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Abstract

This cross-cultural study investigates the challenges affecting HIV+ women in
rural Kenya and Durham, North Carolina. Examining the linkages between social
support and coping, the study finds that many experiences with social support and
coping are shared across countries, despite differences in education, occupation status,
and cultural identities. Age, education, and employment status were not found to be
statistically significant determinants of total COPE or treatment-specific social support
scores for either population. Religion was a recurring theme in both contexts, both in the
quantitative and qualitative sets of data. It was a statistically significant determinant of
total treatment-specific social support and also mentioned many times throughout the
interviews as a preferred coping method. Most of the women expressed that support
from their family and friends as well as health professionals helped them to positively

cope with their disease and gave them hope for prolonged life.
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1. Background Information

This study explores the similarities and differences in the challenges affecting
HIV+ women in rural Kenya and HIV+ women in Durham, North Carolina. It is a part
of the ongoing partnership in education and health research between Duke University in
Durham, North Carolina, United States and Moi University in Eldoret, Kenya. The Moi
Twinning Project matched a Duke Master’s candidate in Global Health with a Moi
Master of Public Health candidate, allowing each investigator to investigate an

important health problem in both the Kenyan and U.S. contexts.

1.1 The Burden of HIV/AIDS in Kenya

HIV/AIDS poses a huge threat to global health, with an estimated 30-36 million
people worldwide living with the illness. A disproportionately large percentage of that
figure lives in Africa (UNAIDS 2008). In Kenya, the prevalence of HIV is estimated to be
7.1% of the adult population aged 15-49. Like many African countries, women are
afflicted with HIV/AIDS at higher rates than men in Kenya. The prevalence amongst
women is around 8.4%, while the prevalence among men is about 5.4%. This difference
in prevalence between genders is particularly stark among young people, with the
prevalence among women aged 15-24 estimated to be four times higher than men in the
same age group. While women generally have higher prevalence in most age groups,

men actually have higher prevalence in the 40-44 and 60-64 age groups. Differences also



exist between rural and urban populations, and among the provinces. Urban areas tend
to have a higher prevalence than rural areas, although some data suggests that the
prevalence is greater in rural areas. Nyanza Province has the highest prevalence at
14.9%, while North Eastern Province has the lowest prevalence at 0.8% (Kenya AIDS
Indicator Survey 2007).

Higher rates of HIV infection in Kenya among sexually active females is
correlated significantly with several factors: cash income through regular employment,
being married or widowed, higher number of lifetime sexual partners, receiving an
injection in the previous 6 months, scarification, HSV-2 infection, and past treatment of a
sexually transmitted infection. Many of these factors are also significantly associated

with HIV infection in men (Amornkul et al. 2009).

1.2 The Burden of HIV/AIDS in The United States

The HIV/AIDS epidemic is characterized differently in the United States than in
Kenya. Unlike in Kenya, HIV/AIDS primarily affects men, accounting for approximately
75% of all cases in the United States. The remaining one-fourth of all cases occur
amongst women, disproportionately impacting women of color. The diagnosis rate for
African American and Hispanic women is over 19 times the rate for Caucasian women
(Office of National AIDS Policy 2010). Women of color in the United States are

especially at risk for delayed diagnosis and treatment of HIV, potentially due to key risk



factors of mental illness and substance abuse, limited social support, inadequate
engagement in care and antiretroviral therapy (ART) and inadequate health literacy
(Hader et al 2001).

HIV disproportionately affects the South and Northeast regions of the country,
with the estimated number of deaths of persons with AIDS greatest in the South (Center
for Disease Control 2007). In North Carolina, the three-year average rate from 2008 to
2010 of diagnosed HIV disease was 17.6 per 100,000 population. African Americans
represented approximately 66% of all new HIV disease cases identified in 2010, with a
rate of 59.7 per 100,000 adult/adolescent population. The North Carolina Department of
Public Health identified the largest disparity in 2010 was between new HIV diagnoses in
adult/adolescent black females and adult/adolescent white females. The rate of new
HIV diagnoses for black women was almost 17 times higher than white women.
Hispanic women displayed a rate of more than five times the one of white women

(North Carolina Department of Public Health 2011).

1.3 Effects of HIV/AIDS

HIV/AIDS can place a significant burden on the health system of a country, as
persons living with HIV/AIDS have special needs that must be met. Previously, a HIV+
diagnosis was associated with a significant decrease in life expectancy. However,

advancement in treatment and increased availability of highly active antiretroviral



therapy (HAART) has lead to less associated mortality, especially in Sub-Saharan Africa.
This, in turn, has allowed investigators to move beyond thinking exclusively about
increasing longevity. Researchers have found that a greater quality of life is associated
with prolonged life in individuals with life-threatening diseases including HIV/AIDS
(Lesserman et al. 1992; Namir et al. 1990; Rabkin et al. 1993). Friedland, Renwick, and
McColl argue that in the absence of a cure for HIV/AIDS, strategies must be developed
to enhance well-being of these patients in order to prolong their lives without the aid of
an uncertain scientific advancement (1996).

Increasing social support or improving coping mechanisms can improve quality
of life. Social support can be defined as assistance offered by one’s social network
rather than by a professional (Burgoyne and Saunders 2000). Social support is believed
to protect people at times of stress by acting as a buffer from the negative health
outcomes that result from stressors (Cobb 1976). Chronic illnesses such as HIV/AIDS
can be considered as a stressor. Coping, on the other hand, is more of a focus within
psychological models of illness adjustment (Ensel and Lin 1991). It is defined as the
appraisal of phenomena that is deemed threatening and the emotions that the appraisal
engenders. HIV/AIDS directly attacks the health of an individual. In addition, its
stigmatized status contributes to an overall greater perceived threat by the afflicted. The

level of overall coping depends largely on the individual’s social and historical context.



Both social support and coping can be assessed through qualitative assessments as well
as quantitative scales including the Social Provisions Scale, Brief COPE, and A-COPE

(Hult et al 2012).

1.4 Problem Statement

Satisfaction with social support and an individual’s ability to cope with
his or her illness has been associated with quality of life indicators as well as clinical
outcomes such as viral load and adherence to ART (Hult et al 2012; Singh et al 1999).
Although there is a recognized need to create programs that offer psychosocial support
and allow opportunities for people to develop coping strategies, the need has not been
met (Shacham et al. 2008). Thus, the general coping and social support profiles amongst

different populations in different locations must be studied.

1.5 Research Questions

This study asks the following research questions:
1. How does treatment-specific social support differ in North Carolina and Western
Kenya among HIV+ women?
2. What factors contribute to social support in North Carolina and Western Kenya?
3. How does social support contribute to coping in both contexts?
4. How does coping contribute to the types of social support HIV+ women in North

Carolina and Kenya seek?



5. Do HIV+ women in Kenya and North Carolina utilize different coping strategies?

If so, which coping strategies predominate each group of women and why?

1.6 Objectives
1.6.1 Broad Objective

* To understand what resources HIV+ women utilize in rural Kenya and

North Carolina

1.6.2 Specific Objectives

* To determine and describe what social support structures exist for HIV+ women
in rural Kenya and North Carolina

* Toidentify coping strategies that HIV+ women in rural Kenya and North
Carolina

* To determine and describe the association between these social support
structures and coping in the aforementioned populations through qualitative

and quantitative methods.



2. Literature Review

The high prevalence of HIV/AIDS in certain populations around the world and
its impact on diverse aspects of life requires research into the lives of the afflicted. Given
the nature of transmission and the groups of people who are likely to get infected,
stigma has played a role in the overall HIV/AIDS research framework. Stigma has been
recognized as a potential barrier to seeking HIV treatment and adhering to medication
(Rintamaki et al. 2006). Stigma can also affect the types of social support people seek,
especially in a clinic setting, as well as what methods of coping they choose. Presence of
social support and helpful coping mechanisms have been linked with positive health
outcomes as well as greater quality of life indicators. See Figure 1 for the complete

conceptual model.

2.1 Stigma

Studies in the United States have examined how stigma from broader social
networks affects the HIV+ individual. One study found that people who were more
concerned about HIV stigma were 2.5 times less likely to correctly define and interpret
meaning of CD4 count and 3.3 times more likely to not adhere to ART in a self-report
questionnaire (Rintamaki et al. 2006). Another study about young people living with
HIV found that social rejection, shame, and overall perceived stigma were associated
with female gender, resulting in a lower proportion of friends and family who knew

about the HIV serostatus (Swendeman et al 20\ 06). Another study that developed a
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scale to monitor stigma associated with HIV confirmed the inverse relationship between
stigma and social support. The investigators found that people who reported high

stigma also reported low social support .(Berger et al 2001).

Studies in Africa have also affirmed the negative role stigma plays in an HIV+
person’s quality of life. One review article identified HIV-related stigma and
discrimination as a major barrier to seeking HIV treatment in low- and middle-income
countries, but did not find any articles that robustly determined the association between
reduced HIV stigma and measurable health outcomes (Scanlon and Vreeman 2013). A
South African study assessed psychosocial variables associated with coping in HIV+
women who were diagnosed during their pregnancy. The researchers found an
association between increased internalized stigma and increased levels of avoidant
coping style. They also suggest that a higher degree of internalized stigma is associated
with psychological distress and less social support. Conversely, lower levels of
internalized stigma were associated with improved health behaviors such as ART
adherence (Kotzé et al 2012). Another study in Uganda found that HIV+ individuals
were more likely to have AIDS-related stigma if they had a major depressive disorder

(Akena et al 2012).

2.2 Social Support

Social support has been linked to higher levels of positive coping among women

who are living with HIV. The literature has often associated social support and stigma,
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often surrounding decisions to disclose status. Newly diagnosed women may be afraid
to seek support as a way of coping with their disease, given the high amount of stigma

associated with it (Hult et al 2012).

Disclosure of HIV status to social networks of friends, family, and sexual
partners has been associated with physical health indicators such as an increase in
absolute CD4 cell counts over time in psychiatric patients (Strachan et al 2007).
Disclosure has also been associated with increased adherence to HAART (Stiratt et al
2006), which is a predictor of survival. One study found that adherence was the
strongest predictor for patient survival (Wood et al 2003). Another study found that
adherence was also highly effective in predicting improvements in CD4+ cell count over

time, an indicator of overall health status among HIV+ persons (Wood et al 2004).

Different types of social support serve different types of functions. Within the
Social Provisions Scale, there are six identified types: attachment, social integration,
reassurance of worth, reliable alliance, guidance, and opportunity for nurturance. Weiss
(1974) identified these provisions through an investigation of the different types of
support people receive from different kinds of relationships. Attachment gives an
individual some sense of security, while social integration provides a feeling of
belonging to a community. Reassurance results from the recognition of a person’s
capability in a given role. Reliable alliance refers to dependable relationships that persist

in any situation. Guidance occurs when advice is given during stressful periods. Finally,

9



opportunity for nurturance is related to a relationship in which an individual is directly
responsible for the well-being of another person. It is usually used to describe the

relationship between a parent and child.

Types of social support structures include support groups, religious groups,
community groups, informal family and friends networks, and more structured groups
that can be found in clinics and other healthcare facilities. In a 1999 study, close friends
provided the most types of support. Respondents in this study also expressed a need for
more emotional support, despite high levels of satisfaction with support generally. The
study also found that tangible social support such as financial assistance or provision of
services and emotional-oriented coping were negatively associated. No association
existed between tangible social support and symptom severity (Friedman, Renwick, and

McColl 1999).

Support groups can be used to provide these various types of social support.
Support groups, in general, may be preferred as they may be able to provide more
resources or relative anonymity (Peterson et al 2011). Perceived social support also
contributes to a person’s overall psychological well-being (Serovich et al 2001). One
study examined the effect of structured support groups on HIV+ women in South Africa
and found that these groups made a positive impact on their lives especially in

psychosocial indicators of self-esteem and coping. In this study, the women were able to

10



provide feedback after each session. The program then was adjusted to fit the needs of

the women based on this feedback (Visser et al 2005).

Previous studies about social support in Africa have also focused on pregnant
women and orphans primarily (Okawa et al 2011; Hardon et al 2012; Zagheni 2011). In
one study of AIDS orphans, they found that siblings as well as “special persons” could
act as effective sources of social support, which will promote psychological well-being
(Okawa et al. 2011). However, another study suggests that due to the HIV/ AIDS
pandemic the kinship resources available for AIDS orphans are limited, decreasing
between 1980 and 2010. The study does note that it is likely kinship resources will
increase in the future (Zagheni 2011). In another study of pregnant women attending
antenatal care, approximately 79% of all HIV+ pregnant women generally kept their
status secret. Less than half of the women (37%) had disclosed their status to their
husband, potentially the result of the unique stigma associated with the contraction of
the disease for women. Women in this study were afraid of the possible consequences

of their status: blame, abuse, and abandonment by their husbands (Hardon et al. 2012).

2.3 Coping
Similarly, coping can take many forms, performing both positive and negative
functions. Within the Brief COPE scale, several subscales exist that can be categorized

generally into three types of strategies: emotion-focused, problem-focused, and

dysfunctional coping strategies. Problem-focused strategies involve a process of first

11



defining a problem, then generate and consider potential solutions, and lastly, weighing
the costs and benefits of each solution in relation to one another. Emotion-focused
strategies aim to alleviate the emotional distress associated with a specific stressful
situation by adjusting one’s feelings about it (Folkman and Lazarus 1980).
Dysfunctional coping as a category was first recognized in the literature after some
researchers found the distinction between problem and emotion-focused strategies

inadequate to distinguish helpful coping from unhelpful coping (Carver et al 1989).

Fourteen subscales within the Brief COPE are classified under the three
categories of coping. Emotion-focused strategies include acceptance, emotional support,
humor, positive reframing, and religion. Acceptance involves learning to live with the
reality of a stressful event. Emotional support is defined as obtaining emotional comfort
and understanding. Humor means engaging in jokes or making fun of the stressor.
Positive reframing involves finding the good in the stressful situation, effectively
changing the way they view the situation. Religion as a coping mechanism involves
looking for comfort through religious or spiritual beliefs often through prayer or

meditation (Carver 1997).

Problem-focused strategies include active coping, instrumental support, and
planning. Active coping occurs when a person takes actions to make a situation better.

Instrumental support means attempting to get help or advice about a future plan of

12



action from other people, usually friends or family. Planning is generating a strategy for

a plan of action (Carver 1997).

Dysfunctional strategies include behavioral disengagement, denial, self-
distraction, self-blame, substance use and venting. Behavioral disengagement means
disconnecting from the situation by giving up trying to cope with the stressful event.
Denial is the refusal to believe in the reality of the situation. Self-distraction is employed
when people engage in other activities to think about the stressor less. Self-blame occurs
when people criticize themselves for events that have already taken place. Substance use
happens when people decide to use alcohol or other drugs to cope. Venting is

expressing negative feelings (Carver 1997).

While some strategies are characterized as dysfunctional, these strategies can be
useful during certain time periods. Denial, for instance, can be a positive coping
technique during the period immediately following the stressful transactions as it can
lessen distress at the moment. It may also perform a productive and adaptive function
for some people. However, often if the event lasts over a sustained period of time, denial
may result in the event worsening and may cause other problems in addition to the

initial stressful transaction (Carver et al 1989).

Studies about coping in Kenya are varied. For example, one study in the
Homabay District in Kenya identified the following coping strategies employed by

communities as a whole rather than an individual: treatment and care of the sick,

13



orphan support, social groups, income generating activities, protection of property
rights, changes in cultural practices, voluntary labor services, and uptake of Voluntary
Counseling and Testing (VCT). Treatment and care of the sick was widespread, with the
other strategies more rare (Odhoch 2011). However, this study has not yet been peer-

reviewed, potentially limiting its efficacy or value of the research.

Gaps in the literature show a disparity in the information known about social
support structures outside of clinic psychosocial support services in Western Kenya as
well as its link to overall coping. There has been no study in western Kenya to the best of
the investigators” knowledge that explicitly links social support and coping, using
previously validated tools explicitly measuring levels of each. There has also been no
such study comparing two populations of HIV+ women in the Southeast region of the

United States and Western Kenya.
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3. Methodology
3.1 Study Setting

The Kenyan portion of the study took place at the Burnt Forest AMPATH clinic,
approximately twenty kilometers east of Eldoret, where Moi University is located.
Established in 2001, AMPATH is considered to be one of Kenya’s most comprehensive
initiatives to combat HIV with primary health care and chronic disease management in
the public sector. With a focus on the patient rather than the disease, AMPATH
commits to a holistic care approach. Since its formation in 2001, AMPATH has grown to
serve over 140,000 HIV+ people in over 60 rural and urban clinic sites. The academic
model not only provides care for patients but participates in research and training
activities throughout its multiple sites and satellite clinics in both rural and urban
settings (AMPATH Kenya 2011). In particular, the Burnt Forest clinic, which served as
the Kenyan study site, offers a range of services that include Voluntary Testing and
Counseling (VCT), nutritional services, social support services, outreach services,
provision of ARVs and treatment for opportunistic infections in addition to follow-up to
regular appointments. The staff of the Burnt Forest clinic include: four consultants, one
medical officer, four clinical officers, three nurses, two outreach workers, social workers
and psychosocial workers. The staff also includes one nutritionist, a pharmacy

technologist, data clerk, records clerk, and a phlebotomist.
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In the United States, the study took place in Chapel Hill, where the University of
North Carolina (UNC) at Chapel Hill and UNC Health Care are located. Since 1981, the
Infectious Disease (ID) clinic has been providing outpatient HIV care, primary and
specialty medical care, and other services including social work, financial counseling
and social assessments. Over 1500 people make up the total population of HIV+ people
treated at the clinic. Staff responsible for the provision of care in the clinic include ID
specialists and fellows, nurse practitioners, physician assistants, two nurses and three
support staff persons. Secondary data from the Guide to Healing project, an on-going

study established in 2009 at UNC-Chapel Hill, was used in this study.

3.2 Study Population

The proposed subject population was HIV+ adult women. In Kenya, these
women lived in the service area of the AMPATH clinic, which is about 20 kilometers
from Eldoret. Around 700 total HIV+ women receive treatment and follow-up at the
Burnt Forest AMPATH clinic. Inclusion criteria for the subject population were HIV+
status, woman gender, age 18-64, and ability to understand English or Kiswahili.
Exclusion criteria were any female patient who is pregnant, infected with tuberculosis or
other sexually transmitted diseases, outside of the age range and did not give consent to
participate in the study

In North Carolina, 360 women of color are being followed up through the Guide

to Healing Project, with on-going recruitment. The program targeted mostly African
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American HIV+ women who were entering, re-entering, and falling out of care at the
Infectious Disease clinic at the University of North Carolina Hospital. See Section 3.3 for

more details.

3.3 Secondary Data Source

The Guide to Healing protocol is based on a model of racial health disparities
and incorporates self-determination theory and healing communication principles.
Three interventions were introduced to HIV+ women of color: (1) rapid linking; (2)
strengths based counseling and (3) peer-co led supportive-information group with
literacy, coping, life skills and social support modules delivered on-site or by phone.
The researchers conducted a focus group series that informed intervention materials.
Community advisory boards reviewed the materials, giving input into clinic procedures
and the revision of the materials, which in turn led to the refining of the conceptual
model. Another focus group series was conducted to further refine the materials.

Women entering and re-entering care underwent risk assessments to evaluate
social support education psychiatric and medical needs for care. Four barriers were
identified from investigators at the Center for Disease Control: substance use and mental
illness, medical needs, educational barriers, and lack of social support (Hader er al 2001).
The investigators in the Guide to Healing protocol developed and assessed the

sensitivity of the acuity index based on those domains. The acuity index consists of risk
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assessments of need recognition, primarily social support education psychiatric and
medical needs for care.

The investigators, through ongoing involvement with women of color at various
stages of the study, further identified and refined the domains most important to acuity
assessment. The nursing assessments were designed to focus on those areas. Social
support was assessed using scales for stigma, coping, social support, barriers to care,
and food security. Particularly, social support was assessed using the Social Provisions
Scale and coping was measured using the Brief COPE scale (Carver 1997; Russell and
Cutrona 1984).

An interrupted time-series design was employed in which data were collected at
multiple points in time. The number of time periods represents the study’s sample size
and the time periods must be of equal intervals throughout the duration of the study.
The Guide to Healing protocol sought 360 HIV+ women of color per year who were
entering, re-entering or falling out of care at the Infectious Disease clinic at UNC
Hospital. To evaluate patient-level data, the researchers used qualitative methods,
interrupted time series analysis, pre-post quasi-experimental design, and cost-

effectiveness analysis.
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3.4 Primary Data Collection
3.4.1 Qualitative Data Collection
3.4.1.1 Qualitative Data Subject Selection

Kenyan participants for the qualitative interviews were identified after
completing the quantitative arm and chosen to satisfy differing demographic categories:
age, marital status, ethnic group, religion, and number of children. Fifteen interviews
was determined to be adequate to ensure variation among the specified demographic

characteristics and fit within the budgetary and time constraints of the study.

3.4.1.2 Qualitative Data Collection Protocol

After identification, each woman was contacted by phone to schedule an
interview. Each woman was interviewed by a social worker at the clinic in a private
room. These women were comparable to the 19 individual-level interviews conducted
at the UNC clinic and the women who participated in the focus groups there. After

completing the interview, each woman was compensated for travel and meal costs.

3.4.1.2 Qualitative Data Collection Instrument

The qualitative portion of the study consisted of semi-structured interviews in
order to ensure consistency among participants but allow flexibility with the interviewer
to probe to reach the level of detail desired. The questions included in the interview
schedule have been adapted from the literature, the Brief COPE, Social Provisions Scale,

and the Guide to Healing focus group schedule (See Appendix 6). The interviews
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provided greater insight into the challenges HIV+ women face in Kenya; what role, if
any, social support structures play in coping with them; and how receptive would the
women be to the implementation of supportive-information groups and healing

communication skills protocol.

3.4.1.3 Qualitative Data Analysis

After the qualitative data was collected, an independent assistant transcribed the
data. The transcribed interviews were then translated into English. A native Kiswahili
speaker then checked the data for accuracy and content. After authenticity and accuracy
were confirmed, qualitative data was coded for recurring themes. Themes for the
Kenyan data and North Carolina were identified separately. After the lists of themes
were generated for each study site, they were compared for similarities and differences

between the groups of women.

3.4.2 Quantitative Data Collection
3.4.2.1 Quantitative Data Subject Selection

Recruitment began approximately 3 days before data collection. Copies of
recruitment flyers and a poster with the same message were placed around the clinic
(Appendix 2) with the option to call the investigators for inclusion in the study. In
Kenya, systematic random sampling was used to select participants for the minimal
sample of 101 patients. Every 4" woman was invited to participate in the study, as long

as they met the eligibility criteria. Clinicians and the social and outreach workers in the
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clinic were notified of the research at the start of recruitment period and also asked to
identify eligible participants.

Inclusion criteria for the subject population were HIV+ status, woman gender,
age 18-64, and ability to understand English or Kiswahili. Exclusion criteria were any
female patient who is pregnant, infected with tuberculosis or other sexually transmitted
diseases, outside of the age range and does not give consent to participate in the study.
It took approximately an hour to complete the survey and women were interviewed in a

private room in the AMPATH clinic.

3.4.2.2 Quantitative Data Collection Protocol

The co-investigators trained enumerators prior to data collection. The
enumerators collected all data and were given copies of the scales a few days before
actual data collection began. The co-investigators also went through both the Brief COPE
scale and Social Provisions Scale with the enumerators, instructing them on proper
etiquette with participants. The enumerators were also given a sheet summarizing the
same information. They then were given clearance to administer the quantitative
instruments.

Nurses put the questionnaires along with the patient’s routine return visit form
in the files after they were done triaging the participants. These files were then taken to
the clinicians. Clinicians and social/outreach workers passed along the study

information to women who then could choose to contact the researcher if they were
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interested in participating. The investigator as well as the enumerators explained the
study further to potential participants. The team then confirmed eligibility based on the
inclusion and exclusion criteria. If the participant met the eligibility criteria, the
investigator and enumerators proceeded with the consenting process and the
subsequent data collection methods. Data was collected Monday through Thursdays
during the study period.

Given the sensitive nature of some of the information collected, all data was de-
identified after data collection but prior to analysis. Participants were given unique
identification numbers, with the linked name and number secured on a password-
protected computer away from the original study records. Consent forms were kept in a
locked box. Original records will be kept for approximately twelve months after the final
analysis is completed and will be shredded afterwards. The only people with access to
the identifiable data will be the investigators, their research advisors, and academic
committees in charge of evaluating the work as part of the student’s thesis, only upon

request.

3.4.2.3 Data Collection Instruments

The quantitative arm of the study consisted of a short demographics survey, the
Social Provisions Scale and BRIEF COPE surveys to be administered by trained
enumerators. Both the Social Provisions Scale and BRIEF COPE Surveys have been

validated in African contexts (Kimemia et al 2011; Magaya et al 2005). The demographics
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survey was designed to collect information to confirm eligibility and other
characteristics that may have impacted the relationships observed in the study between
social support and coping. See Appendix 3 for the Demographics Survey. The Social
Provisions Scale is a 24-item, 4-point Likert-type scale that can be used to assess six
aspects of social support: attachment, social integration, reassurance of worth, guidance,
reliable alliance, and opportunity for nurturance (Russell and Cutrona 1984). The
adapted version used in the original Guide to Healing protocol will be used to allow
cross-cultural comparison. See Appendix 4 for the Social Provisions Scale in its entirety.

The Brief COPE is a 28-item survey, with two items making up one of 14 scales of
coping: self-distraction, active coping, denial, substance use, use of emotional support,
use of instrumental support, behavioral disengagement, venting, positive reframing,
planning, humor, acceptance, religion, and self-blame. The ratings made for each
question are based on a 4-point Likert scale. See Appendix 5 for the Brief COPE scale.

Each scale is summed, with higher scores indicating higher levels of social
support and coping respectively. For each type of coping or social support, answers for
the corresponding questions were summed for total scores.

All tools were translated into Kiswahili and back translated to ensure validity.

Similar tools have also been used in North Carolina.
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3.4.2.4 Sample Size Determination

For the Kenyan population, the sample size for the quantitative portion was
determined by using a 95% confidence interval and a sampling error of 5%. The Fisher’s

formula will be used to calculate the sample size:

no= Zaz 1 99 ’
d2
Where:

no= minimal sample size

Z.= Statistical constant that represents 95% confidence interval, thus Z=1.96

p= probability of success (was estimated using the average prevalence found in
Kenya AIDS Indicator Survey among women)

d= sampling error=5%=0.05

no= (1.96)%(0.084x0.916)

0.052
no=118
Adjusted for the population of 700 patients in the clinic, the total number in the

sample was

1+ (no/N)
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n*=118
1+ (118/700)

n*= 101 patients

3.4.2.5 Data Analysis

Quantitative data collected in Kenya was coded and represented on frequency
tables. Measures of central tendency were used to analyze demographic data. In both
Kenya and North Carolina, Chi-square and regression analysis was used to ascertain
any association between social support, coping, and demographic data. Any
comparisons between the two settings were made based on the results of the
aforementioned analysis. Quantitative data was analyzed using the statistical analysis

software, STATA 12.0.

3.5 Ethical Considerations

Approval from the Institutional Research and Ethics Committee of Moi
University and Moi Teaching and Referral Hospital in Kenya and Institutional Review

Board in Durham, North Carolina was obtained prior to data collection.
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4. Results

4.1 Quantitative Results

The quantitative data was collected concurrently with the qualitative data in
Kenya. In the United States, data was collected after qualitative focus groups. However,
the quantitative data provides insight into the identities of the women selected for the
qualitative data. The findings from the quantitative data will be presented first in order

to better contextualize the qualitative results.

4.1.1 Descriptive Characteristics

Approximately 82% of the Guide to Healing study population was between the
ages of 35 and 65, with 71% being unemployed. One third of the women in the Guide to
Healing study completed high school, with an additional 22% attending college for some
time without achieving a degree. Nearly all of the population studied (96%) identified as
Black or African American. A vast majority of the women were not legally married, with
most not being in a romantic relationship at the time of survey.

In Kenya, over 80 percent of the women were between the ages of 25 and 44.
Additionally, 93% of women belonged to either the Kikuyu or Kalenjin ethnic groups.
The Kenyan women were generally less educated than the women in the Guide to
Healing protocol, with about a quarter of them completing primary school and almost
40% completing some primary school. A small minority (4%) of women had never been
to school. The most common occupations were housewife and farmer. Only 6% of the
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women surveyed did not have children. See Table 1 for a summary of the demographic
characteristics in both North Carolina and Kenya.

Certain styles of coping were more prevalent in each group of women. For an
overview of the coping styles measured through the Brief COPE instrument, see Section
2.3. Generally, the Kenyan women exhibited higher levels of coping across the majority
of designated styles. Notably, their total COPE scores averaged about three points
higher than the women in the North Carolina group. While most of the scores were
fairly similar, significant differences were exhibited in the self-distraction, instrumental
support, and acceptance styles. See Table 2 for average levels of coping styles in both

contexts.

4.1.2 Social Support

Identified demographic characteristics such as age, education, employment
status, race/tribe were tested for their association with treatment specific social support
in both groups of women. Certain characteristics such as age and education were found
to be non-significant determinants of levels of treatment-specific social support, while
other characteristics such as race affected each population differentially. Treatment-
specific social support scores, on average, were higher in Kenyan women than in North
Carolina women by about three points. Scores for treatment-specific social support
generally decreased with an increase in age in North Carolina, but the opposite was true

in Kenyan women. However, in both populations, the relationship observed between
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age and treatment-specific social support was not found to be statistically significant
with p-values of 0.818 and 0.614 in North Carolina and Kenya respectively. Education
and employment status were also not found to be statistically significant predictors of
treatment specific social support in Kenya and North Carolina. Cultural identity as
expressed by race in the North Carolina women and tribe in Kenyan women was not
found to be a statistically significant factor in determining treatment-specific social
support at the 95% level. Amongst the Kenyan women, though, Kikuyu women were
found to have the highest average treatment-specific social support. On the other hand,
North Carolina women who identified as “other” as a racial category had the highest
average levels of social support. See Table 3 for the association between selected
demographic variables and treatment-specific social support.

Certain types of coping were identified as significant determinants of treatment-
specific social support. While religion was a significant predictor of treatment specific
social support in Kenya and North Carolina, other coping styles such as humor and total
COPE scores exhibited distinct relationships in each setting. In North Carolina, humor
as a type of coping mechanism was statistically significant, but the relationship was not
statistically significant in Kenya. Using religion as a coping mechanism was found to be
significant in both populations as a determinant of treatment-specific social support.
Instrumental support was a statistically significant determinant of total treatment

specific support in Kenya. In North Carolina, the relationship was not statistically
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significant at the 95% confidence level, but fell just outside of the 90% level, indicating a
possible association between instrumental support and total treatment-specific social
support. Other coping styles that exhibited similar relationships with total treatments
specific social support, with statistical significance in Kenya but not in North Carolina,
were acceptance and instrumental support. In the Kenyan sample, relationships
between substance use, emotional support, and acceptance and treatment-specific social
support fell just outside of statistical significance at the 90% confidence level. Total
coping scores were significant determinants of total treatment specific social support
scores for Kenyans, but not for North Carolinians. See Table 4 for a list of coping styles

as determinants of total treatment specific social support.

4.1.3 Coping

Total cope scores were not associated significantly in this study by demographic
variables. In both Kenya and North Carolina, age, education, and employment status
were not found to be significant determinants. However, total cope scores generally
increased with age in North Carolina, but generally decreased in Kenya with age. Race
in the US population fell just out of statistical significance, suggesting a potential
relationship. See Table 5 for the association between selected demographic

characteristics and total COPE scores.
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4.2 Qualitative Results
4.2.1 Diagnosis Experience

Most of the women interviewed in Kenya and North Carolina discovered their
HIV status either after feeling ill or when they were pregnant. North Carolina women
also noted drug use as an additional reason for deciding to get tested. Most women
expressed a feeling of disbelief or astonishment when they described their diagnosis
experience. A Kenyan woman, who has known she has had HIV for four years, said, “I
was stressed and wondered these people, [is] their equipment working okay. I tested a
second time and it was positive.” After the diagnosis, many of the women expressed
that they were afraid to tell anyone about their newfound status, resulting in limited
disclosure to friends and family. One woman in North Carolina stated “And they said it,
what I had and I got scared. I got to crying. ‘Don’t cry,” [my sister] said. ‘I'm still right

here beside you.” And she did.”

4.2.2 Challenges of Being Labeled HIV+

The decision to disclose HIV status came after ascertaining the other person’s
trustworthiness and his or her inclination to gossip. Many women in Kenya feared the
neighbors or other people would share her HIV status with others whom they did not
trust. Women in North Carolina also expressed fear of their status being exposed by an
outsider spotting them at the clinic. Kenyan women often found refuge in the clinic, as

every woman stated they trusted the staff at the Burnt Forest location to not tell secrets
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and to give appropriate medical advice. The sentiment was shared in the North Carolina
population as well: “I started to just leave the clinic, but the [doctors and social workers]
made me feel comfortable. That’s why I kept coming.” Another woman in North
Carolina mentioned the caring nature of the staff: “And the people are so different.
Because they take care of me. They take care of me. And when I'm sad or this or that,

they listen, they pay attention, they — And that’s what we need. That’s what we need.”

4.2.3 Coping Strategies

Many of the women interviewed in both contexts cited spirituality and prayer as
methods of coping with the disease. “You know many people think that when they have
been infected by this disease people tend to think that one went around looking for it so
they look down upon you, despise and shun you. Then you make a decision that God is
there and He will stand for you and that He is the one that would take charge of all your
troubles and not this one who shuns you,” one Kenyan woman said. Others used God as
a way of accepting the disease, attributing the diagnosis to God’s will. One woman in
North Carolina said, “Yeah, when God —when I allowed myself to accept who I was,
accept what I had, and that it wasn’t going anywhere anytime soon, that’s when I had to
make that decision with God, because if it had not been for Him, I wouldn’t be where I
am today, and I must say that. ...I am a believer because I knew it was Him who carried

me.” A few women in Kenya also prayed that God would grant a cure to their disease.
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Another recurring theme in Kenya was self-reliance as a coping strategy. Several
women said that the way to get through a problem is to persevere through it. While
some responses tended towards self-blame, others emphasized the role of self-reliance in
future empowerment. “Because I am the one who is suffering so I should take care of
myself,” one woman said. Another Kenyan woman answered: “Once you have accepted
yourself, it becomes easy. You do not fall into self-pity but you accept yourself and you
take your medicine and you become fine” Acceptance of self and the diagnosis was
viewed as an essential step to maintaining a healthy lifestyle. Once the women were able
to accept their diagnosis, they were able to get treated with the proper medication and
healthy diet. Forgiveness often accompanied acceptance: “I asked myself several
questions concerning where I got this disease, who brought it to me. We had separated
with my husband and I never thought that I had been with a person who was positive

but as [a] human being you never know which kind of people we get involved with.”

4.2.4 Experience at Respective Health Facilities

Many of the women were content with the service they received at each clinics
noting pleasant dispositions of the staff as well as overall willingness to help the
patients. The women in Kenya were comfortable talking to the doctors and rest of the
staff, only noting that they should be available at all times during the day. When asked
about utilities or functions they desired within the Burnt Forest clinic, often they said

nothing. Of the women who did want additional features in the clinic, they asked for
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assistance with securing food or school fees for their children. In North Carolina, a few
women noted that the doctors did not provide adequate support, fueling feelings of
isolation. One woman noted a particular experience in which they were visited by a
government official due to a North Carolina law that requires the state to keep a register
of all HIV+ people in the state: “I did have someone come by my place and they were
from some kind of government office that keeps track of people that are infected. I had
to fill out some paperwork or sign some paperwork kind of thing, but even that was just
kind of cold and wasn’t, you know what I'm saying, it wasn’t like somebody really

cared.”

4.2.5 Aspirations for the Future

Many women alluded to their prognosis indirectly, aiming to improve their
health by adhering to the regimen of medication and diet prescribed by the doctors. A
North Carolina woman described how her husband made her realize that she could
survive for a long time, despite the diagnosis. “He assured me like ‘No, they have
people who have been living with this for years, and they [are] still around, and you're

117

young. You're going to be able to live with it [for] years too.”” Most were hopeful that
HIV would not lead to death. As a Kenyan woman said, “HIV is not the end of life.” See

Table 6 for a complete list of themes.
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5. Discussion

This study was a cross-cultural study designed to describe the experiences of
HIV+ women in Western Kenya and North Carolina. Through both qualitative and
quantitative methods, social support structures, namely treatment-specific social
support, and various coping mechanisms were identified. Participants’ responses to the
Brief COPE and Social Provisions Scale identified the levels of social support and coping
in both populations. Only treatment-specific social support was analyzed to ensure
comparability between the two locations, as the women in North Carolina did not
answer the full Social Provisions Scale.

The most significant factor in the US that impacted social support and coping
was race, while marital status impacted the women the most in Kenya. This is consistent
with the literature that identifies being married or widowed as a risk factor for HIV in
Kenya (Amornkul et al. 2009). Due to their higher risk for contracting, marital status
may play a greater role in social support and coping. In Kenya, most women were
currently or previously married. The data collected in North Carolina did not delve into
whether or not the women had been previously married, instead focusing on current
relationship patterns. Similarly, women of color in the United States have higher
diagnosis rates than white women (Office of National AIDS Policy 2010). Some

literature also suggests these disparities in diagnoses rates for women of color may be
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attributed to limited social support, which may result in lower overall rates of positive
coping (Hader et al 2001).

Another possible explanation for the predominance of race and marital status
over other demographic characteristics may be that each characteristic respectively
determines how women relate to each other as well as access to various opportunities. In
the United States, a complex racial history affects several aspects of life including
seeking medical care. Women of color, therefore, may have been socialized to cope
differently than white women and seek different forms of social support due to
historical legacies of marginalization.

In Kenya, which has a more homogenous racial composition, tribe or ethnic
group did not significantly impact total coping scores or total treatment-specific social
support scores. Despite cultural differences, their overall strategies for coping or seeking
support may not differ dramatically. Instead, marital status in this context was found to
be significant. A possible explanation is that marital status greatly determines access to
care. Many of the women interviewed mentioned husbands or partners as a source of
support.

The observed relationship between education, coping, and total treatment-
specific social support was not statistically significant, despite the vastly differing levels
of educational attainment between the groups. This implies that education may not

directly affect social support and coping.
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Another difference between the two populations was the recognition of drug use
in the North Carolina women in the qualitative data. Throughout the focus groups, the
NC women acknowledged how their drug use played a role in their infection and
subsequent experience at the clinics. The women discussed how they missed
appointments due to drug use, limiting their capability to receive treatment-specific
social support. Drug use was also used as coping strategy that perpetuated feelings of
hopelessness relating to their disease. In the Kenyan population, no woman mentioned
any kind of substance use as a coping mechanism in the interviews, but substance use
was found to be statistically significant factor in treatment specific social support in their
quantitative results. This contraction between the two types of data may indicate a social
desirability bias, rather than an actual lack of drug use amongst the qualitative
participants in Kenya. Also, the questions generally asked in the qualitative interview
schedule in Kenya may not have been sensitive enough to detect substance use as a
coping mechanism.

The structure of the health systems also played a role in the kinds of support the
women sought. In the United States, women mentioned caseworkers and group homes
as means of support. However, each group of women sought support from the clinic
staff, usually citing the helpfulness and care they could provide.

While several differences existed between the Kenyan and American

populations, similarities in coping mechanisms and social support structures were also
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identified. Many of the women discussed the important role of family and friends in
their support network, helping them to accept their condition and increase their own
hope towards a longer, healthier life. Despite the presence of social support networks,
there was often a feeling of hopelessness after the diagnosis, often resulting in self-
imposed isolation from family, which is consistent with earlier research (Hult et al 2012).
Respondents often reported feelings of fear of judgment and other consequences fin
their social networks from the stigma associated with the disease. This may manifest in
delayed disclosure, further supporting other research (Hardon et al 2012). As the
literature suggests, both internalized and external stigma contribute negatively to
overall levels of coping as well as low social support (Berger at al 2001). The presence of
stigma is also linked to negative health behavior and an increased likelihood of
depressive disorders (Akena et al 2012).

Generally, this study shows that despite differences in resources and education,
HIV+ women have similar pressing needs everywhere that continuously need to be
addressed, namely increased social support, especially following diagnosis. It is through
support from not only health professionals but their own loved ones that these women

have learned to cope and remain hopeful for a healthy, long life.

5.1 Implications of Research

This study may help to inform future action in providing support for HIV+ women

such as the potential implementation of supportive-information groups with modules
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on coping and social support that are featured in the Guide to Healing protocol. While
literature suggests that the HIV burden is characterized differently in both locations and
driven by distinct features, this study provided an opportunity to explore similarities as

well as differences to better understand the lives of HIV+ women.

5.2 Limitations of Research

Despite these strengths, there are several limitations. Cross-cultural research can
allow for more generalizability of results; however, it can sometimes conceal valuable
differences. It is possible that a degree of nuance was lost in this research design.
However, because the data was analyzed separately, it is more likely that fine
differences between the women in Kenya and North Carolina were captured within the
analysis.

This study was also limited by the differences in data collection in both sites.
While similar instruments were used in Kenya and North Carolina, the effect of
enumerators may have caused significantly different scores. For example, in Kenya, the
enumerators were doctors and social workers, potentially introducing a power dynamic
that could influence responses. In Kenya, though, most of the participants expressed
comfort with the health care professionals in the clinic and introducing other
enumerators may have also introduced additional bias. In the case that enumerators had

an adverse effect on the results of the study, it may be assumed that the effect was
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uniform in both countries. The uniform effect, although undermining results as a whole,
allows relationships to still be observed.

The investigator also had no information on the refusal rate of participation in
the study, potentially introducing bias into the results. There is no way to know if the
participants who refused to participate were significantly different than those who did

participate.

5.3 Strengths of Research

This study provided an important step in providing context for the social
support and coping profiles in the Kenyan and American contexts. This cross-cultural
research allows investigators to identify common themes across land borders that affect
the well-being of the women being studied. With an examination of North American
and African women, it is more likely that the findings can be generalized to women in
other countries already seeking care in clinics, enhancing the validity of the results.

Identifying factors that contribute to treatment specific social support and coping
can be an important step in creating programs for psychosocial support and ones that
assist in the development of effective coping strategies. The factors recognized in this
study can help inform implementers of potential challenges and opportunities for the
sustainment of their program.

In both study areas, mixed methods was used to elucidate information about

coping and social support, which could not be gained solely from quantitative surveys.

39



This deeper exploration may also help to inform the aforementioned programs, as
quantitative surveys often cannot capture significant factors such as emotions. In this
context, where HIV/AIDS is highly personal, the importance of this information cannot

be discounted.

5.3 Future Research

While this research provides important information concerning the profiles of
coping and social support in HIV+ women in Kenya and North Carolina, it also provides
basis for future research. Treatment-specific social support was the only type of social
support analyzed, as the women in North Carolina did not respond to the full Social
Provisions Scale. Future work could use the full Social Provisions Scale in North
Carolina to expand the social support profile.

Both sets of women identified the prominence of religion as a coping strategy.
Further research could be used to identify aspects of religion that contribute to higher
coping scores as well as ways that it can be harnessed for greater social support in
vulnerable populations.

Given the similarities found between Kenyan and American women, it may be
interesting to expand these tools to women with other chronic diseases such as cancer to
see if and how they differ from HIV+ populations. It may also be interesting to see how
these women differ from women who have experienced other chronic stressors outside

of chronic illness. Also, stigma, a recurring theme in the interviews, could be studied
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further to better explain its role in coping and seeking social support in these

populations.
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6.0 Conclusion

This study has provided important information on social support and coping in
HIV+ women in both Kenya and North Carolina. Despite differences in several
demographic characteristics such as educational attainment and employment status,
women in both contexts notably relied on similar coping strategies such as religion to
handle living with their disease. The study shows that HIV+ women in Kenya and
North Carolina desire support from family and friends especially during the period
following their diagnosis. It also shows that the clinic in which these women seek care
can provide support and valuable information during that period to alleviate the stress
involved with their diagnosis. The overwhelming result of this study shows despite
differences in lifestyles and resources available in a country, the needs of HIV+ women

in this study are largely the same.
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Table 1: Sociodemographic Characteristics of HIV+ Women in Kenya and North

Carolina

Characteristic

Kenyan women

North Carolina
women

Age (years)

18-24 4 (3.96%) 6 (2.30%)
25-34 25 (24.75) 30 (11.49)
35-44 59 (58.42) 83 (31.80)
45+ 13 (12.87) 142 (54.41)
Mean Age 38.40 45.90
Range of Ages 20-62 19-84
Marital Status

Married 33 (32.67%) 37 (26.06%)
Not Married 68 (67.33) 105 (73.94)
Education

None 4 (3.96%) 0 (0.00%)
Some primary (middle) school 39 (38.61) 4 (1.57)
Completed primary school 25 (24.75) 8 (3.14)
Some secondary (high) school 14 (13.86) 60 (23.53)
Completed secondary school 19 (18.81) 87 (34.12)
Some College, no degree 58 (22.75)
Associate’s Degree 20 (7.84)
Bachelor’s Degree 7 (2.75)
Post-Graduate Education 11 (4.32)
Employment Status

Unemployed 39 (38.69%) 181 (70.98%)
Employed 62 (61.39) 74 (29.02)
Occupation **
Farmer 30 (30.00%)

Business 17 (17.00)

Housewife 38 (38.00)

Casual Laborer 7 (7.00)

Other 8 (8.00)

Disclosure Status *
Disclosed Status 96 (95.05%)

Non-disclosed status 5 (4.95)

Race/Ethnicity
Black/African American
Alaska Native/American Indian

**

224 (87.84%)
21 (8.24)
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Native Hawaiian/Pacific Islander 1 (0.39)
Other 9 (3.53)
Tribe 3
Kikuyu 42 (41.58%)

Kalenjin 52 (51.49)

Luhya 4 (3.96)

Luo 1(0.99)

Kamba 1 (0.99)

Kisii 1(0.99)

Number of Children %

0 6 (5.94)

1-3 50 (49.50)

3-6 38 (37.62)

7+ 7 (6.93)

** Data on this characteristic were not explicitly collected
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Table 2: Average Levels of Coping Styles in HIV+ Women in Kenya and North

Carolina
Coping Style Kenya Kenya Range | North North
Mean Carolina Carolina
Mean Range
Total COPE 69.77 53-99 65.56 28-85
Self-Distraction 6.21 2-8 4.90 2-8
Active Coping 6.48 4-8 6.14 2-8
Denial 3.12 2-8 3.95 2-8
Substance Use 2.54 2-8 2.48 2-8
Emotional Support | 5.81 2-8 5.69 2-8
Instrumental 6.07 2-8 4.26 2-8
Support
Behavioral 3.43 2-8 2.71 2-5
Disengagement
Venting 4.04 2-8 3.95 2-8
Positive Reframing 5.55 2-8 5.88 2-8
Planning 6.03 2-8 5.10 2-8
Humor 3.05 2-8 3.12 2-8
Acceptance 6.94 4-8 7.02 2-8
Religion 6.98 2-8 6.40 2-8
Self-Blame 3.58 2-8 3.79 2-8
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Table 3: Sociodemographic Variables and Total Treatment Specific Social Support

Independent Variable US Beta Coefficient (95% | Kenya Beta Coefficient
Confidence Interval) (95% Confidence Interval)
Age -0.09 (0.85, 0.67) -0.37 (-1.82, 1.08)
Age (Mean)
18-24 32.50 36.75
25-34 31.90 35.92
35-44 31.70 34.47
45+ 31.80 36.27
Education -0.12 (-0.29, 0.05) 0.54 (-0.32,1.39)
Employment -0.17 (-1.07, 0.73) 0.35 (-0.53, 1.23)
Status/Occupation
Race (US) 0.25 (-.020, 0.69)
Black/African American 32.24
(Mean) 32.14
Alaska Native/American 31.00
Indian 34.00
Native Hawaiian/Pacific
Islander
Other
Tribe (Kenya) 0.51 (-0.75, 1.77)
Kikuyu (Mean) 34.58
Kalenjin 35.76
Luhya 29.33
Luo 38.00
Kamba 36.00
Kisii 40.00
Total Treatment Specific 31.80 (0-48) 35.16 (16-47)

Social Support Mean
(Range)
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Table 4: Association of Identified Coping Styles on Total Treatment Specific Social

Support

Coping Style US Beta Coefficient Kenya Beta Coefficient
(95% Confidence Interval) | (95% Confidence Interval)

Humor 0.87 (0.31, 1.44) 0.01 (-0.06, 0.08)

Religion 0.94 (0.08, 1.80) 1.13 (0.35, 1.90)

Instrumental Support

0.74 (-0.18, 1.65)

1.63 (1.24, 2.19)

Acceptance

0.06 (-0.01, 0.13)

0.86 (0.07, 1.66)

Substance Use

-0.53 (-2.15, 1.09)

-1.10 (-2.07, -0.13)

Emotional Support

0.54 (-0.42, 1.49)

1.71 (1.24, 2.19)

Total COPE

0.04 (-0.06, 0.14)

0.20 (0.08, 0.31)
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Table 5: Sociodemographic Variables and Total COPE Scores

Independent Variable | US Beta Coefficient (95 % Kenya Beta Coefficient (95%
Confidence Interval Confidence Interval)

Age 1.25 (-3.51, 6.02) 0.15 (-2.52, 2.83)
18-24 (Mean) 62.00 71.33
25-34 61.67 68.25
35-44 66.25 70.75
45+ 65.95 67.70
Education -2.02 (-4.79, 0.76) 0.59 (-0.95, 2.13)
Employment 3.43 (-6.01, 12.88) 0.65 (-0.80, 2.10)
Status/Occupation
Marital Status 0.00 (-0.01, 0.01) -1.36 (-2.67,-0.04)
Race (US) -10.03 (-22.34, 2.84)
Black/African 66.05

American (Mean)
Alaska Native/

American Indian 46.00

Asian

Native Hawaiian/
Pacific Islander

Other

48




Tribe (Kenya)
Kikuyu (Mean)
Kalenjin
Luhya

Luo

Kamba

Kisii

-0.30 (-2.86, 2.25)
69.39
70.43
66.00
78.00
60.00
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Table 6: List of Qualitative Themes with Illustrative Quotes

Theme

Illustrative Quote

Location

Disbelief after diagnosis

“And they said it, what I
had and I got scared. I
got to crying. “-NC
woman

NC, Kenya

Diagnosis after falling ill or

pregnancy

“I was told to go for the
testing because since my
child had been tested
and found HIV positive,
I knew I am also sick.”-
Kenyan woman

NC, Kenya

Satisfaction with clinic staff

“l started to leave the
clinic but the [doctors
and social workers]
made me feel
comfortable. That's why I
kept  coming” -NC
woman

NC, Kenya

Fear

“I did not even pick the
results and since then
because I feared then I
said that if I get my baby
I will not breastfeed it.” —
Kenyan woman

NC, Kenya

Internalized shame, guilt

“It was hard for me. It
was never easy from the
first appointment
because of the shame and
the guilt and
embarrassment. So it was
hard to go for me to go to
my second and third
appointment.” -NC
woman

NC, Kenya

Support from loved ones

“I normally go to [my
brother] when 1 have
problems though he has

NC, Kenya
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his family he tells me
that he will do this much
he could manage then I
do the rest. Then I find
that life goes on
well...He has managed
to help me in one way as
I struggle with the rest so
it becomes bearable.”
Kenyan woman

Drug addiction

“No. When I was out
there using and doing
drugs, yeah at that time I
wasn’t  making  my
appointments like I was
supposed to but that was
10 years ago. So I don’t
do those things anymore,
so I try to be a
responsible and
productive member of
society today, and attend
my appointments and do
what I'm supposed to
do.” -NC woman

NC

Food insecurity

“I did not have any food.
I did not have any
capital” -Kenyan woman

Kenya
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*Note: Components of the model highlighted in dark blue boxes were considered in the
analysis. The factors with a dark blue outline around the boxes were not directly
measured or analyzed, but some of the data collected reflects these factors.

Figure 1: Conceptual Model
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Appendix 1: Consent Form
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This form invites you to participate in a research study led by Alexandra Kyerematen, a
Master of Science candidate in Global Health at Duke University. Please read everything
below before agreeing to participate in the study. The purpose of this study is to examine
challenges HIV+ women face in Kenya. You will be asked questions about your health
status and how you are dealing with it as part of a survey that will take approximately an
hour to complete. You will be eligible for lunch and a travel voucher if you must return
to the clinic to complete an in-depth interview.

You may feel uncomfortable answering some of the questions. If you do not wish to
disclose that information, please leave it blank. There is a chance that your privacy may
be affected. This study may help you seek further treatment and help to give information
to the clinic.

Your participation in this study is completely voluntary. You may stop filling out the
survey at any time. If you choose not to continue with your participation, your survey
will be destroyed.

Your responses will be treated with complete confidentiality. Your responses will be
given a record number for purposes of organization; your name will not be included in
any data analysis. Any identifying information found within the data will be removed to
protect your privacy.

For any questions or concerns about this study, please contact Alexandra Kyerematen at
alexandra.kyerematen@duke.edu or via telephone at +0119196018549 or Dr. Lukoye
Atwoli at +254 722 943 397 or lukoye@gmail.com For questions about your rights as a
volunteer in this project, feel free to contact the office of the Institutional Review Board
(IRB) at ors-info@duke.edu or via telephone at +0119196843030.

If you want to participate in the research, please sign below.

I have read the above information and understand what my participation will involve. I
consent to participate in the study.
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Signature Date

Signature of Investigator: Date
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Appendix 2: Recruitment Poster

Women with HIV+ Study
Be a part of an important health research study.

1. Areyouawoman between the ages of 18 and 64?
2. Are you HIV+?

If you answered YES to these questions, you may be able to participate in a health research study.
The purpose of this study is to understand the challenges HIV+ women face in Kenya. If you
have to return to the clinic to complete the in-depth interview, you will receive lunch and travel

vouchers for your participation.

This study is being conducted at the AMPATH clinic. If you have any questions, please call
Alexandra Kyerematen at +0119196018549 or email her at aek3 1 @duke.edu.
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Appendix 3: Demographic Survey

Demographic Information

Name:

Age:

Marital Status:

Number of Children:

Occupation:

Ethnic Group:

Religion:

Education Level (circle one)
Some primary school
Completed primary school
Some secondary school
Completed secondary school
University

How many of years of school did you attend?

Information about Health Status

How long have you known that you had HIV?

How many people have you told about your HIV status?

Do you have any other diseases? If so, what?

Are you pregnant?
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Appendix 4: Social Provisions Scale
Social Support Scale

This survey will ask you how much you agree with some descriptions of your current
relationships with friends, family, people you work with and other people you talk with
everyday. If you feel a statement is very true of your current relationships, then respond
“strongly agree.” If you feel a statement does not describe your current relationships at all,
then answer “strongly

disagree.” Strongly Disagree Disagree Agree Strongly Agree
1. There are people I can depend on to help me if I really need it. 1 2 3 4
2.1 feel I do not have close personal relationships with other people. 1 2 3 4
3. There is no one I can turn to for guidance in times of stress. 1 2 3 4
4. There are people who depend on me for help. 1 2 3 4
5. There are people who enjoy the same social activities as I do. 1 2 3 4
6. Other people do not view me as competent. 1 2 3 4
7. 1 feel personally responsible for the well-being of another person. 1 2 3 4
8. I feel part of a group who share my attitudes and beliefs. 1 2 3 4
9. I do not think other people respect my skills and abilities. 1 2 3 4
10. If something went wrong, no one would come to my assistance. 1 2 3 4
11. I have close relationships that provide me with a sense of 1 2 3 4
emotional security and well-being.

12. There is someone I could talk to about important decisions 1 2 3 4
in my life.

13. I have relationships where my competence and skills 1 2 3 4

are recognized.

14. There is no one who shares my interests and concerns. 1 2 3 4
15. There is no one who relies on me for their well-being. 1 2 3 4
16. There is a trustworthy person I could turn to for advice if I 1 2 3 4
were having problems

17.1 feel a strong emotional bond with at least one other person. 1 2 3 4
18. There is no one I can depend on for aid if I really need it. 1 2 3 4
19. There is no one I feel comfortable talking about my problems with. 1 2 3 4
20. There are people who admire my talents and abilities. 1 2 3 4
21. I'lack a feeling of intimacy with another person. 1 2 3 4
22. There is no one who likes to do the things I do. 1 2 3 4
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23.
24.

25.
26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

There are people I can count on during an emergency.

No one needs me to care for them.

Strongly Disagree Disagree Agree

There are people who I can talk to about my health.

There is no one who I feel comfortable talking
to about my medical treatment.

There is someone I can count on to help me with
my HIV treatment.

If I needed help with transportation to medical
appointments, there is no one I could turn to for a ride.

There are people who can help remind me to take medicine.

There is no one who can help me keep track of when
my medical appointments are.

If I couldn’t get to the pharmacy easily, there are people
I could count on to pick up my medicine.

There is no one I trust to help me follow instructions
that doctors and nurses give me.

There are people who I feel comfortable bringing
with me to an HIV clinic.

There is someone I can turn to guidance when
making decisions about medical treatment.

There is no one I would feel comfortable seeing me
take pills for HIV

There are people who can go to the grocery store for me
if I am not feeling well.
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Appendix 5: Brief COPE Survey
Brief COPE

These items deal with ways you've been coping with the stress in your life since you found out you were
going to have to have this operation. There are many ways to try to deal with problems. These items ask
what you've been doing to cope with this one. Obviously, different people deal with things in different
ways, but I'm interested in how you've tried to deal with it. Each item says something about a particular
way of coping. I want to know to what extent you've been doing what the item says. How much or how
frequently. Don't answer on the basis of whether it seems to be working or not—just whether or not you're
doing it. Use these response choices. Try to rate each item separately in your mind from the others. Make
your answers as true FOR YOU as you can.

1 =1 haven't been doing this at all

2 =I've been doing this a little bit

3 =I've been doing this a medium amount
4 =TI've been doing this a lot

Response

I've been turning to work or other activities to take my mind off things.
I've been concentrating my efforts on doing something about the situation I'm in.
I've been saying to myself "this isn't real.".

I've been using alcohol or other drugs to make myself feel better.

I've been getting emotional support from others.

I've been giving up trying to deal with it.

I've been taking action to try to make the situation better.

I've been refusing to believe that it has happened.

9. I've been saying things to let my unpleasant feelings escape.

10. I’ve been getting help and advice from other people.

11. I've been using alcohol or other drugs to help me get through it.

12. I've been trying to see it in a different light, to make it seem more positive.
13. I’ve been criticizing myself.

14. I've been trying to come up with a strategy about what to do.

15. I've been getting comfort and understanding from someone.

16. I've been giving up the attempt to cope.

17. I've been looking for something good in what is happening.

18. I've been making jokes about it.

19. I've been doing something to think about it less, such as going to movies,
watching TV, reading, daydreaming, sleeping, or shopping.

20. I've been accepting the reality of the fact that it has happened.

21. I've been expressing my negative feelings.

22. I've been trying to find comfort in my religion or spiritual beliefs.

23. I’ve been trying to get advice or help from other people about what to do.
24. T've been learning to live with it.

25. I've been thinking hard about what steps to take.

26. I’ve been blaming myself for things that happened.

27. I've been praying or meditating.

28. I've been making fun of the situation.

PN AW =
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Appendix 6: Qualitative Interview Schedule

Thank you for agreeing to be interviewed. You will be asked to answer questions about your HIV+
status and how you are dealing with it. This interview will be taped. Once the recording is written
down, the tape will be destroyed. You do not have to use your real name if you do not want.
Whatever you say will not be linked back to you. If, at any time, you do not wish to answer the
questions, you do not have to. Participation is completely voluntary. Do you have any questions?

I will now turn on the tape recorder and begin asking you interview questions.

(Introduction)
1. How long have you lived in this area?
a. If the woman answers her whole life, move to question 2.
b. If the woman answers another amount of time, ask “Where did you move from?”
How long have you been attending this clinic?
Why did you come to this clinic?
What do you like about this clinic?
What do you not like about this clinic?
Why have you stayed at this clinic?
If you could change clinics, would you?
a.  Why or why not?
8. Do you have access to a mobile phone?
a. Ifso, how often do you use the mobile phone?
b. Who does the phone belong to?

NAM RN

Now I will ask you questions about when you started to think about getting tested and other
questions about how you got HIV.

1. Think about making the decision to get tested for HIV. When did you first get tested?
*  Was this your first HIV test?
* Ifnot, how many did you take before that?
2.  What made you want to go get tested?
What was that experience like?
4. Did you talk to anyone about the decision to go get tested?
e Ifso, who?
* Ifnot, why didn’t you?
How long have you known you were HIV+?
6. Do you know how you got HIV?
e Ifso, how?
¢ Ifnot, how do you think you got HIV?

W

hd

Now I am going to ask about your home life and how it affects your HIV.

1. What are some of the things you do to take care of yourself?

a. How often do you do those things?

b. What do you think staff at the clinic can do to help you take care of yourself?
2. When you have any problems, what do you do?

a. Do you go anywhere outside of your house (such as a church or community center)?
3. When you are having a problem, do you talk to anyone?
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a. Ifso, who?
b. If not, why not?
4. Why have you chosen to talk to that person?
Do you ever pray about your problems?
6. Is there anyone outside of the clinic you can talk to about your HIV?
a. Ifso, who?
b. If not, why not?
7. How many people outside of the clinic know about your HIV?
8. How long after you were diagnosed did you tell people you had HIV?
a. If the answer is “right away”, what made you feel comfortable to tell people?
b. If the answer indicates a significant delay (>1 year), why did you wait?
i. What would have made you feel more comfortable to tell people?

W

Now I will ask you about your experience at this clinic as an HIV+ woman.

1. Describe your interaction with physicians.
Do you feel comfortable talking with them about any problems you have with your HIV?
a. Ifyes, what makes you feel comfortable?
b. Ifno, why do you not feel comfortable?
c.  What kinds of information would you feel comfortable sharing?
d.  What kinds of information would you not feel comfortable sharing?
Do you trust your doctor to do what’s best for you?
Why or why not?
Please describe your interaction with nurses?
Do you feel comfortable talking with them about any problems you have with your HIV?
a. Ifyes, what makes you feel comfortable?
b. Ifno, why do you not feel comfortable?
c.  What kinds of information would you feel comfortable sharing?
d.  What kinds of information would you not feel comfortable sharing?
7. Please describe any interaction you have with any other staff at the clinic?
8. Do you feel comfortable talking with them about any problems you have with your HIV?
a. Ifyes, what makes you feel comfortable?
b. Ifno, why do you not feel comfortable?
c.  What kinds of information would you feel comfortable sharing?
d.  What kinds of information would you not feel comfortable sharing?

A

Now I will ask how you take care of your HIV.

1. Do you feel that your HIV is under control?

a.  Why or why not?
What do you do to maintain your health?
Is this easy or hard for you to do?
Is there any thing that would make this maintenance easier?
What makes it hard to maintain your health?
Do you feel that it is all up to you to maintain your health?

a. Ifyes, why do you feel like that?

b. IF no, who else helps you maintain your health?

7.  Would you like other people to help you remain healthy?
a. Ifyes, in what way would you like them to help and who would you like to help
you?

If no, why? Is there anyone you think could help you?
Conclusion

ANl N

61



We have talked about your HIV status and how you choose to talk to other people about it. Is there
anything we haven’t asked about? Are there other important things that we need to understand
but we haven’t asked about?

Thank you for your thoughtful responses. Do you have any questions?
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