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Abstract
LIVING WITH HIV DISEASE: A PHENOMENOLOGICAL STUDY & A GROUP OF
OLDER BLACK/AFRICAN AMERICAN WOMEN
by

Judith C James-Borga

Adviser: Professor Keville Frederickson

Black/African American women are disproportionatafiected by human immunodeficiency
virus (HIV) disease. The purpose of this study teagain an in-depth understanding of the
experiences of a group of lower socioeconomic, rdBlack/African American women, who

were living with HIV disease. A purposive sampla@i participants was obtained and data was
collected through unstructured interviews. Using phenomenological stance of Merleau Ponty,
and guided by van Manen’s methodological processs®&n essential themes emerged:
transcending adversity and becoming; using knovdedgempowerment; dealing with HIV
stigma; concealing and revealing; tending to theiotional life; and caring for others while they
themselves were being cared for. The meaning wigiwith HIV disease is a dynamic
interrelated patterning process of these essehgates. The findings support Pamela Reed’s
theory of Self-Transcendence. Implications for mgsnclude: the urgent need for a paradigm
shift that acknowledge the strengths of older Blafkcan American women; the need for the
integration of sexual assessment and educatiorskmeduction and medication adherence into
routine healthcare encounters; and for furtheraneteto expand the data base on strategies that
older Black/African American women use to overcaersity and live with HIV disease.

Key Words: HIV; older Black/African American women; self-trscendence.
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Chapter |
AIM OF THE STUDY
The United States will become a place where new iHf¥ctions are rare, and when they do
occur, every person, regardless of age, gendex/athnicity, sexual orientation, gender identity
or socio-economic circumstance, will have unfetleaecess to high quality, life-extending care,
free from stigma and discrimination.
Obama, 2010, p. vii

In July 2010 the White House released the NatiblfAIDS Strategy, the first national
comprehensive plan for addressing human immunadeftiy virus (HIV) disease in the United
States. The national vision included provision ighkquality HIV care free from stigma and
discrimination. The Federal Implementation Plantha national strategy acknowledged that the
guest to change the public’s attitude toward pessaith HIV disease presented one of the
greatest ongoing challenges to implementation (8VHtuse Office of National AIDS Policy,
2010). However, if stigma and discrimination arééaddressed, attitudes about people with
HIV disease need to change.

This stigma is experienced both internally, assalteof personal guilt and shame, and
externally, from the social networks of the infectedividuals (Emlet, 2006a; Lee, Kochman, &
Sikkema, 2002; Wolitski, Pals, Kidder, Courtenayi®u& Holtgrave, 2009). It is not
surprising then, that persons with HIV disease gigecstigma not only from the general public,
but also from nurses and other health care prosidéris often translates into significant barriers
to quality health care (Payne Foster & Gaskins920@nnessa, Reece & Basta, 2008). While
knowledge alone does not change behavior (Fisibéijzen, 1975), researchers have indicated
that knowledge gained through specific targetectational strategies that emphasize

understanding has been found to dispel myths asa lp@sitive influence on providers’

attitudes, practice patterns, and interaction wéhsons with HIV disease (Stanton & Johnson,
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2000). This study seeks to understand what therque of living with HIV disease is like for
older Black/African American women. The purpose tereugh the women’s description of
their experiences—to uncover the essence of whaglwith HIV disease is for them. It was
anticipated that the knowledge generated fromstudy will provide new insights for nursing
care, practice, and education.

This chapter begins by identifying the phenomeneooicern, HIV disease in older
Black/African American women. An overview of thentext and background of the problem is
provided. The justification for the study is givarhis is followed by the researcher’s
assumptions and biases. The chapter concludeswlitussion on the research approach and
the relevance of the study to nursing.

Background

It has now been three decades since the identdficaft the virus that causes HIV
disease. In the early years, as researchers wgatgmpted to understand the infectious
processes, much emphasis was placed on the maditiological issues, such as the
transmission, disease progression, risk factois tr@atment associated with HIV infection (J. D.
Ruiz & Molitor, 1998; Tortu et al., 2000). Similgrlithere has been an overwhelming emphasis
on specific high-risk subpopulations such as gag,rmadolescents, injection drug users, sex
workers, and mothers and their infants. Meanwliile older adult population, and specifically
older women, a group who has consistently beereptes the HIV population (Centers for
Disease Control [CDC], 1998a, 2008), was not alwagwed as a population of concern and has
received considerably less attention in the liteea{Linsk, 2000).

Black/African Americans are disproportionately ated by HIV/AIDS. They represent

13.6% of the United States population (United St&tensus Bureau, yet they account for 44%



of the persons living with HIV disease and 48%h# persons with a new HIV diagnosis in 2010
(CDC, 2010). Of the women with a new diagnosis Bff/AIDS in 2008, 67% were
Black/African American. This rate of infection fBfack/African American women is second
only to that of Black/African American men (CDC,18). The rate of new infections for
Black/African American women is 20 times the ratéhat for Caucasian women. The focus of
most HIV research within the Black/African Americammmunity, like in other racial groups,
has been on high-risk populations such as injectrag users (IDU), men who have sex with
men (MSM), and women of childbearing age. As theocbof elderly Black/African American
women who were infected at an earlier age growd tla@ number of new infections in women
50 and older increases, the need to understarekfiexiences of these women becomes critical.
Emerging reports from the CDC indicate that thedence of HIV disease in persons age
50 and older is growing. In 2008, there were ameged 682,668 persons living with HIV
disease in the United States and its five deperateass. Of this number, 108,696 were age 50
and older. In 2009, there were an estimated 42y@¥dcases of HIV disease diagnosed and
persons over age 50 accounted for 15% these negtimh (CDC, 2010). It is estimated that by
the year 2015, persons ages 50 and older will atdou50% of those living with HIV disease.
This increase is attributed to two main factors: éffectiveness of highly active antiretroviral
therapy (HAART) and the growing rate of new infeas. The discovery and successful use of
HAART has made it possible for many persons witk' Hisease to live longer, thus changing
the trajectory of the disease from an acute lifedatening illness to a chronic disease (CDC,
2008; Halligan, Halligan, Jeske, & Koh, 2009). Thisgevity has resulted in persons who were
diagnosed in their earlier years now aging intopgbpulation of persons age 50 and older. The

second factor contributing to this increase isabealation in the number of new infection in this



age group (CDC, 2010). This increase in the inadesf new infections has been credited to
some of the following reasons:

1. Midlife and older persons are reported to be lkemwledgeable about HIV/AIDS.

2. Midlife and older persons often do not percehamselves to be at risk for HIV/AIDS.

3. Midlife and older persons often report the ingistent use of condoms.

4. The increased availability and use of sexuahanimg drugs in this age group.

5. The idea that some providers are still targetigi-risk groups rather than assessing
for high-risk behaviors as the criteria for sexe@linseling and HIV testing (llla et al., 2008;
Stark, 2007).

The pool of studies about older persons living MAtN disease, though growing,
remains small, and the number of studies on oldecan American women is even smaller. |
searched EBSCitdst's multiple databases, inclusive of the educatiealth and nursing,
philosophy, social work, and gerontology literaturesed the time frame of 2003 to 2013. The
termHIV in African American womeyielded 2,920 responses, 122 of which were quiaigan
design. When the termIV in older African American womemas used, the yield was a total of
206 responses, seven of which were qualitativeesigh. Review of the qualitative studies
showed that three studies investigated the risiofador older African American women
(Evans, 2011; Poindexter, 2005; Whyte, Whyte, &r@ier, 2008); two investigated their
perception of risk (Akers, Berstein, Henderson, IBp§ Corbie-Smith, 2007; Grant &
Ragsdale, 2008); one study addressed stigma ipdipiglation (Payne-Foster & Gaskins, 2009);
and the other focused on health education (Comdliioneyham, & LeGrand, 2008).

When compared with the plethora of studies on HB"T the natural science perspective,

the literature from a human science perspectivedoeaa minuscule. Qualitative research and, in



particular, phenomenology, because the primaryeawnis uncovering the meaning of human
experiences, “aims to bridge the gaps betweenrestofiindividual experiences and the
phenomenon of human existence” (Madjar & Waltor§9,9. 8). The aim of phenomenological
research is to create descriptions and meanintigedtructures or essences of a phenomenon. It
does not provide theoretical or empirical explaadi Instead, this process seeks to gain an
understanding of the meaning of the experiencen@isoeveryday life (van Manen, 1990). The
aim of this phenomenological study is to understiwedmeaning of the experience of living with
HIV disease for a group of African American womage 50 and older.

This study adopted the CDC (2010) definition of tikwendiagnosis of HIV infectioto
mean a diagnosis of HIV sero-positivity, obtaingdalscreening test and followed up by a
confirmatory test, such as the Western blot. Tha télV diseasavas used in this study
regardless of the person’s acquired immunodefigisyadrome (AIDS) status. Participants
therefore were at various points along the contimad the disease process.

Phenomenon of Interest

The phenomenon of interest for this study was ¥peeence of living with HIV disease
as described by older African American women. Thestjon posed was: “What is the
experience of living with HIV disease like for old@lack/African American women?” Living
with HIV disease can be a complex issue for persbasy age group, gender, or ethnicity (Fair
& Ginsburg, 2010). Researchers have suggestedhaixperience of living with HIV disease
for older adults is different than it is for youmgelults in such areas as medication adherence,
drug interactions, and supportive service util@atfEmlet & Berghuis, 2004; Gebo & Justice,
2009; Justice & Weissman, 1998). Likewise, theditiere suggested that living with HIV disease

for African Americans is in some ways different andome ways similar to living with HIV



disease for other racial/ ethnic groups of the padmn. Among the factors cited related to
ethnicity were the association of stigma, socioeoains, and the level of support system
(Payne-Foster& Gaskins, 2009; Poindexter, 20075kaaf, Richter, & Kim, 2001). Gender
presents its unique differences. Studies have stibatrmen are better retained in HIV
interventional programs that are brief and are haséospitals or the workplace and ones that
offer financial resources, whereas women respotteéri® interventions that are community
based and provide social and emotional incentiveaddition, Durantini and Albarracin (2009)
identified that men were more responsive to HI\éméntion programs that included HIV
testing and prevention. Other studies have higtdigithat unlike men, women of reproductive
age are stigmatized by their role as vectors, wdrasimit the infection to their unborn, and that
older women, the most invisible population affedbydhis disease, are less likely to be referred
for testing unless they disclose significant higdikcbehaviors. HIV-related symptoms in this
population have been known to be inaccurately diagd as transitory in nature and related to
menopause (Lieberman, 2000; Tangenberg, 2004).
Justification for Studying the Phenomenon

The phenomenon of interest for this study is theeeience of living with HIV disease
within the context of older Black/African Americaromen. When this phenomenon has been
studied within the context of other groups, suclgasmen, younger African American women,
low-income White women, and the homeless, it han l@ssociated with shame, stigmatization,
isolation, sexual, and risk-taking behavior (Bu&cBtevens, 2006; Lee, Kochman, & Sikkema,
2002; Payne-Foster & Gaskins, 2009; Wolitski, Pidder, Courtenay-Quirk, & Holtgrave,
2008). Findings from studies of other groups ofgdediving with HIV, such as long-term

survivors and a cohort of HIV-infected persons mr@, have identified strategies that



individuals have used to care for themselves ambtmalize their post-diagnosis life. Some
strategies include the following: reconstructing theaning of time according to new priorities
(Zhou, 2010); reinventing their identity, which mangan living more “moral” lives; embracing
religion or finding other alternatives to leisufér@ssley, 1997; Gosselink & Myllykangas,
2007); and/or emerging self-advocacy and self-aatwities (Hobbs Leenerts & Magilvy,
2000).

The literature regarding HIV/AIDS in the African Asrican community has focused
predominately on studies about risk-taking behayimrcluding risk-taking adolescents, men
having sex with men, intravenous drug users, sakavs, and women of childbearing age
(Hlaing & Darrow, 2006; Jemmott, Jemmott, Fong, &slles, 2010; Mor, Davidovich,
McFarlane, Feldshtein, & Chemtob, 2008; Richtemw&8 & Pluto, 2002; Siegel & Krauss,
1991, Sterk, Theall & Elifson, 2005). There hasrbaesmall body of information related to HIV
disease in older adult African American women. Ehgsidies, the majority of which are
guantitative in design, have focused on socialaofa that have contributed to HIV disease.
These cofactors include drug use (Sharpe, Lee,stiaka, Elam-Evans, & Fleming, 2004;
Tortu et al., 2000), violence and economic motmaijSormanti, Wu, & El-Bassel, 2004;
Whyte, 2006), the secret behavior of the “down Ieyiidrome (men secretly having sex with
men while maintaining sexual relationships with vear)) and the gender ratio imbalance in the
African American community (Harris, Mallory, & Staoey, 2010; Whyte et al., 2008). For the
most part, these studies have portrayed African idae women as passive, dependent victims,
thereby reinforcing negative stereotypes. Othatistihave identified the strengths and
contributions of the older Black/African Americaromen in their traditional matriarchal and

care-giving role as they sought to maintain thimiediate and extended families during this



HIV epidemic (del Bene, 2010; Linsk & Mason, 20Q#sk et al., 2009; D. S. Ruiz, 2008;
Shambley-Ebron & Boyle, 2006). This group’s pred@potlight in regard to HIV disease had
been as primary caregivers and informal helperghir children and grandchildren. They
witnessed their life situation described in terrhstoess, responsibility, burden, caregiver role
strain, and role change and the effects of agimgexter, 2007; Linsk & Mason, 2004).
However, the burden of dealing with their diseas® temained obscured, and their experience
of living with HIV disease is poorly understood. Atihen is the experience of living with HIV
disease for older Black/African American women winaditionally, have been cast in the
support role and who, like most older adult, atemmfperceived by society to be asexual? The
voices of these women have not been clearly eli@ted heard within the context of living with
HIV disease.

This study offered an opportunity to provide in-tkepnderstanding and capture the
essence of the meaning of the participants’ expeeg of living with HIV disease. It also
uncovered, from the participants’ perspective,rthgeractions with nurses and health care
providers. Nurses and health care providers ar@satated from the considerable lack of
understanding and ongoing negative perceptionsettist in the mainstream culture regarding
persons living with HIV/AIDS (PLWHA). Good patiergrovider relationship had a positive
influence on the individual’'s engagement in HIVateld health care and treatment adherence
(George, Garth, Wohl, & Gavin, 2009), but distroshealth care providers was associated with
some participants avoiding medical appointmentawipharkar, Moneyham, and Corwin’s
(2008) study on the perception and experienced\éfgdsitive Black/African American women
in the southern United States found that many @i harticipants reported a lack of caring and

concern and poor attitudes and behavior from saregovers.



It is hoped that the findings from this study vimfipact clinical practice by providing
insights that may sensitize providers to the p&iexperiences. The understanding and
sensitization gained may lead to the emergencemilption-specific interventions and to
improvement in the quality of care delivered toesl@lack/African American women living
with HIV disease.

Assumptions and Biases

| believe that many of the contributing factordtly disease in older African American
women, as in other groups, are grounded in socraen issues. In addition, | believe that
Black/African American women are at an even higisd of contracting HIV disease, secondary
to the high prevalence rate of the infection witthiair community. However, in addition to
socioeconomic factors and the high prevalence ratgsume that there are other highly
influential issues such as culturally determindé expectation, religion, and trust that play
equally important roles in the decisional processeklife experiences of these women.

| also believe that the meaning of an experiene@gés over time and context. | assume
that as the women lived over time with this diseésey would in their own unique way, make
sense of their lives as they negotiated the irtgieavironments of their relationships, their
culture, the health care system, the complex treatmegimes, lifestyle changes, and the stigma
associated with this disease. This stigma, ofterptioduct of fear and ignorance, may cause
unnecessary human suffering that interfered wighpttofessional care of these women.
However, because what makes one human is theyadmiit freedom to choose (Sartre, 1977), |
believe that the participants over time would clelsw they interpret and respond to their
experiences. Finally, | believe that the understamdf the meaning of patients’ experiences is

an essential prerequisite for effective nursingfpca.



Method of Inquiry

The method | chose to study the meaning of thereeqpee of living with HIV disease
from the perspective of the older Black/African Aiman womerwas a phenomenological
approachMerleau-Ponty’s (1945/1962) phenomenological ploipds/ provided the
underpinnings of the study, because this perspesteks to answer the question, “what is the
nature or meaning of the phenomenon?” This persfgeemphasizes the importance of
relationships between and among persons and betwegeans and the world. Van Manen’s
(1990) methodical structure of human science rebeaas the phenomenological research
process used to guide this study. | chose van Mampeocess because Merleau-Ponty’s
(1945/1962) work formed the basis of van Manen’shodical structures. For van Manen,
research is a deliberate act of connecting onesétie world, thereby enhancing one’s
relationship with the world.

Relevance of the Study for Nursing

Because the research literature within this proppesedy’s context was sparse, in this
study | sought to uncover and understand the mganfithe experience of living with HIV
disease for African American women age 50 and adderadd to the body of knowledge on this
phenomenon. The study illuminates the meaningefiat is” that underlies this highly
relational phenomenon (the experience of livingwtV disease).

Phenomenology, the research paradigm chosen fostilndly, is relevant for this study
since this approach is patient centered and isrceng with nursing practice. The nature of the
practice of professional nursing encapsulatesia@xperiences, interactions, and responses to
actual or potential health problems of individuatsl their families. Nurses are educated to be

attuned to the whole person and not just to thguenpresenting health problem. Van Manen
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(1999) captured this perfectly when he observetialiaough nurses are knowledgeable about
medical science and the associated health carpragut, technology, and procedures, patients
expect more from nurses. Patients expect healidganng hands and attitudes that touch not
only the physical body but also the self and thel@lembodied person (p. 33). According to van
Manen (1999), phenomenology promotes the experiehagnostic and pathic care, making the
participants more human in the eyes of the caregjivénderstanding the experience of persons
living with HIV disease may provide nurses and otiealth care providers with alternative
ways of thinking (Madjar & Walton, 1999) when cayifor older adult African American

women with HIV disease. This understanding may arage nurses to listen differently, modify
their own perspective, and ultimately improve tlialgy of their practice.

Munhall (2007 stated the following:

The ultimate aim of nursing is to provide careifatividuals and human systems

experiencing the unfolding processes by using mémt, timely and appropriate care

based on human caring and understanding. Undemstpesisences in experience
underpins fully caring for another. Further, knogvthe person, group, population or

institution is critical in nursing care. (p. 217)

The ultimate goal of phenomenological philosophg eesearch is to be fully human
through an in-depth understanding of the meaning@human experience. The purpose of this
study was to understand the experiences of thegy@agtife of older Black/African American
women as they live with HIV disease. The phenonagio&l understanding gained from this
study may also help guide further research to ivgtbe quality of care for persons living with

HIV disease. This study further adds to the knogteldase of nursing science by illuminating
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the understanding of the meaning of living with Hl\éease, as experienced by this group of
older Black/African American women.
Summary of Chapter

Chapter | identifies the aim of the study and #search question. The phenomenon of
interest (the experience of living with HIV disepsepresented and the literature cited to
provide justification for the study within the sjfe@ccontext of older Black/African American
women. My assumptions and biases related to thegohenon are articulated. The relevance of
the study to nursing is presented. In addition pivenomenological perspective of Merleau-
Ponty (1945/1962), the philosophical framework @mt underpin the study, and van Manen’s
(1990) research process, the chosen method ofrin@ue identified. Chapter Il addresses the

evolution of the study.
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Chapter II
EVOLUTION OF THE STUDY
This chapter describes the evolution of the stBaginning by framing the

sociohistorical context of the experience of olB&ck/African American women and health
care, the chapter then describes the context oehummunodeficiency virus (HIV) disease and
its relationship to, and impact on, the populatioder study: older Black/African American
women. Relevant literature is then used to comprgikiely trace and illustrate the history of
HIV disease from its initial emergence as an atifeghreatening infection through its transition
into a chronic condition. The impact of HIV diseasevarious populations, including the
population for this study, older Black/African Anigan women, is addressed. A presentation of
this scholar’s experiences as a Community Healtls&land a Clinical Nurse Specialist, caring
for women and children with HIV disease, is alsfedd.

Sociohistorical Context of Older Black/Africans Ameican Women and Health Care

In the United States, racial identity is a soctistruct that is measured by skin color.

Having a different skin color often subjects Blakkican Americans to considerable stigma,
including clinicians’ preconceptions related to adherence and unfavorable health outcomes.
These preconceptions can result in actual or pgapierceived feelings of unequal treatment and
disrespect from clinicians (Sims, 2010). Accordiodlack feminist writer Hill-Collins (2000),
all African American women share the common expeeeof being Black in a culture that
disparages women of African descent. However, stuldave shown the majority of Black
women see race and gender as equally importamyip@alitical debate and identified sexual
discrimination within the Black community as a pleh. Those studies have also found that

Black women, for the most part, do not make densi@bout their health in isolation, but that
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these decisions are shared and influenced by Bresk(Harnois, 2010; Hill Collins, 2000).

The advances in medical technology and preventative have resulted in overall
improvement in the health status of older womenydweer, despite these advances, there still
exists a huge health disparity between Black/Afriéanerican women and their White
counterparts of the same age and socioeconomusgtdational Center for Health Statistics,
2007). Older Black/African American women are stagired threefold through racism, ageism,
and gender. Racism is a core contributing factahénlife experiences of older minority
members, since they have had more extended expenweth racism than any other age groups
(McKinney, Harel, & Williams, 1990). Because ofgshBecker and Newsom (2005) posited that
the way ethnic minorities respond to illness arelhbalth care system is influenced by their
years of coping with racism.

Sims (2010) offered the sociocultural construétstbnic notions and healthy paranoia
to describe older Black/African Americans’ perceptof their personal experience with the
health care system. “Healthy paranoia” is the hypgitance or protective behavior that results
from years of earned suspicion and mistrust osgstem. “Ethnic notion” refers to the “subtle
shifts, interpretation of intention, ethno-cultudsfiference and context that may occur during
health care encounters” (p. 500). In an ethnogragtuidy of 50 Black women over the age of
forty, Sims (2010) reported clinicians’ interactibghaviors such as lack of eye contact,
hesitancy to touch, and tone and speed of speenieaghat validated participants’ perception
of providers’ bias. Some of those participantscattited their expectations that the health care
system could actually be detrimental to African Arcens. Martin et al. (2010), in a
phenomenological study of care-seeking behavi@ladrly African Americans, found that

participants defined health as “the ability to loéee.” Other themes that emerged were the
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reluctance to use prescription drugs, the relimmchome remedies, and the avoidance of bad
news. Distrust of physicians and the race of tloeigder were also important factors. The
literature also shows that older Black/African Aman women often place the informal care of
their immmediate and extended family members overr hwn health care needs (Samuel-Hodge,
Skelly, Headen, & Carter-Edwards, 2005).

Historical Context of HIV

HIV was first identified in 1981 (Gallo, 1991) deetretrovirus that caused decreased
cell-mediated immunity by suppressing the T4 lympftes, which if left untreated, led to
acquired immunodeficiency syndrome (AIDS). Thisdiygme manifested itself in the form of
multiple opportunistic infections and unusual nesphs that eventually lead to death. This new
disease with its acute life-threatening outcomdédxthe medical and public health care
community.

The disease was initially believed to be a disedsg®ung, gay, White men, because the
first cases were observed in members of this grobgs. initial manifestation in an already
marginalized group laid the foundations for stigaetion and discrimination. Later, as similar
symptoms were identified among intravenous drugsuaed their partners, it became apparent
that the disease was associated with the exchdriglg fluids. As the disease became more
discernible in the heterosexual population, esflg@mong women, newborns, and persons who
had histories of transfusions of blood productbgeitame evident that this disease affected every
age, gender, and race. Biomedical and public he#ithest escalated, along with public stigma,
discriminatory practices, and shame (Emlet, 200/ proliferation of stigma and
discrimination was heightened as the general puiblctuding health care providers, became

increasingly fearful of contracting the diseasedRu Campbell, 2006). The fear, stigma, and
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negative attitude about HIV disease were evokedumxpersons who contracted the disease
were, and still are, viewed as contributing to ttefiection because of their own deviant
behaviors, as well as because the disease is papletransmittable, and incurable (Sontag,
1990). The acquisition of a disease from sexualtijp@ and illegal drug use was considered
more willful and deserving of increased shame dathb (Sontag, 1990). High-risk populations,
rather than high-risk behaviors, were quickly idiéed (Hawley, 1992; O’Brien, 1992). Unlike
other diseases that arouse feelings of shametimrfieeith HIV was kept hidden, not from the
patient, as cancer used to be, but from the p&ipotential support system (Sontag, 1990).

As the disease spread in the heterosexual populamal the incidence among women
began to rise, the issue of mother-to-child trassion became highly significant. Even though
men having sex with men remained the highest suldpbpn affected, African Americans
quickly began to be disproportionately affectedlnyg disease. The implementation of highly
active antiretroviral therapies (HAART) in the ni@90s signaled the evolution of HIV disease
into a chronic disease (Halligan et al., 2009). $hecess of Protocol 076 (CDC, 1994) led to the
drastic decline in mother-to-child transmissiorstiareducing the incidence of HIV infection in
newborns in the United States and other areaseoivtinld where medications were available.
Recently, researchers (Cohen, Chen, McCauley, Gar&lHosseinipour, 2011) and Secretary
of State of the United States Hillary Clinton (2ah&rnational AIDS Conference) have
promoted the concept of treatment as preventiortlandision of an AIDS-free generation.

HIV Disease in Women

In the early years of the epidemic, the majority4d¥ infection in women was among

injection drug users and sexual partners of impactirug users. In 1985, women accounted for

8% of the new HIV infections and AIDS diagnosisnfy@ars later, the incidence rose to 20%,
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and by 2010 women accounted for 25% of new HIV/Al&gnosis (Figure 1). By 2008, of the
10,332 new cases of HIV disease identified among&roin the United States, 67% were
African American women, 18 % were Caucasian and ®W&¥e Hispanics/Latinas. Heterosexual
contact is now the primary identified transmissisk category for each ethnic group, at 87%,
75%, and 84%, respectively; whereas injection drisgyaccounted for 13%, 24%, and 15%,
respectively (CDC, 2010). Factors that facilitatieel transmission of HIV infection in women
included sex during menstruation, bleeding durmgrcourse, and any inflammation or
disruption of the genital mucosa (Anderson, 2005).

The success of HAART that resulted in the transitig of HIV disease to a chronic
manageable disease meant that people on treatreemliving longer. However, women
infected with HIV still faced complex issues thagne& unique to their gender, such as
contraception, reproduction, a 2% possibility ahsmitting the virus to their unborn children,
and multiple gynecological conditions, includingsally transmitted diseases, cervical cancers,
and menopause (McCall & Vicol, 2011). For womem, tise of barriers during intercourse was
not only a means of contraception but also criticathe prevention of sexually transmitted
diseases. This barrier protection also minimizedtthnsmission of and/or reinfection of other
strains of HIV. Besides being able to initiate arprotection with the use of condoms, the
woman and her partner must then be able to praodeag-term maintenance. This has resulted
in negative outcomes for some women, ranging froendonment to violence, when they
sought to have their sexual partners adopt thiagdhén sexual behaviors (Sormanti et al., 2004).
Researchers Raiford, Wingood, and Clemente (2@&pOrted that among HIV-positive women,

the degree of consistent condom use depended qratireer’s HIV sero-status, (51.6% with
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positive partners, 72.9% with negative partnerspaddition, for the HIV-infected woman who
wished to get pregnant, the use of this barriehotpresented a dilemma.

HIV infection in women has been associated withnaneased risk of vaginal
candidiasis, human papilloma virus (HPV), and aalcancer (Anderson, 2005). Researchers
have identified that among women with HIV diseasar fdenial, and low self-esteem have been
some of the psychological barriers to accessinguaitiding mainstream health care facilities
and cervical cancer screening clinics (Andrasiks&k®ereria, & Antoni, 2008). Sayles, Wong,
and Cunningham (2006) found that women more oftan ien reported difficulty taking HIV
medications openly in the home. This may havedaching implications for gender disparities
related to HAART interventions.

HIV Disease in Older Adults

Early in the HIV epidemic, older adults were maktly to be infected through the
receipt of infected blood products. In 1989, pessover age 50 accounted for 98% of the HIV
infection cases attributed to infected blood prasi(€DC, 1998a). Although the introduction of
routine blood screening drastically reduced trgk,rihe rates of infection from other
transmission modes rose. HIV transmission in oddiedts now occurs primarily through male-
to-male contact (MSM), injection drug use (IDU)dameterosexual contact (CDC, 2008). HIV
disease in the older population comprises twortistjroups: persons age 50 and older who are
newly diagnosed with HIV disease and persons age8M®lder who were diagnosed at a
younger age and are growing older from this chrdmess.

HIV disease in the over-50 age group presents avithultitude of complexities not seen
in the younger age groups, including issues relatetciety’s stereotypical values about

sexuality and the natural biological aging procesSeciety’s stereotypes that suggest that
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persons over 50 are asexual have resulted indittteo targeted HIV preventative education,
assessment, or intervention compared with the massiorts that have targeted younger
persons. The aging of the baby boomers, the inedealsler female to older male ratio, and
improvements in the treatment of erectile dysfuortihave been credited for the marked
increase in sexually transmitted diseases and Hiigttions (Levy-Dweck, 2005). Similar to the
findings in other groups, HIV prevalence and rigkgeption do not present as sufficient
motivation for persons over age 50 to adopt HI\Wpreative behavior or to seek HIV testing
(Nichols, 2004). In addition, studies have showat ffhysicians are often reluctant to conduct
sexual history on older patients, and these patieraty be unwilling to acknowledge high-risk
behaviors (Gebo & Justice, 2009; Nokes, 2011). Faamd friends, too, are often reluctant to
believe that persons of this age group are acéxaa beings (Levy-Dweck, 2005)

Many of the symptoms of HIV disease, such as wdagd and changes in physical and
mental cognition, resemble symptoms of other clirdiseases and some of the conditions
associated with the normal aging processes. Ftanaos, as the body ages the immune function
declines. When this natural decrease is furthempticated by the HIV diseased CD4 cells, these
specific age-related factors—in addition to delal#d diagnosis, appropriateness of therapy,
and other socioeconomic factors—have been idedt#geadditional contributors that further
challenge the person’s overall health status. Tther@dult with a declining immune system is
incapable of responding to HIV in the same manhat & younger person would (Gebo &
Justice, 2009; Levy-Dweck, 2005; Wolitski et aD09). In persons with long-term HIV disease,
the impact of constant ongoing activation of theniame cells by the virus may increase the
individual's susceptibility to inflammatory induceliseases and bone disorders (Brown &

Qaqish, 2006). Whereas HAART has been credited mdincing morbidity and mortality,
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current investigations indicate that older adules/rhave slower immune recovery and be more
likely to develop more significant therapy-relatedicities than younger persons, despite this
group’s history of increase medication adherenan(le et al., 2009; Gebo & Justice, 2009;
Luther & Wilken, 2007). In addition, the prolongerposure of individuals to the virus and
HAART appears to increase morbidity and mortaligni cardiac, renal, hepatic, and respiratory
disease, as well as some cancers not directly cteuthéo HIV disease (Gebo & Justice, 2009). It
must also be noted that older adults have more daithties and preexisting disorders than
younger patients, the impact of which is unknowar. the older person, these comorbid
conditions may present a more serious threat io hlealth than HIV disease and, therefore, may
be seen and treated as much more of a prioritydE€nBerghuis, 2004).
HIV Disease in the Older Adult Woman

Several physical and psychosocial factors have begmrted as contributors to the risk,
diagnosis, and treatment of HIV disease in oldemew. The normal postmenopausal thinning
of the vaginal wall and decrease in vaginal lulirticacontribute to breaks in the mucosal
integrity that increase transmission risk duringnatected sex (Anderson, 2005). Psychosocial
factors include the decrease or lack of person@legpéion of HIV risk in this group and
decreased condom negotiation skills (Akers e2f0,7; Corneille, Zyzniewski, & Belgrave,
2008; Stampley, Mallory, & Gabrielson, 2005; Thteglifson, Sterk, & Klein, 2003). Although
there appears to be consensus in the literaturénitr@ased age is inversely correlated with
HIV-risk perception, there is little regarding wisdtapes and contributes to the poor self-
perception of risk (Smith, Lillie, & Larkin, 2007).

Providers also have been reported to have a lovsametimes distorted perception of

older women'’s HIV risk. The findings from a studfy4@l recently single women ages 45 to 68,
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and 31 primary care physicians indicated that altino64% of the women in that study
considered themselves at high risk for HIV infegtithe physicians rated advancing age and
being female as lower risk factors for HIV infecti@Grant & Ragsdale, 2008). Researchers have
identified that physicians were less likely to i@i¢ a discussion about sex with an older woman;
however, if this discussion did occur, it was mitkely to occur if the woman was African
American (Grant & Ragsdale, 2008; Tessler Lindaitdch, Lundberg, & Jerome, 2006). This
reluctance on the part of physicians and othertheale providers may translate to a false sense
of security related to HIV risk. Other studies h&wend that despite the low perception of risk,
women were more likely to agree to be tested if f@vider recommended it (Akers et al.,
2007).

The literature suggests that among older womerdaoruse and condom negotiation
skills are deterred or enhanced by multiple cofscteuch as education, power, influence of
partners, and the traditional meaning of trustiafidelity in the relationship (Jarama, Belgrave,
Bradford, Young, & Honnold, 2007). Many older adattmen’s experiences with condoms and
condom negotiation were related to birth contreliess. Since pregnancy was no longer a
concern (Jacobs & Kane, 2009), the perceived narecbhdom protection during intercourse
was not a priority. However, findings by Corneseal. (2008) indicated that some older
Black/African American women reported a highercazty for negotiating condom use than their
younger counterparts, although some participamsrted suspicion about the effectiveness of
condoms. Findings by Ward, Disch, Levy, and Schief2004) support an earlier study by
Rodgers-Farmer (1999), which showed that 40% afroldbmen expressed uncertainty about

the effectiveness of condoms.
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HIV Disease and Black/African American Women

The primary transmission risk for new HIV infectitor women is heterosexual. Among
Black/African American women, this route of transsion accounted for 85%, while for Latinas
it accounted for 82% and for Caucasians 72% (CMXOPR Specific risk factors for African
American women include involvement in a monogamelegionship with an infected
husband/or partner or unprotected sex with a pavwhe has been incarcerated. Researchers
have posited that the increase of HIV disease atlBAfrican American women is partially the
byproduct of the mass incarceration of Black/Afn&merican men due to the drug wars, as
well as subsequent prison activities such as ctaiti@oing procedures and unprotected MSM
activities. This homosexual activity is often nokaowledged by the men nor revealed to the
women. Researchers have noted that Black/Africaedasan women are less likely to date
outside their race (Jones-DeWeaver & Avis, 2008)s Tulturally imposed boundary potentially
increases their HIV exposure risks. Researchers bHered a sexual network model focusing
on the concept of connectivity as a different pecsipe to identify at-risk groups and behaviors,
to aid in the understanding of HIV transmissionspdrity, and prevention (Morris, Kurth,
Hamilton, Moody, & Wakefield, 2009).

In the Black/African American community, churches/é traditionally been the center of
civic, social, and spiritual life. In the early ysaf the epidemic, churches were very silent about
HIV disease. Recently, however Black church-bagsedention programs have increased
(Lindley, Coleman, Gaddist, & White, 2010; Smithteteer, Burley, & Lee-Ouga, 2008).
Lindley et al. (2010) studied the health-relatedwledge and attitude of African American
pastors and parishioners and found that HIV stigghame, and homophobic beliefs were

associated with parishioners age and gender. Iti@adheir findings showed that pastors who
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had lower levels of stigma were more likely toiatié HIV health promotion education programs
in their churches. Older male parishioners wers ke®wledgeable about HIV than female and
younger church members. In addition, one out of frarishioners had little sympathy for
persons living with HIV/AIDS (PLWHA) whose transmisen risk was “promiscuity,” and 25%
of the parishioners believed that HIV/AIDS was aigahment from God.
HIV Disease and Older Black/African American Women

When HIV was studied in regard to older Black/AémcAmerican women, it was
initially looked at in relation to the women'’s resse to HIV disease in other family members,
and then it was looked at in response to the wosndisease. The older African American
women were depicted as examples of resourcefutanchgeous beings, who assumed the role
strain and changes involved with taking on the sare-giving and custodial responsibilities for
their adult children and grandchildren (del Ber®,@ Lam, Weissman, & Zule , 2004; Linsk et
al., 2009). Other studies have investigated thasigiin relation to grief and loss of their
offspring to HIV/AIDS (Linsk & Mason, 2004; Poindet, 2007; Schable et al., 1995). Few
studies have investigated HIV disease in oldertduketerosexual women, and even fewer have
focused on older adult African American women (Mg}l Harris, & Stampley, 2009). In fact,
the idea that older women are sexually active tseargl, as such, are at risk for contracting HIV
infection has been largely ignored by researchedspaiblic health agencies. Of the studies that
are available about HIV disease in older Black/@dn American women, some have suggested
that women of this age group lacked the knowle@dgted to HIV prevention and treatment
(Jackson, Early, Myers Schim, & Penprase, 2005)véde@r, it is to be noted that when HIV first
surfaced, many of the current older adult womerevegror just past childbearing age. It is

possible that there was at least a minimum expdsuseme of the targeted preventative HIV-
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education strategies. The few studies that havestxt on internal factors such as attitudes and
perceptions indicate that women in this age groay have perceived themselves not to be at
risk, and therefore, they were unresponsive to ridssages and strategies.

A cross-sectional study of 514 women age 50 anerdttind that African American
women, despite being at high to moderate risk émtracting HIV, had poorer HIV knowledge,
lower perceived HIV risk, and little interest inWtesting (Akers et al., 2007). Other recent
studies, while acknowledging the increasing trassin rate in this population, have
recommended interventions that were specificallyettgped and targeted for groups other than
older adult African American women (Cornelius et 2008; Gentry, Elifson, & Sterk, 2005).
Stigma and severe discrimination are among the meawention challenges that older persons
of minority races might face. These factors weentdied as contributors to delayed testing and
treatment and to the concealment of the HIV diagniosm persons who normally provided
supportive relationships. Being African Americansvpmsitively correlated with higher stigma
scores. Being African American and being exposealih heterosexual contact was negatively
correlated with disclosure (CDC, 2008; Payne-Fao&t&askins, 2009; Wolitski et al., 2009).
Emlet (2006a) and Nokes and colleagues (2000)ifdehthat persons over 50 years of age
disclosed their HIV status to a smaller numberetpns than did younger HIV-infected
persons.

HIV Disease Within the Geographic Context of This &idy

The geographic study site was the Bronx, a boraidtew York City (NYC). The
Bronx has the third highest HIV prevalence rat®l¥C. With a population of 1.4 million
people, the Bronx is one of the poorest congressidistricts in the United States, with 37.4%

of its population living below the poverty levelh@ ethnic makeup is 43% African American
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and 52% Hispanic. The PLWHA prevalence rate aetigtof 2011 was 21% of the overall
NYC population of PLWHA (New York City Department dealth and Mental Hygiene
[DOHMH], 2013). The Bronx, like the other boroughfSNYC, has a plethora of public, not-

for-profit, and community-based HIV health and sbeigencies.

HIV Disease in New York City

According to the 2013, New York City Departmentd#ntal Health and Hygiene (NYC
DOHMH), of the 113,319 persons living with HIV dase in NYC, 44.6% were African
American, 44% were 50 and older, 28.6% were worard,21% resided in the Bronx. Of the
32,398 female PLWHA in NYC, 58.3% were African Anoan, 42.6% were age 50 and older,
and 29.1% lived in the Bronx. The transmission aategories identified for the overall female
category were heterosexual, 48.6%; unknown/und@&eamn28.5%; and IDU 18.6%. Among the
18,670 African American women with HIV disease i@ 38.3% were age 50 and older, and
25.1% lived in the Bronx. In this group, 49.3% loé¢ transmission risk was related to
heterosexual activity, 18.3% was related to IDW 87i.9% was related to the unknown.
HIV in the Bronx

The Bronx, the geographic area of NYC chosen fta dallection, has the third highest
rate of HIV infection in NYC. In 2011, there wer8,248 PLWHA in the Bronx. Of that number,
9,428 were women, 58.3% of the women were Blackéafr American, and 42.6% of the
women were age 50 and older. This age group owtrthak the others, followed closely by the
40-49 age group, with 33.6%. Within the immediater& neighborhood where the data
collection site is located, 59% of persons who regaity had more than one partner in the past
year reported that they did not use a condom at ldst sexual encounter. Although residents in

this area are more likely to be tested for HIV thesidents of other neighborhoods in NYC
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(42% vs. 23%), one third of the positive test resstdveal a late diagnosis (NYC DOHMH,
2013). Of the approximately 71,000 residents ofBhenx, 34% are identified as living below
the poverty level, and 33.3% were born outsiddefinited States. Here, the HIV diagnosis
rate is 30% higher than the overall NYC's rate. [ikesthe fact that heterosexual contact was
identified as the primary mode of transmissionviomen, fewer than 42% of this area’s adults
reported using condoms at their last sexual eneouAtcording to the statistics, in the
immediate neighborhood surrounding the data calecite, there were 2,630 persons living
with HIV disease. Of that number, 44.3% were won@h0% were African American, and
35.9% were age 50 and older. In this neighborhtiaidentified transmission risk categories
were heterosexual, 28.1%; unknown, 32.2%; and Z0J6% (NYC HIV/AIDS Surveillance
Statistics, 2009).
Experiential Context

My interest in HIV and women goes back to my graedszhool experience in the
early1990s. In addition to completing the coursekwin maternal—child nursing, | completed the
subspecialty in HIV/AIDS Nursing under the directiof Kathleen Nokes and Peter Ungvaski,
two nurse leaders in the field of HIV/AIDS. Therftawork for those courses was steeped in the
biomedical model. Later, | developed and implemesiveral nursing community-based
programs, focusing on family-centered HIV nursiagec As | was employed in the maternal—
child health program of a large community healtbrary, most of the patients were women and
their infants and children, who were living withcdor affected by HIV.

During the beginning of the epidemic, the populagionost affected by HIV/AIDS were
MSM, adolescents, and childbearing women and th&ints. The HIV-related phenomenon

facing older Black/African American women at thate was that they were abruptly being
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returned to the parenting, care giving, and guastig role for their children and their
grandchildren. My interface with the older Blackiisén American women during that period
was to provide health education and support fomtivetheir new role. I, as well as other
providers, did not consider the older adults asufation at risk for HIV disease. The
preventative education that my staff and | offax@these women was related to caring for their
love ones, such as wearing of gloves, caring ftg oubreaks in skin integrity, proper handling
of needles, and hand washing. | saw, first hamsaiels and concerns about parenting, caring,
enduring, and stigma that could never be captureshderstood from a quantitative perspective.
Soon, however, the overwhelming positive outcomBrotocol 076, (CDC, 1994, 1998b), the
protocol that led to the marked decrease in maltémar@smission of HIV and the identification
and implementation of HAART, signaled the transitad the disease from an acute life-
threatening one to a chronic, manageable one,lendrgency for ongoing concern for this
group of older Black/African American women dissgzh

Within the context of HIV disease, this subpopuwatof older Black/African American
women has transitioned from that of support systiechcaregivers to that of individuals living
with their own HIV disease. Having worked alongsrdemen of this age group as they cared for
their children and grandchildren during the eadwang of this epidemic, | believed that neither
the biomedical nor the public health model was #bleapture the meaning of the experience of
these mothers and grandmothers. | felt an impasdiored to gain an understanding of the
meaning of their personal experience of living witty/AIDS within this new context. | saw it
as a means of giving voice to the silence of tind experience. It was this knowledge, these

experiences, and these concerns that have shapessaarch interest in this area.
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Summary of the Chapter
In Chapter Il, the evolution of this study is pretssl. The literature describes the
historical evolution of HIV disease, the impacttl¥/ disease on age, gender, race, and, finally,
the population under study, older adult African Aio@&n women. A description of HIV within
the proposed study’s geographic location is preskenthe chapter concludes with the situated
context of my life experiences that brought mehis interest. Chapter Ill describes the

phenomenological approach.
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CHAPTER 1l
REASEARCH APPROACH

The purpose of this phenomenological study is eustand what the experience of
living with HIV disease is like for a group of oldBlack/African American women. This
chapter begins with an introduction to the phenartagcal approach. A brief discussion of the
historical roots of phenomenology, the philosophicmeworks, and various schools of
thoughts and research approaches follows. Merleetly® philosophical perspective, the
philosophical frame work that underpins this stiglgliscussed. In addition to van Manen’s
methodical structures of human research, the psdbes guided this study is identified. The
rationale for the use of this approach is alsogtsl. The chapter concludes with a brief
summary of the aforementioned discussions.

Introduction to Qualitative Research

Munhall (2007) stated that qualitative researatoiscerned with discovery. Like all
research, qualitative research explores the gaksawledge. This human science worldview
provides an appropriate way for exploring reseauabstions that allow for discerning the
different ways knowledge is created (Van der ZalB&gum, 2000) and is the most meaningful
way to describe, interpret, and understand humpereence without reductionist measurements
and instruments. In discussing the strengths olitqtise research methods, Lincoln and Guba
(1985) posed the following:

1. Qualitative methods are multiple constructed lamidstic.

2. There is an inseparable relationship betweepdhson and his/her knowledge.

3. Only time and context can be generalized.

4. Entities are constantly evolving, therefore @sisig cause and effect is impossible.
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5. Research is intersubjective and value laden.
6. Phenomenology is but one approach within thditgtise paradigm.
Theoretical Perspective of Phenomenology

There are two main theoretical perspectives relatgghenomenology. The first is the
descriptive or eidetic approach. Developed by Hli$$865), this approach focuses on
description of the experiences. It requires thatrater to ensure scientific rigor, researchers must
shed or bracket all prior knowledge about the phesmn under study to prevent biases or
preconception related to the study. The secongpetise is the interpretive or hermeneutic
approach. Initially posited by Heidegger (2008/19®2is approach goes beyond the description
of the experiences and seeks, through interprestio provide an understanding of the meaning
or essences of participants’ lived world experieoicéhe phenomenon (Finlay, 2009; Flood,
2010; Van Der Zalm & Bergum, 2000). This approackn@wledges that the researchers’
experiences and biases can never be fully brackieigdad, researchers are expected to state
their biases and assumptions up front. This reeeasubscribes to the idea that one cannot
entirely shed all prior knowledge about the phenoone but the researcher as research
instrument, and by acknowledging one’ biases, cangla unique perspective to the study. It is
this second approach that was chosen to underigisttidy.

Historical Perspectives of Phenomenology

Phenomenology as it has been used in the socalss and nursing is a philosophical
perspective and research approach that emergerkapanse to the positivist approach of the
natural sciences. It is an attempt to restore féfadity of humans in their life world” (Munhall,
2007, p. 160). The primary philosophical stancplegnomenology is to get at “the thing itself”

through direct personal experience and that thegpeis integral in the world. This paradigm
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acknowledges the inevitability of subjectivity inyaexploration or description of reality. This
subjectivity is essential, as it expands and eesdhe authenticity of perceptions and
understanding of the phenomenon. Because humatsgete in the cultural, social, and
historical context of the world, to be human meianise in the world (Munhall, 2007). Often
referred to as the “classical phenomenologist agaprd research from this paradigm is
undertaken either from a philosophical or phenortaggical viewpoint and focuses on the
meaning of experiences from the person’s own stilsgperspective.

In phenomenological research, the methodology setethe philosophical framework,
the philosophical assumptions, and the charadteasthe human science perspective. It is the
theory that underpins the method. This methodologides: “the general orientation to life; the
view of knowledge; and the sense of what it mearisethuman . . .” (van Manen, 1990, p. 27).
Phenomenological research is used to study humaeriexces as described by the participants.
To conduct research from a phenomenological petispds to explore the way human beings
experience the world (van Manen, 1990). This apgraeeks to know the world in which we
live by questioning the way individuals experietize world. In this study, participants were
asked to talk about the experience of having HINeyTwere asked for a description of the lived-
through quality of their experience and a des@ipbf the meaning of the expressions of the
lived experience. The objective was a descriptiored at elucidating the full structure of the
experience or what the experience meant to thoseiwdd it. The outcome of
phenomenological research describes how one otietitged experiences. This process is
concerned with understanding the phenomena instieaxblaining it (van Manen, 1990).

Phenomenology was first described by Immanuel Kin24-1804). He proposed that

phenomenology is the study of phenomena or thikgst argued that there were human
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phenomena that could not be explained by causeffact, that observation could not be the
only reality, and that perception was more thahtius act of observing. Later, the works of the
German philosophers Edmund Husserl (1965) and Mbe¢idegger (1962) and the French
phenomenologist Merleau-Ponty (1945/1962) advativeddeas of Kant and elucidated the
philosophical and research underpinnings of thm@gch (Dowling, 2007). The following
section identifies some of the phenomenologicdiogbphers who have contributed to this
approach. A discussion of their respective contiims is included.
Husserl's (1886—-1938) Phenomenological Perspective

Edmund Husserl (1886—-1938) was a German mathesatidno is credited for being the
father of modern phenomenology. Husserlian phenoitogg sought to describe how the world
appears to be and is experienced by persons thtbeglconscious acts. He believed that all
knowledge comes from experience. Experience, HUE#85) stated, is constituted or formed
through consciousness, and consciousness is ctedtdr formed over time (past, present, and
future). Time, he said, is integral to the meaniofythe experience. Husserl's aim was to
develop a research approach that described thel Weelway it appears in one’s consciousness,
and he challenged researchers to describe andrexp®immediate experience before that
experience is altered by preconceptions and thealgreassumptions (Husserl, 1965).

Husserl asserted that an important characterispb@nomenology is that it begins in the
life world. This life world is the world of immediate expearez, or the world as experienced in
the natural, original, or pregiven state beforetaomnation with assumptions and labeling
occurs. Another concept that Husserl put forth thesphenomenologicapochewhich he
defined as the suspension of commonly held bedieéait the world. While the terepochewvas

used by the Greeks to mean a suspension of judgiasser| referred to this process as a
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guestioning of presuppositions until they couldestablished on a more solid foundation.
Husserl, being a mathematician, also describegribeess of phenomenologigaduction,

which he defined as placing the natural attitudeatal the world in brackets. Bracketing is
modeled on the mathematical tactic of placing betkn that part of a mathematical equation
that should be treated differently from the remamaf the equation (Husserl 196@acann,
1993).

Heidegger’s (1889-1976) Phenomenological Perspeetiv

Martin Heidegger, a fellow phenomenologist and studf Husserl, articulated that
phenomenology is the study of the ways of humandseibeing in the world.” He articulated
that the uniqueness about human beings was thatwe “being - unto death” (Heidegger,
1962, 2008) In other words, humans were conscibaataheir own being and possibilities of
their nonbeing. This is relevant for this studydoese human immunodeficiency virus (HIV)
disease, unlike other medical diagnosis, is hi¢jkly to remind one of the possibilities of
one’s own death. How older adult African Americanmen experience these possibilities is
unclear.

The phenomenology of Heidegger (1962) is basechaxestential viewpoint that asserts
that individuals have situated freedom; that isythre free to interpret their world in their own
way (Sartre, 1977). He disagreed with Husserl’'scephof bracketing. He stated that a
researcher’s experience can never be fully bradketed at best, one can achieve a thorough and
rigorous dialogue. It is therefore crucial thate@shers are open and upfront with their view
point (Heidegger 1962; P. A. Johnson, 2000; Mac&@@3). Heidegger’s (1962)
phenomenologys oriented toward interpretation and understandangl he recognized that there

is no such thing as an uninterrupted fact. To bedis to be in the world, and knowledge is
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acquired from understanding and interpretation. @@mension, then, is always within the
context of one’s experience of the world, and tfeees it is not possible to be devoid of
judgment, as we construct our own reality and pration. Involvement by participants in all
phases of the research is considered to be antamp@omponent in the overall interpretation
process. However, this involvement is in no waytiempt to seek absolute truth or valid
analyses, as defined by the positivistic scienlessead, it is here that new meanings can surface
and better interpretations be achieved.

Heidegger (1962) used the Husserlian téfenworld to capture the idea that people’s
realities are shaped by the world in which theg land that they are so embedded in their world
that subjective experiences are intrinsically lehkathin the social, cultural, and political
contexts of their lives. “Lived meaning,” then,eef to the way a person experiences and
understands his or her world as real or meaningfu. aim is to gain insightful descriptions, in-
depth understanding, and interpretations of the eveeyexperiences one’s life world. Heidegger
(1962) said that the researcher must seek an atswes following questions: What is the
nature of this being? What lets this being be vithaf Researchers are obligated to provide
enough information about the research processableithe readers to make their own
interpretations (Heidegger 1962; Macann, 1993; MilinR007; van Manen, 1990).

To interpret a text is to come to understand tresidities of being as revealed by the
text. Heideggerian phenomenology, referred theameneutior interpretivephenomenology
denotes the way one interprets the text of lifeiarishsed on the idea that “no interpretation is
ever complete. No explication of meaning is fimad,insight is beyond challenge” (van Manen,
1999, p. viii). The final interpretation is only b accepted as tentative rather than as absalute o

true.
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Merleau-Ponty’s (1908-1961) Phenomenological Perspire

Merleau-Ponty (1908-1961), identified as one ofléaelers of the French phase of the
phenomenological movement, was concerned withdiemse experience of human beings. He
studied and built on the works of Kant, Hussert] &ieidegger. Merleau-Ponty (1945/1962)
proposed that phenomenology is the philosophy &l of essences and existences and that it
always seeks an answer to the question “what isgh&e or meaning of the phenomena?” He
likened the work of the phenomenological researtténe meticulous work of famous artists, in
that it directs one to reach out and grasp the mgam the world canvass in which the
phenomenon or experience shows itself. MerleauyRbké Heidegger (1962), contended that
phenomenology is also a philosophical belief thatworld is always there even before one
begins reflection, and researchers’ challengesoareconnect or achieve direct contact with the
primordial world, free of the causal explanations @reassumptions (Heidegger, 1962; Mallin,
1979; Merleau-Ponty, 1945/1962).

Merleau-Ponty (1945/1962) identified four themdatesdl to phenomenology:
description, reduction, essenaasdintentionality Phenomenology, he stated, idescriptive
science, distinct from other sciences. It doedala for granted the reality of the world, nor
does it try to analyze participants’ comments fiolden meaning, but it sees the world as the
beginning and return point of all scientific invgstions.Reductions the reflection on the
description and is the process through which ais¢ hiecomes aware of one’s relationship with
the world and with the other subjects with whicle @hares the world. It requires a conscious
effort on the part of the researcher to suspendque knowledge and assumptions about the
particular experience being studiésencesre integral parts of one’s experiendessences

are the expression of experiences in languageatloats for the extraction of the real meaning
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from one’s experiences. Transcendental reflectmesgn to effect a second separation, taking
the conceptual essences that have been detachaagoyage and giving them just the right
meanings. This process frees the essences frofinrthgrasp of a particular conceptual
framework or theory and by doing so makes it pdsdib be resituated in the original
experience. Because one is so enmeshed in bethg imorld, it is not possible to understand
meaning and essences as they are occurring. Tleeiexpe must be recalled and reflected upon
(Macann, 1993). Merleau-Ponty subscribed to Hussexplanation ofntentionalityto

emphasize the concept of “to the things themséltes,"phenomenology of origins.” He
distinguished between an act and an operativetinteality as follows:

Act intentionality is the intentionality involved judgments and in any analysis
of experiences, which takes an already construetettl of objects as the starting point.
Operative intentionality on the other hand, isititentionality in and through which such
a world is brought into existence in the first ga@Vacann, 1993, p. 163)

Key tenets of Merleau-Ponty’s (1945/1962) philosppitiude the concepts of
embodiment, perception, intentionality, the knotel&tionship, time, and morality. These
concepts are pertinent to this study in that tloegnfthe basis of the four tenets of
existentialism—Ilived time, lived space, lived bodnd lived relations—described by Van
Manen.

Merleau-Ponty (1945/1962) added the concept of eintent to Heidegger’s concept of
being in the worldThis is the belief that all action, or lack thefraés performed on the basis of
perceptions or original awareness of some phenomdree concept afmbodimentefers to the
idea of the interconnectedness between the corswss, the body and the world. It is through

consciousness that one is aware of being in thé&dywand the body is the primary vehicle
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through which individuals gain access, and theeskmowledge, of and to the world through
their senses. For Merleau-Ponty, the body cannpebeeived as separate parts but must be
understand as a whole, as it is lived. The bodyiadived is an experiential body, a body that
opens onto a world and allows the world to be farMerleau-Ponty said that the human body is
the vantage point of perception. It is the bodyodgh its relationship with the lived situations,
which initiates meaning to experiences. Embodingeatphilosophical approach or human state
of being. It is the means through which people kileeworld by way of their bodies, especially
through movements in time, space, language, enmmtaond sexuality. Merleau-Ponty referred to
this as the “phenomenal body” because the bodytarmppendages are not entities to be found
in the objective space, but instead are mobiliaeddyception as seen in the individual speech
and bodily gestures as the body gives meaningetgphace it occupies (Merleau-Ponty,
1945/1962). He used the example of the human hespbnding to a mosquito bite elsewhere on
the body—not from an objective stance, but ratherod perception. According to Merleau-
Ponty, we do nahavebodies; instead, ware our bodies. “As the body grows, the meaning of
space becomes modified” (Thomas, 2005, p. 71)watidaging, the body’s abilities change.
When iliness is added to an aging person’s livadation, the relationship between the body and
the world becomes even more disturbed. The persxmsence is thoroughly disrupted. This
disruption cannot be satisfactorily explained framationalist or empiricist perspective. The
understanding of the existential skills of livingthvthis new life world that are shaped by
personal, physical, and cultural concerns fostdiffarent dialogue between patients, nurses, and
providers (Sunvisson, Habermann, Weiss, & Benr@9®

Perception Merleau-Ponty (1945/1962) said, opens human beémgsality by providing

a direct experience of the events and phenomensdirect experience is to be contrasted with
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thinking and language, which deal with ideas amilagentations of the world. All knowledge
takes place within the window that is opened upénception, and all meaning occurs through
perception. This perception is gained from oneirs@wndings. As one grows, one learns and
adapts to the norms and practices of one’s culReeceptions of a given entity, culture, or
aspects of a perceptual experience emerge frorokagtmaund or context and cannot be fully
understood without knowing something of the speatntext or background. The participant
narrative reveals the form or figure of the expsre2 However, the background or context is the
body, time, other people, and the world. The redearethod must therefore provide a careful
and comprehensive description of both the formthedackground of the phenomenon under
study.

Intentionalityis another of Merleau-Ponty’s (1945/1962) key tenke asserted that all
human experience occurs in relation to stimulhia life world (i.e., something other than
oneself). In order to understand the meaning ahaerience, one must describe the situated
perspective or intentional stance of the event ftioenperspective of the person who experienced
the event. This integral relatedness or intercotatkess between humans and the life world is
referred to amtentionality.

Another key tenet for Merleau-Ponty is tkeot of relationshipHe defined this as “the
interconnectedness with others” and “the intersestand engagement of a person’s path with
the paths of others.” He espoused the importancelaionship and dialogue with others. This
interconnectedness he termed khet of relationship

In the experience of dialogue there is constititetiveen the other person and
myself a common ground: my thoughts and his aexwidven into a single fabric. My

words and those of my interlocutor are called fdnyrthe state of the discussion, and
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they are inserted into a shared operation of whaither of us is the creator. We have

here a dual being, where the other is for me ngdora bit of behavior in my

transcendental field nor I his.... Our perspectivesga into each other, and we coexist

through a common world. (Merleau-Ponty, 1945/1962113)

The most relevant aspecttohe, another key tenet described by Merleau-Ponty
(1945/1962), is the present. Time, he said, isdgestive experience that is ambiguous, as
awareness of time is often within the context oamegful experiences. For the participants in
the proposed study, a significant time event mathbeday they received their HIV diagnosis, or
the time they disclosed their status to a significgher.

Having had the experience of war in his lifetimegrddau-Ponty included the concept of
morality as another key tenet. He emphasized the importa#riaeguage and communication.
He spoke out against violence and envisioned adwenlere dialogue would take precedence
over war. Merleau-Ponty’s stance is the philosoglhapproach that underpins this study. This
wholistic philosophical approach is relevant tosmig and to this study.

Van Manen’s Method

This phenomenological study is guided by the mattayatructures of human science
research as elucidated by Max van Manen (1990udn€ed by the work of Merleau-Ponty
(1945), Heidegger (1962), and Husserl (1965), vaméh, a Dutch-born Canadian educator,
advocated the use of phenomenology in educatiesakrch. For van Manen (1990),
“phenomenology is the application of logos (languagd thoughtfulness to a phenomenon” (p.
33). Van Manen goes on to say that phenomenoldgy/tae questions “what is this
phenomenon in its “whatness” ...what is the naturihisfthing?” (p. 33) before any causal

effect and theory is applied.
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Phenomenology offers the opportunity to recall aocbunt for the experience of space,
time, body, and human relations as they are liltegquires that one recapture the data
(experience) of the world as they were met duriregdriginal experience, bearing in mind that
the data of human science are the lived experidneed meaning refers to the way one
experiences, understands, and describes the expesief one’s world. However, the
description of the lived experience is dependentrmterstanding and language (van Manen,
1990). Thus van Manen supported Heidegger's stratenterpretive phenomenology cannot
be separated from the text of writing. The texhes written descriptions of the participant’s
experience and is derived from the human reseaadesps. It is descriptive in that it names the
experiences and, by doing so, allows the thindhtwsitself. However, as one describes the
experience, the articulation is mediated by synthetipressions such as tone, body language,
and emotional responses. Thus, the recollectiana@ionger solely descriptive, but they now
have added elements of interpretation or hermergeufian Manen (1990) stated that in addition
to description, the phenomenological text is afderpretive. He uses the tedascriptiveto
include both termterpretiveor hermeneutic phenomenologgddescriptivephenomenology
Van Manen encouraged researchers to use thepensonor participantrather tharsubject as
personcaptures more the uniqueness that each human engs to the study.

Van Manen (1990) identified four tenets of exisit@igm that are fundamental in the life
world and suggested that phenomenological rese@rclse them as a guide for reflection in the
research process. They éixed time(temporality) lived spacgspatiality),lived body
(corporality), andived relations(relationality). These concepts are closely relateMerleau-
Ponty’'s ideas on embodiment, intentionality, theiconnectedness with others, and the

meaning of timeLived time according to van Manen, is one’s subjective clibekt interprets
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one’s present, past, and future and identifiestp@tong the life world experiencdsved space
refers to one’s physical or emotional world or haene allows for inquiry into how one
experiences one’s daily life worltdived bodyrefers to the implication that persons are always
bodily in the world Lived otheror relationality refers to the lived relationship one has with
others. Van Manen stated that these four tenet&iadamental in unity with the life world, and
while they can be differentiated, they cannot hmasated Throughout the research process, |
watched for the emergence of these tenets, and thiegrappeared, | used them as a guide
during reflection.
Identification of Van Manen’s Methodical Structures of Human Science Research
Research is an intentional act of affixing onetethe world, to be wholly a part of the

world, or to be of the world. This inextricable c@ttion van Manen referred toiagentionality
(van Manen, 1990). For van Manen, hermeneutic pienological research may be viewed as
“a dynamic interplay between six research actisiti@. 30). He identified these six methodical
activities as follows:

1. Turning to the phenomena that seriously interest us

2. Investigating the experience as we live it;

3. Reflecting on the essential themes that charaeténz phenomenon;

4. Describing the phenomenon through the art of wgijtin

5. Maintaining a strong pedagogical relation to thergmena; and

6. Balancing the research contexts by consideringé#nts and the whole.

Summary of the Chapter
Chapter Il began with an introduction to phenomegp and the research design chosen

for this study. The two main theoretical perspexgiof the phenomenological approach are
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described. An explication of the historical backgrd of phenomenology is given by presenting
the philosophical perspectives and contribution&minanuel Kant, Edmund Husserl, Martin
Heidegger, and Merleau-Ponty. A description of Mad-Ponty’s phenomenological
perspectives and van Manen’s method of reseam@lsaspresented. The influence of Merleau-
Ponty on van Manen’s work leading to the identtiima of the four fundamental existentials:
lived time, lived space, lived bodwndlived relations which he offered to researchers as a guide
for reflection, is identified. In addition, van Mam's six research activities are identified.
Chapter IV includes the description and applicabbthese six research activities to this study.
A detailed discussion of the research proceduresine of the recruitment and sample selection
approach, the protection of human subjects proegdie data collection and analysis, the

process for attaining rigor, and the risk and latidns of the study is presented.
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Chapter IV
METHOD OF INQUIRY

The purpose of this phenomenological study is eustand what the experience of
living with HIV disease was for a group of olde@Bk/African American women. This chapter
begins with the description and application of Wemen’s six research activities to this study.
The research question is delineated. The reseancegure, inclusive of the sample selection,
setting/access, data collection and method, isritbest Procedures to ensure rigor and
trustworthiness, determination of potential risk@sated with the data collection procedure, and
the protection of human subjects are presentednties offered for participation are also
addressed.

Application of Van Manen’s Phenomenological Approab

Van Manen (1990) identified the following six resgmaactivities: turning to the
phenomena that seriously interest us, investigahiagxperience as we live it, reflecting on the
essential themes that characterize the phenomdesearibing the phenomenon through the art
of writing, maintaining a strong pedagogical reatio the phenomena, and balancing the
research contexts by considering the parts and/itiode. This study was guided by the six
activities.
Turning to the Phenomena

Phenomenological research begins and ends witbxjerience of the participants. To
orient oneself to the phenomenon implies that @weth have a special interest in approaching
the phenomenon. For example, this researcher agpeddhe life world of this phenomenon
(living with HIV disease) from the interest, oriatibn, and vantage point of a Black woman and

a nurse. Once the researcher had identified aresttan the nature of the human experience, the
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next step was to formulate the phenomenologicadtiue This question asked was what is the
nature of the lived experience? For this study sghecific question was “what is it like (for you)
to be living with HIV disease?” | heeded van Margeff990) caution to be always mindful of
the original question throughout the entire procébe essence of phenomenology is the
opening up and keeping open of possibilities, laut Manen advised that researchers can only
accomplish that if they keep themselves open. Asdkearcher, | did not simply raise the
question, but I lived the question, and | becaneedinestion. Once the question was answered,
the aim was to transform the description of thediexperience of the participants into a literary
expression of its essences so that the text alldaretie reliving and/or rereflecting of the
meaning of this powerful experience.
Investigating the Experience as Lived

The process of phenomenological research requeestablishing contact with the
original experience before any interpretationssésa or preconceptions have been attached. This
idea is captured by the temorning to the things themselv@dusserl, 1965). Merleau-Ponty
(1945/1962) referred to this as the means of redering the life world experience by arousing
the original experience of the “thing.” As | integwed the participant, | was conscious of van
Manen’s (1990) caution that experiential “data,’aoly descriptors of lived experiences, are
never identical to the actual lived experience.tflhsformation of lived experiences is exactly
that, transformations. In this phase as the rekeartborrowed the experiences of the
participants to facilitate the understanding of phenomena. In so doing, | came to understand
the nature of the phenomenon as an essential herpamience. Although this phase began the
data gathering process, the conversational inquay alternated with reflective and interpretive

or hermeneutic interviews. Hermeneutic intervieWewed the participants to correct and/or
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clarify the data and to evolve into collaboratiatpers in this research process (Munhall, 2007;
Van Manen, 1990).

The first two activities described above encomplsslescriptive phase of the process. It
was the narrative as told in the language of theqgyaants. Here, the rich texts are generated and
the reader is taken into the experiential worlthef participants. The third activity signified the
interpretative phase of the process.

Reflecting on the Essential Themes That Charactered the Phenomenon

The third stage of this process, phenomenologefldation, speaks to bringing to the
forefront that which seems vague or incompreheasilihe activity is about uncovering or
isolating the thematic aspects of the phenomemoattémpting to understand and analyze the
structure of the experience, van Manen identifredémployment of phenomenological themes.
A theme is described as the “experience of foclisjaaning, of point. ... The form of capturing
the phenomenon one tries to understand. ... the nkleedt or desire to make sense... the
process of insightful invention, discovery disclasu.. Themes give shape to the shapeless”
(van Manen, 1990, p. 87-88). As the data wereatelteon, themes emerged, and | was able to
identify these themes. As the lived experienceswaurdied and the emerging themes identified,
the themes were reviewed for commonalities ane@ctdft on for possible hermeneutic
conversations with the researcher and participdmtgdental themes were then weeded out from
the universal or essential themes. The essen@aidb were features that made the phenomenon
what it was, and should these features be remalreggshenomenon would no longer be that
“thing” (van Manen, 1990). The process of grasghmgessentials was both easy and difficult. It
was easy because it was often something that evefy@ows about, yet it was difficult to reflect

and explain clearly the experiential structure bgthe “thing” really was (van Manen, 1990). |
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dwelled with the data by listening to the recordadrviews and by reading and rereading the
transcripts and reflecting on the data. | looked kstened to the data to allow for the evolution
of phenomenological description of the experientatempted to grasp, through reflection, the
essential meaning of the participants’ experierfideviog with HIV disease.
The Art of Writing and Rewriting

Writing brings forth one’s thoughts into a clea@adable medium. It freezes and exposes
one’s thinking and creates a reflective stancedisadnced one from one’s immediate lived
involvements with the world (Sartre, 1977). Herepatlined by van Manen (1990), | continued
to reflect on the data—thinking, putting to langeagriting, clarifying, and rewriting about the
descriptions of the experiences—until the “thinpé essence, showed itself. Writing, said van
Manen, “is not just externalizing internal knowlegdgather it is the very act of reflective inquiry
and of discovery” (1999, p. viii).
Maintaining a Strongly Oriented Pedagogical Relatia to the Phenomena

During this step, | remained strongly orientedhe tesearch question: What is the
experience of living with HIV disease for older #dAfrican American women? Van Manen
(1990) cautioned that, although there may be memptations to settle for preconceived
assumptions and to arrive at premature opiniomrspbienomenologist researcher can never settle
for false or superficial results. | learned abdw& phenomenon from the participants, and |
unlearned previous preconceptions, biases, anelosygpes. In addition, | maintained a journal to
document self-reflection, personal experiences,thadituated context and contingencies of the
interviews. | took care to focus my attention onvitbe phenomenon was unfolding and the

context within which it occurred.
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Balancing the Research Context by Considering Partand Whole

Periodically, throughout the study, | stepped bactt reviewed how each part
contributed to the whole study. In this way, | damsly paid attention to the design of the study
and the research plan. | paid attention to emertgjames, initially using them as general guides.
| reread the narrative as a whole, relistenedeaatidio-tapes, and returned to the participants for
clarification as needed. | avoided interpreting\mle by its parts.

In the application of van Manen’s (1990) researdivies to this study, | questioned the
life world of the participants’ prereflective andinterpreted experiences, as the participants and
| mutually sought to discover the most essentialdper essence of their experience of living
with HIV. Through the concept of intentionality etiparticipants and | sought to understand and
classify their conscious acts and experienceseoptienomenon. Through phenomenological
intuiting, | came to know the phenomena as tha@pants described their perception of how
the phenomenon showed itself to them. Attentiveepleion was used to describe the data as
they emerged (van Manen 1990).

Research Procedure

The research procedure is the heart of the deaighthe quality of the research design is
often judged by the power of the proposed procellineoln & Guba, 1985). This process
includes the procedure for protection of humanigigdants, identification of the sample and
sampling method, the data collection and data arglpossible risk and limitation, and methods
for assuring credibility of the findings.

Approach to the Protection of Human Participants
Institutional Review Board (IRB) approval was obtd from The Graduate Center, City

University of New York and a local community heatimic that specializes in the provision of
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health care for persons with HIV disease. Once@m@bmwas obtained, | circulated a flyer at the
site to the providers that described the studyisnplurpose and inclusion criteria, along with my
name, contact information, and schedule of my émarailability. Providers shared the
information with patients, and interested persguke with me and shared their contact
information. Meeting places were negotiated witbheparticipant; 60% requested to meet at
their home, whereas the remainder requested to ahda clinic. | requested and obtained a
private location within the facility to conduct tbe-site interviews. Written informed consent
was obtained from persons who met the inclusiaeriai and expressed a desire to participate
(see Appendixes A and B). The Nuremberg Code stiatg¢soluntary consent is an absolute
essential for human research participants. In exhdiit is the responsibility of the researcher to
ensure the quality of the consent. This meanstligaparticipants are able to exercise free
choice. The informed consent provided the partiipavith sufficient information about the
research that enabled each to make an informedideas to her willingness to participate in
the study. The consent included a description @ftiady, its purpose, the participants’ rights,
identified risk and benefits of the study, the gléor maintaining confidentiality of the
participants and the data, and the proposed disseimnm of the findings.

Participants were reminded throughout the studittier participation was voluntary
and that they could withdraw from the study, withaay penalty, at any time, should they so
wish. They were informed that the initial interviewould last approximately 60—90 min and that
it would be audio-recorded. They were also advieatiadditional meetings of approximately
30-40 min may be scheduled to seek clarity anad/ncarrence of the data. In addition,

participants were told that that the audio recagsdiaf the interviews would be translated
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verbatim, and confidentiality was guaranteed. Bigdnts were invited if they desired, to write
in their own words any additional thoughts on tkpezience that they wished to share with me.

Participants were informed that, except for mepne would know their identities, since
they were linked to the data by nonspecific codesan only to me. Confidentiality was assured
by assigning these codes and pseudonyms to eaatigaart in the transcription document.
Quotes that were cited from the transcripts werefally screened to detect and erase any
identifying information. Any names or means of itigcation mentioned during the interview
were replaced by pseudonyms. All recording devasestranscripts were vetted to ensure
removal of participants’ identity. All electroni@ath storage devices containing the transcripts
did not contain identifying information. Audio reciings were transcribed by a confidential
transcription service, whose employees had padiegin the Collaborative Institutional
Training Initiative course on the Protection of HamSubject Research. In addition, each
transcriptionist signed a subject information cdafitiality agreement recognizing the role and
obligations as a contractor in this project (App&r@). Electronic data storage devices and
transcripts were stored in a secured locked caliheh not in use. This cabinet was only
accessible by me. | used a private laptop withosggeted password. For additional security, the
data were backed up on a second thumb drive akéddaa that secured cabinet. Audio
recordings were heard by me, my advisor, and drestriptionists. Participants were informed
that when the study results were disseminated, &meinymity would be preserved, as all
identifying information would be removed.

| conducted this research in a manner that wastsent® and respectful of the
participants and myself. A mutually agreed upontingdime and place was scheduled, and

privacy was guaranteed during the interviews. Reizigg that the recalling of certain
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experiences may evoke strong emotions for somleeogparticipants, at the request of the site
manager, | instructed participants to contact timelividual case worker and/or provider should
there be a need to access emotional health supgybrough there were several instances of
tearfulness during the interviews as participaatailed their experiences, no referrals were
necessary. | was mindful that my role was that mfseearcher and not a therapist, and | advised
the participants clearly regarding my role. | wesoaware that as the researcher, listening to
some of these experiences might evoke emotionpbrses in me; therefore, | kept a journal of
these incidents and my responses, and | consultachvembers of my committee and
appropriate resource persons throughout this psoéesa small token of appreciation for the
time spent during each interview, | provided eaatftipipant with a $15, $20, and $25 gift card
for each respective interview. This card was reddsenin stores within the community.
Sample

A purposive sampling approach was used. This sagpglrategy meant that participants
and data collection sites were selected becaugecthad purposely provide information about
the phenomenon being studied. In phenomenologesalarch, “It is essential that participants
have experienced the phenomenon being studiedsy@ie 2007, p. 128). Participants were
recruited from a clinic that specialized in heal#re to persons with HIV disease. This clinic is
located in a large, comprehensive outpatient tgcidissociated with a large public medical
center in New York City. New York City is one ofelepicenters for HIV disease in the United
States. There was a good feasibility of obtainipgrapriate participants due to the size and
location of the selected site.

In qualitative research, the general guidelineamigg sample size are that the sample

should not be so large that it is difficult and mwkelming to extract the richness of the data and
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that it should not be too small that saturationnachievable (Onwueghbuzie & Leech, 2007).
Saturation is achieved when, in the process ofegetty and analyzing the data, the researcher
encounters repetition and redundancy, and it bes@pparent that no new information is heard
from the participants (Munhall, 2007). Creswell @Z) suggested that for phenomenological
research, sample size can range from one to l1@ipartts. For this study, saturation was
achieved by the eighth participant. However, twdithal interviews were conducted, but no
additional significant themes were elicited.

The inclusion criteria were self-identified Blackf&san American race, female, age 50
and older, with a diagnosis of HIV disease. ThetéthiStates Census Bureau's definition of
Black or African American as a person who has aggn any of the Black racial groups of
Africa was used (United States Census Bureau, 20h@)ternolder adultis defined differently
within the context of HIV. Generally, this term ee$ to persons age 65 and older (Eshbaugh,
2008). However, within the context of HIV, oldendids used to denote persons within the
upper age range of the epidemic. This originakyrshed from the earlier years of the epidemic
when, based on the age distribution, the mean ftgsagroup was so much older, compared
with the mean age of the other groups (Gebo & deisB009; Luther &Wilkin, 2007). Persons
over age 50 were counted as a separate age grduabmtedblder adults(CDC, 1993).
Currently, the CDC groupings are in 5-year incretad¢inrough age 64, with age 65 and older
being the final category. However, the previousgtegtion of age 50 and older still remains a
useful way of describing older persons living wiis disease (Linsk, 2000). For the purpose of
this study, older adult women were therefore defiag women age 50 and older.

The appropriate IRB approvals were obtained, ahellaical considerations as outlined

in the appropriate areas were addressed. Ten wparénipated in the initial interviews. The
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interviews were audio-recorded and then transcnfeeldatim. Once they were transcribed, a
second interview was scheduled with the participémimake the transcripts available to the
participants for any addition, modification, or eligbns. Seven participated in the second
interview. One participant was too ill to participdurther. Another participant’s job and family
responsibilities did not allow for additional fateeface meetings; however, she initiated contact
with the researcher. One participant was lost tthér follow-up. During the data analysis phase,
additional interviews were conducted with thre¢haf participants, as this researcher sought to
clarify and validate interpretations.
Access/Setting

A clinic that specializes in care to persons will idisease, located in a large,
comprehensive outpatient facility that is part ofueiban public medical center, was the data
collection site selected. The aim and purpose@bthdy was discussed and approval to use the
site for the data collection was requested. IRB @maropriate approval were obtained from
CUNY Graduate Center and the data collection kitetiated a relationship with the appropriate
stake holder at the site in order to gain accefise@roviders and potential volunteers.
Volunteers were recruited through flyers and/oemetl by the health care providers. | met with
volunteers to ensure that they met the inclusidera. | arranged the scheduling of interviews
at the clinic or a mutually agreeable locationv&ely was guaranteed during the interview.
Data Collection

After informed consent was obtained, participantgsenasked to complete a short
demographic form related to age, year of diagnasid,current HIV status. The format of the
interview was unstructured, lasted approximatel/S&min, and was audio-recorded. The

audio- recorded interviews were transcribed venbafi second interview of approximately 25—
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40 min was scheduled to afford the participantsojy@ortunity to review, validate, clarify,
and/or make any correction to the transcribed ddta.option of a third interview was offered to
all participants. All participants verbalized aMigness to participate; however, only three
participants’ schedules permitted them to be alhalarhis third hermeneutic interview was
conducted to seek validation of essential themdsraarpretation. In addition, participants were
invited, if they desired, to write in their own vasr any additional thoughts on the experience
that they may want to share with me. None of thigpants took this offer. | kept a journal that
documented my self-reflection, personal experienaed the situated context and contingencies
of the interviews.
Rigor

In phenomenological research, the researcher ismgr@iment of the perspective or
methodology, and the participants are the repgsd@bmeaning through their narratives
(Munhall, 2007). Rigor is achieved when the intetption of the meaning of the experience is
familiar, reasonable, and representative of theynsimensions of the experience. It should be
an authentic and accurate interpretation of thegyaants’ story. In addition, the reader ought to
acquire some new and deeper insights into the exmeEr and should recognize the revelation of
essential essence of the experience that was psdyibidden or not thought of before. The
written text must be readable and interesting,ibadght to be clear that the researcher has
addressed all ethical considerations (Munhall, 200fis researcher has adhered to the
phenomenological research perspective and willatle reader to self-determine whether the
interpretation of the meaning is reasonable basdti@ participants stories and the written text.

The criteria of reliability, internal and externalidity, and objectivity used in the natural

science approaches are not applicable to the hsmances; instead, the criteria for this
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paradigm is trustworthiness. Trustworthiness is posed of credibility, transferability,
dependability, and confirmability (Lincoln & Gub&985). The strategies used in this study to
achieve credibility were prolonged engagement, debriefing, and member checking.
Prolonged engagement with the data collectionasitethe participants allowed for the
development of trust between the providers andqgyeants and the researcher. Debriefing with
members of my committee and my fellow doctoral etid allowed others to probe for my
biases, helped me explore methodological and o#gtevant meanings, and provided
opportunities for discussing the data and cleasimgemotional barriers. Member checking
allowed me to return to participants to clarify aretify analytic categories, themes, and
interpretation.

Transferability, from a qualitative perspectivertpas not to generalization but to the
idea of providing “thick descriptions” of the phanena that will enable others “interested in
making a transfer to reach a conclusion about vénegtiransfer can be contemplated as a
possibility” (Lincoln & Guba, 1985, p. 316). Traeshbility for this study was obtained by the
thick descriptions of the excerpts of the womenmdsias and the researcher’s field notes.

Dependability and confirmability, the third anddlrcomponents of trustworthiness, are
closely related. These two areas were addressegtbyciliation of the raw interview data, data
interpretations, field notes, and the researcheflsctive journal notes. Confirmability was
further achieved using an audit trail of the data.

In order to capture each interview as a wholeadlréne text of each interview. | used a
selective or highlighting analysis approach ofdlaéa to identify and document word groups,
themes, and subthemes. This again was reviewedselgicted participants to determine whether

the analysis reflected their interpretation of theeiperiences. Transcripts of the data and the
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analysis were read by my advisor, a nurse reseanatitemany years of expertise in
phenomenological research. It was expected thaarelers, participants, and others would
recognize the essential themes as relevant, uaddedile, and insightful and to have
applicability to the phenomenon under study. Thhamug this process, | utilized my journal and
maintained ongoing dialogue with my faculty comestand my doctoral student peers to
address any possibility of researcher bias or stikjgy on my part, thus enhancing the
credibility of study.
Research Question

The research question was what is the experienkb@raf with HIV disease for older
Black/African American women? After a brief intraztion, the study purpose and inclusion
criteria were reviewed. The participants were askedhitial icebreaker open-ended question:
“Tell me about yourself.” For most of the partiags, this was the only introduction that they
needed to begin describing their life with HIV. Fofew, an additional follow-up question was
needed: “Would you please tell me what it is like you to be living with HIV disease?” This
guestion expressed my concern about the lived s of these women. This approach was
chosen in order to get a deeper understandingeananing of being HIV infected at this stage
of their lives. | hoped to capture “their lived exgence in all its ambiguity, urgency and
immediacy” (Finlay, 2009, p. 475). Participants evegassured that the stories | was looking for
were their own and that | was interested in theqeal experiences.
Risk Associated With the Study

There was no anticipated individual physical healtimjury risk associated with this
study. There was minimum anticipated risk to psyafical health, in that | was aware that

some participants might find the description of teaning of the experiences of living with
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HIV disease to be uncomfortable or stressful. Afl@msulting with the principal stakeholder at
the site, it was agreed that participants shoulcefered back to their case managers or
providers in the event the participants experiereradtional stress and desired some
intervention. Most of the participants at some pairtheir stories became teary eyed; however,
all declined the referral back to their case marsgeproviders. They all verbalized some relief
or catharsis after telling their stories to a wjilistener.
Limitations

One limitation of this study is the possibility @fibject bias. Because of the sensitivity of
the phenomenon being studied, women volunteerinthiBstudy might not be representative of
the facility’s cohort of patients. Some women magtihe criteria might not have volunteered
because of sensitivity and discomfort with the ¢copihose volunteering may be the most
outspoken and may have already identified way®ping.

Summary of the Chapter

Chapter IV describes van Manen'’s six methodicalaiets and discusses its application to the
study. Procedures for gaining access to the ddiiection site, the recruitment of the
participants, sample selection, and sample sizaddeessed. In addition, the research procedure,
inclusive of the data collection, data analysigl study rigor, are identified. The approach for
the protection of human subjects, including obtegrappropriate IRB and informed consent, are
presented. Methods for assuring participant confidéty, anonymity, and the protection and
storage of data are included. The research questionther articulated. While there were no
anticipated risks to this study, a procedure falradsing the possibility of adverse emotional
responses is offered. The chapter concludes lguéating the limitations of this study. Chapter

V addresses the analysis and findings of the study.
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Chapter V
FINDINGS

The purpose of this phenomenological study is eustand what the experience of
living with HIV disease was for 10 older Black/ Adan American women. This chapter presents
the findings that evolved from the in-depth intews with the 10 participants. The data
collection process and data analysis are desciibéeltail utilizing van Manen’s methodological
process. A sample appraisal and a descriptioneothiaracteristics of the participants are
provided. This is followed by descriptive summaiéshe participants’ experiences using as
much of their own language as possible. The infddpscription of the data analysis process
explicates the emergence of the essential thentethartextual interpretative statement.

Human experiences are the data of phenomenolagisarch “the lifeworld, the world
of lived experience, is both the source and theailgf phenomenology” (van Manen, 1990, p.
53). Throughout the initial interviewsl(= 10), | searched the “life world” of my study
participants for their lived experience that upefiective examination, would yield the essential
characteristic of the phenomenon. As | approaclaetl enterview, | was mindful of van
Manen'’s advice to elicit the description of thetjpants’ experiences free of causal
explanation or interpretation. However, before lbmgalized that the women’s descriptions of
their experiences were interspersed with their aamexplanation and interpretation. The
challenge for me was to tease out the perceivedraqres from the other areas of discourse.
The participants’ stories supplied the originaltteithe lived experiences.

Sample Appraisal
Ten self-identified Black/African American womemgea50 and older, who were

diagnosed with human immunodeficiency vi(t8V) disease, and were affiliated with an
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identified HIV specialty clinic, located in the Bmo New York were interviewed for this study.
The participants’ ages ranged from 50 to 76 yeamits, a mean age of 58.9 years. Years since
diagnosis with HIV disease ranged from 10 to 2#yeaith a mean range of 18.8-19 years.
Their education levels ranged from ninth grade ye&rs of college. Two were currently
employed, one full time and the other part timee Ticome streams for the remainder were
disability insurance and/or social security. TH®ing arrangements were as follows: three lived
with children and/or grandchildren, two lived witartners or spouse and children, two lived

with spouse or partner, one lived with a mothed @vo lived alone or with pets (Table 1).
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Table 1

Participant Demographics

D

Participant | Age| Years | Personal Highest Employed | Employed| Living
since relationship| grade full/part arrangement
diagnosis| status completed time
1 54 | 12 Notina [ 11" No N/A Lives with adult
relationship children
2 64 | 20 Widowed | 11 No N/A Lives with
children &
grandchildren
3 58 | 27 Widowed | 12 No N/A Lives with pets
(cats)
4 56 | 22 In long 12" No N/A Lives alone
term
relationship
5 58 17 Divorced 2years | Yes Parttime | Lives with
college extended family
6 51 17 Married 1% Yes Full time | Lives with spous
and children
7 51 23 In long o" No N/A Lives with spouse
term and children
relationship
8 76 22 Married o" No N/A Lives with spouse
9 64 17-19 In long 12" No N/A Lives with partner
term
relationship
10 57 | 10 Widowed | ® No NA Lives with
children

Anonymity and confidentiality were of utmost impamte. The women were informed of

the steps that were taken to protect their anorywiiien this study was disseminated. The

anonymity of the participants was protected byube of pseudonyms. Two of the women chose

their own pseudonyms, and the remainder left itoume. In addition, an individual numerical

code was assigned to each participant. Any spetgfiails that might inadvertently lead to the

identification of a participant, such as a loca¢sts or the name of neighborhood facilities, were
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modified. The women’s confidentiality was furthepfected through the use of an encrypted
website for uploading the audio tapes for transicnp
Data Gathering

Ten women participated in the first set of intewse The interviews were scheduled
according to the availability of the participantsadocation of their choice. Six participants
chose to be interviewed at their homes, and foted have their interviews at the clinic. The
interviews at the clinic were conducted in a prevaffice to ensure confidentiality and privacy
for the participants. While all participants agréea second interview to review and edit their
individual transcripts, seven participated in teead interview. One participant declined due to
personal and family health issues, another’s wohlkedule did not permit, and the third was lost
to follow-up. Of the seven women who participatedhe second interview, three agreed and
were available for a third or hermeneutic interviéW interviews were unstructured and audio-
recorded. Only one interview was conducted each ekept on one occasion, when a conflict
in one participant’s personal schedule resultederhaving to conduct two interviews that day.
Each of the initial interviews lasted approximatgligr and the follow-up sessions lasted 30 to 45
min. The stories are presented in chronologicatob&ginning with the first participant
interviewed and ending with the last participanénmiewed.

Participants’ Stories

Before | began each interview, | reoriented mysgethe research question. | did not use
an interview guide, but instead used open-endedtigus. | started each interview with an
icebreaker question. | asked each woman to teklpoit herself. For most of the participants,
that was the only opening that was needed. Foottiners, | followed up by asking them to share

the experiences of what it is like to be livinghwvH IV disease. During the course of the
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interviews, | asked additional probing or clarifgiquestions as needed, to understand the
meaning of the experiences described.
Participant 1: Thelma

Thelma is a 54-year-old mother of three adult déergh She has a history of
incarceration and drug use. She identified hetexgddransmission as her transmission risk.
Thelma was interviewed at her home, an apartmensiared with one of her daughters. After
ringing the front door bell, | was buzzed into thelding and walked toward the apartment
located on the ground floor of a multistory apanmindwelling. Upon entering the apartment, |
noted that the room went from dark to dull whenltgts were turned on. Thelma cleared the
table and offered me a seat. | noticed that the tdrher voice was flat and monotonous. After
we exchanged introductions, | reviewed the purmdsbe study and obtained the consent and
other paperwork. | then began the interview byragKihelma to share with me what her
experiences as a person living with HIV diseassnis has been.

Thelma began by immediately describing the circamsts surrounding her diagnosis
and how difficult it was for her to accept the fHtat she had HIV disease.

| was in the hospital. He [the provider] came amaktblood, and about 15 min later | was

positive. It was like somebody hit me with a hamntietook me a while to accept the

fact that | was HIV positive... | thought | wasn’tigg to live.

She described her mental state and voiced a séhsp@essness for the future as the
overarching thought of her perceived impending denmmade any current or future plans seem
useless.

| would hear voices (in my head) saying, “What's #ense in buying clothes you only

have a certain amount of time to live. ... | was gdior my GED and (the voices said)
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... “You are not going to pass. What's the senseoin going to study for it?” When it
was time for me to get my apartment, | would gdklog for apartment ...1 said | don’t
want no apartment. | don’t want no apartment. I Vilee | said earlier, this voice was
like... “You are not going to do it.” It's always emwetime | wanted to do something it
would come into play. But | don’t know what happénkfell back in that rut again. It
always happen to me. Every time | get somewhemayitife ... but | don’t know what
happened. | just stopped.

Thelma described her struggle with depression édus cry. ... | cry all the time. | see a
therapist. | see a psychiatrist because | go thralgpression.” This state, she relates, has caused
her to reluctantly accept the role reversal thatdwurred in her relationship with her children
as they attempt to protect her.

My daughters, they know about my status. They stagny case. When | stopped taking

my meds one time they had a fit. They're reallymugive. They are so supportive. ... If

| tell them right now I'm sick, they will be at thespital, one-two-three.

She described a complex web of friends and relsiiqgn

| got a few sets of friends, you know, I've got\auor friends that got the virus, another

set that don’t know | am affected. Some of themddicts, ex addicts, so that is how we

relate. Some of them are still using, | don’t botwéh them. Some are in treatment, |
reach out to them.

Thelma described her relationship with her primangvider as caring. “My (provider)
she’s sweet. She takes her time with me. I've lvaé@mher for over 10 years.” However, Thelma
described a very troubling experience she had avithse worker,

It wasn’t no helpful feedback; you know if I'm cong to you for help, | don’t expect you
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to down me because | got the virus. I'm surprisedrot crying now because ... but |

used to cry each time | would talk about it.

Thelma spoke of coming to accept her HIV posititzis, and how in so doing she now
wants to help others by sharing her story. | ndted one of the few times Thelma emerged from
her monotone was when she longingly described pareence she had while participating in an
HIV educational session for inmates at a men’sopris

| felt like | was on top of the world. | was goitigrough the prison, knowing | was

coming out of the prison and not being shackledgtes). It's a different world when

you're going in there with nothing on you, and yaigot the captain escorting you to
the men’s wing. Yeah that's what made me, Yeahf#iagood. | was the only woman.

And | got so much applause when | finished andkierg.... And | had cards and

everything and | was giving them out because thayted to know more about it [HIV].

Now that | have learnt to accept it, | would lowegb back out and do presentations, but |

would have to learn more. | have to study morevelto talk about the virus and | want

to teach people about it. Even my daughter, she mskquestions sometimes.

Thelma stated she is often forgetful, and so shesdé strategies not only to help her
remember but also to help her keep the secretinflbélV positive. “I've got to rememorize, |
write on a piece of paper, then | write on anoftiece of paper—because | can’t put everything
only certain things—Ilike my HIV, | don’t put thahgaper.”

In addition to dealing with HIV disease and depi@ssThelma is also living with
diabetes and asthma. She described her strugdieneiication interaction and adherence.

| have to take 17 pills every day. Sometimes theshdooks different. | do strange things

like | want to go out at two or three in the moniMy daughter was like “Mal! It's 2 in
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the morning; you're not going to find no store.tllike “what are you talking about? |
am going to the store.” Well mind you | had my gosmand | had my slippers on. | was
getting my coat to go to the store. | know it's tieeé HIV meds, so (my provider) said it
could be the Ambient and Lyrica. So they are tryyimget me off that, but they can’t take
me off it right now because | might go into seiaure. And | was on Atripla but | got
resistant to that and they put me on Copelle tlzat working fine. When [the provider]
came and tell me that, I'm resistant to Atripladdnvas like “Oh wow.” And | know

why, because | haven’t been taking my medicatika im supposed to. But | didn't tell
her, though. So now | know, [whispers to self] “Trhe, |—you have to take your
medication.

Thelma said that her main concerns are dealing thé@ldepression and struggling to live

a drug-free life while living in an environment whallegal drug use was so prevalent.

However, despite her struggles, she stated, shenwasfulfilled when she was sharing her

experiences and educating others about HIV disease.

Participant 2: Pearl

Pearl, a tall, well-groomed, healthy-looking 644yeld woman, was interviewed at her

home on a brisk February morning. As | enteredafetment, | thought she looked so healthy;

her skin was as smooth as if it was polished. Sliemhe she had been looking out her window

in an effort to secure a parking space for me whdrove up. It reminded me of my days as a

visiting nurse when my patients would sit at thedaw awaiting my visit. | could not help

thinking that she was “looking out for me.” The iraculately kept apartment was spacious and

inviting, and the sunlight streamed in throughwhedow and through an overhead skylight.

Initially Pearl had a nervous smile when she ird/itge into the apartment that she shared with
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her daughter and grandchildren. She had been diféhe provider about the study and she
wasted no time getting started. As she spoke Idaaudint of an accent. As the interview
proceeded | noticed that Pearl became more relddexdface glowed as she talked about her
children and grandchildren. In response to me gshow she was, Pearl told me that compared
to how she was when she first got sick, she wasrow. She spoke about having participated in
several research studies, including one at theoNattiinstitutes for Health (NIH). She praised
her doctors and health care providers for brindgiegfrom the brink of death to where she is
today. She said, “I met nice doctors and nursesy Thll me their miracle baby.”

Pearl related that more than 20 years ago whilediin one of the United States
territories, her husband died. She continued thahuetrieving his death certificate to make
final arrangements, she found out that her huslkdadifrom a complication of acquired
immunodeficiency syndrome (AIDS). Unable to beliéng eyes, she chose not to acknowledge
what the ramifications might be for her, and sowkat about her life as though “nothing had
happened.” She avoided the health care systemalnetigot so ill that she had to be taken from
her home by ambulance:

| said, no, this can’t be happening to me. You knthws is not, that’s not what | think my

life is all about. ...l was still in denial. | didn:t.l didn’t want to believe that. Oh he have

it, but that does not mean | have it. You know alsweally in denial for a long time.

Yeah, see at the time | was still in denial. Lilsal, | got sick and didn’t want nobody to

know about it until it was too much, and my neighlomk at me and said, “Don'’t like

how you are looking.” So one night | couldn’t ggtand she called the ambulance and
they came and they, | realized | did really hawedsb.

As Pearl related this part of her story she hadraous sad smile. | saw this again when
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she described an experience she had while patigpiza a NIH research study in Baltimore.
One nurse told me one time, | think she was indarbaod. ... She told me, “Why don’t
you just lay down and die?” Yeah, she told me [blatickles]. ... You know, | noticed
her walking around all the time, so | asked her Wehe you walking around all the
time?” She say, cause it is what she have to saidl “All right.” So we get into a
conversation, and | think she took up my recordu&e my record was close to my bed.
And she said, “You know it would be best if you EBgwn and just die.” So when she left
my doctor came in, and | told him what she saidh&asaid.... “We don’t do that. We try
to build [the patient’s] spirit up not let them dovwAnd it was very painful that she said
that to me, you know. And I think | took it hard fa while until my doctor sat down and
let me know that that you could live with this $ta$ long as God gives you strength and
allows you.

This experience, Pearl said, left her fearful.
That was a scary time, cause at that time | bali¢lat | was just going to die because |
got so small you know... [Whenever] | closed my eyasl | open up my eyes fast and -
... | said, ‘I wonder if this is my time?’ Everyne | close my eyes, | would open it fast.
Pearl related that in addition to being scared,vetigied about her children and the

associative stigma that they might face.
It was scary because | wasn’'t worrying about myaethat time. | was worrying about
my kids. My youngest was about 22 but | still wediabout them. | made sure they were
tested. | guess | got sick after they were borntilllgot worrying about them..What's
gonna happen to them? And | was wondering [whetbtt&dr people might scorn them

because of their mother.
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Pearl described that people’s responses to harpasson living with HIV disease, have
evolved over the years since her diagnosis.
Now it is fine, but in the older days it was craZhey figured that if they came close to
you they gonna get it. They won’t come too closd .théy see me gonna take something
to drink they won’t come near. You know simple tisrike that. There’s a few people
who | have to sit down and really let them know “toyching you won't do you
anything.” Now it is much, much better. So you sethe past 10 years things has really
changed.
Pearl, like most persons living with HIV and AIDBLWHAS), is also living with
several comorbid conditions; however, she hasipg@ed the impact of these conditions on her
life.
| have diabetes. | have blood pressure and | hdve. HVhen she [doctor] told me |
have diabetes, it was 2 years ago she told me ithatiwould take HIV more than |
would take the diabetes because of how ... the bealgt to diabetes.
Her face brightened as she talked about gratitedarl spoke about staying positive,
living every day, knowing she is OK and thankingdGor each day.
Just living every day, wake up every day and knloat t'm OK that day. ...Don’t know
what will happen in the end of the day but | knogould get up and open my eyes and
thank God just for one more day. | know a lot obpple who get sick, who have HIV and
die, you know. So | am a lucky person to be stlieh ... Cause | have a lot of friends
that gone leave me. They had HIV and they are dwal)'m still here, so I'm happ—
lucky, you know. .. | say to myself every day. y $8m a lucky person,” cause God, I'm

still here. I'm here.
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She actually glowed and became animated as she giokit her interactions with her
family.

My family is everything to me. | go to my doctogppointments and deal with my

grandkids and laugh with my daughters. Whenevedaughter is going out she says,

“You want to go Mom?” and we go. You know, so t@ol, it's alright. The family part,

that's what | am grateful for, that | have my fayraind friends. They come and lay down

next to me. | know they are there for me.

Pearl verbalized her desire to help others whaleading with HIV issues. Helping
others she said is a way of giving back and it gjiver joy to do so. Pearl related that often she is
called upon by the clinic providers to speak tceothatients about HIV because “that’s all |
know. If | am at the clinic and somebody need tk, thhey will say ...you want to talk to this
person? And they talk, and | talk to them.” In neb# a personal relationship, Pearl responds
with a hearty laugh,

I’'m done with that. Had a friend, | just don’t sesself getting involved, you know,

‘cause I—now I'm scared maybe | might give it. Sddve | have to be worrying about

doing that to somebody else, I'm fine! I'm just itadx care of myself. | don’t want to

bother. Don’t want to be bothered. We talk on thene we laugh and talk but that’'s as
far as it goes.

Although Pearl stated she has accepted her lifteissshe added that she would not be
human if at times she did not think about what mitgdgve been. She shared her hopes and
dreams and mused about what other paths her Igatrhave taken had it not been for HIV.

Every time | think about something... about my Id®out what it would be if | didn’t get

HIV. .. There is a lot of things | wanted to dolike, like | wanted to go back to school
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and have a good life. | wanted to make sure the &id all right financially, you know?

... There are a lot of ifs in just taking care of faynily that | didn’t get to do, haven’t

done, yeah. One time | wished | could have beemrsen | really thought I could have

been a nurse, and it was one of my beautiful drabatd had, that to be a nurse and ...
yeah it was a beautiful dream.

After meeting Pearl, | thought that here was a womho had made lemonade from the
lemons that she was served. At no time during oegtmgs did she blame anyone or anything. |
was struck by the “joy” she radiated as she expeber gratitude for life and her family. |
could not help thinking that being in her preseaed sharing a piece of that radiance is a gift for
anyone she comes in contact with.

Participant 3: Maria

Maria is 58-year-old woman who lives with her twaiin a one-bedroom apartment
located in a large apartment complex. As | enténedcapartment, | noted that her living room
window overlooked the street. This window, Mariatet, allowed her to communicate with the
world outside. The shades were opened when shedd¢edholler” out to whoever was coming
down the block, or verbally discipline a neighbasachild who might have indulged in or
committed a block infraction. The shades were draivan she chose not to be bothered by
whatever was happening in the street at that thtteough she has no children of her own,
Maria stated she felt an ongoing responsibilityse the experiences she gained as a sex worker
and injection drug user to teach young people rmiehborhood how to protect themselves
and not make the same mistakes that she did.datbthat both her lower legs were bandaged.
Maria explained that she has had a long histotggtilcers as a result of using her leg veins as

sites for illegal drug injection.
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Diagnosed since 1995, Maria disclosed that althainghcontinued to “work the streets”
after her diagnosis, she always offered to havephgons use condoms. She added that from
time to time she would seize the opportunity tocade her patrons about condom use. She
described one encounter she had.

| asked him, “When you go out with these femaletstioere in the street you don’t know

what they got. They got gonorrhea, syphilis, ahdhait stuff and a bunch of STDs and

all that. Don’t you think of what you are takingrhe to your wife, faithful, taking care of
your house and the kids, and you out here... withygieg you can find?” And he says

“I never thought about that.”

Maria described how difficult it was to disclose kHV status to her mother.

| went to a friend first. ...She [friend] told me, &de you gone and told your mother

yet?” | said, “Yeah, Yeah, I'm gonna tell her.” Bity | went... | sat there and looked at

my mother for a minute and like. “Oh Lord, Jesusi§ththis is the hardest thing | got to
do. Oh yeah, Mommy, | got the results... mommy, iheaack positive.” It was hard. It
was hard to see her sit there and cry.

Maria stated that she believed the burden of herdi#htus was too difficult for her
mother. It was a burden for her to carry. “You knawmy sister would have been alive, maybe
it would have been less of a burden because shilwiaue shared it with her... She asked me
whether she could tell my brother.” The decisiometbher brother proved disastrous, for while
he maintained a relationship with Maria while sheswndulging in “other things,” the
relationship changed when he found out she waspdRitive. She stated:

My mother‘s been gone 19 years and my brotherdiifi't talk to me. ... Things started

getting different after my mother told him... Andlisto this day, like I write him
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Christmas cards and | put my phone number on it.

Maria recalled losing friends to HIV; “but then \seen people start dropping. Like we
were a crowd of eight, I'm the only one that's IeNlaria stated that she takes full responsibility
for her life. She is grateful for still being aliider only regret was the damage she did to her
legs, and she said: “If I knew then what | know nlomould never inject myself in my leg. ... It
was the fastest place for me to hit myself... duthéofact that that's the best place that people
would not look.” However, she laughingly added thi#tough she planned to leave her legs to
science when she dies, she needed them now, vieileas alive, and therefore she wanted the
ulcers to heal. Regarding stigma, Maria recalletsi to her aunt’s home:

She went and took the plates ... and cleaned it b¥gach. My uncle comes in. He says,

‘What is that bleach smell?” She goes “Oh ‘causprayed roach spray”. ... and | told

my uncle exactly what was going on... that she washing the plates with bleach and

that every time we come here she’ll give me Styaofplates and Styrofoam cups.

Everybody else got glass and | got Styrofoam.

Maria stated that she fared well in prison becalisgroblem she had with her legs was
a distracter from her HIV status. However, othenvea with HIV disease did not fare so well.
According to Maria, there was no confidentialitygnson. Everyday a list of the names of the
women who had to attend the clinic was posted,itands easy to determine who the inmates
that had HIV disease were. Maria described henfgelof depression and paradoxically
portrayed her current feelings of confinement dsves:

My apartment is my jail cell, especially my roonsitiin that room and | cry. | get so

depressed, so stressed out being in these fows.Walb to my appointments just to get

some air and then | am rushing home for what? Bush home and once I'm home like,
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I’'m home.

Maria tearfully explained her acceptance of her dt&tus. “When | first found out ... At
first | didn’t think about it because | said thatist me (sniffles) but it is me, that's a part of.fn
Maria told her story with a sense of brutal honeSgattered throughout her recollections of her
relationship with her family were issues of mulhigeational incest, domestic violence, and
losses. However, when she described her relatipmeitih her childhood boyfriend, who years
later reentered her life, only to die a few yeays,dhere were many instances of love, intimacy,
and hope.

Participant 4: Ginny

Ginny is a 56-year-old women who resided in a fodidor walkup apartment. | was
breathless by the time I arrived at her front daed could not imagine how she regularly
climbed those stairs. Ginny met me at the door,atet we exchanged greetings, she asked that
| take my shoes off. That was not a new experiéoicme, since as a visiting nurse | had
encountered patients who had made the same reéloesever, the request was usually related
to culture, and often the patients would providepars for their guests to put on before
proceeding into the homes. Ginny told me this wersway of protecting her health by
decreasing the amount of germs that came into dr@eh

Once we sat down, | reviewed the study purposesanght Ginny’s permission to
continue. Although | had not seen anyone elseeraffartment, | had seen men’s shoes at the
door and questioned whether we were alone. Ginioyrimed me that her long-term partner was
asleep in the bedroom farthest from us. She assoectthat even if he woke up, he was aware of
her history and she had nothing to hide from hirowelver, | suggested that she close the doors

before we proceeded and she did. Once we completguaperwork, in response to my asking
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her to tell me about herself, Ginny began her story
Originally from the Southern United States, Ginnyisther died when Ginny was in the
eighth grade, and she was raised by an older camsiran aunt. Despite a “lot of dysfunction in
the household,” she graduated from high school,eddg New York, and began to live on her
own at the age of 17. On her own, without guidasinee the 1970s, Ginny stated that she began
drinking, first wine and then “out of boredom | gotolved with drugs and ... the unprotected
sex.” She denied ever using injection drugs, saghmgis afraid of needles. Ginny has one child,
age 21.
| was pregnant and went to get myself tested. ... #hatls when | found out. In a way |
knew, because 15 years before | had a dream, bfzat AIDS. And it turned out to be
true. ... | was going to abort my son. That's whesythsed to give you money, like $25
or something if you were HIV positive ... and | ditigo. | got high the night before
[delivery] and | didn’t know that my water broke..daftause | didn’t go for prenatal
care none of that. ... So | went to bed when | wgke.iand a girl came, she was a
prostitute, she came by and told me to sit dowe. @it somebody to call an ambulance
and they came and got me. When | had my child,theem know | was on drugs.
Regarding parenthood and her relationship withchéd, Ginny said
She [her cousin] asked me to sign over my right®vier wanted to have a child. | was
pregnant before and I've had abortions. It's reallg because | did not raise him. But
even though | was on drugs | used to go arounchaialhim out. She [cousin] used to
make me clean up her house. And | felt so frealguntly. And this went on for years. |
miss him. And my son doesn’t call. | get sad. Bietdoes on because | made a human

error.
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Ginny related how what she termed her life-changixggerience occurred: “When | got
arrested for being a user that saved my life. Anever looked back. When they put those
clamps on me, | knew this was the beginning ofatheé, and | knew | would never look back.
That's when | surrendered and asked God to help & described her experiences living with
HIV at a halfway house:

| did 14 months at Odin House. And it was pure.N\&fhile at Odin House they would

list everybody who was HIV on a paper. ‘Cause weavgipposed to have 2 hours off

the floor, where we could go to bed and take a.nagnd | was very sick, but | would

not tell them. Because are you kidding? These géran 4,000-5,000 different strangers,

in my personal life, no way! | never revealed nats$ to anybody, any of the inmates,
none of that. | just kept it to myself. And thatby | was so sick. | caught PCP | almost
died.

Ginny related an incident of perceived stigma:

| remember his [her boyfriend’s] mother came tomeain the hospital. | know that she

didn’t want to be there. She came because he [Gitmoyfriend] wanted her there. She

was a retired beautician. | asked her to put myihane braid. She said “maybe later.” |
said, “There is not going to be any later, you'a¢d coming back.”

Ginny has only used antiretroviral for 11 of theyZars since she has been diagnosed.
She spoke about her comorbid conditions and heal#hneeds.

| had a hysterectomy because they found | had peecaus cells on my uterus. | had

pneumonia about four or five times, many episodd3P. When | got pneumonia |

coughed blood. They put me in isolation becausg tiiek it was TB. | was in the ICU

for five days. They told me | was the first ondhe history [of the hospital] to come into
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that hospital and walk out.

Listening to Ginny relate her story, this researahas struck by the image of that 14
year old who lost her mother. At an age when argidds a mother figure, she had to fend for
herself. | wondered if that little girl ever greyw.uGinny articulated the grief she had not only for
the mothering she did not get but for the mothesing had not been able to give to her son.
Participant 5: Ella Mae

Ella Mae is a 58-year-old divorced woman. | intewed her at the home she shared with
her mother, located in a large apartment complenwother of the city’s outer boroughs. Ella
Mae stated that she chose to receive health camoitiner borough despite the inconvenience of
time and distance. She has one child, who wasd&igder ex-husband, when Ella’s drug use
interfered with her ability to care for the chilella Mae said “I should have known better, | had
schooling, | worked for the city, | used to singfassionally, and things of that sort, but ...
drugs have no boundaries.” Ella Mae did not negdpaobing to tell her story. “I like to share; |
like to tell my story... It's about time someone askes mature women how we are doing” she
said. She began by expressing gratitude for thpatiper family had given her. “Everyone has
been very supportive, because when | disappeackthaas using the substances, | left them,
they didn’'t leave me. And | contracted the diseaken | was using.” Ella, like some of the
other participants, spoke about having an inneseef knowing that she was infected before she
was diagnosed. She said, “I kind of knew exacthegmwh happened, too, because of the people |
was hanging out with.”

As Ella Mae described her experiences of her dagsg out there with HIV and using,”
| could almost feel her transformation. The womidgtimg across from me seemed worlds away

from the person Ella Mae was describing.
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| was very dark, sick, and drained... | looked hdeilh looked like | was incinerated. ...

| have a picture that | carry and show it to alviresidents. Before | “came in,” | used, |

drank, | smoked cigarettes. | tried everything @td¢eeroin, only because | had a family

member who was a heroin addict, and | saw whaditahim.

Ella Mae identified the people within her familytvwhom she shared her HIV
diagnosis.

| have a sister who has been near me since tharbegj my older sister, and there are

still some family members that | haven't disclosedbut | know that they know. I told

my son and my ex-husband that | have the virus.

Ella Mae spoke about her acceptance of her cuptane in life and of second chances.
“I figure that this is my path now, this is wheredshas geared me for my second chance.” She
described how she bargained with God, “l used &y Bod a lot about if He'd only give me 5
minutes of clean time before | die, | would be gfal, and it's been since 1999 that | have been
clean.” Ella Mae’s face lit up as she spoke abeutspirituality.

| found God again. | was open to receive God agalimch gave me a lot of strength. |

believe in God. | believe in a higher power, akathdw that it's not me that’s bringing me

to where | am today and taking me to wherever leted to be.

Ella Mae described her life with HIV: “Every morgn wake up, I'm grateful. | try to
make the best out of every day. | have medicalgdegpments] to take care of because of
medicines that | take that have side effects.” lakany persons her age, Ella Mae has many
comorbid conditions, among which are chronic oledive pulmonary disease, pulmonary
hypertension, diabetes, sleep apnea and osteopoBts recently suffered a vertebral fracture,

and as a result, she now ambulates with difficattymes. Displaying a coy smile, Ella Mae
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acknowledged that on occasions she convenientfjefsrther cane when going outside, knowing
that she would suffer the painful back and leg egagnces later.

Although Ella Mae acknowledged that she has coscana does worry at times, she
denied having depression. However, she acknowledgeding strategies, such as a song or
thoughts of others who are less fortunate thantbevard off any feelings of depression.
Depression, she said, was the least of her worries.

Ella Mae’s entire being lit up as she spoke witid@about her son. “All | need to do is
think about him and | smile.” Her son, she boasi®dyilliant and has been educated abroad in
first-class boarding schools and colleges. He isecly pursuing his graduate studies at an elite
university. His pictures, in various graduation gevand in foreign locale, adorn her living
room. Ella Mae admitted, however, that she ofterri@d about whether her previous lifestyle
and her current condition might harm her son’s egfments.

Ella Mae denied having a current sexual partnee.<sid, “...it's very difficult for me...
| haven’t had sex in years, years, and it doesthdr me. It's OK. It's OK. I've had sex
before... | know what it is like.” However, she haslase relationship with her ex-husband, her
son, her mother, and her extended family membeargsh®day that we met for the interview,
Ella Mae indicated that she and her sisters wemingelater that evening for dinner and to
attend a show. Her mother died a week before amargkinterview. When | suggested that we
reschedule the appointment, Ella Mae requestedwbaheet.

Ella Mae’s story struck me as transformation inaactlt was the transformation of a
beautiful “well bred” woman, an artist, into whéttestermed, “the incinerated abysses of drugs
and degradation,” and her eventual “coming in” aadscendence. What lingered with me was

her metaphoric use of time. Time, she stated, stwpghen she succumbed to drugs, and the
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clock did not restart until she “came back in.” 3ias accepted having HIV disease as a
consequence for dropping out. However, she doesea®herself as victim. In fact, she
emphatically stated she saw herself as being ettartoplace now.
Participant 6: Laura
| interviewed Laura at the clinic. She is a 51-yelaf married woman with three children
and three grandchildren. She works full time iroaifion that she proudly stated, she has held
for over 25 years. Enthusiastically, she announteaim still able to get up every day and go to
work.” Laura needed no probing and immediately bedgscribing her experiences as a woman
living with HIV disease. She was diagnosed with HitV1995 while pregnant with her last child.
She shared that when she was first diagnosed sh&th@ cells. Now, 17 years later, thanks to
the work done by her and her health providersyhal load is undetected. Laura said, “I have
never missed my appointments. | stay vigilant tomed-medication. ...| am doing very well.”
Laura asserted that she has never been sick ortdlasu for any HIV condition, and her only
manifestation has been occasional tiredness. $s te the day she got her diagnosis as “It
was like yesterday... [Date] was like | was bornoatr again.” She recalled how she received
her diagnosis.
The doctor told me at the time | was diagnosedhad AIDS. He didn't tell me | had
HIV ... and he told me to terminate my pregnancyusirhave been in a daze for about 4
to 5 hours... | always expected for ... homosexualspfeewho using drugs to have
AIDS ... wow ... That’s crazy you know. How did | coatt AIDS? Everybody | was
having sex with, they looked clean!” If | had liseel to the doctor my child would not
have been here now.

Laura described how she handled her neighborsosityiregarding the visiting nurses’
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home visits to her baby.
The nurse was coming taking blood from her [theybabd making sure | was giving her

[the baby] the AZT medication, so she could be wedanff my antibodies. | just told

them [the neighbors] she had extra digits and Whayted to be cautious.

Laura stated she employed the same tactics whieadseinistering her daily HIV
medication at her place of employment. Her collesghere assume that the medications are for
diabetes and often reminded Laura when it was taniake the medications. She described her
health care providers as being the best aftertsippad seeing that first doctor. She added,
“unless you have people in your corner telling ytaa gonna be OK ... keeping you positive.”

Regarding disclosure, Laura stated she disclosestatis on a selective need-to-know
basis. She recalled informing her ex-husband imatelyi after she received her diagnosis. He
blamed her for the diagnosis, and it soon led ¢ar threak-up. As a result, Laura did not disclose
to her two older children until about 7 or 8 yeag®. Laura related that even though she has a
very close relationship with her mother, she hdg mtently disclosed her status to her mother.
Laura has since met someone and has been marmrihgbfpast 8 years. She described her
current husband as

He is not just my friend, you know, he’s my lovlee’s everything. Because he took me

at a stage where | always thought no man would heagain. And, see, when you are

young you can start all over. When | was diagnobe@s 35 years old. People don't
start over at 35. They are already living.

Regarding her life as a person living with HIV, ltastated:
| have been living every day with it, and it'shasn’t hindered me. It hasn’t made me

bitter. It just makes me appreciate life more.or. fhe past 3 years | let nothing bother
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me. | used to let everything, you know, my husbangkids, nothing, nothing. If | can’t
take care of it, it's just not meant to be takereaz, and | leave it in God’s hand. | don’t
worry about it anymore. | get up about six o’clottest my blood sugar. | take my
medications. | love life itself and at 51 every dsya miracle for me. | don’t know about
anybody else, but it's a good feeling... | can’t t@u what it would have been like if |
wasn’t HIV positive cause | don’t know. | know alhawow, and it's good. I'm happy.
Some people are not happy with self. See, I'm haggy my inner self. | don’t know
any other life but the HIV life that I live, andstgood.
She put the HIV disease in perspective with heemokiealth issues:
Three years ago ...l had a full hysterectomy; | blieedike 10 months. ... | had to have
10 transfusions. | don’t know how | made it. | wedkevery day, bleeding every day... |
almost died. You don’t know what it is to want ieel and almost have it taken away.
Almost died, 7 years ago | got diabetes. | caréns¢o get it under control. | love to eat.
Six weeks ago, my sugar was 425.
Laura described her gratitude at being alive amdrioeemental bargaining with God.
When | was first diagnosed ... 17 years ago, allnted to do was see my daughter
graduate from high school... | can’t believe it&years later, and | have seen
kindergarten, preschool, junior high school, and'al asking to do is—I just need 2
years. | am almost there. I'm staying positivesked him to also let me live long enough
to see my grandchildren.
Laura describes herself as a loner who often takese time even from her husband. She
describes those times as allowing her to think athow different her life could have been.

Laura claimed that living with HIV disease is likghting two battles: the battle of life and the
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battle with the virus. She described the battlgfefas coping with the everyday twists and turns
that life sends her way, whereas the battle wignmius is just trying to stay healthy. Although
Laura said she lives in the here and now, she ilbescher alone time as soul searching thinking
about tomorrow. She confirmed that she used toéieoup therapy when she was first
diagnosed; however, her job conflicted with theugrachedule. She expressed a need to find a
group that could accommodate her work scheduleggusecthere are certain things only people
living with the virus will understand.

Laura expressed thankfulness that she got the atragime when medications were
available. Her advice to other women living withvHlisease virus is that they not stop living
and to not live through the virus. Instead, sheoadted that persons with HIV disease should
live as though they do not have the virus. Shedtttat she recognizes that abstinence alone
does not work, and so she counsels her daughterearghughter’s friends on the need to protect
themselves. She verbalized a wish to be able tepteat HIV education seminars, and
especially to share her experiences with young leesopd help to educate them on safe sexual
practices.

Listening to Laura, and then reading the transsmbther interview, | envisioned Laura
as an onion peeling and exposing her vulneralldjgr by layer. Yet as she did so, she seemed
to gain strength from the exposure. If | were te ase word to describe her, it would be
acceptanceListening to her, it was clear that there wastmoggle with HIV disease. She was
not trying to get away from HIV. It was not separahd apart from her. It was in her life, the life
she has known for the past 17 years. Like any difieeissue, she had developed strategies to

cope with it. In doing so, she was much more thamman with HIV disease.
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Participant 7: Stacey

| interviewed Stacey at the clinic. Stacey was g®&dr-old woman, the mother of three
adult children and six grandchildren. Stacey liwéh her fiancée of 9 years and his son.
Diagnosed with HIV disease 17 years ago while pragwith her last child, Stacey reportedly
contracted the disease from her husband, who wasgauser and allegedly had multiple
partners. Stacey claimed she lost many of her eigs, including the family home, to his drug
use.

In the past year, Stacey was diagnosed with diatzetd cervical cancer, and she is
currently still receiving adjuvant therapy for tbervical cancer. In addition, she is receiving
treatment for hepatitis C and liver failure. Havimad frequent hospitalizations, Stacey voiced
both admiration and frustration with her healthecaroviders and the health care system. To
protect her health, she avoids people who are d¢ng@nd sneezing. Stacey carries a little bottle
of diluted bleach and Lysol with a bag of wipeser handbag at all times.

Stacey explained that her relationship with hehegband was steeped in domestic
violence, the frequency and extent of which onlysemed after she was diagnosed with HIV.
Her husband blamed her for contracting the dise®se. result, Stacey responded by distancing
herself from others to hide the physical and enmatianjuries. She was finally able to leave that
abusive relationship, only to resume the cycle withsequent partners.

Stacy described several experiences with stignra frealth care professionals and from
her friends.

They [health care professionals] act like they tar@nt to touch you, especially when

they are taking blood. Some of them go throughathele mask thing. | can read them...

Don't treat me like | just came out the garbage ¢@m a human. Back in the days when
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| delivered my child, they used to put signs onrydoor and your garbage can, it was

red. One day | was near the nursery, and | he@adthse say to another nurse, “Don’t

touch the baby ‘cause she is HIV positive.” | badylecried, | said, “give me my baby.” |

was hurting so bad. Another time, “I went to my girlfriend’s house,eshad a

luncheon... and the other girls were there. They s#t@ag there with crystal glasses

and stuff. ...She gave me a plastic fork, plastic paper plate... So the girls thought it
was for one of the kids.... | went into the bathro@amd she went behind me... and
started wiping down with beach. So when | sat attéile, the girls were like, “what’s
with the cup? Why would she do that to you?”

Stacy stated that she left the luncheon withouhgaaénd so did some of her other
friends. Her advice to PLWHA is to eat before gaiogomeone’s home and to not use the
bathroom.

Stacey has disclosed her status to her childregir Téaction, she said, was disbelief,
“because they figured it wouldn’t happen to oldeople.” She advocates for selective disclosure
only to the people that are important in one’s éfel only if the person disclosing feels
comfortable with the person being disclosed to.ei you tell that person, you pray ... every
day that those people don’t tell somebody you kaod haven't told yet.” Stacey described how
she set about educating herself about her illness.

| learned about T cells, viral load, all of thaadked her [doctor] what medications were

on the market. | asked what the virus looks likactually looked at it, and it looks like a

flower... so many colors ...so many dynamics to itodiks cute. It's a cute thing, but it

does a lot of damage. ... | was collecting informatiovas reading books. Soon as she

[doctor] put a book down about AIDS, | was intolitlidn’t understand the words, but
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trust me, | wrote them down and went on the wédained... you have to maintain

muscle mass, all that junk, immune system, how doesrk? Now | am learning

something about my cancer. ... | want to get my bo@ypared. Chemo, radiology, and

‘cause the radiology tore me up.

In order of health care priorities, Stacey ranké¥d Hisease as number one, followed by
the diabetes.

By the end of the interview Stacey got very tearycke | was struck by her genuine
amazement that soon she would be 51 years, amagghe never thought she would live to be
when she was first diagnosed 17 years ago. Iniaddghe appeared to be sincerely surprised
that a man was willing to have her with all herltleand social complications. She was grateful,
however, that now she has someone in her life when she returned home, would say: “Hi
honey, how was your day? What did you do? Whatlteddoctor say?”

Participant 8: Sarah

Sarah chose to be interviewed at the clinic. Serah/6-year-old mother of two adult
daughters and a grandmother. She described a hsey @lationship with her children,
especially her first daughter. Sarah has been ethfor the past 6 years to her husband, whom
she met at a support group. Still the blushingdyrghe laughingly referred to her married life as
“wonderful.”

Once we completed the paperwork, Sarah began laygsdyyam a person who love life
... likes to stay on the go ... likes to help peopledén.” Incarcerated for 3 years and 2 months
in a woman'’s prison while she was still a juvenarah vividly recalled how, upon her release
at age 18, she looked into the mirror in a relasiv®me and realized that the child who went

into that prison had emerged as a woman. She maoe aever to return to prison, and she
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never did. Sarah then described her experiencapasson living with HIV disease. She recalled
her initial response to her HIV diagnosis in 1983dficult, She was already despondent over
the recent death of her mother, and receiving thgntsis made her sink further into
despondency. One year passed before she was aaméoto terms with the diagnosis and to
seek treatment. “I thought | would never have menfils because | had this disease ... | was
afraid to tell my daughters ‘cause | didn’t knownhthey would react.” She described how years
before she had responded to a friend who had Hi¥adie.

He told us ... and I pushed him away because | didaitt to catch none of this. ... He

was only a friend, not a... like a lover ...me andaia people did not want him around

us. And ...he died without friends.

Sarah stated the recollections of how she behaweard that friend still haunts her, and
later, when she was diagnosed, she chose go aiffédmsive by telling “all my friends to keep
them from laughing behind my back.”

Sarah said that once she accepted the HIV diagredsdegan asking questions about
and reading up on HIV disease. She questioneddatoid: “OK, what medicines can | take to
subside this thing? | know it'll never go away, ldtat can | do to live with this?” She said she
stopped “using drugs and drinking liquor.” Howevare noted that when she tried to “clean up”
her act that was the time she got sick. “I couldmdtlerstand ... all of a sudden I lost so much
weight and my skin changed colors...I didn't haveappetite.” Sarah stated that she believed
the medication was causing her problems, and swehed with her providers to change her
medication. She also began to take complementahak@rnative medication, such as cod-liver
oils and Vitamin D. In addition, she said, “I st@gprunning the streets ... stopped being out

there in the world. ... | started concentrating owlo take care of my body.” She credited her
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consistent and active participation in support geofor helping her cope with having HIV
disease. “Talking about it and listening to peopl® have been sick longer than | ... they
helped me a lot.” She shares her phone number akdsherself available to help other group
members who may be having a difficult time. Sataltesl she used the experiences, such as
humor and attentive listening that she got fromgeest life as a bar maid, as strategies to help
herself and others cope.

Sarah exuded self-confidence. “| feel good abousetiy... | have so many people that
love me that | don't feel alone... My goal is to lbgeople’s self-esteem that they can feel the
way | feel, great about themselves.” She crediegdaltitude to her faith in God.

My whole life changed when | gave my life to Godl was able to cope with it then ...1

feel like he [God] brought this disease on me ¢ovaine down, like to do something

significant in my life for somebody who got thasease.

A breast cancer survivor, Sarah was also livindnwitbetes and hepatitis C. However,
while she participated fully in her own health cae®ds, she remained active in her outreach to
others. Sarah described a story of a friend whoenrginoduced to the clinic.

She was in [another] hospital for 2 weeks. ... Thieyd tell her what was wrong. |

brought her here... when they told her she had &9 there with her. | went into the

room, and | saw tears in her eyes, and | told i@p€ your tears baby.” | said “Now all
you do now is to talk to God and find a way howite with this disease. Don't let it
bring you down... you don’t want to let it take d@f your mind, ‘cause once—if you let
it take hold of your mind you are through.”

Like so many of the other participants, Sarah tatesd that she wants to be able to help

others, by writing a book about her experiencds/ofg with HIV disease. Her positive self-
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esteem and her love for life and others permeéiedhterview. What keeps her going, she said,
is knowing that she is making a difference in ikied of others.
Participant 9: Zoe

Zoe is a 64-year-old native New Yorker who liveshaher partner in a beautiful well-
kept two bedroom apartment. She is the motherreetgrown sons and a grandmother of two. |
interviewed Zoe, a tall and stately looking womainher apartment on a bright sunlit and windy
spring day. Her grandchildren’s toys were visiltltighout the apartment, and as she picked up
the toys, Zoe reminisced about her recent funefileekend with her grandchildren. Diagnosed
in 1993 or 1995, Zoe made it clear that HIV did define who she was as a person, and thus,
she did not care to remember the exact date adingnosis. However, she had that information
hidden among her important papers, where it coalcelrieved if there was a precise reason for
doing so. Zoe referred to herself as “a strong IBl@oman,” who was only made stronger by
having HIV disease. Although she was confused angrised and wanted to jump in front of a
train when she first learned of her diagnosis i85l Zoe stated that she always had a feeling,
way before her diagnosis, that something was wrbllogvever, in her providers’ eyes she did
not fit the profile, and the test was never offei®de stated, “In the 80s, late 80s ... | got a bad
lung infection, but they never associated, becasdesaid, | did not fit... | was working, mother,
didn’t ... you know so. It was probably in there agaime.”

Zoe presented as a strong advocate for selectetodure and to date, other than her
providers, she has only disclosed to two people,afrwhom is deceased. A breast cancer
survivor, Zoe stated that whenever she got ill,faerily naturally associated it with the breast
cancer. She has chosen not to correct this peotef@he debunked the idea that disclosure leads

to increase social support. Zoe stated that farrhamtaining her independence and her
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matriarchal role in her family was more importdmr being placed in a “victim” role.

Zoe asserted that while she believed it was impbttahave good health care providers,
as a PLWHA she had educated herself about thesdisead was very sensitive and in tune with
her body. She takes her medications at night, Isecsloe has always been a “night person.” Her
body, she declared, has betrayed her. In the pgstr3, not only has she lost weight but she has
also had a redistribution of body mass. This prieska problem when shopping for clothes,
especially suits. In addition, she had a plateleblem and because of it bled easily.
Occasionally she suffered from depression, butsitedevised strategies to address this, which
included shopping trips to her old neighborhood| émll failed, she has a scream room in her
home.

Zoe presented as a very strong Black woman. Shesitedl that she marched to her own
drummer. For instance, she took her medicationys daveek, despite her provider’s order of an
uninterrupted regime. As her cell count had notesatl, she saw no reason to change. She stated
that she depended very heavily on her life expegsno guide her decision making. Her
description of her behavior was frequently paradalxiFor instance, she indicated that she
experienced surprise and denial upon getting herdiagnosis, yet she later indicated that she
had always had an unconscious knowing that sheu&sive. In addition, Zoe described having
a very close relationship with her mother and otherily members, yet she had not disclosed
her status to them. She cited the family’s negatsponses to other family members with HIV
as the rationale for nondisclosure. Zoe creditedohetner of many years with being her sole
confidant and support related to her HIV disease.

Participant 10: Faye

Faye is a 57-year-old mother of four adult childeex “many” grandchildren. |
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interviewed Faye in her two-bedroom apartment kedain an upper floor of a large housing
complex, where she lives with two of her granddaeigh Faye stated she is the sole caretaker
for these two grandchildren because their mother ptgysically and emotionally unable to care
for them. One grandchild was attending college thedbther was in high school and “has
bipolar and she is mild mentally retarded, mildtiad previously made many unsuccessful
attempts to arrange this meeting. When | finallyt migh Faye, it was perfectly understandable
why she had not been available before then.

Looking much older than her 57 years, Faye ambdilsitevly with an unsteady gait to a
sofa next to a table with multiple medication comtas. Before beginning the interview, Faye
stopped to take some medications. Diagnosed withirlR002, Faye indicated that she believed
that the virus was transmitted through injectiongduse. The virus, she said, must have been in
her system for a long time, since she had stopped) wrugs since 1986 or 1987. Like some of
the other participants, Faye stated that she kresvgtatus would be positive even before she
took the test. She reported that her current HIiocagions were working and that her viral load
was now undetectable.

Living with HIV disease, Faye stated, was abouipkag your business private, as most
people tend to not want to be around someone wHdHii. For that reason, Faye stated she has
not disclosed her status to her grandchildren.s&ited she constantly is worried that the
younger grandchild might inadvertently share infation with her peers and/or teachers. Faye
stated that she believed that her older granddaughew: “She is smart, she is in college and
she has seen my medications, but | haven't saithargyto her.” Faye disclosed her status to her
two older children. The two younger ones, Faye s&d) would not be able to handle it,

because they are “too close” to her.

89



Faye described that living with HIV disease wasyarie of many multiple health
conditions that she had. Diagnosed also with eagestenal disease, she attended dialysis three
days a week. On dialysis days she begins her d&/a.an. to be prepared for the 5 a.m.
ambulette transport to the dialysis center andhtuee that her younger granddaughter was
dressed properly for school. Faye related that uptarning from the dialysis center, she was
often exhausted and would take a short rest befwoking and ironing her granddaughter’s
clothes for school the next day. On nondialysissgd#lye wake-up time was 5 a.m. Faye added
that she had two serious health concerns: she deelileer and a kidney transplant. She had
been turned down by one hospital but was hopingathether area hospital would consider her.
Faye said that her biggest concern was that sherdudreak down, that she does not get to the
point where she cannot do for herself or her grandtters, especially the younger one.

Faye stated she does not consider HIV a priorityanlife. “I don’t think it is the HIV
that takes you out. It is all the other sicknesd ftou can get by having that.” She said it is hard
to verbalize which symptoms or effects are relatetthe HIV disease and which are related to
the liver or kidney disease. However, she has aerisense that tells her. She credits her
responsibility for her grandchildren as being thatiwating factors which keeps her going, which
prompts her to take her medication, to attend ppomtments, and stay focused. “I truly believe
if | didn’t have them around me or, you know theenéhto do things for, | don’'t know what I, |
probably just sit here and just mope my life awa&he acknowledged that she does not do much
for herself except go to dialysis and doctors’ appments and return home to cook and wait on
her granddaughters.

Faye is a grandmother dealing with her numeroukhissues, among which HIV is but

one. The responsibility of being the sole caretaifdrer two grandchildren, Faye said, highly
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motivates her to advocate for her own health cacenaaximize her health outcome. | envision
Faye as an automobile running out of gas despatéoting steep journey ahead. When | returned
for my second meeting with Faye to review the tcaipss, she informed me that she was turned
down by the second hospital for the transplantgaaces. The transplant board had assessed that
she was not strong enough to withstand the proesdur
Summary of Participants’ Stories

During the interviews with these women, | was amddzgtheir strength and resiliency.
These women did not blame anyone or anything fair gituation. Despite the stress they
experienced and are still experiencing in theitydaies, they were willing to share their
experiences with me. In addition, they were eitheolved in or were willing to share their
experiences with others who were in similar poegiand/or to prevent others from having the
same experiences. They indicated that participatirigis study was one means of giving back.

Data Analysis

In phenomenological research, the data gatheridglata analysis are not linear
processes; rather, they are part of the same @obesa gathering done in the interview process
was augmented at times by reflection with the pigndints on the experience being described.
During periods of reflection, the process of mendyercking allowed me to return to
participants to validate or correct information.wé&ver, for purpose of clarity, the two processes
are presented separately. This section describeetai the steps taken in the data gathering and
data analysis processes. Van Manen’s (1990) mekbgidal processes serve as the guide.

The first research activity is therning to the nature of the lived experienttirned to
the nature of the experience by first identifyihg phenomenon of concern: The experience of

living with HIV disease for older African Americamomen. That led to the identification of the
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research question: What is the experience of liwitg HIV disease for older Black/African
American women like? | next moved to define theaspts within the research question.
Adopting the CDC (2010) definition, living with HIdisease for this study referred to persons
anywhere along the continuum of the disease protress diagnosis to AIDS. | also used the
CDC definition of older persons with HIV diseasertean persons age 50 years and older living
with HIV disease. Black/African American was defings persons of African ancestry living in
the United States. Persons self-identified as bBlagk/African American. Once the concepts
were defined and approval obtained from the dallaatmn site and the Graduate Center,
informed consent was obtained from the voluntedrs met the criteria. Unstructured interviews
were conducted, and each of the participants, Bddogkan American women over age 50, were
invited to share their experiences of what it wias to be living with HIV disease.

The second activitynvestigating the experience as we livenas the gathering of the
women'’s descriptions of their experiences withghenomenon of interest, living with HIV
disease. | obtained these accounts from the 1@&ipats through unstructured in-depth
interviewing, under the guidance and support ofchmgirperson, a well-known doctorate-level
gualitative researcher and academician of more 30ayears, and two doctorate-level
academicians who are also qualitative researchrepseparation for this process, | attended a 1-
week intensive clinic, where | honed my qualitatskdls by participating in workshops given by
the world renowned qualitative philosopher and aes®er, Max van Manen and his colleagues.

| used the service of a well reputed professiar@aidcription service: The Qualitative
Data Analysis Program University Center for Soaiadl Urban Research, at the University of
Pittsburg, to transcribe the interviews. The audpe and the transcripts were uploaded through

an encrypted website. All the transcribers who \edrkn this project were trained and certified
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by Collaborative Institutional Training Initiativend completed a confidentiality nondisclosure
form (Appendix C). The service provided a timelynaround time that facilitated review and
modifications for the subsequent participants.

To ensure trustworthiness, upon receipt of thestapts, | returned to the participants to
seek validation of the accuracy of the transcridedio-taped interviews. | met with seven of the
10 women to confirm their respective transcriptsre and receive input, and validate the
descriptive summaries and emerging themes. (Ongipant was unable to meet with me due to
personal and family illness; another’s schedulenditipermit a follow-up meeting, and one of
the participants was lost to follow-up.) No correns were made to the transcripts by any of the
interviewees. When participants were asked whettesr wanted to add any information, three
of them offered additional information. Howeverpapeview of the additional data, | realized
that all comments were either repetitious or prediddditional description of a previously
related experience. All seven participants agrbatthe transcripts were accurate records of
their descriptions of their experience of livinghvHIV disease, as told to me.

Phenomenological reflection is the third reseatividy identified by van Manen
(1990). He referred to this asflecting on essential theme&imed to gain insight into the
essence of the phenomenon, this activity invohadtettively appropriating, clarifying and
making explicit the structure of the meaning of likked experience” (p. 77), the outcome of
which is to grasp the essential meaning of the pimamon. | approached this process with the
understanding that the meaning of a phenomenoaotisimgular; rather, that meaning is
multidimensional and multilayered. This is a lerygémd repetitive process. A systematic
approach to the analysis of the data was conddotexhch interview and for the group, in an

effort to understand each person’s unique expegiand the similarities and differences among
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the group. | created descriptive summaries, idedticommonalities within the group, and
grouped these commonalities into subcategoriexategdjories. Next, | identified the emerging
themes within these categories, to ensure thatdbemre representative of the group
experiences. It was the analysis of the group’€egpces that uncovered the essences of the
experiences. To get to the essence, | sought taatxthe essential themes from the emerging
themes to identify the essence of the phenomendh@nanswer to the research question. This
analysis procedure is described in detail.
First Iteration of Data Analysis

| read each transcript in its entirety to get a ptate picture of each interview. | returned
to the audio version and my notes to correct amdirco tone or clarify language. | then began,
by using the participants’ words, to create anahdescriptive narrative summary of each
participant’s experience of living with HIV diseasad next reconciled them with the audio
tapes and my field notes. This descriptive summnsapyesented above in the section
Participants’ Stories.

| listened to the audio tapes and read and reteaddh text of the transcripts, journal,
and my field notes. | looked for the statementplorases that seemed particularly essential or
revealing about the experience of living with H\éehse for these older Black/African
American women. Using the selective or highlightapproach, as described by van Manen
(1990), I highlighted those statements and/or gwalsthen extracted those units of meanings or
subcategories and listed them on a separate dotuwih these units of meanings in mind, |
returned to the data and began to synthesize aatsgasing the participants’ words to name the

categories. This process yielded 30 units of memnan subcategories and eight categories.

94



Table 2

Subcategories and Their Categories from the Fiestation

Units of meanings or sub-categories

Categories

Shock and surprise

Denial

Premonition or unconsciously knowing
Anger

Time marker/ A new beginning/change

Diagnosis experience

Feeling of depression & hopelessness
Loneliness/ isolation

Fear

Shame

Emotions and feelings of loss (Emoting los

Self-perceived stigma/ internalized stigm
Stigma from family and friends
Stigma from health care providers

aExperiencing stigma

Disclosing not disclosing

Keeping the secret

Dealing with losses

Dealing with health care aspects of HIV
disease

Aging and other co-morbid conditions

Coping with adversities

Family

Friends

Healthcare providers

A higher power/God/ spirituality

Relationships

Caring for self

Seeking health promoting knowledge
Caring for others

Sharing and sustaining health promoting
knowledge

Caring and sharing

Being grateful

Hope

Acceptance of this life

Appreciation for this life

Reaching out to a higher power/ spiritual
Helping others/making a difference

Self-transcendence/moving beyond
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The categories identified from this first iteratiwvere the following: diagnosis
experience, emotions and feelings of loss, expeingrstigma, keeping the secret, coping with
adversities, relationships; caring and sharing:ts@hscendence/moving beyond. These
categories and their subcategories are presentdd ZaThe narrative description, supportive of
the 31 subcategories, and the eight identifiedgoates of diagnosis experience; feelings and
emotion of loss; experiencing stigma; keeping #wet; coping with adversities; reaching out to
a higher power/spirituality; relationships; carisgjf-transcendence/moving beyond follows.
The participants’ words are integrated into theatare description.

Diagnosis Experience

For each of the participants, the experience ahlag of their HIV diagnosis was a
pivotal point in their experience of living with Midisease. This experience was often described
in detail. Many recalled the exact date, time, eincimstances surrounding this experience.
Analysis of the data describing the participanigiexiences around learning of their HIV
positive status revealed five areas or subcategjoriee five subcategories identified were shock
and surprise, denial, premonitions, anger, ancha tharker or new beginning. | initially labeled
this categorydarning of the diagnosi©iowever, as | continued to place the particigants
statements into this category, | realized it wasertban how and when they learned of the
diagnosis. It included the women’s immediate respsnsubsequent reactions, and choices as
they came to know their HIV diagnosis. | renamad tategoryDiagnosis experience
Shock and Surprise

Though seven of the 10 women acknowledged partioigpan consistent HIV high-risk
activity such as illegal drug use and unproteceedial activity, eight reported some level of

shock and surprise when they first learned of tignosis. Thelma, who had a history of
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illegal drug use said, “l was in the hospital. lHee[medical provider] came and took blood, and
about 15 minutes later | was positive. It was Bkenebody hit me with a hammer.” Peatrl, the
guintessential wife and mother, said “I didn’t knatwout it until he [her husband] died. When |
went to get his medical, his death certificates stndf, | found that he had HIV.” Three of the
women learned of their HIV status as a consequehpeenatal care. Ginny said “l was pregnant
and went to get myself tested, and that's whemhdébout.” Laura said “If | didn’t get pregnant
with my daughter, which will be 17 [years] on Chmgs, | wouldn’t have known | had the virus.
The doctor | had at the time | was diagnosed tadd imad AIDS, and he told me to terminate my
pregnancy. | must have been in a daze for abouhdus.” Zoe, while describing an inner sixth
sense of knowing years before she was tested, sdntmpe. “When | found out | had the virus,
surprise! Confused! | wanted to jump in the trdatisn! All of the above.”
Denial

Most of the participants articulated some levall@hial upon first learning of their HIV
diagnosis. Laura said “I could not believe it. &kle people | had intercourse with were clean.
Maybe they got the test wrong.” However only Peadcribed a prolong state of denial. “I said
no, this can’t be happening to me. You know, teisat—that’s not what | think my life is all
about. ...I was still in denial. 1 didn’t ...l didn’t ant to believe that. “Oh he have it but that does
not mean | have it. You know, | was really in démoa a long time.” Pearl continued in denial
for years later until she became so ill she hadaettaken from her home by ambulance.
Premonition or Unconsciously Knowing

Some participants articulated having had a sixtiss®r premonition related to the
diagnosis. Zoe jokingly said, “I had that feelingmy luck is not that good... because | used to

use drugs and I've been off them. | think ... oh, darhhad been 20 years before the virus
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caught me.” Faye stated that there was so muchdii®ase in the community, that she knew it
was only a matter of time before she would contitadhen I inquired further into this
comment, she cited her own high risk behavior &iecknhown and/or suspected behaviors of her
partners. Ginny said, “in a way | knew because d&ry before [testing] | had a dream, that | had
AIDS. And it turned out to be true.”
Anger

Several participants spoke of the anger they egpeed in that early diagnosis period.
Stacy described how her initial response culminatezhger. “I was numb; | walked from the
hospital to my house... | was pregnant.” However,nbimbness turned to anger when she
confronted her husband, despite knowing of his phagsical abusive behavior toward her. She
ended up with a black eye that night. Ella Mae regabthat for her the anger was directed
toward herself, as she felt she “should have knbetter.” She believed that once she took
responsibility, the anger dissipated.
A Time Marker/New Beginning/Change

The participants articulated that confirmationtodit HIV-positive diagnosis was a time
or transitional marker in their lives. The womedigated that something changed. For some, the
diagnosis represented a pause, a new or diffeegiibbing, a new or different meaning, and/or a
different direction for their lives. Pearl statédt she spent several years after the death of her
husband refusing to consider the likelihood of etV positive. However, once she
acknowledged it, the confirmation of her diagnegés accompanied by hope and treatment
options. For others, such as Maria that changewarbeginning was not immediate. Ella Mae
saw it as time to “come in” and return to her fgmMaria stated that although she continued to

be a sex worker after her diagnosis, she begafidoandoms to her patrons and at times
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counseled them about the risks of unprotected sex.

Participants articulated other time markers oritgrpoints in their journey with HIV
disease. They described points when they ceadsalvothe disease define who they were. HIV
became part of their lives, however HIV was not wey were. Stacy in her way articulated the
concept that the whole is more than the sum gdfatss. “At first | didn’t think about it because |
said that's not me (sniffles), but it is me that’part of me, but it is not me.” Laura spoke of
integration and coming to terms, “I can't tell yahat it would have been like if | wasn't HIV
positive, ‘cause | don’t know. | know about nowistls my life and its good.”

Emotions and Feelings About Loss

Participants described experiencing a range oingeland emotions as they live each
day with HIV disease. They spoke of the loss thedtyfor what might have been. Pearl spoke of
her lost dream of becoming a nurse. Zoe descrifbetbss of her once perfect figure and her
inability to purchase clothing the way she usetddoause of the redistribution of her body fat,
which is a side effect from HAART. Faye mourned lies of her health. Laura spoke of the
loneliness and self-isolation she felt, even winléhe company of others. Depression was
almost universal. Five subcategories were illunaddtere feeling depressed, hopelessness,
loneliness/ isolation, fear, and shame. These placed in the category labelddelings and
emotion about loss
Feelings of Depression and Hopelessness

All of the participants identified some level ofpdession associated with their lives as
persons living with HIV disease. For the few whd dbot initiate this topic on their own, |
inquired about it. Participants indicated thatdle@ression was a fluid, reoccurring emotion that

they experienced at different times and stagest dination, they indicated, could be triggered
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by anything, such as a familiar voice, a certagale or an illness issue. Thelma related, “l used
to cry. ... I cry all the time. | see a therapisiek a psychiatrist because | go through
depression.” Maria implicated her living space asmtributing factor to her depression: “My
apartment is my jail cell, especially my room.tlisithat room and | cry. | get so depressed, so
stressed out being in these four walls.” Some efwbmen also identified their strategies for
coping and responding to the depression. Ginnyhexhout to her providers for support. She
said, “When | feel myself getting depressed, | . medhere and talk to my doctor.” Zoe
described days when she felt like “Ahhhh!” She dasream room that she uses when that
feeling comes on and she is alone. If it gets lydadd,” she literally takes a walk down memory
lane, by visiting her childhood neighborhood whe&he just walks the street and window shops.
Because of her weight loss, Zoe stated that shgdpmclothes brings her depression to the
surface. Laura, acknowledged feelings of depres$fionstated she quickly dismisses it and does
not let it get the better of her. Ella Mae, thaesarivhile she denied having depression, pointed
out how she relies on her previous artistic skdldelp her cope with feelings. She said, “ If |
feel any kind of worrisome that may go into depi@ssl always have a trigger, a song, a
thought, a person to think about; and there’s pewrse off than | am you know.”

Thelma was the only participant who conveyed arigedf hopelessness. She was very
graphic in describing this feeling. “I would hearees [in my head] saying, ‘what’s the sense in
buying clothes you only have a certain amountrogtto live’ ... | was going for my GED and
[the voices said] .... You are not going to pass. Vglthe sense in you going to study for it?”
Loneliness and Isolation

Participants voiced the perceived feelings of isotathey experienced even while

immersed in daily relationship with others. Ginmyiaulated the magnitude of the situation: “I
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try to live well, but | am very, very lonely. It [N] alienates me [voice cracks] ... it's so—you
get so lonely. It's sad. I'm a beautiful person.dAram a very lonely person.” Laura made the
distinction between loneliness and being alone;dgmes loneliness but stated she enjoys
spending time by herself. “I spend a lot of timehamyself. | spend a lot of time alone.” Laura
described herself imposed isolation.

When | first got diagnosed, | shunned away frorataf people, with the fact that if | got

sick no one would notice. So | distant—you knowdda my visits very short. | didn’t

have a lot of people visit me because what if Isyck? And people would notice and

you'd be changes, and | didn’t want people to keae t
Fear

Many of the participants articulated some typeeairfand being afraid. Pearl painted a
visual picture of her fear of dying:

[T]hat was some scary time. ‘Cause at that timelielbed...that | was gonna die because

| got so small, you know. ... Thought | was goinglte. ...Every time | closed my eyes

|l—open them fast, and | said, “wonder if this is tilge,” every time | close my eyes |
would open it fast.

Sarah stated that while she did not fear deathfesired losing relationships: “I thought |
would never have no friends because | had thisades& She was also afraid of disclosing to her
children, fearing that their reaction might notdupportive. Zoe continued to fear that disclosure
of her status would cause her to lose her matr@édurcthe in the family.

Shame
Some participants expressed feeling a sense ofeshegarding their HIV status. Laura

recalled the self-imposed shame she felt upon ilegumer diagnosis. “When | was first
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diagnosed, | kept it to myself, you know, not oliso much embarrassment, but just shame of
knowing, you know, | was very loose, very recklesth my life.” Sarah believed that her
friends would all leave her. Faye lived each dayifeg the shame that might befall her
granddaughters should the teachers and other ehifdrd out. Ella Mae verbalized shame and
embarrassment about her previous lifestyle.
Experiencing Stigma

As persons living with HIV disease, all the pagats reportedly experienced some
level of stigma from friends, relatives, and/or Health care system. These subcategories of
stigma were initially immersed with other subcatég®related to coping, but the issues of
stigma, as related by the women, were so pervéisatafter conferring with my advisors, |
decided for the time being, to have it as a separatiegory labeleelxperiencing stigma.
Self-Perceived or Internalized Stigma

All participants articulated that they had precaoneé beliefs that most of society had
hostile attitudes toward people with HIV diseaslee Women verbalized concern not only about
their own situation, but also about the stigma thaght be perpetuated on their children and the
people in their lives. Thelma voiced this concéwiihen | think about what’s gonna happen to
my kids ... | worried that people might scorn thencdaese of their mother.” Ella Mae too
worried that her past life and HIV status might aapher son’s future success.
Stigma by Family and Friends

Participants all described various levels of stighesy sensed from relatives and friends.
Maria described how she was treated at a relathvase:

My aunt, we went to her house to eat. She went@wklthe plates down and cleaned

them with bleach. ... Everybody else got glasses,|@od Styrofoam cups. Whenever | went to
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get food, | would tell her, “I would have cash aradry stuff, put it in aluminum.” | did not hang
around.

Stacey too related an incident of stigma while fitesd’s home. “I went to my
girlfriend’s house, she had a luncheon. ... And ttheiogirls were there. They were sitting there
with crystal glasses and stuff. ...She gave me diplesk, plastic cup, paper plate.” Pearl
discussed how she dealt with her friends: “I haditolown and really let them know, my
touching you won't do you anything.” Zoe, while iohang to have a close relationship with her
mother, refused to disclose to her mother becatuseranother’s reaction to other family
members with HIV disease. Sarah acknowledged harregative behavior toward a friend who
was diagnosed before she was.

Stigma by Health Care Providers

For the most part, participants indicated that thag positive relationships with their
health care providers. However, they also relatedients that occurred with clinicians that
were less than desirable. Stacey described heirmpgaperiences with health care providers.
“They act like they don’t want to touch you. Espadigi when they are taking blood, some of
them go through the whole mask thing. ... Don’t tr@atlike | just came out of the garbage. |
am a human being.” Pearl recollected an earliee tivhen a nurse advised, “Why don’t you just
lay down and die?”

Keeping the Secret

All participants acknowledged an ongoing dilemmaf,afiow, when, and to whom to
disclose or not disclose their HIV status. All papants described various ways of keeping their
HIV status a secret. Ginny captured this themelofi’t talk my business, not about HIV

positive. It's still hush-hush in 2012. Still tharse people judge you.” Although only one
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participant openly expressed a fear of exposur@aalicipants described strategies they had
developed to keep the secret. Thelma stated, gotedo rememorize, then | write on another
piece of paper, because | can't put everything eelyain things, like my HIV, | don’t put that
on paper.” This category of maintaining the secagitured the various statements related to
disclosure and nondisclosure as articulated byé#ngecipants.
Disclosing/Not Disclosing
Participants indicated that their lives as PLWHAag#ed an ongoing process of
maintaining the secret along a continuum of nordssce to disclosure. Nondisclosure/
disclosure entailed the decision either not taativulge private information, feelings, and ideas
to a close member of one’s network, receiving paase from the recipient, and using the
perceived quality of the response to determineréudlisclosure. Imbedded in this continuum are
issues of control and support. Ginny shared howgsheaually disclosed to her family. “My
...children are older, 35 and 31 year old. They diémen know | had the virus until about 7, 8
years ago... and my mom she couldn’t believe thatd that for so many years, ‘cause | am
close with my mom.” Thelma articulated the diffigubf disclosure:
It's hard to disclose to another person that isaffgcted. [If the person] is the same
status as | am, then | don’t have to go throughptioblems of explaining to them that
I'm... Well, all | got is my brother, he knows. Mysser knows. My sister down South,
don’t know. | feel not to disclose to her becauden’t know how she would accept it, so
| leave it just like that there. Mom she worriepabmy health, so as long as I'm—she
knows | am diabetic and the swelling in my feet, e does not know that I'm HIV
positive. | don’t think | want to tell her. So Ijlist keep it just the way it is. And that’s

about that.
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Maria, in preparation for disclosing to her moth@gcticed on a friend. “l went to a very
good friend of mine first and asked her how shedout it...before | went to my mother.” Zoe,
a staunch supporter of disclosing only on a needhitwv basis, has disclosed to only two
persons, her significant other and a friend whsinse deceased. Zoe meanwhile hangs on to the
control that her matriarchal role in the familyafis her by adamantly rejecting the idea of
disclosing her status to her family. A self-desedlistrong Black woman,” Zoe indicated that
she views disclosure as a gateway to diminishirepgth and decreased situational control. For
Thelma and Pearl, disclosure to their childrenraiéo them the support and protection of their
children. Faye chose to disclose to the strongenioees of her family, while withholding the
information from those who were “too close” or degent on her. Ella Mae stated that she
discloses to other PLWHAs to help them understaadthere is life with HIV.

Coping With Adversities

The participants spoke of hardships and difficsltizey experienced as older women
living with HIV disease. These included dealinghwiihe symptoms of HIV disease, managing
the challenges of adhering to the medication regmaeigating a complex health care system,
coping with the losses of relationship, coping viit demise of loved ones, and dealing with
HIV stigma, all compounded by the comorbid condis@f aging. Three subcategories
illuminated here were (a) coping with losses, (@lahg with the health care aspects of HIV
disease, and (c) confronting aging issues and cthraorbid conditions. This category was
initially labeledlosses. However, upon further reflection, | realizedttlogsses were but one of
the issues that participants were responding thegslived each day with HIV disease. |

renamed this categooppingand latercoping with adversities
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Coping With Losses

Participants described the many losses that thiégred as a result of HIV. These losses
included their friends, relationships, roles, amdeipendence. Maria solemnly recalled, “ then we
seen people start dropping. Like we were a crowelgift, I'm the only one that’s left.” Pearl
also lamented the demise of friends: “I have afdtiends that wasn't that lucky, you know.
And although they were on the same medicine thatsl on, they still, there was something
lacking.” However, she acknowledged a differenetgp loss of friendship by saying that by
having HIV disease, “I realize who were my frierahel who wasn’t my friends. Ella Mae
described how HIV and drug use resulted in her ddgmrenthood, “She asked me to sign over
my rights. ... It's really sad because | did noteamsm. | miss him. And my son doesn't call. |
get sad.” HIV stigma presented its unique lossefgrevious self. Whereas some of the women
described actual losses, others described perckasgsds. Pearl spoke of lost dreams: “I really
thought | could have been a nurse, and it was bngydeautiful dreams that | had, that to be a
nurse.”
Dealing With Health Care Aspects of HIV Disease

As persons living with HIV disease, participantscea concerns related to health care
adherence, medication interactions, and HIV-assetidginesses. Thelma stated:

| was on Atriplia but I got resistant to that, ahdy put me on Copelle, that was working

fine....When [provider] came and tell me that, I'nsistant to Atripla, and | was like “Oh

wow.” And | know why, because | haven’t been taking medication like I'm supposed

to. But | didn't tell her, though.

Ella Mae too, spoke of her struggles with medicatideractions: “I have a lot of

ailments from the side-effects of my medication have a lot of ailments. | take a lot of
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medications.” Laura listed her many ailments. “tlaahysterectomy ... | had precancerous cells
on my uterus. | had pneumonia about four or finges ...many episodes of PCP. When | got
pneumonia, | coughed blood. They put me in isolebiecause they think it was TB. | was in the
ICU for 5 days.”

Sarah stated, “I've had pneumonia twice, I've hdmtesast removed, I've had a
hysterectomy, during, all since I've had the HIWelhad all this. And | can learn to live with it
all.” Pearl summed it up this way, “I realize tlagtlong as | took my medicine | could live a lot
longer, so I've been doing that.”

Confronting Aging and Other Comorbid Conditions

The lives of these women are further complicatethieyeffects of the normal aging
process and the comorbid conditions that accompgmg. In addition, many were dealing with
the residual effects of their previous illegal dusg. Thelma stated, “I have asthma, swelling in
legs, depression, diabetes; memory loss.” Ella Meaddition to acknowledging her
musculoskeletal problems, stated, “my lungs areldeméuse of the smoking...that | did when |
was using.” Pearl and Laura are living with diabetehile Faye is struggling with renal and
liver disease.

Relationships

Participants all commented on the connectivity thag, or sought with friends, family,
health care providers, and a higher power. Relahignwith family included the support
received by and from the participants, as welhaslack of support. Participants also addressed
issues of intimacy. The subcategories identifiedaa) relationship with family, (b)
relationship with friends, (c) relationship withdih care providers, and (d) relationship with a

higher power. Subsumed within the subcategorylatiomship with friends was the issue of
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intimacy. These subcategories were labe&tationships
Relationship With Family

Ginny lamented the loss of a parental relationghip her son. “I miss him... my son
doesn’t call. | get sad. But life goes on becausadle a human error.” Maria too lamented the
loss of relationship with her brother once he ledraf her HIV diagnosis. Ella Mae, on the other
hand became animated when she spoke of her redhtpwith her son. Pearl and Thelma
articulated the support and comfort they get fromirtdaughters. Faye, as the sole caregiver of
her granddaughters, discussed how important itavegcome healthy in order to provide for the
girls. Thelma said “The family part, that's whadrh grateful for, that | have my family.”
Relationship With Friends

All participants spoke about the importance of hgwriends and friendly relationship
with others. Thelma described a complex web offige “I got a few sets of friends, you know,
I've got survivor friends that got the virus, anetiset that don’t know | am affected.” Pearl
acknowledged that living with HIV disease has cduser to “realize who my friends are and
who wasn’t my friends.” Sarah stated she fearehdplser friends should they learn of her HIV
status. She has since built up a network of fridrate among her support group peers.
Intimacy

The women spoke freely about their sexual intimgteyus. Somen(= 6) indicated that,
as they live their lives as older women with HI¥¢xaal intimacy is not something that they are
seeking. Thelma reported being fearful and antteghaejection: “I'm not looking for a
relationship because | don’'t want to get hurt, bddn’'t want to hurt the next person, especially
if you are not positive. ...l don’t know how the pemsaccepts me for being HIV positive.” Pearl

stated, “I'm done with that. ...1 just don’t see miyggetting involved, you know, cause |, now
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I’'m scared maybe | might give it. So before | h&wde worrying about doing that to somebody
else, I'm fine! I'm just taking care of myself. bd’t want to bother.” Ella Mae summed up the
issues of intimacy this way, “it's very difficulof me... | haven’t had sex in years, years and it
doesn’t bother me. It's OK. It's OK. I've had segfore... | know what it is like.”

The other participants & 4) reported that they were sexually active. Alirf
participants were in long-term relations, and tipairtners were aware of the women'’s status.
Three of the four participants acknowledged thaythnd their partners were not using any
barrier protection. Laura, after years of wondesigat man would want her, was in awe at
having found a partner to share her life. “We’llrbarried 8 years. And the conversation of me
having the virus or infecting him never came upiagéde is not just my friend, he is my lover,
he is everything.”
Relationship With Health Care Providers

Participants placed much emphasis on the relatiprisht they had with their primary
care provider. The data collection site, one ofdliest HIV comprehensive care clinics in the
area, has experienced very little staff turnovesughout the years. Consequently, the women
have had a long and positive history with the clipoviders. Thelma stated “I met nice doctors
and nurses. They call me their miracle baby.” Laxjaressed thankfulness that she got the virus
at a time when medications are available. Althotinghwomen have nothing but praise for the
clinic providers, it is clear that for the most fpainey see themselves as partners in their care.
Sarah said “I asked them to show me what way Ibcald myself up... | listen to what they told
me. | took certain medicines... certain | would rakd.”

Participants articulated that when they venturedimun the safety of their medical home

to attend to other health care needs, such aslderdther specialist services, the relationships
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with other providers were often less than satisigctElla Mae described feeling like herded
cattle when she attended a new podiatry clinic. plu&ke of the stares and hushed tones of the
front office staff as they put her new chart togettand she wondered whether the podiatrist
used double gloves for all his patients

Relationship With God/a Higher Power/Spirituality

All the participants spoke of hope and of theiati@inship to God. They related feelings
of being thankful to God or a higher being for i of life this many years after being
diagnosed with a disease that many thought wasralnThe women spoke at length about
gaining inner strength through their relationshighviod. Ella Maespoke of her relationship
with God:

| found God again. | was open to receive God agalmich gave me a lot of strength. |

believe in God. I believe in a higher power, akthdéw that it's not me that’s bringing me

to where | am today and taking me to wherever lehed to be.

Laura, too, described her relationship with Godli Han’t take care of it, it's just not
meant to be taken care of, and | leave it in Gbdisd.” Pearl spoke of her thankfulness to God
for life and living one day at a time:

Just living every day ...wake up every day and knloat t'm OK that day. ...Don’t

know what will happen in the end of the day, butartk God just for one more day. |

know a lot of people who get sick, who have HIV aie you know. So | am a lucky

person to be still here.

Sarah described her relationship with God: “gomghurch more often. Giving my life
to God, things started changing. ...l was able teeasith it (HIV disease) then. It was no longer

in my mind ...and no longer in my heart.”
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Care

As | listened to the participants’ stories, it vedsar caring was threaded throughout their
experiences. However, caring was multifaceteddiuided the self-caring that was apparent as
the women spoke of comanaging their health and caédonditions: adhering to medical
appointments and their medication regime and adgjifiestyle changes related to nutrition,
exercise, stress reduction, and illegal drug udeatgon or cessation. However, these women
were not satisfied with passively receiving andlengenting the self-care information. A
significant part of caring for self was the selitietive the women took in actively seeking the
knowledge to care for self. Participants spokesoféntly reading the HIV literature, questioning
their providers to gain information, and tuningartheir bodies rhythm and responses. Caring
also included a subcategory of caring for otheessfite their own needs, these women described
instances of ongoing caring for others. | initialigmed this categoloping with HIV disease
and its comorbid conditionsiowever, as | read and reread the transcripteaid the voices of
the women as they further extended this care psdagsharing the knowledge they gained with
others. The identified subcategories were (a) gaon self, (b) seeking health-promoting
knowledge, (c) caring for others, and (d) sharind sustaining health-promoting knowledge
with others. This category was labeleding and sharing.
Caring for Self

Self-care included caring for HIV conditions ané tomorbid conditions associated with
being an older Black/African American woman. Issakadherence to HIV regime and drug
resistance are echoed by several participants. Mathe women have diabetes and
hypertension, two chronic diseases that are pemagthin the overall Black/African American

communities. Thelma stated

111



| was on Atriplia, but | got resistant to that, ahdy put me on Copelle that was working

fine. When [provider] came and tell me that, I'nsistant to Atripla, and | was like “Oh

wow.” And | know why, because | haven’t been taking medication like I'm supposed
to. But I didn't tell her, though. So now | knowdidressing herself], “Thelma, you have
to take your medication!”

Ginny stated “l used to watch how they [nurses]rdidlV and hooked up the machines,
and it got to the point where they wouldn’t comeloe time; | learnt how to unhook myself.”
Laura said “l used to think that the virus useavéagh a lot. It weighs a lot on your mind, a lot...
| just trying to stay healthy... | never miss my ajppments. | stay vigilant to my med, my
medications.”

Seeking Health-Promoting Knowledge

Imbedded within the participants self-describedegigmces of caring for self were the
passionate desire and strategies they employeokdmd<nowledge about HIV disease,
including thereatment and management of the physical and psgchal aspects; knowledge
about navigating the health care system, includisgrance issues; and how to share the
information with others, including their provideiie knowledge gained from this initiative
seemed to elevate the status of the women fromlgipapients to that of care partners. Stacey
described how she educated herself on her condition

| learnt about T cells, viral load, all of thatagked her [doctor] what medications were on

the market. | asked what the virus looks like.tlatly looked at it, and it looks like a

flower... so many colors ...so many dynamics to itodiks cute. It's a cute thing, but it

does a lot of damage. ... | was collecting informatiovas reading books. Soon as she

[doctor] put a book down about AIDS, | was intolitlidn’'t understand the words, but,
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trust me, | wrote them down and went on the wédailned... you have to maintain

muscle mass, all that junk, immune system, how dogesrk? Now | am learning

something about my cancer. ... | want to get my hudpared.

Zoe had not only educated herself about HIV disdasein addition, saw herself as an
equal partner in her health care decisions. SHzedahat because she was a “night” person, her
rhythm was such that for her taking her medicasibnights was best. She has chosen to take her
medications 5 days per week despite her physici@e@mmendations for a 7-day regime. So
far, the evidence has supported her decision, ragifat load remained undetectable. That
concept of equal partnering was reflected in EllzeM words as she spoke about navigating the
health care system:

| have a lot of medicals ... X [her provider] hasghtme how to branch out there and

get the help that | need for myself... Instead ofdleys referring me to places, | come

back with information and give it to her to helpet people... | found a doctor who
accepts my insurance, because | had to changesusaince to get my thyroidectomy,
because the hospital did not accept my insuranckam.looking for something a little
more personal... | don't like feeling like | am heddée cattle.

Caring for Others

Caring for others was a common concern for thagpants. Faye, the grandmother
caregiver, while dealing with her complex care eéssuncluding liver and kidney failure, was
driven by the need to provide the care her grahdien needed. Faye said, “I be tired some
time, but | keep on moving... She don’t have no dee,dut me.” Maria, who is mostly
homebound due to her leg problems, used her wiredoavconduit to influence the behavior of

the neighborhood children. Ginny, who did not deet dpportunity to raise her own child, helped
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struggling working mothers in her neighborhood hyirng for some school age children, sending
them off to school and helping with their homework.
Sharing Health-Promoting Knowledge With Others

This subcategory captured concern and caring ®talger community. Each and every
participant articulated a need to “give back” bamsihg their knowledge and experiences with
others who are in a similar position and/or to prewthers, especially young people, from
making the same mistakes. Thelma longingly wisloedh encore of her presentation in a men’s
prison. Ella Mae said “I started to work at theiliacthat | was a resident. | became a peer
volunteer and now | am staff.” She counsels otbardealing with the dual issues of HIV
disease and drug use and stated that she willgtglyes her story when the need arises. Maria
spoke of leaving her legs to science. All the worsoke about capturing their experiences by
writing a book. Thelma said “I would love to go kamut and do presentations, but | would have
to learn more. | have to study more. | love to tbout the virus, and | want to teach people
about it.” Ella Mae stated “I like to share; | like tell my story. | don’t do it as much as | siayul
but I get with people individually, maybe becaugadw they will open up more if it is an
individual thing.” Sarah participates in a netwoifksupport groups in which she shares her
experiences and expertise with others.

Self-Transcendence

These participants, living each day with HIV disgatescribed increased awareness of
their vulnerability and mortality. Despite theirilyastruggle with the physical and emotional toll
of HIV disease, (the complex effects of the HAARIEaling with age and comorbid conditions,
navigating the complex health care system, subgistn income that is at or below the poverty

level, living in neighborhoods where illegal drueye readily available, and coping with HIV

114



stigma), these women manifested not a sense gfgbgament but a heightened awareness and
readiness to expand or transcend the self-bounttanyake a difference in their lives and the
lives of others. Every participant, no matter hawessful her current life was, identified a need
to provide HIV preventative education or a williregs to share her experiences with persons in
similar circumstances. They emphasized their canngcwith others and relationship with God
or a higher being as being therapeutic. As thayggled with their complex issues, these women
identified hope, acceptance, and appreciationhfeir life situation as being part of the
transformative process. These three subcateg@aelope, (b) acceptance of this life, and (c)
appreciation for life, were captured in the catgdabeledself-transcendence.
Hope

The subcategory of hope was threaded throughowtdingen’s stories. For many of the
participants, they learned of their diagnosis wH¢vi disease was transitioning from an acute to
a chronic disease. The public sentiment was thetdidease was terminal, yet these women
continued to have their individual hopes and drelzemira stated that her hope throughout her 17
years of living with HIV disease was to see herglaer graduate from high school. Laura said
she never lost that hope. Now, with her daughtagat16, Laura is hoping for 2 more years. “I
just want those 2 years. Let me see her graduear! articulated her hopes and dreams of what
might have been. “I wanted to go back to schoollznde a good life. | wanted to make sure the
kids were alright.” Faye, as the sole guardian@arégiver for her two grandchildren, and
despite her many comorbidities, including end stagal disease and a failing liver, continued
to hope to be accepted to the transplant list sacah continue to provide for her grandchildren.

At times that hope is coached in spirituality.
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Acceptance of This Life

The participants’ stories demonstrate that for theoseptance is a nonlinear process.
Although all the women appeared to have acceptditey have HIV disease, that acceptance
for each appears to be at various points on araauntn. Laura said

| can’t tell you what it would have been like ifviasn’t HIV positive because | don’t

know. | know about now, and it's good. I'm happy.eeSI'm happy with my inner self.

| don’t know any other life but the HIV life thatilve, and it's good.

Ella Mae, the artist, spoke of her acceptance btheent place in life and of second
chances: “I figure that this is my path now, tlisvhere God has geared me for my second
chance.” Sarah too echoed this: “I feel like Goaolught this in my life for one reason: to help
others... That's my purpose in life, to try to keepeays healthy as | feel in my heart.”
Appreciation for Life

A reoccurring theme expressed by participants wais sense of appreciation. Laura said

| am living everyday with it, and it's—hasn’t hinggl me. It hasn’t made me bitter. It

just makes me appreciate life more... | tell yogMd—I love life itself, and at 51, every
day is a miracle—for me.
Pearl said

Just living every day, wake up every day and knoat t'm OK that day. ...Don’t know

what will happen in the end of the day but | knogould get up and open my eyes and

thank God just for one more day.
Sarah said “I am a person who loves life.
All the participants reported that despite haviny kisease, they are in a better place.

Pearl stated “I just changed, you know, just béiagpier, | guess.” Ella Mae spoke of gaining
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strength from sharing. She said “ | believe in Gdaklieve in a higher power and | know that
it's not me that's bringing me to where | am to@ayl taking me to wherever else | need to be.”
Maria compared the stability of her apartment amdrhonthly disability checks to the instability
of the years while she was on illegal drugs.
Second lteration

| conducted additional readings of the transciiptseconcile them with the categories,
subcategories, and descriptive narrative of the @résstories and to assure that the categories
and subcategories captured meaningful responsadigiconnected to the research questions. |
synthesized the concepts within the categorieagusie subcategories as additional guide
points. From this analysis, specific themes emerghd themes were reviewed, reduced, and/or
collapsed, regrouped, and renamed.

Emergence of Themes

The themes that emerged were (a) knowing, (b) emakiebb and flow, (c)
nondisclosure/disclosure, (d) experiencing HIVsigg (e) relationship, (f) spirituality, (g)
caring, and (h) self-transcendence. These themesaeenmon to this group of older (over age
of 50 years) Black/African American women who whveng with HIV disease.
Knowing

The theme oknowingwas articulated by all the participants. This teeaptured the
process of knowing that began with the participéedsning of their HIV diagnosis and
encompassed the initiative that the participarag to seeking to educate themselves about HIV
disease process, management, treatment, and selff¢tas process of knowing came full circle
with the women sharing the knowledge gained witted. All participants, without any probing,

recalled and identified their diagnosis as a @aittone marker or life changer for their lives with
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HIV disease. As the women recounted this particetgerience, they recalled specific details
related to locale or space, points in time, refegiops, their bodily presence, and their responses
as they came to know diagnosis. Thelma said “l ightihg through this process of HIV. | am
learning more about it.” Sarah said “I asked thetols. OK what medicine can | take to subside
this thing? | know it'll never go away, but whatckdo to live with it?” Thelma recalled her
most fulfilled moment was when she did an HIV préagon at a men’s prisons.
Emotional Ebb and Flow

Most of the participants described experiencingrage of feelings and emotions
associated with their situation as they lived edaphwith HIV disease. These emotions could be
triggered anywhere along a continuum from a thowgmemory, a song, or knowledge of
deterioration in their health status. Everyone spaltout depression on some level. Ella Mae,
while denying depression, spoke about being awiapessible triggers and identified her
strategies for fending off depression. Zoe ackndgael “those feelings” and took trips to her
childhood neighborhood and/or used her scream redrareas Thelma consistently kept her
appointments with her psychiatrist.
Nondisclosure/Disclosure

The category of keeping the secret was recategbageondisclosure/disclosure
Participants described their everyday strugglesame level, with maintaining the secret of their
status and determining when, where, and to whodistdose. Maintaining the secret for some
was a protective mechanism for self and family. @aeision to disclose or not disclose was
sometimes used as a means of control, such a®&nwho believed that disclosing would
diminish her status in the family. Sarah and Thelveae more comfortable disclosing to other

PLWHAs, and Laura preferred her colleagues at iothelieve she was an uncontrolled
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diabetic who had to take numerous medications. Reagevery fearful that her granddaughter
might inadvertently divulge the secret at school.
Experiencing HIV Stigma

The theme oHIV stigmawas pervasive as the women each recounted detaiédfo
perceived associative and/or discriminatory behaviey felt because of their HIV status. These
incidents of stigma came from family, friends, andmbers of the health care profession.
Associative stigma, which is stigma experienceddbgtives, caregivers, health care providers,
and/or other persons associated with persons wkhdisease (Poindexter, 2005), also presents
a problem .In some cases the stigma was anticipased the case of Thelma, who worried
about how others might treat her children and grhitdren. Ella Mae, too, voiced concern
about whether her son’s future may be tarnishéeéifcondition was to become known.
Relationship

The theme ofelationshipcaptured the connectivity the women had with thamily,
friends, and healthcare providers. Relations cbeltamilial, friendships, and/or sexual
intimacy. Relationship with family played an impamt part in the life of theses participants. Ella
Mae saw moving in to assist in the care of her agether as giving back for leaving the family.
Maria mourned the loss of her relationship with iiether, who deserted her once he found out
about her HIV status. Thelma and Pearl, althougitemed about the role reversal in their
relationship with their daughters, still cherishiad new close relationship that they have with
their children. The women all spoke of the impé&etttHIV has on sexual intimacy. Some
indicated that it was better and safer to be adewtnereas others like Laura and Sarah were

able to establish and maintain intimate relatiopshi
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Spirituality

The theme os$pirituality emerged as the women recounted their relationgitipGod or
a higher power as they reached out and negotihgdrieeds and wants. The women often
spoke about talking to God and surrendering to Gtld.Mae said

| found God again. | was open to receive God agalmich gave me a lot of strength. |

believe in God. | believe in a higher power anehdw that it's not me that’s bringing me

to where | am today and taking me to wherever lehgd to be.

Laura described her relationship with God: “I jasked God to let me live long enough
to see my granddaughter born. | don’t ask for angtlelse. And in those 7 years | have had two
more grandchildren, so | am blessed.”

Caring

The theme otareemerged as the women described the various seatégey used to
adopt and integrated self-care activities intorthees. They acknowledged the difficulties of the
health care system and adaptation of their health iegime; however, they all had an
understanding of their role in keeping themselealthy. They further described caring
activities toward their own and other children,itdamilies, and their communities. They
developed different strategies for obtaining knalgke about HIV disease and the willingness to
share that knowledge for the betterment of thenrilias and their communities.
Self-Transcendence

Each of these women, having lived with HIV disefseno less than 10 years, described
herself as now being in a better place becausw o, spite of, HIV disease. For some, being in
a better place, meant that they now had an apattmeonsistent income, and some sort of a

supportive system. Others were in new and differeliationships with their children and/or
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partners. Most were actively involved in supportiagworks where they shared their experience
and expertise with others less fortunate. The woallespoke of acceptance and appreciation for
life and alluded to a sense of well-being despgrtphysical conditions. This theme | refer to as
self-transcendence

| shared these eight themes (knowing, emotionalaglobflow, experiencing HIV stigma,
nondisclosure/ disclosure, relationship, spiritiyalkcaring, and self-transcendence) with three of
my participants to get validation as whether thtegenes captured their descriptions of their
experiences living with HIV disease. The particitsasigreed that indeed, the themes were
reflective of their experiences. | consulted with advisor, a doctorate-level qualitative nurse
researcher, on the emerging themes and on thedeledibeceived from the participants.

Third Iteration

| began the next step of the process: to identiéyessential meaning of the phenomenon,
the meaning of living with HIV disease within thentext of these older Black/African
American women. To do this, | attempted to identlifg essential themes that—without which—
the phenomenon would lose its meaning.

Determining Essential Themes

Focusing on the research question, | again immerseelf in the participants’
description of their experiences. | listened todhdio recordings. | read and reread the
transcripts and the eight themes that emerged tfihenprevious reflections. | collapsed and
reassigned themes and labels. To illustrate, Ithatthe them&nowingalone did not capture
the essence. As the women spoke about becomingioasly aware of their diagnosis, they
differentiated between being told of their diagspsis a result of testing, and of actually coming

to terms or making peace with the condition. Omegy tarrived at the latter, they were no longer

121



passive. This was most indicated when the jourfiegeking additional knowledge about HIV
disease, first for self and then for sharing thdwledge with others, began to emerge. After
several attempts, | relabeled that essential tHerowing as powerAs | reflected on the term
knowing as powell saw that although it captured the “driving felfthe women articulated that
fostered their ongoing desire to seek informattba,force that appeared to liberate them from
their previous life situation and propelled thenydogd, it was not yet on point. After several
discussions with my advisor, | arrived at the témmwledge as empowermehtised the same
process for determining all the essential thembs.&ssential themes that evolved were (a)
knowledge as empowerment, (b) responding to omatienal life, (c) concealing while
revealing, (d) caring while being cared for, (eqld®y with HIV stigma, (f) maintaining
relationality, and (g) self-transcending adversityl becoming.
Essential Theme 1: Knowledge as Empowerment

The theme of knowing and the subcategories of agékiowledgeand sharing
knowledge were combined to form subthemes of ayn&bleled essential themejowledge as
empowermenilhis essential theme and subtheme captured atespf knowing as articulated
by the participants.
Essential Theme 2: Concealing While Revealing

The category keeping the secret and its emergentdlof nondisclosure/disclosure were
condensed into the essential theznacealing whileevealing This essential theme captured the
paradoxical processes that participants articulegkzded to sharing and hiding details of their
HIV status. The women'’s stories revealed thatwras a very dynamic emotional yet thoughtful

process, as the decision to divulge this infornmatiould either foster or damage relationships.
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Essential Theme 3: Dealing With HIV Stigma

The theme oflealing with HIV stigmavas consistent and ongoing. The women described
how stigma, whether perceived or actual, impadted guality of life by contributing to feelings
of fear, shame, guilt, and depression. Having It HIV disease for more than a decade,
these participants reported that they were stér-angilant for stigmatizing behaviors from
friends, family, and health care providers and thay had developed strategies for preventing
and/or responding to stigma.
Essential Theme 4: Maintaining Relationality

This essential theme afaintaining relationalitytraversed through all the themes and
captured the human-to-human connectivity that tomen had and/or desired. This essential
theme encompassed the relationship the participettsand sought with their families, friends,
and health care providers. It included the seekimijsharing of knowledge, caring for others,
and the processes that underpinned the decisiat®al and/or disclose their HIV
information. Incorporated in this essential theséhe intimacy and sexual choices of these
women.
Essential Theme 5: Caring While Being Cared for

The category of caring and its subcategories dfcsge and caring for others were
condensed into the essential thesaeng while being cared fofThis label captured the various
types and levels of caring received and given kypérticipants and also the knowledge
participants sought for self-care and to share witfers. All the women were actively under the
care of health care providers, and some were loaireg for by relatives and friends.
Participants were all knowledgeable about self-azackhad initiated various lifestyle changes,

such as the cessation of smoking and illegal degg nutritional support, adherence with
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antiretrovirals, and making and keeping clinic appuoents. Despite caring for their own health
care needs, the participants were all caring foeist Faye, as the sole caregiver for her two
grandchildren; Maria, as she supervised and diseiglthe neighborhood’s children from her
window; Laura, as she cared for the children ofl@mothers in her building; and Ella Mae,
who gave up her apartment to be close to her gldating mother. They all were involved in
caring relationships.
Essential Theme 6: Responding to One’s Emotional fa

The thread of emotional ebb and flows persisteoutinout the women’s stories. Upon
receiving the HIV diagnosis, the women describadudtitude of emotional responses that
included denial, anger, and fear. Over time, odmotions and feelings emerged. The
overwhelming emotion articulated was depressidgvied by loneliness and isolation.
However, after living for over a decade with HI\&dase, the women also articulated a sense of
joy, happiness, and gratitude to be alive. Thismaitinegate the occasional feelings of
loneliness, isolation, and shame that reoccurmath fiime to time, such that the women were
constantly on guard to tend to these emotionairfgel This emergent theme and subcategories
emerged as the essential themesponding to one’s emotional life
Essential Theme 7: Self-Transcending Adversity anBecoming

The category of coping with adversity and its stbgaries of dealing with losses,
dealing with the health care aspects of HIV disedsaling with the psychosocial aspects of
HIV disease, and aging and its comorbidities weralmned with self-transcendence and
becoming, the subthemes of spirituality/reachingtowa higher power, hope, acceptance, and
appreciation for life to form the essential themledledself-transcending adversities and

becomingThis theme was the driver and the outcome of allatimer themes.
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Interpretative Statement and Model

The findings of the data analysis are presentédiaforms. First, a textual interpretative
statement of the essences is presented. A modsédsto illustrate a pictorial representation of
the statement.

Textual Interpretative Statement

Phenomenological writing is the fourth process dbsd by van Manen (1990);
however, in phenomenological research, writingaslimear. It occurs throughout the research
process. Once | determined the essential thenbegyan to formulate the textual interpretive
statement. This textual interpretive statementesged the essential themes of the women’s
descriptions of their experience of living with Hi\fsease and facilitated the final reflection
process. It identified the essence of the phenomand answered the following research
guestion: What is the experience of living with Hi\sease like for this group of older
Black/African American women? | approached thigéiecting further on each of the essential
themes, the emergent themes, and the categoriesibndtegories. | consulted the transcripts to
extract the textual support imbedded in the pandicts’ stories to validate the interpretative
textual statement. | then combined the essentahés to describe the essence of the experience
as elicited by the research question.

The answer for this group of older Black/Americanmen to the question “what is the
experience of living with HIV disease like for old@lack/African American women?” is
reflective in the textual description. The meanifidjving with HIV disease for this group of
older Black/African American women is a dynamicgess of self-transcending diversity and
becoming as they tend to their emotional life, eltbping with HIV stigma, using knowledge as

empowerment, concealing while revealing, striviagraintain relationality, and caring for
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others while they themselves are being cared ff-tEanscendence was the overarching theme.
Although the interpretative statement appears tirtba model (Figure 1) more accurately
depicts the essences as interrelated. The modkéfullustrates the essential themes as circular
patterns interconnecting and contributing to edbleroas they increase in complexity to

transcend and become the whole.
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Figure 1. Model: Thé&leaningof Living With HIV Disease for OldeBlack/African

American Women
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Chapter Summary

This chapter presents an in-depth description®ttdmple, the data collection, data
analysis, and the research findings of the stutig. tfanscripts were analyzed using van
Manen’s (1990) methodological guide as the fram&wbescriptive summaries of the
participants’ stories were developed using as neditlge participant’s words as possible.
Categories, emerging themes, and seven essemméthwere identified from which evolved a
textual interpretative statement and a model oefsences that answered the research question.
In Chapter VI the conclusions of the study andeafbn on the findings are presented. The
findings are synthesized with the current literatand an application of the findings to a nursing

theory is presented.
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Chapter Vi
REFLECTIONS AND CONCLUSIONS ON THE FINDINGS

This phenomenological study was conducted to utaleisvhat the experience of living
with HIV disease is for a group of older Black/Afan American women. In order to gain insight
into the experience, | interviewed 10 Black/AfricAmerican women age 50 and older with a
diagnosis of HIV disease about their experienceodgh unstructured interviews, the women’s
description of their experiences generated the fdathis study. Under the guidance of three
doctorate-level qualitative researchers, | analyheddata, using van Manen’s methodological
processes. Utilizing the selective or highlightaggproach, as described by van Manen (1990), |
categorized, revised, and relabeled statementkrasgs that responded to the research questions
multiple times searching for the emergent themgscdhtinuous reflection on the data, |
developed subcategories, categories, and emefganes that evolved into the essential themes,
which were validated with Creswell’'s (2007) guides.

Conclusion

The findings revealed seven essential themes: lgunel as empowerment, concealing
while revealing, dealing with HIV stigma, responglito one’s emotional life, maintaining
relationality, caring while being cared for, andf-¢einscending adversity and becoming. Self-
transcendence was the overarching theme. From ésseatial themes evolved the interpretative
statement that illuminated the meaning of the aepee of living with HIV disease for this
group of women. The meaning of living with HIV d&se for this group of older Black/African
American women is dynamic interrelated patternirgcpsses of self-transcending adversity and

becoming, responding to their emotional life, usingwledge as empowerment, concealing
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while revealing, striving to maintain relationalignd caring for others while they were being
cared for.

The findings suggest that the meaning of livingwlVV disease for this group of older
Black/African American women was a dynamic proagfdseing and becoming or emerging.
Being embodied the women'’s daily life patterns. €kperiences they described demonstrated
their ability to confront and rise above multiplleygical, psychosocial, and relational losses. The
women described their struggle with social adviesisuch as drugs, poverty, and HIV stigma,
while managing the affects and comorbidities of Hli§ease (medication interaction; breast and
cervical cancer; bone, liver, and renal disordéegression, and fatigue). These conditions were
compounded by other conditions such as diabetg®rtgnsion, and other age-related health
problems. Ever present and lingering in the baakigdowere the psychological responses of
their inner emotional life. Sometimes joyful angpg, other times anxious, moments were
triggered, often without notice, bringing forth yarg degrees of emotions and feelings and
forcing a conscious acknowledgment, a remindehefsecret they harbored. Engaged in the
never-ending process of determining when, where/htom, and how much of their condition to
disclose, the women constantly weighed the proscand of their communication and decision
to share. They emphasized the importance of relships, as they strived to establish,
reestablish, and/or maintain connectivity to tipgrsonal, transpersonal, and interpersonal
relationships. They have learned to gain powerutinadhe process of seeking and sharing
knowledge as they cared for others while they tledwes were being cared for. By stepping
outside of themselves and focusing on others, gratthining and sharing knowledge, the
women demonstrated patterns of self-transcenderteecoming. Self-transcending by its very

definition promoted a new way of becoming. The iing$ of this study have implications for
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nursing education, research, and clinical praclitere are also implications for persons faced
with adversities. Like most research, this study $@me limitations and some recommendations
for future research.
Relationship of the Findings to the Extant Literatue

This section illustrates the relationship of thedfhgs of this study to the extant
literature. Consideration of the essential therhas@émerged from the descriptions of the
participants’ experiences provided the directiod aImmework for the review of the literature. In
a grounded study approach of rural women livindwtV AIDS (Leasure, Young Seideman, &
Pascucci, 2009), the researchers identified fitegmaies that were common to the participants:
dealing with HIV, being supported, self-care anthaging symptoms, negotiating the health
system, and altering life plans. Unlike the prestuatly, those women defined their experiences
as an ongoing emotional burden of having a fatalamissible and stigmatizing disease. The
category obeing supportedvas unidirectional, as the women in that studykspmly of the
support they received and, unlike the current stdai/not identify any support they gave to
others. The categories of self-care and managimptyms were similar to the present study’s
findings. Lindsey’s (1996) study with non-HIV, cimioally ill people found that chronically ill
people described their experience as honoringsstking and connecting with others, creating
opportunities, celebrating life, transcending tek, and acquiring a state of grace. These
findings are similar and supportive of the curretoidy.

Relationship of the Essential Themes to the Literatre

The seven essential themes identified in this studyinterrelated and overlapping. The

interrelatedness of these themes constitutes titerpaEach of the themes has been described

and interpreted from the narratives of the paréinig’ experiences of living with HIV disease.
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The following section describes the relationshiphef essential themes to the extant literature.
Knowledge as Empowerment

The theoretical literature has addressed the nofigatient acquisition of health
knowledge and empowermehtealth knowledgea term often used interchangeably witkalth
literacy, refers to the knowledge, attitudes, and behawasssciated with a particular health
concern. Rubenilli, Shulz, and Nakamato (2009) lergeied that health knowledge and health
literacy should be an integrative concept in otdezapture how a person judges different
situations within the broader context of the petsexperiences and values. Other researchers
have posed that health knowledge and empowermeetiter are predictors of health and
behavioral outcomes (Schulz & Nakamato, 2005). Gamé&chulz, and Nakomoto (2012), in a
study to test a model to identify the role of hie&howledge and empowerment on behavior and
health outcomes found, found that while self-manag@ did not mediate the relationship
between knowledge and empowerment on health outadtraid have a significant positive
effect of the impact dimension of the empowermeateson health outcomes.

According to Charmaz (1991), persons with chroltmess viewed learning of their
diagnosis as one aspect of health knowledge. Hltragectory and post diagnosis decisions were
subsequently weighted against the prognostic eapenst of that diagnosis. This study’s
participants demonstrated that the acts of seekit@ning and sharing knowledge were the
transitional or transformative vehicles that emp@gehem and took them to another level of
being. These findings were similar to those by Waand Gill (2011), who found that women
with HIV disease sought information from a variefysources as a means of coping and learning
about the disease processes, thus empowering thvegetheir self-care activities. Coward

and Kahn (2004), in a study of women with breasteg, found that their participants found
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meaning and purpose by seeking health-promotiraynmdtion.

In a proposed model of health care empowerment Monson (2011), defined
empowered patients as those who were engagedmefhrcollaborated and tolerant of
uncertainty. Johnson stated that patients who em@owered tended to take better care of
themselves. Theorists Crawford Shearer and Redit{26formulated the definition of the
concept of empowerment as defined by Barrett's 19998) theory of power enhancement,
Newman’s (1990, 1994) theory of expanding consciess and Reed’s (1997) theory of
participatory process of well-being. The reformathtefinition the theorists offered was a
proposal of what they believed Rogers’s view of emsg@rment would be. Rogers posed that
humans want to participate knowingly in the chaage patterning with their environment
(Rogers, 1980). Empowerment, is a “complex and@patory process of changing oneself and
one’s environment, recognizing patterns, and emggiginer resources for well-being”
(Crawford Shearer & Reed, 2004, p. 257). This refdated definition of empowerment differs
from the traditional paternalistic nurse—patietdtionships and is more congruent with
Rogerian science. Crawford Shearer (2004) echasdléfinition in her theory of health
empowerment. She added that “health empowermentaktional process that emerges from
the person’s recognition of his or her own persamal social-contextual resources” (p 6). From
this perspective, the nurse neither empowers rs@napowers, but instead facilitates the
empowerment process.

The findings of the current study identified thexcept of knowledge as empowerment.
Knowing began with learning the diagnosis; howetts, knowing the participants emphasized
was not the passive stance of being told the esfithe HIV test. Many did not do much with

that information. The knowing they emphasized wasamelated to the point in time when they
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wanted to know about the condition. Included irs flriocess were varying degrees of
acknowledging and owning of the condition. This kargg was no longer passive. Igniting
slowly for some, this need to know fostered thesjfier actively seeking self-care information.
Self-care required the acquisition of disease-iatetvention-related knowledge. The
acquisition of this knowledge took the women totaeolevel. They became “expert patients.”
The literature describes expert patients as patight are able to effectively self-manage their
long-term condition (Kielmann & Cataldo, 2010). Bana (1995) referred to this as “self
efficacy.” As the women in this study became marewdedgeable about their condition, they
became empowered. In so doing, they were not matisfith just knowledge for self, but also
for knowledge that they could then share with ath&his is different from Barrett's (2010)
power as knowing participating in change theory. Barrett, the theoretical journey began as
she attempted to gain an understanding of powersss Barrett stated that people are always
participating in change, but their participatioma always in a knowing manner. Power, she
stated, is the capacity to knowingly participatelmnge. For the participants in this study
seeking, attaining, and sharing the knowledge wameeshed with or facilitated the empowering
process. The women described the conscious or soious decision to change that fostered
their quest for knowledge. Attaining and sharing khowledge empowered them and took them
to another level.
Concealing While Revealing

The process of hiding a stigmatizing conditiona#iexi concealing(Oswald, 2007).
Harrison Shannon & College (1998) used James Baldictional writings to posit that within
the Black community, secrecy was a socioculturémse that historically dealt with survival

issues. The authors offered that secrets can befloottional and dysfunctional and are
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“actively manifested as metaphorical escape thraalipion, music, aggression and substance
abuse” (p. 174). For the some of the participamthis study, HIV was relegated to another
family secret, along with childhood/familial incedbmestic violence, and mental health issues
(Wyatt, Carmona, Loeb & Williams, 2005). Responaess to HIV disclosure included previous
coping strategies, such as disclosing on a nedao+ basis and viewing disclosure as a means
of falling from grace within the family and the camnity. Nondisclosure was viewed as a
means of self-protection. For some, close relakigpss such as with a mother or sibling, did not
necessarily mean that disclosure was easier or faghleeoming. This is consistent with the
findings of other researchers who found that o&tkrits were unwilling to reveal their HIV
status, (Emlet, 2007; Nokes et al., 2000; Shehah,e2005). In a meta-synthesis of qualitative
findings on stigma in HIV-positive women, Sandel&ysambe, and Barroso (2004) found that
women with HIV disease were engaged in a neveragndork of making, reversing, and
remaking decisions about HIV disclosure. These womere constantly determining when, to
whom, and how much to disclose, as they worriediatie effects of disclosure, especially on
their children.

The participants in this study reported that thgesience of living with HIV for them
involved the paradoxical behavior of disclosing/andhot disclosing important information
about their world to others. This behavior is supgb by one of the principles of Parse’s (2011)
humanbecoming theory that posits that humanbecomuadves configuring rhythmical
patterns by revealing—concealing, enabling—limitiwgd connecting—separating. The avoidance
of disclosure behavior was also reported in persatisother illness who see both the
concealing and avoiding disclosure of their illnassa means of distancing the illness from the

self and avoidance of stigma (Charmaz, 1991).
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Coping With HIV Stigma

Stigma was originally defined by Goffman (1963)'sgoilt identity,” an undesired
“differentness” the dishonoring and/or the censyby others. According to Goffman, both the
stigmatized person and the person(s) doing thenatigation respond to the discomfort of
stigmatization by isolating themselves. A more ne@finition is the devaluation of persons
because of their affiliation in an “unacceptabledgp (Croker, Major, and Steele, 1998). Since
the beginning of the epidemic, persons with HI\Vedse have been stigmatized as being
promiscuous and/or for having alternative lifestyl€he relationship of HIV-associated
stigmatization has been addressed in the literdkoster, 2007; Jacobs & Kane, 2010;
Poindexter, 2005). For midlife and older women, H&lated stigma has been identified as a
barrier to HIV testing and prevention. Older wonfiace the double stigma of HIV and ageism
and a societal expectation that because of theittegy should no longer be having sex (Emlet,
2006b). Researchers Jacobs and Kane (2010) foahdhthrnalized stigma and fear of stigma
from potential partners may increase the likelihobdlder women continuing high-risk sexual
practices. For the women in this study, being Blafrican American added to the list of
stigmas. Each participant had a laundry list @fretatizing incidents.
Caring While Being Cared for

Caring means that persons, events, and things mafpeople (Benner & Wrubel, 1989).
From a philosophical perspective, Mayeroff (19&ated caring to personal growth, and
Heidegger (1962) in his description of authentitsus inauthentic caring, suggested that the
meaning of being in the world is to be caring. Th@orist Jean Watson (Watson & Woodward,
2010) described the philosophy of caring as invig\a human caring and relationship-centered

process. It includes the will, intent to care, #mel caring actions that accompany them.
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Caring in this study entailed self-care, which enpassed the adherence to healthcare
appointments and medication regime, the adaptafidifestyle changes related to nutrition and
stress reduction, the active seeking of the necg&sawledge for self-care, caring for others,
and sharing the knowledge gained from the expee®n€ living with HIV disease with others.
Similar findings were reported by Plach, Stevensl, léeigher (2005) in their study of self-care
of women growing older with HIV and/or AIDS. Thofiedings showed that self-care had “two
major aspects: the nurturing of their physical titeahd sustaining heart body and soul” (p 540).
In terms of physical health, participants discudsedsing on health-promoting activities,
devoting themselves to wellness and confronting tHB/ symptoms. For those participants,
sustaining heart, body, and soul referred to thernstrength that they got from being optimistic,
having changed their ways of thinking about HIVg lnd death, and their faith in God (Plach et
al., 2005). The theme of spirituality among womecowvering from breast cancer was supported
by Coward and Kahn (2004). Similar findings relateghysical health were elicited by Emlet,
Tozay, and Raveis (2011), who, while examiningliezste and the HIV experience in 25, older
adults, identified the theme of self-managements Tieme included the concept of self-care
(i.e., medication and clinic adherence and maimeaaf a healthy balance of diet and exercise).
Hobbs Leenerts and Magilvy (2000), in a groundedybf Caucasian women with HIV
disease, identified that although failure to attemdelf-care was a reoccurring theme
prediagnosis, postdiagnosis, and over time, the @vobegan to invest in health and self-care.

In the United States, women caring for family merstand others living with HIV
disease is fairly commonplace, (Boyle, Ferrell, Hic#li, & Muller, 1997; Linsk et al., 2009;
Poindexter, 2007; Robinson, 1997). However, undiita on regions like sub-Saharan Africa,

the data on studies of U.S. women with HIV disezéng for others is sparse (except for
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mothers with HIV caring for their infants and chigdd). The findings of a study done by Coward
(1995) on persons living with the end stage of ldISease found that those participants
exhibited a sense of urgency in receiving and ghassistance to others in meaningful
situations. The findings of this current study supCoward’s study in this sense and therefore
add to the knowledge base.

This study’s participants articulated that theirecgiving activities were highly
significant aspects of their lives. For some ofwwenen, caring for others was the primary
motivating focus of their lives, whereas for thheas, it was an important component integrated
into other aspects of their lives. This partiallpports Bunting’s (2001) findings on a group of
women caregivers of persons with HIV disea$és Q). Three of these caregivers were
themselves HIV positive. That study’s findings sleoMthat care giving and sustaining the care
giving relationship were primary foci in the canegis’ life. Bunting’s study identified “role
transition, managing behavior, reciprocal carirgjabcing independence, and managing
distance as categories of care-giving within thetext of caring for persons with HIV disease.
The HIV-infected participantsi(= 3), unlike the non-HIV infected participants irat study and
the participants in this current study, found mangghe distance between themselves and the
person they cared for very painful (Bunting, 200timust also be stated that the care giving
identified by participants in the current study visas reciprocal in nature, as the participants for
the most part cared for persons (children and ldterly) who were not likely to return care
giving.

Maintaining Relationality
Participants in this study emphasized the impodgafaelationship in their lives. They

described the process of evolving from the initponse to isolate themselves from others
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upon learning of their diagnosis to acceptanceaapealous need to connect with others. This
need to connect with others spanned the contindyrag, present, and hope for future
relationships. The literature supports this phenmmneResearchers have identified three main
ways that persons maintain meaning in their litdohging, doing, and understanding oneself
and the worldBelongingrefers to how one fits with one’s social enviromihand includes the
acceptance from othemoing refers to one’s need to engage in fulfilling aitids in the quest
to achieve self-efficacynderstanding onesedind the larger world is a way of acquiring a sense
of meaning in one’s life. Van Manen (1990) iderttfirelationality as one of the four
fundamental existentials (lived time, lived spdteed body, and lived relationship with others)
by which all humans experience the world. It islitied relationship that is maintained with
others in the interpersonal space we share witin.the
Responding to One’s Emotional Life

Participants in the current study described a rariggnotions and feelings that they
experienced as they lived their lives as older womgh HIV disease. These emotions and
feelings were constant reminders of their HIV coiodi Attention to these emotions and
feelings paved the way for the development of #leare agency processes whereby the
women began to seek and attain HIV information lamalvledge. Hobbs Leenerts and Magilvy
(2000) in a grounded study with Caucasian womandiwith HIV supported these findings.
Their participants described a range of experiemudading fear and isolation. Over time, and
through acknowledgement of their despair, the wobesgan a process of investing in self. A
subset of that self-investment was feelings andtiem& This category, metaphorically
described as “touching both sides,” captured tloegss “in which the women learned to live in

the complexity of positive and negative emotions"g6).
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Self-Transcending Adversity and Becoming

Adversity according to thderriam-Webster Dictionar{2011), is “an extremely
unfavorable experience or event; a difficulty, dangr state of affliction.” Researchers have
noted that since the days of slavery within thagain American culture, religion is closely
linked to healing, overcoming adversity, and suayjiwhereas death is often juxtaposed with
survival and community (Becker & Newsom, 2005; F2®02; Kalish & Reynoldsi, 1976).
Becker and Newsom (2005), in a study of chronicdlligider African Americans, identified a
resilient philosophy that emerged in the facefefthreatening disease. Their participants, after
overcoming the initial setback on learning of tregindition, demonstrated high levels of
determination, perseverance, and tenacity, regesdliethe severity of their iliness.

In the current study, the participants articulaadeersities such as the demise of friends
and family members and changes in relationshigsingowvith HIV stigma, dealing with
physical and psychological effects of HIV diseas®] the added issues of the aging process and
dealing with the socioeconomic and geopoliticahelie of their neighborhoods. The women
found meaning as they gave of themselves to otrettheir communities. The women’s
descriptions of the joy and satisfaction they gonT reaching out and helping others were
poignant. Thelma’s most memorable moment was wagltinough the prison with the warden
and delivering a presentation on HIV, “becauss the only thing | know well... but I need to
know more.” Joy radiated from Peatrl; joy she sai felt just because she was alive—so much
so that others contacted her, just to experienceesyf that joy over the phone. Ginny was
orphaned at 13 and had missed the opportunityige rer own child; however, despite her many
problems, she was helping to raise the childresiragfle mothers in her building.

Persons faced with adversities, in order to supumaee an inherent capacity to step
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outside of themselves to reach out, relate to fimadnew purpose and meaning in their lives
(Frankl, 1963). This, Frankl termesglf-transcendencéaslow (1962) identified transcendence
as the eighth level in his hierarchy of needsctiured after the individual, having undergone
the process of self-actualization, reached ouktp bthers self-actualize. In describing her
theory of self-transcendence, nurse theorist R2etiQ) defined self-transcendence as moving
beyond one’s current situation to a broader awasnéothers and the environment. In this way
self-transcendence is interrelated with relatidgpali

The literature on self-transcendence and HIV diséasparse. Mellors, Coontz, and
Lucke (2001) described how persons living with Hligease transcended the emotional and
physical effects of their condition. They identtfithree themes, creating a meaningful life
pattern, connectedness, and self-care. Includdteitheme of creating meaningful patterns were
the concepts of life transforming, personal devedept, and life satisfaction or well-being. The
participants in that study related how living wAIDS was life transforming and caused them to
reprioritize their priorities values and goals.tRgpants identified connectedness as a shared
meaningful relationship. Self-care included thegesss of maintaining health and wellness.
Wayman and Gaydos, (2005) conducted a qualitatisyof self-transcendence through
suffering (breast and ovarian cancer, HIV disedsath of child, and unexpected
unemployment). Their study’s findings identifiectthes of self-transcendence that were similar
to the current study’s findings. Their themes, togrpoint, change, gratitude, humility, and
elemental experience, were reportedly consistgmdgent in their participants’ lived experience.
“Turning point” referred to the point in time whearticipants turned, surrendered, and learned
how to ride the wave and live in the flow. Ellermaand Reed (2001), in a study of self-

transcendence and depression in middle-age athults] that self-transcendence was a
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significant inverse correlate of depression, thysperting Reed’s theory and this current study’s
findings.

“Becoming,” according to Parse (2011), is struectgnmeaning multidimensionality in
cocreating rhythmical patters of relating, whiléraascending with possibilities (p. 12). In the
current study, the participants described a trajgatf their struggles and experiences over time.
They articulated behaviors that captured a sensamdcending the self by reaching outside of
the self to seek and attain knowledge (meaninggh#oe that knowledge with others, and so in
their own way care for others. Participants desctithe now, or their current position in life, as
a different and better place. This is consistet wie findings of Reed (2004).

Application to Nursing Theory

Pamela Reed’s Theory of self-transcendence is basdtbrtha Roger’s (1980) theory of
unitary human being. Reed (2010) described Rogerstept of pandemensionality in relation to
the nature of one’s awareness of personal wholendgse one faced with adversity looks
inward and reaches outward, integrating the pastgmt, and the future to find meaning and
purpose.

The theory of self-transcendence proposes that wherfaces a life-threatening illness
or critical health related change, one’s awarenéssie’s vulnerability increases. The perception
of that heightened vulnerability fosters an opesfreadiness to transcend the self-boundaries, to
achieve a sense of well-being. “The self boundamngilected in perspectives regarding the inner
self and the relatedness to others, the environmanire, machines and technology, and the
perceptions about relationships between body—mpidt-and death” (Reed, 2010, p. 420).Two
assumptions that underpin Reed’s theory are thaihs are dynamic open living systems, and

humans possess a unique inner capacity to inteliffiltecomplexities related to health-related
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problems in a way to facilitate well-being, thusating the potential for healing. Reed proposed
that individuals are often able to achieve thislweing themselves, by expanding or altering the
self-boundaries and by presenting new perspectmedifying old beliefs, connecting with
others, and reaching out to something greatertth@mselves. However, when individuals
encounter difficulty with the process, a need forsmg is created. Knowledge, Reed posed, is
developed in the midst of adversity and nursingahee of its focus on human beings and health
is in a unique position to foster knowledge devalept for patients who are dealing with
complex health situations (Reed, 2008).

A diagnosis of HIV disease has been described &ypénticipants in this study as a
significant time marker or life-defining event. $haignificant health-related change exposed
participants to varying degrees of physical, psi@ical, and social vulnerability. The findings
of this study support Reed’s (2010) theory of sedfiscendence by capturing several significant
forms of expanding one’s self-boundaries. This espan of the self-boundaries occurs through
interpersonal, intrapersonal, and transpersonaswéygoping or growing within adversity. The
interpersonal- and intrapersonal-boundaries expassiere revealed in the themes of
relationality, reaching out to others, caring felf @and others, using knowledge as
empowerment, and tending to the intrapersonal bawesl of their inner life emotions and the
revealing—concealing process. The women in thidystiemonstrated the transpersonal or
spiritual ways they expanded their self-boundaneseaching out and by their connection to a
higher power or God to give meaning and purposbdm lives. This, Reed (2010) stated, is the
process of self-transcendence, which promotesrigeing health process or a new way of
becoming.

For this group of older African American women, theaning of living with HIV
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disease is a dynamic process of self-transcendirgsity and becoming as they tend to their
life emotions, using knowledge as empowerment,romihg HIV stigma, concealing while
revealing, striving to maintain relationality, acaring for others while they themselves are
being cared for. The study has implications footlgebuilding, education, research, and practice
as it relates to nurses and their understandirigeoéxperiences of patients with HIV disease. It
also illuminates questions for future researchteelao understanding the meaning and impact of
adversity, self-transcendence and becoming, tertdinge’s emotional life, concealing while
revealing, dealing with HIV stigma, maintainingagbnality, caring while being cared for, and
knowledge as empowerment on the lived experienperdons with HIV disease.
Implications for Nursing

This phenomenological study of older women livingwHIV disease is crucial for
informing nursing education, practice, and reseaastthis study provides an emic perspective
and enhances the understanding of the world oftilsty participants. Nurses’ central concern is
about people, their experiences, and their resaiosieealth concerns. The nurse considers the
whole person inclusive of his/her relationshipsisi@tudy was conducted for the purpose of
understanding the experience of older Black/Afridamerican women living with HIV disease.
The findings of this study add to the knowledgeebafsnursing education, practice, and
research.
Education

The knowledge generated from this study is offécestcholars as new understandings of
the experience of older women living with HIV diseaScholars armed with this understanding
will appreciate the multidirectional care-givingiléles of this group of older Black/African

American women, and the literature will show thating HIV disease did not dull the innate
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care-giving capacity that older black African Antam women are often credited for having.

Divisions of nursing education must continue tmsiion from the positivist perspective
of the medical model toward a humanistic perspedtimat embraces the patients’ experience.
This paradigm shift must be integrated into theicutum throughout the continuum of nursing
education. The findings of this study point to tleed for nurses to be educated to operate from
the perspective of assisting and facilitating pdtien their self-management and self-
transcendence processes. Nurses educated in thsepeve will be open to the idea that
patients have the inherent capacity to self-tram$@and achieve well-being in the face of
adversities. These nurses will know that nursimg ceneeded as the patients encounter barriers
to the self-transcendence process. Nurses cart imssiss process by enhancing patients’
knowledge and by assisting the patients to atterkhowledge needed for their empowerment.
Practice

The implications of this study in the area of pi@ctre partially subsumed in the
implications for education. The transition of HI\&édase to the chronic care model and the
impact of the Affordable Care Act imply that nurginas a larger role to play in helping patients
with HIV disease to manage their health concerngsésk, in addition to the agnostic and
technological expectations, must be willing to slate the theories of the discipline into practice
at the bedside. The willingness to be genuinelggmewith these patients will provide them with
safe and caring environments along with the tingespace to allow for self-reflection on their
experiences, their strengths, and connectednedsstBying attentively to the women’s
experiences nurses will better understand howdasd care for these older women with HIV
disease as individuals. The findings indicate thases caring for older women with HIV

disease must be willing to accept these women réisgua in their own care and be cognizant
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that at any time while receiving care, these womey be tending not only to their own
physical, socioeconomic, and emotional life, buthte life of others. Nurses must recognize that
the women'’s need for connectedness is an integrabptheir well-being, and as such must be
respected and/or facilitated. By having insightitite patients’ experiences, nurses will be cued
in to the how and when to provide the necessarylaage needed to foster trust and respect,
thus assisting and enhancing the women in their sglfrempowerment process. This new
knowledge will also facilitate an openness and wstdading of the possibility of patients’
inherent ability to transcend their adversitiestha process of caring for Black/African
American women living with HIV disease, this stuslyindings offer nurses a way of putting
new meaning into their everyday world of practiod anteraction with patients.

The study also has some practical implicationsitosing practice. The findings indicate
that for this population, there is an implicit ndedconsistent sexual assessment and education
on safe sexual practices, as well as on assessinamntd education related to medication
adherence. In addition, the participants cleargntdied that there is an ongoing need for
supporting and assisting older women with HIV igaitldisclosure process. The issue of HIV
stigma remains a reality in the lives of persorthwilV disease. Nurses, as patient advocates,
are in pivotal positions to reduce HIV stigma byeating themselves, members of the health
care profession, and society about the impact bf fiigma.

Research

The purpose of all research is to advance the keuhyd base of the profession. This
research by studying the experience of living wtN for this group of older Black/African
American women contributes to the body of knowlenigihnis area. New knowledge has been

generated in relation to women with HIV diseasencpfor others while they cared for
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themselves. Although the literature has vast numbgstudies on women as caretakers of
persons with HIV disease, the data on personshlithdisease caring for others is sparse. A
number of potential questions related to the retethip and/or impact of age, culture, and
ethnicity emerged from the findings of this studifiis emphasizes the need for further research
through the replication of this study and studyiinég phenomena in relation to the variables of
age, other cultures and ethnicities, and the cdadbpt evolved from the findings. Potential
guestions include the following: What is the expede of living with HIV disease for older
persons of other races and ethnic groups? Arexgheriences of Latinas and Caucasian women
different or similar to this group of Black/Africamerican women? What roles do age, gender,
and ethnicity play in the experience of living whhV disease? Other questions related to the
essential themes may be asked: Does self-transeemdecur in other age groups or is it an
inherent quality of older persons who are movingtilgh their natural developmental milestones
of self-actualization?

Studies from a quantitative perspective are polseithere a relationship between age, the
chronicity of HIV disease over time, and self-treersdence? What is the relationship between
the phenomenon (living with HIV disease) and theeasial themes identified in the findings
(self-transcending adversity, caring and beingatéoe knowledge as empowerment, HIV
stigma, maintaining relationality, concealing whiévealing, and tending to one’s emotional
life). What is the relationship between self-traarsience and the essences revealed in this study
in the experience of older women living with HI\sdase?

This study also demonstrated that Merleau Ponty&pmenological approach and Van
Manen’s methodological processes are viable phalloisal approaches and research processes

for framing nursing studies that seek to inveséghae experience of the living with HIV disease
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for older Black/African American women. Alternatiapproaches such as grounded theory may
provide additional theoretical support for soméehaf findings identified in this study. Finally,
these findings suggest that a paradigm shift issle@@away from focusing on the pathology of
aging and HIV disease and toward better understgritbw persons despite aging and HIV
disease persevere, overcome, and self-transcetatctdss
Implication of Health Disparities

The implications for health disparities are addedsdsom a Black feminist perspective.
Black feminist Hill Collins (2000) argued that &frican American women share a common
legacy of struggle. For Black women, that struggised the expectation that they be always
simultaneously cognizant of being feminist, londoloe feminism was popular, and being
African American. Black/African American women traonally since the days of slavery have
been able to seamlessly integrate the so-called rolds of autonomy and independence with
the traditional feminine roles of caretaking andtating. However Hill Collins argued that
Black/African American women self-defined and pessel the spirit of self-reliance and
independence. This echoed the findings of BeckdmMswsome (2005) that, in a 10-year
gualitative study of 60 African Americans betweba aiges of 49 and 91, identified that
“without exception respondents testified to theghhdegree of autonomy and repeatedly pointed
to their independence” p. S217. This spirit of $elfance and independence was evident among
all the participants in this current study.

Another factor cited for the profound disparitigdHdV disease among Black African
American women is under education. In this stuthyparticipants had a ninth grade or higher
education. Half of the participants had completedl12th grade, and one had 2 years of college.

Black feminists and other researchers have offéredriple burden of racism, sexual
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oppression, and economic constraints as factotpthee low-income Black/African American
women at greatest risk for contracting HIV dise@sentry, Elifson & Sterk, 2005; Hill Collins,
2000). None of the participants in this study idead racism or sexism as contributing factors to
their condition as persons living with HIV diseabl®wever, they all described discriminatory
incidences related to their HIV status. Severaligaants described incidents of childhood
incest and partner violence. The incomes of allpduicipants in this study were at or below the
federal poverty level. The majority of participanispended on and interfaced with the social
system for their economic well-being. However, diestheir financial challenges, the
participants made no direct mention of their sooom®@mic conditions. Yet as | listened
differently and more intently, | heard participardsncern about the untimely receipt of their
food stamps and of not wanting to be a burdeneo gignificant others and family members. |
heard of the disrespect one participant experiemdezh a new case worker visited her home
without first calling. | heard, as a matter of faaf their daily interface with illegal drugs and
violence, which was the norm in their neighborhodds| listened to the voices of the
participants, | heard their passion about self-adey, self-reliance, and independence. The
women did not blame anyone for their lives’ sitaati

In discussing disparities in the prevalence of i\the African American community,
the case has been made that Black women are dapoately affected by HIV disease. Some
of the women in this study referred to their sevfsthe inevitability of contracting HIV disease
due to the overwhelming predominance of the HIhigir neighborhoods. Morris et al. (2009)
argued that network connectivity was the predontidainer of HIV transmission in
Black/African American women. Other researcherscciow male-to-female ratio, cultural

norms, and the increased rate of Black male incatioe as other major contributing
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determinants to this disparity (Adimora & Schoerth&005; Morris et al., 2009; Potterat,

Brewer, & Brody, 2008; Sohler, Xuan Li, & Cunningha2009). Those studies acknowledged
that although women, on the whole, experience pdwralth outcomes than men, women'’s
disparity in health outcome related to HIV disesseommunities of color are even more
pronounced. However, for the participants in thiglg, access to care was perhaps one of the
most positive factors in their lives. They all Haghlth insurance and access to a comprehensive,

state-of-the-art health care facility with a graafghighly knowledgeable providers.

Limitations of the Study

As in the case of any research, this study has $iomtations. One limitation of this
study was the homogeneity of the sample. The samguedrawn from participants who receive
care from a single HIV comprehensive care cliniee Tlinic is located in a lower socioeconomic
area, and the participants’ income was reflectivihe area. The geographic surrounding of the
clinic has been referred to as an epicenter of #Hdéase. However, the area has vast HIV
resources such as the clinic that provides statbesfirt HIV care, open access to care, and
renowned clinicians who promote and encourage diageeision making between patients and
providers. This type and quality of health carelity¢ service, and service providers cannot be
assumed to be representative of the health cadered to, or utilized by a majority of older
Black/African American women with HIV disease.dtalso possible that the providers’
involvement in the recruitment process might haasdd the participants’ decision to be
involved in the study. Some volunteer bias mightehalso been present, as most of the

participants had previous experience with varigpes of HIV research processes.
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Recommendations

Recommendations are offered based on the findargdysis, and conclusion of this
study. Replication of this study is recommendedroter to develop a larger sample of
information in order to gain a more comprehensinganstanding of the experience of older
Black/African American women. The findings suggistt there is a need for additional research
that looks at the phenomena of living with HIV dise from each of the identified essential
themes or essences that would further enhanceatheod this phenomenon. It is also
recommended that future studies include more deveasnples of women in terms of age and
ethnicity to determine whether other participantals describe similar or different experiences.
The outcomes of this study illuminate the needctotinued research into the diversity of
human experiences of persons living with HIV dige@schange in recruitment strategies to
address possible provider recruitment bias is msommended.

Researcher’s Reflections

The culmination of this study encompassed my reéflacon the theoretical findings, the
participants, and the overarching theme of seligcendence. This study, by its methodological
approach, did not set out to test or support aagrth However, as the findings of this study are
correlated to the current literature, it is eviddvat perhaps no one theory is adequate to explain
the complexity that is a human experience, andgpsria meta-theoretical approach would be
more appropriate to the understanding of the diwettsat is human experience. Reed (2008) and
Reed, Gehrling, and Memmott (2008) stated thairtberporation of the concepts and theories
from other theories and disciplines into nursingotty development can strengthen nursing
knowledge by extending and enhancing the explamatie human process and by guiding

nurses in theory-based interventions that promoterstanding and reconstitution. The
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phenomenological approach afforded me the luxullofving the findings to settle and be
viewed where they fell and not to be forced inty ane theoretical perspective. In this sense,
the phenomenological approach helped me to dewel@iety of approaches to building and
understanding knowledge.

Reflections on the Participants

| reflected on the paucity of direct descriptioanfr the women on their racial/ethnic and
socioeconomical condition. Throughout the womemgatives, there were only two brief
referrals to ethnicity. On one occasion, a paréinireferred to herself as “a strong Black
woman” and the other was when the researcher askadicipant to describe what if anything
being an older Black/African American woman meanthér experience. That second participant
expanded on the issue of age and being a womarHMthNo additional mention was made
about ethnicity. This raised questions that co@dibed to generate future research, such as the
following: Is ethnicity or race a significant facto the experience of living with HIV disease?
Does the experience of older Black/African Amerigaamen differ from older Caucasian
women or women of other ethnic groups? What radetioe researcher’s racial and ethnic make-
up play? Did the participants assume that a reseamho was of similar racial/ethnic
background already knew the community narrativen(Mormer, Sudduth, & Jackson, 2011)
and so it was more expeditious to skip over theeagptial impact of age and ethnicity?

Review of the participants’ demographic data higjited some similarities and some
differences between this group of participants thediterature. Unlike other studies that found
loneliness brought about by solitary living wasaator in the lives of older persons living with
HIV disease, for this group of participants, 80%khaf them lived with a spouse/ partner and/or

children, and 50% were married and/or in a longateglationship. The time since the
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participants’ diagnosis ranged from 10 to 27 ye@rgyiding insightful information into what the
long-term experience of living with HIV disease is.

Despite the strength and autonomy the participdesonstrated, the issue of sexual
intimacy and sexual decision-making practices raesdproblematic. Six of the women chose to
remain celibate, identifying fear of rejection amrdiear of infecting another person as the main
reasons. For the remaining participants, safe $g@xaeatices were not always adhered to.
Researchers have identified that high self-efficslalts, having an HIV-negative partner, and
perceived partner’s acceptance of condom use aneimental in consistent condom usage
(Raiford et al., 2007). Although it was beyond #eepe of this research to follow-up on these
issues, these are topics for future research.

The stories described by these women illustratd €her more years that they have lived
with HIV disease have been difficult times. Thehpedy to where they are now has been rocky
and nonlinear. Those with histories of illegal dusg recognize that every day that they are drug
free is a victory for them. However, despite thifdilties, the women were constantly
attempting to attain higher levels of well-being.

Reflections on the Overarching Theme

Self-transcendence according to Frankl (1963) imbhearent capacity that persons have
when faced with adversity that allows them to stefside of themselves to reach out, relate to,
and find new purpose and create new meaning inlikies (Frankl, 1963). Self-transcendence
according to Reed (2004) is moving beyond one’setuirsituation to a broader awareness of
others and the environment. Erikson (1974) stdtatimiddle adulthood, ages 40-60, is the
stage of generativity versus stagnation. In traget adults, in order to set aside thoughts of thei

own mortality, attempt to seek happiness by caiangnd guiding the next generation and
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creating things that benefit the world, thus acimg\a sense of accomplishment and leaving a
lasting mark. Reflecting on the overarching therhthe findings of this study makes me wonder
how many of the findings are about self-transcendemd how much are about generativity? Is
generativity a subset of self-transcendence drssli-transcendence?

Further reflections of the findings caused me so alonder whether the participants’ age
and the amount of time living with HIV disease warajor contributing factors in the
achievement of the self-transcendence that wasudated by these participants. Further studies
looking at persons of different ages and at diffemints along the disease continuum may give
insights into the process of self-transcendenceadetify factors that hinder and enhance this
process.

The conclusions from this study incorporate theaesh question and the findings. This
phenomenological study was conducted to answereearch question what is the experience
of living with HIV disease for Black/African Ameram women age 50 and older? Merleau
Ponte’s (1945/1962) philosophical perspective stasgethe underpinning framework for the
study. The findings were uncovered by conductingtuctured interviews and in-depth analysis
using the seven steps of van Manen’s methodologtoattures of human science research:
turning to the phenomena, investigating the expegas we live it, reflecting on the essential
themes, describing the phenomena through the artiohg and rewriting, maintaining a strong
and oriented relation to the phenomena, and balgribe parts and the whole (van Manen,
1990).

The findings of this study indicate that the exeece of this group of older
Black/African American women living with HIV diseass a dynamic process of evolving

patterns of being and becoming cocreated by thensessential themes resulting in the textual
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interpretative statement: The meaning of livingnktlV disease for this group of older
Black/African American women is dynamic interrethfgatterning processes of self-
transcending adversity and becoming, tending tésagraotional life, coping with HIV stigma,
using knowledge as empowerment, concealing whileaing, striving to maintain relationality,
and caring for others while being cared for.

The overarching theme of the findings was selfdca@mdence. The elements present in
the structure of the textual definition correspomdhe principles of Reeds theory of self-
transcendence, thus providing support for thatrthethis study’s findings add to the literature
on the lived experiences of older Black/African Aman women who are living with HIV

disease.

Summary of the Chapter

Chapter VI addresses the reflection and conclussorthe findings of this study. The
relationship of the findings to the current litena is described. The findings highlight the
complexity of the human experience and that mdttpeoretical approaches may be needed to
gain insight into the human experiences. Howewetha overarching theme pointed to self-
transcendence, the findings were applied to PaRetal’s theory of self-transcendence.
Limitations and recommendations for future researeine offered and the implications for

nursing education, practice, and research areifabeht
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Cansent form

My name is Judith ¢. James-Borga and 1 am a student in the Doctor of Nursing Science (DNSc)
program &t The Gradvate Center of the City University of New York (CUNY), and the principal
Investigato: of this project, entitled, “The Meaning of the Experienee of Living with HIV Discasz.™
The study is expected to help nurses leamn ehout caring for older Black/African American women
whao have HIV disease.

I'would like permission to nterview you ahout your experiences since vou were diagrosed with HIV
discase, Participation in this study may invelve a wtal of Unes meelings wih me Wity your
permission, | would like to audio-record the interviews. The initial interview will take approximately
onc hour. Prior to the interview, T would live you to respoud 1o a sl guestionmaine related w0 your
age, marital status, date of diagnosis and educational level. This questionnaire should take
approsimately two to five minutss. For this interview Towill give you a 51500 gill veifvaie tie can
be redeemed at 2 neighborhood store. The second interview will last approximately thirty mimutes,
During this time I will ask you to review the transcrips of your first intervizw fur accuracy aml
completion. I will give youa $20.00 gift certificate for this session. | may ask to meet with you a
third time 30 tha: you can review my nterprotations of your experiences as you described thean in e
previous interviews to be sure they are aceurate. 1 will give voua $25.00 gift certificate for this
seasion. In addition, if you would like, you may also describe vour experiences in wriling.

The andio-recordings will be heard by me, my advisor and the transcriptiorist. Al infarmation will
be kept striztly confidential and will ke stored ina locked cabinet, to which only my advisor and I

will have the key, When we are done writing down (ke information fiom the interviews, we promise
w0 erase your name frem all the documents.

[here 15 not much risk involved in participating mn this study. We believe it is about the amount of
risk you enzounter in your sveryday Iife when you tals about living with HIV. But rezalling some of
vour experiences may make you emofional or uncomfortable, Please know that vou may refuse o
ANEWET qUuestions or even sop the interview without any repercussions, If vou do, T will give you a
list of counselors, any of whom you may contact to discuss your emotional distress.

| may publish the resultz of this study, but names of people or any woy to identify them will not be
used in any of the publications. If you would like a copy of the sudy, please provide me with your

address and I will se=nd you 8 copy in the fiture,
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Appendix B

Site Consent procedures 1

BIOMEDICAL RESEARCH ALLIANCE OF NEW YORK LLC

JACOBI MEDICAL CENTER
SUBJECT INFORMATION AND INFORMED CONSENT FORM
Study Title: The meaning of the experience of living with HI\6elase: a study of older
Black/African American women
Protocol Number: HIV Disease
Principal Investigator: Judith James-Borga, RN
Institution/Addresses:
Jacobi Medical Center - 1400 Pelham Parkway Sdartimx, New York 10461

North Central Bronx - 3424 Kossuth Avenue Room 1Bfgnx, New York 10467
Telephone:516-526-9495 (24hour)
HHC#
You are being asked to be a subject in this st@dpabse you are a woman with human
immunodeficiency virus (HIV). This consent form éaips the research study. Before you
decide if you want to be part of this study, yoedéo know why the research is being done,
what it will involve and the risks and benefits.kAbe research staff to explain anything that is
unclear. Please take time to read this informatemefully and feel free to discuss it with your
relatives, friends and your primary care physiciemtake part in the research study, you must
sign this consent form.
DISCLOSURE OF FINANCIAL INTEREST
Neither Jacobi Medical Center nor Ms. James-Basgacdeiving payment to conduct this
research study. Ms. James-Borga is doing this sasdyart of her requirements as a student in
the Doctor of Nursing Science program at the Citydrsity of New York.
STUDY PURPOSE
Subjects in this study will be interviewed abougittexperiences as someone living with HIV
disease. The purpose of this study is to contrikntavledge to help nurses’ better care for older
Black/African American women who have HIV disease.
NUMBER OF SUBJECTS AND LENGTH OF PARTICIPATION
This is the only study site for this project andabl2 subjects are expected to enroll in the
study.
Participation in this study may involve a totaltlofee meetings with me. Study participation may
last up to about a month if you are asked to camalf three visits.
STUDY PROCEDURES

The first interview will last approximately one ho®rior to the interview, | will ask you to
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respond to a short questionnaire related to yoey mgrital status, date of diagnosis and
educational level. This questionnaire should tgkareximately two to five minutes.

[

The second interview will last approximately thirtynutes and will be scheduled one to two
weeks after the first interview. During this timeill ask you to review the transcripts of your
first interview for accuracy and completion.

[

| may ask to meet with you a third time, so that gan review, verify, and edit my
interpretations of your experiences as you desdribem in the previous interviews. This
meeting will take about 30 minutes.

[

In addition, should you desire, you may also giveawritten description of your experiences of
living with HIV disease. This written descriptiofis optional.

Your interview will be audio-recorded. If you dotneant your interview audio recorded, you
cannot be in this study. The audio-recording wallHeard by me, my graduate school advisor
and the transcriptionist (person who types up tifi@mation from the recording). All
information gathered will be kept strictly confidierh and will be stored in a locked cabinet.
Only my advisor and | will have access to the cabiAt any time during the interviews you
may refuse to answer questions or stop the int@rwighout any penalty.

RISKS OF STUDY PARTICIPATION

The risk involved in participating in this studyrignimal, that is, it is no more than that
encountered in everyday life. However, recallingiemf your experiences may cause some
emotional responses and discomfort. You will beegia list of counselors who you may contact
if you experience any emotional distress.

NEW INFORMATION

If any new information is learned about this stdlolgt might affect your willingness to stay in
this study, you will be told about it promptly.

BENEFITS

There is no benefit to you for being in this studgwever, it is hoped that your participation
will add to the knowledge for health care providéwat will help older Black/African American
women with HIV disease in the future.

COST

There is no cost to you to be in this study. Yod/anyour medical insurance will still be
responsible, in the usual way, for the costs of yonedical care.

REIMBURSEMENT FOR PARTICIPATION

You will receive compensation toward your studyitvislated expenses. For the first interview
you will receive a $15.00 gift certificate. You Wieceive a $20.00 gift certificate for the second
session and a $25.00 gift certificate for the tisiedsion. The gift certificates can be used at a
neighborhood store. You will receive the gift déctite at the end of each visit or as discussed
with the study staff.

COMPENSATION FOR INJURY

Because this study involves only the gatheringndrmation and requires no specific
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procedures, tests, or treatments, no researcledalguries are expected. No financial
compensation will be offered by the sponsor, Jabtdiical Center, the researcher or the
Biomedical Research Alliance of New York. The Heahd Hospitals Corporation (HHC) will
treat subjects regardless of their inability to.pay

You are not waiving any legal right to seek addiibcompensation through the courts by
signing this form.

ALTERNATIVES

This is not a treatment study. Your alternativgitong the interviews is not to participate.
WITHDRAWAL AND VOLUNTARY PARTICIPATION

Your participation in this study is voluntary. Youay refuse to take part in this study, or once in
the study, you may stop at any time. You shouldrmfthe researcher if you want to leave the
study. Your decisions will not affect your curremtfuture medical care or any benefits to which
you may otherwise be entitled.

You may be withdrawn from the study at any timehwiit your consent by the researcher or
regulatory authorities for any reason. This maygeap for example, if it is believed to be in

your best interest, if you do not follow the studgtructions, regulatory authorities end your
participation in the study or for other administratreasons. The Health and Hospitals
Corporation (HHC) may terminate this study or yparticipation in this study at any time.
CONFIDENTIALITY

If you would like a copy of the study results, gegrovide me with your address and | will send
you a copy in the future.

To the extent allowed by law, every effort will beade to keep your personal information
confidential. However, information from this studyll be submitted to the researcher, the
researchers graduate school advisor, doctoral ctieevand others at the institution authorized
to review study materials. Study materials whianidfy you and the consent form signed by
you, will be looked at by these people and regujaémencies, the Institutional Review Board,
and the Biomedical Research Alliance of New YorkiM/these parties are aware of the need to
keep your information confidential, total confidettity cannot be guaranteed. The results of this
research project may be presented at meetingsputbiications; however, you will not be
identified in these presentations and/ or publoceti

Authorization To Use And Disclose Personal Healthriformation

Federal regulations give you certain rights relategour health information. These include the
right to know who will be able to get the inforn@atiand why they may be able to get it. The
investigator must get your authorization (permisyio use or give out any health information
that might identify you.

If you choose to be in this study, the investigator will get personal information about you.

This may include information that might identify you. The investigator may also get
information about your health, including: Research records

Records about phone calls made as part of thiamase

Records about your study visits

Information about your health may be used and givesthers by the investigator and staff.
They might see the research information duringaftet the study.
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Your information may be given to the sponsor o$ tl@search. “Sponsor” includes any persons
or companies that are working for or with the sponer are owned by the sponsor. Information
about you and your health which might identify yoay be given to:

Biomedical Research Alliance of New York (BRANY)
The Institutional Review Board
HHC Corporate Research Staff Members

Your personal health information may be furtherstdy the groups above. If shared by them,
the information will no longer be covered by th&SUfederal privacy laws. However, these
groups are committed to keeping your personal heaflbrmation confidential.

If you give permission to give your identifiabledtin information to a person or business, the
information may no longer be protected. Thereriskathat your information will be released to
others without your permission.

Information about you and your health that miglenitify you may be given to others to carry
out the research study. The sponsor will analyzkesaluate the results of the study. In addition,
people from the sponsor and its consultants willibing the research site. They will follow
how the study is done, and they will be reviewiogyinformation for this purpose.

This Authorization does not have an expiration déitgou do not withdraw this Authorization in
writing, it will remain in effect indefinitely.

By signing this consent form, you are giving pesios to use and give out the health
information listed above for the purposes descridi@ole. You do not have to sign this consent
form. If you choose not to sign this consent foymy will not be able to be in this research
study. Your decision not to sign this consent fevithnot have any effect on your medical care
and you will not lose any benefits or legal rigtdsvhich you are entitled.

You have the right to review and copy your heattioimation. However, if you decide to be in
this study and sign this permission form, you maibe allowed to look at or copy your
information until after the research is completed.

You may withdraw or take away your permission te aad disclose your health information at
any time. You do this by sending written noticehtie investigator at the address on the front of
this informed consent form. If you withdraw yourrméssion, you will not be able to continue
being in this study, but you will not have any penar loss of access to treatment or other
benefits to which you are entitled. When you witwdr your permission, no new health
information which might identify you will be gathest after that date. Information that has
already been gathered may still be used and giweotters. This would be done if it were
necessary for the research to be reliable. Notioac€ning HIV-Related Information: The
recipients of HIV-related information are prohilitefrom redisclosing it without your
authorization unless permitted to do so under fdder state law. You also have a right to
request a list of people who may receive or user ydlV-related information without
authorization. If you experience discrimination &ese of the release or disclosure of HIV-
related information, you may contact the New Y ot&t& Division of Human Rights at 212-480-

2493 or the New York City Commission on Human Rsgdut 212-306-7450.
Version A Protocol#: HIV Disease Page 4 of 5 IRBm@yed from 12Jan2012 through 01Jan2013.

161



These agencies are responsible for protecting ryghis.
CONTACTS - QUESTI ONS, CONCERNS

If you have any questions, concerns or complaiptaiathis research or you feel you have a
study related injury, you can Judith James-Bordzl&t526-9495 or JudiB095a@aol.com, or
contact her advisor, Dr. Keville Frederickson, 82-817-7985 or
Keville.Frederickson@lehman.cuny.edu.

If you have any questions about your rights ashgestiin this study, or complaints regarding
this research study, or you are unable to reachegearch staff, you can contact a person
independent of the research team at the BiomeRies¢arch Alliance of New York Institutional
Review Board at 516-318-6877. Questions, concergsmplaints about research can also be
registered with the Biomedical Research Allianc&lefv York Institutional Review Board at
www.branyirb.com/concerns-about-research.

CONSENT - SIGNATURES

| have read this form and know what is involvedhaie study.
By signing this form | am agreeing to have my iniews audio-recorded.
You will receive a signed copy of this form to takih you.

| voluntarily agree to be in this study.

Subject's Name (Print) Subject’s signature Date

Investigator's Name (Print) Investigator’s SignatDate

Version A Protocol#: HIV Disease Page 5 of 5 IRPrawed from 12Jan2012 through
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CUNY IRB Approval
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Office of the Vice F for R h and Sp d Pr
Committee oh the Protection of Human Subjects

The Graduate Schodl and University Conter
The City Unlversity of New York

385 Fifth Avenue

New York, NY 100164309

TEL 212.817.7522 FAX 212.817.1629

TO: Mrs. Judith James-Borga

FROM: Richard G. Schwartz, Ph.D.
Graduate Center IRB

SUBJECT: IRB Approval (Expedited Review)

STUDY: 11-09-203-0135 The meaning of the experience of living with HIV
disease: A study of older Black/African American women

DATE: October 21, 2011

The Graduate Center IRB has approved the above study involving humans as research
subjects. This study was Approved - Expedited Category: 6 & 7 - based on 45CFR46.

IRB Number: 11-09-203-0135 This number is a Graduate Center IRB number that
should be used on all consent forms and correspondence.

Approval Date: October 21, 2011
Expiration Date: October 20, 2012

THIS APPROVAL IS FOR A PERIOD OF ONE-YEAR OR LESS. YOU SHOULD RECEIVE A COURTESY
RENEWAL NOTICE BEFORE THE EXPIRATION OF THIS PROJECT’S APPROVAL. HOWEVER, IT IS
YOUR RESPONSIBILITY TO INSURE THAT AN APPLICATION FOR CONTINUING REVIEW APPROVAL.
HAS BEEN SUBMITTED BEFORE THE EXPIRATION DATE NOTED ABOVE. |IF YOU DO NOT RECEIVE
APPROVAL BEFORE THE EXPIRATION DATE, ALL STUDY ACTIVITIES MUST STOP UNTIL YOU
RECEIVE A NEW APPROVAL LETTER. THERE WILL BE NO EXCEPTIONS. IN ADDITION, YOU ARE
REQUIRED TO SUBMIT A FINAL REPORT OF FINDINGS AT THE COMPLETION OF THE PROJECT.

Consent Form: All research subjects must use the approved and stamped consent
form. You are responsible for maintaining signed consent forms for each research
subject for a period of at least three years after study completion.

Mandatory Reporting to the IRB: The principal investigator must report, within five
business days, any serious problem, adverse effect, or outcome that occurs with
frequency or degree of severity greater than that anticipated. In addition, the principal
investigator must report any event or series of events that prompt the temporary or
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permanent suspension of a research project involving human subjects or any deviations
from the approved protocol.

Amendments/Modifications: All amendments/modifications of protacols involving
human subjects must have prior IRB approval, except those involving the prevention of
immediate harm to a subject. Amendments/modifications for the prevention of
immediate harm to a subject must be reported within 24 hours to the |RB.

Stipulations:

I-9. Other Description: No answer entered.

if you have any questions, please do not hesitate to contact Kay Powell in the IRB Office
at 212-817-7525.

Good luck on your project.

cc: Keville Frederickson
DNS Program

Sign the Verification Statement below. Return the original signed copy of this memo to
the IRB Office and retain a copy for your records. The IRB Office must receive a copy
of the signed verification statement before research may begin.

VERIFICATION:

BY SIGNING BELOW, | ACKNOWLEDGE THAT | HAVE RECEIVED THIS APPROVAL AND AM AWARE OF, AND AGREE TO
AEIDE BY, ALL OF {TS STIPULATIONS IN ORDER TO MAINTAIN ACTIVE APFROVAL STATUS, INCLUDING TIMELY
SUBMISSION OF CONTINUING REVIEW APPLICATIONS AND PROPOSED PROTOCOL MODIFICATIONS, AS WELL AS
PROMPT REPORTING OF ADVERSE EVENTS, SERIOUS UNANTICIPATED PROBLEMS, AND PROTOCOL DEVIATIONS. |
AM AWARE THAT IT IS MY RESPONSIBILITY TO BE KNOWLEDGEABLE OF ALL FEDERAL, STATE AND UNIVERSITY
REGUILATIONS REGARDING HUMAN SUBJECTS RESEARCH INCLUDING CUNY'S FEDERALWIDE ASSURANCE (FWA)
WITH THE DEPARTMENT OF HEALTH AND HU| SERVICES OFFICE OF HUMAN RESEARCH PROTECTIONS.

RS W= S\
Signature of Principal investigator N Date

Kl b Fidon st /=S =
Signature of Faculty Advisor for Student Research Date
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l I he City
University
\ New York Human Research Protections Program

Herbert H. Lehman College (CUNY) HRPP Office

DATE: March 25, 2013

TO: Judith C James-borga, MS

FROM: Herbert H. Lehman College (CUNY) HRPP Office

PROJECT TITLE: [393143-1] The meaning of the experience of living with HIV
disease: A study of older Black/African American women

SUBMISSION TYPE: Continuing Review/Progress Report

ACTION: APPROVED

APPROVAL DATE: December 7, 2012

EXPIRATION DATE: December 6, 2013

RISK LEVEL: Minimal Risk

REVIEW TYPE: Expedited Review

REVIEW CATEGORY: Expedited review categories # 6 & 7

Thank you for your submission of Continuing Review/Progress Report materials for this project. The
University Integrated IRB has APPROVED your research. This approval is based on an appropriate risk/
benefit ratio and a project design wherein the risks have been minimized. All research must be conducted
in accordance with this approved submission.

Please remember that informed consent is a process beginning with a description of the project and
assurance of the participant's understanding, followed by a signed consent form(s). Informed consent
must continue throughout the project via a dialogue between the researcher and research participant.
Federal regulations require that each participant receives a copy of the consent document.

Please note that any modifications/changes to the approved materials must be approved by this IRB
prior to implementation. Please use the appropriate modification submission form for this request.

All UNANTICIPATED PROBLEMS (UPS) involving risks to subjects or others, NON-COMPLIANCE
issues, and SUBJECT COMPLAINTS must be reported promptly to this office. All sponsor reporting
requirements must also be followed. Please use the appropriate submission form for this report.

This research must receive continuing review and final IRB approval before the expiration date of
December 6, 2013. Your documentation for continuing review must be received with sufficient time for the
IRB to conduct its review and obtain final IRB approval by that expiration date. Please use the appropriate
continuation submission forms for this procedure. PLEASE NOTE: The regulations do not allow for any
grace period or extension of approvals.

If you have any questions, please contact Tara Prairie at (718) 960-8960 or

tara.prairie@lehman.cuny.edu. Please include your project title and reference number in all
correspondence with this committee.

This letter has been electronically signed in accordance with all applicable regulations, and a copy is retained within the City
University of New York's records.
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NEW YORK cITY
HEALTH AND
HOSPITALS

CORPORATION NEW YORK CITY HEALTH AND

HOSPITALS CORPORATION

160 Water Street, 11th Floor

New York, New York 10038

HHC CENTRAL OFFICE APPROVAL LETTER

To: James-Borga, Judith MD

From: Central Office Research Reviewer

Date: 01/30/2012

Title: The meaning of the experience of living whilv Disease: A study of older
Black/African American Women.

HHC Protocol Number: 12-004 IRB Number: BR 12-01

Dear Dr. James-Borga

This research project has been approved by the Bet@ral Office Research Reviewer
and is authorized for implementation at Jacobi kabkfor no longer than 365 days beginning on
01/30/2012 unless specified for a lesser approsabg by the IRB. This authorization is
contingent upon current documentation of IRB andd#proval for all types of IRB reviews
for the duration of this research project. No irigggor may recruit any patients or continue
research project implementation unless all typdsdRd HHC approvals are both documented
as current. As a principal investigator, it is yoesponsibility to notify your Facility Research
Coordinator within 72 hours if your protocol hashevithdrawn, suspended, terminated, and/or
closed by the IRB.

NYC HHC requires that investigators:
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_JEnsure research-related tests and procedures eehdering the course of the research
project are not billed as ‘standard of care’ bliedito the research project agreement, grant, or
contract;

"IProvide the facility with a list of all subjectstials, where recruited and/or enrolled,
medical record number and protocol number uponestu

1Obtain IRBand HHC approval for all amendments and modifications;

"IReport all adverse events to the IRB;

"IReport all local serious adverse events to HHC;

"IReport changes that require further conflict oéiast disclosure;

JEnsure that signed informed consent documentsegeik the subjects medical record;
and

"/Notify the HHC about changes in sponsored prognamdihg agreements, grants, or

contracts.

If you have any questions about this letter or otheearch matters, please call your

Facility Research Coordinator.

CC.: Facility Research Review Committee
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THE CITY UNIVERSITY OF NEW YORK

SUBJECT INFORMATION CONFIDENTIALITY AGREEMENT

Name:

Position:

| recognize that, in the course of my participatasnan investigator, co-investigator, or an
agent or contractor of an investigator conduc@igNY human subjects research, | may gain
access to subject information, including informatabout health, mental health, medical care, or
payment for health care, that must under law mestdated as confidential and disclosed only
under limited conditions. | agree that:

1. 1 will keep confidential all information to whid gain access that is or can be
identified to a particular subject (described irs igreement as “information”).

2. | will access and use information only in cortr@twith a research protocol that
has received CUNY Institutional Review Board appiloper for reviews
preparatory to research for which | have receivgtaity to conduct from the
entity or individual maintaining the information.

3. lwill not redisclose information except to tietent required by applicable laws,
including but not limited to federal laws governidgig and alcohol treatment
programs-and-state laws governing HIV informationas permitted under the
terms of a research subject’s written authorizatioan IRB’s waiver of the
authorization requirement.

4. 1 will not discuss information in public placasoutside of work.

5. I will access information only concerning sultgefor whom IRB approval has
been given, and will not access information foreotimdividuals, except during a
review preparatory to research with the approvahefentity or individual
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maintaining the information.

6. 1 will take all reasonable and necessary premaaito ensure that the access and
handling of information are conducted in ways thratect subject confidentiality
to the greatest degree possible. This includestaiaing such information in
secured and locked locations.

| understand that it is my obligation and respaitigitio maintain the confidentiality of all
subjects’ information. Improper disclosure or meses$ such information, whether intentional or
due to neglect on my part, may be a breach of pyiaad/or confidentiality and a violation of
federal regulations, which could result in the lobsy continued access to subjects’
information or other penalties for myself or mytitgion.

Signature:

Date:
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A study of the meaning of the experiences of liwvith HIV disease.
DEMOGRAPHIC QUESTIONNAIRE
Thank you for agreeing to participate in this stuélease complete the following
demographic questions.

Code

Q1. In what year were you born?
Q2. Race: Please Circle the correct response ArdBlack//African American Yes No

Q.3 When did you first learn of your HIV status Bat

Q4. Personal Relationship Status:

What is your current status? o Married o Widdw

o Divorced or separated o Never married

o In a long term relationship o Not in a relatioips

Q5. Education: 0 Attended school Yes No

What is thehighestdegree or level of school you have completed?

Nursery school to 8th grade

9th, 10th or 11th grade

High school graduate - high school diploma or theiwalent (for example: GED)

1 -2 years of college, no degree or Associate @edoe example: AA, AS)

Bachelor's degree (for example: BA, AB, BS)

Graduate degree or professional degree (for exa#e MS, MEd, MSW, MBA, JD,
MD)

Q5. Are you currently employed: Circle one Yes

No
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If employed, are you:
Employed full time.
Employed part time

Q6. Do you live:

Alone

With a spouse or partner
With a spouse and children
With extended family

With friends

Protocol: 11-09-203-0135

JJB A study of the meaning of the experiencesvidi with HIV disease.
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The meaning of the experience of living with H\ééase: a study of older Black /African
American women
Protocol: 11-09-203-0135
Sample Questions

To conduct research from a phenomenological petispds to explore the way human
beings experience the world (van Manen, 1990). &pmoach seeks to know the world in
which we live, by questioning the way individualperience the world. In this study,
participants are asked to talk about the experiefbaving HIV. They are asked for a
description of the lived, through quality of thekperience, and a description of the meaning of
the expressions of the lived experience. The ot a description aimed at elucidating the
full structure of the experience or what the exgrece meant to those who lived it.

While the formal research question is:

What is the meaning of the experience of livingwktlV disease for African American
women?

At the first interview, the participants will belasl an initial open ended question:

“Tell me about yourself.” This question will act as icebreaker to the research question,

The follow-up questions will be:

“Would you please tell me what it is like is foryao be living with HIV disease?”

“Since you have been diagnosed with HIV, descrdserfe your experiences with
friends, family and health care providers.”

As the participants describe their experiencesay ask specific questions to clarify their

descriptions.
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