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SUMMARY

Background: Highly Active Antiretroviral Therapy (HAART) regimens greatly reduce the
morbidity and mortality associated with HIV infection, high adherence for an optimal response to
HAART is requirement. Unfortunately, adherence to HAART is difficult and poor adherence is
common. Low adherence and the closely related phenomenon of drug resistance are thought to be
the most important reasons for failed ARVs treatment. Better QOL score may relate with better

adherence to HAART regimens, better PHS and MHS score.

Objective: To determine the current adherence rate and its determinants as well as to assess

quality of life of patients among PLWHA currently on HAART in Afar Region, Ethiopia.

Method: A cross-sectional Survey on assessment of factors affecting adherence to HAART was
conducted between August 2007 and October 2007 in selected health institution of Afar Region,

and both qualitative and quantitative data collection methods were employed in the study.

Results: A total of 422 PLWHA and currently on HAART were participated in the study. Study
participants were 222(52.6%) females and 200(47.4%) males, most of participants were in the
age group of 25-44. According to 15-days recall self-report, 402(95.3%) of participants were
adherent to doses of HAART. Adherence rate obtained from unannounced pill-count was also
53%. Traveling so could not keep the routine, too busy, lack of food and difficult to take many
pills were the most common reasons reported for missed doses. In multiple logistic regression
among the socio-demographic variables, employment was associated with better adherence score
(OR, .001; CI, .001-.344, P=.026). Pill burden (OR= .001, CI .001-.089, P=0.001) and long time
with virus (OR=.044, CI, .003-.714), P=0.028) were associated with better self-reported
adherence. Age (OR= 11.822, CI 1.274-109.65, P=0.030), gender (OR=16.19, CI 1.111- 232.18,
P=.046), level of education (OR= 12.899, CI 1.007-165.242, P=0.049) also long time with
HAART (OR= 33.391, CI, 1.066-1046.279, P=0.046) among factors weakly associates with
adherence. Shortage of medicines for Ols, quality of care, lack of income, and lack of food were
reported among the factors more affect adherence among most of FGDs participants. Stigma,

regimen factors like pill burden, side effect and structural issues were reported as factors less
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affects adherence to HAART. Adherence was associated with better PHS and MHS score, which

is to mean better QOL.

Conclusion: self report HAART adherence rate in this population is better than studies in high
income countries as well as in Africa and in other Regions of Ethiopia, in spite of the fact that
patients in Ethiopia face a large number of economical problems. However, non-adherence
remains an unsettling barrier for treatment success and is ever-present among patients receiving
ARVs therapy. To improve adherence establishing reliable drug supply, training of extra number
of staffs, simplifying dosage regimens and confidentiality should be maintained. Also study with

intervention with some adherence support program may help to address factors on non adherence.

Key words: Highly Active Antiretroviral Therapy (HAART), Adherence, HIV/AIDS, Quality Of
Life (QOL), SF-36, Afar Region, Ethiopia.



1 INTRODUCTION

Highly Active Antiretroviral Therapy (HAART) regimens greatly reduce the morbidity and
mortality associated with HIV infection but high adherence is required for an optimal response to
HAART (Marc et al.. 2007). Unfortunately. adherence to HAART is difficult and poor
adherence is common. Suboptimal adherence and the closely related phenomenon of drug
resistance are thought to be the most important reasons for failed treatment (Perno er. al., 2002).
Access to ART is limited for the majority of individuals living with HIV/ AIDS in sub-Saharan
Africa. The World Health Organization’s initiative to have 3 million individuals receiving ART
by 2006 (**3 by 57) has yet to meet its planned provision of care timelines, leaving more than two
thirds of the global number of individuals needing care worldwide without access to ART.
Although sub-Saharan Africa represents only 10% of the world’s population, it represents 77% of
women with HIV. 79% of AIDS deaths, and 92% of the world’s AIDS orphans (UNAIDS, 2006).

Ethiopia’s population reached an estimated 73 million in mid-2005, and is expected to grow by
over 2.0% annually through 2025. Ethiopia's population is young with 43% under the age of 15
vears. Eighty-four percent of the population lives in rural. Ethiopia has a [ederal system with nine
regions and two Administrative Councils (Addis Ababa and Dire Dawa). The estimated total
number of persons requiring ART in 2005 was 277,800 (including 43,100 children) (MOH,
2005).

HIV was first detected in Ethiopia in stored sera collected in 1984 and the first two AIDS cases
were reported in 1986. It was estimated that a total of 1,320,000 people were living with
HIV/AIDS. Of the total, 634,000 were living in rural areas and 686,000 in urban areas. It was
estimated that in 2005, a total of 137,500 new AIDS cases, 128, 900 new HIV infections (353 a
day) including 300 HIV positive births, and 134,500 (368 a day) AIDS deaths (including 20,900
in children [<15 years]) occurred. AIDS accounted for an estimated 34% of all young adult (15-
49 years) deaths in Ethiopia and 66.3% of all young adult (15-49) deaths in urban Ethiopia

(MOH, 2005). According to single point HIV prevalence estimate in 2007 also urban and rural



from a health care provider” (WHO, 2003). Both patients and health care providers face
significant challenges with respect to adherence to ART. Once initiated, HAART is a life-long
treatment that consists of multiple medications to be taken two to three times a day with varying
dietary instructions. These medications also have side effects which may be more permanent
requiring a change of treatment. Inadequate adherence to treatment is associated with detectable
viral loads. declining CD4 counts, disease progression, episodes of opportunistic infections and

poorer health outcomes (MOH/Mombasa, 2004).

In an ideal situation, a 100% level of adherence is required for ARV treatment success. Though
adherence is a problem in poor countries as well as developed one, due to multifaceted factors,
studies show that there is no significant difference in adherence between resource-limited and
resource-rich countries, suggesting that patients have trouble in taking 100% of their pills. It is
therefore recommended worldwide that for any ARV programs there should be a concurrent plan
for adherence assessment and support a ‘near perfect adherence’ should be where there is 95%

and above adherence to the treatment (Weiser er al., 2003).

In this study it was hypothesized that better medication adherence would be associated with
improvements in CD4 count and QOL of patients’ using HAART. In addition, the association of
independent variables like age, sex, religion and etc...and risk behaviors like drinking alcohol,

chewing chat and others were evaluated.



2 LITRATURE REVIEW

The AIDS pandemic is growing rapidly, especially in the African and Asian continents. In 2006,
a total of 39.5 million [34.1-47.1 million] people were living with HIV. This figure includes the
estimated 4.3 million [3.6-6.6 million] adults and children who were newly infected. Sub-
Saharan Africa continues to bear the brunt of the global epidemic. Overall sub-Saharan Africa is
home to an estimated 24.7 million [21.8-27.7 million] adults and children infected with HIV.
Two thirds (63%) of all adults and children with HIV globally live in Sub-Saharan Africa.
Almost three quarters (72%) of all adult and child deaths in Sub-Saharan Africa were due to
AIDS (UNAIDS, 2006).

The first cases of AIDS cases reported in 1981, infection with HIV has grown to pandemic
proportions, resulting in an estimated 65 million infections and 25 million deaths. During 2005
alone, an estimated 2.8 million persons died from AIDS, 4.1 million were new infection with
HIV. and 38.6 million were living with HIV. HIV continues to affect disproportionately certain
geographic regions (e.g., sub-Saharan Africa and the Caribbean) and subpopulations (e.g.,
women in sub-Saharan Africa, men who have sex with men [MSM], injection-drug users [[DUs],
and sex workers. Cffective prevention and treatment of HIV infection with HAART are now
available. even in countries with limited resources. Nonetheless, comprehensive programmes are

needed to reach all persons who require treatment and to prevent transmission (UNAIDS, 2006).

HIV dropped average life expectancy of sub-Saharan Africa from 62 years without AIDS to 47
vears. Aside demographic impact HIV is also having dramatic impact on health sectors, the
education sector and work place. The loss of productive workers and increase in health care and
social service spending requires difficult decisions about resource allocations across all
Government sectors, in some studies indicated that the epidemic’s impact on the health systems
is devastating, as it has created increased burden of disease, shifted the demand for services,
caused a substantial increase in health expenditure, and eroded the capacity of the health systems
to respond adequately, particularly as it affects the health workforce (Cornia, 2002 ;

UNAIDS/WHO, 2005).



Over the last 5 years. there has been a rapid change in treatment strategies for HIV infection.
With the advent of newer antiretroviral, treatment has moved from mono-therapy and bi-therapy
to triple drug therapy or Highly Active Antiretroviral Therapy (HAART). Treatment with a
cocktail of three or more antiretroviral medications is now standard treatment protocol. One of
the foremost concerns of ARV programs is the ability of people living with HIV/AIDS (PLHA)
to maintain near perfect adherence over the long term. In order to achieve the goal of
antiretroviral therapy (ART), undetectable levels of the virus in the blood, patients are required to

maintain more than 90-95% adherence (UNAIDS/WHO, 2005).

Adherence is also defined as a patient’s ability to follow a treatment plan, take medications at
prescribed times and frequencies, and follow restrictions regarding food and other medications.
Both patients and health care providers face significant challenges with respect to adherence to
ART. Once initiated, HAART is a life-long treatment that consists of multiple medications to be
taken two to three times a day with varying dietary instructions. These medications also have side
effects, some of which may be temporary while others may be more permanent requiring a
change of treatment. Inadequate adherence to treatment is associated with detectable viral loads,
declining CD4 counts, disease progression, episodes of opportunistic infections and poorer health

outcomes (MOH, 2004).

The virus has a very high replication and mutation rate. If doses are intermittently missed, the
virus begins to replicate even in few weeks; future treatment options may be severely limit
because of resistance and leads to death. The individual may lose the benefit of particular classes
of drugs, which can contribute to clinical and immunological decline and in a position to transmit
the drug resistance HIV to his /her sex partner, and this poses a series problem for both the

individual and the community at large (Lauraw, 2005).

The goal of HAART is to suppress viral load in the blood to undetectable levels (levels that are
no longer detectable in routine viral load assays). Adherence to treatment is critical to obtain full
benefits of HAART: maximal and durable suppression of viral replication reduced destruction of

CDy cells, prevention of viral resistance, promotion of immune reconstitution and slowed disease
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progression. A typical HAART combination commonly consists of three agents or drugs
(Stavudine, Lamivudine and Nevirapine or Effavirenz) and usually plus other medication for
prophylaxis of opportunistic infections and sometimes cough remedies. This regimen complexity

significantly affects a patient's ability to adhere (Ickovics and Meisler, 1997).

A study conducted in Botswana indicated that 54% of patients were adherent by self-report while
56% were adherent by provider assessment. The study showed that patients had to overcome
great odds to adhere for treatment: they lacked adequate funds, often had to travel great distances
to the clinics providing ARVs. If cost were eliminated as a barrier, then adherence rate is

predicted to improve to 74 % (Weiser et al., 2003).

In another study. non-adherence for ARV users ranged from 10% - 92% with an average of 50%.
Adherence levels of > 95% are required in people with HIV infections and prescribed a
combination of ARVs treatment to maintain virologic suppression. However, actual adherence
rates are often far lower; most studies show that 40% to 60% of patients are < 90% adherent.
Adherence also tends to decrease over time and in a number of studies patients offer a range of

reasons for non- adherence (John, 2002).

Measuring ART adherence is one important aspects of measuring treatment effectiveness. In
measuring adherence, it is important to examine the role of the patient, health care provider and
the health care system. There is no" Gold standard" for adherence assessment; therefore, multiple
approaches are used to assess adherence (Liu, 2001). Quality adherence to ARVs therapy is an
ongoing process in when the patient needs to be directly involved, it is not something an
individual naturally possess or lack. Interventions to increase adherence must address cultural
differences with race. gender, sexual orientation and even religion. It must be tailored to meet

culturally relevant barriers, including difference in language (Robert, 1999).

Antiretrovirals can increase the length and quality of life and productivity of patients. Strict

detailed adherence to physician-prescribed HAART regimens has been shown to be clinically



beneficial. In a study of PI ARVs adherence in 84 subjects, who used an electronic pill-
monitoring device, 81% of subjects with > 95% adherence had complete viral suppression
compared to only 64% with 90-95% adherence, 50% with 80-90% adherence, 25% with 70-80%

adherence and 6% with < 70% adherence (Bangsberg ef al.. 1999).

2.1 Determinants of Adherence

Nearly half of the patients receiving ARV treatment fail to take it in accordance with dosage,
time and dietary instructions (Heckman er al, 2004). Adherence is a concept with several
emotional, cognitive, social and behavioral aspects that influence people’s medication taking
behavior (Ickovics and Meade, 2002). Patient compliance and factors affecting ARV treatment

adherence may, however, vary among the people with HIV/AIDS (Fong et al, 2003).

In several studies reported that the most common reasons for missing medication are that it is
simple to forget, being away from home, side effect, stigma and being busy (Haubrich et al,
1999). A study conducted in Africa also reported financial constraints, social stigma, travel and
side effects as principal barriers for ARV treatment adherence for patients receiving ARV therapy
(Weiser, er al 2003). Also a meta-analysis study conducted in sub Saharan Africa, United State
and Canada showed that most important and prevalent factors that have been reported to
negatively affect adherence in sub-Saharan Africa are cost, not disclosing HIV status to a loved
one or fear of being stigmatized, alcohol abuse, and difficulty in following complex drug

regimens (Edward er al, 2006).

Ickovics and Meade have estimated factors influencing adherence to fall into four main groups
(Figure I): patient factors, treatment regimen, the patient-health care provider relationship, and

clinical setting.
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The Patient—Provider Relationship

The patient-provider relationship has been found to play an important role in improving
adherence to prescribed medications in chronic disease, and it is also considered to be a
motivating factor for adherence to ARV therapy (Heckman, 2004). This includes the patient’s
overall satisfaction and trust in the provider and clinic staff, the patient’s opinion of the
provider’s competency; the provider’s willingness to include the patient in the decision-making
process: the affective tone of the relationship (e.g. warmth, openness, cooperation); the
compatibility of race/ethnicity between patient and provider; and the adequacy of referral. Trust

and confidence in providers has been found to influence adherence positively.

Patient Related Factors

Multiple patient factors are associated with adherence. In most studies adherence to ARV
medication has been found to be associated with socio-demographic characteristics such as age,
gender, ethnicity. employment, income, education and literacy; and psychosocial factors, such as
active drug or alcohol use. degree of social support, social stability, depression and other
psychiatric illnesses(Bernard and Krupat, 1994; Fong ef al., 2003 ). Some studies have found
that older age, higher income and higher education correlate with better adherence (Paterson et
al., 2000: Pinheiro, 2002). However, some studies reported socio-demographic factors as poor

predictors of treatment adherence (Ferguson, 2002; Fong et al., 2003).

Poor social relations and activities have been linked with lower treatment adherence in most
findings. Living alone, lack of involvement by family and friends, and social isolation were
found to be risk factors for non-adherence (Paterson ef a/., 2000). A study also found that patients
with good social support had compliance nearly twice that of depressed patients or those without
social support (Gordillo. 1999). Family and social support are most often associated with the

disclosure of HIV status.

It is believed that in order to cope with HIV/AIDS and related problems, the AIDS patient needs

a confident family or significant other who will be caring and supportive during the course of his
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or her illness (Bernard and Krupat, 1994). The patient may be more motivated to comply with the
treatment regimen and to have a better adherence if other or family member considers that the
type of treatment is beneficial and important to the patient. Culture and religious belief may

affect the health behavior of HIV-infected (Gordillo, 1999; Bernard and Krupat, 1994)

A patient’s level of knowledge about the HIV infection, and belief that the treatment is successful
and prolongs life. may influence the patient compliance to treatment (Bernard and Krupat, 1994).
According to different studies, more than 90% of patients receiving antiretroviral therapy are well
informed about the transmission and prevention of HIV/AIDS. A patients understanding about
the consequence of poor medication adherence to ARV regimens and treatment failure also

predicates better adherence (Weiser et al, 2003; Gordillo er al, 1999).

Clinical Setting

Although existing data is limited, aspects of the clinical setting may be associated with improved
adherence. A friendly, supportive and non-judgmental attitude of health care providers,
convenient appointment scheduling and confidentiality contribute to better adherence. The
availability of reliable primary health care is related to enhanced adherence to ARV Therapy
while unhappiness with previous experiences of the health-care system has been shown to lead to

non adherence (Chesney, 2003).

2.2 Measuring Adherence

There is no gold standard by which to measure adherence to medication and
may take a number of forms. Many studies employ a number of methods; either alone or in

combination to measure adherence.

Direct methods include directly observed therapy, measurement of the drug or its metabolite in bl
ood. or measurement of a biological marker in the wurine. Direct approaches,
although more accurate at assessing compliance, are expensive, burdensome to the provider and

may be susceptible to distortion by the patient. Indirect methods of assessing adherence include

10



the use of patient questionnaires and patient self-reports, pill counts, rates of prescription refills,

assessment of patient clinical response, the use of electronic medication monitors, measurement
of physiologic marker and patient diaries. Indirect methods include the use of patient
questionnaire and self reports. pill counts, rates of prescription refills, assessments of patient’s
clinical response, the use of electronic medication monitors, measurements of physiologic

markers and patient diaries (Watson et al., 1998).

However. no single measure is appropriate for all settings or outcomes. It has been found that the
use of more than one measure of adherence allows the strength of one method to compensate for
the weakness of the other and to more accurately capture the information needed to determine
adherence levels. The most common approaches of HAART adherence assessment include:
electronic drug monitoring (EDM) devices, pill counts, biochemical markers, pharmacy refill
records and various self-reporting tools such as questionnaires and visual analogue. According to
Gill er al.. (2005). the hierarchy of adherence measures ranks physician and self-assessment
report the least accurate, pill count intermediate and EDM the most accurate adherence marker

(Vitolins ef al.. 2000).

2.3 Quality of Life

WHO (2003) defines health as “a state of complete physical, mental and social well-being and not
only the absence of disease and infirmity’. The psychological and social effects of Human
Immunodeficiency Virus (HIV) and Acquired Immune Deficiency Syndrome (AIDS) on patients'
quality of life (QOL) have been constantly fluctuating. Quality of life is a broad concept about
which everyone has an intuitive understanding. but which is still difficult to define

(Osterberg and Balschke. 2005).

To the extent that they are available for medically eligible patients, highly active antiretroviral
therapies (HAART) have substantially prolonged the life expectancy and improved the quality of
life of people living with HIV/AIDS [Liu ef al., 2006, Carrieri ef al., 2003]. In this study HRQOL

were assessed using a generic measure, SF-36 health survey questions.
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Quality of life can be affected by many factors including income, housing situation, social
interactions. and health. HIV is a costly, chronic disease that exerts a significant task on patients,
car-givers, and the health care system. Without effective treatment, the functioning and well
being of patients with HIV invariably decrease over time. Quality of life measures are
increasingly being recognized as important when comparing the efficacy of AIDS therapies and

assessing the impact of HIV/AIDS on peoples’ lives (Maryalice, 2002).

Health-related quality of life (HRQOL) measures the impact of an individual’s health on his or
her ability to perform and enjoy the activities of daily life. Declining HRQOL can have a
significant impact on patients’ level of adherence to medications. In general, quality of life is
measured by asking a series of questions about specific aspects of functioning and well-being.
Asking a series of questions about a particular aspect, such as mental health, allows for a better

approximation of the person's emotional state (Maryalice, 2002).

SF-36 is a multi-purpose, short-form health survey with only 36 questions. It yields an 8-scale
profile of functional health and well-being scores as well as psychometrically-based physical and
mental health summary measures and a preference-based health utility index. It is a generic
measure, as opposed to one that targets a specific age, disease, or treatment group. Accordingly,
the SF-36 has proven useful in surveys of general and specific populations, comparing the
relative burden of diseases, and in differentiating the health benefits produced by a wide range of
different treatments. This instrument has been translated in more than 50 countries as part of the
International Quality of Life Assessment (IQOLA) Project; and studies of reliability and validity
(Turner et ai., 2002).

The construction of the SF-36 scales and summary measures has three levels: (1) items; (2) eight
scales that aggregate 2-10 items each; and, (3) two summary measures that aggregate scales. All
but one of the 36 items (self-reported health transition-the first Question) is used to score the
eight SF-36 scales. Each item is used in scoring only one scale (Annex-SF-36Measurement
Model). SF-36 is a health survey taps eight health concepts: physical functioning, body pain, role

limitations due to physical health problems, and role limitations due to personal or emotional
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problems. emotional wellbeing, social functioning, general health perception and vitality (SF-36

manual).

Three scales (PF. RP. and BP) correlate most highly with the physical component and contribute
most to the scoring of the Physical Component Summary (PCS) measure (Ware et al., 1994). The
mental component correlates most highly with the MH, RE, and SF scales, which also contribute
most to the scoring of the Mental Component Summary (MCS) measure. Three of the scales (VT,
GH, and SF) have noteworthy correlations with both components. Specifically, scales that load
highest on the physical component are most responsive to treatments that change physical
morbidity, whereas scales loading highest on the mental component respond most to drugs and

therapies that target mental health (SF-36 manual).

Validity

Studies of validity generally support the intended meaning of high and low SF-36 scores as
documented in the original user’s manuals. Because of the widespread use of the SF-36 across a
variety of applications, evidence from many types of validity research is relevant to these
interpretations. Studies to date have yielded content, concurrent, criterion, construct, and
predictive evidence of validity (Ware et al., 1993; Ware ef al., 1994).The Validity of SF-36
health questions also have been tested as an appropriate measure for assessments of health related
quality of life (HRQOL) for various population groups in Ethiopia, study conducted in butajira
(Kebede D. 2004).

Reliability /Chronbach Alpha (a)

The reliability of the eight scales and two summary measures has been estimated using both
internal consistency and test-retest methods. With rare exceptions, published reliability statistics
have exceeded the minimum standard of 0.70 recommended for measures used in group
comparisons in more than 25 studies and most have exceeded 0.80 (McHorney ef al., 1994; Ware

el al., 1993). A review of the firstl5 published studies revealed that the median reliability
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coefficients for each of the eight scales was equal or greater than 0.80 except for SF, which had a

median reliability across studies of 0.76 (Ware et al., 1993).

Cronbach's alpha (Reliability Coefficients) will generally increase when the correlations between
the items increase. For this reason the coefficient is also called the internal consistency or the
internal consistency reliability of the test. Cronbach alpha is not a statistical test - it is a
coefficient of reliability (or consistency). By Increasing the number of items, increase Cronbach's
alpha. Additionally. if the average inter-item correlation is low, alpha will be low. As the
average inter-item correlation increases, Cronbach's alpha increases as well. (Note that a
reliability coefficient of 0.70 or higher is considered “acceptable” in most Social Science research

situations) (Cronbach, 1951).

2.4 Significance of the Study

The management of HIV has changed dramatically since the introduction of HAART, consists of
a drug regimen that targets the virus at various points in its life cycle and is thus more effective

than monotherapy. The drugs that comprise this regimen usually belong to different classes of

ARVs.

HAART regimens can be complex and difficult to tolerate. They usually consist of multiple pills
that have to be taken two or three times a day and may also need to be taken with food, on an
empty stomach or with plenty of fluids (depending on the particular drug). In addition, they have
multiple side effects that may limit the patient's willingness to take them and these all make

adherence to HAART is questionable.

The increased accessibility to HAART needs to be supported by initiatives to maximize
adherence to treatment. Maintenance of viral suppression require maximum patient adherence to
ART (Parades. 2000) and irrational use may result in the spread of virus resistant to medicines,
decreased quality of life, progression to AIDS, death, and will require regimen change and may

increase treatment costs (Bangsberg ef a/.,2000; Hogg et al., 2000).
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of Health and-Regional Health Bureau in efforts to develop a scheme for rational use of ARVs. It
will also contribute to the Sociological /Anthropological understanding of adherence problems in
developing nationwide interventions that will take into consideration the problems faced by

people taking HAART in Afar Region as well as in Ethiopia.

It is expected that findings generated from this study contribute generally to come up with better-
designed better-directed and more culturally sensitive interventions programmers to improve
HAART adherence, to deal with socio-economic and cultural problems associated with non-

adherence.
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3 OBJECTIVES

3.1 General Objective

To determine the current adherence rate and its determinants and to assess quality of life of

PLWHASs who are currently on HAART in Afar Region, Ethiopia.

3.2 Specific Objective

4+ To determine the current HAART adherence rate
4+ To identify factors that determine adherence to HAART

4+ To assess quality of life of PLWHA who are currently on HAART
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4 METHODOLOGY

4.1  Study Design

A cross-sectional survey on assessment of factors affecting adherence to HAART was conducted
between August 2007 and October 2007 in selected health institution of Afar Region, Ethiopia.

Both qualitative and quantitative methods of data collections were employed to gather the data.

Qualitative methods included observations, key informant interview and focus group discussions:
Quantitative methods include cross-sectional survey and unannounced pill counts. The two

approaches were tending to complement each other to gather information in this study.

4.2 Description of the Study Area

Afar Region is one of the nine administrative councils of Ethiopia. The capital city for the Region
is Semera. It has an estimated area of 96,707 square kilometers. Based on figures from the
Central Statistical Agency of Ethiopia (CSA) published in 2005, afar has an estimated total
population of 1.389.004, consisting ol 772,002 men and 617.002 women and has an estimated
population density of 14.36 people per square kilometer. Over 90% of the population lives in
rural areas leading a nomadic and semi-nomadic lifestyle. During the study time the region had
one Zonal hospital. one district hospital, 29 health centers, 29 health stations, 104 Health posts,67
private clinics and 92 drug retail outlets and the health service coverage of the region is 42%

(MOH. 2006).

The topography of the Region varies from hilly escarpments of 1,000 - 1,500 m to low land
plains that fall in the altitude range of 0 — 100 m above sea level and location of the region lies
(8°40°13"" to 14° 27" 29N latitude and 39° 51° 13 to 42° 23° 03" E longitude in the Rift
Valley) (WHO and ANRS, 1988). The capital city Semera and the other towns where study
health facilities are found (Awash, Gewane, Logia, mille) on the main high way from Addis

Ababa to Djibouti, which results in high exposure for HIV.
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This study was conducted with PLWHA in Asaita Health Center, Dubti Zonal Hospital and

Awash Health Center.

4.3 Source Population

PLLWHA and health care provider working in ART clinics in selected health institution from Afar

Region were the source population for the study.

4.4 Study Population

PLWHA on HAART from the identified hospital and health centers in the region as well as
healthcare providers working in these units. The following inclusion and exclusion criteria were

applied to select the study participants.

4.4.1 Inclusion Criteria

Patients

4+ Adult (18 years and above)
4+ PLWHA and on HAART at list for 3 months

Health workers

4 Health care providers working in ART clinic (3 month and Above)

4 Able to speak the local Language

4.4.2 Exclusion Criteria

Patients

+ Below the age of 18 years

+ On HAART treatment for less than 3 months
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Heath workers

4+ Working at the care and treatment unit for less than 3 months

4+ Not able to speak the local Language

4.5 Sampling

4.5.1 Cross-Sectional Survey

Sampling for cross sectional survey was done depending on inclusion and exclusion criteria and

patients willing to participate in the study were included.

Sample size calculation:

N= (Za/2)* x P (1-P)

When N = sample size

p = adherence rate among PLWHA on HAART, which is assumed to be 50%.
d = marginal error

7 (a/2) =standard normal distribution

Using 95 % confidence interval and marginal error as 5%

N=(1.96)°x 0.5 (1-0.5)

(0.5)° g
N= 3.84x0.25 = 384 708 Thn e
0.0025 a6
'aking 10% for none response; \%&%ﬁw

N =384 + (10% x 384)
=384+ (38.4)

422.4

42

89}

I

N

(0]
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qualitative as well as quantitative data collection under supervision of the principal investigator

(PI).

The data collectors carried out the cross-sectional survey and unannounced pill-count under the
supervision of Pl whereas FGDs, key informant interviews and observation of consultation and
pharmacy were conducted by both PI and data collectors. In addition, the Pl checked the
completeness of the collected data on a daily basis in order to maintain consistency and to take

action early on problems. Data collection was done between August and October 2007.

Quantitative Data Collection

Cross-Sectional Survey

The survey was conducted using structured questionnaires used in another study (Weiser et al.,
2003, Getahun, 2006) but adopted for the local situation. After the participant gave their consent
to participate in the study, a self report adherence interview with 15 day and 4 days recall period
was administered by data collectors. The interview also solicited demographic, socio-economic,
cultural information, general assessment of adherence, report of adherence in the previous two
weeks, reason for (none) adherence or abandonment of treatment, motivation aspect of treatment,
opinion on the quality of care provided. how to improve adherence and patients quality of life

(Using SF-36).

Unannounced Pill-count

In this study unannounced pill count supported with interview was done in 50 km radius from the
three health facility. This was done in three conditions, which are with 10km; 20km and 50km
radius from the study health facilities and totally 90 HAART users 30 from each site were
participated in the study. Health workers/data collectors visited patients’ home without informing
the patients about their visit (announced visit) and physically count the pills, since patients were

asked for their consent when they come for refill to health institution during cross-sectional

23



survey before two weeks and selection of participant was purposively based on their willing and

distance from study sites.

Participants of pill count were interviewed about their trust and relation with health
professionals in three health facilities during pill count. The Pharmacy records were used to
calculate adherence after factoring it to left to be untaken by the patient. Adherence was
computed as the actual number of doses taken divided by the number of doses prescribed over a

4-week period and expressed as a percentage.

Qualitative Data Collection

Focus Group Discussions

This was also done after participants well informed and gave their group consent. The purpose of
FGDs was to identify difficulties that are being encountered by people taking ARV treatment, to
explore knowledge, beliefs, attitude and behavior on the use of ARVs, and to obtain
suggestions/opinions on improving adherence to ARVs. Experienced personnel in the FGD data
collection methods were used as a moderator and note taker to facilitate the discussion. (FGD

guide annexed).

Observation

Observation was done with a focus on issues such as structural outlay, privacy, conducive
environment (confidentiality, structure, cleanliness, and workers’ attitudes, availability of
Standard Treatment Guidelines (STG) and Standard Operating Procedures (SOP); availability of
medicines, and availability of adherence support strategies during consultation and refill at the
pharmacy to collect information on the nature of services provided to the patients on ARVs. It
was aimed to catch up gaps that may have been left out during cross-sectional survey, FGDs and

key informants. This was done using unstructured checklists (Observation Checklist is annexed).
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Key Informants

The principal investigator conducted the key informant (KI) interview with the aim to help ART
patients adhere to treatment; strategies in place to help them adhere and some of the factor that

may lead to sub-optimal adherence.

4.7 Data Quality Assurance

FFor quality of data, selection of data collectors was done considering their previous experience in
conducting qualitative surveys. Data collection tools were translated from English to Amharic
language. Selection of study participants was also done based on inclusion criteria. Training of
data collectors about approaches and handling of participants was followed by pre-test of the data
collection instruments and appropriate modifications were done considering the local setup and

culture.

4.8 Data Entry and Analysis

Self report adherence data collected from each study site were coded. Quantitative data entry was
done by experienced data entry clerk using EPI-INFO 2007 Version 13.0 and data checking and
cleaning was done by principal investigator on daily bases during collection. The data was
analyzed using SPSS Version 14.0 computer statistical software. Question for quality of life was
entered in SF-36 Excel software (2003) to calculate the Average of eight health concepts and

Cronbach Alpha for reliability test. Qualitative data’s were presented with themes and tables.

4.8.1 Quantitative Data Analysis

Cross-Sectional Survey

[From self report data frequency analyses and simple distributions were obtained. Binary logistic
regression was used to evaluate the association between adherence and possible barriers of
adherence. Multiple logistic regression analyses were used to control for possible confounders

and to examine the predictive value of possible barriers of adherence on reported adherence

25



Key Informants

The principal investigator conducted the key informant (KI) interview with the aim to help ART
patients adhere to treatment; strategies in place to help them adhere and some of the factor that

may lead to sub-optimal adherence.

4.7  Data Quality Assurance

[For quality of data, selection of data collectors was done considering their previous experience in
conducting qualitative surveys. Data collection tools were translated from English to Ambharic
language. Selection of study participants was also done based on inclusion criteria. Training of
data collectors about approaches and handling of participants was followed by pre-test of the data
collection instruments and appropriate modifications were done considering the local setup and

culture.

4.8 Data Entry and Analysis

Self report adherence data collected from each study site were coded. Quantitative data entry was
done by experienced data entry-c]erl\' using EPI-INFO 2007 Version 13.0 and data checking and
cleaning was done by principal investigator on daily bases during collection. The data was
analyzed using SPSS Version 14.0 computer statistical software. Question for quality of life was
entered in SFF-36 Excel software (2003) to calculate the Average of eight health concepts and

Cronbach Alpha for reliability test. Qualitative data’s were presented with themes and tables.

4.8.1°  Quantitative Data Analysis

Cross-Sectional Survey

From self report data frequency analyses and simple distributions were obtained. Binary logistic
regression was used to evaluate the association between adherence and possible barriers of
adherence. Multiple logistic regression analyses were used to control for possible confounders

and to examine the predictive value of possible barriers of adherence on reported adherence

25



scores. Adherence rate from self report was calculated as: subtracting the number of doses
remains from the number of doses issued and the result gives the amount dose of HAART used.
The amount used is then divided by the expected amount of doses and multiplied by 100 to

determine the percentage of adherence.

% Adherence = # of doses patient should have taken — # of doses missed x 100%
# of doses patient should have taken

Adherence was defined as > 95% of the prescribed doses taken. Variables were considered for
evaluation in the multivariate logistic regression model if they achieved a P-value < 0.05 in the
analysis, to find the best predictive variables for the antiretroviral adherence score. For all tests of
statistical significance, the alpha level 0.05 was used. Questions about perception for 90

participants was analyzed and presented using graphs.

Quality of life was analyzed for average of eight health concepts using short form 36 questions
(SF-36) to calculate the average of eight health concepts and Cronbach Alpha for reliability test.
Since the aim of the study was to identify factors that limit or facilitates HAART adherence. The
results obtained about quality of life were compared again in SPSS software to check whether the
eight health concepts associated or not with HAART adherence factors or not by comparing with

dependent (outcome) Variables; Adherence and QOL and with different possible confounder.
Unannounced Pill-Count

Percent of adherence were calculated by subtracting the number of pills returned from the
number of pills issued. This provided the amount of medication used by the patient in that month.
The amount used is then divided by the expected amount and multiplied by 100 to determine the
percentage adherence per participant. And the result changed to graphs using computer Excel

2007.

% Adherence = # of pills patient should have taken — # of pills missed x 100%
# of pills patient should have taken
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4.8.2 Qualitative Data Analysis

Qualitative methods, using narrative and observation rather than numerical data, are increasingly being
used in health care settings where they are seen to ‘reach the parts other methods cannot reach” Qualitative
research is particularly good at answering the “why’, “what” or *how’ questions and problems that couldn’t
be addressed in quantitative techniques’ (Pope and Mays 1996).Since qualitative research can explore the
complexity, for example meaning of social phenomena, experiences of illness and the meanings of
apparently data for irrational behavior such as unsafe sex. The mass of words generated by FGDs,
interviews and observations were described and summarized into matrices, figures and tables (Bailey

1. 2000. Lacey A, 2001).).

Data analysis was carried out using typological or thematic coding (Hatch, 2002). The themes
were generated when similar issues and ideas expressed by participants within qualitative
methods used in this study and brought together into a single category or cluster. This was done
to identify the relationships between various themes that have been identified or to relate
behavior or ideas with HAART adherence and socioeconomic and demographic characteristics of

respondents such as Income, age. gender etc.

4.9  Variables

Dependent Variables

The dependent or the outcome variables are adherence and Quality of Life (QOL). Adherence
was measured using patients self report, FGD, Observation, key informants, unannounced pill

count. QOL was measured using SF-36 (short form 36 Questions) health survey questionnaires.

Independent Variables

- Demographic characteristics: age, sex, religion, ethnicity, marital status.
- Regimen factor: pill load, side effects
- Service factor: confidentiality, patient-health care provider relation ship

- Socio-economic factors: level of education, employment status, income
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- social support, knowledge about treatment, time with virus, CDy count, disclosure, time

with virus. time with HAART.

4.10 Ethical Consideration

Permission was obtained from the Afar Region Health Bureau and head of the health facilities.
Ethical clearance was obtained from school of pharmacy, Addis Ababa University Ethics
committee as well as National Ethics Review Committee from Science and Technology Agency
and verbal as well as written and signed informed consent was obtained from the interviewees’.
Unauthorized persons will not have access to the data collected and any information regarding
the research. Identification number assigned for each subject of study participant, and these
subjcct- identifiers were not being released outside the investigator. Codes were used and no
identification be made for the respondents and PI only access the data. (Ethical clearance form

also attached).

4.11 Operational / Working definitions

Adherence: the extent to which a person’s behavior-taking medication, following
a diet, and/or executing lifestyle changes, corresponds with agreed recomm-

endations from a health care provider (2003).

Quality of life: it reflects the difference, the gap, between the hopes and expectations of a
person and their present HIV/AIDS experience and measured using a
generic short form (SF-36) an 8-scale profile of functional health and well-
being to measure impact of HIV/AIDS on individual patient standards of

quality of life.

CD4- count: cells that recognize and help destroy viruses in the body and the count

determines the stage of HIV/AIDS in the blood.

Optimal Adherence: 95% or greater consumption of ARVs in the last 3 months (with minimum

of 1 skip dose in a week)
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5 RESULTS

This chapter details the findings of quantitative data collection which was carried out as cross
sectional survey (self report) and unannounced pill count. The chapter also presents the results of
the qualitative data collection using FGDs, observation and key informants for HAART

adherence in three study sites.

5.1 Results of quantitative Survey

Socio-economic and Demographic Information of Participants

Total of 422 participants from three study sites participated in this study. A little more than half
of the participants, 222 (52.6%) were females and 200 (47.4%) were males with a mean age of
35.8 years. Most of participants, 276 (65.4%) were from Dubti area followed by 85(20.1%) from
Asaita and 60 (14.2%) from Awash study sites. The majority of the participants were in the age

group 25-44.

Most of the respondents were from Amhara Ethnic group 351 (83.2%), while 24 (5.7%) from
Afar and the rest were from Oromo, Argoba and Somali. Also 226 (53.6%) of respondents were
Muslims while, 184(43.6%) were Orthodox christians and the rest were Protestants. Ninety two
(21.8%) of participants had completed primary education and over 151(35%) had completed
secondary education and 179 (42.5%) of the patients had never been to school. Socio-

Demographic data are summarized in Table 5.1.

Regarding marital status, 56 (13.3%) widowed due to HIV/AIDS, 166 (33.3%) live alone, 137
(32.5%) live with their spouse while the rest live with their family, relatives, friends and their
children. The largest proportion of the respondents, 258 (61.1%) were employed while 164
(38.9%) were unemployed. The most prominent occupation was business owner accounting for
114 (27%). About 57 (13.5%) of participants were lose their job because of too sick to carry on
working due to HIV/AIDS.
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Table 5.1. Demographic characteristics of the study participants, Afar Region, 2007

0
Characteristics f:!gzngg)

Gender

Male 222 (52.6)

Female 200(47.4)
Age (years)

<25 74(17.5)

25-34 146(34.6)

35-44 124(29.4)

45-54 52(12.3)

> 54 25(5.9)
Level of education

None or incomplete primary 71(64.3)

Secondary 132(31.3)

Tertiary or Vocational 19(4.5)
Marital Status

Married 180(42.7)

Never married T2 TR

Divorced /separated 109(25.8)

Widowed 56(13.3)
Employment status

Employed 258(61.1)

Unemployed 164(38.9)
Total 422

Social Support and Disclosure

Majority of the participants, 351 (83%) knew their HIV serostatus before six months. About 365
(86.5%) of the respondents had disclosed their HIV serostatus and of these, 201 (55.1%)
disclosed their status for their partner, 258 (70.7%) for friends and 205 (56.2%) for neighbors and

community. Only 57 (13.5%) did not disclosed their serostatus to anyone.

From the total of 422 participants, 143 (33.9%) had family support and 133 (95.0%) of them
were happy about the support and supports were like physical, moral and psychological. One
hundred thirty nine (32.9%) of respondents had also other supports from, 97 (23.0%) friends, 19
(14%) from NGOs, 48 (11.4%) religious organizations, 57 (13.5%) working areas and colleague

and 11 (2.6%) from other sources.
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Types of supports outside family members were, 127 (30.1%) moral and psychological, 119
(28.2%) financial. 38 (9.0%) physical support, 34 (8.1%) income generating job and 22 (5.2%)
food support. Only 127 (30.1%) were happy about the support they get outside their family.

Alcohol, khat, shisha (meda’a) and cigarette addiction

From total of 422 respondents, 18 (4.3%) took alcohol and this was assessed using 15 days (2
weeks) recall period and only one participant has taken four bottles of alcohol once during those
two weeks. Two respondents experienced taking Hashish before six months and only one
respondent taking shisha (meda’a) once or two times a week. From the total, 32 (7.0%) of
respondents were chewing khat, which was 22 (5.2%) in last six months and four respondents

with a frequency of daily and six of them reported as they chew khat once a month.

Knowledge on HIV/AIDS and HAAART

Participants were asked about how long were they taking HIV medications (in month) and the
result is presented in fig.4.1. Most of the participants, 371(88%) had been on treatment for less

than 24 months and this show that the Program was started in the Region recently.
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Figure I1. Distribution in month on HAART for study population, Afar Region, 2007
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Regarding users knowledge of the regimen from the total of 422 participants only 177 (41.9%) of
respondents could identify their regimens; of thesel8 (4.3%) were tried to identify their regimen

by name while the rest by color and packages of medicine.

The adherence rate obtained from self report for two weeks recall period was, 402 (95.3%) and
20 (4.7%) of the respondents have missed their medication at least three times and above. Of
those respondents adhere to HAART, 44 (10.4%) followed exactly special instruction during
taking medication (like with much water), only three respondents were not following the

instruction.

About experience on missing their medication to take on time, 24 (4.7%) have missed their
medication in last two weeks. Twenty five (5.9%) discontinued their medicine for more than a
week one to four times due to different reasons, (like so busy, due to travel without medication,

forgetting and regimen factor like side effects).

From the total 422, 402 (95.3%) participants were taking their medication following the
instruction given from the health care provider and their reasons were, 182 (43.1%) due to
improvement ol their health, 103 (24.4%) trust in medication, 62 (14.7%) due to effective
counseling and 8 (1.9%) due to family support. Reasons for missed medication summarized in

Table 5.2 below.

Table 5.2. Reasons for missing of ARVs in Afar Region, 2007.

No. of respondent cited

Reasons % reported
as reason
lack of food needed for the drug 7 18
ARVs had too many side effects / toxicities 2 5
Too busy doing other things 6 15
Traveling so could not keep the routine 10 26
IFelt better and feel the need to continue medication 3 8
Found it very difficult to take so many pills 5 13
Health worker / physician told me to stop 6 15

Total 39 100

*one l'L‘SpUHd(.‘IH may choose one or more reason
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Knowledge About Illness

Only 126 (30.0%) of participants responded their CD4 cont was checked only once throughout
the treatment and rest had twice or more. 92 (21.9%) have started ART without CD4 count.
According to respondents, their first CD4 count ranged from 19-426 and the recent CD4 count
were ranges from 122-719. One hundred ninety three (45.7%) and 161 (38.2%) of participant

couldn’t remember their recent as well as first CD4 counts respectively.

Out of the total, 190 (45.0%) perceive that CD4 is sign of improvement on Health while 129
(30.6%) don’t know what is to mean. From all (422) study participants, 67 (15.9%) had
experience of admission to hospital due to HIV/AIDS in last one year and that is 45 (10.7%) of
them one time. 11 (2.6%) two times, 2 (0.5%) three times, 3 (0.7%) four times and only one

person had admitted ten times.

Beliefs and Perception Regarding ART

Near hall of participant, 210 (49.8%) strongly agree that ARV can prolong their lives. Users were
also asked whether taking of ARV as prescribed can improve health or not and has positive effect
on their life, 416 (98.6%) of respondents agreed and only 4 (0.9%) strongly disagree. Most of
respondents, 409 (96.9%) agreed about effectiveness of ARV in controlling the effects of HIV.
Four hundred twelve (97.6%) of the total participants agreed that ARVs if not taken properly,
will not work as well and cannot control the virus and 25 (6.0%) disagreed that HIV/AIDS

becomes less serious due to ARVs,

Majority of. 395 (93.6%). respondent agreed that with ARVs HIV/AIDS can be managed now
like any other disease and 315 (98.4%) also agreed that ARVs can make the virus undetectable or
decreases in the blood, while 38 (9.0%) miss-understood that as ARVs can cure HIV/AIDS, 198

(46.9%) strongly disagreed on this idea.
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5.1.1 SF-36 Quality of Life Survey

A total of 422 participants were interviewed using SF-36 health survey instrument for
participants view about their health and to keep track of how users feel and how well they were

able to do well their usual activities. Results from SF-36 health survey are presented in tables.

Table 5.3. Eight health components, number of items and reliability coefficient alpha (o) score of

HAART users in Afar Region, 2007.

Scale No of items Alpha(a)
PE 10 923
RP 4 925
BP 2 .6
GH 5 623
VT 4 567
SF 2 .6
RE 3 931
MH 5 130

Table (5.3) reports of Alpha (a) which specifically indicates reliability of the test for PF, RP, RE
and MH which is .923, .925, .931 and .730 respectively and other components were below 0.7.
Since there is no cut off point for Alpha, but 0.7 and above was considered as a good measure for

reliability.

Table 5.4. Descriptive statistics and average score of eight health scale for both Male and female

HAART users in Afar Region, 2007,

Eight Health Scale Minimum Maximum X (s.d)
PF -50.00 100.00 89.61( 20.60)
RP .00 100.00 77.72 (20.60 )
BP 12.00 100.00 89.53 (16.06 )
Gll 12.00 100.00 86.84 ( 16.25)
VT 15.00 90.00 68.89 ( 16.95)
SF 25.00 100.00 90.99 (16.47 )
RE .00 100.00 79.15(38.14)
MH 8.00 88.00 74.19(13.97)
PHS 22.00 98.00 82.39(16.28)
MHS 23.00 96.00 80.05(15.316)
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Averages for eight health scale SF-36 Score for 422 participants ranged from 69 (VT) to

89.24(PF). This was acceptable since it was above 50.

Table 5.5. Mean and standard deviation of health summary score of Male and female HAART users

in Afar Region, 2007.

Female/X (s.d)

Summa Iy score

Male/X (s.d)

PF 90.94(19.77) 88.12 (21.44)
RP 78.94(36.98) 76.38 (38.19)
BP 89.72(16.51) 89.32 (15.59)
GH $7.08(16.96) 86.57 (15.46)
VT 70.83(17.96) 66.72 (15.50)
SF 90.62(17.47) 91.41 (15.32)
RE 80.33(37.91) 77.83 (38.45)
MH 74.94(14.40) 73.38 (13.48)
PHS 83.38(17.00) 81.28 (15.42)
MHS 80.80(16.38) 79.22(14.03)

Table.5.6. shows participants in secondary school level were in high PHS and MHS i.e. 88.56
(21.01) and 85.09 (15.01) while 30.50 (82.65) and 79.15 (17.43) for those couldn’t read and write
also employed had better summary score than unemployed. Participants with optimal adherence

level had better physical and mental summery score.

Table 5.6. Mean and Standard deviation of 2-health summary scores in Afar Region, 2007.

Characteristics PHS- X (s.d) MHS -X (s.d)
Can’t read and right 30.50(82.65) 79.15(17.43)
Secondary School (6-12 grade) 88.56(21.01) 85.09(15.01)

Unemployed

Employed

Had support from family
Whose had support outside
Disclosed their status
Not Disclosed their status
Drink alcohol

Not Drink alcohol

CD4 count < 200

CD4 count >200

Adhere to HAART

Not Adhere to HAART

78.36(25.97)
90.73(18.47)
84.91(22.74)
87.32(20.88)
86.96(21.96)
79.31(24.51)
81.60(23.83)
86.12(22.48)
91.95(18.19)
82.31(20.49)
86.20(22.40)
80.39(23.68)

74.67(17.95)
87.29(12.95)
81.43(17.02)
83.79(15.53)
83.59(15.92)
74.72(16.65)
79.28(19.46)
82.53(16.14)
88.57(12.38)
78.50(17.27)
82.67(16.23)
76.70(16.67)
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Figure 111.

5.2 Qualitative Results

5.2.1 Focus Group Discussions

These data were based on HAART user’s opinion to identify factors affecting adherence about
available treatment, experience of effective adherence counseling, the quality of care, available
supports, reasons for non-adherence and good adherence and sources of motivation for
adherence. In the discussion on factors affecting adherence, the study identified seven interrelated

themes. These are presented below, without any order of priority.

Total of six FGDs with 47 participants, 25(53%) of them were female. All FGD participants were
disclosed their serostatus to their family and community. 28(59.6%) Participants were in age
group of 25-34. Thirty two percent of FGDs participants were not attending school while the rest

in the elementary and secondary school level.

Information on Availability of Treatments for HIV/AIDS

Majority of FGD participants in the three health facilities seemed to be well-informed about
HAART. Almost all participants had knowledge that if they stopped taking the ARVs the virus

may increase and their body resistance would decline. HAART users from different situation
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may increase in number and their body resistance would decline. HAART users from different
situations used to state that ARVs had the potential to improve their situation in various aspects

like helping them strive for their survival and hoping their future.

Yarticipants  forwarded their opinion on available treatments (like ARVs; herbs; traditional
medicines; spiritual healing; prayers; and perceived benefit (s) of treatment). Users indicated that
HAART were the only choice to control the HIV virus in their body even if some use these
available treatments without denying HAART and taking on given time. Perceptions about ARVs
seemed uniform among the users. All participants were agreeing that traditional treatments and
perceived benefit(s) are more likely to aggravate their HIV status than treating the problem
without HAART.

Among the FGD participants in Asaita Health Center, one male participant expressed the impact
of using the traditional treatments by saying:

[ started the traditional medicine with my two colleagues. Fortunate enough I am
alive and my colleagues have died.

A female FGD participant from Asaita was also positive about the impact of ARVs:

ARV has a difference and 1 don't believe that religious practices will treat
HIV/AIDS. I also used traditional treatments repeatedly but my health is improved
only after I started taking ARVS.

Similarly, from the same area a female ARV user said:

I and my family passed through many challenges and problems. We attempted
traditional treatment to cure the problem until we lost our money without any
improvement in our health. After we knew our HIV status, we started taking ARV,
we brought change and our weight increased. Therefore, we believe on the ARV,
that they treat HIV/AIDS.

Meanwhile, female HAART user strengths other participant’s beliefs on medication by saying:

Even if | face series side effects due to medication I haven't any intention to
discontinue because [ got big change in my health.
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Regarding health care workers™ treatments (handling), a female ARVs user in the FGD session
form Awash Health Center stated:

Without my will, they offered me two months medicine once and I felt bad for the
main reason that I don't have place in my house to put it, I understand they are
too busy.

Female ARVs user from the same area in the FGD session explained:

When [ started using ARVs, I enjoyed health care workers’ treatment it was very
good. But recently, they have shortage of professionals.

A male ARVs participant from Asaita health Center used to say:

Health care workers’ treatments (handling) is not too bad except that we are
suffering the shortage of medicines for Ols.

A female participant from Asaita Health Center also said:

When we take ambulance to the health center, there is no professionals’
cooperation. And the other question we have is about supply of medicines for Ols.

From the same area, a female participant of FGD in Asaita indicted her fear as:

If the situation remains like this, we do not have any option without waiting for the
time to die because the situation or no medication for other disease and health
workers are tiered during our visit. ARVs alone may not improve our health and
we are poor (o buy these medicines.

Patients’ thoughts were varied regarding the health care workers treatments (handlings) in
looking in to their situation and quality of care provided by health care workers. A group of
ARVs clients appreciated the way they were treated before. Critics were raised from a group as
health care workers were exhausted to treat them and OlIs medicines were not adequate especially

in the health centers.
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Effective Adherence Counseling

Effective adherence counseling is aimed at promoting adherence to ARVs and preventing further
transmission of HIV. Users from the three health settings acknowledged that valuable counseling

services were provided during voluntary test, start-up, and taking the ARVs.

FGD participants from the three health settings pointed out that there were continuing adherence
counseling in HIV/AIDS treatment clinics about the medication and interactions between ARVs
and other medicines (including problems with traditional medicines), alcohol and diets to take

and not to take.

One of the male FGD participants from Awash indicated:

We enjoy professionals’ counseling at all about the medicine and they used to tell
us not (o take ‘khat " alcohol and cigarette.

Some of the participants emphasized the need for continuous counseling. One female ARV user
from Dubti said:

We are given a lot of information at the beginning, counseling done at once is not
adequate (o convince as lo luke the medicines, to follow up and encourage
adherence.

As participants in the FGD from the three health facilities expressed the interrelationship of
disclosure to positive HIV status and life-long adherence to ARVs was highly recommended.
They also cleared out disclosure of HIV status is the key to promote HAART adherence. As
majority of the ARVs users indicated in the FGD session, they disclosed their HIV status to their
respective family, workplace and community. Disclosure of HIV status is the necessary
behavioral change resulted from continuous counseling, which is required for good health
outcomes. Concealed positive HIV status was perceived by many respondents as a major barrier

to adherence and aggravates transmission.
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As indicated in Dubti Hospital FGD session, there were cases concealing their status and cause
some to transmit HIV virus in the community. Participants were suggesting a need of government
involvement in pushing HAART users to disclose their status, that is vital for better adherence

and to control further transmission.

According to some FGD participants from the three study sites, there are some cases who faces
difficulties to disclosing their status to some others and as the result they hide their medicines
from friends. relatives, servants and when forced they skip taking medication to ensure that
friends and family do not discover their status. FGD participants totally agree that self disclosure

affects adherence and aggravates further virus transmission.

One male FGD participant from Dubti said that:

Over all, the system and the policy should encourage those who disclosed their
status and we all fill that it needs to reconsidered, otherwise the transmission will
continue.

Social Supports and Stigma in the Community, Family and Workplaces

Disclosure was one of the themes that encourages adherence and paves the way to obtain support
from the respective available supports. Respondents stated that telling someone (e.g. a friend in
the workplace and community or family member) could give confidence in support of adherence
and enhance concerns. Many participants discussed issues relating to lack of self-motivation, lack
of community support, fear of stigma and leaving positive HIV status private concerns acted as

major barriers to or results in low adherence.

However, interviews with key informants and FGD participants revealed that stigma is still
prevalent in society. As some participant said they are affected by stigma both at home and in

workplace, they also indicate this could affect both disclosure and adherence.

According to one Afar female FGD participant in Asaita:
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We need to have job that will help us to generate our income and this may
encourage us to improve adherence. Otherwise how we can to take ARVs without
food? Because taking ARVs need to have variety of good food.

The regimen complexity also raised by one male participant in Dubti:

I always hope the medicines to be changed to the one drug and to be taken once
daily or to be like a vaccine once in six month or a year.

On the other hand with all these problems about the ARVs, one female participant from Awash
area explained her fear like:

[ have a fear that ARVs shortage like other medication will happen in the future
due 1o increase awareness and there is increase in number of ARVs users through
lime.

Also users from three study sites suggested that improvement of ARVs dosage form as a factor to
promote adherence to ARVs; like substituting ARVs tablets by injection or reducing the number
of pills taken per day. incorporate opportunistic infection treatment with ARVs and a medicine

that could be taken without much diet variety.

All-sided support from the government, NGOs, stakeholders in HIV/AIDS prevention and
control. respective families, local communities, workplace settings, etc were thought as to help
ARVs users adhere more easily to their treatment. As majority of the FGD participants
emphasized in their expression, self-help development programs design and implementations are
mandatory in order to help them build self-motivation, moral and develop or change diet scheme

by increasing their income.

Integration of the ART clinics with other services was discussed among the users, HIV clinics
found semi-integrated with other services in all health care facilities of three study sites. Some
respondents perceived the partial integration of ART with other health services as exposing them
to the likelihood of being stigmatized, some also suggest this may facilitate the service and

decrease their waiting time in the health care service. To the opposite some have the idea that the
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service should be totally integrated with other services. as one ARV user from Awash health

center explained:

Some may use this opportunity as advantage to hide their status in the society and this is

one problem to control the transmission. If HIV services are integrated with other

services, users may not fear to disclose their status to the community, this may improve

adherence and decrease HIV/AIDS transmission.

5.2.2 Observation of Health Facilities

ART program started in the Region on may 2005 in Dubti hospital and the program expanded in

Asaita and Awash health centers later.

Table 5.9. ART Service details of each study site, Afar Region, 2007.

Study sites Date Total no. on treatment  Average no. of patients Average no. of patients
HAART at facility by Oct. 2007 consulted per day for ARV medication
started including ARV users refilling per day

Dubti Hospital May 2005 530 45 17
Awash Health Center Aug. 2006 107 25 4
Asaita Health Center Oct 2005 134 19 5

Total 771 89 o

In all study sites ART clinics, adherence counseling, waiting areas for refill and laboratory were

found separated from other service. This was except for pharmacy services in Asaita Health

center that is together with other services. Dubti Hospital and Awash health center has adequate

space for laboratory services with adequate shade, and seats provided for the patients in the

waiting area. However in Dubti hospital and Asaita Health center there is problem of

confidentiality and good counseling because of two to three counselors sharing one room. In

Asaita there was no enough space and seats in the waiting areas. In contrast, in Awash Health

center there is enough space for confidentiality, good adherence counseling, laboratory services

with adequate shade, and seats provided for the patients in the waiting area.
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In Dubti Hospital and Awash Health center ART clinics were found clean. At each health
facilities posters were strategically placed within ART clinics, mainly explaining the importance
of counseling. early testing, adherence to ARVs and the fact that these medicines suppress the
virus but are not a cure for the disease. Some of the posters were in English and others in Local

language (Afar) and Amharic.

About support from other organizations, the International Training, Education and Care on
HIV/AIDS (ITECH) project had assigned social workers, data clerk, different office supplies and
computers for each study site. In all study sites, especially in Asaita Health Center the services

of the ART laboratory, counseling room and testing center were inadequate.

Table 5.10. Summary of ART staff in three study sites, Afar Region, 2007.
. Physicians/ Social Lab. Pharmac Data Entr
Study sites yHO Ao Workers Personnel Persﬂnne}Ir Clerks d
Dubti Hospital 4 4 | 4 2 |
Asaita Health Center | 3 - 2 | |
Awash Health Center 3 2 - 3 7 |
Total 8 8 | 9 2 |

*HO- health officer

In Dubti Hospital there are brochures in front of each counselor that is open to take for Users. All
Health facilities operated Monday to Friday. Dubti Hospital ART clinic works half a day on
Saturday in addition to the week days that is to decrease burden due to shortage of Health

professions in working days.

There was difference in adherence support mechanisms between three study sites. In Dubti
Hospital there is one social worker that is to identifying patients’ who have adherence problems
and drop- outs (who’s discontinued taking medication on their appointments) at the same time to
identify the reasons for non-adherence. In both health center method of counseling used and in
the follow-up of patients who were not achieving optimal adherence or who had stopped taking

the ARVs done during patient coming for refill or in any case when they come to the health
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Disclosing the HIV status to family and other significant persons has a strong association with
adherence. This may due to the fact that patients whose disclose their status may take their
medication anywhere without fear or stigma. However there is a great variability in different
cultures; close family and friends are often influential in improving adherence in some settings

(Bernared er al.. 1994).

According to (Gatahun. 2006), only 22% of the participants were not disclosed their HIV status
to their family, while in our findings 13% made their disease secret from their spouses
.community, family and friends while 87% had disclosed their HIV status. This difference could
be attributed to the difference in the study population, study time, knowledge about HIV/AIDS
and culture. In comparison with other studies on self-report adherence, those gaining greatest
support and disclosure from their family have a better adherence score. Social support is often
cited as having a great influence on a patient’s treatment adherence (Bernared et al., 1994), but

not in this study.

There is also strong association between adherence, time with virus and time with HAART;
patient’s long time with virus and HAART have better understanding of adherence than that short
time with virus and HAART. This was due to trust in medication, improvement of health through

time and long experience to remember and to take on time.

Pill burden was negatively associated with HAART adherence, taking too many pills were less
likely to be adherent than other groups whose taking small number of pills in this study, which
indicate adherence level decrease with increase number of tablets. This was true also in other
studies. complexity of the treatment regimen and the pill burden are negatively associated with

ARV treatment adherence (Paterson ef al., 200, Chesney, 2000, Remien, 2003).

The reasons for most of, 402 (95.3%) participants to take their medication following the
instruction given from the health care provider were due to improvement of their health, trust in

medication, due to effective counseling and family support. 4.7% of participants in self report
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AIDS management and should be done seriously; but the nurses at Asaita as well as in Awash
Health Center have a dual role as counselors and nurses. From observations of health care
facilities there was no adequate confidentiality for patients and enough consultation rooms. This
can decrease the quality of care provided for patients and may result in poor adherence. This
double burden on the nurses may come with problem to give quality counseling and care to their
patients. According to FGDs also, health care workers treatment in health center provisions and
counseling services were decline time to time. This was due to many patients attending
HIV/AIDS clinics without expansion of health care services and increase number of health

professionals.

As sited in FGDs stigma is still a barrier for some people and they are not ready for HIV test and
let remain in their homes concealing their disease and suffering from other ailments such as
tuberculosis and malaria. Stigma is also the biggest problem reported by most patients receiving
ARV therapy in low-income countries. Due to stigma, 69% and 94% of the patients kept their
HIV status secret from their families and community members respectively in the study

conducted in Botswana (Weiser et. al., 2003).

There were difterent ideas in all FGDs about integration of ART clinics with other health service
and some were reported as may expose them to being stigmatized, whereas some suggest partial
or total integration may facilitate the service to decrease their waiting time in pharmacy and
improves disclosure and adherence. Shortage of medicines for Ols was a major issue raised by

['GD participants in Asaita, this may also aggravate the patient’s pain and may impair adherence.

Better improvement of ARVs dosages form as a factor to promote adherence to ARVs:
substituting ARVs tablets by injection or reducing the [requency of dosing, incorporating Ols
treatment and introducing medicine that could be taken without much diet variety were
mentioned by participants in three study sites as factors that should be considered to improve
adherence. In self report adherence assessment pill burden was also negatively associated with

adherence.
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7 LIMITATIONS AND STRENGTHS OF THE STUDY

Social desirability as well as interviewer bias might have influenced the results of this study,
because all data collectors were health care providers from study health facilities. However, a
number of steps were taken to reduce the impact of biases:
2 Training of data collectors for all objectives of the study and to improve their
knowledge in introducing well to research participants.

2 Participants were asked for their written and signed consent for confidentiality.

All FGDs and Unannounced pill-count participant were patients who disclose their status so,
those who did not disclose their status may have different and better idea on HAART adherence

improvement.

All of these methods have both strengths and weaknesses. Pill count is in some ways the most
‘objective’, it measures the number of pills left over from the previous refill, and can act as a very
good proxy indicator for actual pill intake. It is, however, subject to manipulation by patients who

may fear a bad response from health workers.

Despite these limitations, this study provides useful information about the HAART adherence
behaviors and factors associated with adherence in Afar Region. Furthermore both quantitative
and qualitative methods were used to explicit of group interaction and to produce data and insight
that would be less accessible without the interaction found in a group. In addition the presence of
an interviewer from health care professionals can increase cooperation rates and make it possible

for respondents to get immediate clarification.
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Since pill burden is a substantial issue simplifying dosage regimens (both dosage
frequency and numbers of tablets) is important in improving adherence.

Train extra numbers of staffs in adherence counseling and continuously update their
knowledge about HIV/AIDS is important to improve adherence to HAART.

Establishing reliable drug supply. ARV as well as other medication for opportunistic
infections. There was some concern that the medicine supply chain is not yet reliable.
Since this is a cross-sectional study, study with intervention with some adherence support
program may address better result for factors on non adherence.

The organization of the health care delivery system should be designed to be comfortable
for patient’s confidentiality.

The effect of quality of life on adherence should be examined in different setting, culture
and socioeconomic status, because they may be very important in determining how self-

adherence is defined and how decisions are made on an individual level.
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ANNEX 3 : SF-36 Measurement Model
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ANNEX 4 : SF-36 QOL Scoring System

Items Scales Dimensions
3. vigorous activities
4. moderate activities

' 5. lift, carry groceries

' 6. climb several flights Scale-1

' 7. climb one flight

| 8. bend. kneel

Physical functioning

| 9. walk a mile (PF)

' 10. walk several blocks ‘ ,

' 11. walk one block Dimension-A:
12. bathe. dress .
13. cut down time Scale-2 Physical Health
14, accomplished less Role-physical Summary

| 15. limited in time (RP) (PHS)

~ 16. had difficulty

' 21. pain magnitude Scale-3

' 22. pain interference Bodily pain (BP)

i 1. general health rating

| 36. excellent Scale-4

| 34. as healthy as anyone Genera! health (GH)

| 33. sick easier

' 35. health worse

- 23. full of life
27. energy Scale-5 Dimension-B:

29, worn out Vitality (VT)

31 tired Mental Health
' 32. social extent Scale-6 Summary
20. social time Social functioning (SF) (MHS)

17. cut down time Scale-7
18. accomplished less Role emotional (RE)

l 19. not careful

[ 24, nervous

25. down in dumps

26. peaceful

28. blue/sad

30. happy

Scale-8
Mental health (MH)

| 2. change in reported health

The structure of SF-36 scoring system adapted from Zadeh et al., (2001).




ANNEX 6 : Informed Consent
In treating HIV/AIDS it is important to follow the prescribed dosage otherwise there is a risk that
the medicines will be less effective. Earlier studies show that it is difficult to achieve good
adherence. The purpose of this study is to understand how patients are adhering to the
antiretroviral use and what barriers they have for their non-adherence, and also to know how
adherence affects patients’ quality of life. The results obtained from this study are useful in order
to develop better strategies and solve the problems for the future.
You are asked to sign an informed consent specifically agreeing to participate in the study. Your
participation in the study is voluntary and that you can chose not to be in the study or withdraw at
any time. Your refusal to participate will in no way affect your service at the hospital. Reports of
the data collected will be presented in the aggregate and that all personal identifiers will be
removed and also no personal identifying information will be forwarded to study.
You may not personally derive any benefits from participating in the study. Study findings will
be used to better meet the adherence support necds of PLWHA across the country.
Your personal information will be maintained through the use of unique identifiers, and through
restricting access to the data set to the principal investigator and those working directly with him.
The data collected from each site will be entered into a computer where it will be maintained in
password control. Hard copies of completed instruments will be kept in a locked file and will be
available only for research study staff. The information that you provide to the interviewer will
not be shared with ART care providers at the clinic. The information you provide will be kept
completely separate from your medical and other visits records.
[f you have any questions please contact one of those responsible for the study:
Zinet yimer Mohammed
Mob: +251911622 343

E-mail: khamzinet@yahoo.com

You are now being asked if you are interested and if you are willing to participate in the study.
We would greatly appreciate your truthful and keen participation in responding to this

questionnaire.,

Yes | agree Identification Number
No, [ don’t agree Date of Interview
Participants Signature Interviewer Name

[f the answer is yes the study will continue Supervisor




ANNEX 7 : Questionnaire

SECTION I: SOCIO-DEMOGRAPHIC INFORMATION
QID Question Response options/codes Coded Skip Pattern
Response
101 Sex of respondent Male 01 | [_| ]
Female 02
102 Age Years | [__|__]
103 Ethnic group Afar 01
Ambhara 02
Tigray 03
Argoba 04 | [ | ]
Oromo 05
Other, specify 88
Muslim 01
Orthodox 02
104 Religion Protestant 03 | [__|_]
Catholic 04
Other, specify 88
105 What is your highest Can’t read and write 01
educational level? Adult literacy 02
| 1-6 classes of school 03 | [__| ]
| 6-12 classes of school 04
Diploma and above 05
Vocational 06
106 What is your current marital Currently married 01 If u’re answer
status? Cohabiting (Not married but is 4/5 skip
Living with partner) 02 | [__|_] to 108
Single (Never married) 03
Divorced/Separated 04
Widowed 05
Other 88
[ 107 If divorced or separated or Yes 01 | [_| ]
widowed, was the divorce No 02
/separation / death of your Don’t Know 99
partner due to HIV? N/A 98
108 Whom do you currently live By yourself01 | [_| |
with at home? Partner/spouse 02 | [__| ]
Parents 03 | [__| |
Relatives 04 | [__| ]
Children 05 | [__|_]
Friends 06 | [_| ]
Other (specify) 88
109 Are you employed? Yes 01 | [_| ] If no skip
No 02 to 113
110 Do you work on full time or Full time work 01
part time basis? Part time work 02 | [__|__]
Temporary work 03
111 Where do you work? Government office 01 | [__| |
Private sector 02
Self employed 03

vii




Not Mentioned 02

N/A98 | [ |1
What kind of support do | a) Psychological support ............ 1]
|y ou get from outside your | b) Financial support .................. 1]
home? ¢) Physical care and support .......... [ ]
d) Income generating activities ....... L ]
¢) Nutritional support ........ooevinnnen [ ]
f) Other (specify)
210 In general, how satisfied Not satisfied 01
are you with the overall Moderately satisfied 02 | [__|_]
support you get from Very satisfied 03
outside your home? N/A 98
SECTION III: ALCOHOL AND DRUG ABUSE
301 Do you drink alcohol? No 01 If u’re answer is
Yes 02 no skip to 305
N/A 98
302 For how many day’s have you If u’re answer is
had an alcoholic drink in the I don’t
last 15 days (two weeks)? [ don’t remember 98 remember skip
[ ] ] to 305
303 On the days you drank any
alcoholic drinks in the past 15 .l ]
‘ days, how much alcohol did I don’t remember 98
1 you usually have altogether on
an average per day?
304 On the day you drank alcohol
| how much amount of alcohol [ don’t remember 98
did you take?
305 DRUG ABUSE

A) Have you ever used (name of
drug)?

B) Have you used it in
the last 6 months?

C) How often have you used it in
the last 6 montlis?

0lYes | 01 Yes 01 Once a month
02 No | 02 No 02 2-3 times a month
[f no skip to | N/A 98 03 Once or twice a week
next drug | If no skip to next drug | 04 3-4 times a week
05 Nearly every day
1 06 Daily
' 98 N/A
Hashish 11 [ ] ]
Shisha 1] 1] L]
Khat [ [l (]
Cigarette ] L] (]
| SECTION IV: CURRENT USE OF ARVs
QID | Questions Coding Categories Coded responses | Skip pattern
401 Since how long are you
taking ARV/HIV YGarS s, months.......... (1]
medications? | don’t remember 98




604 | When ARV medications are not taken Yes 01
properly the medications do not work as No 02 (]
well and the virus is not controlled
605 | HIV/AIDS has become less serious because Yes 01 L]
of ARV medications No 02
606 | With ARV medications HIV/AIDS can be Yes 01 ]
managed now like any other disease No 02
607 | ARV medications can make the virus Yes 01 L]
‘A undetectable in the blood No 02
608 | If taken within short time after being Yes 01 ]
| “infected, ARV medications can cure HIV No 02

Section VII: Quality of Life (SF-36) Health survey

SF-36 Health Survey. Instructions: This set of questicns asks for your views about your health. This

information will help keep track of how you feel and how well you are able to do your usual activities.
No Questions Coding categories Code
701 In general, would you say your Excellent 01
health is: Very Good 02
Good 03 | [__|[__]
Fair 04
Poor 05
702 Compared to one year ago, how Much better than one year ago 01
would you rate your health in Somewhat better now than one
general now? yearago 02 [ [_| ]
About the same as one year ago 03
. Somewhat worse now than one
year ago 04
Much worse now than one year
! ago 05
| 703 The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? (Please circle
\ one number on each line)
[ Activities...
‘ 703i Vigorous activities, such as Yes, Limited A Lot 01
running, lifting heavy objects, Yes, Limited A Little 02 | [__|_]
’ participating in strenuous sports Not Limited At All 03
\ 703ii Moderate activities, such as Yes, Limited A Lot 01
f moving a table, moving a chair, Yes, Limited A Little 02 | [__[_]
}7 I cleaning home.... Not Limited At All 03
703iii Lifting or carrying groceries Yes, Limited A Lot 01
Yes, Limited A Little02 | [__|__]
Not Limited At All 03
| 703iv Climbing several flights of Yes, Limited A Lot 01
| stairs/hills Yes, Limited A Little02 | [_|_]
Not Limited At All 03
l 703v Climbing one flight of stairs/hills Yes, Limited A Lot 01
| Yes, Limited A Little02 | [__|_]
| Not Limited At All 03
| 703vi Bending, kneeling, or stooping Yes, Limited A Lot 01
| Yes, Limited A Little02 | [_|_]
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Not Limited At All 03

703vii

Walking more than a mile

Yes, Limited A Lot 01
Yes, Limited A Little02
Not Limited At All 03

()]

703viii

Walking several blocks

Yes, Limited A Lot 01
Yes, |.imited A Little02
Not Limited At All 03

L]

703ix

Walking one block

Yes, Limited A Lot 01
Yes, Limited A Little02
Not Limited At All 03

]

703x

Bathing or dressing yourself

Yes, Limited A Lot 01
Yes, Limited A Little02
Not Limited At All 03

(]

804 During the past 4 weeks, have you had any of the following problems with your
work or other regular daily activities as a result of your physical health?

7041 Cut down on the amount of time Yes 01 [ [__|__]
you spent on work or other No 02
activities

704ii Accomplished less than you Yes 01 | [__| ]
would like No 02

704iii Were limited in the kind of work Yes01 | [_|_]
or other activities No 02

704iv Had difficulty performing the YesO01 | [ | ]
work or other activities (for No 02
example, it took extra effort)

705 During the past 4 weeks, have you had any of the following problems with your
work or other regular daily activities as a result of any emotional problems (such
as feeling depressed or anxious)? (Please circle one number on each line.)

705i Cut down on the amount of time you Yes 01 | [__|_]
spent on work or other activities No 02

705ii Accomplished less than you would like YesO01 | [_| ]

No 02

705iii Didn’t do work or other activities as YesO01 | [ | ]
carefully as usual No 02

706 During the past 4 weeks, to what Not at all 01
extent has your physical health or Slightly 02
emotional problems interfered with Moderately 03 | [__|__]
your normal social activities with Quite a bit 04
family, Iriends, neighbors, or groups? Extremely 05

707 How much physical pain have you had None 01
during the past 4 weeks? Very mild 02

Mild 03 | [__|__]
Moderate 04
Severe 05
Very Severe 06

708 During the past 4 weeks, how much Not at all 01
did pain interfere with your normal A little bit 02
work (including both work outside the Moderately 03 | [__|_]
home and housework)? Quite a bit 04

Extremely 05




709

These questions are about how you feel and how things have been with you during
the past 4 weeks. Please give the one answer that is closest to the way you have

been feeling for each item.

709i

Did you feel full of life?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

709ii

Have you been a very nervous
person?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

709iii

Have you felt so down in the
dumps that nothing could cheer
you up?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

(1

" 709iv

Have you felt calm and peaceful?

All of the Time 01
Most of the Time 02
A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

Did you have a lot of energy?

All of the Time 01
Most of the Time 02

A Good Bit of the Time 03

Some of the Time 04
A Little of the Time 05
None of the Time 06

Have you felt downhearted and
blue?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

(-

Did you feel worn out?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

]

| 709viii

Have you been a happy person?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

]

Xiv




[ 709ix

Did you feel tired?

All of the Time 01

Most of the Time 02

A Good Bit of the Time 03
Some of the Time 04

A Little of the Time 05
None of the Time 06

710

During the past 4 weeks, how
much of the time has your
physical health or emotional
problems interfered with your
social activities (like visiting
with friends, relatives etc.)

All of the time 01
Most of the time 02
Some of the time 03

A little of the time 04
None of the time 05

]

711

How TRUE or FALSE is each of the following statements for you?

71

| seem to get sick a little easier
than other people

Definitely True 01
Mostly True 02
Don’t Know 03
Mostly False 04

Definitely False 05

]

T11ii

I am as healthy as anybody |
know

Definitely True 01
Mostly True 02
Don’t Know 03
Mostly False 04

Definitely False 05

Laedbesl

T11iii

I expect my health to get worse

Definitely True 01
Mostly True 02
Don’t Know 03
Mostly False 04

Definitely False 05

(]

7iiv

My health is excellent

Definitely True 01
Mostly True 02
Don’t Know 03
Mostly False 04

Definitely False 05

(]

SECTION VIII: TRUST IN THE PROVIDER
These statements are designed to learn about your relationship with your doctor. Please feel free to tell us

i what you think. How strongly do you agree or disagree with the following statements?

| No Questions Response categories Code
| 801 I my health care provider (HCP) Totally disagree 01
| tells me something is so, then it Disagree 02 | [__| |
' must be true Agree 03
| - Totally agree 04
802 I sometimes worry that my HCP Totally disagree 01 | [__|__|]
may not keep the information we Disagree 02
discuss totally private Agree 03
| Totally agree 04
| 803 I trust my HCP so much | always Totally disagree 01 | [__| ]
try to follow his/her advice Disagree 02
Agree 03
| Totally agree 04
804 My HCP is well qualified to Totally disagree 01 | [__| ]
] manage (diagnose, treat or make an Disagree 02

XV




{ appropriate referral) medical Agree 03

i problems like mine Totally agree 04

1805 | | am satisfied in the scheduling, Totally disagree 01
appointments and confidentiality of Disagree 02 | [__|_]

the treatment unit Agree 03

Totally agree 04

ANNEX 8 : Guide for observation of health facilities

Name of observer: Date of observation:

Name of health facility: Time of observation:

The purpose is to give a descriptive of the setting under which care takes place.

Describe hospital setting in general

Describe the location and setting of the ARV clinic and support services (pharmacy, laboratory,
counseling, etc)

Describe the sanitary condition of the environment, how clean or dirty is it, check out the toilets.
Where are patients received? [s there privacy? Describe what you see

What is the general attitude of health workers, are they receptive and willing to assist clients or
are they impatient? Describe what you see what notices or information are displayed for clients to
read.

Specifically look through where patients get ARVs, see if there is any piece of information

emphasizing the need for good adherence or telling people how to improve adherence.

ANNEX 9 : Guide for focus group discussion (FGD) for HAART users

Participants per FGD (6-8)

Adults (= or >18 years, men and women)

One moderator, one note-taker (and use of tape recorder)
Neutral venue outside the facility

Two FGD per facility (one with men and one with women)

Short introductory remarks

Introduction of researchers and participants
Thank participants for agreeing to participate, all share a common feature-they are on
ARV treatment, are here to share their thoughts about ARVs and difficulties in taking

ARVs: we want to learn from participants




e Explain purpose of the study, purpose of the discussion, reassurance about confidentiality,

agree on rules.
Topics for discussion
What treatments do you know to be available for treating HIV? What is your opinion about
these? (E.g. ARVs; herbs; traditional medicines; spiritual healing; prayers; and perceived benefit
(s) of treatment).

e What is your experience of ART? (Probe about adherence, adverse effects, pill burden,
lack of food, lifestyle issues).

* How do you think you are being treated (handled) by the health care workers (probe:
privacy, confidentiality, respect, being listencd to, time spent with patient, waiting time,
integration with other services). What is the quality of care provided by health care
workers?

e What do you think about the counselling that you receive? (Probe especially on
importance of adherence effectiveness of counselling). What support are you given by the
health workers to help you adhere better to your medications? Have you disclosed?

e What support is available for you in the community, in the family, in the workplace?
(Probe about discrimination, stigma). Is there any negative social support? Any stress
exacerbation?

*  What do you think could be done to help people adhere more easily to their treatment?

* What do you think are the key reasons for non-adherence and good adherence? What are
the sources of motivation for adherence?

e Duration of discussion (1% hours); provide refreshments

Conclusion, thank participants!

ANNEX 10 : Semi-structured interview with hospital manager
Name of interviewer:; Date of interview:
Place of interview: Officer interviewed:

Interviewer appropriately greets person to be interviewed, explains purpose of the interview.
The main purpose of these interviews shall be to ascertain to what extent adherence to medication was
considered important prior to programme commencement.

e What strategies were put in place to encourage good adherence.

e What strategies were put in place to monitor adherence.
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What strategies are being put in place to improve adherence.

The interviewer shall probe where relevant - the questions below are merely a guide.

We shall start with these questions:

e When did the facility start providing ART?

e Number of workers & type of staff involved in ART?

e Number of staff trained & type of training?

e Total number of patients on treatment at the facility?

e Total number of patients seen per day?

e Availability of reference materials, formularies, etc.?

o Criteria for eligibility to ART?

o What in your opinion do you reckon to have been the greatest challenge you faced with the ART
program?

e llow did you overcome the challenge?

o What number of patients would you be looking at in the next one year by your projections?

¢ What mechanisms do you have to ensure availability and sustenance of ARV supply?

e What do think the adherence levels of your patients’ in terms of taking ARVs is?

e What strategies have you in place to ensure patients receiving ARVs adhere well enough to their
treatment?

e Do vou have any reporting and monitoring system for this?

e Given your experience with your ARV programme is there anything you would like to see done
differently?

e Do you think there are opportunities for improvement in your programme, if yes probe?

ANNEX 11 : Semi-structured interview with health care providers

suidelines for semi-structured interviews with health care providers

Name of facility: Date:

Name of interviewer:

(Introduction of the interviewer (s), introduction of the study)

Background information on informant (health care provider)

a) Sex Male/Female

b) Age Years

¢) Profession




e) Role in ARV programme

f) Involved in programme since ...

Tasks and training

Drugs,

What specific training have you received for this job in relation to ARV programme? Tell me
about the training (Details)

Do you think this training has been sufficient? (Details)

treatment and procedures

Which treatment guidelines for HIV/AIDS management do you use at this facility? (Give details
if necessary, e.g. national guidelines etc)

Are the drugs you prescribe always available? (If not, give details- how often, reason, what do you
do about it)

Are the drugs in the guidelines you use to dispense always available? (Give details — how often,
reason, what do you do about it)

Have you had periods where your patients have not been able to get their medications because
they were not available in stock?

How reliable are your lab and diagnostic support services? Do results come in on time?

What is your procedure when a patient is put on ARV drugs for the first time?

What is your procedure when a patient switches regimens?

In what ways are ARV-users informed about and prepared for ARV treatment?

What kind of information do they receive? Please describe it to us:

* The disease process (i.e. HIV and AIDS) * Possible interactions with other drugs
« How the disease affects the body (including traditional medicines)

* How ARVs work * Which side effects can occur & what to
* low to use them do if they occur

* The need to continue treatment * When and where to get re-supply

* What to do if a pill is forgotten

Adherence issues

Generally speaking, do your patients keep their appointments?
How do you think your patients do, generally speaking, in terms of adherence to ART?

Could you estimate the percentage of your patients who you think are “sufficiently adherent” to

ART? (Respondent gives their definition of “sufficiently adherent’ what level is that?)

-
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* What do you use to determine adherence (probe: appointments, refills?)

o We would like to get your views on the following (probe): From your experience
* How would you compare adherence between women and men?
* How would you compare adherence between older patients and younger patients?
* How does a patient’s educational level affect adherence?

e How do you think the distance to the health facility affects adherence?

e ['rom your experience how do you think the following affect adherence?
* Having or not having a treatment- * Side effects?
support partner? * Lack of food?
* Duration of treatment? * Knowledge about ART?

e  What strategies are in place to monitor adherence?
»  What strategies are in place to support adherence? (probe: family/community involvement).

e What are the main challenges you face in supporting your patients to adhere to ARV drugs
(especially for longer term users)?

Thank you very much for your participation in this interview.

XX



NI A 12 : Liinnounced pill count
Name of Health Facility . Card No. [
fScrﬁ‘ Name of the regimen Code of Previous | Quy Quy left Date Day Regimen Qty taken | Qty Quv Pills Percent
No. | regimen date taken to be counting | since extra in supposed supposed missed | adherence
| 01 =ZDV+ 3TC 450mg issued home untaken | is done last previous | to betaken | to be left
1 (Combivir) (total) issue visits
| 02 = Zidovudine 300mg
03 = Stavudine 30mg
04 = Stavudine 40mg
05 = Abacavir 300mg
06 = Lamivudine 150mg
07 = Neverapine 200mg
08 = Efavirnez 600mg
09 = Didanosine 100mg
10 = Didanosine 25mg
11 = Didanosine 50mg
12 = Lopinavir/ritonavir
166.6mg (kalitera)
13 = Nelfinavir 250mg
14 = Tenofovir 300mg
1
2
3
4
3
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