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Abstract

Introduction: In the fourth decade of the HIV epidemic, African American
women continue to be disproportionately affected by HIV across all age ranges in the
U.S. African American women make up only 13% of the female population in the U.S.
yet account for 64% of HIV infections among women (Aitcheson et al., 2014). African
American women face multiple challenges that intersect to influence how they
effectively age into older adulthood and manage their health. Due to the increased
challenges experienced by older African American women across the life course, it is
imperative to identify factors that may mitigate the challenges of aging with the disease.
Scant research exists focusing specifically on older African American women with HIV
and thus our understanding of their experiences is still quite limited. Examining the
personal strengths and social resources utilized to curb the deleterious effects of aging is
necessary to improve health and well-being in this population.

Purpose and Methods: The purpose of this dissertation was to advance our
understanding of the experiences of African American women with HIV aging across
the life course with particular attention paid to the influence of the role of social
relationships on health and well-being. The purpose was achieved through exploring the
challenges of aging with HIV as an African American woman and the importance of
utilizing the life course perspective (Elder & Giele, 2009) to explore their experiences
over time; examining the literature on the relationship between social relationships and

health; and presenting two papers from the findings of a qualitative descriptive study

v



conducted with older African American women that explored their experiences over the
life course. Eighteen African American women over the age of 50 participated in this
qualitative study that utilized in-depth life history interviews and timelines as the
primary means of data elicitation. In the first paper, we analyzed the data for
experiences with social relationships across the life course. In the second paper, we
analyzed trajectories and turning points across the life course.

Results: Findings from the first paper highlight that developing and maintaining
relationships over time was influenced by a variety of life course themes at the personal,
relational, and structural level presented over three developmental time periods
(childhood/adolescence, young/middle adulthood, and older adulthood). Women
described tremendous barriers to relationship development and maintenance in both
childhood/adolescence and young/middle adulthood including child sexual abuse, crack
cocaine addiction, intimate partner violence, and HIV-related stigma. Women also
reported having large social networks in younger years but not many important
relationships. In contrast, older adulthood was described as a time with more positive
social relationships, especially for those who were addicted to crack cocaine in their
youth. As women aged, they built supportive networks with people they valued.

Findings from the trajectories and turning points paper show that while
trajectories across participants were diverse, they were categorized into three main
patterns: anchored; early struggling and upward progression; and continuously
struggling. Life experiences were most dissimilar between women who experienced

crack cocaine addiction compared to women who never used to drugs. The syndemic
v



impact of substance abuse, violence, and HIV (Singer, 2009) was also important as was
the cyclical nature of these co-occurring epidemics over time. Our study provides

evidence that a traumatic event in early life may be the first step in the syndemic cycle.

vi



Dedication

For Rob C. Schmidt (1982-2012), who could not be here for the journey, but who

opened the door for this opportunity.

v



Table of Contents

o o] 4 = o{ SRRSO SRS iv
| BT e Lo o OSSOSO PRSP iv
55T Ao =Y o1 =T USRS ix
List Of FIGUTES ....ovviiiiiiiiiiiii s X
Acknowledgements ..o xi
1. INETOAUCHON ..ttt ettt ettt ettt et e et e e bt e b e b e e beesbe e beebeesseasaessaens 1
1.1 PTODIEIM ettt ettt ettt et e bt e bt bt e b e et e ebeebe e be e beenseenbeenbeenseenne 1
1.1.1 Health Disparities within the HIV Epidemic.........ccccoovviniiiiiiiiiiie, 3
1.1.2 The Challenges of Aging with HIV ........cccccccoiviiiniiiiiiiiiiicccccce 5

1.2 The Role of Social Relationships in Aging with HIV..........ccccccoiiiiniiiiiine, 7
1.3 Conceptual Framework: Life Course Perspective..........ccccoeeveieiieineieinceceeeee 9
1.3.1 Strengths of Life Course Perspective ............ccccvuvuriiiininiiiiiiininiiiiniicceines 12

1.3.2 Life Course Perspective to Study African American Women Aging with HIV 13
1.4 APPTOACH ...t s 17
1.5 Purpose Statement and AImS........c.ccccuviiiiiiniinii s 18

2. Social Relationships as a Social Determinant of Health to Promote Health and Health

Equity in African American Women Living with HIV ........cccccocoiiiniie, 20
2.1 Social Relationships at the Core of the Social Context ...........cccocovvviririiiinininininnne, 22
2.1.1 Social Relationships and Social Inequity ..........ccccocevviiviiiiiiiie 26

2.2 Social Capital in the Social Context.........ccccooviiviiiiiiiiiniie, 27
2.2.1 Social Capital and Social INequity ........ccccceeviiiiniiiiiiic 29

v



2.2.2 Who Has Social Capital?..........cccoeiiiiiiiiiiiiiiii 30

2.3 Measuring Social Relationships and Social Capital............cccccoooiiiiiii, 32
2.4 The Social Context of Older African American women with HIV ........cccccoeinenen. 33
2.4.1 Barriers to Social Relationships and Social Support..........ccceviiiiiiiiinnnnnne. 34
2.4.2 Constrained Social Capital ... 38
2.5 CONCIUSION w.euviiieniiiieiieiertertetet ettt ettt sttt et e s bt st et e st e sbe st et e b e sbe e e e tesbesneeneensenne 40

HIV ettt sttt ettt et e be bbb et e st e bt st et et e st e st be e e e ene 41
3.1 Conceptual Framework.........ccccooiiiiiiiiii 44
B2 APPIoach. ..o 46

3.2.1 Design and Sampling .........ccccccviiniiiiiiiniiiiicc s 46
3.2.2 Data COllECHION ..c.veeuieieieriieietieieetetert ettt ettt et et see st stesresmeete b 48
B.2.3 EHNICS ettt sttt 50
3.2.4 Data Management.........c.ccoooviiiiiiiiiiinicc s 50
3.2.5 Data ANalysiS......c.cccoiiiiiiiiiiiiiiiicicc s 50
B3 FINAINGS c.eiviiiiiicc s 53
3.3.1 Part 1: Factors that Influenced Relationships Across the Life Course ............... 54
3.3.2 Part 2: Important Relationships Across the Life Course...........c.cccccevviiviriininnnne. 71
3.4 DISCUSSION .ttt ettt ettt ettt et et et s e ae st ne e b e bt e st e neeneeneenesane 79
3.4.1 ChildhOOd/AdOLESCEIICE ...ttt e e e e eeeeeteeeeeeeeseeeeeeseeeenans 80
3.4.2 Young/Middle Adulthood ... 82
3.4.3 Older AdUlthOod......cc.coiiiiiiiiiieicieeeeeeeeece ettt 86



3.5 LIMIEAIONS ittt ettt e e e e e e ettt b e e e e e e e s et s b s seee ettt baaa e aeeeaae 90
G o X @0) 4 Tl 1513 Te ) o NEUUURUUT TR 91

4. Trajectories and Turning Points of Older African American Women Aging with HIV92

4.1 Life Course Perspective: Trajectories and Turning Points.............ccccceevviiiininnnnne. 93
4.2 APPIOACR....oiiiiiiiiccc e 94
4.2.1 Design and Sampling ..........cccoeiiiiiiiiiiiiiiiccc s 94
4.2.2 Data CollECHOMN ...covuiiiiiiiieiieitetet ettt ettt ettt ettt e st bt e sbe e bt e st e saeesaeens 95
4.2.3 BHRICS outtitieieeeetet ettt ettt sttt ettt she e bt e bt e st e st e naeens 97
4.2.4 Data Management ..o 97
4.3 Data ANalYSiS.....coeiiiiiiiiiiiccc e 98
4.3.1 Sociodemographic Data ...........cccoiiiiiiiiiiiiiiiicc 98
4.3.2 TrUSTWOTTRITNESS. ..cuvtiiieiieiieiteitee ettt ettt ettt et e sbe et e e be e b e sbe e seeees 100
44 FINAINGS c.oviiiiiiiiiccc e 101
4.4.1 Turning Points and SequUences.............cccouvriiiiiiiiiiiiiiics 105
4.4.2 Directional Patterns of Trajectories ...........ccccccvviiiininiiiiiiiicccen, 106
4.4 Common Turning Points Across Trajectories...........ccoveiviivinivinininiciicinnne, 127
4.5 DISCUSSION ..eetieniiiiiieenieeeieeeite ettt ettt e st este e e bt e e btessbteesbbeesateesabeesabeesbeesssaeesseeesaseesseesane 130
4.6 LIMIEAtIONS c.eeeiiiiiiiiieeiieeieeeteeete ettt ettt ettt et e e sate e sabeesabeesbeessbteesbteesaeeesabeenane 135
TS @) o Tad 1 13 1) o NP OO 136
5. CONCIUSION ..ttt et ettt ettt e b et e et e et e e bt e beebeebe e seenseenses 137
5.1 Reflections on the Approach ... 142
5.2 LAMNIEALIONS «.veeiiieiiieiiieesite ettt ettt et e s e st e st e s bt e e bteesabeesabeesabeesabeesabaeennees 143



5.3 Implications for Nursing Practice..........cccccociviviiiiiiiiiiiiiiiccceccce, 144

5.4 Implications fOr POLICY .......ccccceoiviiiiiiiiiiiiiiiiiiic e 145
5.5 Moving FOrward ..o 146
5.6 CONCIUSION «.ovtiuiiiiiieieiesieeteteee ettt ettt ettt b e st e et s bttt esbe st et e b e sbeeeebeebeenie 147
Appendix A: Sociodemographic FOIm .........cocoiviiiiiiiiiiiiiccce 149
Appendix B: Interview GUide ..o 154
Appendix C: Participant Recruitment Flow Diagram .........ccccccccoviiniiiiiininiiiicinn, 156
Appendix D: PO09 Timeline..........ccccoioiiiiiiiiiiiiiiciccccccc s 157
RELEIEIICES ..ttt ettt sttt ettt et et e bbb et et e bt s b e nee 158
BIOGIapRY c.cviiiiic 175

viii



List of Tables

Table 1: Summary of TEIMS........ccccvviviiiiiiiiiiiii e 24
Table 2: Participant demographics ..........coeiviiiiiiiiiiiiii 54
Table 3: Participant Case SUMMATIES.........ccccvvviiiiiiiiiiiiiicccc s 103
Table 4: Examples of Turning Point Sequences............ccccccecivviiiiiininiiiiiniiicnccns 106

X



List of Figures

Figure 1: Females Aged 50+ with Diagnosed HIV in the U.S., by race (2010-2013) ............ 2
Figure 2: Elements of Life Course Perspective (adapted from Elder & Giele, 2009)......... 11
Figure 3: Elements of Life Course Perspective (adapted from Elder & Giele, 2009)......... 46
Figure 4: Factors That Influence Social Relationships Across the Life Course................... 80
Figure 5: Anchored Trajectory Pattern: Brenda as Exemplar.........cccccooviiiiniiiinnn. 113

Figure 6: Early Struggling and Upward Progression Trajectory Pattern: Linda as



Acknowledgements

This work would not be possible without the gracious participation of 18
incredible women who were kind enough to share the intimate details of their lives with
me. Thank you for trusting me with your stories. Also, thank you to the practitioners
who connected me with these women in the community, namely Robert Dodge and
Jason Stout.

To my dissertation chair, Janice Humphreys — you are truly the most patient and
brilliant woman on the planet. Thank you for your guidance, wisdom, and kindness. To
my other committee members: Michael Cary, Christina Meade, and Sharron Docherty,
you have all supported me in your own unique ways. Thank you for amiably sharing
your respective expertise with me.

Thank you to the past and present DUSON faculty who helped guide me and
shape my research interests, especially Julie Barroso and Michael Relf for introducing
me to this area of work that I love so much. To our fearless leader, Debra Brandon and
her team of Revonda and Leslie, you ladies are the best.

To my mentors from the University of Western Ontario — namely Ken Kirkwood
and Anne Kinsella—who supported me and my journey South, thank you for believing
in me and my abilities, even when I probably didn’t deserve it.

To all the DUSON PhD students and alumni, especially my incredibly cohort
from 2012—I'm so honored to have you all as colleagues. To Pavs, DW, DB, JA, RH, ER

and many others, thanks for keeping this flight risk grounded.

X1



To my rock star parents, John and Deborah Moore, who are surely responsible
for all my good qualities and none of my faults—I am thankful for your endless
sacrifices to your needy only child. You crazy kids are my heroes.

I am forever indebted to my husband, Rob Stewart, who has kept our chaotic
ship afloat during these past three years so I could pursue this work. Words cannot
begin to describe my love and admiration for you. To our beautiful daughter, Avery
(who was born smack-dab in the middle of this journey), thank you for quietly watching
more than the recommended amount of TV by the American Academy of Pediatrics so
that mommy could work in the evenings and weekends. More importantly, thank you
for your bold personality and tenacious spirit, you are by far my greatest
accomplishment. Thank you to Dixie and Alex, my loyal canine study buddies, who
provided endless cuddles and feet warming.

To the countless other friends and family members from Raleigh, NC to Toronto,

Canada, thanks y’all.

X1l



1. Introduction
1.1 Problem

As the HIV epidemic continues into its fourth decade, disparities exist in both
HIV infection risks and HIV-related health outcomes. It is estimated that in 2020, 70% of
persons living with HIV in the U.S. will be over the age of 50 (Aitcheson et al., 2014). The
Centers for Disease Control and Prevention’s (CDC) HIV surveillance reports have
recognized all adults with HIV over the age of 50 to be “older adults” (Centers for
Disease Control and Prevention, 2016). Older adults with HIV are a heterogeneous
group composed of persons who contracted the disease early in life and are surviving
into old age, as well as persons who were infected later in life. The widespread
availability and effectiveness of antiretroviral (ARV) mediations has transformed HIV
from an acute and fatal infection to a manageable chronic illness, which has greatly
improved life expectancy and health outcomes for many persons living with the disease
(Centers for Disease Control and Prevention, 2016). From 1995 —the first year that ARVs
became available—to 2002, HIV-related deaths declined by 70% (World Health
Organization, 2015). The phenomenon of living into old age with HIV is unprecedented
and the physical, psychological, and social consequences of aging with the disease are
still emerging (High et al., 2012; Roger, Mignone, & Kirkland, 2013; Sankar, Nevedal,
Neufeld, Berry, & Luborsky, 2011), as is our understanding of the public health

implications of an aging HIV population.



While men still represent the majority of adults with HIV, the incidence and
prevalence of women with HIV is also increasing (Centers for Disease Control and
Prevention, 2015b). Thirty years ago, women represented only 7% of the AIDS cases in
the U.S.; women now represent 25% of AIDS cases and 30% of new HIV infections, most
of which are in women of color (Centers for Disease Control and Prevention, 2013a).
African American women are disproportionately affected by HIV as they make up only
13% of the female population in the U.S. yet account for 64% of HIV infections among
women (Kaiser Family Foundation, 2014). Over 50,000 older African American women

live with HIV in the U.S. (see Figure 1) (Centers for Disease Control and Prevention,

2015a).
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Figure 1: Females Aged 50+ with Diagnosed HIV in the U.S., by race (2010-2013)
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1.1.1 Health Disparities within the HIV Epidemic

Older African American women with HIV represent multiple socially
marginalized identities in the U.S. context that function at the intersection of race,
gender, class, age, and HIV disease status. Their social location at the intersection of
these marginalized identities —or position on a social hierarchy based on identification
to intersecting groups (Caiola, Barroso, & Docherty, 2017) —subjects them to increased
risks for disparate health outcomes over the life course. Disparate health outcomes that
are largely attributable to unjust social and economic circumstances are termed health
inequities (Braveman & Gruskin, 2003). For African American women, HIV transmission
risk is a product of inequity —or increased risk and vulnerability —across the life course
(Adimora et al., 2001; Isangula, 2011; Pellowski, Kalichman, Matthews, & Adler, 2013).
El-Bassel and colleagues (2009) describe the multiple levels of systemic risk factors for
African American women that place them at higher risk for HIV infection, including
personal factors such as childhood sexual abuse, subsequent substance abuse, lack of
power in negotiating condom use with steady partners, and systemic imbalance of
power based on gender and race.

Similarly, African American women continue to face inequitable and
disproportionate rates of morbidity and mortality related to HIV infection. Recent data
from the National Center for Health Statistics suggests that despite progress in
treatment, racial mortality disparities in HIV have been widening since the 1990s, with
African American women experiencing earlier mortality than all other races of men and

women (Allgood, Hunt, & Rucker, 2016). African American women are more likely to be
3



diagnosed at later stages of the disease leading to more debilitating symptoms and
dying sooner than their White counterparts (Centers for Disease Control and Prevention,
2009). In 2013, AIDS was the fourth leading cause of death among African American
women aged 35 to 44 and the sixth leading cause among African American women aged
45 to 54 (Centers for Disease Control and Prevention, 2014a; 2015c) whereas HIV was not
a leading cause of death in White women at any age category.

In 2015, the updated U.S. National HIV/AIDS Strategy called upon the nation to
focus efforts on eliminating HIV transmission disparities in the most at-risk groups—
gay and bisexual men, African American women, and persons living in the Southern
U.S. (The White House Office of National AIDS Policy, 2015). New to the updated
report, The National HIV/AIDS Strategy, and numerous other researchers (Adimora &
Auerbach, 2010; El-Bassel, Caldeira, Ruglass, & Gilbert, 2009b; Lane et al., 2004), have
recommended structural approaches to combat HIV transmission that take into
consideration the role of social determinants of health (Adimora & Auerbach, 2010; The
White House Office of National AIDS Policy, 2015). Social determinants of health
represent structures and circumstances in which people are born, grow, live, work, and
age that shape the conditions of daily life, including economic stability; neighborhood
and built environments; education; health and health care; and social and community
contexts (Heiman & Artiga, 2015; Marmot et al., 2008; Office of Disease Prevention and
Health Promotion, 2017; Solar & Irwin, 2010). Evidence suggests that structural
interventions for HIV prevention can affect these social determinants by changing the

environment in which individuals engage in health-related behaviors (Adimora &
4



Auerbach, 2010). In the past decade, HIV prevention efforts have been vastly successful,
reducing new HIV infections by 42% in African American women between 2005 and
2014 (Centers for Disease Control and Prevention, 2017). However, the number of
African American women aging and dying with HIV continues to rise. Due to the
complexity of aging with HIV, utilizing structural approaches to support the HIV

disease experience in African American women should also be a national priority.

1.1.2 The Challenges of Aging with HIV

All populations of older adults with HIV infection need to contend with the
physiological effects of HIV-related complications, chronic ARV use, and the natural
aging process, which makes the care for this population particularly challenging (Kirk &
Goetz, 2009). As adults with HIV infection live longer, they are increasingly affected by
multiple chronic illnesses —multimorbidity —at rates greater than expected for their age
(Kim, Westfall, & Willig, 2012). Older adults with HIV have an increased risk of
cardiovascular events, lower bone mineral density, non-AIDS-defining cancers, frailty,
and neurocognitive and psychiatric conditions compared to similar aged adults without
HIV infection (Brooks, Buchacz, Gebo, & Mermin, 2012). Although older adults
generally adhere better to ARV therapy, they tend to have inferior therapeutic responses
to the medication and maintain lower CD4 cell counts than younger persons with HIV
(Althoff et al., 2010). Older women with HIV are at a higher risk of physical
complications due to hormonal changes in menopause (Fantry, Zhan, Taylor, Sill, &
Flaws, 2005) and are more susceptible to the negative effects of polypharmacy than men

(Womack, Brandt, & Justice, 2014).



African American women with HIV face additional challenges as they age with
HIV related to institutional and interpersonal racism and discrimination (Adimora,
Schoenbach, & Doherty, 2006; Logie, James, Tharao, & Loutfy, 2013), increased
caregiving responsibilities (Crewe, 2012; Poindexter & Linsk, 1999), economic hardship
(Lane et al., 2004; McNair & Prather, 2004), and HIV-related stigma (B. P. Black & Miles,
2002; Sandelowski, Lambe, & Barroso, 2004; M. K. Smith, McCarragher, & Brown, 2015)
that influence how they can effectively manage their health. Other forms of social and
structural marginalization, including neighborhood segregation, powerlessness, and
social isolation contribute to lower quality of life for African American women with HIV
(Fletcher et al., 2016). As a result of several challenges, most African American women
with HIV are at a high risk for trauma (Brownley, Fallot, Wolfson Berley, & Himelhoch,
2015), psychological distress (M. S. Miles, Holditch-Davis, Pedersen, Eron, & Schwartz,
2007; Peltzer, Ogawa, Tusher, Farnan, & Gerkovich, 2016), and depression (Vyavaharkar
et al., 2010).

Due to the increased challenges experienced by older African American women
related to social inequities across the life course, it is imperative to identify factors that
may mitigate the challenges of aging with the disease. Scant research exists focusing
specifically on older African American women with HIV and thus our understanding of
their experiences is still quite limited. Thus, examining the personal strengths and social
resources utilized to curb the deleterious effects of aging against multitudinous
structural barriers is necessary to improve health and decrease health disparities in this

population.



1.2 The Role of Social Relationships in Aging with HIV

In 2012, The National Institutes of Health Office of AIDS Research (OAR)
Working Group on HIV and Aging indicated that future research on aging adults with
HIV should focus on the effects of HIV diagnosis on social networks (High et al., 2012).
OAR suggested that research should be conducted on the immediate and long term
effects that an HIV diagnosis has on social network composition to understand how
these networks and relationships change as individuals age with HIV. Recognizing who
provides assistance in times of need, and what the preferred source of assistance is, can
inform interventions that increase socialization and decrease isolation in older
populations (High et al., 2012).

Substantial strides have been made to explore social relationships in older adults
with HIV and highlight their positive impact on disease self-management, HIV-related
stigma mitigation, and quality of life (D. J. Brennan, Emlet, & Eady, 2011; Emlet, Tozay,
& Raveis, 2011; Grov, Golub, Parsons, M, & Karpiak, 2010; Shippy & Karpiak, 2005).
Research has found that greater perceived social resources are key factors to promote
ARV adherence, lower substance use, and better health outcomes such as greater CD4
count among adults with HIV (Whitehead, Hearn, & Burrell, 2014). However, many
adults with HIV perceive multiple barriers to obtaining and maintaining social
relationships due to having fewer social networks, a desire to be self-reliant, a worry of
burdening others, a fear disclosing their HIV status, and unavailability of family
members and friends due to death (related to AIDS, old age, or other causes)

(Grodensky et al., 2015; Grov et al., 2010; Karpiak & Shippy, 2005; Schrimshaw & Siegel,
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2003).

However, these investigations have focused primarily on men and there is still
very little known about social relationship and social networks in older women,
especially in older women of color who represent a growing proportion of the
population of people living with HIV. Social relationships and social support represent
an interesting coping mechanism to explore in African American women with HIV who
may have limited access to other resources. African American women who believe they
are expected to demonstrate unwavering resilience and self-reliance towards life
stressors may exhaust personal resources for prioritizing or engaging in care (e.g.
medication adherence) (A. R. Black & Woods-Giscombé, 2012). Recent exploratory
studies suggest that African American women with HIV in older adulthood utilize social
relationships to engage in care (McDoom, Bokhour, Sullivan, & Drainoni, 2015) and self-
manage HIV and comorbid conditions (Warren-Jeanpiere, Dillaway, Hamilton, Young,
& Goparaju, 2014b).

Thus, there is still a paucity of research on the social relationship experiences of
African American women with HIV and how social relationships may be used to build
social networks and provide social support. Further, social relationships are not static
over time, nor are the social networks in which people associate. Thus, developing
knowledge about who comprises these networks, how and why they change, and the
perceived influences of their development and maintenance over time may help develop
strategies to support health and well-being in this population of women who suffers

from inequitable health outcomes.



1.3 Conceptual Framework: Life Course Perspective

Health disparities can only be understood when examined “more clearly in the
broader American social context of differentiation — by race, ethnicity, social class, and
gender — in power, privilege, and resources, and in the different life experiences and
opportunities that result” (Geiger, 2006, p. 261). Thus, utilizing theoretical frameworks
that focus on the individual while illuminating the broader social context are imperative
to develop a comprehensive understanding of one’s experience bound by social location.

The life course has been described and utilized in the literature as a concept,
approach, perspective, paradigm, and theory (Elder, 1998; Elder, Johnson, & Crosnoe,
2003a). As a result, diverse versions of a life course approach have been developed and
the term life course has become generally associated with research on individuals over
time. A life course perspective (LCP) provides a framework for studying human
phenomena and the processes by which social change influences the developmental
paths of individuals over time (Elder & Shanahan, 2003).

An individual’s life course is characterized by trajectories, transitions, and
turning points (Elder, Johnson, & Crosnoe, 2003c). Life course trajectories represent
long-term patterns of change and stability (George, 2003). Trajectories may characterize
specific states of being over time such as relationship states (e.g. marriage) social states
(e.g. low social location), psychological states (e.g. depression), or biological states (e.g.
immunosuppression) (Kuh, Ben-Shlomo, Lynch, Hallqvist, & Power, 2003). Trajectories
may also span multiple domains of experience (e.g. relationship and health) (George,

2003). Transitions are short-term but gradual changes to new roles within trajectories
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(e.g. transitioning from childhood to adolescence). Often described as defining or
decisive moments, turning points denote specific events, experiences, or awareness that
substantially alter the direction and/or slope of a trajectory over time (George, 2009).
Understanding turning points may be particularly valuable in providing insight into the
complicated underlying processes involved in long-term changes and reveal why the
same life event (e.g. obtaining an HIV infection) for one individual constitutes a turning
point, but not for others (Teruya & Hser, 2010). Turning points can only be identified
retrospectively because it is not possible to know whether an event is a turning point
until significant long-term data is available afterwards.

According to Elder and Giele (2009), a life course trajectory is shaped by four
inextricably linked but distinct principles. 1) Human agency: Humans are not passive
recipients of a predetermined life course. Individuals construct their own life course by
making choices and compromises based on the opportunities and constraints of history
and social circumstances; 2) Timing of events: There is a chronological ordering of events
in an individual’s life. Although life events are not rigidly predetermined and there is
marked variability between individuals, there are general expectations about the phases
of life and the transitions between these phases (e.g. transitioning to adulthood by
leaving a parental home); 3) Linked lives. Lives are lived interdependently and socio-

historical influences are expressed through this network of shared relationships.
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Interdependence may create unexpected changes and circumstances as what happens in
one individual has implications for other individuals; 4) Historical time and place: The life
course of individuals is embedded and shaped by historical times and geographic places
they experience over their lives. All four principles contribute to an individual’s
development over the life span as aging is a lifelong process. Adults experience
fundamental and meaningful biological, social, and psychological changes beyond
childhood (see Figure 2). Understanding and accepting the importance of the principles
of LCP provides an argument against the use of descriptive theories of human behavior
focused on specific ages and individual decision-making (Elder, 2003) as these are
models of agency without structure (Settersten, 2003). Human lives are not lived in a

vacuum free from external influences and relationships and thus cannot be sufficiently
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Figure 2: Elements of Life Course Perspective (adapted from Elder & Giele, 2009)
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represented without considering the larger social context, timing, history, and
relationship with others. Thus, from a life course perspective, “inquiry begins with
social context and asks how it affects the aging process” (Shanahan & McMillan, 2008,
p-63).

1.3.1 Strengths of Life Course Perspective

LCP offers quite a few advantages over other theories of human development.
First, there is an advantage in considering the impact of historical time and social change
on human behavior and development. By recognizing historical contexts and life
dynamics it allows for more heterogeneity of trajectories across individual lives. LCP is a
dynamic theory of human development across the life span, which offers an alternative
to static conceptualizations of development with predetermined stages (Hser,
Longshore, & Anglin, 2007).

Second, LCP offers a lens for understanding how health disparities are created,
exacerbated, reproduced, or mitigated over time and how social factors—representing
both risks and opportunities—can create vulnerability or resilience at each stage of life,
and how they accumulate across the life course (Braveman, 2014). By using LCP, we can
take into consideration the influence that gender, race/ethnicity, and culture has on a
population. Developmental and behavioral theories that do not take the unique
experiences of marginalized populations into account disenfranchise those who have
complex, gender-sensitive, and racially/culturally bound experiences (DeMarco &

Lanier, 2014).
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Further, LCP provides a valuable framework for utilizing diverse theoretical
paradigms to interpret research findings (Hatch, 2000). For example, critical,
interpretative and transformative paradigms may highlight how inequitable power and
privilege manifests over the life course in minority race women and help researchers
and participants develop strategies for social justice.

Finally, critiques have suggested that framing lives in a trajectory can look
fatalistic because individuals who have experienced many adverse events early in life
look as though they are destined for poor health outcome later on (Fine & Kotelchuck,
2010). However, development and health are lifelong and ongoing processes and not
deterministic. Trajectories are nearly always capable of changing, even for those who
trajectories seem limited. The principle of human agency acknowledges an individuals’
ability to make choices within the constraints of their world. Social structures do not
completely determine development but choices are made within the confines of social

structures (Settersten, 2003).

1.3.2 Life Course Perspective to Study African American Women
Aging with HIV

Despite its widespread popularity across a variety of disciplines, life course has
been used to guide relatively few studies on populations with HIV (Sankar et al., 2011).
Studies that have used LCP have focused on HIV infection risk across the life course
(Isangula, 2011; O'Leary & Martins, 2000) but not on experiences living with HIV across
the life course. Similar ecological theories (i.e. Brofenbrennar, 1979) have been used to

explain multidimensional influences of risks for HIV infection across micro-, meso-, and
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macro- systems (El-Bassel, Caldeira, Ruglass, & Gilbert, 2009a; McNair & Prather, 2004).
These models are also based on principles that individuals and their environments are
interdependent and that the needs of individuals should be assessed in conjunction with
their social contexts (Model, 2006). However, LCP provides a comprehensive framework
to study changing social contexts over time. Here, we illustrate how the five principles
of Elder’s LCT are relevant to contextualize experiences with social relationships over
time in older African American women with HIV.
1.3.2.1 Human Agency

The choices of women within the limitations of their world can have
consequences for future trajectories (Elder, Johnson, & Crosnoe, 2003). African American
women with HIV are more likely to experience limited agency due to the structural
constraints of poverty, racism, gender inequality, and social isolation across the life span
(D.]. Gilbert & Wright, 2003). Thus, women may experience fewer perceived choices
related to disease management (e.g. not being able to remain in HIV care or obtain HIV

medications), which may influence the trajectory of HIV disease progression.

1.3.2.2 Timing

A woman obtaining an HIV diagnoses at any stage of life can disrupt her life
course expectations. Transitioning from a non-HIV-infected person to an HIV-infected
person may influence subsequent personal, professional, and health care decisions over
the life course. Learning to live with a highly-stigmatized chronic illness may cause her
to engage in “life reorganization” to cope and create continuity after experiencing

disruption (Becker, 1997, p.4).
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1.3.2.3 Linked lives

Social relationships with others have been shown to be important in the lives of
older African American women with HIV (McDoom et al., 2015; Warren-Jeanpiere,
Dillaway, Hamilton, Young, & Goparaju, 2014b). However, social relationships grow
and change over time and the measurement of relationships at one time point does not
account for their dynamic nature. Women experience social relationships within larger
contextual factors across the life span (e.g. socioeconomic conditions, HIV disease status)
that may be relevant to our understanding of how these relationships influence
dimensions of experience.
1.3.2.4 Historical Time and Place

The historical time and place in which women live influences their experience of
aging with HIV. The first cases of AIDS were identified in 1981, but it was not until four
years later that President Reagan publically acknowledged the AIDS epidemic in the US
(US Department of Health and Human Services, 2016). Because the first cases were
among gay men, intravenous drug users, and Haitians, HIV infection was attributed to
poor and immoral lifestyle choices and public health efforts to prevent HIV were
impeded for other groups (Weber, 2006). Considering women to be a low risk group for
HIV, critical signs and symptoms of HIV excluded numerous gynecological symptoms
such as pelvic inflammatory disease and severe persistent yeast infections, leading to
many women to be underdiagnosed (Ciambrone, 2003). As a result, the rise in infections

in women due to underdiagnoses and a lack of care and treatment led to increased death
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and burden of disease among women, especially racial/ethnic minority women (Weber,
2006).

Cohorts of women aged 50 and older (born in the year 1967~ or earlier) have
lived through the introduction of HIV in the 1980s when it was a highly fatal and poorly
understood disease. Since the availability of the first ARVs in the mid-1990s, HIV has
shifted from an acute infection to a chronic disease with a rapidly changing
demographic of infected persons (World Health Organization, 2015). However, despite
the chronicity of HIV, it carries a heavier burden of stigma and vulnerability compared
to other chronic conditions such as cancer or diabetes and few illnesses have been
associated with such high levels of stigmatization (B. P. Black & Miles, 2002). Thus, the
experience of living with HIV at some point from the 1980s to 2017 will be different than
cohorts in other time periods. The heterogeneity in the length of time living with HIV
will also likely produce different life experiences in trajectories in women.

The geographic location of this research is relevant as experiencing HIV as a
woman in the Southeastern US is different than other locations within the US and
around the world. The ingrained social conservatism of the South is marked by stronger
racism and HIV-related stigmatization for African American women (B. P. Black &
Miles, 2002).

All four LCP concepts influence how African American women develop and
adapt to aging with HIV across time. Women aging with HIV experience many physical
changes due to HIV-related complications, co-morbidities, chronic ARV use, and the

natural aging process. Overall, LCP offers a framework for studying the experiences of
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older African American women across the life course have been affected by adverse
social circumstances throughout the life course such as poverty, discrimination,
stigmatization that persist into old age and shape opportunities and outcomes. Perhaps
the most important implication of LCP is that these adverse circumstances can be
recognized and described while exploring their experiences considering these adverse

circumstances over time.

1.4 Approach

To explore the complex experience of aging with HIV as an African American
woman, we utilized a qualitative descriptive study design with in-depth life history
interviews (Atkinson, 2006; Hagemaster, 1992) and timelines (Berends, 2011; Kolar,
Ahmad, Chan, & Erickson, 2015) as the primary means of data elicitation. Eighteen older
African American women with HIV participated in this study exploring their
experiences with social relationships over the life course. In-depth life histories provided
detailed verbal narratives of lifetime experiences. Timelines—a visual depiction of a life
history where events were displayed in chronological order (Berends, 2011) — were co-
created by the interviewer and participant. Delineated along the timeline were the
timing, significance, and meaning of life events and larger contextual factors. By using
timelines, we sought to enhance the data collection quality and experience of the
participant by: contextualizing narratives and situating personal events within
important social contexts (Kolar et al., 2015); providing a memory aid, which was
helpful for older adults trying to recall events in the past (Berends, 2011); offering a

source of non-verbal communication and rapport building between the interviewer and
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participant; and creating a participatory activity that was co-constructed and

collaborative, removing some of the power from the interviewer (Bagnoli, 2009).

1.5 Purpose Statement and Aims

The purpose of this dissertation is to develop knowledge about African
American women with HIV’s experiences with social relationships across the life course.
The research questions will include: What are their lifetime experiences with
relationships? How have lifetime experiences with relationships changed over time?
What factors are perceived to influence the development and maintenance of
relationships over time? And how have relationships affected their life and health
outcomes? The purpose will be accomplished through five aims represented by five
chapters.
1.5.1 Chapter 1 Aim

Introduce the challenges of African American women aging with HIV and the
significance of using a life course approach to study their experiences with social
relationships over time.
1.5.2 Chapter 2 Aim

Describe the influence that the social context of the social determinants of health
has on health and health equity and where social relationships fit within the social
context. The importance of the social context on the lives of older African American

women with HIV will be explored as a paradigmatic case.

1.5.3 Chapter 3 Aim
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Describe the lifetime experiences with social relationships in a sample of 18
African American women aging with HIV and the factors perceived to influence the
development and maintenance of relationships over time.

1.5.4 Chapter 4 Aim

Describe the trajectory patterns and common turning points in a sample of 18
African American women aging with HIV.

1.5.5 Chapter 5 Aims

Synthesize the findings from the dissertation and discuss recommendations and
research implications for reducing health disparities in older African American women

with HIV.
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2. Social Relationships as a Social Determinant of
Health to Promote Health and Health Equity in African
American Women Living with HIV

There is growing recognition among public health researchers and practitioners
that the global HIV epidemic is more attributable to issues of social injustice than
individual behavior. HIV transmission risk is a product of societal inequity across the
life course (Adimora & Auerbach, 2010; Isangula, 2011; O'Leary & Martins, 2000) as are
disparities across the disease experience (Centers for Disease Control and Prevention,
2015c¢). In the U.S., HIV disproportionately affects marginalized populations such as
sexual and gender minorities, racial and ethnic minorities, people living in poverty, and
people residing in the Southern states (Adimora & Auerbach, 2010; Reif, Whetten,
Wilson, & McAllaster, 2014). In addition, the poor and people of color are more likely to
experience HIV-related complications (Oramasionwu et al., 2009; Pellowski et al., 2013),
and younger mortality (Allgood et al., 2016) than their wealthy, White HIV-infected
counterparts.

Disparities in health that are largely attributable to unjust social and economic
circumstances are health inequities. As such, health equity can be defined as the absence
of systematic disparities between social groups who have different levels of underlying
social advantage/disadvantage (Braveman & Gruskin, 2003). Health inequities “put
groups of people who are already socially disadvantaged (for example, by virtue of
being poor, female, and/or members of a disenfranchised racial, ethnic, or religious
group) at a further disadvantage with respect to their health” (Braveman & Gruskin,
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2003, p. 254). Progress towards health equity is measured by whether health disparities
change over time (Braveman, 2014). Addressing the social determinants of health
(SDH) —the structures and circumstances in which people are born, grow, live, work,
and age that shape the conditions of daily life—is critical towards the achievement of
health equity (Heiman & Artiga, 2015; Marmot et al., 2008; Solar & Irwin, 2010).
Substantial evidence suggests that social determinants—which are shaped by the
distribution of money, power, and resources in a society (Adimora & Auerbach, 2010)-
substantially influence health outcomes at the individual, community, and societal level
(Commission on Social Determinants of Health, 2008).

SDH as described in Healthy People 2020 include: economic stability (e.g.
employment, poverty, food security, housing stability); neighborhood and built
environments (e.g. quality of housing, transportation, environmental conditions, and
crime and violence); education (e.g. literacy and language, high school graduation, early
childhood education); health and health care (e.g. access to health care coverage, quality
of care, and health literacy); and social and community contexts (e.g. social cohesion,
civic participation, incarceration, and discrimination) (Office of Disease Prevention and
Health Promotion, 2017). The social context— in which people are born, grow, live,
work, and age —encompasses a range of concepts and definitions. Evolving models of
the SDH by the World Health Organization have included terms such as social
relationships, social support, social networks, social integration, social isolation, and
social capital (Solar & Irwin, 2010), to describe the social context in which we live.

The purpose of this paper is two-fold: first, we will distinguish between the
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many concepts within the realm “social context” and how these relate to health equity.
Differentiating between social relationships, social support, social networks, social
integration, social isolation, and social capital is critical to understanding how each is
conceptualized in research and relate to health outcomes. Second, we will explore the
importance of the social context in older African American women living with HIV as a
paradigmatic case. Older African American women occupy a marginalized social status
based on their age, race, gender, and HIV status and their ability to access resources

within the social context is limited.

2.1 Social Relationships at the Core of the Social Context

At the core of the social context are social relationships with others. Social
relationships are multidimensional, reciprocal relationships that vary in their quality
(e.g., positive, negative), their function (e.g., social support), and their structure (e.g.,
contact frequency, geographic proximity) (Antonucci, Ajrouch, & Birditt, 2014). The
quality, structure, and function of relationships are influenced by personal (e.g. age,
gender) and situational characteristics (e.g. gender roles, norms), and have a significant
influence on health and well-being (Antonucci et al., 2014). Social relationships can build
social networks, facilitate social cohesion, provide social support, and contribute to
social capital. Social relationships are measured in terms of their structure and content,
meaning how they contribute to social networks (structure) and whether they provide
social support (content) (Umberson, Crosnoe, & Reczek, 2010).

Cohen (2004) defines social support as a “provision of psychological and material

resources intended to benefit an individual’s ability to cope with stress” that is
22



frequently divided into three types: instrumental, informational, or emotional (p. 676).
Instrumental support involves providing material aid such as financial assistance or
helping with daily household chores; informational support involves providing
information pertaining to coping such as providing guidance, counseling, or advice; and
emotional support involves expressing empathy, caring, trust, and reassurance and
providing opportunities for emotional expression (Cohen, 2004). Social networks refer to
the “web” of social relationships surrounding an individual, including the type and
strength of each relationship (Umberson & Montez, 2010). Social networks may or may
not provide social support. Social integration and connectedness refer to the level of
participation or involvement in social networks or activities (Umberson & Montez,
2010), whereas social isolation is the relative absence of social integration (Umberson et

al.,, 2010). See Table 1 for a summary of terms.
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Table 1: Summary of Terms

Term Definition

Social context A tenet of the social determinants of health that describes the
environment in which we live (Commission on Social Determinants of
Health, 2008).

Social relationship Multidimensional and reciprocal relationships that vary in quality,
function, and structure (Antonucci, Ajrouch & Birditt, 2014).

Social support Psychological and material resources (that may be emotional,
instrumental, or informational in nature) derived from social
relationships used to cope with stress (Cohen, 2004).

Social network A web of social relationships (varying in type and strength) surrounding
an individual (Umberson & Montez, 2010).

Social integration Level of participation or involvement in social networks or social
activities (Umberson & Montez, 2010).

Social isolation Absence of social integration (Umberson & Montez, 2010).

Social capital Social resources that flow through social networks and are utilized to
maintain or improve social standing. Structures and power hierarchies
create disparate access to these resources (Bourdieu, 1986; Szeter and
Woolcock, 2004).

The influence of social relationships on psychological and physical health has
been well established in the literature since the 1970s (House, Landis, & Umberson,
1988), but the definition and measurement of social relationships still differs widely
across studies. Holt-Lunstad, Smith, and Layton’s (2010) meta-analysis of 148 studies on
social relationships and mortality risk found that despite diverse measures, three major
components of social relationships were consistently evaluated across studies: (a) the
degree of integration in social networks; (b) the social relationships intended to be
supportive; and (c) the belief by an individual that support was available to them. Past

research has established associations between measures of social relationships and
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positive health outcomes related to morbidity in multiple chronic diseases—such as
diabetes (Miller & Dimatteo, 2013), cardiovascular disease (Uchino, Cacioppo, & Kiecolt-
Glaser, 1996), cancer, (Weihs et al., 2005), and HIV (Roger et al., 2013) —and all-cause
mortality (Holt-Lunstad, Smith, & Layton, 2010). Similarly, deleterious health outcomes
associated with loneliness, social isolation, and negative social relationships have also
been noted (Hawthorne, 2006; McPherson, Smith-Lovin, & Brashears, 2006).

Despite the relatively well accepted link between social relationships and health,
the underlying mechanisms as to how social relationships influence health are complex
and not well understood (Cohen, 2004; Cohen, Underwood, & Gottlieb, 2000).
Explanatory theories include behavioral, psychosocial, and physiological pathways.
Behavioral explanations suggest that social relationships can influence health by
encouraging or indirectly promoting health-related behaviors that influence self-care
(Umberson & Montez, 2010) such as nutritious diet, regular exercise, reduced smoking
and alcohol intake, adequate sleep, or adherence to medication regimens. Psychosocial
explanations posit that social relationships may provide resources—informational,
emotional, or instrumental social support—that influence health via stress buffering,
where adverse events seem less threatening, thus reducing a stress inducing disease
experience (Cohen, 2004; Holt-Lunstad et al., 2010). This is referred to as the stress-
buffering model, where social relationships provide benefit primarily when a person is
in distress (Cohen et al., 2000). Others suggest that social relationships promote a
positive psychological state and in turn a positive physiological response, which is

beneficial regardless of whether a person in under stress (Cohen, 2004). This is referred
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to as the main effects model, where social resources provide benefit regardless of an
individual’s stress experience (Cohen et al., 2000).

However, increases in social contact, social interaction, and social resources are
not always health protective, and similar mechanisms could encourage the opposite
effect in poor social relationships, promoting unhealthy behaviors and causing conflict
and psychological suffering. An alternative argument is that social isolation causes
disease by increasing a sense of separation, loneliness, and stress while decreasing
feelings of self-control and self-esteem (Cohen, 2004); these negative psychological states
could increase neuroendocrine and cardiovascular responses, suppress immune
function, and interfere with positive health behaviors (Uchino et al., 1996). Thus, the
argument for positing the role of social isolation also suggests that there is some bottom

threshold for social contact below which one is at risk for disease (Cohen, 2004).

2.1.1 Social Relationships and Social Inequity

Seminal early work by House, Landis, and Umberson (1988) acknowledged that
social relationships experienced by individuals are a function of larger social forces. The
degree to which individuals can maintain and develop relationships and engage with
others is “determined in part by their position in a larger social structure that is stratified
by age, race, sex, and socioeconomic status and is organized in terms of residential
communities, work organizations and large political and economic structures” (House et
al.,, 1988, pg. 544). Large social forces can greatly influence the quantity (e.g. size,
diversity) and quality (e.g. benefits, costs) of social relationships as they are

“demographically patterned and socially constructed” (Umberson & Montez, 2010,
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pg.6). McPherson, Smith-Lovin and Brashears’ (2006) analysis of social relationships
from the U.S. General Social Survey concluded that certain groups of marginalized
people were more likely to be socially isolated than others, including the poorly

educated and older African Americans.

2.2 Social Capital in the Social Context

More recently, there has been a growing interest in the concept of social capital as
a key component contributing to population health inequity (Pearce & Smith, 2003).
According to a report by the World Health Organization on the SDH, social capital
occupies “an unusual and contested place in understandings of SDH” (Solar & Irwin,
2010, pg. 43). The term social capital is often unfittingly used synonymously with other
measures of social circumstances (e.g., social networks, social interaction, social support,
and social integration) adding further confusion as to how it is conceptualized and
operationalized when studying its influence on health (Solar & Irwin, 2010).
Nevertheless, social capital is gaining momentum as an all-encompassing term to
describe the social resources available to a person in a society on both a personal and
structural level.

Early influential authors on the topic of social capital such as Richard Wilkinson
and Robert Putnam were among the first to describe social capital as a psychosocial
mechanism, based on trust, norms, cooperation, mutual benefit, and civic engagement
(Solar & Irwin, 2010). According to this view, social capital was gained through the
reciprocity of social relationship within a network (Pearce & Smith, 2003). This way of

conceptualizing and measuring social capital has been referred to as the communitarian
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approach and dominates public health research on social capital (5. Moore, Haines, Hawe,
& Shiell, 2006). Subsequent conceptualizations of social capital by Pierre Bourdieu (1986)
and James Coleman (1988) proposed that resources flow through social networks to
influence health and that social structures and power hierarchies create disparities in
access to these resources (Solar & Irwin, 2010). Adding the critical influence of social
structures to social capital has been referred to as the network approach, where by
possessing social capital means having access to social resources that can maintain or
improve one’s position within society (S. Moore et al., 2006).

Building on the network approach, Szreter and Woolcock (2004) argue that social
capital can be distinguished into three forms: bonding, bridging, and linking. Bonding
social capital refers to trusting and mutually beneficial relationships between members of
a shared network that have a similar social identity (Szreter & Woolcock, 2004). Bonding
social capital is most often developed through strong and close relationships between
family and friends. Bridging social capital refers to respect and mutuality between
members of different networks with dissimilar social identities (e.g. age, occupation),
but who are more or less similar in terms of social influence and power (Szreter &
Woolcock, 2004). Bridging social capital is based on Granovetters (1973) theory of ‘weak
ties” (Uphoff, Pickett, Cabieses, Small, & Wright, 2013), where people benefit from
organizations they are loosely associated with such as neighborhoods or religious
institutions. On the other hand, linking social capital refers to the respect and networks of
relationships between individuals across social gradients and is characterized by

relationships with power differentials (Szreter & Woolcock, 2004). Linking social capital
28



can be gained by positive relationships between employers and employees or
governmental representatives and constituents.

A systematic review of 60 studies found that there is strong evidence to suggest
that people with low socioeconomic positions generally have low social capital and that
lack of social capital is related to social inequalities (Uphoff et al., 2013). Social capital
can improve health by improving access to health resources, but also exacerbate
inequalities; not everyone has access to the benefits of social capital and thus will not

benefit in the same way.

2.2.1 Social Capital and Social Inequity

The theory of cumulative inequality (Ferraro & Shippee, 2009) clarifies how
social systems generate inequality through exposures to risks and opportunities.
According to Ferraro and Shippee (2009), conceptualizing social advantages and
disadvantages as opposites limits our understanding of how inequality accumulates
over the life course. Instead, one should consider disadvantage as an exposure to risk
(e.g., debt, crime and violence) and advantage as an exposure to opportunity (e.g.,
investment, health insurance). Living in a perpetual state of disadvantage increases the
chance of risks and hazards over time which accumulate and make an individual more
susceptible to declines in health quality. In contrast, increased exposure to opportunity
can cause a snowball effect of resource accumulation.

Using Szeter and Woolcock’s (2004) conceptualization we can see how
accumulating social capital accentuates social inequalities and power differentials

between opposing groups. If bonding and bridging social capital manifests from
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relationships formed between people with a similar social identities or influence, it
seems reasonable that those with copious social resources will continue to “‘bond” and
‘bridge” with others who possess more social resources. Bonding and bridging social
capital may provide better access to material resources —employment prospects,
educational scholarships, investments opportunities—and allow certain social networks
to accumulate resources and enhance their social position. In contrast, individuals who
lack social resources may continue to bond and bridge with others in with lower social
resources, preventing wealth and resource development and increasing exposure to
risks. The dearth of linking social capital in disadvantaged and marginalized
communities —especially communities of color—due to a lack of positive ties to formal
institutions of power (e.g. law enforcement, bank lenders), has a major bearing on
resource accumulation as well (Szreter & Woolcock, 2004). This allows dominant groups
in society to hold power over others and use that power to secure material and social

resources such as wealth, income, education, and access to health care (Weber, 2006).

2.2.2 Who Has Social Capital?

If the goal of social capital is to facilitate upward social mobility, then the
resources possessed by middle and upper classes are necessarily most valuable. The
higher value of middle and upper class resources allows dominant groups within
society to maintain power because “capital is not just inherited or possessed by the
middle class, but rather it refers to an accumulation of specific forms of knowledge,
skills and abilities that are valued by privileged groups in society” (Yosso, 2005, p. 76).

Essentially, there is an assumption that some communities possess capital and others do
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not, and the value of community resource are judged in comparison to a White, middle
class ‘norm” (Yosso, 2005).

However, Pickett and Wilkinson (2008) argue that cultural and social capital
exists within ethnic and racial minority communities of high same ethnic or racial density.
When members of low status minority communities live in areas with a higher
proportion of their own racial or ethnic group, they tend to have better health than those
who live in areas with a lower proportion. For example, in areas with low same-ethnic
density, higher material resources work to improve health, but the psychological effects
of perceived and/or enacted stigma living in a majority community offset any advantage
(Pickett & Wilkinson, 2008). The authors contend that all marginalized groups who
experience discrimination—whether by race, ethnicity, class, education, occupation,
gender, etc. — experience stress in the wider world when they move outside of the social
spaces where they feel accepted and valued (Pickett & Wilkinson, 2008). In contrast, in
high same-ethnic density areas, material deprivation adversely effects health, but shared
culture and stronger social networks act as a protective mechanism against disadvantage
(Pickett & Wilkinson, 2008).

On the surface, descriptions of the benefits of ethnic density are analogous to
bonding social capital, where mutually beneficial relationships form between members
of a shared network that have a similar social identity. However, these mutually
beneficial relationships form as a protective measure against the stress, stigma, and
victimization of more dominant groups and not as a means of social mobility. For

instance, although most poor families in the U.S. are White, poor White families are not
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concentrated into high-density segregated areas in the same was as Latina and Black
families where there is poor infrastructure and less opportunity (Williams &
Mohammed, 2009). Consolidating into ethnically-dense neighborhoods with fewer
resources as an adaptive strategy is not akin to bonding social capital. If bonding social
capital is a necessary coping mechanism for individuals and communities unable to
access the privileges of bridging and linking social capital, it is truly social capital or
simply social support? We would argue the latter, and the implications of this

distinction are described below

2.3 Measuring Social Relationships and Social Capital

Numerous scales exist for individuals to measure their own level and impact of
social relationships [e.g. The Relationship Assessment Scale (S. S. Hendrick, Dicke, &
Hendrick, 1998)], perceived social support [e.g. Multidimensional Scale of Perceived
Social Support (G. D. Zimet, Dahlem, & Zimet, 1988)], and social participation [e.g. The
Participation Scale (Van Brakel et al., 2009)]. To our knowledge, there are no social
relationship scales that provide assessment for measuring key aspects of social
relationships across the lifespan (Cyranowski et al., 2013). Social capital has been
measured based on individual assessments of social cohesion, civic participation, norms
of reciprocity, and trust between individuals [e.g. Onyx and Bullen’s Social Capital
Scale, (Onyx & Bullen, 2000)], but these assessments have limited application to
understanding how the social environment influences health equity as they only
consider relational aspects of social capital and not structural or material aspects (Cene

et al., 2011). In contrast, structural level measures of social capital have been as simple as
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counting the number or community resources in a community such as number of health
clinics or community centers (Uphoff et al., 2013). However, if certain groups of
individuals cannot access these resources (e.g. due to transportation, costs,
discrimination), their existence is inconsequential.

Social capital is more than the community-level counterpart of individual-level
social relationships and social support (S. Moore et al., 2006). Social support received
from social relationships is not the same as cumulative material resources obtained due
to social capital. This is especially evident in individuals who may have rich social
relationships and networks that provide social support but poor social capital. The
opposite could also be true for those to have access to extensive networks and material
resources, but lack fulfilling social relationships; however, this difference is not due to
structural inequality. Both social relationships and social capital can influence health
and each can exist without the other; thus, they should not be combined into the same
measurement (where social capital is an extension of social relationships). Current
measurements of social capital have the potential to blame disadvantaged groups for
their position in society because they are not as engaged with the community as
individuals who are more advantaged (Uphoff et al., 2013). Similarly, emphasizing that
health can be improved by solely engaging more in one’s community is misguided and

shifts blame from the society level to the individual.

2.4 The Social Context of Older African American women with
HIV

The importance of the social context in larger populations of persons living with
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HIV is well documented (Roger et al., 2013; Slomka, Lim, Gripshover, & Daly, 2013;
Vance, Brennan, Enah, Smith, & Kaur, 2011) and has focused on the influence that social
relationships have on HIV self-management, psychological coping, and quality of life.
Across populations, literature suggests that having social support can help mitigate the
stress caused by HIV (Simoni, Montoya, Huang, & Goodry, 2005; Whitehead et al.,
2014). However, many older adults with HIV are more likely to be socially isolated than
their younger HIV counterparts (Emlet, 2006a), which can lead to significant health
problems. Social isolation has been linked to high rates of anxiety and psychological
distress (Grov et al., 2010; Heckman et al., 2002) decreased quality of life, poor health
status, increased health care utilization, functional decline, and death (Webel et al.,
2014). Further, gaining social support seems to be more complicated for some
subpopulations with HIV than others including older adults (Grov et al., 2010; Shippy &
Karpiak, 2005) and African Americans (Vance, 2006). Older African American women
with HIV represent multiple socially marginalized identities in the U.S. context that
function at the intersection of race, gender, class, age, and HIV disease status. As such,
this population experiences substantial societal-level barriers to social relationships and

social support, which contributes to health disparities in this population.
2.4.1 Barriers to Social Relationships and Social Support
2.4.1.1 Gender Roles
Gender is a social construct that influences the expectations of social roles within
a society (Weber, 2006). For many African American women with HIV, performing the

role of the familial caregiver presents m%jé(‘)r barriers to practicing self-care (DeGrezia &



Scrandis, 2015; Tufts, Wessell, & Kearney, 2010). The expectations of being a wife
(Edwards, Irving, & Hawkins, 2011; Webel et al., 2013), daughter (Tufts et al., 2010), and
mother (Webel et al., 2013) have all been shown to have a negative impact on HIV
disease self-management. Further, many older African American women who act as
informal kinship caregivers for their grandchildren and great-grandchildren (Poindexter
& Linsk, 1999) find it difficult to meet the demands of their own health challenges
(Crewe, 2012). This is consistent with the “Strong Black Woman” script as described by
Black and Peacock (2011) who found that self-care is a low priority for African American
women who have competing caregiver responsibilities and prioritize the needs of others
ahead of their own. Similarly, DeMarco and Chan (2015) explain that many African
American women with HIV conceal their true feelings and set aside their own needs to
promote a reduction in conflict in social relationships. Unfortunately, this also leads to a
reduction in health care adherence and advocating for self-care (DeMarco & Chan, 2013).
Thus, many older African American women act as the primary provider of social

support in social relationships and do not always have that support reciprocated.

2.4.1.2 HIV-Related Stigma

HIV disease stigma is a major contributing factor to decreased social networks in
older African American women with HIV. HIV-related stigma has been defined as
prejudice, discounting, discrediting, and discrimination towards people living with HIV
(Emlet, 2006b). Stigma can be either perceived (felt) by negative societal attitudes, or
enacted (actual) by experiences of discrimination from family members, friends,

coworkers, health care providers, or policies (Galvan, Davis, Banks, & Bing, 2008).
35



African American women with HIV, especially in the South, are vulnerable to
experiences of multilevel stigma persistent at the interpersonal, community, and
institutional level (Fletcher et al., 2016). HIV-related stigma has been shown to be more
prevalent among women (Sandelowski et al., 2004) and African Americans (Emlet,
2007). Other work reports that older African American women believe they experience
more intense HIV-related stigma than younger women because HIV is viewed as more
shameful in older women who should “know better” than to contract HIV (Grodensky
et al., 2015).

There are intimate connections among HIV-disclosure, HIV-related stigma, and
social support (McDoom et al., 2015). HIV disclosure has been described as a
“paradoxical double-edged sword” where it may open women to the opportunity for
support, but also may open women to stigmatization (Fletcher, 2016, p. 353). In African
American men and women with HIV, high perceived social support is associated with
less perceived stigma (Galvan et al., 2008), but high perceived stigma prevents many
from disclosing their HIV status (B. P. Black & Miles, 2002; Vance, 2006). Thus, the fear
of stigmatization causes many women to stay socially isolated, limit their social
networks, and impedes HIV self-management (McDoom et al., 2015; Peltzer et al., 2016;
Tufts et al., 2010).
2.4.1.3 Ageism

Others suggest that ageism acts as an additional layer of stigmatization to older
adults with HIV, which also limits social networks. Ageism is defined as the belief that

older people are no longer attractive, productive, or valued members of society, and is
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detrimental to the well-being, mental state, and self-conceptualization of older adults
managing HIV (Vance, Ross, Moneyham, Farr, & Fordham, 2010). Aging has been
shown to disrupt social networks and contribute to social isolation (Emlet, 2006a; Shippy
& Karpiak, 2005), regardless of geographic location (Gannon & Stacciarini, 2016). Small
rural communities may offer the advantage of strong social networks for older adults,
but also may marginalize and exclude individuals who are associated with behaviors
known to put people at risk for HIV (e.g. injection drug use, men who have sex with

men) (Cene et al., 2011).

2.4.1.3 Structural Racism and Poverty

Structural racism and poverty have also contributed to constrained social
networks in urban and rural African American women in the U.S. (Lane et al., 2004).
Unjust social policies have led to the mass incarceration of African American men in the
U.S. (Adimora & Schoenbach, 2005) and disproportionate incarceration rates have
created unbalanced gender ratios in which women outnumber men in many African
American communities. As a result, these communities suffer from divided families,
more female-headed households, low unemployment rates upon release from prison,
and fewer financially secure African American male partners (Adimora & Schoenbach,
2005; Williams & Collins, 2001).

Williams and Collins (2001) argue that neighborhood socioeconomic conditions,
specifically poverty, underpin the formation and maintenance of social networks
perpetuating high-risk behaviors (e.g. substance use) among disadvantaged African

Americans in the South. Further, residential segregation and lack of access to jobs also
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produce high rates of male unemployment and underemployment and leads to a
concentration of poverty in many communities of color (Williams & Collins, 2001).
Poverty is a major precipitating factor to HIV infection (Pellowski et al., 2013) and living
in poverty negatively affects HIV-related health outcomes.

2.4.2 Constrained Social Capital

Living with HIV may necessitate extending beyond intimate social networks to
help cope with the disease (Watkins-Hayes, Pittman-Gay, & Beaman, 2012). For
example, specialized medical care, HIV support and advocacy groups, and legal and
housing services have been found to be essential for many people living with HIV
(Emlet, 2006b). However, for women occupying a marginalized social status based on
age, race, class, gender, and HIV status, their ability to access such institutional
resources may be compromised (Watkins-Hayes et al., 2012).

Newer research has sought to explore how social capital contributes to health
and quality of life in men and women living with HIV (Cene et al., 2011; Cuca et al.,
2017; Webel et al., 2012) and African Americans at risk for HIV (Cene et al., 2011).
However, most research on social capital and HIV has utilized Putnam’s
conceptualization of social capital using relational measures (e.g. social cohesion, civic
participation, and norms or reciprocity) and fails to capture the complex interplay
between individuals are their communities. This lack of emphasis on structural level
aspects “produces only partial accounts of individuals’ lived experiences and little
insight into why disparities exist” (Cene et al, 2011, p. 738). For instance, Webel (2016)

and colleagues sought to disentangle the influence of social belonging, social support
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networks, and social capital in people living with HIV, but found that social
relationships were more strongly associated with health outcomes and behaviors than
social capital or social support. The authors attributed this difference to the fact that
before social support can be derived, one must have social relationships (Webel, Sattar,
Schreiner, & Phillips, 2016). Similarly, Cuca (2017) and colleagues found that in a sample
of women with HIV there was no significant relationship between HIV-related stigma
and social capital.

In contrast, Cene et al’s (2011) critical analysis of HIV risk in African Americans
acknowledged that aggregating relational measures of the social context and conflating
it with structural measures of social capital is highly problematic. As previously
mentioned, social support received from social relationships are not the same as
cumulative material resources obtained due to social capital. If we consider social
support a subcomponent of social capital, it could potentially continue to overemphasize
individual values and lifestyle behaviors on HIV risk and health outcomes. For example,
if we accept that individuals can improve their own health problems by simply
generating social capital, policy and lawmakers will be “discharged of the responsibility
for addressing health and health care issues, much less taking steps to tackle underlying
social inequities” (Solar & Irwin, 2010, pg. 42). Such thinking which encourages a level of
victim-blaming by implying that certain people are unhealthy because they do not
devote enough time to civic engagement and community activities (C. Campbell, 2001).

At the same time, it is important to move the discussion towards understanding

that health can be influenced by relationships and social support at the interpersonal
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level as well as by social capital at the societal level. However, supporting healthy
relationship development and maintenance over time requires critically examining the
social structures which constrain these opportunities for marginalized populations.
2.5 Conclusion

The case of the social context in older African American women with HIV is
complex. As demonstrated in the literature, social relationships in women with HIV can
be difficult to access and do not always promote health behaviors. When social
relationships are beneficial and provide social support, they can contribute to HIV self-
management against the barriers of lacking financial and material resources. However,
larger structural barriers such as HIV-related stigma, gender roles, racism, and poverty
prevents the development of social relationships at the interpersonal level. Studies of
social capital in older African American women with HIV have yet to be conclusive.
However, our understanding of social relationships in older African American women
with HIV, who represent a growing proportion of the population of people living with

HIV, is still limited.
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3. Social Relationships Across the Life Course in Older
African American Women with HIV

The widespread availability and effectiveness of antiretroviral (ARV)
medications has transformed HIV from an acute and fatal infection to a manageable
chronic illness, which has greatly improved life expectancy and health outcomes for
infected persons (Kirk & Goetz, 2009). As a result, research has shifted to look at factors
that help persons not only survive with HIV but live well with HIV by maximizing
function and minimizing frailty (Justice, 2010). By 2020, it is estimated that over 70% of
the persons living with HIV will be over the age of 50. While men still represent most
persons with HIV, the prevalence of African American women with HIV is rising.
African American women make up only 13% of the older female population in the U.S.
yet account for 60% of HIV infections among older women (Kaiser Family Foundation,
2014). Over 50,000 older African American women live with HIV in the U.S (Centers for
Disease Control and Prevention, 2015a).

African American women face various factors including chronic ARV use,
physiological aging (e.g. menopausal changes), racism and discrimination (Adimora et
al., 2006; Logie et al., 2013), increased caregiving responsibilities (Crewe, 2012;
Poindexter & Linsk, 1999), economic hardship (Lane et al., 2004; McNair & Prather,
2004), and HIV-related stigma (B. P. Black & Miles, 2002; Sandelowski et al., 2004; M. K.
Smith et al., 2015) that intersect to influence how they can effectively manage their
health as they age. As a result, African American women with HIV are at a high risk for

trauma (Brownley et al., 2015) psycholo%ilcal distress (M. S. Miles et al., 2007; Peltzer et



al., 2016), depression (Vyavaharkar et al., 2010), comorbid chronic conditions (D. J.
Gilbert & Wright, 2003), and early mortality (Centers for Disease Control and
Prevention, 2009). Due to the many challenges facing older African American women
with HIV related to physiological aging and social inequities across the life course, it is
imperative to identify factors that may mitigate the challenges of aging with the disease.

Across populations of persons living with HIV, social relationships have been
shown to influence HIV self-management, psychological coping, and quality of life
(Slomka et al., 2013; Vance et al., 2011). However, gaining social support from social
relationships seems to be more complicated for some subpopulations with HIV than
others including older adults (Grov et al., 2010; Shippy & Karpiak, 2005) and African
Americans (Vance, 2006). Social relationships play a vital role in the health of older
adults with HIV helping to mitigate distress and improve mood (Emlet, 2006a; Karpiak
& Shippy, 2005; Schrimshaw & Siegel, 2003; Slomka et al., 2013), but nearly half of older
adults with HIV report their support networks as inadequate (Karpiak & Shippy, 2005).
Many older adults with HIV are more likely to be socially isolated than their younger
HIV infected counterparts (Emlet, 2006a), which can lead to significant additional health
problems. Social isolation has been linked to high rates of anxiety and psychological
distress (Grov et al., 2010; Heckman et al., 2002) decreased quality of life, poor health
status, increased health care utilization, functional decline, and death in older adults
with HIV (Webel et al., 2014)

For African American women with HIV, familial relationships are often reported

as a source of stress and support (Durvasula, 2014; Edwards, 2006). African American
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women with HIV report that familial caregiving responsibilities are major barriers to
practicing self-care (Tufts et al., 2010) as they prioritize the needs of others above their
own (A. R. Black & Peacock, 2011; Edwards et al., 2011). However, recent exploratory
studies suggest that older African American women also utilize social relationships to
engage in care (McDoom et al., 2015) and self-manage HIV and comorbid conditions
(Warren-Jeanpiere, Dillaway, Hamilton, Young, & Goparaju, 2014b), which
demonstrates a need to further research the context and content of social relationships in
this population (Edwards et al., 2011).

Social relationships both build social networks and provide social support; they
are measured in terms of their structure and content, meaning how they contribute to
social networks (structure) and whether they provide social support (content)
(Umberson et al., 2010). Cohen (2004) defines social support as a “provision of
psychological and material resources intended to benefit an individual’s ability to cope
with stress” that is frequently divided into three types: instrumental, informational, or
emotional (p. 676). Instrumental support involves providing material aid such as financial
assistance or helping with daily household chores; informational support involves
providing information pertaining to coping such as providing guidance, counseling, or
advice; and emotional support involves expressing empathy, caring, trust, and
reassurance and providing opportunities for emotional expression (Cohen, 2004).

Social relationships are not static over time, nor are the social networks in which
individuals associate. This paper will focus on the social relationship experiences of

African American women with HIV across the life course to explore who comprises
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these networks and what influences their development and maintenance over time.
Developing a detailed understanding of the perceived role of social relationships over
the life course may provide important insights for health care providers and policy
makers to develop strategies to support the health and well-being among this subgroup

of women.

3.1 Conceptual Framework

This study is guided by the Life Course Perspective (LCP) (Elder, 1998; Elder &
Giele, 2009; Elder, Johnson, & Crosnoe, 2003b; 2003a), which offers a comprehensive
framework to study changing experiences as people age and are influenced by different
social and historical contexts. Theoretical frameworks that focus on the individual while
illuminating the broader social context are imperative to develop a detailed
understanding of personal experience bound by cultural and environmental
surroundings.

According to Elder and Giele (2009), a life course is shaped by four inextricably
linked but distinct principles: 1) Human agency: Humans are not passive recipients of a
predetermined life course. Individuals construct their own life course by making choices
and compromises based on the opportunities and constraints of history and social
circumstances; 2) Timing of events: There is a chronological ordering of events in an
individual’s life. Although life events are not rigidly predetermined and there is marked
variability between individuals, there are general expectations about the phases of life
and the transitions between these phases (e.g. transitioning to adulthood by leaving a

parental home); 3) Linked lives. Lives are lived interdependently and socio-historical
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influences are expressed through this network of shared relationships. Interdependence
may create unexpected changes and circumstances as what happens in one individual
has implications for other individuals; 4) Historical time and place: The life course of
individuals is embedded and shaped by historical times and geographic places they
experience over their lives. All four principles contribute to an individual’s development
over the life span as aging is a lifelong process. Adults experience fundamental and
meaningful biological, social, and psychological changes beyond childhood (see Figure
3).

Understanding and accepting the importance of the principles of LCP provides
an argument against the use of descriptive theories of human behavior focused on
specific ages and individual decision-making (Elder, 2003) as these are models of agency
without structure (Settersten, 2003). Human lives are not lived in a vacuum free from
external influences and relationships and thus cannot be sufficiently represented
without considering the larger social context, timing, history, and relationship with
others. Despite its widespread popularity across a variety of disciplines, LCP has been
used to guide relatively few studies on populations with HIV (Sankar et al., 2011).
Studies that have used life course have focused on HIV infection risk across time
(Isangula, 2011; O'Leary & Martins, 2000) but not on the experiences of living with HIV

across the life course.
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Figure 3: Elements of Life Course Perspective (adapted from Elder & Giele, 2009)
3.2 Approach
3.2.1 Design and Sampling

Eighteen older African American women with HIV participated in this study

exploring their experiences with social relationships over the life course. We utilized a
qualitative descriptive study design with in-depth life history interviews (Atkinson,
2006; Hagemaster, 1992) and timelines (Berends, 2011; Kolar et al., 2015) as the primary
means of data elicitation. In-depth life histories provided detailed verbal narratives of
lifetime experiences. Timelines—a visual depiction of a life history where events were
displayed in chronological order (Berends, 2011) — were co-created by the interviewer
and participant. Delineated along the timeline were the timing, significance, and
meaning of life events and larger contextual factors. By using timelines, we sought to

enhance the data collection quality and experience of the participant by: contextualizing
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narratives and situating personal events within important social contexts (Kolar et al.,
2015); providing a memory aid, which was helpful for older adults trying to recall events
in the past (Berends, 2011); offering a source of non-verbal communication and rapport
building between the interviewer and participant; and creating a participatory activity
that was co-constructed and collaborative, removing some of the power from the
interviewer (Bagnoli, 2009).

All women in the study self-identified as African American or Black race, over
the age of 50, infected with HIV, and able read and write English. No limits were placed
on the amount of time women had been living with HIV infection or whether they had
contracted the infection in early or later life.

Participants were recruited from flyers in infectious disease clinics and on a
classified website (Craigslist) in the Triangle/Piedmont (central) area of North Carolina.
In 2015, there were approximately 34,000 people living with diagnosed HIV infection in
North Carolina, and over 10,000 of those were over the age of 50 (CDC, 2016). The
Southern HIV/AIDS Strategy Initiative (SASI) has designated North Carolina as one of
the target states belonging to the “Deep South” as it has been disproportionately affected
by the HIV epidemic as a result of overall poor health status, high poverty rates, a
cultural conservatism fostering HIV-related stigma (Reif et al., 2014). In 2010, only 37%
of the US population resided in the South, but accounted for nearly half of individuals
living with HIV (Reif et al., 2014). See Appendix C for the participant recruitment flow

diagram.
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3.2.2 Data Collection

The first author (EM) interviewed each participant twice at two different time
points. Interviews were conducted between one and three weeks apart to allow the
participant and interviewer to reflect on the first interview and elaborate during the
second. At the time of the first interview, we used a sociodemographic form (Appendix
A) to collect data on age, education, income, occupation/employment, marital status,
living arrangement, number and ages of children under 18 years of age residing in the
home, co-occurring chronic health issues, illicit drug use, alcohol use, smoking, HIV
history and antiretroviral use. The first interview started with the broad question: “Tell
me a little about yourself.” We used an interview guide (Appendix B) that included
guiding questions such as: Who have been the most important people in your life? How
have these relationships helped you cope while living with HIV? How have you
experiences with relationships changed over time? What have been the challenges to
maintaining interpersonal relationships over time? How have your experiences with
interpersonal relationships affected your life? How has being an African American
woman with HIV influenced these experiences?

For the first six participants, we initiated the timeline activity near the end of the
interview and completed it during the second interview; however, we found that during
the first meeting, there was a lot information gathered from the interview guide
questions and by the end, participants were somewhat fatigued. Thus, we changed the
approach beginning with the seventh participant and moved the timeline to the second

interview only. Following Humphreys’ (2000) approach, at the beginning of the second
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interview, we presented the participant with large pieces of paper (10”x20”) and many
colored pens and asked them to think about the most important events and persons in
their life starting from their birth year and ending the day of the interview, and to write
them on the paper along a timeline. They were also asked to indicate whether these
events were good or bad or mixed. Participants were told there was no wrong way to do
this activity and that they should feel free to draw as little or as much as they liked on
the paper and that we would talk through the events as she wrote them down (see
Appendix D for an example of a participant timeline). All interviews were digitally
recorded. We always listened to the first interview and made notes and memos before
conducting the second interview, which allowed the interviewer to ask for clarification
and ask about emerging findings.

Descriptive field notes were completed within a few hours after every interview.
Since the interviews were conducted in a variety of settings, the interviewer made notes
about the time, location, and other pertinent details about the context. For instance, in a
few cases other people were present in the home during the interview. The interviewer
often had a significant amount of informal interaction with the participants before
and/or after the recorded interview that she made note of in the field notes.

Most the interviews were conducted in participant homes (17), but others took
place in cafés (7), health department clinic rooms (7), private interview rooms (4), and a
public library (1). Each participant completed a demographic form, two life history
interviews, and all but one completed a timeline. The total interview time for each

participant averaged 151 minutes (2.5 hours) and ranged from 82-258 minutes. In total,
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18 demographic forms, 36 interviews, 17 timelines, and 37 field notes were collected
between February 2016 and February 2017.
3.2.3 Ethics

All participants provided written informed consent prior to beginning data
collection. Approval for this study was obtained from the appropriate Institutional
Review Board for Research Involving Human Subjects. A certificate of confidentiality
from the Department of Health and Human Services was also obtained as we collected
sensitive information from participants. Participants received $45 in Walmart gift cards

to thank them for their time and bus passes as needed for transportation.

3.2.4 Data Management

The interview recordings, transcribed interviews, field notes, and scanned copies
of the timelines were all kept on a secure server at the Duke University School of
Nursing (DUSON). Digital data were labeled by participant number and type of type of
data (e.g. PO01 Interview 1). Hard copies of consent forms, demographic forms, and
timelines were kept in a locked filing cabinet in a locked office suite at DUSON.
3.2.5 Data Analysis

Descriptive statistics were used to summarize the sociodemographic

characteristics of participants.

3.2.6.2.1 Phase 1: Data preparation and familiarization

Data preparation and familiarization began as soon as the first interview was

completed. The interviewer conducted all the interviews, listened to all the recordings,
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and transcribed 20 of the interviews. Sixteen interviews were transcribed by two other
transcriptionists. The interviewer proofed each transcript against the audio recording
and uploaded each proofed transcript into NVivo 11, a qualitative software program
utilized to organize qualitative data (QSR International, 2014). We scanned and
uploaded each timeline and field note(s) associated with each case into NVivo 11.

During this phase, we used a variety of coding strategies (e.g., structural,
descriptive, magnitude, and in vivo) to assess the participants” perceptions of their
experiences with interpersonal relationships across the life course (M. B. Miles,
Huberman, & Saldana, 2014; Saldana, 2013). We used structural coding (Saldana, 2013),
which is an inductive form of coding used to index and categorize the data, to introduce
a priori codes derived from the life course framework (trajectories, turning points,
human agency, historical time and place, timing, linked lives, and life span
development). We used magnitude coding (Saldana, 2013) to indicate the emotional
valence (positive/good or negative/bad) participants assigned to events, turning points,
and outcomes. Finally, we used descriptive and in vivo coding (Saldana, 2013) to

capture other concepts not sufficiently explained by life course perspective.

3.2.6.2.2 Phase 2: Within case analysis

Before comparing across cases, we undertook an in-depth analysis into each
participant and focused on getting a sense of each case as a whole (Sandelowski, 1995).
Taking a case-oriented approach, we wrote case summaries of each participant’s story
which included our initial impressions of the participant and our interview and a

summary of the participant’s story with embedded quotes to stay close to the data
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(Sandelowski, 1996). During this phase, we also reconstructed the life history timelines
of each participant in Microsoft Excel, synthesizing information from the interviews and

the participant’s written timeline (George, 1996).

3.2.6.2.3 Phase 3: Across case analysis.

Across case analysis was completed in phase three. During this phase, we
compared themes across five developmental periods: childhood (<12 years), adolescence
(12-20 years), young adult (21-35 years), middle adult (36-49 years), and older adult (50+)
related to the factors that influenced relationships over time. The developmental periods
of childhood and adolescence, and young and middle adult were collapsed together,
respectively, as there were few distinctions made by participant between these time

periods across the life course.

3.2.6.3 Trustworthiness

A variety of efforts were used to enhance the rigor and credibility of the study
(M. B. Miles et al., 2014). As this research was undertaken as part of a doctoral program,
The interviewer spent time developing skills in qualitative methods and analysis
through formal coursework and mentorship from qualitative experts on her dissertation
committee. Consistency was maintained throughout the study as the interviewer was
the one member of the study team conducting interviews and coding the data. The
interviewer engaged in peer debriefing with her dissertation chair, faculty members, and
other colleagues to discuss the analysis process throughout the study. Confirmability
was maintained by spending a significant amount of time with each participant

(prolonged engagement) and conductin% Jnore than one interview with each participant.




During the second interview, the interviewer sought clarification for information
presented in the first interview and shared her emerging interpretations. Since the
interviewer analyzed data throughout the study, she brought developing themes and
ideas to subsequent interviews with other participants. The interviewer left an audit trail

by completing many analytic memos and thick descriptions of each participant case.

3.3 Findings

Participant characteristics are displayed in Table 2. The sample ranged in age
from 50 to 67, with the average age being 57. Participants had been living with HIV for
an average of 15 years and a range of one to 30 years—the earliest HIV diagnosis age
was 21 and the latest was 65. Most participants lived in their own home or apartment.
Five were married or cohabitating with an intimate partner, four were in intimate
relationships but living separately, and nine were single. Participants lived on a median
income of $989 per month. All were connected to primary care and were adhering to
ARV medication. The results of this study are presented in two parts. In the first section,
we present the factors that influence relationships across the life course. In the second

section, we discuss the most important relationships over time.
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Table 2: Participant demographics

Characteristic N=18 SD/%
Age, in years 57 4.8
Years since contracted HIV 15 7.8
Marital status

Married/cohabitating with long term partner 5 28%

Long term partner (living separately) 4 22%

Single 9 50%
Years of education 12.9 1.76
Currently employed 2 11%
Number residing in household (including self) 2 1.41
Primary caregiver for someone in household 2 11%
Current living situation

Lives in own home or apartment 15 83%

Staying with friends or family 2 11%

Staying in recovery house 1 6%
Total monthly income, in $US (mean + SD) $1,083 $643
Total monthly income, in $US (min, med, max) 187,989, 3300
How contracted HIV

Sex with male partner 15 83%

Unknown 3 17%
Ever used street drugs 15 83%

Marijuana 9 50%
Crack cocaine 13 72%

Currently using street drugs 3 17%
Most recent CD4 count (mean + SD) 880 443

3.3.1 Part 1: Factors that Influenced Relationships Across the Life
Course

Results in this section are reported in terms of the most salient factors that
influenced participants’ relationship development and maintenance across three stages

of development: childhood/adolescence, young/middle adulthood, and older adulthood.

3.3.1.1 Childhood/Adolescence (Ages birth — 20)
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3.3.1.1.1 Southern life in the 1950/1960s (Historical time and place)

Most of the participants grew up in the Southeastern United States, including
Virginia and North and South Carolina. Many reported coming from large rural farming
families where extended family members” homes were also within walking distance.
One participant described this upbringing as the: “white picket fence background
family. No drugs, no alcohol in the family. I grew up with my grandparents, my aunts
and uncles; a very close knit family” (P007, T1). Rural life was accompanied by
significant household and childcare responsibilities, and families were often described
as having strict and conservative views towards young girls. One participant, who grew
up as the youngest child of a preacher, described her rural home life as emotionally
stifling, limiting her ability to discuss her own challenges growing up. She recalled
about her relationship with her father: “And I remember him saying if it wasn’t about
God, money or church, he didn’t wanna hear it. And I wanted so much to be heard, and
I would think: “What can I say? I wanna say something that’s so brilliant that my dad
would allow me to be able to speak’” (P009, T1).

For the participants who grew up in Southern towns and cities, memories of
school and neighborhood segregation were poignant. One participant described the
process of her middle school desegregating in the 1960s, which caused extreme turmoil
within her extended family: “My mother’s father was a white man and we had cousins
that would not claim us [after desegregation] and those are the ones I fought in school.
All the time” (P017, T1). Another participant explained getting expelled from her middle

school after physically assaulting a white secretary who yelled racial slurs at her.



Other women who grew up in large cities such as Chicago, New York City,
Philadelphia, Washington D.C., and Baltimore explained shock at the racial tension
when they moved to the South in their youth. For one participant, growing up in a
predominantly black neighborhood in Maryland and moving to a white neighborhood
in North Carolina posed challenges to developing friendships and feeling safe. She
stated of the children in her school:

It just was really a culture chock. They were white. I never was around them [before]. I
didn’t know how to interact. You know, other than what you see on TV and everything,
and what a kid sees on TV ain’t good. So, I guess they were showing the [segregation]
and everything that was going on. That’s how it was planted in my head that white
people did not like black people. So, when I got to this school, I got in so [much] trouble
with so many white people. But then I had some white girls that were my friends. But I
just didn’t know how- you know, it was just different. It was just new and strange (P008,
T2).

Similarly, another woman described moving to the South as distressing because
of pervasive “racial prejudice.” She stated: “there was a lot of prejudice that I'm not used
to because when I grew up in New York I had all kinds of friends [..] I had Puerto Rican
friends, Dominican friends, white friends, black friends. Down here, if they see you with
anybody white it’s like “What is this? [What are you doing with them?}” And it’s still like

that here.” (P004, T1).

3.3.1.1.2 Child sexual abuse (Linked lives)

Five women reported experiencing the harrowing trauma of child sexual abuse.
Three women described one to three separate incidents of sexual assault during their
childhood, while two women reported extensive long term abuse starting as early as age
five and lasting until their preteen years. Victims of long-term abuse reported multiple

perpetrators over the years, many of whgm were family members. All women could



recall these distressing episodes in remarkable detail, including associated sounds,
scents, and thoughts, even decades later.

During and after the incident of abuse, feelings of loneliness and isolation were
common as most women did not feel they had the appropriate support during this time.
All but one participant reported keeping the abuse a secret in their youth and not
disclosing it to anyone until years later. One participant explained the anxiety of not
feeling she had anyone to turn to:

So when I got molested at about 9 years old, and when I got raped in the 9t grade,
brutally raped, and when I got raped in the 10t grade, [I didn’t have] the luxury of being
able to go to a parent and say ‘this is what I experienced and I'm so overwhelmed, I need
your love, I need your help.”  mean, even looking back now, I think it was like 20-
something years later after the first incident that I was able to like talk to some of my
older siblings (P009, T2).

For two women, disclosing child sexual abuse to family members was met with denial
or disbelief. One participant explained her mother’s reaction when she disclosed years of
abuse by her maternal uncle: “I never told anyone about the abuse. I told my mother
when I was 25 years old. I wrote her a letter and told her what happened. And she said
she asked her brother and he said it didn't happen. But she didn't say nothing about the
other people [who abused me]. And that really irritated me” (P008, T2).

Child sexual abuse was identified as a major contributing factor to mental health
challenges in this group of women; they reported struggling with depression, anxiety,
bipolar disorder, and suicidal ideation for many years after the incident(s). Child sexual
abuse also had long-term consequences for intimate partnership development. One
woman who was abused by a male and female neighbor at the age of 10 stated: “[the

abuse] cut me off as far as really trying t%) 7get a connection as far as love and stuff like



that because ah, I didn’t understand it. I still don’t understand it but it happened.  mean

that’s just my life” (P018, T2).

3.3.1.1.3 Early Motherhood (Timing of events)

Eight participants experienced early motherhood (age 13-17) that was reported
as both unintended or intended. Unintended motherhood was either due to
unawareness about reproduction or sexual assault. First sexual experiences with older
boyfriends produced children for most young mothers, as they did not understand the
consequences of sexual activity. Most women reported they had never had
conversations about sex with their parents or in school. One participant described her
mother as always being concerned with her menstrual cycle, but she did not understand
why until years later. She recalled one summer away at her aunt’s home in New York:
“[My mother] would call every time it was time for my period. And my aunt was like,
“Yeah, she’s having a period’ [...] [My mother] thought I was up there running around
with little boys” (P017, T2). Two women reported becoming young mothers from sexual
assault; one by her stepfather and the other by a stranger.

Intended pregnancies were reported by women who were driven to have
children at a young age to compensate for a lack of family support in their youth. For
one participant, purposely having two children before the age of 17 was her way of
coping with sexual abuse and trying to find the love she never felt as a child:

I can’t make people love me. All my life, I just wanted somebody to love me [...] I've
been searching for love all my life [...] The molestation started, so then I said I'm gonna
have kids so they could love me. You know how people have kids, you get a plan and
everything is happy? You get married, you have kids, and you know, everybody is just

58




there for you and everything. I never had that. I just got pregnant, had a kid. End[ed] up
pregnant, ha[d] a kid” (P008, T1).

Early motherhood had implications for education and employment prospects.
Young mothers often dropped out of school or left employment to care for their
children. One participant expressed remorse that she was encouraged to leave high
school by a counselor when she got pregnant: “’Go home and raise that baby.” That
counselor sat at that desk and said that to me. A 17-year old child...for I still was a child.
And I never went back. [...] I went home. I should of went back to school after having
my baby" (P003, T1).

Early motherhood also had implications for relationships within participants’
families, especially for those who relied upon their mothers for childcare. Regardless of
the struggles of being a young mother, the birth of children was commonly seen as a
positive event at any age. However, as one participant stated, being a young mother

“took away all of my time away from being a kid" (P002, T1).

3.3.1.2 Young/Middle Adulthood (Ages 21 - 49)

3.3.1.2.1 "It was like a first love:” Crack cocaine addiction (Human agency, Historical time and
place)

A long history of substance abuse dominated the narrative of many women in
the study. Thirteen women disclosed a history of crack cocaine addiction that began in
young or middle adulthood and lasted from 13 to 40 years. Drugs were often introduced
to participants by an older trusted peer (e.g. cousin, neighbor, or friend). Crack cocaine
addiction was described as an all-consuming disease that subjected women to violence,

crime, sex work, and other hardships. The effects of addiction affected all aspects of
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participants’ lives from employment, to relationships, to health. Despite the negative
consequences, substance abuse was described by most women as refuge from past
trauma. For example, one woman stated that while using crack cocaine: “I looked real
bad. I felt real bad. I felt bad inside and out. I didn’t look in the mirror and stuff like that,
you know. But just for th[ose] few minutes, I could [...] forget about all that abuse, you
know?" (P003, T1)

Participants lamented the deleterious effects their drug use had on their families,
especially their children. One participant described addiction as a “family disease”
where having one person addicted to drugs in the family made other family members
“vulnerable and susceptible to addiction” as well (P009, T1). One participant who used
remembered that her father was in and out of jail for selling crack cocaine and heroin for
most of her childhood. Some women who had young children at the time of their drug
use reported relinquishing custody of them. For example, one woman explained that her
addiction had consumed her: “I walked away from my children ah, because my
addiction took over. It was like [...] a first love” (P015, T1). Another participant
expressed remorse at the stress her children had experienced through the years while
she used drugs: “I have the greatest kids, I do. Because they’ve had so many bags of
garbage they’ve had to carry at such a young age. Not only my drug use, not only my
HIV, their own personal stuff, going in and out of foster care. And I'm often heard them
say, we never knew whether you were gonna live or die” (P007, T1). Another participant
described that although she was a functioning addict, she knew her daughters

constantly worried about her: “Oh, they cried behind the scenes. I didn’t know they
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cried but my mom told me about them crying. And my youngest daughter, to this day,
she [says], ‘Mama, are you doing okay?’ [...] “you be careful.” They knew I was doing
drugs” (P017, T1). Some women described the heartbreak of their children “following in
their footsteps” and using drugs; one participant reported her daughter died of an
overdose when she was 24 years old.

Two of the participants who did not use drugs themselves were still exposed to
the effects of substance abuse in their family and community. One participant explained
that as a single mother, financial constraints forced her to raise her only son in a “drug
infested area.” She stated: “But I didn’t allow that to affect me. [..] And I told my son: we
live in [Town], but [Town] doesn’t live in us” (P001, T1). Unfortunately, her son did
succumb to the drugs in the neighborhood and spent time in his youth selling marijuana
and crack cocaine. Another participant who did not use drugs herself explained that her
husband became addicted to drugs while their children were young and ended up

incarcerated for most of their marriage.

3.3.1.2.2 Intimate partner violence (Linked lives)

Experiencing intimate partner violence (IPV) was reported by 17 participants in
this study during young and/or middle adulthood. Perpetrators were uniformly male,
and women reported a range of physical, emotional, and sexual abuse. For many
women, IPV was so severe and pervasive, they lived with the persistent stress of fearing
for their life. One woman explained the fear of living with her first husband: “He was in
security so he would threaten me with his gun: ‘I'm gonna blow your brains out. Don’t

anybody else want you.” [He] messed w16t{1 my self-esteem that way” (P002, T1). The




long-term physical pain of IPV lingered; women endured chronic pain and arthritis from
broken bones and migraines from facial and scalp trauma. The emotional and mental
trauma of IPV also remained, and many women contributed these experiences to
physical and mental health challenges throughout adulthood.

While in abusive relationships, several women reported they lacked support
from family and friends to leave them. Some kept the abuse a secret out of fear of how
their family would react: “[My husband] was fine as long as he wasn’t drinking. If he
drank two beers, he would try to jump on me, and start fighting me [...]  never really
told my brothers or my dad because I knew they would’ve killed him" (P010, T2). Others
received unfavorable responses to abuse disclosure; one woman'’s father told her she
deserved the black eye given to her by her husband because she flirted with other men.
As a result, women often felt trapped in abusive relationships and had to take extreme
measures to escape such as move out of state. One woman admitted she contemplated
murdering her abuser; another had shot her abuser in an act of self-defense but caused

him only minor injuries.

3.3.1.2.3 "I can’t tell anybody that I have this disease:” HIV-related stigma (Historical time and
place)

Fourteen women were in young/middle adulthood when they were diagnosed
with HIV and four were in older adulthood. Throughout the years, all women reported
experiencing stigmatization manifested as prejudice and negative attitudes towards
them. Stigma was described as “humiliating” and “demeaning” and was enacted by

family members, friends, and health care professionals. Women recalled when they were
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tirst diagnosed and were treated like they were contagious and forced to eat off paper
plates at family functions. One woman described how her family negatively reacted to
her HIV diagnosis: “First all of my brothers shut me out when they found out I had HIV.
[...] My mother walked around with a bleach bottle for about a month. (P012, T1).
Another participant explained her continued stigmatization by her family:

I grew up in the country and they’re kind of like old-fashioned. [...] When I first got
diagnosed, my mom had a special cup [for me] and stuff and still to this day she won’t
let me kiss her on her jaw or anywhere else [...] which hurts my feelings a whole lot. But
I've grown to understand that that’s just them and their mentality and I'm not going to
be able to change that because they have their ways (P017, T1).
Overall, most women agreed that HIV stigma was worse at the beginning of the
epidemic and had improved in the past 30 years. One woman who was diagnosed with
HIV in 1998 explained that in her experience, people react much differently to HIV
disclosure today than they did in the late 1990s:

Now, if you tell somebody [about HIV], they're like ‘Oh, OK,” and they go ahead on.
Before, [if] you told somebody, they would shun you. They push you to the side, they act
like you are a plague. And it's so much different now because some people have the
knowledge of what it is [...] Back in the day, if you had it, you were gonna die, just that
easy (P012, T1).

However, this was not the case for everyone. Other women lamented that stigma was
just as bad today as it was in the 1990s. A participant who was diagnosed with HIV in
1991 expressed frustration at the prevalence of misinformation in the general
population:

[I can’t believe] how ignorant and stupid people are today and it's 2016. We was talking
yesterday, in group...it is ridiculous. Just get on the internet. Go to the library. I mean,
c¢’mon, pull out of your phone, you know. They still ignorant to [HIV] right now. And
right now, if I touch you, I'm not gonna infect you (P003, T2).

63



The fear of stigmatization also prevented participants from seeking support. One
woman described that when she was diagnosed with HIV, she felt alone: “And I guess
because I felt like I had nobody that I could talk to, nobody I could tell. And then the
stigma was so big, but there were people that we knew that were dying from AIDS and
just hearing other people’s conversation, it was like, I can’t tell anybody that have this
disease” (P007, T2). Anticipated stigma caused participants to be very selective about
who they disclosed their HIV status to. Women reported having a heightened awareness
of insensitive comments made by others that suggested they might not react favorably
and to an HIV disclosure. One woman explained how she protected herself by keeping
HIV private: “There’s still a taboo. There will always be one. Sometimes people [...] say
[negative] stuff. But they don’t know that I'm personally dealing with [HIV] myself.
Some people look sick. And I don’t. I know that’s why I don’t share with everybody. I

have limited people that know because I don’t want to be talked to different” (P001, T2).

3.3.1.2.4 Faith in God (Human agency)

The importance of having faith in a higher power was discussed by every
participant in the study. For most, faith had been a part of their whole lives, but grew
strongest in middle and older adulthood. Many women discussed having a personal
relationship with a Christian God and claimed He had provided unwavering support
for them over time. Participants generally praised God for the positive aspects of their
lives. For example, one participant stated: "I pray to God. God gave me all of this
[gestures to apartment]. This is my blessing. Some place that I can call home, where I can

rest, you know. Be content. Try to stay ag&ay from stress” (P003, T2). Others claimed that



God had directly intervened in their life and daily events to provide aid. For example,
God was credited for healing women from illness, or providing money during times of
desperation. One participant asserted God caused her to have two miscarriages before
her first husband was murdered, because He knew she was not ready to be a single
mother.

Women also attributed their faith to providing them with the mental tools to
survive the hardships of life. One participant explained how God helped her mentally
cope with the experiences of sexual trauma:

Because the pain was so great, what God did man, was shut down my mental capacity. It
was like He just shut down the ability to feel and remember it. But I felt so numb, I was
able to like go places in my mind and like projected that I was sleeping, I would be
sleeping. But I had the ability to just flow and go places without being touched, without
being hurt, without being harmed, and I would just enjoy it [...] And it was one of the
craziest experiences I ever had, but it was so safe (P009, T2).

Similarly, another participant explained that God had saved her in a time of crisis by
enabling her to get help:

Because I'm the survivor. I'm here because I believe in God and have faith. [I said]: ‘If I
don’t get no help now, I'm gonna kill myself so, I've got to get help’. So, I asked God to
help. He sent somebody and I walked away from the apartment full of the furnishings,
all my clothes and everything...just carried two bags to the [treatment center] (P015, T1).

In contrast, some women reported their relationship with God became strained during
periods of distress. More than one participant believed that they had been cursed by
God for their sins which in turn caused additional suffering. For example, after being
diagnosed with HIV, one woman stated: “I felt dirty. Felt very stupid in a way, and I felt
God was punishing me for committing adultery while I was married... In a way, I still

do feel that way. I think it's some punishment. But I think God forgives, so I don’t think
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about that anymore” (P011, T2). However, for women who believed they had been
scorned, they also reported that they had been forgiven.

In addition to God being an important relationship, having faith in God had
implications for other relationships. For many, trusting that God had a master plan for
their life and family provided a sense of inner peace. One woman stated: “Knowing that
there’s something out there greater than me is always a big help” (P018, T1). Others
explained how faith helped connect them to people in their network. One woman
explained that every morning she woke up at 3:30am, read the bible, prayed, and texted
between 50 and 100 people a bible passage, an activity she said was the “highlight of my

day being able to let somebody know [..] that I'm thinking about them” (P005, T1).

3.3.1.3 Older Adulthood (Ages 50+)

3.3.1.3.1 Building a community (Linked lives)

Those who lacked support from family garnered tremendous strength from
building their own community via new friends, support groups, and faith-based
institutions. All but one participant had been connected to a Narcotic Anonymous
(NA)/Alcoholics Anonymous (AA) and/or an HIV support group at some point in the
last 10 years. For those who struggled with addiction, they found comfort in the
prevalence and frequency of NA/AA meetings and being surrounded by others who
they felt did not judge them. One participant stated that she attended at least five NA
meetings a week between two locations. Another woman explained that NA support
groups helped strengthen her journey by providing her with the tools to overcome her

addiction and accept living with HIV: ”16‘gas introduced to the program which kinda



gave me the stability and the foundation. So that kinda strengthened my process like I'm
in the right place at the right time. I need not run. I can do the work” (P009, T1).

HIV support groups offered through local hospitals, health clinics, and AIDS
Service Organizations (ASOs) offered an opportunity for developing new relationships.
Women reported that HIV support groups provided them with a community of people
who offered emotional support and likeness. For instance, one woman explained: "My
people in there they would support me. And they told me their story about how they
first found out [about HIV and] how they went through what I'm going through. So, it
made me feel like, well I'm not the only one that went through this” (P004, T1). One
participant described the emotional power of her HIV support group:

I'look around in these places of black women together all in one place. What a perfect
time to share so they can get to know their status, save their lives, make a difference. Yet,
I'm in tears ‘cause I realize it’s so many women like me. That’s all I ever wanted to
belong to some[thing]. [There’s] so many women that are HIV positive that’ll go through
the same thing. So that’s why I connect with all of these groups” (P008, T1).

Support group participation led many to develop strong relationships with other
women in the group. Many reported socializing with group members outside of support
groups, organizing potlucks and social events. Others reported learning tangible skills at
their support group such as computer utilization and budgeting. Unfortunately, HIV
support groups were subject to funding cuts and many mourned the loss of a group they
used to attend.

For those whose faith connected them with churches and other faith-based
institutions, they reported receiving support from the leadership (e.g. pastors, ministers,

deacons, prayer leaders) and other congregation members. Places of worship provided a
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sense of belonging and value to many, although not all women had disclosed their HIV
status to their religious communities. For women who disclosed their status, they
reported positive results. For instance, one participant explained her experience of
disclosing HIV to her church congregation: "I told the whole congregation [...] When I
told them, they showed me so much love [...] they just made me feel like I was just as
important as the next person. That no matter what I had done or what I had gone

through with in my past, that that didn't define who I was" (P005, T1).

3.3.1.3.2 Empowerment and re-evaluation of purpose (Human agency)

Older adulthood was marked by a sense of empowerment that women felt they
did not possess in their youth. Several participants attributed this change to their age;
for example, one participant stated:

When I turned 60 it was like my whole world just changed. If anybody even disrespects
me the wrong way I would tell you off in a heartbeat, you know. Look I'm too old for
this crap. [I tell people] I don’t have time for these games that you're playing. [...] be real
with me and I'll be real with you. And we can keep our friendships or either you can kick
rocks. ‘Cause I have a husband that I love. He loves me. I got two healthy kids. I got
beautiful grandchildren. And I just don’t have time for the nonsense (P004, T1).

However, several women described feeling empowered by the education they
had gained about HIV over the years. With few exceptions, HIV-related education was
not usually pursued until after their diagnosis—or when they began to accept living
with HIV. Once ready to learn, women devoured any information they could find on
HIV from pamphlets, websites, documentaries, and community college classes. Many
reported enjoying “lunch and learns” at ASOs where health care professionals and

industry guest speakers would facilitate lunch-hour classes on a variety of HIV-related
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topics such as new clinical trials and disease self-management. Many had also
completed formal training —five women had certifications as HIV peer educators, two as
substance abuse counselors, and one was in training. Almost every participant had
explained that learning HIV was not a “death sentence” was empowering, as many
believed their life was over when they were first diagnosed. Most women stated they
were now confident they would not die of an AIDS-related illness, but likely a comorbid
condition such as cardiovascular disease or diabetes.

Once armed with knowledge, many declared their new purpose in life was to
help others, especially those living with HIV. One participant explained how learning
about HIV inspired her: “But when I got that news [about HIV], I started reading about
it and my doctor was giving me a lot of material on it and I just really wanted to help
somebody” (P017, T1). Two women worked part-time in social services and five had
spent time volunteering for ASOs. Two had created and led female-only HIV support
groups in partnership with a local hospital. One woman described how she contributed
to her HIV support group:

So I'm at a better place ah, with what I have now than where I was when I was first
diagnosed so, and I've also ah, met people for the first time that have come to the groups
[...] that just needed some help and an ear to talk...you know, to listen to and you just
want to encourage them and let them know it’s not the end of the world, which I thought
when I was diagnosed it was the end of my life and it wasn’t. (P002, T2)

Another woman explained why she felt it was important to “give back” and advocate
for people in the HIV community: “There was so much that I didn’t get, or there was so

much I didn’t know, or was offered to me when I was positive” (P007, T1).
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3.3.1.3.3 “At this point, your role should be an educator”: Generativity (Linked lives)

Nine women displayed generativity by their desire to educate the younger
generation about safe sexual practices, HIV, and other sexually transmitted infections —
education participants reported they never received as young women. Participants
explained that HIV inspired them to engage in open dialogue with their children,
grandchildren, and other young people in their community to prevent infections in the
youth. One woman promoted how open she was with her young adult children: “We
talk about sex, drugs, relationships [..] I take pride in the fact that they do come to me”
(P007, T1). Another participant, who was diagnosed with HIV at age 57, described
talking about sex with her teenage grandchildren: “I talk to them, the grandkids more,
about protection than I even talked to my own kids about it because I'm thinking you
know, they’re grown and they know” (P002, T2).

Several women extended beyond their family and hosted regular gatherings for
young neighborhood women and girls, some of whom engaged in sex work. Informal
meetings often took place in their home as they discussed a range of topics including
negotiating condom use, utilizing the health department, and the importance of having
safe people to call. Others provided educational materials and handouts and even
performed HIV oral swab testing. One woman described her neighborhood gatherings:

When I stayed in the projects before I moved to where I am now, [ used to give the
teenagers safe sex parties. And I had this young girl to come and she would demonstrate
how to um, properly put a condom on a man, and I explained to them about the female
condom and gave out condoms. And we played those [sex education] games [...]. And a
lot of the parents were so happy about me doing that (P017, T1).
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Another woman described the positive effect that her gatherings had on her young son’s
education and awareness:

Well when he was in elementary school, he did a [project] on [HIV]. He got like a A+ on
it. I didn’t know that he had known as much as he did on it. [But] that’s how involved I
was. I still have a lot of pamphlets, all kinds of pamphlets [...] I did HIV testing and
counseling so I had all that at home [...] I demonstrated it to females as well as the male
condoms, the flavors and the this and the what to and you know. So, that was always
open to him (P018, T1)

Few women also became community advocates for youth on a larger scale. Four
reported engaging in public speaking at college campuses, Planned Parenthood, and
church retreats. One participants explained that women who have been living with HIV
for many years have a responsibility to the community, stating: “At this point, your role
should be an educator” (P009, T2).

3.3.2 Part 2: Important Relationships Across the Life Course

Results in this section are reported in terms of the most important relationships
across three stages of development (childhood/adolescence, young/middle adulthood,
and older adulthood) and the type of social support received from these relationships.

3.3.2.1 Childhood/Adolescence (Ages birth — 20)

3.3.2.1.1 Mothers: Emotional, Instrumental Support

The most important relationships discussed in childhood were with family
members, primarily mothers. Many described their mother as the “backbone” of the
family, taking care of multiple children often on their own. Several women had strong
supportive bonds with their mothers during childhood claiming they received both

emotional and instrumental support from them. One participant explained that her

71



mother and her had always been close: "My mother was always, always there for me.
We wlere] on limited income, [...] but she made sure I ate, got an education, I mean she
was the best mom” (P001, T1). Others remembered their mothers being selfless
caregivers: “My dad was the leader of the house, but you know, my mom, she did
everything for her family and my dad. They were always her priority” (P017, T2).

For participants who became young mothers themselves, most utilized their own
mothers for childcare while they were in school or at work. For some women who were
young mothers and struggled with crack cocaine addiction, their mothers claimed full
responsibility and/or custody of their children. One participant explained that her
mother completely raised her eldest daughter: “She told me, only thing I did was carry
my [daughter]. That’s her baby” (P003, T2).

For those who had strong relationships with their mothers in childhood, most of
these relationships remained strong into young and middle adulthood. Interestingly two
women who reported constrained relationships with their mothers in early life,
developed stronger relationships with them as their mothers aged and began to depend

on them for care.

3.3.2.2 Young/Middle Adulthood

3.3.2.2.1 Health care providers: Instrumental, Informational, Emotional

Once diagnosed with HIV, many participants indicated that the most important
person in their life was their health care provider. Health care providers were either
physicians or nurse practitioners and worked in family practice settings, health

departments, and infectious disease clini7(:25. Providers gave informational support by



being persistent with their message of adhering to ARV medication, especially for those
who were in denial after HIV diagnosis and who used crack cocaine. However, many
women gave examples of how providers went above and beyond to make a difference in
their life and their health. One participant explained that her provider would regularly
call her at home: “She stayed on my case. She did: ‘Just take your medicine! You don’t
have to die today!”” (P003, T1). Another participant explained that her provider had her
medical assistant meet her at the local grocery store on weekends to hand deliver her
antiretroviral medications. Providers also assisted some women with disclosing HIV to
their family members or loved ones by acting as mediators.

A few women recalled incidents where providers saved their life in a time of
crisis. One participant suggested that her provider unnecessarily hospitalized her with
esophagitis while she was addicted to crack cocaine, allowing her to detox in an
inpatient setting. She reported that without this hospitalization, she likely would have
died from an overdose; instead she was able to finally stop using drugs and began to
take care of herself and reconnect with her children. Another participant remembered
more than one incident where she called her provider in the middle of the night in crisis.
She reported that her provider constantly got her the help she needed and stated: “She
always [brought] me back. She really did” (P017, T1).

Finally, women also reported receiving emotional support from empathetic
providers. In some cases, providers had been the only constant and stable relationship
for women during this time. One participant suggested that her provider has been the

only person in her life to give her unconditional support. She stated: “He done seen me
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in my good time and my bad time. With shackles and chains on my hands, I go to see
him and he [...] still giv[es] me love. Unconditional love. I don’t have to give nothing to
[him] to get something from him” (P015, T1).

3.3.2.3 Older Adulthood

‘ 3.3.2.3.1 Adult Children and Grandchildren: Instrumental, Emotional

Women reported that adult children and grandchildren provided tremendous
emotional and instrumental support. Many explained that their children were very
protective of them and cared about their health. For instance, one woman stated about
her son:

When I'm sick, he takes me to the doctor. [...] I think because I was a single parent so
long, he, I don’t know, bypass[es] the fact that I have a husband now. If I'm sick: ‘Oh
you're going to the doctor now, and I'm gonna take you.” And then when we’re there, he
pushes me in the wheelchair, and my husband be there, [but] he don’t say anything,
‘cause he know how [my son] is" (P001, T2).

Others described having children who checked up on them often and helped
keep them “on track”. One participant explained that every time she talked to her
daughter she asked: “Have you taken your medicine? Are you going to the doctor? Are
you doing what you're supposed to do? Are you getting high?” (P012, T1).

Women also described receiving financial support from their children. A
participant explained how her son helped her: "He supports me financially. He does.
Whatever I need. He just bought me the van that I got out here. He just paid the down
payment. So, he really supports me” (P004, T1).

For some of the women who had a history of crack cocaine addiction, they

described more complicated relationships with their adult children. Many adult children
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supported their mothers through addiction, while others became estranged, especially
those who ended up in foster care. One woman described how she was beginning to
reconnect with her oldest son now that she had stopped using drugs:

P015: Yesterday I talked to my oldest son [...] and he [started] to cry. Because he was
looking at me and looking at me, you know on video chat. His tears start[ed] to comfort
me. But he’s tough. He’s a tough cookie. He was in the military. I said, ‘what’s wrong?’
He just look[ed] at me and [I said], ‘Okay, baby, I know, I know.’

Interviewer: What made him so emotional?

P015: [He was] emotional seeing me doing well. So, you know, one of the greatest gifts
that I have is the opportunity to, after twenty-five years with this disease and forty plus
years on my drug addiction, I start to develop for the first time a relationship with my
children (P015, T1).

Three of the women in the study were raising younger children and
grandchildren in their homes, which presented both challenges and opportunities for
social support. One participant who had housed her eldest granddaughter for 4 years
(14 to 18 years old) described her as a trusted confidante and was the only family
member she disclosed her HIV status to. She stated, “I told her. I hate that I did, but I
did it. I couldn’t even tell my son and my daughter and they’re older than her. And to
this day they don’t know. [But] she’s not gonna tell anybody. And she hasn’t. She
knows" (P002, T2). Another participant received instrumental support from her step-
granddaughter (10 years old) and goddaughter (19 years old) who she was raising with
her husband; they helped her with household chores and remembering to take her
medications. However, she explained that raising a new generation still presented
challenges and they were not always grateful for her support:

Sometimes they can be very disrespectful. Sometimes they can make me feel like [...]
they’re not grateful for what I did. Sometimes I need to go and say, ‘hold on, wait a

minute, let me explain something to you... I did not birth you, I chose to take care of
you.” And I tell my granddaughter, ‘your mother and your dad they out there doing
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whatever they want to do.” I say, ‘I can’t go on a date with my husband, ‘cause we got
you. We can’t do things we want to do ‘cause we got you. Nobody’s giving us money to
help take care of you, whatever I get, you spend most of my disability check. Because I'm
taking care of you. You go to a uniform school. You have these necessities, nobody gets
it. When you act up at school, the school is calling grandma. When you have events at
school, grandma go[oes]. You need to be grateful’ (P001, T2).

3.3.2.3.2 Intimate Partners: Instrumental, Emotional

Half (9) of the women were in intimate partnerships with men at the time of the
study and five of those lived with their partners. All the women reported that intimate
relationships in older adulthood were supportive and helped manage their HIV. Several
partners described their male partners as “being very supportive” by just “being there.”
Partners also often accompanied women to primary care appointments and reminded
them to take their medications.

For four women, their relationships had been established prior to being
diagnosed with HIV, and all were relieved their relationships had not wavered after
diagnosis. Two women were diagnosed with HIV just a few months prior to getting
married to HIV-negative men and felt grateful to their husbands for staying in the
relationship. For example, one participant explained that after she was diagnosed, she
expected her husband to leave her: “I couldn’t understand why he would still be there.
And I used to do stuff to try and push him away. And he said, ‘you can do whatever
you want to... but I'm not going anywhere!” He said, he told my mama, ‘Mama [name],
can you tell her I'm not going anywhere?” and I couldn’t understand it” (P001, T1).
Another woman who was married at the time of diagnosis explained that her

relationship with her husband also did not change: "We had the same relationship but I
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went through a lot of changes, feeling like I was dirty. I felt contaminated [...] and my
husband was very supportive” (P004, T1).

Two women were in relationships with men who also had HIV and described
feeling supported by them and felt they had a unique understanding of each other.
Many were financially supported by partners who worked outside of the home. One
participant explained that even when she and her partner temporarily broke up last
year, he sent her money every month so she could pay her bills. One woman described
the support she received from her boyfriend: "He’s just there when I need him. He
comes to see me. He picks me up [...] He spends sixty, seventy dollars on snacks. [for
me] But, you know, he takes me to appointments [...] He’s very supportive" (P014, T1).
For many women who were not in intimate partnerships, they expressed longing for

companionship and hoped to find a partner.

3.3.2.3.3 Community Organization Members: Instrumental, Emotional

With few exceptions, most participants in this study reported developing an
important relationship with at least one other person from a support group or from their
church. Besides family members and intimate partners, support group and church
members represented some of the only other people women socialized with. One
participant described valuing the time she spent with a woman from her HIV support
group on the weekends: "She calls and checks up on me and every so often she’ll call me
and say, ‘oh let’s go out to lunch!” And we went out a couple of weeks ago. She picked
me up around one o’clock. I didn’t get home until after seven. [...] We ate. We walked

around [...] thrift stores and we sat dow%and we talked” (003, T1).




Others received instrumental support by way of transportation or financial
assistance. For example, one participant explained that whenever there was an event at
church, the same group of women always got together and paid her way. Another
participant explained that church members often drove her places she needed to go
without the expectation of anything in return: "I can call somebody from my church. I
can call them and tell them I need to go such and such a place and they come. They say,

'Okay, I'll be there in a few minutes'. And that's it" (P012, T1)

3.3.2.3.4 Unexpected Companions: Instrumental, Emotional

Some women identified unexpected companions as the most important people in
their lives. Unexpected companions consisted of people women did not think they
would ever associate with. For example, one participant explained that one of her most
valued relationships was with another woman with HIV she had met through an online
(Facebook) group. Though this individual and the participant had lived in different
states and never met in person, she explained that they instant messaged and spoke on
the phone regularly, providing each other with emotional support about the challenges
of having HIV. A few other women described connecting with different younger
neighbors who provided instrumental support, such as assistance with errands and
household chores. For instance, one participant explained the instrumental support she
received from her 20-year-old neighbor:

And when she get off work, she hates going home, so she comes over here. But she- like
“You gotta go somewhere?’ or ‘Do you need me to do something for you?’ It’s not like she
just comes and sits, you know. And she will come pick me up on Saturdays, and we’ll be
gone all day long. She’ll take me out to eat, she’ll get my nails done [...] She gets
assistance with food stamps or something and sometimes she’ll say ‘Come on over, let’s
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go grocery shopping,” and I'm like ‘I ain’t got no money.” She say ‘Did I ask you that?’
And we go to the grocery store, and if I see something I want, I got it (P005, T1).

3.4 Discussion

The experience of aging with HIV as an African American woman is complex.
Using a life course approach, we took an in-depth exploration of these women’s
experiences with social relationships over time. Developing and maintaining
relationships over time was influenced by a variety of life course themes at the personal
(e.g. faith in God), relational (e.g. intimate partner violence) and structural (e.g. HIV-
related stigma) level. Themes corresponding to development life stages are displayed in
Figure 4. We also explored the most important relationships over time and how these
relationships provided support. To our knowledge, this is the first investigation of the
changing nature of social relationships and the factors that influence relationships over

time in a sample of older African American women with HIV.
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Factors That Influence Social Relationships Across the Life Course

Life Course Perspective Concents Factors

Structural
Historical time and place Southern life in Crack cocaine addiction
the 1950s/1960s HIV-related stigma
Linked lives D oseench Building a community
Child sexual abuse Intimate partner violence Generativity

Personal level
Early motherhood

Crack i icti 3] 'ment and
Faith in God reevaluation of purpose

Childhood/Adolescence  Young/Middle Adulthood Older Adulthood
(0-20) (21-49) (50+)

Figure 4: Factors That Influence Social Relationships Across the Life Course

3.4.1 Childhood/Adolescence

The concept of historical time and place was prevalent in both childhood and
adolescence. All participants were born between 1951 and 1965 —during the throes of
Jim Crow laws—and remembered the racial tension exacerbated by (de)segregation in
their communities. Despite the advances of the Civil Rights Movement and the
promotion of desegregation and diversity, racial dualism persisted in neighborhoods
and educational institutions across the South (Adimora et al., 2006). Thompson-Miller et
al. (2015) explains that many African Americans who lived through this era experienced
“Segregation Stress Syndrome” marked by fear of violence, mistrust of others, and

avoidance of settings that triggered painfyl memories and predisposed them to long-



term psychological and physical consequences (Thompson-Miller, Feagin, & Picca,
2015). Thus, many women experienced constant interpersonal conflicts with other
children and adults in school, especially those of other races.

The prevalence of child sexual abuse (27%) in this study is notable. Similar
estimates of child sexual abuse prevalence in women living with HIV range from 30%
(Whetten et al., 2006) to 42% (Markowitz et al., 2011). Abuse was identified as a major
contributing factor to mental health challenges over the years including depression,
anxiety, bipolar disorder, and suicidal ideation. Previous work has also found that
individuals who report child sexual abuse disproportionately suffer from a variety of
psychological and behavioral sequelae over the long term including depression and
anxiety (Chapman et al., 2004). Child sexual abuse is associated with increased risk-
taking behavior such as drug use (Liu et al., 2006) and high-risk sexual practices which
put people at increased risk for contracting HIV, transmitting HIV, and adhering to
treatment (Whetten et al., 2006). All women in our study who experienced abuse as
children reported subsequent abuse from male partners in adulthood and had trouble
developing healthy intimate partnerships over time. Similarly, Markowitz et al. (2011)
found that child sexual abuse has long term consequences for intimate partnership
development as it increases the chance of subsequent abuse and difficulties with
interpersonal trust.

African American women are disproportionately poorer than other
subpopulations in the U.S. and more likely to be living in poverty (Tucker & Lowell,

2016), which is a precipitating factor to teen pregnancy (Harding, 2003). Teen pregnancy
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and early motherhood was common in this group of women; two women contributed
their early pregnancy to child sexual abuse while six others engaged in consensual
sexual relationships with male partners. Many women attributed their pregnancies to
not understanding the consequences of sexual activity as they never received this
information at home or at school; some did not even recognize they were pregnant until
much later in their pregnancy. All early mothers essentially became single mothers
relying heavily on their own mothers and grandmothers for childcare support. Not
surprisingly, mothers were considered the most important relationship for most of these
women during this time-period and provided many women with emotional and

instrumental support.

3.4.2 Young/Middle Adulthood

Young and middle adulthood was a uniformly challenging time for the
participants marked by substance abuse, intimate partner violence, and HIV-related
stigma. The pervasiveness of crack cocaine addiction in this sample of women is
indicative of the historical time and place in which they lived. In the 1980s, African
American communities were facing tremendous structural challenges due to the
aftermath of segregation and unfair real estate policies, which contributed to
concentrated poverty and increased drug use (Dunlap, Golub, & Johnson, 2006). Crack
cocaine became the popular drug of the 1980s, disproportionately affecting African
American communities, especially young women (Dunlap et al., 2006). Disparities in the
sentencing of African Americans for crack cocaine-related crimes in the 1980s and 1990s

was also an issue, as federal penalties for crack cocaine incarceration were 100 times
82



more harsh than for powder cocaine users (Criminal Justice Policy Foundation, 2016).
Though none of the women in this study reported being incarcerated for a drug-related
offense, many had male family members or male intimate partners who served time due
to drug use and trafficking.

Most women in this study reported crack initiation in their 20s and 30s, which
would have been at the height of the epidemic (Dunlap et al., 2006). Crack cocaine use
heavily influenced human agency by inhibiting decision-making and increasing risk
behavior. Crack cocaine use influenced relationships by placing a heavy burden on the
social networks of the user. Others have emphasized the multigenerational impact that
drug use can have on a family, contributing to child neglect and abandonment of
parental responsibilities (Dunlap et al., 2006). For women who were also mothers, they
relied on their own mothers and grandmothers for childcare. The phenomenon of
‘kinship care’, where grandparents raise grandchildren when birth parents are neither
emotionally nor physically stable due to HIV and associated risks (e.g. substance use,
mental health problems, incarceration), is common in the African American community
(Crewe, 2012).

All but one participant in this study experienced IPV manifested as verbal,
physical, or sexual abuse. The high prevalence of IPV in women with HIV has been
noted in other studies (Gielen et al., 2007; Gielen, McDonnell, Wu, O'Campo, & Faden,
2001) and is estimated to be double the national average (55%) (Gielen et al., 2007). The
women in this study reported deleterious long-term physical and psychological effects

of violence in the home. Women who experience IPV are at a high risk for developing
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depression and anxiety (Centers for Disease Control and Prevention, 2014b). Machtinger
and colleagues (2012) found that relationship violence can also compromise the health
practices of women living with HIV; recently abused women have four times the rate of
ARV failure than those who had not experienced recent abuse (Machtinger, Haberer,
Wilson, & Weiss, 2012). Clearly, IPV negatively influences the relationship between the
abuser and the victim; however, previous research also shows that IPV has negative
effects on children who grow up in violent homes (Humphreys, 2001).

The pervasiveness of HIV-related stigma was also associated with the historical
time and place in which these women lived. HIV-related stigma has been defined as
prejudice, discounting, discrediting, and discrimination towards people living with HIV
(Emlet, 2006b). Stigma can be perceived (felt) by negative societal attitudes or enacted
(actual) by experiences of discrimination from family members, friends, coworkers,
health care providers, or policies (Galvan et al., 2008). African American women with
HIV, especially in the South, are vulnerable to experiences of multilevel stigma
persistent at the interpersonal, community, and institutional level (B. P. Black & Miles,
2002; Fletcher et al., 2016). Other work reports that older African American women
believe they experience more intense HIV-related stigma than younger women because
HIV is viewed as more shameful in older women who should “know better” than to
contract HIV (Grodensky et al., 2015).

Five women were diagnosed with HIV prior to 1996, before the first
antiretroviral medications became available (US Department of Health and Human

Services, 2016). This cohort of women (born in the year 1965 or earlier) had lived
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through the introduction of HIV in the 1980s when it was a highly fatal and poorly
understood disease. Between 1988 and 1995, before the era of ARVs, 78% of people
infected with HIV died from causes directly attributable to AIDS (World Health
Organization, 2015). The deadliness of HIV infection in the early days of the epidemic
combined with it being associated with supposedly immoral “lifestyle choices” (e.g.
intravenous drug use; homosexuality) led to mass public hysteria surrounding the
disease in the 1980s and 1990s (Weber, 2006, p.28). However, perceptions in changes in
stigma over time in this study were mixed; some women reported that stigma was just
as pervasive in 2016 than it was in the 1990s while others believed it had improved.

Nevertheless, enacted and anticipated stigma prevented several women in the
study from disclosing their HIV status to people in their social networks. The connection
between HIV disclosure, HIV-related stigma, and social support has been shown in
other studies (McDoom et al., 2015). Previous work has described HIV disclosure as a
“paradoxical double-edged sword” where it may open women to the opportunity for
support, but also may open women to stigmatization (Fletcher, 2016, p. 353). In African
American men and women with HIV, high perceived social support is associated with
less perceived stigma (Galvan et al., 2008), but high perceived stigma prevents many
from disclosing their HIV status (B. P. Black & Miles, 2002; Vance, 2006). Thus, the fear
of stigmatization causes many women to stay socially isolated, decreasing their
opportunity for social relationships (McDoom et al., 2015; Peltzer et al., 2016; Tufts et al.,
2010).

For many, the only positive influence reported in young/middle adulthood was
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faith in God. Faith in God strengthened during middle adulthood, usually nearing the
end of their struggle with substance abuse as they searched for a better way of life.
Nearly every woman reported having a personal relationship with God and described
instances where He had directly intervened in their life. Similarly, Grodensky et al.
(2015) found that many women with HIV believed God directly intervened in their
health by keeping their HIV viral loads low and protecting them from comorbid
conditions (Grodensky et al., 2015). Numerous studies have also documented the
importance of faith as a coping mechanism for African American women with HIV
(Coleman et al., 2006; Grodensky et al., 2015; Peltzer et al., 2016; Wingood et al., 2013)
and other chronic conditions (J. B. Hamilton & Sandelowski, 2004; J. B. Hamilton,
Sandelowski, Moore, Agarwal, & Koenig, 2013). An interesting finding in this study is
that faith in God also enhanced women'’s relationships with others. As one participant
explained, her faith inspired her to keep daily contact with people in her network by
texting them a bible verse every morning.

For women who had a history of substance abuse, health care professionals were
sometimes the only means of support during their addiction. One qualitative study of
older African American women with HIV also showed that when women felt supported
by health care providers, it facilitated their ability to remain in care (McDoom et al.,
2015).

3.4.3 Older Adulthood
Despite living troubled lives, all women described a sense of empowerment and

contentment in older adulthood that they did not possess in their youth. Most women
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defined themselves and their journey positively as they aged, exhibiting peace with their
current destination, but not necessarily with their journey. This is consistent with past
research by Raveis, Selwyn, and Frederickson (2008) who found that older minority
adults with advanced HIV disease felt good about themselves, found meaning in their
life, and shared their feelings with family. Similarly, Emlet, Tozay & Raveis (2011) found
that older men and women with HIV have a positive outlook on life and are hopeful for
the future.

Generativity, a concept coined by developmental psychologist Erik Erikson
(1963), is identified as an older adult’s concern for and commitment to promoting the
well-being of later generations. Generativity positively changed the relationship that
women had with their children and grandchildren as they took on the role of HIV
educators; this was especially important for women who used crack cocaine and were
absent during most of their children’s lives. One other study has reported the
importance of generativity in older adults with HIV; Emlet et al.’s (2011) exploration of
aging older men and women with HIV found that older adults believed it was important
to pass on their knowledge and legacy to the younger generation by volunteering at
ASOs. However, many women in our study took the initiative to develop and provide
their own programs to young people out of their homes, acting as much needed
community educators and activists in their communities.

Building a community of support in older adulthood was necessary for many
women, especially for those with weak familial ties. Tremendous support was derived

from AA/NA and HIV support groups members. Numerous studies have described the
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value of support group participation for older adults living with HIV (DeGrezia &
Scrandis, 2015; DeMarco & Lanier, 2014; Heckman et al., 2013; Nokes, Chew, & Altman,
2003; The AIDS and Aging Research Group et al., 2010), as they tend to provide a
cathartic safe space and mental health benefits (DeGrezia & Scrandis, 2015).
Unfortunately, for many women in this study, HIV support groups were not always
available. Groups were subject to temporary grant funding to hospitals while others
were subject to staffing constraints at community clinics. Two women had even started
support groups themselves but could not continue them due to trouble finding
affordable space or not being able to afford refreshments.

Similarly, many reported building strong ties with members of their faith-based
institutions. Black churches have operated as the center of spiritual, social, and political
life for many African Americans, especially in the South (M. K. Campbell et al., 2007).
Historically, the mission of the Black church has extended well beyond the traditional
functions of worship and spiritual growth and contributed to the social, economic, and
political welfare of their members, as well as the community at large (M. K. Campbell et
al.,, 2007). Further, African American churches have been increasingly used as the setting
for health interventions. DeMarco and colleagues (2010, 2013) have used African
American churches to develop peer-led structured writing groups to support the mental
health challenges of African American women with HIV (DeMarco & Chan, 2013;
DeMarco & Stokes, 2010). Other interventions have focused on equipping African
American faith leaders as HIV prevention educators for youth (Griffith, Campbell,

Allen, Robinson, & Stewart, 2010).
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In older adulthood, women reported having more positive social relationships
now than they did in their youth, especially for those who were addicted to crack
cocaine for many years. Women described many more important relationships in older
adulthood, not because they necessarily had larger social networks, but because they
were cognizant to surround themselves only with the people they valued. Important
relationships were established with adult children, intimate partners, and new friends
from the community. Moreover, a qualitative study of African American mothers living
with HIV found that the mothers viewed their children as a significant source of social
support facilitating their medication adherence and positive health-seeking behaviors
(Edwards, Irving, Amutah, & Sydnor, 2012).

Interestingly, all nine women who reported being in intimate relationships in
older adulthood described them as being supportive and promotive of positive health
behaviors, while intimate partners during younger and middle adulthood were
overwhelmingly negative and contributed to poor health outcomes. Women explained
their partners displayed support by staying in the relationship —believing the men had
the right to leave the after their HIV diagnosis was disclosed. As previously mentioned,
almost every participant in the study experienced intimate partner violence during
young and middle adulthood. The importance of being involved in satisfying intimate
partnerships as an older adult with HIV has been echoed in other studies (Grodensky et
al., 2015; Nevedal & Sankar, 2015; T. N. Taylor et al., 2016; Warren-Jeanpiere, Dillaway,

Hamilton, Young, & Goparaju, 2014a).
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3.5 Limitations

This study has several limitations. First, participants were recruited primarily
from HIV clinics and all the participants in this sample were connected to care and
adherent to antiretroviral therapy, which is not necessarily representative of all African
American women living with HIV in the Southern U.S. As a result, women who are not
engaged in care are not represented in this study, which means we could be missing the
perspectives of women who are truly socially isolated and have different experiences
with social relationships. Secondly, due to the historical nature of HIV, the experiences
of the women in this study are specific to this cohort of women born between 1951 and
1965 —prior to the Civil Rights Movement and adult age during the advent of HIV in the
U.S. Third, participant perceptions of health care providers were overwhelming
positive. The interviewer [EM} is a registered nurse and some (7) of the interviews took
place at a local health department, thus is it possible that participants were not
comfortable disclosing stigmatization or discrimination experienced by health care
providers.

Finally, it is important to also acknowledge the potential power differentials
between the research team and the participants that may have influenced their
responses, disclosures, or framing of situations. While we utilized a visual participatory
method designed to remove some of this power imbalance, we should reveal that the
study interviewer [EM] is a White middle-class woman. We recognize the privilege of
being a White woman researcher in the U.S. seeking to explore the strengths and

vulnerabilities in women of color. Within the research community, White people have
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dominated the discourse on the experiences of people of color in the U.S. As such, the
results of this investigation should be considered within the context of a potential power
imbalance. Moving forward, it is incumbent upon health care researchers to utilize
community-based participatory based research methods and partner with marginalized

communities of interest to drive the research question, data collection, and analysis.

3.6 Conclusion

HIV disproportionately affects older African American women in the U.S. yet
little is known about these women’s experiences managing the disease over time. HIV is
a historically stigmatized illness and not considering a life history approach to
relationship development provides an incomplete picture of women’s experiences. We
utilized a life course approach to study the unique personal, interpersonal, and
structural factors that influence social relationship development and maintenance over
time in this population. This study contributes to the literature by describing which
factors are most relevant at each developmental stage. Further, we delineated which
social relationships were most salient at each development stage and how they

contributed to building social networks.
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4. Trajectories and Turning Points of Older African
American Women Aging with HIV

In the fourth decade of the HIV epidemic, African American women continue to
be disproportionately affected by HIV across all age ranges in the U.S. In 2016, African
American women accounted for only 13% of the female population in the U.S. yet
accounted for 64% of HIV infections among women (Kaiser Family Foundation, 2014).
For African American women, numerous challenges increase both their risk for HIV
transmission (Isangula, 2011) and disparate HIV-related outcomes (Allgood et al., 2016)
across the life course. As a result, African American women with HIV are at a high risk
for trauma (Brownley et al., 2015), psychological distress (M. S. Miles et al., 2007; Peltzer
et al., 2016), depression (Vyavaharkar et al., 2010), comorbid chronic conditions (D. J.
Gilbert & Wright, 2003), and early mortality (Centers for Disease Control and
Prevention, 2009). However, scant research exists focusing on African American women
over the life course and thus our understanding of their experiences is still quite limited.

The life course represents a path, which for many, is far from straightforward. As
a result there are benefits to understanding changing experiences over time as an
alternative to static snapshots of well-being at one time point (Locke & Lloyd-Sherlock,
2011). Lock & Lloyd-Sherlock (2011) explain that “to understand how far different
events resonate throughout a lifetime [...] it is necessary to appreciate the timing and
sequencing of individuals’ life events [...] (and those of the people they are close to), as
well as how these individuals choose to fashion their lives, respond to events, and

interpret their experiences (p. 1133). Across the life course, socio-cultural history,
92



available resources, and personal capabilities influence how individuals are able to
respond to events and interpret their experiences (Weber, 2006). The purpose of this
paper is to describe the trajectories and turning points of African American women with

HIV to better understand their experiences over the life course.

4.1 Life Course Perspective: Trajectories and Turning Points

According to Life Course Perspective (LCP), an individual’s life course is
composed of trajectories and turning points (Elder & Giele, 2009; Elder, Johnson, &
Crosnoe, 2003a). Life course trajectories represent long-term patterns of change and
stability (George, 2003). Trajectories may characterize specific states of being over time
such as relationship states (e.g. marriage) social states (e.g. low social location),
psychological states (e.g. depression), or biological states (e.g. immunosuppression)
(Kuh et al., 2003). Trajectories may also span multiple domains of experience (e.g.
relationships and health) (George, 2003).

Often described as defining or decisive moments, turning points denote specific
events, experiences, or awareness that substantially alter the direction and/or slope of a
trajectory over time (George, 2009). Understanding turning points may be particularly
valuable in providing insight into the complicated underlying processes involved in
long-term changes and reveal why the same life event (e.g. obtaining an HIV infection)
for one individual constitutes a turning point, but not for others (Teruya & Hser, 2010).
Turning points can only be identified retrospectively because it is not possible to know
whether an event is a turning point until significant long-term data is available

afterwards. In qualitative research on turning points, the focus is on the participant’s
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perception of an event as being attributable to a change. McAdams and Bowman (2001)
suggest that the aftermath of turning points can stimulate either a redemptive sequence,
which is a movement from a negative or bad event to a perceived positive or good
outcome, or a contaminating sequence, which is the opposite movement from a positive
event to a negative outcome.
4.2 Approach
4.2.1 Design and Sampling

Eighteen older African American women with HIV participated in this study
exploring their experiences over the life course. We utilized a qualitative descriptive
study design with in-depth life history interviews (Atkinson, 2006; Hagemaster, 1992)
and timelines (Berends, 2011; Kolar et al., 2015) as the primary means of data elicitation.
In-depth life histories provided detailed verbal narratives of lifetime experiences.
Timelines —a visual depiction of a life history where events were displayed in
chronological order (Berends, 2011) — were co-created by the interviewer and
participant. Delineated along the timeline were the timing, significance, and meaning of
life events and larger contextual factors. By using timelines, we sought to enhance the
data collection quality and experience of the participant by: contextualizing narratives
and situating personal events within important social contexts (Kolar et al., 2015);
providing a memory aid, which was helpful for older adults trying to recall events in the
past (Berends, 2011); offering a source of non-verbal communication and rapport

building between the interviewer and participant; and creating a participatory activity
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that was co-constructed and collaborative, removing some of the power from the
interviewer (Bagnoli, 2009).

All women in the study self-identified as African American or Black race, over
the age of 50, infected with HIV, and able read and write English. No limits were placed
on the amount of time women had been living with HIV infection or whether they had
contracted the infection in early or later life.

Participants were recruited from flyers in infectious disease clinics and on a
classified website (Craigslist) in the Triangle/Piedmont (central) area of North Carolina.
In 2015, there were approximately 34,000 people living with diagnosed HIV infection in
North Carolina, and over 10,000 of those were over the age of 50 (CDC, 2016). The
Southern HIV/AIDS Strategy Initiative (SASI) has designated North Carolina as one of
the target states belonging to the “Deep South” as it has been disproportionately affected
by the HIV epidemic as a result of overall poor health status, high poverty rates, a
cultural conservatism fostering HIV-related stigma (Reif et al., 2014). In 2010, only 37%
of the US population resided in the South, but accounted for nearly half of individuals
living with HIV (Reif et al., 2014). See Appendix C for the participant recruitment flow
diagram.

4.2.2 Data Collection

The first author (EM) interviewed each participant twice at two different time
points. Interviews were conducted between one and three weeks apart to allow the
participant and the interviewer to reflect on the first interview and elaborate during the

second. At the time of the first interview, we used a sociodemographic form (see
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Appendix A) to collect data on age, education, income, occupation/employment, marital
status, living arrangement, number and ages of children under 18 years of age residing
in the home, co-occurring chronic health issues, illicit drug use, alcohol use, smoking,
HIV history and antiretroviral use. We used an interview guide (see Appendix B) to
structure the interviews.

For the first six participants, we initiated the timeline activity near the end of the
interview and completed it during the second interview; however, we found that during
the first meeting, there was a lot of information gathered from the interview guide
questions and by the end, participants were somewhat fatigued. Thus, we changed the
approach beginning with the seventh participant and moved the timeline to the second
interview only. Following Humphreys’ (2000) approach, at the beginning of the second
interview, we presented the participant with large pieces of paper (10”x20”) and many
colored pens and asked them to think about the most important events and persons in
their life starting from their birth year and ending the day of the interview, and to write
them on the paper along a timeline. They were also asked to indicate whether these
events were good, bad, or mixed. Participants were told there was no wrong way to do
this activity and that they should feel free to draw as little or as much as they liked on
the paper and that we would talk through the events as she wrote them down. See
Appendix D for an example of a participant timeline. All interviews were digitally
recorded. We always listened to the first interview and made notes and memos before
conducting the second interview, which allowed us to ask for clarification and ask about

emerging findings.
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Descriptive field notes were completed within a few hours after every interview.
Since the interviews were conducted in a variety of settings, the interviewer made notes
about the time, location, and other pertinent details about the context. For instance, in a
few cases other people were present in the home during the interview. The interviewer
often had a significant amount of informal interaction with the participants before
and/or after the recorded interview that she made note of in the field notes.

Most the interviews were conducted in participant homes (17), but others took
place in cafés (7), health department clinic rooms (7), private interview rooms (4), and a
public library (1). Each participant completed a demographic form, two life history
interviews, and all but one completed a timeline. The total interview time for each
participant averaged 151 minutes (2.5 hours) and ranged from 82-258 minutes. In total,
18 demographic forms, 36 interviews, 17 timelines, and 37 field notes were collected
between February 2016 and February 2017.
4.2.3 Ethics

All participants provided written informed consent prior to beginning data
collection. Approval for this study was obtained from the appropriate Institutional
Review Board for Research Involving Human Subjects. A certificate of confidentiality
from the Department of Health and Human Services was also obtained as we collected
sensitive information from participants. Participants received $45 in Walmart gift cards

to thank them for their time and bus passes as needed for transportation.

4.2.4 Data Management
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The interview recordings, transcribed interviews, field notes, and scanned copies
of the timelines were all kept on a secure server at the Duke University School of
Nursing (DUSON). Digital data were labeled by participant number and type of type of
data (e.g. P001 Interview 1). Hard copies of consent forms, demographic forms, and

timelines were kept in a locked filing cabinet in a locked office suite at DUSON.
4.3 Data Analysis

4.3.1 Sociodemographic Data
Descriptive statistics were used to summarize the sociodemographic

characteristics of participants.

4.3.1.1.2 Phase 1: Data preparation and familiarization

We spent a significant amount of time preparing and familiarizing ourselves
with the data. The interviewer conducted all the interviews and listened to all the
recordings. The interviewer transcribed 20 of the interviews and 16 were transcribed by
two other transcriptionists. The interviewer proofed each transcript against the audio
recording and uploaded each proofed transcript into NVivo 11, a qualitative software
program utilized to organize qualitative data (QSR International, 2014). The interviewer
scanned and uploaded each timeline and field note(s) associated with each case into
NVivo 11. This phase allowed us to get a sense of the data as a whole (Sandelowski,
1995). We began data preparation and familiarization as soon as the interviewer
completed the first interview.

During this phase, we used a variety of coding strategies (e.g., structural,
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descriptive, magnitude, and in vivo) to assess the participants” perceptions of their
experiences with interpersonal relationships across the life course (M. B. Miles et al.,
2014; Saldana, 2013). We used structural coding (Saldana, 2013), which is an inductive
form of coding used to index and categorize the data, to introduce a priori codes derived
from the life course framework (trajectories, turning points, human agency, historical
time and place, timing, linked lives, and life span development). We used magnitude
coding (Saldana, 2013) to indicate the emotional valence (positive/good or negative/bad)
participants assigned to events, turning points, and outcomes. Finally, we used
descriptive and in vivo coding (Saldana, 2013) to capture other concepts not sufficiently

explained by life course perspective.

4.3.1.1.3 Phase 2: Within case analysis

Before comparing data across cases, we undertook in-depth analysis into each
participant and focused on getting a sense of each case as a whole (Sandelowski, 1995).
Taking a case-oriented approach, we wrote case summaries of each participant’s story
that included our initial impressions of the participant and our interview and a
summary of the participant’s story with embedded quotes to stay close to the data
(Sandelowski, 1996). During this phase, we also reconstructed the life history timelines
of each participant, synthesizing information from the interviews and the participant’s
written timeline (George, 2009). All events that participants drew on their timelines
remained on our reconstructed timelines. We used Microsoft Excel to create matrices of
important events and relationships, emotional valence, and exemplar quotes. We coded

all important events and assigned an approximate numeric value from -10 to +10 based
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on the participant’s description and emotional valence assigned to that event on the
timeline. For instance, we coded this event as a -10: “When my daddy died, I just lost all
giving a damn. I did, I really did. My enthusiasm and my body deteriorated. If he hadn’t
of died, I would’'ve never got on drugs. Before then I was on such a straight and narrow
path” (P012, T1).

We also coded important events such as turning points if the events were
described to substantially alter the direction and/or slope of a trajectory over time
(George, 2009). We utilized McAdams and Bowman’s (2001) conceptualization of the
aftermath of turning points, which suggests that they stimulate either a redemptive
sequence, which is a long-term movement from a negative or bad event to a perceived
positive or good outcome, or a contaminating sequence, which is the opposite movement

from a positive event to a negative outcome.

4.3.1.1.4 Phase 3: Across case analysis.

Across case analysis was completed in phase three. During this phase, we
compared common turning points across participant timelines. Following the work of
Thomas and Hall (2008) with survivors of child sexual abuse, we identified patterns of
overall life trajectories. We categorized our trajectory patterns based on the plotted life
history timeline and imposed a Microsoft Excel generated trend line over the timeline.
4.3.2 Trustworthiness

A variety of efforts were used to enhance the rigor and credibility of the study
(M. B. Miles et al., 2014). Because this research was undertaken as part of a doctoral

program, the interviewer spent time developing skills in qualitative methods and
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analysis through formal coursework and mentorship from qualitative experts on my
dissertation committee. Consistency was maintained throughout the study as the
interviewer was the one member of the study team conducting interviews and coding
the data. The interviewer engaged in peer debriefing with her dissertation chair, faculty
members, and other colleagues to discuss the analysis process throughout the study.
Confirmability was maintained by spending a significant amount of time with each
participant (prolonged engagement) and conducting more than one interview with each
participant. During the second interview, the interviewer sought clarification for
information presented in the first interview and shared my emerging interpretations.
Since we analyzed data throughout the study, the interviewer brought developing
themes and ideas to subsequent interviews with other participants. We left an audit trail
by completing many analytic memos and thick descriptions of each participant case.
4.4 Findings

The average participant age was 57 and ranged from 50 to 67. Participants had
been living with HIV for an average of 15 years with a range of one to 30 years. The
average yearly income was less than $12,000. Thirteen women had a history of crack
cocaine addiction and two currently used. Case descriptions of individual participants
are presented in Table 3. All participants were connected to primary care and were
adhering to ARV medication. The findings of the study will be presented in three parts.
First, turning points and associated sequence categories will be introduced. Second, we

will describe three directional trajectory patterns and three associated exemplar cases.
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Finally, we will discuss the common turning points found across participant cases. All

names and dates have been changed to protect the identity of participants.
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Table 3: Participant Case Summaries

Case Age Monthly Years Years  Relationships Housing Pastdrug  Current Chronic health problems
income  education HIV status use drug use
P001 53 $1,080 14 18 Cohabitating Own home None None HTN, stroke
partner
P002 58 $3,300 12 1 Partner Own home None None HTN
P003 54 $733 11 25 Single Own home Crack None Arthritis
cocaine
P004 60 $991 12 11 Cohabitating Own home None None Kidney stones,
partner depression
P005 65 $733 8 9 Single Own home Crack None Diabetes, arthritis,
cocaine Hepatitis C
P006 50 $733 14 20 Cohabitating Own home Crack Crack ESRD
partner cocaine cocaine
P007 52 $1,200 14 18 Single Own home Crack None HTN, arthritis, asthma,
cocaine HPV, CHF, GERD, OSA,
obesity, seizure disorder
P008 54 $187 11 8 Single Own home Crack Marijuana T2DM, asthma,
cocaine, hypothyroid ism,
cocaine, neuropathy, depression
marijuana,
LSD
P009 59 $1,500 14 17 Single Own home Crack None Arthritis
cocaine,

marijuana



Y01

P010

PO11

P012

P013

P014

P015

PO16

P017

P018

59

57

51

67

51

62

55

57

57

$733

$987

$750

$1,220

$793

$733

$1,600

$1,024

$1,200

13

12

16

13

12

14

13.5

14

14

20

18

25

13

11

28

Single

Single

Cohabitating
partner

Cohabitating
partner

Partner

Single

Single

Partner

Partner

Own home

Staying with
family

Own home

Own home

Recovery
house

Staying with
family

Own home

Own home

Own home

Crack
cocaine,
marijuana,
diet pills
Crack
cocaine,
marijuana
Crack
cocaine,
marijuana

None

Crack
cocaine

Crack
cocaine,
marijuana,
cocaine,
methadone
Marijuana

Crack
cocaine,
marijuana
Crack
cocaine,
marijuana

None

None

None

None

None

Marijuana

None

Crack
cocaine

None

Arthritis, Hepatitis C

HTN, arthritis

HTN, arthritis

HTN, heart problems

Schizoaffective disorder,
depression, PTSD

Hypertension, arthritis,
migraines, COPD,
asthma, neuropathy,
depression

Asthma

Chronic fatigue, anxiety,
herpes, depression

Stroke, heart attack,
seizure disorder, hernia,
avascular necrosis,
toxoplasmosis,
depression

CHEF = congestive heart failure; COPD = chronic obstructive pulmonary disorder; ESRD = end stage renal disease; GERD = gastroesophageal reflux disease;

HPV = human papilloma virus; HTN = hypertension; OSA = obstructive sleep apnea; PTSD = posttraumatic stress disorder.



4.4.1 Turning Points and Sequences

Turning points in the lives of women stimulated different long-term outcomes
over time. In addition to contaminating and redemptive sequences (McAdams &
Bowman, 2001), two other sequences were observed in the data where turning points
did not change the direction of the trajectory, but amplified the course. We describe
these as cascading sequences, where a negative event creates an even worse outcome, and
affirming sequences, where a positive event leads to an even better outcome. Turning
points that stimulated cascading, affirming, contaminating, and redemptive sequences

were seen across the life trajectories of participants (see Table 4 for example).
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Table 4: Examples of Turning Point Sequences

Sequence Case Age Turning point Outcome

Cascading Rhonda 12 Molested by cousin (-)  Short term: Felt ashamed (-)

Long term: Disclosed to

mother and was not believed

(-); ostracized by family (-)

Redemptive Martha 46 Daughter found her Short term: Disappointed

relapsing with crack daughter (-)

cocaine after mother

died (-) Long term: Stopped using
drugs (+); became respected
matriarch of family (+)

Affirming Crystal 44  Gained custody of Short term: Adjusted to raising
step granddaughter grandchild (-)
*)
Long term: Started taking
antiretrovirals consistently;
health improved (+);
stepdaughter got into rehab
)
Contaminating | Vanessa 35  Received medical Short term: Quit job she

settlement of $150K (+) disliked (+); enjoyed spending
and sharing money with
family(+)

Long term: Increased drug use
(-); declared bankruptcy (-);
started sex work (-)

4.4.2 Directional Patterns of Trajectories

Life trajectories were diverse across participants, but three general directional
patterns were observed: a) an anchored pattern with some ups and downs that leveled
out over time; b) an early struggling pattern with an upward progression following
critical turning points; and c) a continuous struggling pattern of ups and downs without
a clear direction forward. Each directional pattern is described in detail below and three

archetypal trajectories are displayed in Figures 5, 6, and 7.
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4.4.2.1 Anchored Pattern (Participants 01, 02, 04, 013, 016)

The participants in this trajectory pattern (n=5) displayed an anchored pattern of
relatively stable interpersonal support and well-being over time. All participants in this
group reported satisfactory childhoods, could identify at least one caring parent
throughout their youth, and had graduated from high school. Three participants had
pursued higher education. Participants in this category were also able to describe
success and enjoyment in their careers, as a mother/grandmother, and/or in intimate
partner relationships. At the time of the interviews, Felicia (55) was working part-time in
a fulfilling job at a nonprofit agency, and Alice (67), the oldest participant, was a part-
time student at community college studying to become a substance abuse counsellor
after spending 20 years as a nursing assistant. Three participants were in satisfying long-
term, cohabitating partnerships or marriages, one was in a satisfying long-distance
relationship, and one was happily single and dating. For the women in intimate
relationships, they reported receiving substantial financial and emotional support from
their partners.

Setbacks and hardships were still a part of life and included the death of loved
ones, early motherhood, intimate partner violence, and chronic health problems;
however, these struggles had been framed as manageable experiences they were able to
move forward from. For Crystal, although she had described the death of her father at a
young age (5) as traumatic, she reported that she learned to accept and “push past” it
(T1). For Priscilla (58), having two children with her boyfriend before her seventeenth

birthday meant she missed out on her own childhood, but she described feeling enabled
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to turn “a negative into a positive” by having the support of her mother to help raise her
children. Priscilla graduated high school on time, secured fulltime employment, and
“did not miss one beat” (T1). Four of the women in this group had experienced violence
by an ex-husband, but described having the resources and agency to feel empowered to
leave the abusive relationship when they were ready. Chronic health problems of this
group included hypertension, asthma, arthritis, and a history of stroke. All women were
being treated for these conditions by health care providers.

Participants in this group had been living with HIV for a range of one to 18
years. Two women had contracted HIV from ex-husbands, two from first dates with
men they had just met, and one from a contaminated blood product. For all women in
this group, HIV was portrayed as a negative event in their trajectory that they initially
struggled to accept, but ultimately has been something they could survive. This was in
large part attributed to positive HIV disclosure experiences to friends and family
members, and intimate partners who accepted their HIV infection without hesitation.
Most women had been strategic about who they disclosed their HIV infection to and
were careful to only tell individuals they were confident would be supportive. For the
four women who were in intimate partnerships, these relationships had already been
established prior to being diagnosed with HIV and had endured the difficulty of HIV
diagnosis management; none of the partners had been infected with HIV.

The following narrative and Figure 5 traces the story and turning points of

Brenda, a participant who exemplifies the anchored pattern trajectory. Brenda perceived
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primarily experiencing affirmative and redemptive sequences following turning points

across the life course.

4.4.2.1.1 Anchored Pattern: Brenda as Exemplar

Brenda (60) grew up in New York with her mother, father, and younger sister.
She was very close to her family growing up, but believed her sister was the favorite
(T2). She described herself as being a “bad child” (T2) and giving her mother a hard time
as a teenager. She also described herself as being very smart and doing well in school,
but she would lie to skip classes with her friends. She reported using: “That New York
slickness. That New York attitude” to get out class (12). Her parents were loving but
“really strict” even as she got into her late teenage years (T1). As a result, Brenda
explained she just “had to get away from [her] parents” (T1), so she moved out with her
boyfriend Wallace as soon as she graduated from high school. Brenda and Wallace got
married, and one year later he was mugged and murdered on his way home from work,
an experience she said: “tore my little mind and my little heart apart” (T1). Her family
and friends came together to support her through Wallace’s death and she moved back
into the same apartment building with her parents where “life just went on” (T2).

Soon after, she met her second husband and the father of her two sons —a man
she never gave a name. Her relationship with her son’s father was tumultuous. She
explained that they “got along for about a year” (T1) until he got into drugs (crack
cocaine and heroin) and “all hell broke loose” (T2). He lied to her, stole from her, and
became physically and emotionally abusive. Still, she felt some blame for his

deterioration saying: “I didn’t know how serious his drug problem was. And then I let
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him down because I did love him and, you know, we had two sons and I always
thought things would get better and they didn’t" (T2). Brenda described an event in
which her son’s father called and threatened to physically harm her when he got home,
so she sat in the front hall with a loaded gun waiting for him, stating “if he would’ve
came through that door I would’ve shot him [...] And um that’s when I realized ‘This is
over. He is not worth it” (T2).

After that incident, Brenda left her sons’ father and moved her two sons to
Virginia (VA) to live with her aunt. Her mother and father helped her rent a truck and
move out of the apartment. She stated that she had to completely leave New York as her
boys were getting to the age where she was worried they might be persuaded to start
using drugs. She described this period of her life as a single mother with two young
boys as “very hard” (T2). She also “hated” (T2) living in VA, but she was able to secure a
job she loved and paid well as a correctional officer. After being unexpectedly fired from
her job in 1993, she described that God told her “you don’t need to be here” and she
decided to move to North Carolina (NC) where she had some extended family. Within a
few weeks of living in NC, she met her current husband during a job interview and they
have been together ever since.

Brenda’s experience of being diagnosed with HIV was very vivid. In 2004, she
started falling ill with terrible headaches and exhaustion. She went to the hospital and
was diagnosed with toxoplasmosis, an opportunistic infection often seen in AIDS
patients with an extremely low CD4 count (50-100 cells/mm?). However, the providers

had to run further tests to determine if she had HIV and the wait was two weeks over
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the holidays. She remembered that she “broke down” (T1) in the doctor’s office and
needed to be sedated. Brenda suspected she contracted HIV from her sons’ father, who
died of an AIDS related illness in the 1990s, but she is not certain.

Brenda described a difficult period following her diagnosis where she was
always crying and upset and felt like “she didn’t want to live” (T1). She recalled her
husband being supportive but did not always know how to help her in the way she
needed. She remembered lamenting to her husband that she wanted her life back, and
he replied: “Well, if you want your life back, go get it back” (T1). Brenda then found a
support group and a therapist to work with which changed her outlook on HIV, she felt
like she was not the only one going through this and stated, “everything just turned out
right, you know” (T1). She described another health scare in 2013 when she became
septic due to a large kidney stone. Brenda was very emotional telling this story and she
was convinced she almost died during this hospitalization.

Currently her support team consists of her husband, her two sons, her daughter
in law (younger son’s wife), and her two grandchildren. Brenda described her husband
as being very supportive of everything during their marriage. Her sons and daughter-in-
law were also very supportive although she did not disclose her status to her sons until
2014. She described sitting in church one day and thinking “it’s time” (T1) to tell them,
so she invited her sons over that evening. She said disclosing to her children was “a
gigantic weight off” (T1) of her and “it felt fantastic” (T1).

Brenda described her husband as being “the sweetest” and that she was “blessed

to have a husband like him” (T1). In addition to her family, Brenda’s faith was also very
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important to her. Brenda attributed most of her life changes to be messages from God
and that he “had everything planned” (T1) for her; closed doors and missed
opportunities meant that something better was waiting. Finally, Brenda felt that turning
60 years old brought her a new sense of peace at this stage in her life, she stated “I have
a husband that I love. He loves me. I got two healthy kids. I got beautiful grandchildren.

And Ijust don’t have time for the nonsense" (T2).
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Figure 5: Anchored Trajectory Pattern: Brenda as Exemplar



4.4.2.2 Early Struggling and Upward Progression Pattern (Participants 03, 05, 07, 08, 09,
010, 017, 018)

The participants in this trajectory pattern (n=8) were characterized by early
struggles followed by an upward progression. There was stark variability in childhood
experiences of the women in this group; some described satisfactory childhoods and
growing up with supportive caregivers while others described extremely traumatic
childhoods plagued by toxic households and sexual assault. For all participants in this
group, crack cocaine addiction became the dominant struggle in their lives. Addiction
started as early as 16 years old and as late as 33 years of age. Addiction was described as
an all-consuming disease that subjected women to violence, crime, sex work, and other
hardships. Sharon (57) recalled being held at gun point by drug dealers in her home
while her daughter slept in the next room. Anna (54) described ending up in jail for 30
days after an attempted robbery while she was high. Though four women reported
being functioning addicts who could maintain steady employment, most agreed that
crack cocaine addiction deteriorated their relationships with family and friends over
time. Rhonda (52) lost custody of her five children because her addiction left her unable
to care for them.

Like the stable pattern group, HIV diagnosis was a vivid experience for these
participants. Women in this group had been living with HIV for a range of nine to 28
years. Two women had contracted HIV from ex-husbands, one from a long-time male
friend, and four from men they casually dated while using crack cocaine. Though

primarily described as a negative experience when first diagnosed, upon reflection, HIV
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was often framed as a positive event in the lives of these women, stimulating a
redemptive sequence of events towards healing. Rhonda (52) explained that for her,
“HIV was not a curse but a blessing” that inspired her to work as an advocate in the
community (T2). Similarly, Martha (59) suggested that having HIV was one of the main
positive things in her life as it allowed her to connect with most of the people in her
network that she knew and loved.

HIV disclosure experiences to family and friends varied for these women as well,
but were described as either negative or neutral. For three of the women with
conservative Southern families, unsupportive reactions to HIV disclosure caused
feelings of emotional pain and rejection. Deborah (54) and Sharon (57) both reported that
since their diagnoses in 1991 and 2005, respectively, they had been forced to eat off
paper plates at family functions because of fear that HIV will be “catched” by others. For
the remaining women, HIV disclosure was met with indifference.

All participants in this category were now on an upward path towards
restoration following redemptive turning points. Restoration was characterized by a
long and constant period away from active addiction; being connected to HIV care,
support groups and/or therapy; meaningful engagement in the community (e.g. faith
group, support group, neighborhood etc.); securing stable housing; and maintaining a
positive outlook on life. Five women had completed community training as an HIV peer
support counselor and three had become community organizers and public speakers. In
addition to HIV diagnosis, redemptive sequences were also attributed to God, health

care professionals, support groups, interpersonal relationships, and inner strength. At
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the time of the interview, two of the participants were in long-term relationships with
men that they had met after being diagnosed with HIV. The remaining participants
reported being single, but longed for intimate partnership.

The following narrative and Figure 6 traces the story and turning points of
Linda, a participant who exemplifies the early struggling and upward progression
pattern. Linda perceived experiencing turning points that stimulated cascading and
contaminating sequences in early life and redemptive and affirming sequences in later

life that propelled her upward trajectory.

4.4.2.2.1 Early Struggling and Upward Progression Pattern: Linda as Exemplar

Linda (65) grew up as one of eight children in a small town in rural North
Carolina. She described her home life as being difficult because she never felt like she
belonged and “always felt like an outsider” (T2), causing her to primarily “stay to
myself” (T1). She spent most of her childhood rooming with different relatives and
avoiding her family home. Linda reported not getting a good education nor finishing
high school because she missed too many days to graduate. When she was 19, she
married a man who did not treat her well. Her husband was embraced by her family
and he often stayed at her mother’s house without her. She later discovered he had
affairs with three of her sisters, causing her to feel betrayed by her family.

In her early 20s, Linda had a tubal pregnancy and subsequent hysterectomy
leaving her unable to bear children. She attributed her infertility to be one of the main
reasons that her husband and family treated her as “less than” (T1). She stated that being

unable to have children: “made me feel like they didn’t want me around. I just felt like I

116




was always in the way. Or if they did want me there [...] they never included me in
what they were doing” (T1). Spending more time alone and feeling rejected in early
adulthood led her to start drinking and using crack cocaine. During her marriage, Linda
began her first job in the kitchen of a nursing home. She enjoyed working with the
elderly residents and so the owners of the nursing home helped her study for her
Certified Nursing Assistant (CNA) license so she could be more directly involved in
patient care. Once she got her CNA license and started working, she saved enough
money to move away from her husband into her own trailer. Her independence was met
with “having a lot of time with nothing to do” and she stated, “that’s when I really
started doing drugs and drinking” (T1). She remembered: “the love that I wanted to feel
from [my family], I couldn’t. So, I went looking for it in all the wrong places” (T2).

Linda’s addiction to alcohol and crack cocaine took over about 30 years of her
life. She had few memories from 1975 to 2007, claiming that addiction became “the most
important thing” to her (T1). She described her addiction as “a 24/7 thing” that
consumed her “every day. Every, every waking moment” (T2). As a result, there was not
much change in her trajectory during this time. She did recall the heartbreak of her sister
dying in 1987, and stated it was hard because “when I lost her, I felt like I had lost
everything” (T1).

Like many other participants, she vividly remembered her experience of being
diagnosed with HIV, or in her case “full blown AIDS” (T1), after being hospitalized with
an AIDS-related illness. She had been so sick when hospitalized, her doctor told her she

was probably “tasting death” (T1). Linda was diagnosed with HIV in 2007 when she was
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57 years old. She did not know when or from whom she contracted HIV, but assumed it
was from being “promiscuous” while on drugs (T2). She described an incident a few
months after her diagnosis; she was still addicted to crack cocaine and contemplated
suicide. Linda explained: “that’s when I started praying. And I said ‘Lord please. I'm
sick and tired of being sick and tired. Just take it all, just take it all. And if I smell [crack
cocaine] or if I do it, I want it to just make me sick’” (T2). The next time she smoked
crack cocaine in February of 2008, she became violently ill, and never used the drug
again.

In 2009, she reached out to old family friends, Mr. and Mrs. Palmer, in a
neighboring city in North Carolina asking for a temporary place to stay. Linda explained
that she learned from Narcotic/Alcoholics Anonymous that to truly break addiction, you
need to get rid of your drug associated “places, playgrounds, and playmates” (T1) and
she could no longer live in the city she grew up. Mr. and Mrs. Palmer, an older couple,
provided her with a room, car, and spending money until Mrs. Palmer’s death in 2015.
She remembered them fondly: “they took care of me. They made sure I had everything I
wanted” (T2). She then moved into her current apartment, where we completed the
interviews.

Linda had an extensive support network centered around her faith and her
church. She had developed a deeply strong connection with God and spoke many times
about how He had directly intervened in her life and healed her. During the interviews,
she frequently quoted Bible passages and psalms that gave her strength. Linda claimed

that the leadership at her church were her “lifeline” (T1) and had provided support for

118



her to remain sober and away from drugs. She spoke of one night where she wanted to
drink, so she called Pastor Charlene for support; they prayed together and stayed on the
phone “almost all that night talking” (T1). The church leadership had also convinced her
to disclose her status to the entire congregation which turned out to be a positive
experience because she was met with an outpouring of love and support. Since joining
the church in 2009, she had earned leadership designations of “mother of the church”
and “missionary,” to “ordained evangelist” in 2013 (T1).

Upon reflection, Linda was not proud of some of the choices she made in her
past, but she believed they brought her to the place she was now. She stated: “I love my
life now. I don’t particularly like the way I had to find myself, but then again, I'm glad
because it gave me time to think, and it gave me time to really know [...] what I wanna
be and who I want to be in life (T2). Linda believed that her life’s purpose was from God
to serve Him and to be known as the kind person who “loved people” and will “do
anything she can to help you” (T2). In regards to HIV, she reflected that she had
“learned to accept it and to deal with it” (T2). She also stated that she learned how to
reframe her thinking and not let HIV control her life: “I control it. You know, I stay on

my medicine, [...] I don’t miss a dose” (T2).
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Turning Point (+ or -) Timing Sequence Outcome (+ or -)
Hysterectomy (-) Young Adult  Cascading Infertility (-); Treated poorly by family (-); Felt rejected (-)
CNA license (+) Young Adult Contaminating Moved away from husband into own trailer (+); Started using crack cocaine (-)
Sister died (-) Middle Adult  Cascading Alone in grief (-); Increased drug and alcohol use (-)

Diagnosed with AIDS (-) Older Adult Cascading
Low point using drugs (-) | Older Adult Redemptive

“Decided to live” (+) Older Adult Affirming
Moved in with Palmers (+) | Older Adult Affirming

Disclosed HIV to church (+) | Older Adult Affirming

Hospitalized with opportunistic infection (-); Contemplated suicide (-)
Got violently ill (-); Prayed to stop using (+); Never used crack again (+)

Increased relationship with God (+); Got involved in church community (+)
Access to state housing and transportation (+); Developed support network in
new community (+)

Received support from congregation (+)

Figure 6: Early Struggling and Upward Progression Trajectory Pattern: Linda as Exemplar



4.4.2.3 Continuous Struggling Pattern (Participants 006, 011, 012, 014, 015)

Finally, participants in this group (n=5) displayed a continuous struggling
pattern without a clear direction forward like the previous group. All these participants
identified a history of crack cocaine addiction, but they also identified more severe
lifetime trauma and poorer health. Though all had made significant strides to try and
improve their lives, these women still described a daily struggle to survive and had not
held a steady upward pattern in their trajectory. Four of the participants had stopped
using crack cocaine only within the past year. One participant disclosed that she still
used drugs; Eve (50) admitted to getting high on crack cocaine occasionally, but stressed
she was no longer addicted. Erma (51) said that staying off drugs was a continuous and
life-long process for her, stating: “This is number 16 tries to get myself clean. But I was
in active addiction 32 years. As far as my clean time through the years, it's been 14 years.
So now I'm trying to balance the scale” (T2). Overall, the women in this group were
plagued by more serious health challenges. Eve (50) had end-stage renal disease (ESRD)
and needed dialysis three times per week, which caused extreme fatigue. Delilah (57)
had significant chronic pain from being assaulted by a boyfriend two years ago; he
broke her neck, nose, and jaw, and she now walked with a cane.

All participants in this group communicated instability in their living situation:
two women were temporarily staying with family members after recently completing an
inpatient drug rehabilitation program, while one was living in a community drug

recovery house. Two women were living in their own apartments with boyfriends, but
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each described substantial financial hardship. Rosanna (62) complained that living with
her son and his wife presented a toxic environment and she was concerned she would
start to use drugs again; she stated about her daughter-in-law: “She’s pushing the
buttons and she’s pushing hard [...] I just got out of [the drug recovery] program for 13
months. I am still vulnerable, okay. I still need the energy to [stop] flashbacks. It’s
affected my recovery. It’s affected my health” (T1).

Women in this group had been living with HIV for a range of 12 to 16 years.
Three of the women could not identify how or from whom they contracted HIV; two
believed they contracted it from a past boyfriend. Unlike the other two groups, the
experience of being diagnosed with HIV did not carry much weight for all the women,
and they expressed few thoughts or reflections on the experience of having HIV. Eve
(50) stated about HIV: “I don’t let too many people know that I'm HIV ‘cause it’s none of
their business. But I very seldom think about it” (T1). HIV disclosure experiences varied
for this group as well. At the time of the interviews, two women were single, two were
in satisfying long-term cohabitating relationships with HIV-positive men, and one was
in a long-term causal relationship with an HIV-negative man. Two of the women
reported being in intimate partnerships at the time of HIV diagnosis.

The following narrative and Figure 7 traces the story and turning points of
Cherise, a participant who exemplifies the continuously struggling pattern trajectory.
Cherise experienced a mix of contaminating, affirming, redemptive, and cascading

sequences following turning points across the life course.
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4.4.2.3.1 Continuous Struggling Pattern: Cherise as Exemplar

Cherise (51) grew up in an urban area of North Carolina. She was adopted by her
aunt and uncle when she was first born, and explained that she was “snatched back” by
her mother when she was five years old after she had married a “military man” (T1).
Cherise described her childhood as being extremely traumatic. Her stepfather sexually
assaulted her for most of her young life (age 5 to 12) until she became pregnant at age 12.
Because Cherise was so young and knew so little about the human body, she did not
realize she was pregnant until nearly eight-months gestation. Cherise disclosed the
abuse to her mother, but stated “She didn’t believe me. So, I never said another word”
(T1). In addition to the assault by her stepfather, Cherise recalled at least five other
incidents of rape by family members (cousin, uncle, brother) and friends’ parents during
her adolescence, all of which has caused significant posttraumatic stress disorder that
she still struggles to deal with today.

Cherise’s first son was born with serious physical and mental disabilities
including cerebral palsy and blindness. He required so much intensive care, Cherise was
eventually forced to drop out of school to care for him full time until he was about 10
years old. Eventually her son’s primary care physician suggested she start considering
nursing homes for her son since she was nearing a “nervous breakdown” (T1). Cherise’s
mother struggled with her own drug addiction and was of little help to Cherise. During
this time, Cherise gave birth to three other children; it was not clear whether any of her
other children were also the product of sexual assault, but she did indicate that the birth

of her children were all positive/good events.
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Cherise began her own struggle with crack cocaine addiction in 1993 when she
was 28 years old. She got married after her addiction began to a man who also caused
her tremendous pain and suffering. She recalled how she was the victim of extensive
physical and sexual violence by him and his drug using friends. Looking at her timeline,
Cherise lamented that she could not think of one positive/good event in her life in
between 1987 (her youngest daughter’s birth) and 2010 (her first stint in rehabilitation)
and stated, “Well, most of my life is just a trauma” (T2).

Cherise was diagnosed with HIV in 2007. She described HIV diagnosis as being
the turning point that drove her to attempt suicide as she had already felt like she “had
no life” (T2), HIV just confirmed it. However, as Cherise spent time in the hospital
learning about HIV, she realized that she could live with the disease and began taking
her “medicine religiously” (T2). Cherise reported that disclosing HIV to her family was
“fine” and that they “treated her like it’s not there” which made her feel good (T1). She
stated: “A lot of times now I forget I even have it” (T1). As Cherise’s health improved,
she began making significant strides to improve her life. In 2010, she entered an
inpatient rehabilitation program for the first time, met her current boyfriend, took
classes at the local community college, and secured a volunteer position as a substance
abuse counselor and educator that she loved. However, in 2015, Cherise experienced
major setbacks to her recovery including relapsing on crack cocaine and enduring the
death of her eldest son; he was only 35 years old. Her last relapse caused her to give up
her volunteer position because the organization she worked for required volunteers to

have abstained from drugs for one year before they were able to rejoin the community.
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Cherise’s current support team consists of her boyfriend, youngest son, and
mother. Cherise’s relationship with her mother had improved considerably since her
mother started requiring medical care and support with activities of daily living. Cherise
stated about her mother: “Well, she’s wonderful now. She wasn’t for a long time but
she’s wonderful now. She’s doubl[ing her] effort. I deal with her. Take care of her” (T1).
Cherise claimed her addiction destroyed her relationship with her second eldest son and
that he has not been able to forgive her for past choices. She maintained infrequent
communication with her daughter but admitted they were not close.

Cherise described her present situation as being in recovery. She had completed
a 30-day recovery house and graduated to a six-month recovery house five months ago.
She was attending Narcotics Anonymous meetings and regularly met with two different
therapists: one for trauma and one for her mental health issues (schizoaffective disorder,
bipolar disorder). However, she described having anxiety every time she left the house
that she would run into a drug dealer because she knew she would be tempted to buy
crack cocaine. Cherise admitted that over the years she has been in a pattern where she
would “get clean for a while and go back” (T1). Cherise was hopeful that this time
rehabilitation would work permanently, because she was in recovery for herself. She
described her past experiences with trying to get clean:

I tried doing it for my children. I tried doing it for my mother. I tried doing it for the man
I'love. I tried and each time I went back out there and took a piece of my life away. So,
when I came in this time, I said, I'm doing this for me and nobody else. Whether they talk
to me, or not, whether they love me or not, whether he comes back to me or not, whether
the man I love get back with me or not, I'm doing this for me. I'm not doing it for him”
(T2).
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Figure 7: Struggling Trajectory Pattern: Cherise as Exemplar



4.4 Common Turning Points Across Trajectories

Common turning points were identified across participant narratives and
included escaping abusive relationships, drug initiation and cessation, and HIV

diagnosis, acceptance, and disclosure.

4.4.1.1.1 Escaping Intimate Partner Violence

Physical, emotional, and sexual abuse were common across all participants.
Abusive relationships ranged from childhood sexual abuse to intimate partner violence
in adulthood. For most participants, entering an abusive relationship in adulthood was
not a turning point, but leaving or escaping the abusive relationship was. For example,
Crystal (53) explained that she could not remember when her relationship started with
her first husband: “It was very abusive... mentally and physically. I can’t even tell you
the year we got married” (T1). In contrast, Priscilla (58) recalled the exact moment she
left her abusive first husband 40 years ago, she stated: “One day I just got tired. I said
‘I'm through. I don’t want to be your wife no more. You know, you're not a good
husband, you're not a good father. I'm not staying. You walk out that door you're gonna
blow my brains out.” I said, ‘Kill me, I don’t care. I'm tired of this. I want to go. I'm
through.”” (T1).

For many women, leaving abusive relationships stimulated affirming sequences
in which they moved on to better living situations for themselves and their children. For
instance, when Brenda (60) took her two sons and left her abusive husband, her parents
financially support her move and she left to live with a family member in another state.

However, others described their leaving abusive partners as causing a contaminating
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sequence. This was especially pertinent for women with limited financial resources or
other familial support. When Deborah (54) decided to leave her abusive partner, she was
seven months pregnant and her only option for shelter was staying with her partner’s
aunt. The aunt disclosed Deborah’s location to her nephew causing him to violently

assault her and stimulate preterm labor; her prematurely born son died 30 days later.

4.4.1.1.2 Drug Initiation and Cessation

For the women who were addicted to crack cocaine, the initiation of drug use
was a common turning point that stimulated a long-term cascading sequence. Many
participants remembered being introduced to crack cocaine for the first time by a trusted
peer, neighbor, or extended family member. Crack cocaine use was commonly described
as a coping mechanism to deal with the memories of past trauma. Anna (54) explained
that for her, using crack helped provide a temporary escape from pain: “I was able to
deal with all of that [abuse], I was able to “drug it out.” I was able to put it out of my
mind” (T2). Despite momentary refuge, crack cocaine stimulated a downward spiral in
many aspects of women'’s lives.

Similarly, participants also recalled the importance of crack cocaine cessation. Of
the 13 participants who reported a history of crack cocaine addiction, nine could
remember the exact date they last used drugs (two reported still using crack cocaine
occasionally). For example, Valerie (59) recalled using crack cocaine again after getting
out of inpatient rehabilitation: "And when I got out, the first thing I did was went to buy
some drugs [...] And then, I didn’t feel anything, at that point. That was January 5th,

2008. [...] that’s the day I stopped getting high. [...] So, that...that was a turning point in
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my life." (T2). Drug cessation was described as either stimulating a redemptive or
affirming sequence, depending on how they framed their last use experience (positive or
negative). Some women framed their last crack cocaine use as a “low point” in their life
either because they had relapsed or the drug use caused significant illness. Others
framed their last use positively, similar to Valerie, where one day crack cocaine no

longer had the same effect it once had.

4.4.1.1.3 HIV Diagnosis, Acceptance, and Disclosure

Many participants described turning points after at least one of three HIV-related
events: diagnosis, acceptance, and/or disclosure. For most participants, these three
events happened at different time points. The women varied in which HIV event
stimulated a turning point and which type of sequence ensued. For example, Anna (54)
identified HIV diagnosis as being a positive event that stimulated an affirmative
sequence, inspiring her to give back to the HIV community. Anna and her son were
tested for HIV at the same time, and his test came back negative. She explained: “And
the doctor was like “Anna, you're positive.” I said ‘I don’t care. My son is negative.” And
I just thank God for sparing him. And I just vowed that would be one of my missions in
life to help people that have HIV or AIDS" (T1). Anna went on to become a community
HIV advocate.

When HIV acceptance was identified as a turning point, it was often
accompanied by connecting to HIV medical care and support groups and committing to
antiretroviral adherence. For Rhonda (52), though she was diagnosed with HIV at the

age of 34, she claimed she did not accept the fact that she had HIV until age 46, which
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stimulated a turning point for her: "So then 46 was my big turnaround where I embraced
having HIV [...] I was determined not to let this get the best of me" (T2). Rhonda began
taking her medications and developed a positive outlook on life.

Finally, HIV disclosure to family, friends, or partners indicated a turning point
for other participants. For some women, disclosure stimulated a cascading sequence due
to deteriorating relationships and dwindling social support. For example, Erma (51)
explained that her brothers “shut me out when they found out I had HIV” (T2). For
other participants, HIV diagnosis was associated with an increase in social support from

intimate partners, family members, and friends.

4.5 Discussion

Retrospective life history interviews and timelines from a sample of 18 older
African American women with HIV were analyzed for trajectories and turning points
across the life course. Following the work of Thomas and Hall (2008) with female child
abuse survivors thriving in adulthood, we also identified trajectory patterns across
participants and utilized case exemplars for each pattern. In their work, all participants
identified similar low starting points (i.e. enduring child abuse) and high end points (i.e.
“thriving adult”) and the authors identified trajectory patterns that connected these two
points. Unlike Thomas and Hall’s (2008) sample, our participants did not have a
previously identified common beginning and ending points, but identified patterns of
“early struggling and upward progression” and “continuously struggling” were similar.

The findings illustrate the diversity in experiences of older African American

women with HIV over time. Most importantly, there were stark differences between the
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trajectories of women with a history of substance abuse and women who never used
drugs. For those who reported crack cocaine addiction, substance abuse dominated the
narrative of their lives until they ceased using. For women in the struggling pattern,
cessation was relatively recent (if at all) and staying sober still represented an active and
every day challenge. Across the trajectories of women who used crack cocaine, there was
at least one traumatic life event in childhood/adolescence or young/middle adulthood
(e.g. assault, rape, infidelity) before substance use initiated. Substance abuse was then
demarcated by further trauma, creating a perpetuating cycle of traumatic events and
substance abuse as a coping mechanism. Participants often contracted HIV from a male
partner after experiencing both traumatic events and substance abuse.

Our findings of the prevalence of co-occurring substance abuse and trauma in
women with HIV are consistent with work by Singer (1996, 2009) who suggests these
three “syndemic” factors (substance abuse, violence, and HIV) are so entwined, and
each is so significantly shaped by the presence of the other two, that they are hard to
conceive of accurately as distinct things. In a large study of low-income African
American women, the co-occurrence of IPV, substance abuse, and HIV was 25%
(Ilangasekare, Burke, Chander, & Gielen, 2013). Multiple studies have documented the
ways in which the experiences of childhood and/or adulthood physical abuse increases
HIV risk such as by increasing the likelihood of high-risk sexual activities, forced or
threatened risk, and decreased condom use (Meyer, Springer, & Altice, 2011). Several
researchers have also found that the reaction of an adult to a child abuse disclosure is

associated with how the child adjusts to subsequent events over time (Ullman, 2008;
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Zajac, Ralston, & Smith, 2015). None of the participants in our study received validation
from an adult after their disclosure —either because they disclosed and were not
believed, or because they did not disclose, which contributed to the long-term negative
effects attributed to child sexual abuse.

Our study provides evidence that a traumatic event may be the first step in the
syndemic cycle. To truly address the needs of this population, we must consider the
compound burden of these epidemics over the life course and deal with them in a
comprehensive and culturally meaningful way.

All the non-drug users occupied the “anchored pattern’ trajectory. Though
women in the anchored pattern were not free from challenges, they described better
coping resources to deal with the challenges. Resources were social and structural in
nature such as having a supportive caregiver in childhood, obtaining a high school
education, and maintaining employment in childhood was critical to their stability. For
instance, even though Brenda had experienced early adversities, her family had
emotionally supported her through the death of her first husband and financially
supported her to escape the violence of her second.

Interestingly, we found no difference between the trajectories of women
diagnosed with HIV at different developmental stages or time periods. We expected that
due to the intense HIV-related stigma earlier on in the epidemic (1980/1990s) that
trajectories of those who diagnosed earlier in life would have displayed more struggling
patterns. However, this was not the case, and those who had early struggling and

continuously struggling trajectories had been infected with HIV across all four decades
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of the HIV epidemic. Similarly, there were no differences in trajectories based on how
long a participant had been living with HIV.

Without exception, participants reported resiliency and positivity in their ability
to overcome challenges across the life course, despite the pattern of their trajectory.

Even the women in the struggling pattern who continued to face tremendous adversity,
all still had relatively positive outlooks on life. Though these women had a less favorable
prognosis, they were certain their journey had not concluded and they were adamant
they could continue to improve. Emlet, Tozay and Raveis’ (2011) study of resilience in
older adults with HIV found that individuals had the ability or be resilient while
burdened by the stress of aging with a chronic and stigmatizing illness. Humans
continue to develop over the life course into older adulthood (Elder, 1998).

Common turning points across the life course included escaping abusive
relationships, drug initiation and cessation, and HIV diagnosis, acceptance, and
disclosure. We utilized McAdams and Bowman (2001) conceptualization of turning
points to capture redemptive and contaminating sequences following turning points and
developed two other categories to explain cascading and affirming sequences. For many
women, the short-term aftermath of a turning point differed from how they perceived its
long-term influence. Thus, when categorizing turning points, we focused on the long-
term aftermath that women attributed to the events. For example, when Valerie won a
class-action settlement of $150,000 she identified a short-term period (18 months) of
enjoying the money; however, over the long term she attributed her settlement to the

reason she declared bankruptcy and increased her substance abuse. In retrospect, events
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were given meaning and meaning was influenced by a person’s characteristics and the
resources available to them at the time.

The experience of being diagnosed with HIV was quite variable between
patterns. For women in the anchored pattern, it represented a negative event that caused
initial distress, but one that they could move forward from. One qualitative study of
African American women with HIV found that women experienced stages of grief,
shock, anger, devastation, depression, denial, and acceptance when diagnosed with
HIV, but did not necessarily experience these stages in a linear fashion (M. K. Smith et
al., 2015). For many women in the upward progression, HIV acceptance was described
as a positive event--“a blessing” —that stimulated the beginning of their redemption. For
women in the struggling pattern, HIV often had no effect at all as they had larger
competing stressors and chronic conditions to contend with.

The participants in this study also gave a lot of power to the reactions of others to
their disclosure of HIV. The importance of HIV disclosure has been explored extensively
in the literature (Mayfield Arnold, Rice, Flannery, & Rotheram-Borus, 2008; Poindexter
& Shippy, 2010; Vyavaharkar et al., 2011). A recent study found that struggling to accept
one’s HIV status is associated with non-disclosure to family and friends (Kutnick, 2017).
HIV disclosure that is met with judgmental and unsupportive reactions often leads to
withdrawal from social networks, social isolation (Sayles, Ryan, Silver, Sarkisian, &
Cunningham, 2007), and depression (Vyavaharkar et al., 2011).

There have been very few investigations of HIV associated turning points across

populations with HIV. In one study by Kremer, Ironson, and Kaplan’s (2009) on younger
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men with HIV, only 36% of people identified HIV as a turning point in their lives. Of
that 36%, 26% claimed HIV stimulated altruism, positive relationships, healthy living,
self-reflection, and enhanced spirituality in their lives. In contrast, 11% viewed HIV as
the worst turning point in their lives accompanied by depression, homelessness,
irritability, hostility, negative self-view, and turning to substance use, disengaging from
spirituality (Kremer, Ironson, & Kaplan, 2009). The authors suggest that not considering
HIV as a key turning point might be an indication of the normalization of HIV in a post-
ARV era. However, this study did not distinguish between HIV diagnosis, acceptance,

or disclosure.

4.6 Limitations

This study has several limitations. First, participants were recruited primarily
from HIV clinics and all the participants in this sample were connected to care and
adherent to antiretroviral therapy, which is not necessarily representative of all African
American women living with HIV in the Southern U.S. Second, the experiences of the
women in this study are specific to this cohort of women born between 1951 and 1965—
adult age during the advent of HIV in the U.S.

Finally, it is important to also acknowledge the potential power differentials
between the research team and the participants that may have influenced their
responses, disclosures, or framing of situations. While we utilized a visual participatory
method designed to remove some of this power imbalance, we should reveal that the
study interviewer [EM] is a White middle-class woman. We recognize the privilege of

being a White woman researcher in the U.S. seeking to explore the strengths and
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vulnerabilities in women of color. Within the research community, White people have
dominated the discourse on the experiences of people of color in the U.S. As such, the
results of this investigation should be considered within the context of a potential power
imbalance. Moving forward, it is incumbent upon health care researchers to utilize
community-based participatory based research methods and partner with the

communities of interest to drive the research question, data collection, and analysis.

4.7 Conclusion

HIV disproportionately affects older African American women in the U.S. yet
little is known about these women’s experience with the disease over time. We utilized a
life course approach to study the trajectories and turning points of women across the life
course. This study contributes to the literature by showing the syndemic nature of
violence, substance abuse, and HIV significantly alters the trajectories of women in this
study. Further, we delineated common turning points across participant trajectories. To
our knowledge this is the first research to use a qualitative design to explore the

trajectories and turning points adults aging with HIV.
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5. Conclusion

African American women increasingly carry a disproportionate burden of the
HIV epidemic in the U.S., which is driven by social inequities across the life course
(Adimora et al., 2001; Isangula, 2011; Pellowski et al., 2013). This demographic shift
within the epidemic is important because most of the extant research on the experiences
of aging with HIV focus on populations of men and fail to tease apart the unique
experiences of women and especially women of color. The purpose of this dissertation
was to advance our understanding of the experiences of African American women with
HIV aging across the life course with particular attention paid to the influence of the role
of social relationships on health and well-being. The purpose was achieved through: 1)
introducing the challenges of aging with HIV and arguing for the importance of
utilizing a life course perspective to explore experiences over time; 2) examining the
literature on social relationships and health; and 3) presenting two papers from the
findings of a qualitative study conducted with 18 African American women that
explored their experiences over the life course.

In Chapter 1, we introduced that older African American women with HIV
represent multiple socially marginalized identities that function at the intersection of
race, gender, class, age, and HIV disease status, which increases their risk for disparate
health outcomes over the life course. As a result, there are many physical, psychological,
and social challenges of aging with HIV as an African American woman (B. P. Black &

Miles, 2002; Brownley et al., 2015; Peltzer et al., 2016; M. K. Smith et al., 2015). Scant
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research exists focusing specifically on older African American women with HIV and
thus our understanding of their experiences is still quite limited. Thus, we argued that
examining the personal strengths and social resources utilized to curb the deleterious
effects of aging against multitudinous structural barriers is necessary to improve health
and decrease health disparities in this population. We also discussed life course
perspective (Elder & Giele, 2009) as an important comprehensive framework for
studying one’s experiences bound by their social location; life course perspective allows
for the study of individual lives over time while illuminating the broader social context.

In Chapter 2, we examined the literature on the “social context’ tenet of the social
determinants of health and differentiated between the various terms and concepts
within the social context and how they influence health. We also utilized older African
American women with HIV as a paradigmatic case to explore the importance of the
social context on their experiences. The literature suggests that when social relationships
are beneficial and provide social support, they can contribute to HIV self-management
against the barriers of constrained financial and material resources (Slomka et al., 2013;
Vance et al., 2011). Larger structural barriers such as HIV-related stigma (Sandelowski et
al., 2004), gender roles (Edwards et al., 2011), racism (Adimora et al., 2006), and poverty
(Pellowski et al., 2013) often prevents the development of social relationships at the
interpersonal level for older African American women with HIV. Due to the increased
interest in research to use social capital as a catch-all term to describe the social context,
we also explored how this was problematic and counterproductive to health equity

research. Social support received from social relationships are not the same as
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cumulative material resources obtained due to social capital. Conflating social support
with social capital overemphasizes individual values and lifestyle behaviors on HIV risk
and health outcomes (C. Campbell, 2001). As a result, we suggest that future research on
persons with HIV should better examine how health is influenced by both relationships
at the interpersonal level as well and by social capital at the societal level.

The findings from our qualitative descriptive study are presented in Chapter 3.
Using a life course approach (Elder & Giele, 2009), we took an in-depth exploration of 18
African American women with HIV’s experiences with social relationships over the life
course. Developing and maintaining relationships over time was influenced by a variety
of life course perspective themes at the personal, interpersonal, and structural level
presented over three developmental time periods (childhood/adolescence,
young/middle adulthood, and older adulthood).

Overall, women described tremendous barriers to relationship development and
maintenance in both childhood/adolescence and young/middle adulthood including
child sexual abuse, crack cocaine addiction, intimate partner violence, and HIV-related
stigma. Women also reported having larger social networks in younger years but not as
many important relationships. In contrast, women described having more positive
social relationships in older adulthood than they did in their youth, especially for those
who were addicted to crack cocaine. The high prevalence of intimate partner violence in
our sample also plagued many intimate relationships in young/middle adulthood. As
women aged, they were more careful to surround themselves with people who they

valued; essentially, they strategically built their networks.
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Interestingly, life course themes that were structural emerged in
childhood/adolescence (e.g. Southern life in the 1950s/1960s) and young/middle
adulthood (e.g. HIV-related stigma), but not in older adulthood. Women in older
adulthood put less emphasis on how the larger environment influenced their
relationship development and instead spoke about the influence of personal and
interpersonal factors.

The important relationships over time provided a variety of different types of
support for participants. The results of this study support behavioral explanations of
social relationships (Umberson & Montez, 2010), as social relationships in adulthood
were shown to be promotive of health behaviors such as encouraging women to adhere
to antiretroviral medication, attend medical appointments, and stay away from drugs.
Similarly, our study supported the stress-buffering (Cohen et al 2000) psychosocial
explanations of social relationships in adulthood as they were described as providing
informational (e.g. HIV information from health care providers), instrumental (e.g.
financial assistance, transportation, household chores), and emotional support (e.g.
listening to each other in support groups). Finally, the results also supported the main
effects (Cohen et al 2000) psychological explanation of social relationships in adulthood
where women reported feeling satisfied by having intimate partners and friends to
spend time with.

Findings from this study also add to the literature by uncovering the critical role
that older African American women with HIV play in the education of young women in

their communities. Women provided informal settings to share their experience with
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HIV, sex, and relationships. Such findings have implications for future HIV prevention
initiatives.

In qualitative investigations of unexplored phenomena, researchers need to be
open and flexible to where the findings may lead. While the purpose of our study was to
explore the social relationships over time in our sample, participant narratives offered
rich descriptions of other dimensions of experience over the life course. We determined
that these additional findings provided important insights into the life experiences of
African American women with HIV. Thus, in Chapter 4, we describe the trajectories and
turning points of older African American women with HIV over the life course. While
trajectories across participants were diverse, they were categorized into three main
patterns: anchored; early struggling and upward progression; and continuously
struggling. Our findings display how dissimilar life experiences were between women
who were addicted to crack cocaine compared to women who never used to drugs. For
those who suffered from substance abuse, the daily struggle of managing addiction
completely dictated their motivations, behaviors, and actions (e.g. get money by any
means necessary, get high).

The syndemic impact of substance abuse, violence, and HIV was also highlighted
in this study and the cyclical nature of these co-occurring epidemics over time (Singer,
2009). Further, our trajectory work supports Ferraro and Shippee’s (2010) theory of
cumulative inequality which suggests that social systems generate inequality through
exposures to risks and opportunities over the life course. Many of our participants lived

in a perpetual state of disadvantage which continuously increased their chance for risks
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and hazards over time.

However, as was seen in the findings of Chapter 3 and 4, participants displayed
substantial resiliency while managing extensive adversity across time. Resilience is
central to aging as adversity is inevitable at points throughout the lifespan (Resnick,
Gwyther, & Roberto, 2010). For women who were still actively in crisis (categorized into
the continuous struggling pattern), they were adamant that they had the resilience to
take control of their situation and create a better life for themselves. While it is important
to celebrate the inner strengths of African American women to mitigate life’s challenges,
we need to recognize that requiring steadfast strength to contend with socially unjust
circumstances also takes a toll. As explained by Black and Woods-Giscombe (2012),
African American women who believe they are expected to demonstrate unwavering
resilience and self-reliance towards life stressors may exhaust personal resources for
self-care; thus the attributes that contribute to resilience (e.g. emotional suppression)

operate as both assets and vulnerabilities (Woods-Giscombé, 2010).

5.1 Reflections on the Approach

The utilization of life history interviews and timelines provided an excellent
approach to solicit rich and detailed narratives over time. During the timeline activity,
participants guided the interview by dictating what was written on their paper and
steering the conversation. Creating a visual account allowed many participants to begin
analyzing their own narrative and make connections between people, places, and
events. Interestingly, time was often measured by how much has happened and not

necessarily how much time has passed. This was especially true for the participants who
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experienced years of crack cocaine addiction. For those women, although they had been
using drugs for many years— participants reported a range of 15 to 40 years—this period
was often condensed on the timeline as it was a repetitive cycle of getting money and
getting high. In contrast, times where a lot of self-growth and actualization occurred, it
took up more of the timeline real estate.

However, creating timelines heavily relied on the willingness and ability of the
participant to do so. Five women lamented they were unable to complete the timeline
(e.g. due to broken wrist, forgotten glasses, limited literacy) and we had to assist them
with the activity. Although we tried to follow their instructions as closely as possible to
create the timeline, it became too tedious to have the participants direct every text and
design decision (i.e. which color pen to use and which text to write) without stopping
the flow of the interview, so some of the choices of color and words were the
interviewers. However, we gained positive feedback from participants regarding the
method; most claimed they enjoyed the activity. All participants remained in the study
from the first interview to the second, suggesting they were satisfied with the data

collection procedures.

5.2 Limitations

This dissertation has several limitations that limit its generalizability to all
African American women with HIV in the U.S. First, the participants in the qualitative
study were recruited primarily from HIV clinics in one urban area of North Carolina.
Second, all the participants in this sample were connected to care and adherent to

antiretroviral therapy at the time of the study. Since this was a study focused on the role
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of social relationships over the life course, we are missing the perspectives of women
who are not engaged in care and potentially have very different experiences with social
relationships. Third, due to the historical nature of HIV, the experiences of the women in
this study are specific to this cohort of women born between 1951 and 1965 — prior to the

Civil Rights Movement and adult age during the advent of HIV in the U.S.

5.3 Implications for Nursing Practice

The findings from this study offer insights for nurses to consider regarding the
many barriers facing African American women with HIV. Specifically, the prevalence of
syndemic factors of intimate partner violence, substance abuse, and HIV infection in
these women suggest that the occurrence of one of these factors in clinical practice
means it would be reasonable to suspect all three. Clinically, this implies using
multidisciplinary approaches to effectively screen for interpersonal/intimate partner
violence, child sexual abuse, substance abuse, and subsequent mental health issues in a
variety of clinical settings such as primary care clinics, HIV clinics, emergency
departments, and correctional facilities (Meyer et al., 2011).

It is also incumbent upon nurses to provide trauma-informed care to this
population, which, in addition to screening for trauma history, includes sensitively
performing clinical care (Aaron, Criniti, Bonacquisti, & Geller, 2013). For patients who
have experienced trauma, it is important to create an environment that supports healing
and avoids trauma-related triggers (LeGrand et al., 2015). Practically, trauma-informed
care means providers act compassionately, respect boundaries, and conduct verbal

check-ins when conducting physical examinations (Aaron et al., 2013). Our work also
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provides evidence that health care providers who are supportive and listen to the
concerns of women with HIV may provide critical social support during crisis,
especially for women who are substance abusers. Positive relationships with health care
providers can encourage women to remain engaged in care and adhere to antiretroviral
medication.

Finally, the importance of HIV support groups in our study cannot be
understated; thus, encouraging patient engagement in HIV support groups, if available,
may provide critical social support. Providers should be aware of the outpatient

resources available in their area.

5.4 Implications for Policy

We are at a pivotal time in the history of public health and nursing to build,
foster, and sustain truly comprehensive care, wellness promotion, and health equity for
persons with HIV. Great strides have been made in the longevity and quality of life in
some subpopulations of persons with HIV in the U.S., while for other groups, disparities
have widened (Allgood et al., 2016). The 2015 National HIV/AIDS Strategy states that
supporting services that link and retain people into HIV care are paramount — including
mental health services, substance abuse treatment services, supportive housing,
transportation, childcare, food and nutrition security (Holtgrave & Greenwald, 2016;
The White House Office of National AIDS Policy, 2015). Given the acknowledgement
that social determinants of health influence HIV-related outcomes, we are encouraged
and hopeful that investment in such services becomes a national priority in the near

future.
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In addition, the 2015 National HIV/AIDS Strategy established an interagency
working group to examine the intersection of HIV, violence against women and girls,
and gender-related health disparities, recognizing that intimate partner violence (IPV) is
underreported and increases the risk for HIV (The White House Office of National AIDS
Policy, 2015). The Kaiser Family Foundation (2015) outlined the many ways Medicaid
expansion under The Affordable Care Act can help address the intersecting health
concerns of intimate partner violence and HIV such as the eliminating the pre-existing
condition exclusion (IPV and HIV were previously considered preexisting conditions),
providing no-cost preventive services for women and counseling for IPV, (Dawson &
Kates, 2015), and expanding the proportion of Ryan White HIV/AIDS Program enrollees
(Health Resource and Service Administration, 2016). However, at the time of this study,
North Carolina still had not applied for Medicaid expansion under Affordable Care Act,

limiting access to these essential services to women in the state.

5.5 Moving Forward

We echo the call by many public health researchers who insist that interventions
for HIV prevention must move beyond the individual to address the contextual factors
that influence people’s behavior (Brawner, 2014; El-Bassel, Caldeira, Ruglass, & Gilbert,
2009a). Most HIV prevention approaches place the burden on women to convince male
partners to use condoms and reduce multiple sexual partners, which is extremely
challenging, if not impossible (El-Bassel, Caldeira, Ruglass, & Gilbert, 2009b). Traditional
individual and group-based HIV prevention programs designed for women rarely

include male partners and thus limit attempts to empower women to negotiate safer
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sexual practices within relationships (El-Bassel, 200). Bowleg and colleagues (2011)
explain that for African-American men, explicit ideologies of masculinity operate (i.e.
what it means to be a “real man”) that may complicate HIV prevention initiatives. For
instance, they report that in their work with heterosexual African American men,
relationship beliefs exist such as men should have sex with multiple women, often
concurrently; sex should not be declined, even if it’s risky; and women should be
responsible for condom use (Bowleg et al., 2011). Thus, without incorporating men and
challenging social norms when considering HIV prevention, the epidemic will likely
continue. However, structural interventions for HIV prevention can disrupt
determinants by changing the environment in which individuals engage in health-
related behaviors (Adimora & Auerbach, 2010).

Similarly, our findings emphasize that we need to consider the ways in which
structural interventions can improve health and well-being in marginalized populations
who have limited access to social resources that influence the disease experience.
Although individual and interpersonal level factors are important and influence health,
they only partially explain the disparities in health and survival among many African
American women with HIV (Lane, 2004). For instance, investing in accessible housing
(Kidder et al., 2007), stigma-reduction interventions (Barroso et al., 2014), and health
care availability (Commission on Social Determinants of Health, 2008) for persons living

with HIV all have the potential to improve health for this population.

5.6 Conclusion
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The health experiences of African American women aging with HIV are molded
by their personal attributes as well as larger structural barriers that shape opportunities
and outcomes over time. Our study found that social relationships occupied an
important place in the experiences of African American women over the life course,
influenced by factors that changed over time and circumstances. This work
demonstrates a need to utilize methods that incorporate time, culture, and context to
explore the disease experiences of other racialized minorities to develop a

comprehensive understanding of complex lives.
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Appendix A: Sociodemographic Form

Al

A2

A3

A4

Aba

A5b

A6

A7

What is your age?

What is your marital
status? (Choose one)

How many years of
education have you had?
(Enter 12 for high school
diploma or equivalent, 16
for bachelor’s degree, 18 for
master’s degree, 20 for
doctoral degree)

What is your total monthly
income from all sources?
Are you currently
employed?

IF EMPLOYED: How many
hours per week do you
work?

Which of the following best
describes your current
living situation?

How many people reside in
your household,
INCLUDING YOURSELF

Married (monogamous)......

Not currently married--Widowed...............

Not currently married--Divorced...............

Cohabitating with long-term partner ..........

Single / never married......................

Live in own home or apartment.................

Staying with friends/ family.

Sleeping in my car or shelter
Currently homeless............

Number......coooovvvivivinnnn...
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A8

A9a

A9

A10

All

Al12

Al3a

Al3b

Al4

Do you live in an urban or
rural area?

IF >1: Of those residing in
your house, how many are
younger than 18 years old?

What are their ages?

Are you the primary
caregiver for someone in
your household?

How many years ago did
you contract HIV?

How do you think you
contracted HIV?

What is your most recent
CD4 (T cell) count?

What is your most recent
HIV viral load?

Have you ever injected
street drugs?

Number (enter 0 for <1 year) ..........

Sexwithaman ....cooovviiiiiiiiiiiiiiinnenn,

Sex with a woman
Injection drug use
Blood transfusion

Occupational exposure ................coeeiiiie

Other

Number (range 0-1400).....................

Number (range undetectable to 750,000; if

undetectable put-1).........................
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Al5

Aleé

Aléb

Al7a

Al7b

Al8

Al9a

Would you describe
yourself as heterosexual,
gay or lesbian, bisexual, or
something else?

Are you currently taking
any antidepressants, or
medications to treat
depression?

IF YES: Which one(s)?

Are you currently taking
any other medications for
mental health problems?

IF YES: Which one(s)?

Have you been diagnosed
with any other chronic
health condition, such as
hypertension, diabetes, or
arthritis? (Circle all that

apply).

Have you ever used street
drugs?

Heterosexual (Straight)...........................
Gay
Lesbian .......coooiiiiiiiii i
Bisexual ......ooiviiiii
Other

@) 1< T
BfeXOT ettt

Remeron..........coooiiiiiiiiii e,
Wellbutrin..........cooiiiiiii
ZOlOft. .o
Other

Hypertension...................ooo
Diabetes....coviiiiiiii
Arthritis........ooooi
Hepatitis B

Hepatitis C

Other
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Al19b

A20a

A20b

A2la

A21b

A22

A23a

A23b

IF YES: Which one(s)?
(Circle all that apply).

IFYES TO A19: Do you
currently use street drugs?

IF YES: Which one(s)?
(Circle all that apply).

Have you ever had a
problem with alcohol?

IF YES: Do you currently
have a problem with
alcohol?

Are you currently in a
program for substance
abuse recovery?

Do you smoke cigarettes?

IF YES: Calculate pack
years

Number of Pack Years =
(Packs smoked per day) x
(years as a smoker)

Marijuana............oooeiiiiiiii 1
Qe Tor: 11 [T 2
Crack. .. e 3
Crystal meth.................. 4
NaArCOtiCS. .o 5
Heroin. ..o, 6
Methadone........oooviiiiiiiiiiiiiiiiiiiiieeen, 7
Other. oo 8
Not Applicable................... 99
D < T 1
N O i 0
Marijuana............ooooiiiiiiii 1
Qe Tor: 11 [T 2
Crack. .. e 3
Crystal meth.................. 4
NaArCOtiCS. .ot 5
Heroin. ... 6
Methadone........oooviiiiiiiiiiiiiiiiiiiiiie, 7
Other. o 8
Skip (not applicable)....................... 99
D < T 1
N O i 2
D < T 1
N O i 2
D < T 1
N O i 0
D T 1
N Ot
Number
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A24  What medications are you Not on antiretroviralS........coovvviiiiiiiinnnnnn.. 0

currently taking to treat
your HIV? (Circle all that

apply.)

Retrovir/AZT/zidovudine
Videx/Ddi/didanosine

Zerit/D4t/stavudine
abacavir

Epivir/3TC/lamivudine

Viread/TDF/tenofovir

Invirase/SQV/saquinavir =~ Truvada/Emtriva & Viread
Norvir/RTV/ritonavir Epzicom/3TC & Ziagen/

Crixivan/IDV/indinavir Trizivit/AZT & 3TC &

Viracept/NFV/nelfinavir Combivit/AZT & 3TC

Kaletra/LPV/lopinavir & ritonavir

Emtriva/FTC/emtricitabine Ziagen/ABC/abacavirReyataz/ATV/atazanavir

Lexiva/FPV/fosamprenavir
Selzentry/MVC/maraviroc

Sustiva/EFV/efavirenz

Aptivus/TPV/tipranavir Intelence/ETR/etravirine
Isentress/RGV/raltegravir Prezista/DRV/darunavir

Viramune/NVP/nevirapine Fuzeon/T-20/enfurvirtide

Rescriptor/DLV/delavirdine Atripla/Tenofovir & emtricitibine & efavirenz

Other
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Appendix B: Interview Guide
Interview 1:

Thank you for agreeing to participate in this study. My name is Elizabeth Moore and I
am a nurse and a graduate student at the Duke University School of Nursing. Our
conversation is going to be recorded so I can transcribe (type out the conversation) and
look at it later. Only myself and other members of my small research team who will ever
hear the tape. Your name will not appear on the transcript and all identifying
information will be removed from the transcript (names, dates, places).

As I mentioned when we spoke, I am interested in hearing about your experiences with
interpersonal relationships over your lifetime. I want to understand your experiences
from your point and view and to do that I'm going to ask you some questions each time
we meet. Next time when we meet, I'll give you a large piece of paper and colored pens
and ask you to draw a timeline beginning at birth and ending at the present day. I'll say
more about that next time, but for now, let’s just talk. Finally, from time to time I'll ask
you to give me examples and to otherwise explain to me what you mean so that I'm sure
I understand.

To start: Tell me a little about yourself.
Guiding questions:

Looking back, who have been the most important people in your life?
What is it about this relationship that has been important?
How does this person support you?
What does this support look like (i.e. driving to appointments, being there to talk
etc)?
*Have you disclosed your HIV status to this person — how did they react? What
was that experience like?
*How have these relationships helped you cope with HIV?

How have your experiences with interpersonal relationship(s) changed over time?
Have these experiences changed since you've been diagnosed with HIV? If so, how?

What have been the challenges to maintaining interpersonal relationship(s) over time?
How have you overcome these challenges?
Have these experiences changed since you've been diagnosed with HIV? If so, how?

How have your experiences with interpersonal relationship(s) affected your life?
Have these this changed since you've been diagnosed with HIV? If so, how?
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How has being a black/African American woman influenced these experiences?

Prompts:

Can you give me an example of that?

When you say ___, say more about that. What do you mean?

It sounds like you are saying ___. Is that right?

As you look back on that, what seems most important? (In what ways?)
How did __ affect you?

Wrapping Up

Is there anything else you think I need to know? Anything else you’d like to say?
Again, I want to thank you for taking the time to talk with me with today. I want to
reassure you that anything that you tell me will be kept in confidence.

Now, let’s set a time and place for our next meeting [if appropriate].

Interview 2:

So this week, I'd like to talk about the timeline I mentioned last time. I'm going to give
you a large piece of paper and colored pens and ask you to draw a timeline beginning at
birth and ending at the present day. Along this timeline, I'd like for you to mark where
important things and/or events happened involving interpersonal relationships in your
life. I'd also like for you to indicate if that event was positive (good), negative (bad), or a
combination.
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Appendix C: Participant Recruitment Flow Diagram

Potential participant Study coordinator Not eligible due to gender = 2 ]
contacted study screened potential
coordinator by phone or |:> p?rtlFlpant for st.udy [ Not eligible due to age =5 ]
) criteria and explained
n=32 study in detail

n=29 Not eligible due to HIV- status = 1 ]

‘ <
Lost to follow up=3 ]

4 N

Met eligibility criteria and

—

scheduled initial meeting
n=21

- J

~

Initial meeting
Informed written consent
Demographic sheet
First interview
(began timeline)

\ n=18 /

Lost to follow up=3 ]

( N

Second meeting
Continued interview

Began or continued
timeline
n=18
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