugandan

culture and lifestyle were developed.

The utmost effort was made to ensure that interview participants felt comfortable
and were treated with respect. The Canadian investigator was careful not to
impose any of her values or beliefs on the interview participants. Respondents
were informed that they could speak freely and any insights provided were
valuable. The Canadian investigator carefully listened to and considered all the

information and suggestions offered by interviewees.

Flexibility regarding time and language were applied to the fullest extent.
Interviews were conducted at times and places specified or agreed to by the
participant. Missed appointments were rescheduled. The span of the four months
allotted for research allowed flexibility within that time to arrange as many
interviews as necessary. Interview languages were dictated by the interviewees.
Between the Canadian investigator, data collection RAs and translators, English,
Rutoroo, Swahili and Baganda were spoken fluently. All four of these languages
were utilized over the course of this study, depending on how the interview
participant thought she/he could communicate most effectively. Both English and
Rutoroo topic lists were brought to interviews. Although most interviews and
FGDs were conducted in Rutoroo, there were two participants, one in the female
FGD and one in an in-depth interview that were not proficient in either English or
Rutoroo. For these two participants, the English versions were translated into

Swahili and Baganda so that the respondent could answer the questions. If it was
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found that the translations did not portray the true meaning of the intended
questions, the interview was discarded. One in-depth interview (conducted in

Baganda) was discarded for this reason.

1.5.4 Verification

Verification of the data was ongoing throughout the interview process. The
Canadian investigator ensured that leading questions, which would force
verification, were not asked. Leading questions implies the answer or includes the
information the interviewee is looking for. The interview questions were designed
to be open ended, so that the interviewee could respond freely without prompting
from the interviewer. The respondents’ answers were often repeated back by the
interviewer to be validated by the respondent. Probing was utilized to elucidate
and expand on any unclear responses from participants. This measure guaranteed
the participant’s responses were not misinterpreted. In addition, an audit trail was
constructed over the course of the study, which includes information from field
notes and memos regarding changes to the topic list as well as the principle

investigator’s personal views and perceptions of the ongoing study.

Verification during the transcription and translation process included: The
comparison of Rutoroo transcripts to the original audio-recording to ensure
transcription accuracy and the comparison of Rutoroo transcripts to English
transcripts by a different translator to evaluate accuracy in translation. Any
differences were identified and corrected. Ambiguous or culture-specific terms
and phrases were double checked with the interviewer, transcriber and translator
to make sure that the meaning of the respondent’s original statement was

maintained.

Verification during the data analysis was conducted. A colleague independently
coded interview transcripts. Transcripts were compared for agreement in codes
and categories. Codes would be added or removed based on the outcome of this

exercise. Theoretical verification was conducted, whereby the related literature
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was reviewed for similar findings. Such a search demonstrates how the study
findings fit into the existing body of knowledge on the topic (Morse & Field,
1995).

1.5.5 Limitations

The participants chosen for this study were drawn from Buhinga’s GTZ PMTCT-
Plus register. Given that the responses from these individuals are embedded in
the context of Kabarole district and in particular, Buhinga’s PMTCT-Plus
programme, this study’s findings may not be applicable to PMTCT-Plus clients
elsewhere. This is an anticipated restriction of a qualitative study wherein a

specific population and environment is being examined.

The sensitive nature of the topics discussed may give rise to limitations, one of
which is “social desirability bias”. Social desirability bias is “A bias in self-report
instruments created when participants have a tendency to misrepresent their
opinions in the direction of answers consistent with prevailing social norms”
(Polit & Beck, 2004 p.284). This may have occurred more frequently during
FGDs, as there are more people listening to and judging the respondent. FGD
dynamics also give rise to the “negative effect”, wherein participants may
withhold or alter responses that may conflict with the group’s general view
(Kitzinger, 1995). This negative effect might have been observed during the male
FGDs. For example, in the first FGD, when asked if they’d heard about HAART,
the majority of the participants indicated that they had, following the first few
positive responses by participants. In the second interview however, the first two
respondents indicated they’d never heard about HAART. This was followed by
several other respondents to express they also had never heard about the drug.
This may represent a genuine discrepancy in HAART knowledge between the two
FGDs or could be a result of the negative effect, whereby non-conforming

responses were silenced.
Several unavoidable limitations arose due to the cross-cultural nature of this

study. One of these limitations was the “Mzungu effect”. The Canadian
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investigator attended all interviews and FGDs. The presence of a foreigner may
have brought about distrust or discomfort in the informants thus altering or
impeding free response. In addition to this limitation, the delicate nature of the
discussion topic may have served to restrain honest, uninhibited dialog.
Employing in-country researchers as interviewers, conducting icebreaking
exercises and carrying out interviews in participant-chosen locations were
attempts to make the respondent feel as relaxed as possible. The presence of a
foreigner may also have been a limitation in that respondents may have overstated

their poverty, hoping for financial assistance from the Canadian investigator.

The RA/interviewee interaction and consequent level of mutual comprehensible
communication was potentially compromised in some situations. This is a natural
circumstance in any language between two people but, in this case, because the
principal investigator did not speak the interviewing language and could
potentially miss the level of comfort and flow in discussion, she might have been
unaware of an incidence of miscommunication, which was subsequently not
shared afterwards by the RA. This potential miscommunication is therefore a
potential limitation. However, the principle investigator was always present, was
raised in an environment of different cultures and different languages and was
therefore sensitized to the body language and intonations in communications
between two people which increased her likelihood of picking up on any sign of

this potential limitation and dealing with it.

Language posed as a substantial barrier and may represent a limitation to this
study. Documents were translated and transcribed multiple times. This could lead
to a loss of meaning and/or misinterpretation of the data. Various measures were
taken to alleviate this problem such as the pre-testing and altering topic lists,
cross-checking transcripts, spot-checking translations and back translation of
topic lists and other documents. It cannot be guaranteed, however that all

language-barrier limitations were eliminated.
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The selection bias typically associated with hospital-based studies applies as a
limitation to this study as well. Respondents were recruited off the GTZ PMTCT-
Plus client list. This cohort of women represents those within the district who
possess the characteristics, motivation and resources to access health care services
in the first place. The characteristics of these participants may differ from other
women in the district who did not attend the hospital during their pregnancy,
accept testing and return for their HIV test results. For this reason, the barriers to
accessing and accepting treatment among this group cannot be generalized to the

entire female population of Kabarole district.

Male Focus Group Discussion participants were recruited in a different manner
than interview participants. This difference in recruitment strategies represents a
potential limitation because the perceptions expressed by these men may not
necessarily be consistent with the perceptions held by the spouses of the PMTCT-
Plus client interviewed. In an effort to mediate this limitation, men were sampled
from the areas from which most respondents resided. This recruitment strategy is
based on the assumptio'n that those living in the same area have similar access to
HIV/AIDS and HAART information and therefore will posses similar perceptions
on the topic of low postpartum HAART uptake. Although it would have been
ideal to recruit the partners of interview participants, this was avoided to protect

fernale participant’s confidentiality and safety.

The final limitation is generalizability. The context of this study are Buhinga
hospital-specific and study participants represent a specific cross-section of health
care users. The data generated from this study therefore may not be generalizable

to other settings.
1.5.6 Ethical Considerations

Biomedical ethics provides principles to evaluate research. Ethics principles
typically cover respect for persons, beneficence and justice (MJ Ahn et al, 2003).
Various measures were taken to abide by biomedical ethics principles so that

ethical soundness could be achieved.
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Ethical clearance for this study was first received from the University of Alberta’s
Health Research Ethics Board (Panel B) at the University of Alberta. Upon
arrival in Uganda, final approval was granted by the National Council for Science
and Technology in Kampala and the District Director of Health Services (Dr.
Okech) in Kabarole District, Uganda.

Ethical merit embraces respect for the integrity, privacy, safety and human rights
of research subjects (Benatar, SR, 2001). It is for this reason that special

consideration was put towards protecting and embracing these values.

The recruitment of participants by a healthcare worker from Buhinga hospital
ensured that the participants’ confidentiality was maintained within the health
care setting. Interview locations were also chosen with the informant’s privacy in
mind. The criteria for choosing interview locations were: accessibility,
discreetness and privacy. Interview locations chosen were places where
interviews could be conducted discreetly, without interruption. Alternative
locations were used when specified by the participant. The majority of interviews
and female FGDs were carried out in a private room in Buhinga hospital. Other
interviews were conducted in particpants’ homes, when requested. All of the Male

FGDs were carried out in areas agreed to by participants, usually a private room

in the LC1’s home.

Prior to commencement of in-depth interviews and FGDs, participants were
informed of the nature, purpose and objectives of the study so that consent could
be sought. Marshall (2001) documented language and cultural barriers as one of
the many pitfalls researchers face when obtaining informed consent. In order to
address the issue of language and cultural barriers and effectively communicate
the details and requirements of the study, a local RA carried out the procedure of
informed consent in Rutoroo. The Canadian investigator assured that the
informants fully understood that participation was voluntary and that they could
withhold response or withdraw from the study at any time. Respondents’
signatures indicated an agreement to partake in the study. Informants who were

illiterate were asked to provide a thumb-print in the signature space in lieu of a
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written autograph. Interviews were commenced only after informed consent had

been received.

Study participants’ privacy was protected by allotting each respondent a number,
as the data was collected. The numbers corresponding to the participants were
used as a substitute for the individual’s name and will be used in all works that
ensue. Names will be excluded in all reports, presentations and documents
resulting from this study. A record of participants’ names and their corresponding
numbers has been kept by the principle investigator, however will not be revealed
to anyone other than the primary investigator, Dr. Walter Kipp. Access to
confidential data will be restricted to the Canadian and principle investigator.

This data was locked safely in a filing cabinet in Uganda and will remain there for

duration of five years, after which it will be destroyed.

The sensitive nature of the topics discussed demanded that social support could be
offered, in the case that the interviewing process may distress the respondent.

The principle supervisor and RA were available for immediate support and the
contact information of a social worker was kept on hand for referral. Fortunately,

there was no need for the use of these measures over the course of this study.

1.6 Data Analysis

Data Analysis followed methods outlined by Rothe (2000). This began with an
overall surface reading of the transcribed data. This phase of data analysis was
ongoing; overall surface readings were performed within 72 hours of the receipt
of the English transcripts. Any recurring concepts or ideas emerging from the data
were noted. Once all of the English transcripts had been received, each interview
was read line by line and categorized. Categories are labels given to similar ideas
or concepts expressed in the data. Once a category code was developed, a
definition of the code as well as a description of how to recognize it was
documented (Boyatzis, 1998). A master list of all the categories and their

respective definitions were then compiled. Following a compilation of a
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category list, the response frequency of all participants for each category was
tallied. This exercise provided the Canadian investigator with an idea of the

categories and themes which the informants may find most prominent.

Once a list of categories was compiled, a category framework was assembled,

which matched quotations from the data set with their corresponding categories.

Initially, there were 23 categories. These 23 categories were then collapsed into
12 categories. Further grouping and reorganization of these categories into
overarching themes followed. The 12 categories were grouped based on

similarities in concepts into five themes.
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CHAPTER TWO: RESULTS

The following section describes the results derived from the in-depth interviews,
and focus group discussions as well as findings from the FGDs with men. Data
analysis from the female in-depth interviews and FGDs resulted in the creation of
12 categories and five subcategories falling under five major themes. The major
themes are: Economics, Health Care Services, HIV/AIDS and HAART
knowledge, Social Environment and lastly, Patient physical health and disease
state. Instances often arose whereby a concept could easily fit in one
category/theme or another. In these cases, concepts were categorized in way that
the Canadian investigator thought most suitable. The themes and categories are

outlined below:

1) Economics
Clinic visit-related costs
- Treatment related costs
2) Health Care Services
Experiences with the Programme Staff

PMTCT-Plus programme services
3) HIV/AIDS and HAART knowledge
Patient HAART Knowledge and Beliefs

Sources of HAART knowledge

Misconceptions

34

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



4) Social Environment
HIV/AIDS Stigma
- Non-disclosure
- Fear of Relationship Disruption
-Views of PLWHA
Social Support
Women and Powerlessness
- Health Care Seeking Decision making
- Home and work responsibilities
5) Patient Physical Health and Disease State
Experience of side effects

Asymptomatic state/ feeling healthy

These and categories describe the contextual realities that influence this study’s
participants’ decisions to start or continue their life—sa\;ing HAART treatment.
The categories and themes induced from the data support Evan and Stoddart’s
Model of Health (Evans and Stoddart, 1990) that indicate a variety of contextual
factors such as Physical, Social, Health Care and Personal influence health.

Explication of this study’s results will begin with a brief description of the

PMTCT-Plus clients enrolled in this study.
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2.1 Description of Study Participants

As previously mentioned, four groups of PMTCT-Plus clients were interviewed:
1) Those that never enrolled for free HAART, 2) enrolled but never began
treatment, 3) defaulters as well as 4) patients currently taking HAART.
Respondents were asked to provide some of their socio-demographic information
such as their age, marital status, occupation, residence, number of children and
their husband's status. An general description of participants' socio-demographics

is provided below. -

Group One: Never enrolled for treatment

A total of 17 clients that were found to be eligible but never enrolled for free
HAART were interviewed. Participants’ ages ranged from 19-49 years, the

average age of interview participants being 30 years of age.

The majority (12/17) of participants were married and currently cohabitating with
their partners. One participant was single and the remainder were widowed. Most
husbands/partners had been tested for HIV, either together with her partner or
secretly. Four of the respondents’ husbands refused testing, and two were known
to have tested secretly. Of those partners known to be tested, nine were found to
be HIV positive and two were reportedly found to be HIV negative. Of the nine
HIV+ partners, only one was taking HAART.

All but one of the participants had children, the number of children ranged from
one to eight. Roughly half of these children were tested for HIV and one was
found to be HIV positive and on HAART.

Peasant farming was cited by all participants as their primary occupation.

Respondents’ partners were more likely to hold a job outside of farming. Seven
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of the respondents’ partners were described as working as a mechanic, business
man, teacher, soldier and herdsmen. The remainder of partners worked at home as

peasant farmers.

Women'’s education level were as follows: four participants having never attended
school; two respondents had studied up to secondary one and three (equivalent to
grades eight and ten), two respondents held a P7 (grade seven equivalent)
education and the remainder held a P6 (grade six equivalent) or less. Women’s

partners generally tended to possess an equivalent or higher level of education.

Most participants (12/17) hailed from various rural areas on average an estimated
10 kms away from the hospital. Other respondents lived in urban areas, three of
whom lived in the Fort Portal municipality, within walking distance of Buhinga

hospital.

Group Two : Enrolled and Never Returned

Only two participants (Respondent #21 and #22) interviewed had enrolled and
never began treatment. These women were aged 27 and 45 years of age. Their
education levels are PS5 and P7 respectively and they both work at home as
peasant farmers with their spouses. Both respondents were married, however only
one partner was known to be tested and found HIV negative. Participants #21 and

#22 had seven and six children each, none of which were diagnosed HIV positive.
Group Three: Defaulted HAART

14 clients that had defaulted HAART were interviewed. Some respondents’ ages
ranged from 27 to 39 years. The ages of defaulters were slightly higher than those

that had never enrolled for treatment.

Only six of the 14 defaulters were married. Five of the respondents were single
and three were widowers. Only five of the respondents were cohabitating with

their partners. Of the six married respondents, five stated that their partners had
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tested for HIV/AIDS and one claimed her husband had refused testing. The last
respondent was unsure whether or not her husband had tested for HIV. Three of
the five tested were HIV positive, but were not taking HAART. As in group one,
most participants had children. Two respondents had HIV+ children who were
both on HAART. The most common occupation cited by respondents was
peasant farming. Only two women held non-farming jobs such as owning a retail

shop and selling shoes.

The education level among defaulters ranged from none to S4 (grade 11
equivalent). Four of the women had no formal education, six had P3-5 and two
had reached S3 and S4 (equivalent of grade 10 and 11). As in group one, the
majority of participants lived in rural areas, between 5 to 18 kilometers away.

Only one respondent resided in an urban area, 11 kilometers from the hospital.

Respondents were also asked how many times they had defaulted HAART and
the length of each defaulting period. Eight respondents had defaulted once and
never returned for treatment. The time elapsed since these respondents had last
taken HAART ranged from two months to over a year. Two participants
explained that they had defaulted several times before restarting treatment. One
participant had defaulted over three times and was now on the last line of
treatment. Four participants confessed to having defaulted only once before
returning on treatment. The length of these treatment abscondments ranged from

one month to a year.

Group Four: PMTCT-Plus Clients Taking HAART

Twelve clients currently taking HAART who had never defaulted treatment were
interviewed. The ages of these respondents were typically older than clients that

had never enrolled or defaulted treatment.
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The greater part (10/12) of group four respondents were urbanites, living in
relatively close proximity to the hospital. Most urban respondents described the

distance between their homes and Buhinga to be between two and six kilometers.

Unlike the participants not taking treatment, most respondents in group four were
not married. Of the 12 participants interviewed, five were married, three were
widowed, one was separated, one was engaged and two were single. Of the
married respondents only two claimed to be currently cohabitating with their

partner.

Spousal testing among these participants was high with four of the five clients’
spouses having been tested for HIV. The four clients’ partners that tested positive
were not taking HAART at the time of the interview. Similar to the other groups
interviewed, most respondents stated having from one to six children. None of

these clients’ children that were tested had been diagnosed with HIV.

The education level of group four participants seemed to be similar to the other
groups, with one having no education, one with S3 (grade 10 equivalent) and the
remainder having attained primary education ranging from P2 to P7 (grade two-
seven equivalent). Again, most respondents claimed to be peasant farmers. Four
stated having other jobs such as owning a kiosk, working in police administration,

making and selling crafts and working as politician.

2.2 Household Economics

Poverty was the prevailing backdrop for the greater part of the PMTCT-Plus
clientele that were interviewed during this study. Poverty often dictated patients'
ability to access and adhere to HAART. Scarcity of financial resources needed to
take HAART were mentioned by the vast majority of women who were
interviewed, including those who never enrolled, enrolled and never returned,

defaulted as well as women currently taking HAART. Only three of the 46
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women interviewed claimed that HAART-related costs were not an impediment

to taking treatment.

The majority of the interview participants sustained their livelihoods exclusively
or primarily through peasant farming. Many women explained that as peasant
farmers they were reliant on their crops for money. Any excess crop not
consumed by the household was sold to generate income. Dependence on garden
harvests means that cash flow is subject to the seasonality and productivity of the
crops being grown. Poor garden productivity often leads to a lack of funds
available to put towards treatment-related costs. Many respondents mentioned that
their crops were barely enough to sustain their families alone, and very little
surplus was generated. The following quotation demonstrates a peasant farmer's

reliance on her crop for treatment-related costs:

For me I try to dig and plant dodo and other vegetables but this is where I also
get food and they are not even enough and if I sell cabbages at 100 Shillings (6
cents CDN) it will not fetch enough to bring me here and go back home.
Therefore I saw that I could not manage to keep coming.

(FFGD R8-Defaulted HAART)

Having cash is often rare for these farmers and difficult to come by, especially for
those who do not possess livestock that can be easily liquidated or a formal job
paying a salary. This lack of cash represents a major challenge in undertaking

clinic visits as expressed below:

“What [caused me to default HAART] was poverty in our homes. You don’t have
a goat, you don’t have a cow, you don’t have a chicken and you don’t have a job,
then where does one get money for coming here to collect drugs and then going
back home?” (Defaulted HAART- R6 FFGD)

The above quotations illustrate the economic context in which many of the
PMTCT-Plus clientele live, providing insight into some of the financial

challenges faced that impact their decisions to start and continue HAART.
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Financial constraints manifested every facet of these women’s treatment seeking

health care decisions as will be expounded below.

2.2.1 Hospital visit related costs: Transport Costs

Although HAART itself is provided free of charge, the hospital excursion
required to obtain the drug remains costly. High transport costs were the most
commonly cited barrier to taking treatment and was mentioned by all four groups
interviewed. Only nine out of the 46 women interviewed claimed that transport
costs did not represent a challenge to taking treatment. HAART patients are
required to frequent the hospital regularly, especially during the early phases of
treatment. When just beginning HAART, patients are obliged to make monthly
visits to the hospital to collect their drugs and meet with their physician. Monthly
visits are scheduled so that the physician can assess adherence, compatibility and
the effectiveness of the HAART in the patient. After this initial period, patients
are only required to attend the hospital every second month, and undergo two
CD4 tests per year. The high transport costs associated with hospital visits
represented a significant burden and barrier to treatment. This is especially true
for the majority of clients, who live in distant rural communities, where transport
was often unavoidable, unavailable and costly. Most of the PMTCT-Plus clients
described transport costs to and from the clinic for check-ups, follow-ups and
refills as a major barrier to taking treatment. The following quote illustrates the

predicament of excessively high transport costs:

“Sir, [transport] is a hindrance. It is too much for a normal village person. I am
Jjobless so it is difficult for me to get money so I could even spend a whole year
without getting treatment”. (R17- Never Enrolled)

This statement suggests that the anticipated difficulty in obtaining transport
money for clinic visits deters women from returning to enroll in the free HAART

program. This sentiment was shared by many of the participants interviewed.
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Lack of transport money was commonly cited as a barrier to taking treatment as

well as a reason for defaulting treatment:

“[The reason I defaulted was] the transport issue. Sometimes the transport
money would not be enough and I would miss coming so I would feel like if I miss
one month, then I should completely give up on HAART”. ( R31- Defaulted
HAART)

“.... We sold almost all of the property and I continued with my drugs but
afterwards I failed to come back because of transportation. We had sold most of
the things at home and I saw if I continued selling them, then there would be
nothing left for the children in case we died. I had to stop [HAART].” (Defaulter
R48-27)

Many of the women interviewed, especially those not taking treatment resided in
rural areas up to 30 kms away. The average distance to Buhinga hospital from
participants’ homes was approximately 10kms. In an effort to save money,
many clients would walk the long distances to the clinic to pick up their drugs or
meet appointments. Respondent 32 recounts sometimes walking the ten

kilometers from her home to the clinic:

“Sometimes I will walk most of the way and sometimes I will get a boda boda all

the way. It depends on how weak I am feeling. But to go to and [from] on a boda
to my house it costs 6,000 shillings ($3.89 CDN). Sometimes if I have no money I
will walk all of the way” (R32-Defaulted HAART)

Unfortunately, when the clients are feeling physically unwell they are unfit to

walk the long distances to the hospital where the drugs are dispensed:

“ Sometimes if I don’t have the money I will walk, but at the times when I am
feeling sick and weak, those times I cannot walk to the hospital.” (R51-Taking
HAART)

The above citations illustrate the common barrier of high transport costs that
hinder patients from accessing HAART. Transport is not the sole cost incurred by
clinic visits. Other logistical costs associated with taking HAART medication and

other clinic-visit related costs are divulged below.
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2.2.2 Hospital visit-related costs: Purchased meals

The MOH/JCRC-run HIV/AIDS clinic at Buhinga hospital experiences a high
patient load and severe staffing shortages that result in unavoidable congestion
and long wait times lasting up to a day or longer. Due to wait times of four to five
hours on average, patients must factor in the cost of purchased meals during this
period. The necessity of purchasing meals was expressed primarily among women
who had experiences with the new MOH programme; that is clients who were

taking and had defaulted treatment.

“The total transport cost is 6,000 (33.89CDN). If you add the cost of lunch to
that, the total is about 10,000 (36.50). That’s why I decided to first rest on the
drugs”. (R29-DefaultedHAART)

*“ Sometimes [the problem is] the transport. Secondly, when you come up there
and you don’t have lunch in your pocket, you are hungry”. R36- Taking HAART

The extra cost of purchased meals increases the financial encumbrance associated
with clinic visits that act as a barrier to accessing and accepting treatment. The
long wait times at the MOH clinic also resulted in other additional costs such as
spending the night in Fort Portal as well as the indirect costs of missing work and

leaving the children at home.

2.2.3 Spending the night

Several respondents that were taking or had taken HAART mentioned that visits
to Buhinga often meant spending the night in Fort Portal, thus adding to the
already high clinic-visit costs. The PMTCT-Plus clients explained that long wait
times indirectly forced them to stay in Fort Portal for the night. After waiting a

day and not receiving the attention or treatment sought, a handful of patients
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explained that they were forced to spend the night in Fort Portal and return to the
hospital the next day:

’

“... I'waited until six in the evening and had to spend a night at a friend’s home.’
(R29-Defaulted HAART)

Overnight stays were a product of the long wait times at the clinic, especially
among those who lived in distant villages. Long wait times often caused patients
to miss their ride home, as there is a limited availability of transport in the

evenings.

“Sometimes we would leave the clinic at six in the evening and for those of us
who were coming from far we would go back complaining because transport in
the evenings would be very hard. There are even those who would come from
Kamwenge and they even had to ask for transfers”. (R29- Defaulted HAART)

“... When you are delayed at the clinic you find the cars already left and there you
get problems”. (R3-Defaulted HAART)

Lack of transport availability at night-time sometimes forced patients to overnight

in Fort Portal before returning home.

2.2.4 Missing work — Lost wages

As mentioned above, the majority of women interviewed were peasant farmers,
and therefore did not directly associate hospital visits with the financial loss of
missing work. There were, however, five out of the 46 interviewed had other jobs.

One of these women related long hospital visits with missing time at work:

Since I am a business lady I always feel like I would miss out on customers
because when you come to the clinic you wait so long”.(R31-Defaulted HAART)

Excursions to the hospital can also mean leaving children behind. It was
anticipated that the interviewees would express leaving children behind and

associated babysitting fees as a cost, however this response did not surface. Most
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respondents explained that children were left with family members or neighbors,

but did not mention any charges associated with this favor.

In Hardon et al.’s 2006 study, user fees and CD4 tests charges were cited as a
financial barrier to adhering to treatment. This was not the case in Buhinga
hospital where CD4 testing and other user fees are provided free of charge to

PMTCT-Plus clients.

2.2.5 Proposed solutions to overcome Hospital visit-related costs:

Hospital-visit related costs, as illustrated by the above citations, were found to be
the greatest barriers to accessing and adhering to treatment for all clients
interviewed. For many respondents, it represented the primary obstacles to taking
HAART. Several PMTCT- Plus clients mentioned various solutions to
overcoming the financial barriers to taking HAART. These include: the provision
of or assistance with transportation fees, decentralization of services and

decreasing the frequency of required hospital visits.
Assistance with Transportation Costs:

Many of the participants inquired about or suggested that transportation
remuneration be provided for to patients by governmental or other sources. This
question emphasizes the significance of transport costs as a barrier to treatment.

Two of the following citations communicate this suggestion:

“I would like to ask if the government can help people who have no transport by
providing transport for them.” (R34- Defaulted HAART)

“...and again ask if they [the government] can give us any other kind of help. At
least transport apart from free drugs.” (R50- Taking HAART)
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Decentralization of Services:

Another suggested solution to the problem of high transportation costs was made
by several women who had defaulted treatment. Both informants proposed that

HAART be made more accessible by bringing them to nearby clinics.

“At least bring the drugs to the health units in our villages then we don’t have to
spend a lot of money which we don’t even have”. (R48-Defaulted HAART)

“For us who have defaulted because of lack of transport, is there any possibility
for us to be assisted with transport or if not, can these drugs be brought near our

homes for some of us coming from far so that we can resume taking these drugs?”
(R22- Defauited HAART)

Decrease Frequency of Clinic Visits:

An additional recommendation made by a participant to mitigate the barrier of
long distances and high trénsport costs was to reduce the number of required
hospital visits. Decreasing the frequency of visits from monthly to once every
two or three months would lessen the overall cost for transportation to the

hospital.

* It would make it easier [if I could retrieve my drugs every two months] because
transport is very high and since I don’t have money, it is hard for me to come
monthly. If it were a couple of months before I come back, I maybe could
manage.” (R31-Defaulted HAART)

“[The health care staff] really help me but I wanted the doctor to give me drugs
for two months but he said it is not possible.” (R50-Taking HAART)

2.2.6 Treatment-Related Costs : Nutritional Requirements

During the early stages of treatment, HAART patients often experience increased
appetite in response to the body’s need for extra nutrition as it recovers lost
weight and strength. It is therefore important for patients to consume healthful
foods such as fruit, leafy green vegetables, meat, eggs, milk and fruit juices

during this period. Many of the HAART patients interviewed mentioned that
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acquiring nutritious foods while on treatment was a challenge. The recommended
foods are typically quite expensive and can be unaffordable to most village

people.

“Food is the most difficult to get. And sometimes it’s even very hard to get money
for sugar, but apart from lack of food and drinks, taking HAART is not a
problem.” (R27-Defaulted HAART)

“... They told us to eat well. Eat fish, milk, green vegetable and eggs but then
what I can afford is what I eat. I think [ understood [what I was told to eat]. It’s
only poverty. If I had money I would buy all they told us to eat.”

(R50-Defaulted HAART)

Although failure to obtain and consume nutritious foods was referred to as a
challenge to taking HAART, it was rarely cited as the reason for defaulting
treatment. Most respondents explained that they ate the type of foods that were
available to them. Many commented that they continued consuming the types of

foods they had been eating prior to beginning treatment.

“I've been eating the food I can manage to get and I am now fine. That cannot
stop me. I will continue taking the drugs and eating the food that I can manage to
get.” (R52-Taking HAART)

Several participants suggested that provision of food to HAART patients by the
government could alleviate the challenge of maintaining a healthy diet. The GTZ
programme that had dispensed food to PMTCT-Plus clients was often referred to

by the clients as an ideal and beneficial:

“I only ask the government and the GTZ project to again help us like they did at
first by giving us food.” (R42-Defaulted HAART)

2.2.7 Economic dependence

A shortage of funds to pay for treatment costs was a common theme emerging

from the interviews, as demonstrated above. In addition to this, many of the
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married and/or cohabitating respondents expressed that it was their partners who
either provided or controlled these resources. This may be due to cultural factors
or the fact that the men, more often than their partners possessed jobs outside of
subsistence farming that paid in cash. Many of the clients were dependent on their

partners for any money needed for treatment-related costs:

“I don’t earn anything. We are all looking to my husband. Sometimes he sells a
bunch or two of matooke and from that little money we can buy salt and any other
needs”. (R29-Defaulted HAART)

In the case of such financial reliance, any expenditure, including treatment-related
costs, must first be authorized. This financial dependency influenced a number of
clients’ decisions to start and continue HAART. In the case of the following
client, the fear of losing economic support resulting from abandonment was the
reason she withheld her status from her partner and eventually defaulted

treatment.

“The reason why 1 didn't tell my husband is that I feared he was going to say that
I am the one who has brought the disease and this would have not helped me at
all. He would have stopped buying food and drinks and that is why I decided to
keep quiet and I used to take my drugs secretly. Because if I told him he would
have stopped all forms of assistance to me and maybe would have even sent me
away from his home.” (FFGD R6- Defaulted HAART)

Another respondent stated that she was unable to obtain transport money from her

husband, thus preventing her from coming to the clinic:

“... the man cannot give me money; he would rather use it to drink. He says that
he doesn’t have money, even when you are sick.” (R16-Never enrolled)

The above quotations indicate that economic dependence of some PMTCT-Plus

clients on their partners limits their control over treatment-seeking decisions and

ability to begin and adhere to HAART.
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2.3 Health Care Services

In exploring the reasons for poor access and acceptance of HAART, it is
important that an understanding of patients’ experiences of the health care
services is achieved. This information will be valuable in providing
recommendations to improve the quality of services. As previously mentioned,
the PMTCT-Plus programme was initially run by the GTZ from 2003 until 2005.
As the PMTCT-Plus programme was handed over to the MOH and Joint Clinical
Research Centre (JCRC)-run clinic, clients taking HAART were gradually
transferred to the MOH/JCRC- HIV/AIDS clinic, also known as the “Yellow
House”. Most patients that had defaulted HAART had gained familiarity with the
Yellow House services whereas those that never enrolled, and enrolled but never
returned had only been exposed to the GTZ-run programme. Clients were
therefore questioned about both GTZ and Yellow house services during the
interviews. It was found that clients' experiences with the respective programmes

were vastly dissimilar.

2.3.1 Conveniences of Services

2.3.1.1 Distance to Buhinga hospital

The PMTCT-Plus and HIV/AIDS programmes in Buhinga are situated in
Kabarole District’s largest town, Fort Portal. Many of the PMTCT-Plus clients
were found to reside in rural areas quite a distance from Fort Portal. Generally,
those clients taking treatment resided in urban areas, within Fort Portal
municipality, whereas those that never enrolled and defaulted treatment tended to
live further away in rural areas. The distances between the clients' homes ranged
from two to 30 miles. PMTCT-Plus clients explained that these distances were
traveled either by foot, public transportation or a combination of both. Those
traveling on foot claimed to walk for up to four hours to receive medical attention
and/or treatment. Long distances to the hospital were frequently referred to as a

challenge and barrier to starting and continuing HAART treatment.
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“It is hard to come this far. This is the reason that I defaulted.” (R34- Defaulted

HAART)

The problems associated with long distance to Buhinga included difficulty

walking far distances and high transport costs:

“My biggest problem is the problem of too much money and the far
distance. ”(R21- Defaulted HAART)

The barrier of treatment-related costs which includes high transportation costs are

~ addressed in the Economics section above.

2.3.1.2 Hospital Hours

The hours of operation for Buhinga hospital are 10am to 4pm. Participants were
asked whether or not Buhinga hospital was open at times that were convenient for
them, and how this influenced their decision to visit the hospital. All but one of
the participants indicated that the hospital was open at hours that were convenient
to them. The hospital's operation hours were not described as an impediment to

accessing or accepting HAART.

2.3.2 German Agency for Technical Cooperation (GTZ) Health Care

Services

All the participants interviewed had attended the GTZ-clinic at some point during
their treatment, either to enroll, meet a physician or pick up drugs. To explore
clients' views and experiences with the PMTCT-Plus programme health care

services, respondents were asked to comment on various features of the services
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such as wait times, perceived efficiency and quality of care, counseling and their
impressions/relationships with staff. Overall, the respondents provided positive
feedback regarding almost all aspects of the services received. The GTZ services
were seldom identified as the reason for not returning to enroll in the free

treatment program.

2.3.2.1 Waiting times

Inquiry was made into the length of typical waiting periods at the GTZ-clinic.
Most interviewees responded that the time was short. Rarely was a numeric
estimate of wait times offered by the interviewees. Further probing of the
respondents showed that patients' wait times ranged from ten minutes to six hours,
with most patients stating an average wait time between one and two hours. This
waiting period was considered to be insignificant and was not cited as a barrier to

taking treatment.

“We used to delay for some few, few minutes; we never used to wait for a long
time.” (R33- Defaulted HAART)

“We would not wait for long. You would come they attend you and then you
, would go back home. (R 41- Taking HAART)

Only two of the 46 women interviewed described the wait times at the GTZ clinic

as lengthy.

2.3.2.2 Experiences with German Agency for Technical Cooperation (GTZ)

Staff

The one-on-one interviews revealed that most patients were extremely satisfied
with their interactions with the GTZ staff. Most patients described that they had
positive encounters with these health care employees. The respondents often
commented that they were impressed by the personability of the staff. Many
described receiving a warm welcome and being treated respectfully by the health

care workers.
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“It was really good, because whenever I would come they [the GTZ staff] would
welcome me as their patients and they gave me the treatment that I needed”.
(R42- Defaulted HAART)

These positive interactions with the staff seemed to have nourished a sense of
closeness and trust towards the health care staff among the patients. This trust was
reflected in the fact that all clients stated that they had faith that the staff would

maintain their HIV status confidentiality.

“I know he/she [GTZ doctor] will keep it [a secret] because nurses and doctors
see a lot of things but they don’t reveal anything.” (R8- Never enrolled for
HAART)

The patients interviewed also demonstrated a high sense of trust in the
competency of the staff. When asked how knowledgeable they felt the staff to be,
all interviewees responded that they felt that the staff knew what they were doing.

“ They [the GTZ staff] know their work. They give me the treatment and I am
now better than how I was before I started on the drugs”. (R5- Never enrolled
for HAART)

As stated above, patients generally had positive experiences with the GTZ
services and staff. For the most part, the GTZ programme staff were not identified
as the reason for failure to enroll or continue HAART. This however was not the
case for all the clients interviewed. Six of the 46 clients recalled having negative
experiences with some of the staff. Two of these six women failed to return for
HAART due to this poor treatment. The reasons provided for rejecting and/or
putting off treatment included being neglected or mistreated when their regular

doctor was unavailable.

“I've been coming and finding very many people and when [Dr. A is] not there I
fail to get somebody to tell my problems. (R15-Never enrolled for HAART)

“Men doctors are welcoming and might talk to you kindly but nurses are not. For
example one time I came asking for [Dr. A], one of them asked me rudely that:
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“hey, do you belong to us here?” I replied and said “Yes I belong here!” After
experiencing this I decided to go away!” (R13- Never enrolled for HAART)

Similar instances of neglect and poor treatment by programme staff were echoed

by respondent recounting their experiences with yellow house services.

2.3.3 Yellow House Services

PMTCT-Plus clients taking and defaulting HAART were asked to describe their
experiences with the yellow house services and staff. Overall, clients expressed
less satisfaction with the services received at the yellow house compared to the
GTZ clinic. While there were some patients who were satisfied with the services
provided, most had complaints regarding the services and staff. Complaints of
negative experiences with the clinic include: long waiting times, poor treatment

by health care staff, missing files as well as procedural issues.

2.3.3.1 Yellow house waiting times

The most common complaint made by all respondents regarding Yellow House
(YH) services was that of excessive wait times. The complaint of long wait times
was made by defaulters and clients taking treatment alike. The interview data
indicate wait times to range from two hours to over a day. The interview
responses suggest the average wait time in the YH to be approximately four to
five hours. Long wait times were a major challenge and in some cases a deterrent

to taking treatment:

I

We wait so long that I get tired. It makes it difficult to come back that we have
to wait again in that long line up.” (R43-Taking HAART)

“I also decided to leave the drugs. You can imagine somebody standing in queue
going for drugs, you are feeling dizzy, you suffer from morning up to the evening
and you end up not even receiving the drugs, for me that is what failed me.”
(FFGD R7-Defaulted HAART)
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Long wait times were cited by many as a reason for missing doses and defaulting
treatment. Frustrated by lengthy wait times and failure to receive drugs after

waiting the entire day, many patients returned home without their HAART:

“The reason why I stopped taking my drugs is because [ would sometimes come
and the services at the clinic wouldn’t be good. We would spend the whole day at
the clinic and you don’t even see the nurse and you even end up not getting the
drugs and you go back home empty handed. [ waited so long and no one was
giving me the drugs. I decided to go home.”( R20-Defaulted HAART)

Other more persistent clients recounted spending the night in town and returning
to the clinic the next day to see the doctor and receive their monthly HAART
dosage. Prolonged wait times emerged as a prominent concern in terms of patient
satisfaction and barriers to HAART. Throughout the study, participants referred
to several situational, procedural and organizational issues that may contribute to

these long wait times.

The total number of staff employed at the yellow house is 12, consisting of two
doctors, four clinical officers, one site adherence officer, three nurses and two
volunteer counselors. These 12 staff members are responsible for providing care
to approximately 10,700 patients that attend the clinic. It is obvious that the YH
suffers a severe man-power shortage which makes attending to all the patients a
daily struggle. This fact was acknowledged in the following participant’s

mnterview:

“Here we never used to wait for so long, but up there (yellow house) we walit for
so long. Don’t you see I've packed food? (laughs) We are very many patients. I
cannot start blaming the doctors and nurses.” (R50- Taking HAART)

In addition to the lack of staff to attend to patients, problems of disorganization
within the clinic surfaced. Misplaced or lost files were found to cause delays in
the clinic as well as frustration and confusion on the part of the client. The
problem of missing patient files was mentioned by five of the 24 YH clients, and

even led to a respondent’s decision to terminate HAART treatment.
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“...they told me my file was lost and I waited until six in the evening and had to
spend a night at a friend’s home... [the reason I defaulted treatment is] the
reason I told you earlier that it’s the problem of my file getting lost”. (R29-
Defaulted HAART)

As shown above, missing files was one reason contributing to the long wait times.
Several clients also raised objections regarding procedures for picking up
HAART at the clinic, claiming that it was inefficient and time-consuming.
Participant #25 explained that patients who come to the clinic in the early
mornings are first counseled as a group about HAART and HIV/AIDS prevention.
Being that she had taken HAART for some time and had been educated about
HAART and HIV/AIDS, she found the counseling was a waste of time and

redundant:

“I had to wait from 1lam to three pm. They first have to counsel you about the
drugs. But I told them that even if I am not counseled about the drugs, 1 know
them. But they still insist that you have to first attend the counseling sessions.”
(R25- Defaulted HAART)

This point was raised by only one other participant who was taking treatment. The
greater part of those interviewed claimed that the group counseling sessions were

beneficial in building their understanding about HIV/AIDS and HAART.

Participants also mentioned that having to line up in two separate queues
increased wait times. They explained that patients are required to consult with a
physician prior to receiving treatment during their monthly visits. This entails

both lining up to see the physician and to collect their month's HAART dosage.

“After registration you go to the doctor and the doctor prescribes the drugs for
you and then you join the line to go and get your drugs. Sometimes it can be
three hours up to even six hours. I come at eight and sometimes I can leave at
four.”(R 32-Defaulted HAART)

While these long wait times are a nuisance and to some an immense disincentive
to taking treatment, many women stated that enduring the long times was an
unavoidable necessity. Considering the life-saving effect of HAART, many
women explained that even the grueling length of waiting times was not enough

to prevent them from obtaining their drugs.
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“No [wait times] cannot [affect me]. I have to wait, even other people wait. It’s
me who wants the drugs for the betterment of my life. I will always wait or even
try to come as early as possible so that I have a chance to be chosen earlier and
not to wait as long”. (R52- Taking HAART)

“No, I can come back [for treatment]; we just have to be patient. We are used to
being patient until we get the drugs”. (R38- Taking HAART)

Reiterating what has been argued in the above section, the issue of long wait-
times was identified as a major contributor to patient dissatisfaction, suboptimal

adherence and to some, represented a barrier to continuing treatment.

2.3.3.2 Experiences with the Yellow house Staff

Interviewees were asked to share their experiences with the YH staff. The topic
list and manner of questioning regarding the YH staff were identical to those
concerning the GTZ clinic staff. The study yielded both positive and negative
reviews of the YH staff. Eleven out of the 24 women that had interacted with the
YH stated that their experiences were positive; five out of 24 said they hadn’t had
enough interaction to provide an answer whereas eight of 24 recounted having

had negative experiences.

As with the review of the GTZ staff, most respondents demonstrated a high level
of trust with regards to the health care staff’s ability to keep their HIV status

confidential.

“... Those ones at the Yellow house, I know they can keep secrets because they
are my friends, even if we meet on the way they can know me as their patient
[laughs].” (R35- Taking HAART)

Respondents' remarks also illustrated a strong sense of trust in the staff's

knowledge and abilities. Patients' comments rarely suggested that they questioned

the staff’s abilities, judgments or recommendations:

“Yes [the health care staff are knowledgeable], they know their work. Who am I
to start challenging them?” (R41- Taking HAART)
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The above quotation was typical of the responses received when asked about their
perception of the health care worker’s knowledge. This type of answer illustrates
the high level of trust and respect that the clients hold for their providers. These
women’s interviews showed that PMTCT-Plus clients also expect and appreciate
a certain degree of respect in return. Feeling welcomed and respected by the
health care staff emerged as an important theme when discussing the quality of
clients' interactions with clinic staff. When asked to describe their reiationship
and/or experiences with the health care workers, clients would generally remark

on how welcomed and respected they felt by the staft:

“The nurses welcome you as well as their patients. In fact I haven’t had any
problems. It’s now six months since I've started getting drugs from [the yellow
house] but I have to tell you I haven’t gotten any problems. (R44- Taking
HAART)

This response is indicative of the 11/24 women that expressed satisfaction with
their experiences with the YH staff. There were however, a few women who
were discontented with their YH staff encounters. For some, these negative

experiences represented a challenge and barrier to continuing treatment.

Poor communication by staff

The most frequent comblaint was that some staff were disrespectful and rude to
their clients. Participant #29 recalls a disturbing exchange with a staff member

when sharing her ailments and requesting a drug change:

“I explained to the nurse about the first dose they had given me that it had strong
side effects on me and that I hadn’t completed the dose. I told her that after taking
the tablets I would vomit to the extent of even failing to move out of the house and
even my heart beats faster and my tongue swells. I told her that if possible she
should change the drugs for me. She refused and told me that if I don’t want to
take the drugs I should go back home and die.” (R29- Defaulted HAART)
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Another participant compares treatment by the staff in both GTZ and YH clinics,

expressing disappointment with her experiences with the YH staft:

“The [GTZ staff] wouldn’t shout at you in the midst of other patients as these
[YH staff] do, they say “did I give you AIDS?” it is so hurting.” (R23-Taking
HAART)

Despite the poor treatment and humiliation resulting from the episode described
above, participant #23 continued to return to the clinic for HAART. Some clients
are not as tolerant of disrespectful treatment and indicated that it either

contributed or directly led to their decision to default treatment.

“I told you [the reason I defaulted was that] people [staff] at the clinic are very
rough.” (R24- Defaulted HAART)

i

‘... what I am requesting for is that when [the hospital] are giving us these
counselors they should select those counselors who are kind to the patients so that
he/she can listen to the patients’ ailments but not the type of counselors who are
very rude and they bark at patients without caring for them. When somebody
talks to you in a rude way, even when you are thinking about starting to take
drugs you put the idea aside.”(FFGD RS- Defaulted HAART)

The above citations demonstrate that empathy and sound communication skills on
the part of the staff are important in ensuring that patients remain on treatment.
Poor communication and treatment by the staff caused four of the fourteen
women interviewed to discontinue their drugs. Another deterrent to taking

HAART was neglect of patients by staff.

Staff favoritism and Patient neglect

Neglect by the staff was yet another difficulty encountered by the patients at the
YH. This problem of being neglected was mentioned by a greater proportion of
defaulters than those who were taking treatment. Staff members playing favorites
contributed to the issue of neglect of some patients. Respondents explained that
some staff members would cater to friends and acquaintances prior to those whom

they did not know, regardless of how long each patient had been waiting. As a
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result of this favoritism, some patients would fail to receive medical attention and

treatment:

“There is one problem I have noticed, when you come here and you are not
known to anybody, you can end up going home without receiving drugs”. (R31-
Defaulted HAART)

“... For example you could come early in the morning and you see they have
picked someone who has just come. When you try to tell [them] “Ah, I've been
here first” they can [yell] back at you saying “Ah, you both come to the hospital,
you think she is not a patient like you? Let me first work on this person and then I
work on you”. They don’t know how to talk to patients.” (R25- Defaulted
HAART)

Participant #25 had defaulted as a result of failure to receive attention on two
consecutive occasions. She explained that because she did not know any of the
staff personally, she was ignored. Participant #25 received treatment on the next
visit, when she returned after learning a former GTZ nurse that knew her was

working on that day.

Participant #44 recalled a similar situation. Being a stranger to the health care
workers present at the hospital during her visit, she was continuously referred to

other staff members and in the end failed to receive care.

“[The staff] confused me. I talked to one doctor, he said go to the other one, [I
went] to the other doctor and he says go to the other one. So they were really
confusing me... How can I say it, they were taking patients to be [like] a ball to be
thrown around.” (R 44-Taking HAART)

This act of favoring patients by some staff members increased wait times among
certain patients and can lead to failure to receive, adhere and continue treatment.
Four of the 14 defaulters claimed that patient favoritism by staff and susequent

failure to receive treatment contributed to their decision to terminate treatment.

It is evident that the manner in which staff treat patients is influential in one’s
decision to take HAART. Poor treatment by staft can represent the tipping point

leading to a patient’s decision to default treatment, whether temporarily or
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permanently. Conversely, as was stated by participant one in the female focus
group discussion, respectful treatment by staff may promote optimal HAART

adherence.

“The way [GTZ staff] served us with kindness, with no discrimination and
knowing about how it is for someone suffering from this disease. They understand
our problem, even when someone comes to the clinic very disappointed, but [the
staff’s] loving kindness brings somebody back to normal life, so we are
encouraged to go on.” (FFGD R1- Defaulted HAART)

2.4 SOCIAL ENVIRONMENT

2.4.1 HIV/AIDS Stigma

People living with HIV/AIDS (PLWHA) all over the globe have been known to
suffer stigmatization by their communities. To elucidate the degree HIV/AIDS
stigma and its effect on women’s decision to take HAART, a variety of questions
pertaining to the topic were addressed. Respondents were inquired about their
community’s view of HIV/AIDS, HAART and how this affects their ability to
take treatment. Responses were mixed, suggesting that a shift in the

communities’ view of HIV/AIDS, PLWHA and HAART is underway.

2.4.1.1 Community view of HIV/AIDS and People Living with HIV/AIDS

As mentioned above, various perceptions on the community’s view of HIV/AIDS
and PLWHA were presented. Although almost all of the participants indicated
that there were people in their communities who gossip about PLWHA, some also
acknowledged the fact that there were others who did not discriminate against or

mind people living with HIV/AIDS:

“People in the villages no longer talk about people with AIDS now a days. They
consider it to be like any other disease and have accepted to live with it, and
assume that everybody has it.” (R 17-Never enrolled for HAART)

This sentiment is encouraging as it shows that progress has been made in
decreasing HIV/AIDS stigma. However, the interview data shows that
HIV/AIDS stigma persists, and is quite prevalent throughout communities. The
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majority of Respondents expressed that community members frequently gossip

about people living with HIV/AIDS:

“You see in the villages when people know you are HIV positive they start talking
about you and even your friends can abandon you”. (R49 -Never enrolled for
HAART)

“Some people make fun of AIDS patients and laugh at them and despise them”.
(R5- Taking HAART)

Apart from being gossiped about, some respondents claim that they were
discriminated against. The following participants explain that they are regarded as
already being dead by friends, family and community members since their
positive HIV diagnosis.

“ When [Health care staff] test you and they find you HIV positive and you go
and tell your people at home [family and friends], yes they sympathize with you
but at the same times they start looking at you as a problem in the home that is
why you see us suffering. Because they know that you are not going to get cured

and they say that why should they assist someone who is sick and moreover who
is going to die at any time.” (FFGD R6- Defaulted HAART)

“[The community] looks at [PLWHA] as people who are dying tomorrow and are
less important for the nation. ”(R31-Defaulted HAART)

Respondents were also asked to provide insight into their community’s view of
HAART patients. Similar to the above sentiment, participants suggested that some
community members view PLWHA as dead despite the fact that they were taking

treatment:

“Some people laugh at us saying though we swallow the drugs we shall die.”
(R51- Taking HAART)

Not all respondents claimed that members of their communities felt this way, and

explained that some do see HAART as being beneficial:

“Those who don’t understand say that even though HAART patients swallow the
drugs, they will still die. Those who understand know these drugs have been
helpful to the AIDS patients”. (R47-Defaulted HAART)

Three of the of the 46 women interviewed suggested that their community

members viewed HIV+ people taking HAART as wanting to conceal and spread
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their HIV/AIDS infection. An example of a citation expressing this sentiment is

provided below:

“Other people think that those people who start to use HAART do it to hide
themselves so that they can continue infecting others. Some patients do not do

what the doctors instruct them to do. That is what others think about people using
ARVs.” (R1- Never enrolled for HAART)

These are some examples of the feedback provided by informants regarding their
perception of their community’s view of HIV/AIDS, PLWHA and HAART.
Initially, it was predicted that clients taking HAART would present a more
positive view of their community’s perception of HIV/AIDS, PLWHA and
HAART than those who had never enrolled or defaulted. This was not the case,
however as all groups were similar in their variability in responses. Those taking
HAART did not indicate a lesser degree of perceived HIV/AIDS stigmatization in

their communities than those who were not taking HAART.

2.4.1.2 The Influence of Community HIV/AIDS Stigma on HAART patients

Most of the respondents claimed that the community’s view of HIV/AIDS and
PLWHA had no bearing on their decision not to start or continue treatment.
Many interviewees explained that the decision to take the life-saving HAART
was their own and was no-one else’s concern. The phrase used most frequently to

convey this notion was “It’s my life”, as in the following quotations:

“What people think does not hinder me because this life is mine. Let them talk.
I'm not the first one [to have HIV]. ”(R36-Taking HAART)

“Yes, they will find out [that I am HIV+] but I will continue taking my drugs. It’s

all about my life; I don’t care what other people are saying”. (R39-Taking
HAART)

Quotations related to the sentiment “it’s my life”, such as those above were
prevalent throughout most of the interviews. There were however, a few
individuals who were concerned about being identified as HIV+. Out of fear of

being known as HIV positive, some clients undertook secretive behaviors to
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conceal from their communities that they were on HAART. These included

hiding their treatment card and drugs:

“No, I've never seen anyone I know from this end [at the YH]. I try to hide my
card and drugs. How can they know [I'm HIV positive] ? (R23-Taking HAART)

Being that the YH caters specifically to HIV/AIDS patients, any person seen
entering the building is immediately identified as having HIV. This association of
the YH building with HIV/AIDS patients infringed on women’s ability to

maintain their status confidentiality.

“Everyone knows that the yellow house is for HIV patients and if they saw you
going there then they will know that you are HIV positive.” (R42- Taking
HAART)

Another participant mentioned that the long wait times at the clinic was
problematic in that it increased the amount of time for them to be seen in the YH

and spotted by family, friends or community members.

“The wait times should be shorter so that people will not see me in the clinic or if
it could be like before in the out patients clinic then no one will know for which
disease I have come and which drug that I am picking. "(R31-Defaulted HAART)

Due to the fact that being seen in the YH denied patients anonymity regarding
their HIV status, a few women were reluctant to be seen in the building.
Participant #36 shares her encounter with a neighbor whom she had seen during
one of her monthly check ups to obtain HAART. The neighbor was embarrassed
to be seen in the YH and fabricated a story to cover up the fact that she was HIV

positive.

“[My neighbor] never wanted me to know that she has come [to the clinic] for
[HAART] and I knew she had come for the medicine. She said “‘ehhh, [participant
36/ someone had sent me to pick [their] drug, now where do I go?” I said “no,
you go there you take the receipt and then you take the drug”. And I knew it was
for her.”(R36-Taking HAART)

Other patients were more creative in trying to conceal their status from the
community. The following participant explains that she brings her nephew to the
YH with her so that if she is seen, she can tell people that she was escorting her
nephew to pick up his HIV drugs.

63

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



“ ... Ialways go [to the HIV/AIDS clinic] with my brother’s kid in disguise. 1
take the child and if someone asks, I say I am taking the child to pick up his
drugs”. (R23- Defaulted HAART)

Fear of being recognized and labeled as an HIV patient by her community led one
participant to default HAART. Not only was she reluctant to be marked as HIV
positive, she feared that her husband would be identified as having the disease if

her secret became public:

“[If people find out my status] it really worries me. Because when the community
finds out that I am on HAART, they’ll think that my husband is also infected ...
[People finding out my HIV status] are one of the reasons why I stopped taking
my medicine.” (R31-Defaulted HAART)

While there were a few participants who told of going to lengths to hide their HIV
status, many claimed that it was not difficult to hide from their communities the
fact that they were taking HAART. The majority of the women claimed that since
they were able to take the drugs from the privacy of their own homes, the
likelihood of people finding out was negligible. Furthermore, many respondents
explained that even if they were seen taking HAART, people would be unable to

determine for which disease the drug was intended:

“It is not easy to know that someone is taking these drugs. When you are in your
house, can somebody know that you are taking drugs? No.” (R9-Never enrolled
for HAART)

“They can maybe think that I'm swallowing drugs maybe for malaria. They won't
know that I'm sick of AIDS.” (R49-Never enrolled for HAART)

2.4.2 HIV Serostatus Disclosure

The section above describes some women'’s response to their community’s
perception of HIV/AIDS and HAART patients. Although some women claimed to
be fearful of having their HIV diagnosis discovered by their communities, it was
found that the majority of women had disclosed their status to someone. Only
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three of the 52 women interviewed (interviews and FGDs) had kept their
diagnoses to themselves. Most women explain having disclosed their status to
someone whom they trusted, most often these were family members. Some
shared their diagnosis with close friends. Although the majority of informants
indicated sharing their status with another person, a considerable proportion

revealed that they had not disclosed their status to their partners.

2.4.2.1 Non-Disclosure to Partner

Non-disclosure of HIV status to clients’ partners emerged as a major barrier to
accessing HAART. Fear of serostatus disclosure to the respondents’ partners was
cited as an impediment to taking treatment by all groups not taking HAART,
including those who never enrolled, enrolled and never returned and defaulters.
Of the 52 female respondents in both in-depth interviews and Focus Group
Discussions, ten confessed to withholding their diagnosis from their partners.
This did not emerge as a problem among informants taking HAART, as none

reported holding back their status from their partners.

2.4.2.1.1 Partner testing and Non-Disclosure

The interview data suggests that these women are more likely to disclose their
status to partners who have tested for HIV. Of the ten women who did not
disclose their status, eight of their partners had not tested for HIV. The following
quotation illustrates how clients’ partners’ failure to test made serostatus

disclosure a challenge.

“ I did not tell my husband because he refused to go for a check up with me, so I
decided to wait to start the drugs because when I tell him he will say I am the one
who brought the disease.” (R11- Never enrolled for HAART)

This challenge of disclosure stems from men’s refusal to test for HIV, a recurrent
theme that surfaced over the course of this study. Interview participants

described that their partners/husbands adamantly refused to be tested for HIV:
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“On informing [my husband], I also asked him to come and test but he refused,
saying that he is not feeling bad and has no complications so I had to leave him
alone”. (R19-Defaulted HAART)

“I told him that I tested HIV positive and that he should also go and test but he
refused. It was when he got in an accident and was hospitalized that the nurse
kept on counseling him and he accepted.” (R42-Taking HAART)

Having a partner who was not taking HAART also represented a barrier to
treatment among some clients interviewed. During PMTCT-Plus counseling
sessions, women are informed that HAART is more effective if both partners are
ingesting the drug. If only one partner is on HAART, she runs the risk of
becoming re-infected with the HI virus and also reducing the efficacy of drug.
The fact that their partners were not taking HAART caused the following

participants to fail to start and default their treatment:

“ As long as I knew my husband would not accept to come to be tested, I feared to
tell him and 1 realized that using these drugs alone was a wastage of drugs
because I would be taking the drugs and yet my husband is not taking any drugs
so I decided to stop taking them.” (R3-Never enrolled for HAART)

Another respondent said:

[The main reason I am not taking HAART is] because my husband refused to test
and so it would be meaningless for me to take the drugs while he is not; and the
drugs will not work if both of us do not take it. (R 19- Defaulted HAART)

Having a partner that hasn’t tested or is not on HAART represents a barrier to
taking treatment, and can contribute to a woman’s decision to default the drug.
Participant 25 reiterates this point in the following statement, suggesting women

are more likely to take HAART if their husbands are doing the same.

“Some ladies complain that “ah, for me when I tell my husband he says “ah, you
can [take HAART] but for me I will not go there.” Like that. I am encouraging
[husbands] to take HAART because they [women] are likely to take [HAART] if
the husband takes HAART.”(R25-Defaulted HAART)

66

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



2.4.2.1.2 Non Disclosure resulting from Fear of Relationship Disruption:

Further inquiry and probing regarding non-disclosure was performed to elucidate
the reasons for this secrecy. Most respondents explained that they withheld their
status from their partners for fear of the repercussions that may ensue. These

included fear of being blamed, beaten, abandoned and divorced.

Fear of being blamed:

Among those who did not disclose their status, the majority of women conveyed a
concern that disclosure would result in being blamed for contracting the HI virus.
A few participants went on to explain that because they were the first to test, their
partners would assume that they had been unfaithful and had reason to suspect
themselves as being infected. The following citations illustrate this fear of being

blamed for bringing the HI virus:

“I fear that he might say I'm the one who has slept around and brought the
disease. 1 fear he will leave”. (R11- Never enrolled for HAART)

“For me the reason why I did not tell my husband is that I thought that when he
sees me taking the drugs he will say that I am the one who has brought the
disease and he will beat me. I was taking the drugs secretly and thereafter said to
myself how long will I keep hiding the drugs, and I decided to leave the drugs”.
(FFGD RS- Defaulted HAART)

Fear of being blamed emerged as a strong motivator for non-disclosure, as being
blamed was usually paired with other negative outcomes such as being beaten or
abandoned. The fear and anticipation of being blamed described by the
respondents is not unfounded. Data from the male FGD (See section 2.7)
suggests that some men do suspect promiscuous/unfaithful behavior from those

women who have gone for HIV/AIDS testing.
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Fear of Violence:

As alluded to in the above quotation, fear of being beaten or having other violent
acts directed towards them was a deterrent for sharing one’s status with her
partner. Participant five from the focus group discussion identifies the fear of

being beaten as a major deterrent to disclosing status and taking HAART.

“Most men refuse to go for [HIV testing]. When you tell your husband that “I
was checked and found HIV positive, and you should also go for testing” he will
beat you to death. That’s the biggest problem.” (FFGD R5- Defaulted HAART)

Another respondent explains:

“When you as a woman you go and they test you and find you with that disease
and you go and tell your husband he will say that you are the one who has
brought the disease. He will ask you why you have bothered to go and be
checked, you are the one who brought the disease and he ends up killing you.’
(FFGD R1-Defaulted HAART)

y

Fear of Abandonment and/or Divorce:

In addition to fear of being blamed and beaten, women also declared a fear of
abandonment or divorce from their spouse. This fear is not unwarranted, as some
participants have described being abandoned by their partners after disclosing

- their HIV status:

“I told him I was found HIV positive because I was not breastfeeding so he said
he couldn’t stay with me any longer and he left. ”(R38- Taking HAART)

Abandonment and divorce by clients’ spouses following disclosure of their HIV
status was recounted by numerous participants. One participant shared that she
was abandoned by two consecutive partners after making her diagnosis known to
them. Not all participants are abandoned by their partners, as made evident from

the transcript excerpt below:
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“ He told me that “If you are HIV positive, you know I don’t love you”, but he
wanted to confirm whether or not he was infected and afterwards when that child
was also tested and found HIV+, then he accepted to stay with me.” (R7-Never
enrolled for HAART)

The above quotation illustrates the importance of testing among males, in that it
can remove or displace the blame of acquiring HIV that is placed on the woman.
It can, as in the above case, encourage couples to stay together and provide each

other the support needed to deal with the disease.

Fear of Economic Loss:.

The fear of being abandoned and divorced that was mentioned by a handful of
respondents was often associated with a loss of economic support. Many of the
women explained that they rely on their partner/husband for money, food, shelter
and other necessities. Abandonment resulting from disclosure potentially could

deprive them of this source:

“The reason I why I didn’t tell my husband is that I feared he was going to say
that I am the one who has brought the disease and this would not have helped me
at all. He would have stopped buying food and drinks and that is why I decided to
keep quiet and I used to take my drugs secretly. If I had told him he would have
stopped all forms of assistance to me and maybe would have even sent me away
from his home.” (FFGD 6-Defaulted HAART)

The participant above had defaulted treatment out of fear of being discovered by
her husband. Participant eight, referenced below, never returned for treatment for

fear that her husband would learn of her status and leave her to fend for herself

and her child.

“This child was very young and I knew that if I told [my husband] he would run
away from me and leave me suffering with the child. So that is why I fear to tell
him.” (R8- Never enrolled for HAART)

Respondent eight above, presented an interesting case. Although she feared to
disclose her status to her partner, she believed that her husband was aware of her

diagnosis, yet had never confronted her about it.
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“I think he even knows about [my HIV+ status] now, because at first when I came
here when the this child was very young, I told him that they had instructed me
not to breastfeed the child and that you should be giving me money for buying
milk, so even if he does know, he just keeps quiet.”(R8-Never enrolled for
HAART)

This description exemplifies the tremendous sensitivity and difficulty in

discussing HIV/AIDS diagnosis among partners.

Breastfeeding as a form of Disclosure:

The above quotation also demonstrates another point made by two interview
participants during the study. Not practicing breastfeeding is an instant give-away
of one’s status, as breastfeeding is the standard practice and it is widely known
that HIV positive mothers should avoid this type of feeding to prevent mother to
child transmission of HIV. One mother argued that this could prevent some

mothers from taking HAART.

“Some [HAART patients] fear continuing [HAART] because they know when they
give birth in the hospital there’s a tablet they give you, then they tell you not to
breastfeed so they fear their husbands would see them not breastfeeding and they
will know they are sick and abandon them. This makes them fear to take the
drugs” (R38- Taking HAART)

Participant 38 experienced this scenario first hand. Her husband had become
suspicious of her when she avoided breastfeeding her child. After divulging her

status to him, he abandoned her and her child.

2.4.2.2 Non-Disclosure of Partner to PMTCT-Plus Client

The interview data revealed that non-disclosure of HIV status to the respondents'
partners was a barrier to accessing HAART. It soon became evident that this
problem of non-disclosure worked both ways. A handful of participants shared
that despite their husbands/partners’ knowledge of their own positive HIV

statuses, they kept it to themselves:
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“I told [my husband I had tested for HIV] and he said that he had also tested and
found that he was sick. I got so annoyed and told him to leave me alone because
he tested and kept quiet which means he wanted me to die”. (R50- Taking
HAART)

“When [my husband] came back home he kept quiet but I found his papers and 1
read them and found out that he was sick. Later I also came and tested.”(R51-
Taking HAART)

Participant one recounted that her late husband had been diagnosed HIV positive
and had been taking HAART for some time, leading her to believe that it was

diabetes medication.

“We were [getting along] because he knew I was not aware that he has HIV. At
first he was suffering from diabetes and was taking [HAART] because he knew I
would think he was taking drugs for diabetes. Later on he was diagnosed for TB
and he used to take anti-TB drugs secretly”. (R1-Never enrolled for HAART)

This secrecy forced participant one to, in turn, withhold her positive sero-status
from her husband. Being that participant one had not told her husband that she
was HIV+, she put off starting HAART until after her husband had passed away.

The interview data demonstrates that secrecy breeds secrecy, a behavior that is
highly detrimental to the plight to increase patients on HAART and reduce the
spread of the HI virus. One would think that due to the immense damage that
HIV/AIDS-related secrecy could create, that secretive behavior within families
would be chastised. This was not always the case. One participant expressed that
her community expected her to withhold her status from her husband and mocked

her when she had revealed her status to him:

“Of course those who know about me say, “that one, Mrs. A is a fool because she
went to Buhinga to check herself and even took her husband. That is what they
are saying, that I should have kept this a secret. That is what most people are
saying, that telling other people that you have gone for testing shows that
someone is a fool.” (R7-Never enrolled for HAART)

The passages above demonstrate that a mutual distrust and lack of communication

exists between some couples, which can represent an obstacle to taking HAART.
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Lack of communication and distrust can also make practicing safe sex a

challenge.

2.4.2.3 Non Disclosure and Safe Sex

During the HAART counseling sessions, PMTCT-Plus patients are advised to
avoid unprotected sex in an effort to prevent re-infection and viral resistance to
the drug. Interview participants were asked to explain whether or not they were
able to practice safe sex and how it affected their ability to take HAART. Most
participants responded that practicing safe sex did not constitute a barrier to

taking HAART:

“[wearing condoms] is a minor issue. That couldn’t stop me because using a
condom or not is all the same. There’s no difference”. (R48- Taking HAART)

Another participant explains:

“No, [having save sex is not a problem],I told him eh that you have to put on a
raincoat [condom]. So if you want something you have to put on a raincoat. Ya
and I told him the advantages and the disadvantages.” (R36- Taking HAART)

Both excerpts above exemplify the type of responses received from the group of
respondents currently taking HAART. None of the patients taking HAART
mentioned that practicing safe sex as a deterrent to taking the drug. This was not
the case among the defaulters, never enrolled and enrolled but never started
treatment. Practicing sex was primarily a problem among those who had not

disclosed their status to their partners:

“He might find out about [my HIV status] if I want to use a condom. I haven'’t
decided yet since I haven 't yet started on the treatment. 1 still fear him”. (R 22-
Enrolled but never began HAART)

Another respondent explains that suggesting safe sex may give rise to suspicion in
the spouse:
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“Some men refuse to use condoms, so some women fear to be suspected because
they would only require to have protected sex. ”(R21-Enrolled but never began
HAART)

One participant (#22), never started HAART, out of fear that her husband would
suspect her of being HIV positive when she requested safe sex. Another theme
that emerged surround practicing safe sex is fear of partner’s refusal to use
condoms. This sentiment was expressed multiple times by different participants.
Participant #34 had anticipated that her husband would reject the idea of using a

condom and consulted the counselor about the issue prior to starting HAART.

“I asked “if my husband refuses to use a condom what should I do?” They told
me that I have to make sure that I sweet talk him so as to use it”. (R 21-Enrolled
and never returned)

Another respondent claimed that she was having unprotected sex despite taking
HAART at her husband’s request. Knowing that unprotected sex while on
HAART can decrease its efficacy she promptly defaulted:

“I realized that I was wasting time. Because me, I was taking HAART and having
unprotected sex. It was a waste of time because I am not supposed to be having
unprotected sex while on HAART”. (R 31- Defaulted HAART)

She goes on to explain her reasons for not using a condom:

“Condoms can be expensive and the clinic is far to pick free ones. Also my
partner does not like to use them.” R31-Defaulted treatment

The findings presented above suggest that these women have very little control
over their ability to employ safe sex practices, with the final call often being made
by their partners. This lack of autonomy over sexual practices was shown to

represent a barrier to taking treatment for some women.

The following participant recounts that her husband denied her to start HAART,

as it meant changing or stopping their sexual practices.

“After training, I had all the information on the drugs to let me start it [HAART],
but the difficulties came when I went home and told my husband. He refused
because he had not taken an HIV/AIDS test... [My husband is] afraid to come to
test and we can’t have sex if I'm on drugs”. R19-Defaulted Treatment
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In the questioning period following the interview, it was found that participant 19
had misunderstood what was told to her by her counselor, thinking that she was
prohibited to have sex while on HAART. She had not realized that using
protection (as she had been doing) while taking the drug was an acceptable
practice for HAAR T patients. She was immediately issued an appointment to

restart HAART.

In addition to preventing the HIV/AIDS virus, protected sex is also commonly
used as a method of family planning. Initially, it was expected that the desire to
reproduce would be cited as a barrier to taking HAART. Although this was
mentioned by one participant as a potential barrier facing other women, none of
the interviewees specifically stated that their fertility desires influenced their
decision to start or default HAART. Some participants demonstrated an interest in
becoming pregnant and voiced questions regarding the possibility of pregnancy

while on HAART:
“My question now is if I can have another baby?” (R26- Defaulted HAART)

Another respondent that never enrolled for free HAART was pregnant during the
time of the interview. After the interview, she shared that she had delivered two
babies after her HIV+ diagnosis and had one more on the way. She said that she
intended starting treatment after delivering the baby she was carrying. Both
during the interview and afterwards she did not indicate that her fertility desires
had affected her decision to take HAART, but rather a lack of funding for

transportation.
2.4.2.3 Non-disclosure of status as major barrier to other women

Nearing the end of the questioning period, participants were asked to speculate
some of the barriers to taking HAART that were faced by other women. The
majority of women responded by saying that spouses played a key role in
women's failure to start or continue HAART, highlighting the key points
mentioned above. These statements were made by both those who did and did not

cite partner non-disclosure as the reason for not starting or defaulting. They
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mentioned disclosure for fear of being blamed, beaten or abandoned. Examples of

these remarks are as follows:

“Those women who have husbands, the most important thing is that they fear to
tell their husbands, because they think that if they tell them the husbands will
divorce them.”( R10-Never enrolled for HAART )

“Most women fear [to take HAART] because they are under the men’s roof .
(R40-Taking HAART)

“Some women can not take HAART out of fear of being beaten or divorced like 1
have told you. Some women even run away from their homes because they fear
their husbands seeing them swallowing the drugs.” (R47-Defaulted HAART)

“...a big number of women fear their husbands and they think that if they will
maybe kill them saying that the women are the ones who have brought the
disease”. (R33- Defaulted HAART)

Although only ten of the 52 women interviewed stated non-disclosure to partners
as a barrier to taking HAART, almost all identified this issue as a major factor
affecting other women. The passages included in the section above demonstrate
that a mutual distrust and lack of communication exists between some couples,

which can represent an obstacle to taking HAART.

2.4.2.4 Non-disclosure of Serostatus to family members

The data sheds light on the major effects that lack of disclosure between patients
and their partners have on their decision to start HAART. Lack of disclosure to
other family members did not surface as a significant barrier to taking treatment.
Most participants recounted having disclosed their status to members of their
immediate family. The lack of disclosure to one’s immediate family that did occur

was usually done to prevent the family members from worrying:

“I did not tell the people at home because if my elderly parents get to know that I
have the disease they may be too scared”. (FFGD 6-Defaulted HAART)

Fear of disclosing or revealing their HIV status to immediate family members did
not represent a barrier to taking HAART. A few respondents brought up that they
feared their in-laws would become aware of their HIV status and relay this

information to her husband.
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“I do not want my husband’s family to know [my HIV status]. They will blame me
and tell my husband that I have the disease”. (R2- Never enrolled for HAART)

Most participants indicated that since their in-laws lived in a separate building or
in a different region, keeping their status secret from them was neither a concern

nor a problem.

2.4.3 Social Support

HIV status disclosure to a family member, partner or friend is essential in the
formation of a social support network for the patient to rely on while taking
HAART. During the initial enrolment sessions, patients are asked by a counselor
to identify a treatment supporter; a person who could provide them with support
while taking the drug. Respondents were questioned regarding whether or not
they had a treatment supporter, the level and type of support they received, who
supported them, how they did this and finally how support would or did influence
their decision to take HAART.

As stated in the section above, the majority of participants had revealed their
status to another person. It was usually these people who constituted the patient’s
support system. Most participants responded that they were supported by their
partners and/or family members. A few mentioned having friends as their main
source of support and one person stated that she was being supported by her -
sponsors from World Vision. As is to be expected, the three participants who kept
their diagnoses to themselves expressed that they did not have anyone to support

them while on HAART.

2.4.3.1 Types of Social Support

The respondents described receiving various forms of support. The most common

type of support experienced was approval of their decision to be tested and
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encouragement to take HAART. Respondents expressed feeling more confident

and assured in taking HAART when supported in this way.

“They encouraged me and said that I should continue with my drugs. Others said
that they know the drugs will help me”. (R51-Taking HAART)

Another form of support mentioned was having someone to remind them to take
their treatment and meet appointments. This type of support was usually provided
by a partner or family member residing with the patient. Respondent 12 describes

her husband who supported her in this way.

“He wants me to take the drug so he reminds me to take my pills and reminds me
when my appointments are. He has to take them soon as well so we can take them
together.” (R36- Taking HAART)

Many patients stressed that social support is important especially when one is
incapacitated by illness. A support system provides someone to assist patients by
escorting them to the hospital or fetching their drugs. Several participants

mentioned having someone who does or would perform these tasks:

“[My daughter] cooks and even sometimes when I am not able to come and pick
the drugs I will always send her.”(R41-Taking HAART)

“[My friend is also on ARVS and whenever we meet we share about our weakness
and encourage one another to see the doctor. And when I am unable to come to
the clinic for my drugs, I send her and she helps me do I” (R50-Taking HAART)

The excerpt above demonstrates the benefits of knowing someone else that is
taking HAART in providing emotional support, and sharing experiencés. Having
a supportive friend who is also a HAART patient was mentioned by several other
participants. Although many participants claimed that they received support in
the form of encouragement by family members and friends, most expressed an

urgent need for financial assistance. This is illustrated in the following citation:

“I do have my husband to support me by reminding but I have no one to help me
with my transport and it is this that stops me.” (R21-Enrolled but never began
HAART)

The type of assistance most frequently referenced was monetary support. Often

the term “support” or “assistance” was interpreted by the interviewees as being
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solely financial. This portrays the important role finances play in one's ability to
take HAART. This is not surprising, as the interview data revealed lack of money
as one of the major barriers to taking HAART. Support in the form of financial
assistance was usually provided by patients' partners and family members.
Participant 50 tells of her daughter who quit school to work in her mother’s place

and earn the money need for taking treatment:

“ I told you that the oldest child stopped school so she looks after the banana
plantation and reserves like three bunches of bananas so when it’s almost time for
me to come to the hospital we sell off the bananas and maybe add on some money
which the children have worked for.” (R50-Taking HAART)

Financial support was typically used to cover the transportation costs to the clinic.
This is in agreement with interview data that suggested insufficient money for
transport costs to be the greatest barrier to taking HAART. Participant #28

explains how World Vision supports her by providing transport money:

“[World Vision] encouraged me to take the HAART and said that they’ll always
assist me with transport whenever I come for my HAART”. (R28-Defaulted
HAART)

Similarly, participant 39 recalls having some assistance with transport money
from a friend.

“My friend helps me in all ways because I started on the drugs soon after I had
given birth. She reminded me, went to the doctor with me and helped me with
transport a little bit.” (R 39- Taking HAART)

In addition to paying for transport to and from the clinic, patients had complained
about the difficulty in obtaining the nutritious foods that they were required to eat.
Some patient's family and friends provided support by offering food, such as
milk, fruit and vegetables from their gardens:

“Even my friends they help me. Others they give me fruit like I have told you and
others lend me money for transport and I pay them back”. (R40- Taking HAART)

Respondent #38 also described her family to support her in this way:
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“[My family] say I should continue and they will also help me with anything they
can attend to. This gives me courage because in case I don’t have food I can go
to my aunt and she will give me a bunch of bananas and this also gives me hope.’
(R38-Taking HAART)

’

2.4.3.2 The Importance of Social Support

Many participants described that they had received some type of support, be it
emotional or financial. For the most part, participants acknowledged that having
social support eased the process of taking HAART and was instrumental in

enabling one to take HAART, shown in the following citation:

“ When someone has support, and you know that your people are able to support
you then everything is easy, because you know that you will get each and
everything you need and those who got support after starting the drugs are the
ones who are now OK”. (R1-Never enrolled for HAART)

Most participants that were not taking HAART claimed that if they had more
support (mainly financial) they would be taking HAART. This is illustrated by
the citations below by two women who had defaulted their treatment:

“If I had someone to give me transport or maybe bring for me my drugs at home,
I would not have stopped.” (R47-Defaulted HAART)

“When you don't have support, you don't have anybody to look after you, you are
forced by your bad health to start the drugs but you eventually fail to sustain
yourself.”(FFGD R1-Defaulted HAART)

Similarly, respondent ten cited fear of not having monetary support as a reason for

not enrolling in the HAART program:

“Not having financial support scares me to start on the drugs. ”(R10- Never

enrolled for HAART)

The section above elucidates the social context in which these participants live
and how these factors affect their decision to start and continue HAART.
Respondents explained that fear of disclosure and low levels of social support

were products of HIV/AIDS stigmatization.
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2.4.4 The role of Education in reducing HIV/AIDS Stigma

Although the majority of respondents spoke of incidences of HIV/AIDS stigma
within their communities, about a dozen explained that some people were
accepting and did not discriminate against PLWHA. Some interviewees attributed
this positive view of HIV/AIDS patients to increased levels of HIV/AIDS
knowledge among community members. The following participant suggests that
acceptance of PLWHA lies primarily among those who are learned, whereas

HIV/AIDS stigma is perpetuated by the ignorant:

“Those people who are literate know what is going on in the world these days and
they don’t care about those people with the disease and those who are still
illiterate try to hide as much as possible, they don’t want to be known. Yes, they
say those things, we hear them talking and gossiping everyday! ’(R10-Never
enrolled for HAART)

Education was described by several respondents as an effective weapon in
combating HIV/AIDS stigma amongst the population. Numerous interviewees
expressed that the decreased HIV/AIDS stigma was a product of the community
being more cognizant of the high prevalence of the disease within the population.

This high prevalence puts everyone at risk of acquiring the HI virus.

“They [members of the community] know this disease came for everyone. The
rich or the poor. So they have nothing they can say.” (R50-Taking HAART)

Increased awareness among communities of the high prevalence of HIV/AIDS not
only decreases stigma among the community, but also instills a sense of
confidence in some PMTCT-Plus clients encouraging them to take HAART.
Participant 38 comments that knowing other AIDS patients in her community

gave her courage to start HAART.

“At first I was worried, but then around our village there are about five people
who are also sick and on these drugs so this made me strong and I was not
worried anymore.” (R38- Taking HAART)
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These citations exemplify the vital role that education plays in decreasing
HIV/AIDS stigma, altering societal perceptions of AIDS patients and promoting

acceptance and adherence to treatment by PMTCT-Plus clients.
2.4.5 Women and Powerlessness - Health Care Decision Making

To explore the HAART and hospital visit decision-making process in the home,
respondents were asked to comment on their level of autonomy when making
health care decisions. These questions concerned how health care decisions in the
home are made, who is involved in making them, and how this affects or affected

their decisions to take HAART.

The interviews revealed that for the most part, male partners are intimately
involved in health care decision seeking making within the home, including
clients’ decisions to start HAART. A lack of autonomy in health care seeking
decisions was expressed more frequently amongst those who never began
treatment compared to those who had taken HAART. Many of these women
communicated that they had to seek permission from their partners prior to

making hospital visits, exhibited in the following transcript extract:

“I have to tell him that I am going to the hospital to collect my drugs, so that he
authorizes me to come. ’(R10- Never enrolled for HAART)

For some women, such as participant one, the lack of freedom to visit the clinic
on her own will prevented her from starting HAART. She explained that he kept
a close watch on her, making it impossible to leave the house to begin or retrieve

treatment.

“When he was around, he wouldn’t let me move an inch from my home. I couldn’t
go to the clinic. ”(R1-Never enrolled for HAART)

Fear of HIV status disclosure compounded this problem of low-autonomy,
preventing her from seeking permission to make a hospital visit. Participant one,
who was interviewed two weeks after her husband's passing, embraced her new

found freedom and spoke of her intention to begin treatment:
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“Now he is gone, I can do as I please. I will start the drugs now that he is gone. If
he was alive now, I would divorce him so that I could take my drugs. It’s all
about my life.” (R1- Never enrolled for HAART)

In addition to dictating the outcome of health care seeking decisions, it became
evident that male partners were usually the ones responsible for home finances.
Lack of control over finances by respondents was also found to restrict women’s
autonomy over hospital visits. Some participants explained that it is their
husbands who provide them with the transport money required for travel to and

from the hospital:

“I have to inform him first because he is the one who gives me transport and some
money to eat something on the way.” (R3-Never enrolled for HAART)

Lack of financial control on the part of the patient means they can be denied
permission to visit the hospital if their partners do not have or refuse to allocate

money to treatment-related costs, as is demonstrated in the following quote:

“Yes, sometimes he would refuse because we don’t have the money to go all of the
time.’(R16-Never enrolled for HAART)

Although most women with partners indicated that their husbands had a great
deal of control over their hospital visits, only participant one cited lack of freedom

over her treatment decision as a reason for not up-taking free HAART.

Statements concerning lack of health care autonomy occurred less frequently
among defaulters and HAART patients. Many of these women declared they were |
either single or were responsible for their own health-care-seeking decisions.

When asked to explain why they are able to take HAART whereas other women

were not able, responses such as those below often ensued:

“Most women fail to come to an understanding with their husbands. Me, I am a
police woman and I don’'t stay with my husband and though I was staying with
him it wouldn’t stop me. Most women fear because they are under the men’s
roof-”(R40- Taking HAART)
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“Me, I have freedom. Idon’t have a man at home that I'll first ask for

permission, not even my father or my mother. I have my time to do my own
things”. (R36 Taking HAART)

These women's statements convey the idea that empowerment and freedom over
their own health decisions eases the process of taking HAART. In this instance
cultural gender roles such as acquiescence and dependency may act as a barrier to
taking treatment for some women. Another culturally prescribed gender role that
was shown to impede treatment concerned women's duties and responsibilities in

the home.

2.4.6 Home Duties and Responsibilities

To develop a sense of the respondents’ daily routine, participants were asked to
describe their daily activities. The overwhelming majority of respondents
described activities revolving around the home-domain such as cooking, cleaning,
farming (“digging”) and care-giving. Participants were asked if and how their
responsibilities affected their decisions to take HAART. The majority of
participants replied by saying that they could easily forgo their home duties to

come to the hospital.

“There's nothing better than life. I have a lot of work to do at home but when it's
my day to come to the clinic, I leave everything and first come to the clinic.”
(R51-Taking HAART)

Respondent 52 states:

“I don't have any other jobs maybe digging, cooking, fetching firewood and water
but that cannot stop me from coming to get my drugs.” (R52-Taking HAART)

The prevailing disposition was that home duties were easily abandoned if the need
for hospital visits should arise. Care-giving to family members was the only
home-duty that some participants described to hinder their ability to visit the

clinic. This barrier was described by two of the participants interviewed:

“...sometimes you have a sick person who you can't leave alone to go to the
hospital. ”(R31-Defaulted HAART)

“The biggest work is that of taking care of my lame son because there are times
when I can't even leave home”. (R29-Defaulted HAART)
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Respondent 29 above explains how the competing duty of care-giving can
represent a conflict to hospital visits. Leaving children behind was predicted to be
a significant barrier to accessing treatment by most mothers. Interviews indicated
otherwise, as participants explained they were able to leave children at school,
with family members or neighbors during their hospital visits. Young children

often accompanied the mother to the hospital.

The data presented above suggests that some culturally prescribed gender roles
such as subservience and care-giving can represent a challenge to taking HAART.
Another factor influencing women's ability to take HAART was their knowledge
and beliefs of the drug.

2.5 HAART KNOWLEDGE AND BELIEFS

To explore the level and type of HAART knowledge possessed by PMTCT-Plus
clients, respondents were questioned regarding their knowledge of HAART. The
aim of this questioning was to explore whether the respondents’ possessed a level
of HAART knowledge sufficient to make informed decisions about taking
HAART. They were asked to explain what they understood in terms of the
benefits, drawbacks and side effects of the drugs. Inquiry was also made into the
source of their information, what was learned from these sources and how this

knowledge influenced their decisions to take the treatment.

2.5.1 Sources of knowledge

When asked to comment on the sources of HAART knowledge, the answers were
wide-ranging and varied. It became evident from the respondents' answers that
Kabarole's citizens are informed about the existence of HAART. Sources of
HAART knowledge listed by respondents included: One-on-one and group
HAART counseling sessions at the yellow house, antenatal counseling sessions,

radio shows, word of mouth, newspapers, workshops and outreach programs.
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2.5.1.1 Counseling

The interview respondents explained that they are presented with multiple
counseling sessions during their encounter with the PMTCT-Plus programme.
Women are first counseled in antenatal classes where they are informed about the
availability of free HAART for HIV positive mothers post-partum. Women are
not provided with detailed information regarding HAART at this time. Following
delivery, women are again told about the availability of free HAART and given
an information letter written in both Rutoroo and English to take home and read.

Upon returning for enrollment, women are fully counseled on HAART.

Counseling Content and Length

Respondents shared the type of knowledge that was imparted to them during the
HAART counseling sessions. The following transcript passages illustrate the type

of information extracted by participants from their various counseling sessions:

“They told me to always swallow the drugs in time and never to miss. They even
advised me not to conceive again”. (R52-Taking HAART)

“the drugs they weaken the virus and then make our antibodies strong but when
you don't follow instructions or miss for some days without swallowing then the
virus become stronger and weakens the antibodies.” (R 38- Taking HAART)

“The doctor taught me again and again and every time we come back for drugs
they again told us about the drugs. So we understand.” (R34- Defaulted HAART)

“They told that we should always swallow the drugs on time and I should never
miss any days without swallowing that because if you miss, then this virus will get
stronger and then I again fall sick. Also they told me that I shouldn 't drink
alcohol or smoke and that if I have a man we should have safe sex. That's what
they taught me”. (R50-Taking HAART)

“We were advised to get something to keep us busy. We were also advised to eat
foods that were rich in vitamins, like avocados, and tomatoes. We were told not

to use any medicine without first showing it to the doctor.” (R30-Taking
HAART)

Most respondents felt they understood about HAART from the counseling
sessions. As indicated above, they reported being counseled regarding dosing

schedules, family planning, safe sex, adherence, the benefits of the drugs and
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nutrition among others. As respondent #30's comment illustrates, women are
discouraged from taking medicines (such as traditional medicines) to treat their

disease.

Respondents were asked if they had been or were using traditional medicines or
any other type of medications in lieu of HAART treatment. All of the patients
responded that they had not taken any traditional medicines. A few participants
mentioned that they had been taking cotrimoxazole (septra), an antibiotic to fend

off opportunistic infections that had been prescribed to them by their physicians.
Comprehension of Counseling Information

The respondents were informed about how HAART works, how to take the drug,
to eat a balanced diet, the possible side effects and how to handle them as well as
how to prevent transmitting the virus by practicing safe sex. The majority of
clients stated that the counseling sessions were beneficial and that they
understood what was taught to them. Only four out of the 26 participants that had
begun treatment (Taking and defaulting) said that they had not fully understood

the information delivered to them.

Both of the participants that had enrolled and never began treatment indicated that

they had not understood what was being taught in the counseling sessions.

Respondents were asked about the length of the one-on-one counseling sessions
and the answers ranged from thirty minutes to two hours. Most participants
recounted their one-on-one counseling sessions to be an hour in duration. This
time was indicated to be sufficient to cover the information required to take

HAART properly.

“It took a lot of time, we had Dr. A, he was very good, he would explain again
and again until he made sure that one has understood”. (R40-Taking HAART)

The quotation above is typical of patients’ reviews of the one-on interviews. Only
one participant complained about the quality and length of her counseling session,

due to the high volume of patients.
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“[The counseling] only took a few minutes because the clients were many”.
(R23 — Taking HAART)

Most participants articulated that the group counseling sessions held at the yellow
house were beneficial in enhancing their understanding and ability to take
HAART. A lack of knowledge regarding HAART was not cited as a contributor
to their decision to default treatment, as stated by respondent one in the female

focus group discussion:

“We understood the things they taught us and we were able to do them as told but
the problem was that some of us were not capable, that is the only problem.”
(FFGD R1- Defaulted HAART)

In addition to explaining and evaluating the counseling sessions, participants were
asked to provide suggestions on how counseling could be improved. The majority
of participants expressed that they were satisfied with the counseling and it need

not be improved. Participant #28 suggested that the information and manner of its

delivery should be simplified to ease comprehension of the subject by patients.

“You should add more things in the counseling session so that women can
understand better...Make the teaching easier so that more people can understand
what is being taught”. (R28- Taking HAART)

Other respondents also suggested that the frequency of counseling be increased so

as to refresh patients’ HAART knowledge:

“For me I am saying that the hours were not enough. It would have been better if
they were teaching us every day and they would keep reminding us on what we
have forgotten.” (R3-Never enrolled for HAART)

Another suggestion raised by respondents concerned the counselors themselves.
The issue of suboptimal treatment by health care staff was addressed in detail in
section (See Section 2.3.2.2 and 2.3.3.2). A handful of respondents claimed that
some counselors were rude and lacked empathy, as is demonstrated by the

following quotation:
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“ What I am requesting for is that when [the hospital] are giving us these
counselors they should select those counselors who are kind to the patients but
not the type of counselors who are very rude and they bark at patients without
caring for them. When someone talks to you in a rude way, even when you are
thinking about starting to take the drugs you just put the idea aside.” (R5-Never
enrolled for HAART)

For the most part, respondents expressed that the information obtained during
counseling sessions was clear and beneficial. Very few stated that they lacked the
information needed to take and continue HAART and none referenced lack of

HAART information as their reason for defaulting treatment.

2.5.1.2 Radio

Public Health advertisements and other radio shows broadcasted over Kabarole's
“Voice of Toro” radio-station emerged as the major source for HIV/AIDS and
HAART information among PMTCT-Plus clients. Almost all clients claimed
having heard about HAART on the radio prior to their counseling sessions. Some
participants explained that radio shows represented a cue prompting them to test

for HIV:

“Yes, I used to hear it over the radio that people should go to the hospitals and
get tested. There’s free medication, especially for pregnant women. So when I
was pregnant I decided to come and I am now on treatment.” (R52- Taking
HAART)

As indicated above, the HAART information played over the radio functions to
inform and encourage women to come to the clinic for free HAART. Participant
#25 shared that the HAART radio advertisements facilitated the disclosure of her

HIV status to her partner and was used to convince him to test for HIV.

“After the counselor told me I was positive, I went home and I told him. By that
time that advertisement was on the radio almost every minute. And I said to him,
you are hearing that advertisement, let’s go together and we test. I told him that I
was positive. We went together and we tested us again.” (R25- Taking HAART)

Apart from informing the public of the availability of free HAART, other
information about HAART relayed through the radio. Respondents recounted
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having heard various types of information regarding HAART including patient

testimonials about the benefits of HAART:

“I hear people over the radio testifying that HAART has worked for them even
others I see them when they came the first time they were so weak but now they
are stronger, even me myself I came when my CD4 was too low but now it has

increased and this shows me that the medicine is working.” (R42-Taking
HAART)

“I heard this person over the radio. He said that he was 35kgs before HAART and
after taking it, he increased to 68kgs.” (R31- Defaulted HAART)

Respondents also accounted having heard other types of information about
HAART, such as how to deal with potential side effects from the drugs, and how

the drug works on the virus:

“... on the radio they say if one gets any problems you should come back and see
the doctor.” (R49-Never enrolled for HAART)

“Me, I usually listen to the radio programmes. I heard that people should not
suffer especially those in villages they should go to hospitals. There’s free
treatment for HIV/AIDS but then this treatment does not cure AIDS it only
weakens the virus and people live longer.” (R51- Taking HAART)

The interviews suggest that the radio is an effective method for dissemination of
HAART knowledge, informing the public of its availability and efficacy in
HAART patients. Aside from its ability to reach a wide audience, the radio
represents an important source of HAART information because the messages it
delivers is relatively reliable, and can act to dispel the myths and misconceptions

about HAART that are circulated by word of mouth within communities.
2.5.1.3 Word of Mouth

Another major source of HAART knowledge mentioned by participants was word
of mouth. Apart from the radio, community dialog surrounding HAART was the
second most common source of HAART information for those who had never

been counseled.

Many participants reported having heard about HAART from people talking in

their villages and communities. This information was usually presented by
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community members gossiping about others they suspect or know to be on
HAART. In some cases, HAART information spoken by villagers is accurate, but
it was found that very often misinformation and misconceptions about HAART
held by clients were derived from these sources. An example of this is presented

in the quotation below:

“Some [people] are saying that they see people taking it and from being
bedridden they become OK. Others say that it makes you die faster.” (R30-
Taking HAART)

“[People in the village] say that drugs make you lose energy, and then you die.
That's what they say.”(R16-Never enrolled for HAART)

The participants conveyed that most HAART patients in their villages fear to
share their treatment status and details with other community members out of fear
of being labeled as HIV positive. This may represent a setback to increasing
HAART knowledge among communities as patients taking HAART can be
reliable source of HAART information. Respondents mentioned that although
they were not told about community members' status, noticing drastic health

improvements usually suggested that one was an HIV patient taking HAART.

“I see [HAART patients], those who have been very weak have regained their
strength, and those with small, small diseases have been reduced and they
continue doing their normal activities. That's why I say the drug is effective.”

(R1-Never enrolled for HAART)

Participant seven reiterates a point made by the previous respondent on the benefit
of seeing a patient's improvement on HAART. It encourages AIDS patients to

initiate and adhere to treatment:

“They talk about us as taking HAART but it helps after seeing someone who is on
drugs improving after taking these drugs. Comparing the situation he was in at
first, others change their attitudes and they say, “you see we have been refusing
to take these drugs, you look at so and so and how he has improved on these
drugs”, that is what they say and most of them are going to come out and start on
these drugs.” (R7-Never enrolled for HAART)

Apart from observation of HAART patients in their communities, many

respondents looked to family members and close friends on treatment as their
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main source of HAART information. These experiences were usually positive,

promoting the acceptance of HAART use among these people.

“I have seen a good example of my husband and [my daughter]. Had [my
daughter] not started taking drugs, she wouldn't be alive by now. But after
starting on the drugs, you see she is alright.” (R7-Never enrolled for HAART)

“[My friends taking HAART] said that it is helpful and that they used to be sick
but now they are very fine. "(R34-Defaulted HAART)

These passages imply that knowing and talking about HAART use with a patient
on treatment is an excellent source of HAART knowledge. People are able to
witness first-hand the benefits and efficacy of HAART in treating HIV/AIDS,

encouraging them to begin the treatment themselves if necessary.

2.5.1.4 Television and Print Material

Being that HIV/AIDS information is extensive in Ugandan media such as
television, newspapers and magazines, it was anticipated that these would be
frequently referred to as information sources among respondents. This was not the
case however, as very few mentioned television or print material to be their
source of HAART knowledge. Only one participant of the 52 interviewed claimed
she'd read about HAART in the newspapers. Illiteracy and lack of money to
purchase televisions, newspapers and magazines may explain why very few
people recognize television and print material as their source of HAART

information.
2.5.1.5 Workshops and Education in villages

Two participants mentioned that they were sensitized in their villages about the

drug by health care personnel or had attended a workshop about HAART.

“People would come to the villages sensitizing people saying there was free
medication that people should go and be tested for HIV, especially pregnant
women”. (R40-Taking HAART)
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Although workshops and sensitization programs are excellent sources of HAART
information, it seems that very few respondents had been exposed to this type of

education.

2.5.2 HAART knowledge among Defaulters and Patients taking HAART

The interview data demonstrated that, for the most part, the knowledge level
among defaulters and patients taking HAART to be considerably high. Almost all
participants possessed an understanding of HAART sufficient to take the
treatment correctly. The majority of patients were able to explain the benefits and
side effects of HAART, how the drug worked in general terms and the treatment

routine.

All respondents indicated that they believed that HAART was effective in treating
HIV/AIDS. The basis for this strong faith in the drug arose from counseling
sessions, witnessing others taking HAART as well as personal experiences on the
drug. The majority of respondents referred to their experiences improving on the

drug as their primary reason for belief in HAART efficacy:

“I believe [HAART works] even more when I started them. The complications I
had were very severe. Many have gone, with remaining only one complication.
That, and I have gained more [weight].” (R36-Taking HAART)

“[HAART] is helpful because by the time I started HAART my hair was falling off
Jfrom my head and I was too weak but now I am very OK.” (R32- Defaulted
HAART)

All defaulters and HAART patients were also able to explain the risks and side
effects associated with taking the drug. Inquiry regarding the consequences of
defaulting HAART was made, to assess whether participants were aware of these
factors when deciding to terminate treatment. Most patients made it clear that they
were aware of the risks, but had not choice but to default treatment. Participant #7
explains that although she defaulted, she was aware that it would be detrimental to
her health and/or the efficacy of the drug. She previously mentioned that what

forced her to default was a lack of money for transport.
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“For me I am asking if I start taking drugs again, don’t you think I will get side
effects because I heard that when you stop taking the drugs and then yoit start
again, you could die? Will this happen if you start taking the drugs or will be no
problem? That is my question.” (FFGD R7- Defaulted HAART)

This excerpt demonstrates that participant #7 was aware of the seriousness of
defaulting her HAART, however may hold some misconceptions regarding the
severity of side effects (death) experienced when restarting. Most other defaulters
interviewed demonstrated that they were aware of the negative consequences of
defaulting treatment. It seems that despite being aware of the severity of

defaulting HAART, circumstances leave these clients with no other choice.

Overall, HAART patients and defaulters were shown to possess a sufficient level
of knowledge needed to take and continue treatment and were aware of the
benefits of HAART and the risks associated with terminating or temporarily
stopping the drugs. Low HAART knowledge was rarely cited as a reason for
defaulting treatment among these two groups of PMTCT-Plus clients.

2.5.3 HAART Knowledge among Respondents Who Never Enrolled for

HAART

All participants including those taking HAART, patients who defaulted HAART,
those who never enrolled as well as those enrolled and never returned for
treatment were asked the same questions to assess HAART knowledge. The
interview data shows a marked disparity in HAART knowledge between those
who had started HAART and participants that never enrolled. Unlike respondents
who had enrolled in the free HAART program, patients who had never enrolled
were not exposed to the one-on-one and group counseling sessions. A handful of
participants attributed their lack of HAART knowledge to the fact that they had

not been counseled about HAART, as respondent 12 expressed below:
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“I didn't go back [to enroll] so I haven't been counseled about this drug yet. So
how can I know [about HAART]? ”(R12- Never enrolled for HAART)

Although these patients had not been specifically counseled about HAART, they
had been provided with information regarding the drug. During registration
sessions, clients are given a pamphlet containing HAART information to take
home and read. This may have been useful to some participants; however it was
observed that many of women interviewed were illiterate. In addition to this, fear
of being identified as HIV positive by others discourages women from bringing
home and reading their information pamphlet. Participant #27 confessed that
although she was given papers, she discarded them out of fear that someone

would come upon them and discover her diagnosis:

“Doctor I won't lie. I haven't kept those books for fear that someone will come
and read them. They will find out what I am...The information was there but I
didn't read it”. (R27-Never enrolled for HAART)

Being that these women had never attended HAART counseling, they relied on
other sources such as the radio and casual village conversation about HAART for
their information. This led to incomplete or misunderstanding of the treatment in

many respondents.

When asked whether or not participants believed in the efficacy of HAART, the
majority responded positively. Of the 19 participants that never enrolled, five
claimed they were unsure if HAART was effective in treating HIV/AIDS. Other
questions, such as the side effects, drug routine, length and frequency of HAART
dosing were answered with less confidence. There were a few participants that

expressed not knowing anything about HAART:

“I don't know anything about these drugs but I would like to be told about them.”
(R1-Never enrolled for HAART)

“I don’t know anything about HAART but it can force me to come and ask if you
give me those drugs how I can take them. You explain to me so that I can
understand.” (R13- Never enrolled for HAART)

94

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Despite the apparent lack of HAART knowledge by many of these participants,
most expressed a keen interest in learning more, as demonstrated by the above

excerpts.

2.5.4. Misconceptions about HAART

Several popular misconceptions regarding HAART surfaced over the course of
the study. These misconceptions were held largely by respondents who had never
enrolled for treatment as well as one br two participant who were taking and
defaulted treatment. The most popular misconception mentioned by respondents
was that taking HAART can make a patient weak thus impairing their ability to

work:

“Others [in the village] are saying that when a person starts on the drugs, others
get a skin rash on the face and others are weakened by those drugs so much that
they cannot do any heavy tasks, they are saying all those things in the villages
there.” (R10- Never enrolled for HAART)

“..other people say that after taking the drugs, you cannot do heavy work. It
needs you to rest, and for me staying still without doing anything will not be of
any help to me because of my children. Some of the children I have don't have
their second parents, it's like I am their mother and their father. And now if I take
these drugs and I do heavy work, I think I will become weaker and weaker.”

(R8- Never enrolled for HAART)

“Others are saying that when a person starts on the drugs, some get a skin rash
on the face and others are weakened by those drugs so much that they cannot do
any heavy tasks, they are saying all those things in the villages there.”

(R14 - Never enrolled for HAART)

The origin of this misconception could be the temporary feeling of tiredness that
some patients experience when first initiating HAART. The responses received
imply that some participants think this state of weakness is a permanent effect of
HAART. Being that the majority of women support their families by means of
“digging” in their gardens, physical weakness in effect compromises their ability

to support themselves and their families. For this reason, several participants
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decided to avoid beginning HAART. Another misconception expressed by several
participants is that HAART can kill its patients, illustrated by the quotations

provided below:

“Now you see that if you are taking drugs you can die there and then... I have to
control myself and look after my kids to see that they've grown, work for them,
and build for them. Now you see my land is not progressing, we want to build.
Do you want to kill me there and then?” (R13-Never enrolled for HAART)

“I hear when you take this drug you die faster”. (R11- Never enrolled for
HAART)

“Others fear the drug. They say that drugs make you lose energy, and then you
die. That's what people say”. (R16- Never enrolled for HAART)

Respondent sixteen's quotation reiterates a point made above, that misconceptions
regarding HAART are often perpetuated by gossip or casual conversation about
HAART in villages. Misconceptions such as these impede PMTCT-Plus' initiative
to increase the number of women on HAART by instilling fear in patients.

Respondent #13 cited fear of HAART as a reason for not starting the treatment.

“For me I have told you, what puts me off is that I fear the drugs.” (R13-Never
enrolled for HAART)

2.5.5. Gaps in Knowledge

In addition to these misconceptions, some gaps in HAART knowledge were
identified. Gaps in knowledge were assessed primarily by the type of questions
that were raised following the interview and FGDs. This information was
classified as a knowledge gap rather than a misconception as it represented a lack

of knowledge rather than misinterpreted information.

The most common HAART question asked by patients was whether or not it
cures AIDS patients. This question was raised by members of all groups
interviewed including those who never enrolled, defaulted as well as those taking

treatment.
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“The only question is as we continue taking these drugs, shall we at one time get
cured or what is the end result?” (R35- Defaulted HAART)

“What I want to know is do these drugs totally cure AIDS? ”(R32-Defaulted

HAART)

A similar question regarding the outcome of HAART treatment on children was

asked by participant #40:

“Now my question is about these children we gave birth to that are HIV positive.
What will happen to them, will they at one time get cured or what? ”( R40-Taking
HAART)

Although this question was asked multiple times by a handful of respondents,
there were others whose comments indicated they were aware that HAART does

not cure but only treats AIDS patients.

Another area of HAART knowledge unknown to some respondents surrounded
the option of pregnancy while on the treatment. Three participants expressed a
desire to have more children but were unsure whether or not they could become

pregnant while on HAART:

“The question is what do I do if I want to have another baby?” (R20- Defaulted

HAART)

Subsequent to the interview, respondent #20 met with a doctor to discuss the

possibility having another child.

2.5.6 Effect of low HAART knowledge on acceptance of HAART

The section above describes that knowledge gaps and misconceptions exist among
some PMTCT-Plus clients. Respondents were asked to explain how their level of

HAART knowledge influenced their decision to take HAART. Participants who
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never enrolled in the free treatment program expressed that they may have begun

treatment if they were more informed about HAART:

“Maybe if I understood [more about HAART] I would come back.” (R21-
Enrolled but never began HAART)

“If I knew that the drug was treating me or maybe it would make my life be
longer, then I would start on the drugs”. (R10-Never enrolled for HAART)

The above quotations demonstrate that knowledge of HAART and its benefits can
be critical in prompting patients to take HAART. Insufficient HAART knowledge
can also engender fear towards the drug, preventing uptake of the treatment, as

expressed by respondent #16:

“[Not knowing about HAART] can make me fear because I've not understood this
drug... If I knew about the drug, then there would be nothing to fear.” (R16-
Never enrolled for HAART)

2.6 PATIENT FACTORS:

Apart from external factors previously mentioned such as economics, health care
and social environment, other patient-specific variables were found to impact
one's decision to take HAART. These included the patient's current health state

and experiences of side effects on HAART.

2.6.1 Patient Physical Health and Disease State

To qualify for the free HAART program, PMTCT-Plus clients must be found to
have a CD4 serum count of 200/mm” or less. A CD4 serum count less than
200/mm’ is indicative of a weak immune system. Despite possessing low CD4
counts, many of the respondents claimed to still feel healthy and therefore saw no
need to immediately begin treatment. They explained that they were holding off
HAART when they felt unwell. Over half (11/19) that hadn't enrolled for free

HAART expressed this sentiment. The excerpts below illustrate this notion:

“I will start this drug in the future because I will become sick”. (R11- Never
enrolled for HAART)
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“My father is saying, “why can't you go and start on the drugs?” and I tell him
“how can I start on the drugs and yet I am not yet bedridden and I have not felt
anything and not seen any symptoms, and now I if I start on these drugs as I am
seeing people feeling dizzy, I will not be able to dig, but if I feel anything I will go
and start on those drugs”. (R7-Never enrolled for HAART)

Respondent #11, who cares for two HAART patients, her husband and daughter,
indicates her plan to delay treatment until she had reached the point of becoming
bedridden. This was an interesting concept that was restated multiple times by
other participants. To optimize the efficacy of HAART, patients are advised by
their health care providers to initiate treatment prior to the onset of severe health
deterioration. It seems, however, from participants’ responses that many patients
regard being bedridden as the expected point of entry. Respondents often referred
to friends, family and acquaintances that initiated treatment after reaching the
point of being bed-ridden. This common practice may lead other PLWHA to
believe this to be the most suitable time to start HAART. One respondent raised a

question regarding the treatment initiation point:

“Now is that drug started on by that person who is on his/her deathbed or
someone who is still healthy?” (R9-Never enrolled for HAART)

This question may signal yet another HAART knowledge gap among PMTCT
Plus patients. While unfamiliarity with standard HAART procedures alone may
lead to a delay in treatment, it seemed that economics may also play a role.
Several respondents’ statements indicated that stalling treatment until absolutely

necessary may be, in part, an effort to save money.

“It depends on how I feel in my life. What can force me [to start HAART] is
money because when I have money and feel that I'm not OK, then I can start.”
(R14-Never enrolled for HAART)

“It is very far to go [to the hospital] and all the times though I try by all means I
cannot make the money to come to the hospital. Furthermore, I am not feeling too
sick so I don't need to come.” (R15-Never enrolled for HAART)

The process of weighing one's physical state against the availability of finances
when making a decision to take HAART was repeated by multiple other
participants.
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2.6.1.1 Adverse Reactions to HAART

As HAART is often associated with a number of harsh reactions or side effects, it
was expected that a large number of respondents would cite negative reactions to
the drug as a reason for defaulting. As previously mentioned, fear of side effects,
or a misconception of side effects acted as a deterrent for participants to enroll in
the free HAART program. Contrary to what was expected, very few respondents
claimed that experiencing HAART side effects influenced their decision terminate
treatment. Of the participants from the interviews and focus groups combined,
only two of the 21 participants claimed that side-effects caused them to halt

treatment. One of these participant's comments are included below:

“The truth is that I didn't take the drugs. The first time I tried taking them I got
side effects and when I talked to another doctor about the side effects he gave me
other tablets and told me to first leave the ARVS”.( R29- Defaulted HAART)

Participant #29 had defaulted due to HAART side effects and has never restarted
the drug. While other participants recounted experiencing side effects, most

revisited the doctor to switch to a different combination of antiretroviral drugs.

The results section above elucidates the numerous factors that influence women’s
decision to take HAART. The factors contributing to low access and acceptance
of HAART by PMTCT-Plus clients described above have been summarized in the
diagram below. Reiterating what has been elucidated in the section above, there is
considerable variability between individuals in their reasons for not up-taking
HAART. A single or combination of several factors and pathways can lead to low

access or acceptance of HAART by PMTCT-Plus clients.

The diagram below illustrates the various factors contributing to low uptake of
HAART. The degree of overlap between the category circles and the outcome
circle representing low access and acceptance of HAART signifies roughly the
influence each category has on PMTCT Plus clients’ decisions to uptake HAART

as expressed by the respondents.
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Figure 2.1 Diagrammatic representation of study results: Factors leading to low access and
acceptance of HAART
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The figure above outlines the themes associated with low uptake of HAART. The
following framework presented below outlines in greater detail the findings from
this study. The diagram describes how the various categories act and interact to
lead to the result of low access and acceptance of HAART by PMTCT-Plus
clients, as described by the participants themselves. As above, the various
categories are grouped by themes (e.g. Social Environment, Economic Factors,

Patient Factors, Health Care Factors, Lack of HIV/AIDS and HAART
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various successive events and pathways that lead to low access and acceptance of

HAART as described by study participants. As explicated in the results section

above, a single or a combination of several of these pathways can contribute to

poor HAART uptake in a PMTCT-Plus client.

Figure 2.2 Conceptual framework of factors leading to low access and acceptance of HAART by
PMTCT-Plus clients in Kabarole District, Uganda.
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2.7 MALE FOCUS GROUP DISCUSSION RESULTS

The study data revealed that husbands/partners have a tremendous influence on
PMTCT-Plus clients' decisions to begin and continue HAART. Several barriers,
such as serostatus non-disclosure and lack of social support revolved around
partner attitudes and involvement. Male perspectives on these topics were sought
in order to supplement the female interview data as well as achieve a holistic
understanding of these barriers. The topics addressed in the male focus group
discussions included: level of HAART knowledge, issues surrounding lack of
male testing, low HIV status disclosure among partners and social support.
Possible causes and solutions for low uptake of HAART by PMTCT-Plus clients
were discussed. The data extracted from both urban and rural interviews revealed
the views among men in both urban and rural areas to be very similar. There were
no obvious discrepancies in the views expressed among urbanites and rural

participants on the topics addressed.

2.7.1 HAART knowledge

The type and level of HAART knowledge molds one's attitudes and perceptions
of HAART. Since men's attitudes and perceptions towards HAART have been
shown to influence PMTCT-Plys client's uptake of HAART, it is crucial that male
knowledge on the topic be explored. FGD participants were asked to describe
what they knew about HAART, if anything, and comment on their sources of this
knowledge. '

2.7.1.1 Lack of HAART knowledge among Males

A large portion of the respondents both from rural and urban areas indicated that
they were aware of the existence of HAART, and believed that it was effective in
treating people living with HIV/AIDS. Although most participants were cognizant
of HAART, the level of knowledge seemed to be more basic than that of the
women interviewed. Respondents from both urban and rural areas demonstrated

similar levels of HAART knowledge, with most participants indicating that its
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existence and apparent efficacy was the extent of their HAART awareness. There
were about one or two participant in each focus group that had never heard of
HAART before. The following FGD excerpts exemplify the typical responses
obtained regarding HAART knowledge.

“I just hear about them but there is nothing much that I know about the drugs- it
has been something new you having called me to attend this study about these
drugs”. (R6-Urban FGD#1)

“For me what I know about those drugs is that they help people living with
HIV/AIDS virus and prolong their lives. Instead of somebody dying within two
years he/she dies after five or six years, this drug helps somebody not to die very
soon. (R3- Rural FGD#2)

2.7.1.2 Sources of HAART knowledge

The sources of HAART knowledge cited by male participants were similar to
those provided by the female interviews. As indicated in the female interviews,

the radio was identified as most participants' main source of HAART information:

“[For] many years we've been hearing over the radios that when pregnant
women go to the hospitals they are tested for HIV and those who are found
positive are given those drugs free of charge”. (R7- Urban FGD#2)

Another theme regarding HAART knowledge that reemerged in male FGDs was
the lack of knowledge sharing by AIDS patients within the communities.
Respondents from all of four focus groups indicated that HAART patients in their

communities rarely shared their diagnosis or treatment details:

“People taking HAART are there [in the communities], but you can't know, no
one can tell you [their HIV+ status].” (R8-Urban#1)

“I don't know of anyone on the drugs. People fear to talk.” (R1-Urban #2 )

Considering that for most of these men, radio advertisements and rumors
constitute the sole source of HAART information several HAART

misconceptions, similar to those outlined by female participants exists.
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2.7.1.3 Misconceptions

As in the female interviews, the misconception that HAART brings about
weakness in its patients was raised. This common misconception was mentioned
by multiple respondents in all four of the male interviews, as indicated in the

following passages:

“I think that some women fear to take [HAART] because the drugs are very
strong and they weaken some people who take them and others have decided to
leave them.” (R1- Urban #1)

“[People] said that when you start on these drugs and then you stop you can even
die and this is one of the reasons as to why people have feared to go and test to
get the drugs.” (R5- Urban#2)

These misconceptions of the drug were cited as possible reasons hindering people
to test for HIV/AIDS and take HAART. In addition to misconceptions regarding
HAART use, several knowledge gaps were identified.

2.7.1.4 Knowledge gaps

In addition to the widely held misconceptions regarding HAART, significant gaps
in knowledge were identified. Each focus group ended with a questioning period
whereby participants were encouraged to voice any questions, comments or
concerns they had on topic of low postpartum acceptance of HAART. These
questioning sessions typically lasted between one and two hours. The length and
content of these questions made it obvious that the respondents-had many
questions about both HIV/AIDS and HAART and exhibited a keen interest in
learning more. The most common question raised was whether or not HAART

cures AIDS.

“We hear that [HAART] reduces the virus in the body and you live a bit longer
but what I don't know is whether it totally cures AIDS so I beg you to explain
more and let us know the truth about these drugs.” (R1-Urban FGD #1)

“If I am 30 years old but the disease has eaten me up and I am only left with
maybe two years to die, if I start taking those drugs, will I be cured?” (R7-Rural
FGD #1)
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This particular knowledge gap was previously reported by female participants,
suggesting that this aspect of HAART is largely unknown among the Kabarole
population. The last quotation is indicative of another knowledge gap also
exhibited in female interviews, regarding the optimal time to start HAART. This
comment refers to the common practice of waiting until one is very ill before

beginning HAART.

While most questions directed towards the research assistants were treatment
related, questions surrounding HIV/AIDS were also voiced. The following quote
concerns the utility of the condom and whether or not it plays a role in the

treatment of HIV/AIDS:

“There is another question, we hear people telling us to use condoms, to use

condoms, does a condom act as a medicine or is it just for prevention?”( R3-
Rural#1)

Although this comment does not specifically address HAART, it does signal a
lack of knowledge regarding HIV/AIDS treatment among these men. Despite
lacking HAART awareness in some areas, participants from all four groups made

it clear that they desired to be informed about the drug.

“Advise us about HAART. Some of us we don't know anything about these drugs,
so teach us so we can know something.” (R4- Urban FGD#2)

The strong desire to attain HAART knowledge was demonstrated not only
through comments such as those above, but also the respondents’ enthusiastic
participation in the discussion. It became apparent that the FGD itself was seen by
participants as HAART education or “sensitization”. The observation was
supported when, subsequent to the interview, respondents thanked the interviewer
and principle investigator for teaching them about HAART. Many respondents
made the point that unlike women, who are counseled in antenatal clinics, men
are not presented with an opportunity to be taught about HIV/AIDS and HAART

as women do.

“Women are sensitized when they go for antenatal care. Men should also be
sensitized by all means so they can test.” (R3-UrbanFGD #2)
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In response to the lack of male counseling, participants recommended that
HAART sensitization targeting men be carried out in villages to increase

awarencss:

The problem is poor sensitization. People don't know much about these drugs,
radios are not enough. People should come and reach down from Local Council
1, from the villages some people even don't take time to listen to radio programs.”
(R3- FGD Urban #2)

Such comments as the one above convey these men's preference for an interactive
approach to HAART education over existing methods of relaying HAART
information through the media. Many of the participants communicated that this
type of HAART sensitization would likely encourage men to go for HIV testing,

as demonstrated by the excerpt below:

“Men should be given more attention, sensitize and show them the benefits of
testing and accepting to live positively.” (R2- Rural FGD #1)

2.7.1.4 Low HIV testing among men

Lack of male testing was frequently referred to by female respondents as
contributing to non-disclosure or fear of disclosure to one's partner. To gain a
male perspective on the topic of HIV testing, a considerable portion of each focus
group discussion was dedicated to dialog surrounding male HIV testing.
Respondents were asked to comment on the possible reasons for low testing in
men, speculate how low testing among men affects women's decision to take
HAART and provide suggestions on how male HIV testing uptake could be

improved.

2.7.1.5 Reasons for low uptake of HIV testing among men

As previously mentioned, many respondents felt that a lack of HIV/AIDS and
HAART knowledge among men may contribute to their low VCT uptake.
Respondents expressed several other factors that may discourage men from
testing. These include: The cost of testing, time and priority conflicts, worries

associated with testing as well as a general reluctance to test for HIV.
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Cost to clinic

A lack of finances was identified as a barrier to accessing HIV testing services.
These echoes of the female interview findings, that identified economic
restrictions, particularly transport costs, to limit clients’ abilities to uptake the free
HAART program. Transport costs to the clinics were also said to restrict men's

ability to come to the clinic for testing.

“Some of us don't have transport and we hesitate going to far places for testing”
(R6- FGD Rural#1)

Most HIV testing sites in Kabarole District provide free services to those coming
to test. Apparently free testing is not universal throughout the district as some
respondents mentioned a charge associated with testing, acting as an additional

impediment to this service.

“Even there at the sub-county health unit they charge two thousand five hundred
shilling per head. So if you are to go with your wife that's five thousand, which
we don't have- that also makes us reluctant. We have other problems and
requirements at home.” (R8-Rural FGD #2)

The mention of economics and its role as an obstacle to testing was pervasive
throughout the male focus group discussions. Men also commented that, being the
primary breadwinner in the family, men are often too consumed working to
support their families they have little time for testing. This sentiment is

represented in the quotation below:
“For us [men] we are always busy looking for money to pay school fees, buying

salt at home, we feel lazy to go for testing. "(R4-FGD Rural#1)

This excerpt expresses a sentiment that was repeated by many other respondents,
that being tested interferes with their ability to work and is often regarded as a
nuisance rather than a priority. Participant five's following remark implies that an
HIV+ diagnosis resulting from testing brings worries that can also interfere with

one's ability to work.

“Men do a lot of hard work- working from morning until late in the evening , so
they say when they test and maybe they are HIV+ they will have many worries
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and they will not be able to work. That is why they don't test.” (R5- Urban FGD
#2)

The notion that an HIV positive result brings worries was frequently mentioned
by respondents.  The meaning of the term “worries” in this context was
clarified by Ugandan team members. Team members explained that these
comments convey a fear of learning one's HIV+ status, as this diagnosis forces
those infected to confront the possibility of severe illness and imminent death.
This fear prevents men from coming to test for HIV as portrayed in the following
citation:

“Men are also infected but they fear. They say I'd rather die without knowing

that [I'm HIV positive] because if I get to know I will die faster because of too
many worries.” R4- Urban FGD #1

Apart from the reasons provided above for non-testing by males, respondents also

explained that unlike women, men are stubborn and less accepting of HIV testing.

“For me I think, as you have told us earlier, that the women are the ones who
mostly go for testing and for us men, we are hard hearted. It is only women who
can come and tell you that she has such and such a disease, and that is when I
will get the encouragement to go and look for the treatment of the disease.” (R2-
FGD Rural #1)

Participant 2 expresses this position by explaining that men generally avoid

hospital visits unless it is absolutely necessary.

“For us men we don't mind [going to the doctor] unless we are totally sick, we
won't mind going to the hospital.” R6- Rural FGD #2

Men's reluctance to test for HIV has been described to play a major role in
women's decision to drop out of the free treatment program. Male respondents
were asked to comment on solutions to improve HIV testing by men. Informants
provided several suggestions, the most popular being the implementation of mass
testing. The idea of mass testing emerged from all four focus groups. Many
participants proposed that testing be carried out in a manner similar to

immunization.
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“I am saying making [HIV testing] general like it is with immunization so the
government should set test dates meant for mass HIV testing”. (R1- Urban FGD
#2)

“Make testing as immunization so we know that such and such months of the year
are meant for mass HIV testing and bring the exercise closer to people.” (R2-
Rural FGD #2)

In addition to carrying out mass HIV testing, participants above mentioned
bringing the exercise closer to people thus eliminating the necessity for transport
costs. This idea of increasing accessibility through decentralization of testing and
treatment services was a popular solution provided by both men and women

interviewed.

2.7.1.6 Fear of Serostatus disclosure

Being that non-disclosure among partners was raised as a concern by female
respondents, several questions were asked surrounding this issue. Respondents
were asked whether or not they would share a HIV positive diagnosis with a
partner. This question yielded mixed responses, with the majority indicating that
they would share their status with their partners. Surprisingly, there was a large
number who indicated that they would withhold a positive diagnosis from their
partners. A handful of men explained that if diagnosed positive, partner disclosure
would be contingent on their partner's diagnosis. They explained that if their
partner revealed a discordant diagnosis, they would be more likely to keep their

positive status a secret.

“For me I was thinking that maybe I can go for testing first before the woman
goes there and I test HIV+ and 1 fear to tell her and when she goes there
afterwards and she tests HIV-, then for me I will fear to tell her. ”(R3- Rural
FGD#1)

“I may inform her [of my HIV+ status], and I put all my trust in her but when she
goes and tests and finds herself HIV-, as I trust her I may not tell her instead I
will keep on using a condom.” (R8- Rural FGD #2.)
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Both respondents above communicate the act of disclosure to be reliant upon their
partner's diagnosis. These comments implicitly assume that partners would be
open about their tests results. This type of thinking may perpetuate secrecy
between partners and compromise treatment uptake, as a considerable number of
women interviewed had confessed to withholding their diagnosis from their

partners.

Male informants were asked to provide their rationale for partner non-disclosure
in the case they were found to be HIV+. The responses indicated that just as the
women interviewed, many men fear blame and abandonment by their partners.
Most men cited this fear as the primary motivation for partner non-disclosure.
Participants from all FGDs, both urban and rural groups expressed this sentiment.

The following comment illustrates this point.

“I can't tell her, she will run away and leave me with the children” (R4-Urban

FGD #2)

The next quotation explains that some men fear blame and abandonment not only
resulting from disclosure of an HIV+ status but by merely suggesting testing to

his partner:

“If you the man brought the idea of testing, the woman will say that it means you
are sick. She will start suspecting you to be HIV positive and she might even run
away from you. (R5-Rural FGD#2)

In addition to fear of being abandoned, some men also expressed that sharing their
HIV+ status could compromise their reputation and ability to find another woman

in the event that he was deserted by his partner.

“ The reason why we don't tell women is this one, when you tell the woman she
will go out and tell all her friends and when she leaves your home, you fail to get
another woman because she has destroyed your name and it is better to keep quiet
instead of telling her.”(R8- Rural FGD #1)

“I have first to reconsider the situation that when I tell her she may end up
divorcing me if she is HIV-. What will I do then? Now will I go to look for
somebody else who has the HI virus? "(R2- Rural FGD #1 )
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The data above demonstrates that the problem of low serostatus disclosure may be
shared by both partners. Respondents were prompted to recommend ways in
which to foster disclosure or circumvent partner non-disclosure. The most
common solution offered was that couples should be counseled and tested
together. Participants suggested that this would promote understanding and reduce

non-disclosure among couples.

“For me I say there should be an understanding between the two and they both
test and in case they are both sick of this disease they start the treatment.” (R5-
Urban FGD #2)

“I think with this issue of testing — it is better the two people be true to each other,
both go and test and if they are to start the dose they both start that can benefit
both of them.”(R2- Urban FGD#1)

2.7.1.7 On PMTCT-Plus clients’ Low uptake of HAART
To elucidate men's views on the issue of low HAART uptake by PMTCT-Plus

clients, respondents were asked to speculate the possible reasons for the
underutilization of free HAART services. The responses obtained suggested that
participants were well aware of men's influence on their partners' decision to take
HAART. The most popular conjecture was that women did not take HAART to
conceal their HIV+ diagnosis from their partners. Fear of blame, violence,
abandonment and lack of economic support were listed as possible motivations
for this secretive behavior. These responses were consistent with female
respondents’ reasons for non-disclosure. Many participants mentioned fear of
blame as a reason for non-disclosure leading to the rejection of treatment. This

concept is outlined in the quotation below:

“The woman fears maybe because she still loves the husband and maybe they
have children so she decides to keep quiet to avoid conflicts at home because she
fears the man might say she is the one who brought the disease.” (R4- Urban
FGD #2)

The male interview data, as shown in the above excerpt acknowledges that
women may avoid taking treatment for fear of being blamed for acquiring the

disease. This fear was frequently mentioned by female respondents. Multiple
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comments made by male respondents suggested that this fear is not unfounded. A
handful of participants felt that women are promiscuous and largely responsible
for the spread of HIV/AIDS. The following quote justifies the act of blaming
women for contracting the HIV on the supposition that women are generally

promiscuous.

“Most men think it is women who bring the disease. These days you can hardly
find a virgin girl very few men have married virgin girls.” (R2- Urban FGD #2)

The following rural participant explains that more women than men are tested
because they are promiscuous and more likely to become infected with the HI

VIrus.

“Men don't involve themselves too much in sexual activities. But for women the
reason why most of them go for testing is that they are too much involved in
sexual activities.” (R4- Rural FGD #1)

It is the above type of reasoning that instills in fear of blame among female

patients, preventing some from disclosing their status among partners.

Some male FGD participants also identified fear of violence as a cause for
secrecy and/or non-disclosure leading to low acceptance of HAART. Fear of
violence as a barrier to disclosure and treatment acceptance was cited by several

participants among the four focus groups.

“Some women are beaten by their husbands at times for no good reason if then he

saw you swallowing drugs, he'd kill her. ”(R6 Urban FGD #2)

FGD participants also cited the possible loss of economic support as a motivation
for non-disclosure among females. They explained that as many women depend
on their partners for economic support, abandonment as a result of HIV+ status
disclosure would eliminate this monetary resource on which they rely for survival.

This may discourage some women to reveal their diagnosis to their partners.

“As you know in most homes it's the men who work so women fear that if their
husbands got to know then they will leave them and they will have no one to buy
the food or pay the school fees for their children.” (R8- Urban FGD #2)
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Another respondent said:

“She fears if the man comes to know about it, she can divorce her and you know
people are poor, she will start suffering with no-one to help her. Poverty is the
problem. If someone knows she can support herself without the man then she can
start the drugs without even telling the husband.”(R 1-383 Urban #2)

As demonstrated above, many of the men interviewed were aware that partner
non-disclosure of HIV+ status may represent a barrier to accepting free HAART

by PMTCT-Plus clients.
Fear of being known as HIV+

Another social factor that men indicated may inhibit women from disclosing their
status or taking HAART is fear of being identified as an AIDS patient by

community members. This is indicated in the following quotation:

“They fear that people will start to finger point at them that so and so is sick so
they keep quiet.” R9- Urban FGD #2

This motivation for low uptake of HAART was mentioned by only a few male
FGD participants. Fear of being known as HIV+ was mentioned by PMTCT-Plus
clients several times but was not identified as a prominent deterrent to taking
HAART. Another participant’s remark echoes some PMTCT-Plus clients'
statements that women may fear being seen in the HIV/AIDS clinic or “Yellow

house' can alert others to patients’ positive HIV statuses.

“People fear being identified because if they saw her at the clinic then people will
start saying so and so family is all sick. ** Respondent Urban #2

Social Support

As the presence of social support has been shown to improve HAART uptake,
respondents were asked if they would support a partner who was found to be
HIV+. All respondents' commented that support would likely improve HAART
uptake and they would support their partners if they were found to be HIV

positive. There were no participants who communicated otherwise. The means of
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support suggested by respondents included provision of transport costs,

encouragement and reminding. Below are examples of these comments:

“I would always try and get for her transport when it is time for her to go back to
the hospital for more drugs.” (R4- Rural #2)

“I would motivate, encourage her and to always remind her when it is time for
taking the drugs.” (R1- Rural #2)

2.7.1.8. Health Care Decision Making

A common theme that surfaced from female interviews was women's reliance on
their partners when making health care decisions. Most women explained that
they first sought permission from partners before going to the clinic. This lack of
health care decision autonomy on the part of females may inhibit HAART uptake
in some clients, especially those who had not shared their diagnosis with their
partners. To explore the process of Health Care Decision making within the home,
inquiry into who is responsible for the health care seeking decisions was made.
Many participants had difficulty understanding the meaning or purpose of this
question. This may be attributed to unclear wording, although this is unlikely as
questions had previously been pre-tested for clarity. Often this question had to be
repeated or reworded so that participants were able to understand and answer this
question. Some participants explained that decisions were made as a couple
whereas others expressed that husbands/male partners were responsible for all
decisions made in the home. There were relatively equal numbers of each
response. The following respondent's comment indicates that the male family

head is responsible for decisions made in his home.

“As the family head, you have responsibilities, so let this issue of starting HIV+
drugs if you are both positive be your responsibility too.” (R9- Urban FGD #2)

This notion of the male as the family head was mentioned by several participants
and was reinforced by motions of agreement from FGD members. From the

discussion 1t seemed that the family head was typically the male, and was the
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dominant partner in the relationship, responsible for most household decisions.
Respondent four in the second urban FGD share the sentiment that female

partners are to assume the subservient role.

“The woman will always follow what the man has said and if she is a good wife
she will not go against it.” R4 Urban FGD #2

This statement demonstrates the expectation of submission and obedience by
women among some men. From the female interview data, this attitude was
shown to extend to health care decision making for some couples, with the
women seeking permission to take HAART. Not all participants shared this view,

as demonstrated by the following quote:

“[Deciding to take HAART] has to be an agreement between the husband and
wife- with life no one has the right over the other's life. No permission. If she is
found HIV+ and can get the drugs why then should she seek permission?” (R3
Rural FGD #2)

The section above provides insight into the role that men may play in the problem
of HAART access and acceptance of HAART by PMTCT-Plus clients.
Considering the major role that men play in women’s decision to take HAART,

men’s view, knowledge and attitudes towards HIV/AIDS, HAART should be

considered.
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CHAPTER THREE: DISCUSSION

Treatment seeking behaviors such as accessing and accepting HAART can be
described as spanning a continuum, from acknowledging risk to determining HIV
status to accessing and continuing treatment (MShana et al, 2006). Patients
experience an assortment of barriers at each phase along the continuum, an
occurrence dubbed the “attrition cascade” by some authors (Stringer et al, 2005).
This study identifies and explores the barriers facing PMTCT-Plus patients at the

access and treatment maintenance stage.

The data extracted from this study provides insight into the context within which
these women live. This perspective is essential in achieving a holistic
understanding of the root causes that lead to low access and acceptance of
HAART. Numerous factors were found to contribute to poor postpartum uptake
of HAART which will be discussed below. A thorough comprehension of the
factors facilitating poor uptake of HAART is instrumental in the development of
recommendations to support, enhance and improve the existing program and

uptake of HAART by PMTCT-Plus clients.

It is important to note that since the PMTCT-Plus program had only been newly
established in 2003, at the time of the interview, participants had only been taking
HAART for a few years up to a maximum of three years. The barriers identified
in this study are therefore those experienced during the early years of treatment.
Other barriers to access, such as treatment fatigue that have been mentioned in
other studies did not emerge from this study, however may arise following a
number of years on HAART by these patients. Other studies have found that
adherence to HAART generally decreases as time goes on (Mills et al, 2006). It is
therefore likely that Buhinga’s PMTCT-Plus may experience more drop-outs over
time. This is problematic, as the occurrence of non-acceptance and drop out of the

PMTCT-Plus programme is presently unacceptably high.

The problem of low access of HAART services is not the only case of poor
utilization services in the area. According to a 2001 estimate, (Uganda’s Ministry

of Health Abstract, 2001) the per capita utilization of out-patient services in
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Kabarole District is 0.67, which is lower than the recommended 2-3 visits per
capita. Evidently, service utilization is generally low. In Kabarole District,
antenatal service utilization by women is 90% (Walter Kipp, personal
communication) which is comparable to the national average of 92% (Ministry of
Health, 2001). Although this number is high, many patients attend on average
two to three visits, as opposed to the recommended ten, suggesting still that

antenatal service access is low.

Economics

In resource poor settings, a lack of finances is a significant obstacle to accessing
treatment, as has been shown by several studies conducted in sub-Saharan Africa.
In Nabukera et al.’s study on the use of postpartum health services in rural
Uganda, it was found that lack of money for transport was a key reason for failure
to return for post-partum care visits (2006). Other studies conducted in Sub-
Saharan Africa have demonstrated that funding shortages can contribute to poor
HAART adherence (Hardon et al., 2006, Weiser et al., 2003). Hardon et al.’s
(2006) study, a synthesis of findings from Botswana, Uganda and Tanzania
described constraints to adhering to HAART among HIV patients. The two
greatest barriers were related to financial constraints. These included the high cost
transport and user fees as well as hunger resulting from failure to purchase the
necessary supplementary diet. Throughout the course of this study, it became
obvious that poverty was also overwhelming obstacle to obtaining and continuing

HAART in Kabarole District.

Although HAART is provided to PMTCT-Plus clients free of charge, the
logistical costs associated with retrieving and ingesting the drug is often
unaffordable to PMTCT-Plus clients. These logistical costs included high
transportation fees, the additional cost of purchased meals, spending the night in

Fort Portal, missing work as well as purchasing the supplemental diet required.
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Transportation Costs

High transportation costs emerged as the primary obstacle to taking HAART
among all four groups of participants. It was identified as a barrier to enrolling
for free HAART as well as continuing the drug. The requirement for recurrent
monthly visits compounded this financial dilemma. Most participants interviewed
account spending between 5,000 and 10,000. The amount spent on transportation
represents a significant portion of a household’s income, as the average monthly
household expenditure in Uganda in 2000 was estimated to be 9,711 USh
(Uganda Country Report, 2000).

PMTCT-Plus clients’ area of residence and occupation seemed to be a strong
determinant of clients’ inability to cover transportation costs. The majority of
respondents, particularly those not taking treatment, resided in remote rural areas
where transportation costs were high. In contrast, it was found that a greater
proportion of those participants currently taking HAART resided in urban areas
within short walking distance of the hospital. Proximity to the clinic appears to be
an important determinant of access to HAART. This finding is problematic, as the
majority of Kabarole district’s population resides in rural areas (Ugandan
Population and Housing Census, 2002). According to the Ministry of Health’s
2001 Statistical abstract, roughly 26.1% of Kabarole’s residents reside within a
5km walking distance of health care facilities. This would explain the low access
to services that many of the participants interviewed expressed. Most respondents,
particularly those living in rural areas, were peasant farmers, the most prevalent
occupation among Kabarole’s citizens. A number of participants divulged that
being a farmer gives rise to additional challenges when taking HAART, such as
restricted access to cash and low income, insufficient to cover transportation

costs.

This finding of transport costs as a barrier to accessing treatment is consistent
with others who have conducted similar studies in Sub-Saharan Africa (MShana
et al, 2006; Weidle et al, 2002; Weiser, 2003 and WHO/UNAIDS, 2006). In

MShana et al.’s rural Tanzanian study, transportation costs were covered for a
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short period of time. During this interval, it was found that access and adherence
to HAART had increased, indicative of the significance of transport costs as a

barrier.

Despite being highly motivated to start and adhere to HAART, transport costs
represent a formidable barrier preventing HAART patients from doing so. Not
only do transport costs inhibit clients from beginning HAART, it also promotes
low adherence which undermines the cost-effectiveness of the treatment by
facilitating the development of resistance to first line drugs (WHO/UNAIDS,
2006). It is important that efforts are made to mitigate the problem of high
transportation costs. Reducing or eliminating this barrier would likely increase

HAART acceptance and adherence substantially.
Supplementary Food Costs

Although attaining and consuming the required supplementary foods was
described by HAART patients and defaulters as a challenge to taking HAART,
none of the participants interviewed cited this as the leading cause of their
decision to default. Some respondents explained that if they were unable to
acquire the recommended foods, they would continue with their regular diet,
consisting primarily of starchy foods, the typical Ugandan staples such as
matooke, posho and millet porridge. It seems surprising that many of these
respondents who are peasant farmers would have difficulty obtaining nutritious
foods such as vegetables and fruit. Participants explained that these foods were
either not grown in their gardens, or were sold or traded for other necessities.
Hunger or failure to obtain healthful foods was also found to pose a challenge to
taking HAART in other studies (MShana et al, 2006; UN/WHO AIDS, 2004).
Unlike this study however, they described failure to obtain supplementary foods

as a challenge rather than a barrier to taking treatment.

Many respondents suggested that healthy foods be provided to HAART patients
to alleviate the challenge of obtaining these nutritional supplements. A few

respondents referred to the former GTZ-run PMTCT-Plus program that supplied
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clients with nutritious foods. The UN/WHO AIDS report (2004) “From Access to
Adherence” also suggests that the provision of food-baskets to HAART patients,
especially during the early phases of treatment would promote adherence. An
initiative such as this would be costly and may be difficult to sustain long term
without proper financial backing, however would alleviate one of the many

challenges HAART patients face in taking their medication.

Other costs associated with clinic visits

Other costs associated with hospital visits were mentioned by respondents. These
included the cost of purchasing meals while at the hospital and complaints
regarding the cost of spending the night in Fort Portal. These additional costs are
a direct consequence of the congestion and excessively long wait times at the
clinic. In order for this additional cost to be mediated, the problem of long wait

times would have to be addressed.

Another cost that was expected to emerge as a barrier was that of missing time at
work and lost wages during their time at the hospital. There were however, only
two respondents that indicated this to be a problem. Both of these women were
working outside of the home, one as a secretary and the other a shoe kiosk owner.
Overall, the issue of lost wages did not appear to be a substantial barrier to taking
treatment, unlike the findings other adherence studies (UN/WHO AIDS, 2004).
This may be a product of the farmiﬁg lifestyle of most respondents. Many of the
participants explained that leaving work was of no consequence, as they were not

paid for their work.

The cost of leaving children behind to attend the clinic for appointments was also
anticipated to surface as constraining treatment. Study data demonstrates that this
was not considered a barrier by clients, who explained that their children were

often cared for by family members or neighbors free of charge.
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HEALTH CARE SERVICES

The quality of health care services delivery was found to be instrumental in
cultivating patient satisfaction, motivation and promoting access and acceptance
of HAART by PMTCT-Plus clients. The data collected revealed marked
discrepancies in the quality of services received at the GTZ-run clinic in
comparison to those received at the yellow house. Most clients expressed a
considerably higher level of satisfaction with the services at the GTZ-run clinic
compared to those received at the yellow house. The aspects of health care
services delivery most frequently referenced as influencing their decision to take
HAART included: distance to the facility, long waiting times and poor patient-

provider interactions.
Distance to the Hospital

The previous section on high transport costs alludes to long distance as a
treatment barrier. In addition to the high transportation costs incurred by clinic
visits, most participants claimed that these distances were often too far to reach by
foot. To mitigate this barrier of long distance and associated high transportation
costs, decentralization of health care services as well as compensation for
transport costs to and from the clinic could be implemented. These suggestions
were also put forward by interview participants. Although compensation for
transportation costs could be beneficial, this solution may be logistically

impossible and unfeasible in the long term.
Long waiting times

Long waiting times at the YH was voiced as a major source of patient
dissatisfaction and a barrier to treatment. Although the majority of respondents
communicated dissatisfaction with lengthy wait times, only a handful cited long
waiting times as a barrier to treatment. PMTCT-Plus clients in Kabarole are not
alone in experiencing this problem. Excessive waiting times also emerged as an
impediment to treatment adherence in other studies conducted in sub-Saharan

Africa (MShana et al, 2006; Weiser et al,2003; WHO/UNAIDS, 2006).
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To improve patient satisfaction and HAART adherence, an effort to reduce wait
times should be made. Respondents described several factors such as multiple
queues, patient favoritism by staff, disorganization of files and congestion to
contribute to the long waiting times experienced by participants. Respondents
indicated a clear need to increase the efficiency of services, such as improving
general organization, client file management and altering time-consuming clinic
procedures such as queuing in multiple lines for physician visits and drugs.
Although some of these setbacks may be addressed, such as improving general
organization, others may prove more difficult under the existing circumstance of

extreme manpower shortages.
Patient Provider Interaction

Patients described instances of neglect, rude comments, shouting and patient
favoritism by health care staff. This treatment of clients is unacceptable, as it
results in poor patient provider- relationships, low patient satisfaction and

discourages patients from taking HAART.

Ensuring favorable patient-provider interactions and patient satisfaction is
essential, as it has been connected with increased levels of adherence among
HAART patients (Bakken et al, 2000; Beach et al, 2006; Demmer, 2002). An
important component of patient engagement is the communication methods used
with patients. The Committee of Quality Health Care in America (2001)
describes a communication style, patient-centeredness, as the standard for high
interpersonal care. Patient centeredness which involves “understanding each
patient as a unique human being” has been shown to bolster patient satisfaction
(Brody DS et al., 1989). This is consistent with data collected from PMTCT-Plus
patients who often associated a positive appraisal of the health staff and services
with feeling welcomed and being known “as their patient”. Conversely, poor staff
communication styles such as the shouting and rude comments described by many
participants discourage them from taking their treatment and should be purged

from the HAART program. Improving communication styles is imperative in
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fostering positive patient-provider relationships and should become a priority in

the Yellow house so that patient adherence to HAART can be increased.

The recurrent complaint of patient favoritism was also found to be detrimental to
patients’ motivation to take HAART. Staff favoritism should be reproached and a
system should be put in place so that patients are served fairly. A numbering
system whereby patients are tended to on a first come-first serve basis may be an
adequate solution. To ensure desirable patient-provider interactions and improve
patients’ encounters with the health care staff, workshops, training sessions and
supervision of established ethical guidelines focused on improving interpersonal

patient-provider skills should be carried out.
Human Resources Constraints

Although the long wait times and poor patient-provider interactions are
inexcusable, they signify a greater underlying issue: a lack of health care workers.
Overworked and overburdened, health care workers may take their frustrations
out on patients by shouting or communicating in a rude manner. In addition to
this, congestion and time restrictions limit the amount of individual attention
health care workers can bestow upon their clients, an act that can be interpreted
by patients as neglect. These behaviors, congestion and inability to cater to all
patients in one day as experienced in the HIV/AIDS clinic are indicative of the
human resources crises that are currently plaguing the African sub-continent

(Schneider et al., 2006).

Southern Africa is experiencing and inadequate supply of health care workers to
meet rising health care demands. In fact, a lack of health care workers has been
identified as the main system limitation to the scaling up of HIV treatment
(Hongoro and McPake, 2003, Liese et al., 2003). Uganda also experiences this
problem, as senior officials in Uganda stated a paucity of health care personnel as
the key constraint to mobilizing responses to the country’s health challenges

(Human Resources in Africa. February, 2002).
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Chen et al., (2005) explains that a feature of the human resources crisis is the
demoralization and de-motivation of health care personnel in the system. In some
cases, de-motivation and being subject to the pressures in the health care system
has “in the worst cases turned full circle into a culture of abuse of patients”
(Mackintosh et al., 2000). The recurring complaints of patient abuse by Buhinga
Health staff may be a product of the stress incurred by challenging work

environments such as those described above.

To begin to address the various problems such as long waiting times, congestion,
neglect and poor patient-provider interaction that were raised by respondents, the
complex issues related to of lack of health care personnel and resources needs to

be considered.
HAART KNOWLEDGE and BELIEFS

A patient’s knowledge and belief about HIV/AIDS and HAART is highly
influential in one’s decision to start and adhere to HAART. A basic understanding
of HIV/AIDS, belief in HAART efficacy as well as knowledge of the
consequences of non-adherence, such as treatment failure and viral resistance are
said to lead to adherence in patients (Wenger et al, 1999; Weiss et al 2000).

Study results indicate that for the most part, respondents possessed a basic
understanding of HIV/AIDS and HAART. The majority of respondents indicated
a belief in the efficacy of treatment and awareness of the drawbacks associated

with non-adherence and defaulting.

The data found that there were no glaring differences in the formal education

level between those taking HAART and those not taking the drug. This is contrary
to conventional thinking, that acceptance and adherence may be a function of
knowledge level, literacy and access to HIV/AIDS and HAART information. This
study’s findings suggest that financial constraints may be so overwhelming that it
prevents access to HAART, regardless of patient’s HAART knowledge and

intentions to take the drug.
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A marked disparity in the level of HAART knowledge was found to exist between
respondents taking HAART compared to those who never enrolled for treatment.
Lacking the counseling administered during enrolment, many patients felt their
HAART knowledge level was suboptimal. Some patients suggested that they may
have returned for enrollment if they held a greater awareness about the drug.
Although eligible patients are not formally counseled regarding HAART prior to
enrollment, they were provided with a pamphlet about HAART to take home and
read. Interview data suggests that this may not be an effective method for
HAART information dissemination among this group, as many PMTCT-Plus
clients are illiterate or do not bring it home from fear of being exposed as HIV+
by family members or friends. Provision of a brief oral information session and
increase in quality of the initial counseling to eligible PMTCT-Plus clients
regarding HAART basics may be useful to improve patient HAART knowledge
and HAART enrollment.

Several misconceptions regarding HAART surfaced over the course of the
interview, the most popular being that HAART can be detrimental to the patient,
making them weak and/or causing them to “die faster”. Similar findings, that
HAART was designed to kill PLWHA, arose from other studies in Uganda and
was found to serve as a barrier to adherence (WHO/UNAIDS, 2006). This notion
may arise from the initial side effects of dizziness, weakness and allergic
reactions that some patients experience. Patients who delay treatment until
advanced stages when they are less likely to recover, may give rise to and
perpetuate the myth that HAART kills its patients (Kipp, personal
communication). These misconceptions may deter patients from taking and
adhering to HAART properly and efforts should be made to dispel these harmful
fallacies. These misconceptions should be thoroughly investigated and addressed

through education programs.

Knowledge gaps about HAART were also identified in the interview data, the
most common being whether HAART cures HIV/AIDS. This question was raised

by respondents taking and not taking treatment alike. To improve adherence to
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HAART, it is crucial that respondents are aware that although HAART does not
cure AIDS, it can increase the quality and longevity of the patient substantially if
administered properly. Lack of knowledge regarding the outcome of HAART
could potentially prevent patients from starting or adhering to HAART. This
knowledge gap indicates a need to address the outcomes of HAART in counseling

sessions and other HAART information sources.

Respondents described being exposed to HAART information through various
avenues, the most common being radio, counseling and word of mouth. Radio
shows focused on HIV/AIDS and HAART seemed to be a highly effective
method of information dissemination, reaching an extensive audience. This is a
reflection of the Ugandan government’s efforts to increase HIV/AIDS knowledge
across the country. The value of the radio as an effective tool for information
dissemination was also acknowledged in studies from Botswana, Tanzania and

Uganda (WHO/UNAIDS, 2006).

Participants rated their counseling sessions very positively, indicating it to be an
excellent source of HAART information. Despite indicating a satisfaction with
the counseling received, many patients requested additional sessions to expand
and refresh their HAART knowledge. In contrast, HAART information
transmitted via word of mouth in the villages was found to be a poor source of
HAART information, perpetuating misconceptions and stigma. Increased efforts
to improve HAART knowledge among village people should be made to dispel
inaccurate beliefs that are responsible f(;r generating stigma and discouraging

patients from taking HAART.

SOCIAL ENVIRONMENT
HIV/AIDS Stigma

Stigma has long been associated with HIV/AIDS and its victims. Breeding hatred,
denial, shame and secrecy, stigma is largely responsible for fueling the HIV/AIDS
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epidemic. Uganda has made the utmost effort to diminish stigma and cripple its
effects (Kilian, 2002), making the country a leader of this effort on the African
continent. Despite impressive advancements in the reduction HIV/AIDS stigma in
Uganda, study data reveals that stigma persists in some communities, impeding

access and acceptance of HAART by patients.

Most respondents reported occurrences of HIV/AIDS stigma within their
communities. They claimed that PLWHA were regularly gossiped about, regarded
as already being dead and unproductive members of society. Current efforts to
roll out HAART could be instrumental in altering this insidious perception of
those infected with the HI virus. Public insight into the increased quality and
longevity of life experienced by HAART patients may inform people that
HIV/AIDS is a manageable chronic disease, thus decreasing the stigma associated
with the infection. The effect of HAART knowledge in reducing HIV/AIDS
stigma was communicated by various interview participants. This reinforces the
importance of educating the public about HIV/AIDS and HAART as a means to
decrease HIV/AIDS discrimination.

Another discriminatory public sentiment expressed by respondents was that
HAART patients take the drug to conceal their disease and intentionally infect
others. The notion of deliberate spread of HIV by HAART patients validates
Wawar et al.’s (2004) conjecture that “ART availability may result in behavioral
dis-inhibition, increased risk behavior, and higher HIV incidence”. Future
research into the effects of HAART on risky sexual behaviors should be |
undertaken. Interventions to prevent risky behaviors in HAART patients should
be implemented to decrease HIV/AIDS spread and decrease prejudice directed at
HAART patients. Although most participants expressed that HIV/AIDS patients
were viewed negatively by their communities, some community members were
described to be accepting PLWHA. These encouraging statements signify the
progress taking place in Uganda in terms of HIV/AIDS stigma reduction.

Stigma framed many aspects of the respondent’s decisions and manifested itself
as a treatment barrier in ways such as discouraging HIV testing among men,
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secretive behavior and partner non-disclosure. The study data shows that
disclosure of HIV status was relatively high, with most clients disclosing their
status to someone. Non-disclosure to respondents’ partners seemed to be an issue
of concern, however. Skogmar et al’s study (2006) shows that HIV/AIDS stigma
and discrimination are associated with partner non-disclosure. Partner non-
disclosure was found to be one of the main impediments to taking treatment in

this study, particularly among those who never began treatment and defaulters.
Partner Non-disclosure

Non-disclosure was asserted by most respondents, male and female alike, to be a
substantial barrier to treatment. Non-disclosure to partners as an impediment to
treatment has been recognized in other African studies, particularly pertaining to
adherence (MShana et al. 2006; Nachega, J.B and Lehman, 2005; Olley et
al,2004; WHO/UNAIDS 2006). Olley et al. (2004) and Nachega & Lehman
(2005), found the rate of partner non-disclosure to be 22% and 38% respectively
from their South African studies. This study’s findings of non-disclosure as a
barrier to treatment is therefore supported by others conducted in sub-Saharan
Africa. The evidence underscores the severity of this problem and need for
interventions to promote status disclosure among couples, such as focusing

attention on the promotion of couples testing and counseling.

Similar to the findings from other studies, non-disclosure arose from fear of
blame, violence, abandonment, divorce and loss of economic support (Gaillard et
al, 2002; Maman et al, 2001; Medley et al, 2004). Study data demonstrated this
fear to be a legitimate concern as a handful of respondents described such

incidences occurring following disclosure to their partners.

Non-disclosure was also described to make HIV prevention strategies, such as
wearing a condom challenging. This is supported by Simbayi et al.’s (2006)
findings that indicate sexual transmission risk behaviors were reported more
frequently among those who had not disclosed their HIV status to partners. This
study also found that people who had withheld their status from partners were 28
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times more likely to have sexual partners of unknown HIV status. This finding
highlights the importance of male testing to facilitate partner disclosure. The issue

of male testing will be discussed further in a following section.

Failure to practice protected sex has various implications. Several respondents
described their inability to practice safe sex as a cause for defaulting; their
reasoning being that practicing unsafe sex can decrease efficacy or render the
drug ineffective. Large scale repercussions may ensue from this practice as well,
including increased viral resistance to HAART, undermining HIV prevention and
treatment efforts as well as catalyzing the spread of the HI virus. For these

reasons, issues relating to partner non-disclosure should be addressed.

Social Support

Partner disclosure is important for establishing a treatment supporter and social
network necessary to assist the patient in taking HAART properly. Selected
treatment supporters were usually partners, family members (such as parents,

siblings and children) and in a few cases, friends.

In accordance with Nachega et al.’s study (2006), the study results suggest that
the process of taking and continuing HAART is eased with the presence of social
support. The results also imply that taking and adhering to HAART is dependent
on the fulfillment of basic financial, material and emotional needs. Financial and
material needs such as transportation costs, lunch money and supplemental foods
were identified by most participants as the type of support they are lacking that
would improve their ability to take and adhere to HAART. Although emotional
support was discussed as an important form of assistance, many patients claimed
to be receiving this type of support and in addition required financial assistance.
While most respondents stated that they possessed a treatment supporter who
encouraged and reminded them to take HAART, they explained that these
supporters often do not have the means to provide for them financially. This lack

of financial and material resources was a recurring theme throughout this study.
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Another recurring theme was the role socio-cultural factors related to women’s

gender roles and powerlessness.
Women and Powerlessness

A discussion regarding the barriers to taking HAART by HIV positive mothers
would be incomplete without mention of Uganda’s socio-culturally prescribed
gender constructs and its role in women’s decision to take and continue HAART.
Gender roles and women’s economic status seemed to play a role in some

women’s decision to take HAART.

Most participants described their duties and reSponsibilities to revolve around the
home such as farming, cooking, cleaning and caring for their children and
husbands. The gender role of women as caregivers was shown to represent a
minor impediment to taking HAART, as only two respondents cited foregoing
hospital visits to care for family members. This phenomenon was also observed in

Turner et al.’s study (2000).

Women'’s duties as homemakers and caregivers also gave rise to economic
dependence and lack of autonomy over health care decisions. Because
homemaking work typically is unpaid, many women described they were reliant
on their husbands for money, including treatment related costs. This economic
dependency negated many women’s autonomy over health care decisions, forcing
them to seek permission and funds to visit the hospital. Several women were
denied money for treatment costs by their husbands, impairing their ability to
make hospital visits and adhere to treatment. In contrast, many women taking
HAART cited financial independence and absence of a controlling partner as
facilitating HAART uptake and adherence. This evidence suggests the
importance of women’s economic independence and autonomy in their abilities to

take and continue HAART.

Among those respondents who described having to seek permission or funds to go
to the hospital, very few specifically cited this as a barrier to taking HAART.

Limited reference to lack of health care decision autonomy may indeed represent
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the absence of this factor as a barrier. This response may also be indicative of
Uganda’s socially accepted patriarchal rules governing women’s behavior. If it is
expected that men control finances and household decisions, seeking
authorization would be considered a necessary practice rather than barrier to
treatment. These socially accepted gender roles may also account for the
confusion met by male respondents when asked to comment about the health care

decision making process in their homes.

Female powerlessness and socio-cultural demands for female subservience gave
rise to other treatment barriers. Fear of potential violence dictated many women’s
actions, often leading to serostatus non-disclosure. Violence against women is a
common occurrence in sub-Saharan Africa, especially in intimate relationships
(Ackermann and de Klerk, 2002), and is condoned in many African countries
(Kiragu, 1996). Violent acts against women restrict women’s behavior and

represent a major barrier to treatment.

The challenge of practicing safe sex also arose from female powerlessness.
Several respondents expressed a fear of negotiating condom use with their
partners. Inability to suggest and practice safe sex led to non-disclosure and
termination of HAART in some cases. Women’s fear of suggesting condom use
has been reported in other African studies, as it can be interpreted to imply
misconduct on the part of the woman. Giffin and Lowndess (1999) comment that:
“Women who attempt to introduce condoms into a relationship are often
perceived by rﬁales as overly prepared for sex, not trusting their partner’s fidelity,
unfaithful themselves or even HIV infected”. This statement was reinforced by

comments made in interviews and FGD by male and female participants alike.

The examples above suggest that women’s position in society is an important
determinant of behavior, and needs to be considered when tailoring interventions

to increase HAART uptake by women.
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Stigma surrounding the Yellow House

The Yellow House is widely known as the HIV/AIDS treatment and care facility
for Kabarole District. For this reason, any person seen entering the building is
immediately identified as HIV/AIDS positive and are subject to the stigma
projected towards those with the disease. The physical set up of this treatment
facility denies its patients’ their serostatus confidentiality, instilling discomfort in
many patients and deterring patients from accessing these services in some cases.
Provision of HIV/AIDS services alongside other health care services from within
the main Buhinga building would be less conspicuous and therefore allow patients
to remain anonymous, and avoid the stigma associated with HIV/AIDS patients.
Respondents themselves provided this recommendation, often citing the GTZ
clinic, that served its clients from a room in the out patients department as being
the ideal set up. The viability of integrating HIV/AIDS services in with other

health care services should be explored.

Patient Physical Health and Disease State

Participants’ responses indicated that perceived health state plays an important
role in one’s decision to start HAART. Despite clinical indications that they
should start HAART, many patients postpone treatment until the onset of severe
symptoms. This deferment was often an attempt to conserve money that would
otherwise be spent on transportation and other treétment-related costs. Two
patients revealed that they were delaying treatment for fear of experiencing side
effects that could impede their ability to work in their gardens to support their
families. The rationales behind delaying treatment underscore the importance of

economics as a barrier to treatment.

Multiple participants’ statements suggest that being bedridden was the expected
point of entry into the treatment program. There is an ongoing debate regarding
the optimal point of HAART initiation in asymptomatic individuals, however

there is statistical evidence that deferment of HAART to advanced stages (below

133

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



200 CD4 cells/mm’ ) increases patients’ risk of progression to AIDS and death
(Merito and Pezzoti, 2006). Furthermore, studies reveal that HAART is most cost-
effective if started when CD4 counts are higher than 200/mm3 ( Merito and
Pezzotti, 2006 and Badri et al., 2006). As it is both cost-effective and clinically
beneficial to the patient to initiate HAART immediately when deemed eligible
(CD4 count less than 200/mm3), patients should be discouraged from postponing
HAART initiation. Clients should be educated about the optimal time to begin
HAART in counseling sessions, so they can make a well informed decision

regarding beginning or deferring treatment.
Adverse Reactions to HAART

Contrary to what was expected, side effects did not represent a major barrier to
taking treatment. Only two respondents cited fear of anticipated side effects
(weakness) as contributing to their decision to defer treatment. Of the defaulters,
only two cited side effects as the cause. This is similar to findings in Botswana
(Weiser et al., 2003), that found that side effects posed a minimal barrier to
adherence. These findings are contrary to results from several developed
countries’ studies that cite side-effects as a major barrier to treatment adherence
(Alfonso et al., 2006 and Chesney et al., 2000). Several reasons could possibly
account for these differences. Being that the entry point for HAART is <200/mm’,
patients may feel so ill that the side effects experienced are attributed to be
symptoms of the disease rather than outcomes of HAART. Another explanation is
that counselors are effectively communicating anticipated side effects associated
with the drug and patients, and in turn, patients are adhering to the drug as
instructed (WHO/UNAIDS, 2006). This is a likely explanation, as many
respondents expressed waiting oﬁt or consulting a physician upon experiencing

adverse reactions.

Alcohol and substance abuse
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Alcohol and/or substance abuse have been identified in previous studies as a
barrier to adhering to HAART (WHO/UNAIDS, 2006). Alcohol or drug abuse
was not mentioned as a barrier to treatment throughout the study. This may be a
reflection of the cohort interviewed, who were recently pregnant mothers, a group
less likely to drink compared to the general population. The low incidence of
substance abuse reported as a barrier may also be a product of the social
desirability bias. Since substance abuse 1s socially unfavorable, participants may

not disclose their drinking/drug abuse as a reason for not taking HAART.

Another factor that did not emerge as a barrier to treatment was the use of
traditional medicines in lieu of HAART. This is surprising, as traditional
medicines for HAART were indicated to be available in the area. This finding
may represent selection bias. Women who accept testing and HAART may be
those who place faith in western medicine and are not apt to use traditional
medicines for their ailments. Some respondents did, however, comment on using
physician-prescribed septra, to prevent opportunistic infections while not on

HAART.

Religion was mentioned by one respondent as a possible barrier to treatment for

others, however, it did not surface as a barrier throughout the interviews with

PMTCT-Plus clients.

Pill burden and treatment complexity have been described as barriers to treatment
among HAART patients in other studies (WHO/UNAIDS, 2006; Mills et al.,
2006). These were not found to represent a barrier to taking HAART 1n this study.
This may be due to improvements in the simplicity of HAART, where triomune,
the most common treatment constitutes only a single pill administered twice a
day. Lack of complaints regarding treatment complexity or dosage schedule may
also be indicative of the short period that these patients had been taking HAART.
Patients may be tolerant of the complex and often inconvenient dosage schedule

during the early years of treatment, a disposition that may wane over time.
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Gender-Related Differences in Study Findings

The Male FGDs complemented and enhance the findings from PMTCT-Plus
client interviews. Certain barriers to taking treatment were identified by PMTCT-
Plus clients as being strongly influenced by male partners. To increase our
understanding of these barriers, the male FGD focused on these aspects, which
include: HIV testing by men, knowledge of HIV status, non-disclosure,

relationship disruption and social support.
HAART knowledge

Men’s HAART knowledge is influential in women’s decision to access and
accept HAART in several ways. Increased awareness of HIV/AIDS and HAART
can decrease HIV/AIDS stigma, fostering understanding, prompting HIV testing
and knowledge of ones’ status, facilitating partner serostatus disclosure and

establishing a treatment supporter.

The FGD results indicated that the majority of men had been exposed to HAART
information and were aware of its efficacy in treating HAART patients. Although
HAART knowledge in these men was considerably high, it was seemingl}; lower
than that demonstrated by females. An explanation for this is that PMTCT-Plus
clients are either counseled about HAART in antenatal clinics or are more likely
seek HAART information once made aware of their status and eligibility for the

treatment.

Men's perceptions of low access and acceptance of HAART by PMTCT-Plus

Clients

The male FGD data revealed that most men possessed insight and a good
understanding of the barriers to HAART faced by women. Men speculated that
the greatest barrier to treatment was non-disclosure to a partner for fear of
violence, blame and abandonment. Many respondents shared the view that both

partners were responsible for withholding their HIV status. Simbayi et al., (2006)
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reported this mutual serostatus non-disclosure between couples, as observed in a
Cape Town study, as “the practice of not asking and not telling”. This behaviour,
a product of HIV/AIDS stigma, undermines initiatives to increase HAART uptake
as well as curb the HIV/AIDS epidemic (Simbayi et al., 2006). Non-disclosure
among partners is a critical issue that needs to be addressed. As mentioned
before, partner testing, couples counseling and one-on-one counseling specifically

regarding partner notification may be useful in mediating this problem.

Interesting results surrounding perceptions of women emerged from the data.
Many respondents described women as generally promiscuous and therefore the
primary vectors of the disease. This attitude fuels stigma against women,
justifying blame and is likely to instill fear of violence, abandonment and divorce
in women. A considerable number of male participants admitted that they would

consider abandoning their partner if she was found HIV positive.

Despite accounts of possible blame and abandonment cited by respondents, all
participants acknowledged the importance of social support in taking HAART.
All respondents indicated that if an understanding between couples was achieved,
they would indeed support their partners emotionally and financially if possible.
This attitude is promising as treatment support, especially from sexual partners
increases the likelihood of adherence (Jean et al., 2006). These statements support
those of female participants that for the most part, partners did their utmost to
assist them with their treatment. Unfortunately, despite best intentions, often
partners do not possess sufficient financial resources to provide the financial

support necessary.

Male FGD reponses regarding decision making in the home varied. Some
participants claimed the man had the final say, whereas others claimed it was a
joint decision. This supported data from female interviews, in which participants

described varying degrees of autonomy over their health care decisions.
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Male Involvement in HIV/AIDS and HAART activities

A major theme emerging from male FGDs was the paucity of education
campaigns and HIV/AIDS interventions aimed specifically at men. Men
explained that unlike women, who are exposed to HIV/AIDS and HAART
information through antenatal clinics, men are not presented with opportunities to
be educated or tested for HIV. Men need to make a conscious effort to access
services such as these. To increase awareness of men about HIV/AIDS and
HAART as well as increase HIV testing, men suggested that education sessions
and HIV/AIDS-related services be brought to the communities. A suggestion to
increase HIV/AIDS knowledge among men included carrying out workshops and
seminars tailored for men about HIV/AIDS and HAART in the communities. To
increase the number of men tested some men recommended that HIV testing be
mandatory, while a few participants suggested HIV tests be brought to people’s
homes. Nuwaha et al’s 2005 study in rural Uganda suggests that door-to-door
testing may be effective. Of those Ugandan residents approached in their homes,
111,697 (86%) accepted pretest counseling and 98% of these people accepted
testing. The outcome of this study suggests that in-home testing may be a feasible

means to increase HIV testing among men, as well as all Ugandan citizens.

Male-partner acceptancé of HIV testing has been a challenge, as stated by many
PMTCT-Plus clients, and reiterated by Dr. Ali Moses, a former Buhinga
employee (personal communication). Low rates of male-partner testing following
antenatal testing are common throughout sub-Saharan Africa (Cartoux et al.,
1998). It is important to the success of treatment roll-out that male partners
uptake testing and counseling services. This would likely mitigate problems
surrounding disclosure, increase understanding, social support and preventative
behaviors among partners. To increase HAART uptake, PMTCT-Plus clients are

advised to encourage partners to test and attend counseling. Despite these efforts,
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as reported, women’s requests for partner testing are often met with resistance. To
increase HAART uptake by PMTCT-Plus clients, the issue of low partner testing,

including the barriers to testing, need to be addressed.

Barriers to male testing explicated in FGDs included: testing fees and cost to the
clinic, interference with work and worries associated with a positive diagnosis.
Testing and treatment of PMTCT-Plus clients’ family members are free at
Buhinga. Despite this, the transportation costs to the clinic for HIV testing are still
unaffordable to many people, a barrier that has been recurrent throughout this
study. Another barrier to male HIV testing expressed by participants was that they
were too busy with work to come to the clinic. This barrier speaks to the
inaccessibility of HAART clinics to those in the workforce. Extending hospital
hours into the evening, when most working men are free, may increase

accessibility, encouraging them to test.

Although the incidence of HIV/AIDS infection among women outnumbers that of
men and much attention is due to mitigate this problem, it is important that men
are not excluded from HIV/AIDS efforts. Exclusive focus on testing women in
antenatal clinics and preventing MTCT may create the public perception that
HIV/AIDS primarily a women’s issue. This attitude towards the epidemic could
deter men from learning about HIV/AIDS, undermine testing, prevention and
control behaviours among men. It is important that men remain on the forefront of

the agenda when tailoring HIV/AIDS prevention and control initiatives.

Fear that testing and being found HIV+ “bring worries” was another barrier to
testing, a fear that has been found to be a deterrent to testing elsewhere
(Gebrekristos et al., 2005 and J.H Day et al., 2003). The apparent fear of HIV+
diagnosis may be indicative of the stigma surrounding the disease and the
discrimination HIV/AIDS patients experience. Respondents expressed that being
diagnosed with HIV/AIDS forces patients to face the possibility of imminent
death. Ngatia et al. (2000) comments that education sources portraying HIV/AIDS
as a killer may promote stigma surround the disease that leads to these types of

thoughts. Furthermore, a lack of knowledge regarding the availability of effective
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treatments of the disease may cultivate this intense fear of HIV/AIDS (Day et al.,
2003). Needless to say, HIV/AIDS stigma and lack of HIV/AIDS and HAART
knowledge is a strong deterrent to accepting both testing and treatment.
Interventions focusing on these issues are necessary to increasing their uptake by

mern.
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CHAPTER FOUR: CONCLUSIONS

The provision of free HAART to PMTCT-Plus clients and their families is crucial
to the success of HAART roll out in Uganda. As elicited in this study, this
initiative is faced with tremendous challenges and barriers that could potentially
sabotage this effort. These barriers to treatment need to be addressed to increase

access and acceptance of these life-saving drugs by HAART patients.

Economic factors represented the greatest barrier to treatment among all PMTCT-
Plus clients. Although HAART treatment itself is free, the associated treatment
costs such as those incurred by transportation, supplemental foods, purchased
meals at the clinic and overnight stay in Fort Portal impeded patients from
accessing treatment. These costs have been described as the culprit undermining
patients’ adherence in other sub-Saharan African studies as well (MShana et al.,
2004 and WHO/UNAIDS, 2006). Furthermore, economic dependence on male
partners was found to negate many women’s autonomy over treatment decisions,
acting as an additional barrier to treatment. Economic barriers are anticipated to
persist as a significant barrier to taking HAART and efforts should be focused on

reducing or eliminating these costs to improve uptake.

In this study, Health care service factors were also found to negatively affect
patient satisfaction and to a lesser degree treatment seeking behavior, especially
among defaulters. Patients reported a much higher degree of satisfaction with the
GTZ staff and services compared to those at the MOH/JCRC run clinic. Long
wait times, clinic congestion, patient neglect, and poor patient-provider
interactions cultivated dissatisfaction among the majority of PMTCT-Plus clients,
acting as a treatment barrier to some clients. Although a number of these
problems can be immediately addressed, other problems, such as those stemming

from lack of health care personnel, may require long term commitment,
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governmental and financial support. Nevertheless, interventions to improve these

services need to be put into place to promote patient satisfaction and adherence.

Stigma framed the majority of women’s treatment decisions and not surprisingly,
represented a significant treatment obstacle. Despite Uganda’s considerable
success in increasing HIV/AIDS knowledge and combating stigma, study data
shows that HIV/AIDS stigma still lurks within some communities, impeding
HAART access and adherence. In this study HIV/AIDS stigma was found to give
rise to discrimination of HAART patients by community and family members,
partner non-disclosure, secretive behaviors and refusal/low acceptance of VCT
services by PMTCT-Plus clients’ partners. The many faces of HIV/AIDS stigma
persists to impair both treatment and HIV prevention efforts, thus fueling the
epidemic. Tackling this barrier demands an abundance of time, effort and money,
however is necessary to curb the spread of the HI virus and bolster HAART

uptake.

Knowledge of HAART among most PMTCT-Plus patients was found to be
sufficient to take and adhere to HAART. Those who had attended enrollment
counseling sessions exhibited a better understanding of the drug, facilitating its
acceptance. Counseling sessions at the hospital and radio advertisements were
found to be the most effective methods of HAART information, suggesting that
these media should continue to be used as HAART information channels.
Community dialog surrounding HAART was another major source of HAART
knowledge, however was found unreliable in some instances, as it was stated to
propagate misconceptions surrounding the drug. These misconceptions, in
addition to knowledge gaps acted as a barrier to treatment for some respondents,
particularly those who had not been counseled in enrolment sessions. This
signifies a need to provide basic HAART information (in person, rather than on
paper) to patients prior to enrolment sessions. The study findings stress the
importance of disseminating accurate HAART knowledge among the public and
identifies a need to increase HAART knowledge in communities and among

PMTCT-Plus clients to promote HAART uptake.
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Patient factors such as physical health and disease state were found to influence
respondents’ treatment-seeking decisions. Many clients claimed that despite being
clinically eligible for treatment, they felt relatively healthy and therefore saw no
need to initiate treatment. This was found to be an effort to avoid treatment
expenses in some cases. It is important that patients are informed that prolonged
deferment of treatment can be detrimental to one’s health, impairing chances of

recovery.

Interview data demonstrates that men seemed to be cognizant of many of the
factors influencing low uptake of HAART among PMTCT-Plus clients. The male
FGDs underscore the importance of male involvement in HIV/AIDS and HAART
educational campaigns, testing and treatment initiatives. Particular attention
should be paid to decreasing stigma surround HIV/AIDS and testing, as well as
increasing accessibility of testing services to men. Improving the number tested
among men may facilitate HIV disclosure and in turn social support between

couples, including PMTCT-Plus Clients.

This study has identified and elucidated the barriers to accessing and accepting
HAART experienced by Kabarole district’s PMTCT-Plus clients. This study’s
findings are novel, in that very few, if any studies focus on HAART uptake within
the context of the PMTCT-Plus programme. Unlike other studies that focus on
barriers to adherence, this study also addressed the barriers to beginning HAART.
The results reveal many similarities between the barriers facing women when

| starting and édhering to treatment, and stress the importance of mitigating
economic and partner disclosure barriers to improve recruitment on the drug. The
study findings also stress the importance of effective counseling to those who are
found to be eligible for HAART treatment. Several results completely distinct
from other studies also emerged, for example the absence of adverse reactions to

HAART and alcohol and substance abuse as an adherence barrier.

Based on study findings, numerous recommendations, many put forward by

participants themselves, have been made to improve the existing PMTCT-Plus

143

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



services, HAART uptake and survival of PMTCT-Plus clients in Kabarole

District.

4.1 Recommendations and Future Studies:

This study has identified a variety of barriers to treatment including those
stemming from economic factors, social environmental factors, lack of HAART
knowledge and beliefs, suboptimal health care services and patient factors. This
qualitative, exploratory study has set the groundwork for future large scale
quantitative studies into the barriers of treatment. This study focused on the
cohort of PMTCT-Plus clients from 2003- 2006. An interesting follow up study
would look into the barriers to accessing and adhering to HAART a few years
down the road, to try to identify any new barriers to accessing treatment emerging

in the long term maintenance phase.

A number of schemes may be useful in alleviating these problems. Several
recommendations for increasing HAART adherence presented in “From Access
to Adherence” (WHO/UNAIDS, 2006) are applicable to Kabarole’s setting and

have been incorporated into the recommendations provided below:
Recommendations to mitigate Economic Barriers:

Decentralization of Services- A popular recommendation put forward by several
participants was the decentralization of services. Extending HIV testing and
HAART services by opening peripheral health centers in rural areas would
decrease the distance patients are required to travel, thus negating expensive
transport fees that act as a major impediment. To complement this, the creation of
referral services would ensure that patients are treated in facilities closest to their
homes. This would serve to decrease both transport costs and waiting times
(WHO/UNAIDS, 2006). Future research could address the feasibility and efficacy
of HIV/AIDS-related service delivery through peripheral centers.

Home-based care is another form of decentralized services that could take place.
This entails provision of medication and counseling services in the home and

applies primarily to those patients in advanced stages who are unable to come to
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the clinic to retrieve medical attention or the HAART they require

(WHO/UNAIDS, 2006).

Decrease frequency of hospital visits: Several respondents suggested decreasing
the required frequency of hospital visits, especially during the maintenance phasé
of HAART therapy. This could cut down on transportation costs and promote
treatment adherence among HAART clients. Conversely, decreasing required
hospital visits and associated monitoring by physicians could allow poor
adherence to go undetected, thus promoting non-adherence. Future studies could
investigate the possibility of decreasing the frequency of required clinic visits for

refills and its effect on treatment adherence (Jaffar et al., 2005).
Health Care Services Recommendations:

Improve provider-patient interaction: A number of improvements in the
delivery of health care services could be made, particularly regarding provider-
patient interaction. There is evidently a clear shortage of health care staff. An
increase in the number of staff may mitigate problems of congestion and long
waiting times in the clinic. Study data also suggests that improvements in patient-
provider interactions are desperately needed. Staff should be trained on methods
of positive communication with patients and encouraged to do so. Monitoring of
provider-patient communication should be in place to ensure positive patient-staff
interaction is occurring. Improving interactions between patients and staff should
enhance patient satisfaction and encourage clients to take HAART. To further
improve patient satisfaction, action should be taken to eliminate the patient
favoritism that has been reported in the clinic. Patients should be served on a first-
come-first-serve basis or follow the appointment guidelines previously set by
physicians. As poor patient-provider interaction could stem from challenging
work environments, a study into staff job satisfaction, burden, workload and
suggested improvements may be useful to identify problems and improve service

delivery.
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Improve Follow-up of patients: Increased efforts to contact patients who are
lost-to-follow-up are needed to promote adherence and decrease drop out rates
from the HAART programme. Contacting patients lost-to-follow-up would ensure
that patient files are kept up to date and barriers and problems with HAART can
be identified and addressed.

Improved Organization within the clinic: Organizational improvements at the
Buhinga HIV/AIDS clinic could increase efficiency of services. Efforts to
improve the organization of patient files needs to be made to eliminate the
problem of lost or missing files, thus increasing efficiency and decreasing waiting

times and patient frustration.

Improvement of clinic procedures: Wait times could also be mitigated by
improving procedures in the clinic. The current procedures require that patients
first visit their physician before lining up to pick up their HAART dosage. This
practice contributes to the congestion and long waiting times in the clinic.
Shifting the dispensing responsibilities from physicians to clinical officers and
nurses, especially among long term patients may decrease the burden on

physicians, clinic congestion and waiting times.

Integration of HIV/AIDS services into Buhinga facility: As the yellow house
provides exclusively HIV/AIDS services, any patient entering the building is
immediately identified as being infected with the disease. Providing HIV/AIDS
services within the main Buhinga building as opposed to a separate facility such
as the Yellow House would be more discreet, decreasing the stigma placed on
AIDS patients. The feasibility of integrating HIV/AIDS services into the main
building should be explored.

Decrease HIV/AIDS Stigma:

Increase community sensitization: Increased efforts to improve community

sensttization regarding HIV/AIDS and HAART may be needed to decrease
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HIV/AIDS and HAART discrimination. Promoting Information, Education and
Communication (IEC) via several media such as the radio, community seminars

and community workshops could be highly beneficial.

Encourage Couples Testing and Counseling: Increased efforts to support and
enhance existing initiatives promoting couples testing and counseling is needed.
Couples testing and counseling are important in avoiding partner non-disclosure
and improving the availability of support mechanisms. In addition to couples
counseling and testing, counseling content should incorporate issues surrounding

partner disclosure and the negotiation of safe sex with one’s partner.
Promote Empowerment of Women

As many issues of female empowerment are deeply embedded in the society’s
values, a great amount of effort and time will be needed to improve female
empowerment. Short term solutions to address this problem may be to incorporate
dialog surrounding empowerment during enrolment counseling sessions, such as
how to negotiate protected sex, persuade partners into testing and how to handle
domestic violence and be provided with support programs for these women in the

case of adverse outcomes of taking HAART.
Increase HIV AIDS and HAART Awareness:

Implement improved HAART counseling prior to enrollment: In addition to
the HAART information pamphlet, PMTCT-Plus clients should be counseled
about HAART, including the benefits of taking HAART and the optimal time to
start HAART. This would increase basic HAART knowledge among clients so
that an informed decision regarding enrolling in or delaying treatment initiation
can be made. The misconception that HAART makes its patients weak or

facilitates death should also be corrected during these sessions.

Address HAART misconceptions and knowledge gaps: HAART
misconceptions and knowledge gaps should be addressed through various

HAART channels, including counseling sessions. Enrollment counseling sessions
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should address the knowledge gaps and misconceptions identified in this study,
such as the end result of HAART, the optimal starting point for HAART, risks of

deferring treatment initiation and the option of childbearing.

Increase HIV/AIDS and HAART knowledge among men: Improving
HIV/AIDS and HAART education, primarily among men is essential in evoking
testing behavior and awareness among men, thus promoting understanding and
support of PMTCT-Plus clients. The implementation of HIV/AIDS workshops

for men may be an effective approach.
Promote HAART Adherence:

Train additional adherence counselors: Additional adherence counselors
should be recruited and trained so that quality adherence counseling can be
delivered. This may promote adherence among PMTCT-Plus clients, reduce the

burden on nurses that double as counselors and in turn, decrease congestion and

waiting times in the clinic (WHO/UNAIDS, 2006).
Increase Male Testing:

Improve Accessibility of HIV testing among men: Accessibility to HIV testing
could be improved by extending clinic hours into the night to accommodate
working men. By extending clinic hours, men would not be missing work to

come to the clinic to be tested for HIV.

Decentralization of HIV Testing Centers: HIV testing centers could be brought
to rural areas, to decrease distances and transport costs associated with being
tested. If it is not feasible to permanently open testing centers in villages,
temporary testing sites could be set up multiple times during the year, and

residents encouraged to test during these specific times.

Above are several suggested recommendations to increase the uptake of free

HAART by PMTCT-Plus clients, based on the findings from this study.
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4.2 Information Dissemination Activities:

Dissemination of study information commenced following completion of data
collection. In December 2006, a presentation of preliminary study findings and
recommendations was made at the Community Based ARV Project Office in Fort
Portal. Those attending included: The District Health Officer, CB-ARYV Staff,
select faculty members and students of Makarere University’s Institute Public

Health, relevant health care professionals and research assistants.

In January 2007, upon return to Canada, the Canadian investigator wrote a
newspaper article on study findings and field research experiences for the Argosy,
the student newspaper for Mount Allison University in Sackville, New
Brunswick. She was also interviewed for an additional newspaper article based
on study findings and field research experiences for the Truro Daily Newspaper in

Nova Scotia. This article was published in February, 2007.

Presentations of Research Methods and Preliminary findings were undertaken at
the University of Alberta in Edmonton in March and April of 2007. These
included presentations at the School of Public Health’s Student Seminar Series, as

well as Global Health Rounds for the Faculty of Medicine.

Future Dissemination Activities will include: Study Findings and
Recommendation Report for Buhinga hospital, Published articles, as well as

possible further presentations and conference attendance.
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Appendix II: Map of Uganda
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Appendix III: Map of Kabarole District
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APPENDIX IV : Consent Forms for Study Participants

UNIVERSITY OF ALBERTA

Name of the Principle Investigator: Putu Duff
Affiliation: University of Alberta

Contact Information: (provide Ugandan cell phone number here upon arrival)

Name of Co-Investigator/Supervisor: Walter Kipp
Affiliation: University of Alberta

Contact Information: 1 (780) 492-8643

Yes

Do you understand that you have been asked to be in a research
study?

Have you read and received a copy of the attached information
sheet?

Have you had an opportunity to ask questions and discuss the
study?

Do you understand that you are free to refuse to participate or
withdraw from the study at any time? You do not have to give a
reason and it will not affect your care.

Has the issue of confidentiality been explained to you? Do you
understand who will have access to your records/information?

Do you want the investigator(s) to inform your family doctor that
you are participating in this research study? If so, please provide
your doctor’s name:
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(This question is optional).

This study was explained to me by:

Date:

I agree to take part in this study:

Signature of Research Participant:

Printed Name:

Witness

Signature of witness:

Name of witness:
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APPENDIX V: Letter of Introduction for Purpose of Research

PIE RPN L O DU AN

IN ANY CORRESPONDENT ON THIS SUBJECT PLEASE QUOTE No:

Tel: 00256 483 22575

Fax: 00256 483 22743

13® September,
2006

.........................................
..............................................................

..............................................................

RE: LETTER OF INTRODUCTION FOR PURPOSE OF RESEARCH:
Warm greetings from the District Directorate of Health Services of our District.
We have in our midst with us, students from University of Alberta, Canada.

The purpose of this letter is to introduce MS. PUTU DUFF, who will be carrying
out a research entitled: “Barriers to the Acceptance of Free postpartum

Highly Active Antiretroviral Therapy (HAART) by HIV Positive mothers in

Kabarole District, Uganda”

Please accord her the usual welcome and assistance.

Thank you
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Joa Okech Ojony Dr.
DISTRICT HEALTH OFFICER/KABAROLE

APPENDIX VI: Flyer for FGDs Participants

UNIVERSITY OF ALBERTA
Putu Duff, Principle Investigator
Masters of Sciepce Student, Global Health
Department of Public Health Sciences
University of Alberta, Edmonton, AB

Phone: 233-9906

Tom Rubaale, Supervisor
Community Based ARV Project Centre
Fort Portal

Phone: 078856865

Title: Barriers to the Acceptance of Free Postpartum Highly Active Antiretroviral Therapy
(HAART) by HIV Positive mothers in Kabarole District, Uganda: A Qualitative Study.

Study Purpose: We would like to invite you to participate in a study that we are doing about the
acceptance of the free Highly Active Antiretroviral Therapy (HAART) that is offered to mothers
through the antenatal clinics in Kabarole district. The information from this study will be used to
find ways to improve the PMTCT Plus programme and increase the number of mothers who
accept HAART.

What is Involved: The study involves an audio-taped group interview for one hour. This study
will be completely confidential and will be carried out in a private room in the hospital at a time
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convenient to you. If you choose to participate, you will be completely reimbursed for any
expenses related to participation in this study.

How to Participate: If you would like to participate in this study or have any questions, please call
Putu Duff at 774301755 or Mr. Tom Rubaale at the Community Based ARV Project Centre in
Fort Portal at 078856865.

APPENDIX VII: FLYER FOR INTERVIEW PARTICIPANTS

UNIVERSITY OF ALBERTA
Putu Duff, Principle Investigator
Masters of Science Student, Global Health
Department of Public Health Sciences
University of Alberta, Edmonton, AB

Phone: 774301755

Mr. Tom Rubaale
Community Based ARV Project Centre
Fort Portal

Phone: 078856865

Title: Barriers to the Acceptance of Free Postpartum Highly Active Antiretroviral Therapy
(HAART) by HIV Positive mothers in Kabarole District, Uganda: A Qualitative Study.

Study Purpose: We would like to invite you to participate in a study that we are doing about the
acceptance of the free Highly Active Antiretroviral Therapy (HAART) that is offered to mothers
through the antenatal clinics in Kabarole district. We want to find out what are some of the
difficulties for mothers to tak HAART and what are their views of HAART and Prevention of
Mother to Child Transmission (PMTCT) programmes. The information from this study will be
used to find ways to improve the PMTCT Plus programme and increase the number of mothers
who accept HAART.
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What is Involved: The study involves a one-on-one audio taped interview, approximately one hour
in duration. This study will be completely confidential and will be carried out in a private room in
the hospital at a time convenient to you. If you choose to participate, you will be completely
reimbursed for any expenses related to participation in this study.

How to Participate: If you would like to participate in this study or have any questions, please call
Putu Duff at 774301755 or Mr. Tom Rubaale at the Community Based ARV Project Centre in
Fort Portal at 078856865.
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APPENDIX VIII: Information Letter for Female Interview and FGD Participants

UNIVERSITY OF ALBERTA
Putu Duff, Principle Investigator
Master of Science Student, Global Health
Department of Public Health Sciences
University of Alberta, Edmonton, AB

Phone: 0774301755

Dr. Walter Kipp, Supervisor
Professor

Department of Public Health Sciences
University of Alberta Edmonton

Re: Barriers to the Acceptance of Free Postpartum Highly Active Antiretroviral Therapy
(HAART) by HIV Positive mothers in Kabarole District, Uganda: A Qualitative Study

Study Purpose: We are doing a study because we want to know the reasons why some
mothers do not accept free life-saving Highly Active Antiretroviral Therapy (HAART)
that is offered to them. We want to find out what are some of the difficulties for mothers
to take HAART and what are their views of HAART and Prevention of Mother to Child
Transmission Plus (PMTCT-Plus) programmes. With this information, we hope to find
ways to improve the PMTCT Plus programme and increase the number of mothers who
accept HAART.

What is Involved: If you agree to participate in this study, you will be asked some
questions. The questions will ask you about your age, your partner, the number of
children that you have and if your partner or children have HIV. You will also be asked
some questions about what you know about HAART and experiences with the PMTCT
programme, counseling and staff. Questions about who you have told your HIV status,
your health, about communication with your partner and any social support you may
have. This should take no longer than one hour.
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Risks and Benefits: You may feel shy or uncomfortable about answering some of these
questions. Apart from this we do not know of any other risks from being part of the
study.

Confidentiality: We will not use your names in this study. Only the researcher and the
translator will be able to see the information that we collect today. WE will lock all
information into a drawer for five years, and then destroy it. The consent forms and any
field notes will also be locked in a drawer for five years and then be destroyed. We may
publish or present the findings of this study, but we will note use your names.

Freedom to Withdraw: If you do not want to be in this study, you do not have to be in it.
If you would like to stop being part of the study at any time, you can tell the researcher
and we will stop the interview. If there are any questions you do not want to answer you
do not need to answer them._

Questions and Concerns: If you have any questions about this study, you can call the
principle investigator at 0774301755, or Mr. Tom Rubaale at the Health Department in
Fort Portal at 048323043.

1 agree to participate in this study:

Initial of Researcher.................................. Date

Initial of Informant..................oi ... Date
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APPENDIX IX: Information Letter for Male FGD Participants

UNIVERSITY OF ALBERTA

Putu Duff, Principle Investigator

Master of Science Student, Global Health
Department of Public Health Sciences
University of Alberta, Edmonton, AB

Phone: 0774301755

Dr. Walter Kipp, Supervisor
Professor
Department of Public Health Sciences

University of Alberta Edmonton

Re: Barriers to the Acceptance of Free Postpartum Highly Active Antiretroviral Therapy
(HAART) by HIV Positive mothers in Kabarole District, Uganda: A Qualitative Study

Study Purpose: We are doing a study because we want to know what men think about
why mothers do not accept free life-saving Highly Active Antiretroviral Therapy
(HAART) that is offered to them. We want to find out what men’s views on HAART are
and what they think are the difficulties for mothers to take HAART. We would also like
to find what role men think they play in his partner’s decision to start HAART. With this
information, we hope to find ways to improve the PMTCT Plus programme and increase
the number of mothers who accept HAART.

What is Involved: If you agree to participate in this study, you will be asked some
questions. We will first explain the situation of low acceptance of HAART treatment by
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mothers. The questions will be about this topic. WE will ask questions about what you
know about HAART, why you think mothers would not take free HAART, the role of a
man in his partner’s decision to take HAART and communication about HIV and
HAART between the mother an her partner. This should take no longer than one hour.

Risks and Benefits: You may feel shy or uncomfortable about answering some of these
questions. Apart from this we do not know of any other risks from being part of the
study.

Confidentiality: We will not use your names in this study. Only the researcher and the
translator will be able to see the information that we collect today. WE will lock all
information into a drawer for five years, and then destroy it. The consent forms and any
field notes will also be locked in a drawer for five years and then be destroyed. We may
publish or present the findings of this study, but we will note use your names.

Freedom to Withdraw: If you do not want to be in this study, you do not have to be in it.
If you would like to stop being part of the study at any time, you can tell the researcher
and we will stop the interview. If there are any questions you do not want to answer, you
do not need to answer them.

Questions and Concerns: If you have any questions about this study, you can call the
principle investigator at 0774301755, or Mr. Tom Rubaale at the Health Department in
Fort Portal at 048323043.

I agree to participate in this study:

Initial of Researcher............coovviviiiivininn... Date.....................

Initial of Informant...............cooieeeiiiii... Date.........ccooveeee...
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APPENDIX X: Topic List for Group 1: Never Enrolled for Treatment

UNIVERSITY OF ALBERTA

1. Demographics:
a) How old are you?
b) What is your marital status?
c) Has your partner been tested for HIV?
d) Do you have children?

» How many children do you have?

» What are the ages of your children?

» Have these children been tested?

> Have any been found to be HIV+? If so, are they taking HAART?
e¢) How do you eamn a living?
f) Is your partner employed/ How does your partner earn a living?
g) What is your estimated income?
h) Have you gone to school?

» What is the level/type/grade of education you have completed?
1) Has your partner gone to school?

> What is the level/type/grade of education has he completed?

j) Are you religious? If so, which faith do you practice?

2. Views about PMTCT-Plus and ARV Programme
Conveniences of Services
a) Where do you live? How far is the clinic from your home?
» What means do you use to come to the clinic from your home?

> How does the distance to the clinic affect your decision to take HAART?
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b) How much does it cost to make visits to the clinic? (In terms of travel costs,
missing time from work, cost of leaving children?

» How do these costs affect your decision to take HAART?
¢) Isthe clinic open at times that are convenient to you?

» Explain.
d) How long do you find your visits to the clinic to be?

> How long are the waiting times?

» How does this length of time at the clinic affect your decision to return
for HAART?

Counseling sessions
¢) Were you counseled about HAART?
Experiences with the Programme Staff
f) How would you describe your experiences with the programme staff?
g) How knowledgeable/helpful/courteous do you find the programme staff?
h) Do you trust the programme staff to keep your HIV status confidential?

» What makes you think this?

3. HAART Knowledge

a) What were you told about HAART in your counseling sessions?

b) What did you know about HAART before your counseling sessions?
» Where did you learn this?

¢} Do you believe that HAART is effective in treating HIV positive patients?
»  Why/Why not?

d) Describe the benefits of HAART that you know

e) Describe the side effects of taking HAART that you know

» How does knowledge of these side effects influence your decision to take
HAART?

f) Describe the treatment routine of someone on HAART.

g) Do you know anyone who is/or was taking HAART?
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» What have they told you about their experiences taking HAART?
» How does this affect your decision to start treatment?

h) Do you think your HAART knowledge level is enough to start HAART?
» Why/why not?
» If you knew more would you be more likely to start HAART?

» Why or Why not?

4. Impact of HAART on patient

a) How do you think taking HAART would change your life?

b) Are you prepared to take HAART in the future?
» What makes you think this?

¢) Are you taking any other treatments for HIV? Traditional medicines?
» What are these?

» Who suggested you take this treatment?

5. Serostatus Disclosure
a) Have you shared your HIV positive status with your partner?

b) Have you told anyone else that you are HIV positive?

6. Support
a) Have you talked to anyone about taking HAART? Who?
» Do they encourage/discourage you to take HAART? How?
b) What is your partner’s/family’s/friend’s view on HAART?
» How does their view of HAART affect your decision to start treatment?
¢) Do you have anyone to support you if you were to take HAART?
» If YES: Who? How would they support you?
» IfNO: Would you take HAART if you had more social support?

» How does social support affect your decision to take HAART?
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7. Confidentiality

a) Do you think your partner will discover your HIV status if you begin taking HAART?
Why? Why not?

b) Do you think your family/friends/community will discover you HIV status if you
begin taking HAART?

» 1If Yes: How? How does this affect your decision to take HAART?

» If No: Why not?

8. HIV/AIDS Stigma
a) How do you think your community views AIDS patients?
b) How do you think your community views HAART patients?
¢) Do you feel HIV/AIDS stigmas exists within your community?
» How does this affect your decision to take HAART?

» How do you think HIV/AIDS stigma affect other HAART patients?

9. Patient Factors and Health Care Autonomy
a) How would you describe your current health?
» How does your health state affect your decision to take HAART?
b) Describe the activities/duties that occupy your time.
> How does this affect your ability to come to the clinic for HAART?
c) Are you able to visit the clinic without consulting your partner?
> Explain.
d) What are your reasons for not starting HAART?

€) What do you think are the reasons other PMTCT-Plus patients do not start
HAART?

f) Are there any other comments you would like to add about the barriers to taking
HAART?

g) Do you have any questions?
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APPENDIX XI: Topic List for Group 2- Enrolled but Never returned for
HAART

UNIVERSITY OF ALBERTA
1.Demographics:
a) How old are you?
. b) What is your marital status?

» Are you living with your partner?
¢) Has your partner been tested for HIV?
d) Do you have children?

» How many children do you have?

» What are the ages of your children?

» Have these children been tested?

» Have any been found to be HIV+? If so, are they taking HAART?
e¢) How do you earn a living?
f) Is your partner employed/ How does your partner earn a living?
g) What is your estimated income?
h) Have you gone to school?

» What is the level/type/grade of education you have completed?
i) Has your partner gone to school?

> What is the level/type/grade of education has he completed?

1) Are you religious? If so, which faith do you practice?

2. Views about PMTCT-Plus and ARV Programme
Conveniences of Services

a) Where do you live? How far is the clinic from your home?
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b)

d)

» What means do you use to come to the clinic from your home?
» How does the distance to the clinic affect your decision to take HAART?

How much does it cost to make visits to the clinic? (In terms of travel costs,
missing time from work, cost of leaving children?

» How do these costs affect your decision to take HAART?
Is the clinic open at times that are convenient to you?

> Explain.
How long do you find your visits to the clinic to be?

> How long are the waiting times?

» How does this length of time at the clinic affect your decision to return
for HAART?

Counseling sessions

a)
b)

d)

Were you counseled about HAART?
How long was your counseling session?

» Was this time enough?
What were you told in the counseling session?

» Did you understand all that you were taught?

> Was this enough information to make a decision about starting HAART?
Did the counselor make you feel comfortable?

»  Why/Why not?

» Were you able to ask questions?
How did the counseling session influence your decision to not start treatment?
How helpful/effective do you think the counseling sessions are?

» How can counseling be improved?

Experiences with the Programme Staff

a)

How would you describe your experiences with the programme staff?

» Have you had any negative experiences?
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b)

)

k)

)

p)

> Explain.

» How do your experiences with the programme staff affect your decision

to return to the clinic?
How knowledgeable/helpful/courteous do you find the programme staff?
Do you trust the programme staff to keep your HIV status confidential?

» What makes you think this?

HAART Knowledge
What were you told about HAART in the Enrolment counseling sessions?
What did you know about HAART before your counseling sessions?
» Where did you learn this?
Do you believe that HAART is effective in treating HIV positive patients?
>  Why/Why not?
Describe the benefits of HAART that you know

Describe the side effects of taking HAART that you know

> How does knowledge of these side effects influence your decision to take

HAART?
Descnibe the treatment routine of someone on HAART.
» How many times a day is HAART taken?
» What duration is HAART taken for?
> How do these influence your decision to take HAART?
Do you know anyone who is/or was taking HAART?
»> What have they told you about their experiences taking HAART?
» How does this affect your decision to start treatment?
Do you think your HAART knowledge level is enough to start HAART?
» Why/why not?
» If you knew more would you be more likely to start HAART?
» Why or Why not?
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4. Impact of HAART on patient

a) How do you think taking HAART would change your life?

b) Are you prepared to take HAART in the future?
» What makes you think this?

d} Are you taking any other treatments for HIV? Traditional medicines?
> What are these?

» Who suggested you take this treatment?

5. Serostatus Disclosure
¢) Have you shared you HIV positive status with your partner?
» If Yes: What was his response to your disclosure?
> How does this affect your decision to take treatment?
d) Have you told anyone else that you are HIV positive?

» If Yes: Who is this?/ What was their response? How does this affect your
decision to take HAART?

» If no: Why have you not told anyone else?
6. Support
a) Have you talked to anyone about taking HAART? Who?
» Do they encourage/discourage you to take HAART? How?
b) What is your partner’s/family’s/friend’s view on HAART?
» How does their view of HAART affect your decision to start treatment?
¢) Do you have anyone to support you if you were to take HAART?
»> If YES: Who? How would they support you?
» IfNO: Would you take HAART if you had more social support?

> How does social support affect your decision to take HAART?
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7. Confidentiality

a) Do you think your partner will discover your HIV status if you begin taking HAART?
» If Yes: How? How does this affect your decision to take HAART?
» If No: Why not?

b) Do you think your family/friends/community will discover you HIV status if you
begin taking HAART?

» I Yes: How? How does this affect your decision to take HAART?

» [IfNo: Why not?

8. HIV/AIDS Stigma
¢} How do you think your community views AIDS patients?
» How does this affect your decision to take HAART?
d) How do you think your community views HAART patients?
> How does this affect your decision to take HAART?
¢) Do you feel HIV/AIDS stigmas exists within your community?
» How does this affect your decision to take HAART?
» How do you think HIV/AIDS stigma affect other HAART patients?
9. Patient Factors and Health Care Autonomy
a) How would you describe your current health?
» How does your health state affect your decision to take HAART?
g) Describe the activities/duties that occupy your time.
» How does this affect your ability to come to the clinic for HAART?
h) Are you able to visit the clinic without consulting your partner?
» Explain.
1) What are your reasons for not starting HAART?

}) What do you think are the reasons other PMTCT-Plus patients do not start
HAART?

k) Are there any other comments you would like to add about the barriers to taking
HAART? ’

g) Do you have any questions?
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APPENDIX XII: Topic List for Group 3- Defaulted HAART

XY Of
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P DA

UNIVERSITY OF ALBERTA

*viss

1.Demographics:

k) How old are you?

1) What is your marital status?

»

Are you living with your partner?

m) Has your partner been tested for HIV?

n) Do you have children?

»

>
>
>

How many children do you have?
What are the ages of your children?
Have these children been tested?

Have any been found to be HIV+? If so, are they taking HAART?

0) How do you earn a living?

p) Is your partner employed/ How does your partner earn a living?

q) What is your estimated income?

r) Have you gone to school?

>

What is the level/type/grade of education you have completed?

s) Has your partner gone to school?

>

What is the level/type/grade of education has he completed?

t) Are you religious? If so, which faith do you practice?

2. Views about PMTCT-Plus and ARV Programme

* Ask this set of questions twice, once for GTZ run and again for Yellow House

Conveniences of Services

e) Where do you live? How far is the clinic from your home?
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» What means do you use to come to the clinic from your home?

> How did the distance to the clinic affect your decision to default
HAART?

f) How much does it cost to make visits to the clinic? (In terms of travel costs,
missing time from work, cost of leaving children?

» How do these costs affect your decision to take HAART?
g) Is the clinic open at times that are convenient to you?

» Explain.
h) How long do you find your visits to the clinic to be?

» How long are the waiting times?

» How does this length of time at the clinic affect your decision to default

HAART?

Counseling sessions
g) Were you counseled about HAART?
h) How long was your counseling session?
» Was this time enough?
1) What were you told in the counseling session?
» Did you understand all that you were taught?

» Was this enough information to make a decision about continuing
HAART?

j) Did the counselor make you feel comfortable?

»  Why/Why not?

» Were you able to ask questions?
k) How did the counseling session influence your decision to stop treatment?
1) How helpful/effective do you think the counseling sessions are?

» How can counseling be improved?

Experiences with the Programme Staff

d) How would you describe your experiences with the programme staff?
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€)

Q)

» Have you had any negative experiences?

» Explain.

» How did your experiences with the programme staff affect your decision

to stop HAART?
How knowledgeable/helpful/courteous do you find the programme staff?

Do you trust the programme staff to keep your HIV status confidential?

» What makes you think this?

HAART Knowledge
What were you told about HAART in the Enrolment counseling sessions?
What did you know about HAART before your counseling sessions?
» Where did you learn this?
Do you believe that HAART is effective in treating HIV positive patients?
»  Why/Why not?
Describe the benefits of HAART that you know

Describe the side effects of taking HAART that you know

> How does knowledge of these side effects influence your decision to stop

HAART?
Describe the treatment routine of someone on HAART.
» How many times a day is HAART taken?
» What duration is HAART taken for?
» How do these influence your decision to stop HAART?
Do you know anyone who else is/or was taking HAART?
» What have they told you about their experiences taking HAART?
» How does this affect your decision to default treatment?
Do you think your HAART knowledge level is enough to start HAART?
» Why/why not?
» If you knew more would you be more likely to continue HAART?

>  Why or Why not?
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4. Impact of HAART on patient

a) How do you think taking HAART would change your life?

b) Are you prepared to take HAART in the future?
» What makes you think this?

e) Are you taking any other treatments for HIV? Traditional medicines?
» What are these?

» Who suggested you take this treatment?

5. Serostatus Disclosure
¢) Have you shared you HIV positive status with your partner?
» If Yes: What was his response to your disclosure?
» How does this affect your decision to default treatment?

f) Have you told anyone else that you are HIV positive?

> If Yes: Who is this?/ What was their response? How does this affect your

decision to default HAART?
» If no: Why have you not told anyone else?
6. Support
a) Have you talked to anyone about taking HAART? Who?
> Do they encourage/discourage you to take HAART? How?
b) What is your partner’s/family’s/friend’s view on HAART?

» How does their view of HAART affect your decision to default
treatment?

¢) Do you have anyone to support you if you were to take HAART?
> If YES: Who? How would they support you?
» IfNO: Would you take HAART if you had more social support?

» How does social support affect your default HAART?
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7. Experiences Taking HAART
a) How long has 1t been since you stopped taking HAART?
b) How long had you been taking HAART before stopping?
¢) Do you feel that your health improved while you were on HAART? Explain.
d) Did you experience any side effects while you were taking HAART?
» Explain what these are.

» Did you consult with a Health Care Worker about these side effects? What did
they advise you?

» How did side effects influence you decision to stop HAART?
¢) How well were you able to adhere to HAART while you were taking the drugs?
f) Were you able to eat the nutritious foods require while you were taking HAART?
» How did affect you decision to take/default HAART? |
g) Were you able to practice unprotected sex while on HAART?
» How did this affect your decision to default HAART?
8. Decision to Default HAART
a) Did you consult with anyone before stopping HAART?

> If YES: Who? What did they tell you? Did this influence you decision to stop
HAART?

» If NO: Why not?

b) What made you decide to stop your HAART?

9. Confidentiality

a) Do you think your partner will discover your HIV status if you continue to take
HAART?

» How would he find out?
» How did this affect your decision to default HAART?

b) Do you think your family/friends/community will discover you HIV status if you
continue taking HAART?

> How would they find out?

» How did this affect your decision to default HAART?
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10. HIV/AIDS Stigma
e) How do you think your community views AIDS patients?
» How does this affect your decision to default HAART?
f) How do you think your community views HAART patients?
»> How does this affect your decision to take HAART?
¢) Do you feel HIV/AIDS stigmas exists within your community?
» How does this affect your decision to stop HAART

» How do you think HIV/AIDS stigma affect other HAART patients?

11. Patient Factors and Health Care Autonomy
a) How would you describe your current health?

» How does your health state affect your decision to default or continue
treatment?

1) Describe the activities/duties that occupy your time.

> How does this affect your ability to come to the clinic for HAART?
m) Are you able to visit the clinic without consulting your partner?

> Explain. Did this affect your decision to stop HAART?
n) What are your reasons for stopping HAART?

0) What do you think are the reasons other PMTCT-Plus patients do not take
HAART?

p) Are there any other comments you would like to add about the barriers to taking
HAART?

g) Do you have any questions?
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APPENDIX XIII: Topic List for Group 4- Patients Taking HAART

UNIVERSITY OF ALBERTA

1.Demographics:
a) How old are you?
b) What is your marital status?

» Are you living with your partner?
¢) Has your partner been tested for HIV?
d) Do you have children?

» How many children do you have?

> What are the ages of your children?

» Have these children been tested?

» Have any been found to be HIV+? If so, are they taking HAART?
e) How do you earn a living?
f) Is your partner employed/ How does your partner earn a living?
g) What is your estimated income?
h) Have you gone to school?

> What is the level/type/grade of education you have completed?
i) Has your partner gone to s‘chool?

» What is the level/type/grade of education has he completed?

j) Are you religious? If so, which faith do you practice?

2. Views about PMTCT-Plus and ARV Programme
7,’&( Ask this set of questions twice, once for GTZ run and again for Yellow House
Conveniences of Services

a) Where do you live? How far is the clinic from your home?
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» What means do you use to come to the clinic from your home?

» How did the distance to the clinic affect your decision to take HAART?

b) How much does it cost to make visits to the clinic? (In terms of travel costs,
missing time from work, cost of leaving children?

» How do these costs affect your decision to take HAART?
c) Isthe clinic open at times that are convenient to you?

» Explain.
d) How long do you find your visits to the clinic to be?

» How long are the waiting times?

» How does this length of time at the clinic affect your decision to
takeHAART?

Counseling sessions
e) Were you counseled about HAART?
f) How long was your counseling session?
» Was this time enough?
g) What were you told in the counseling session?
» Did you understand all that you were taught?

» Was this enough information to make a decision about continuing
HAART?

h) Did the counselor make you feel comfortable?

» Why/Why not?

» Were you able to ask questions?
i) How did the counseling sesston influence your decision to take treatment?
j) How helpful/effective do you think the counseling sessions are?

» How can counseling be improved?

Experiences with the Programme Staff

k) How would you describe your experiences with the programme staff?

» Have you had any negative experiences?
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> Explain.

» How did your experiences with the programme staff affect your decision

to take HAART?
1) How knowledgeable/helpful/courteous do you find the programme staff?

m) Do you trust the programme staff to keep your HIV status confidential?

» What makes you think this?

3. HAART Knowledge

a) What were you told about HAART in the Enrolment counseling sessions?

b) What did you know about HAART before your counseling sessions?
» Where did you learn this?

¢} Do you believe that HAART is effective in treating HIV positive patients?
»  Why/Why not?

d) Describe the benefits of HAART that you know

¢) Do you know anyone who else is/or was taking HAART?
> What have they told you about their experiences taking HAART?
» How does this affect your decision to default treatment?

f) Do you think your HAART knowledge level is enough to continue HAART?
»  Why/why not?
» If you knew more would you be more likely to continue HAART?

» Why.or Why not?

4. Serostatus Disclosure
a) Have you shared you HIV positive status with your partner?
» If Yes: What was his response to your disclosure?
» How does this affect your decision to take HAART?
> 1If No: Why have you not told your partner?

b) Have you told anyone else that you are HIV positive?
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» If Yes: Who is this?/ What was their response? How does this affect your
decision to take HAART?

» If no: Why have you not told anyone else?
S. Support
a) Have you talked to anyone about taking HAART before you started? Who?
» Do they encourage/discourage you to take HAART? How?
b) What is your partner’s/family’s/friend’s view on HAART?
» How does their view of HAART affect your decision to take treatment?
¢) Do you have anyone to support you if you were to take HAART?
» If YES: Who? How would they support you?

» If NO: How would having social support affect your decision to take
HAART?

6. Experiences Taking HAART
a) How long have you been taking HAART?
b) Do you feel that your health improved while you were on HAART? Explain.
c) Have you stopped taking HAART at any point since you began treatment?
d) Did you experience any side effects while you were taking HAART?

> Explain what these are.

» Did you consult with a Health Care Worker about these side effects? What did
they advise you?

> How did side effects influence you decision to stop HAART?
€) Are you able to eat the nutritious foods require while you were taking HAART?
» How did affect you decision to take HAART?
c)Are you able to practice unprotected sex while on HAART?

> How does this affect your decision to default HAART?

7. Confidentiality

a) Do you think your partner will discover your HIV status if you continue to take
HAART?
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» How would he find out?
» How did this affect your decision to take HAART?

b) Do you think your family/friends/community will discover you HIV status if you
continue taking HAART?

» How would they find out?

» How did this affect your decision to continue to take HAART?

8. HIV/AIDS Stigma
a) How do you think your community views AIDS patients?
» How does this affect your decision to takeHAART?
b) How do you think your community views HAART patients?
» How does this affect your decision to take HAART?
c¢) Do you feel HIV/AIDS stigmas exists within your community?
» How does this affect your decision to continue HAART?

» How do you think HIV/AIDS stigma affect other HAART patients?

8. Patient Factors and Health Care Autonomy
a) How would you describe your current health?

» How does your health state affect your decision to continue treatment?
b) Describe the activities/duties that occupy your time.

> How does this affect your ability to come to the clinic for HAART?/ Do they
interfere with your ability to take HAART?

c) Are you able to visit the clinic without consulting your partner?
» Explain. Did this affect your decision to stop HAART?
d) What are your reasons for stopping HAART?
e) What do you think are the reasons other PMTCT-Plus patients do not take HAART?

f) Are there any other comments you would like to add about the barriers to taking
HAART?

g) Do you have any questions?
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APPENDIX XIV: Focus Group Discussion Guide: Male Participants

UNIVERSITY OF ALBERTA

(RA Explains the occurrence of low access and acceptance of free HAART by PMTCT-
Plus clients. RA ensures that the points below are communicated)

» Pregnant women are tested for HIV through the clinic when they become
pregnant and give birth.

» Those women that are found positive are offered free treatment for their
HIV called HAART

» Some of these women don’t accept this free treatment, while others start
and then stop.

» We are trying to find out reasons why women don’t accept HAART. We
would like to ask you some questions about HAART and why you think
some women don’t accept this treatment?

» Are there any questions before we start the session?

» (Make sure everyone fully understands the scenario before beginning)

Views on HAART
1. What do you know about HAART?

> Describe the benefits and side effects associated with HAART that you
know.

» Where did you learn about HAART?
2. How often does an AIDS patient on HAART take their pills each day?
How long is HAART taken for?
3. Do you think HAART is effective in treating HIV/AIDS?
» Why or why not?
Views on HIV Testing
4. There are very few men that test for HIV compared to the women.

» Why do you think few men test for HIV?
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» How do you think a man’s failure to test for HIV could affect his
partner’s decision to take HAART?

» What could be done to increase the number of men tested for HIV?
HIV Serostatus Disclosure
5. Do you think that women would tell their partners about their HIV status?
» Why/Why not?
» How do you think this affects a woman’s decision to take HAART?
6. 1If you were HIV positive would you tell your wife your status?
»  Why/Why not?
Social Support
7. Would a man encourage or discourage his partner to take HAART?
» Why/Why not?

8. How do you think partner support to take HAART affects his wife’s decision to
take HAART?

Health Care Autonomy
9. What do you think is a man’s role in his partner’s decision to take HAART?

10. What do you think are the reasons some women do not take the free HAART
offered to them?

11. Do you have any further questions about this topic? Any comments you would
like to add?
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UNIVERSITY OF ALBERTA

Female Focus Group Discussion Guide

Views of Buhinga’s PMTCT-Plus Programme

a) Physical features of the clinic

1) How far is the clinic from your home? How does this distance and cost
affect your decision to return for HAART?

b) PMTCT-Plus Staff and Services

2) How long are the waiting times at the clinic before you see health care
worker? How does this wait time affect your decision to return to the
clinic for HAART?

3) How would you describe your overall experiences with the health care

staff?
¢ How does your experience with the programme staff affect
your decision to return to the clinic for HAART?
Knowledge of HAART

4) What were you told about HAART by the counselor before starting
HAART?
e Do you think this is enough for you to make a decision to
start HAART? Explain?
¢ How do you think counseling could be improved?
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5) Do you think that HAART is effective in treating HIV/AIDS?
Why or why not?

HIV Serostatus Disclosure and Confidentiality

6) Have you told anyone about your HIV positive status?
e Have you told your partner about HIV status? Why/Why
not?

7) Do you think your family/community will know you are HIV
positive if they saw you taking HAART? Why/Why not?
e How does this affect your decision to start HAART?

Social Support

8) Do you have anyone to support you while you are taking HAART?
e Who?
e How do they support you?
e How does this support/lack of support affect your
decision to take HAART?
9) What are your reasons for not starting HAART?
e What do you think are other women’s reasons for not
starting HAART?
10) Do you have any questions or comments you would like to make
on this topic?
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