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Although more than thirty years have passed sin€&Avas first diagnosed in the

U. S., the HIV/AIDS epidemic continues and the pitemce and incidence statistics
remain alarming. Twenty-five percent of the pedpleg with HIV in the United
States are women, but only half of these womelnacare and even fewer women
(42%) have viral suppression. Women of color cargito carry a disproportional
disease burden with African American women compg$4% of newly reported

HIV cases in women in 2010. HIV prevalence amongjtadvith a serious mental
illness range from 3-23% compared to the genenalifadion prevalence (.4-.6%).
Based on these facts, there is continuing neegpimee the dual experience of HIV
infection and serious mental illness in women. Redethat focuses on the women
and seeks to understand the particulars of thads Imay offer greater insight into how
the health care community can improve their outcrimez (pseudonym) is an
African American woman dually diagnosed with HI\fantion and a severe and
persistent mental illness. She was one of 55 paatits in the qualitative studin-
Depth Longitudinal Study of HIV-Infected Won{Biational Institutes of Health, Grant
#R0O1NR004840, Principal Investigator, Patricia tevens, PhD, RN, FAAN). In this
secondary analysis, her narrative data were segaffam the original study,

analyzed, and used to develop an in-depth, lonigidhdase study. The purpose of this



study was to uncover Inez’s perceptions of whataans to live with HIV and a
serious mental illness. Through this single casdysteplete with experiential detail
from two years of interviews, we are given an extienary view into how one
individual lives with HIV and a serious mental #is, what she needs from the health
care community to successfully manage her illness®s how mutually respectful
relationships built over time are key to overcomimgrnalized and enacted stigma.
Inez’s story confirms the importance of therapeugspectful communication, and
stability of care provided in an environment oftauhl safety where the perspectives
of health care consumers are prioritized. In addito these practice implications, this
research-based case study could be used in prdidsed classroom learning
environments to inspire students to consider waysiprove the experiences of

women who are similar to Inez.
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Chapter 1

There are approximately 270,000 women in the Urfiteedes living with HIV,
with women of color disproportionally representadhat number (Centers for
Disease Control and Prevention, 2013, 2014b). Taer@pproximately five million
women over the age of seventeen in the United Skatag with a serious mental
illness diagnosis (National Institute of Mental Hea2012). While it is not known
how many of these women are seropositive, HIV gesae among adults with a
serious mental illness is estimated to range fre®3% compared to the general
population prevalence (.4-.6%) (Agenor & Collin§13; Blank et al., 2011). These
estimates represent a group of women who are urdegnized in HIV research and
thus their voices are silent. Using a qualitatemninist approach, | explored the
experiences of one woman who was dually diagnostdhWV and a serious mental
illness by conducting a secondary analysis of @astubf data fronAn In-Depth
Longitudinal Study of HIV-Infected Womghational Institutes of Health Grant
1R01NRO004840, Principal Investigator, Patricia tevéns, PhD, RN, FAAN)
Statement of the Problem

In 2011 the Centers for Disease Control and Preme(€DC) (2014b)
reported a slight decrease in the number of nevalgrebsed HIV cases in women. Of
the estimated 47,500 newly diagnosed cases in titedJStates, 20% were women. A
decade ago, women represented 28% of the estimateder of newly diagnosed
HIV cases in the United States. This same repgdaled that of the women who were
diagnosed and linked to care, approximately onedighem remained in care after

one year and only 42% achieved viral suppressiastoHically these statistics



compared unfavorably with what was found in theev@pulation, who experienced
a steady decrease in incidence until 2010 whenudh&er of newly diagnosed males
increased but decreased in the female populatientéCs for Disease Control and
Prevention, 2014a). These numbers can be intetptetghow that the HIV epidemic
has not been contained in any population, butttree continues to be an ebb and
flow to the numbers of new cases. Until the epideisicontrolled, further research
may provide clues about how the lives of thosecadieg by HIV can be improved.
The statistics about mental illness are equallgatiserting. Serious mental
ilinesses are those that carry the greatest dedmisability and are persistent across
the life span. The disorders classified as serioften with the additional descriptor
“persistent,” include schizophrenia and other psyichdisorders, bi-polar disorders,
and major depressive disorders (Walkup, SatriaeoryB Sadler, & Cournos, 2002). It
is estimated that 9.6 million adult U. S. citizexasry a serious mental illness
diagnosis and more than one half of this numbeiisien (National Institute of
Mental Health, 2012). The burden of serious metitedss was defined in thélobal
Burden of Disease Study,collaborative effort of The World Health Orgaatipn
(WHO), the World Bank, and Harvard University. Th®up estimated that the
burden of serious mental illness, measured as Dityahdjusted Life Years (DALY)
or the sum of the years of life lost due to prematieath and years lost due to
disability, accounts for 15 % of the total disebseden in established market
economies. To put this number into perspective, ibgbeater than the disease
burden of all cancers (National Institute of Mertiglalth, 2012; The World Bank

Group, 2006)



The statistics for women who are HIV positive aadg a serious mental
iliness diagnosis were difficult to determine, nhainecause gender differences are
not well reported in the statistical literature (@@os & McKinnon, 1997). What is
known is that individuals who have a serious meititedss are at an increased risk for
acquiring HIV when compared to the general popotatAgenor & Collins, 2013;
Birch, Lavender, & Cupitt, 2005; Blank et al., 20Bbgart et al., 2006; Cournos,
McKinnon, & Rosner, 2001; Meade & Sikkema, 2005s&aberg et al., 2003;
Satriano, McKinnon, & Adoff, 2007) and that womearry an equal (Rosenberg et al.,
2001) or slightly higher risk (Stoskopf, Yang, &daskr, 2001) then men. The HIV
prevalence rate is estimated to be nine times g@raathe seriously mentally ill
population than in the general United States pdjmuldRosenberg et al., 2003), but
this rate increases significantly when sub-grospsh as homeless individuals or
individuals in drug addiction centers are repofedurnos & McKinnon, 1997). The
explanation for these findings is related to bathtextual and psychiatric factors.
Contextually, this population is more likely to bemeless or have transient living
arrangements, to be socially and economically maiigied, and to experience
frequent hospitalizations that interrupt stablatiehships (Cournos et al., 2001; Dyer
& McGuinness, 2008; Meade & Sikkema, 2005). Thechgtric factors include
impaired judgment coupled with poor impulse contiotreased incidence of
substance use or misuse, impaired communicatidis,sknd impaired reality testing
(Cournos et al., 2001; Devieux et al., 2007; Dyavi&Guinness, 2008; Weiser,
Wolfe, & Bangsberg, 2004). When combined, thesfadncrease the individual's

vulnerability to acquiring HIV (Dyer & McGuinnes2008).



It is not known how stigma complicates the livesH4d¥-infected women who
have a serious mental illness, but stigma has Bdeemmented in the extant literature
as a force in the lives of women who carry a stiggireg condition such as HIV or
mental illness. The outcomes of stigma have beemtifted and include
discrimination, prejudice, and lost opportuniti€hérnomas, Clarke, & Chisholm,
2000; Khakha, 2003; Kinch & Jakubec, 2004; Rosé&hfit997; Stevens & Hall,

1988; Walker, 2002), rejection and shame (Chernahat, 2000; Dickerson,
Sommerville, Origoni, Ringel, & Parente, 2002) retgyping and social distancing
(Buseh & Stevens, 2006; Lee, Kochman, & Sikkem@22®Reif, Mallinson,
Pawlowski, Dolan, & Dekker, 2005; Shambley-EbroiB&yle, 2006b), and fear of
disclosure (Shambley-Ebron & Boyle, 2006b; WahB9#). Additionally, The New
Freedom Commission on Mental Health (2003) idezdistigma as a barrier that
individuals must cross to access health care.

Given the above statistics and research findingemains unknown how
women who live with both diagnoses perceive thealth care experiences. Further, it
is not clear how the women respond to their stigxj@eriences. As a psychiatric nurse
generalist and as a nurse educator, | am convithadhe significance of this problem
and the implications for this lack of knowledgensaeends these statistics and research
findings. From the perspective of a psychiatricseut find the lack of knowledge
about HIV-infected women who have a serious maltass troublesome and
guestion how patient outcomes are influenced byt vehanknown. From the

perspective of a nurse educator, | wonder whatestisoare missing in their education



that should prepare them to provide high-qualibfistic care to all patients, including
these vulnerable women.
Purpose of the Study

The purpose of this study was to conduct a secgratalysis of the life
stories of Inez (pseudonym), an African Americammao dually diagnosed with HIV
infection and a severe and persistent mental Blnes told in a series of ten interviews
over two years with particular attention to herltteaare and stigma experiences. The
stories that emerged from this analysis were tededlinto knowledge that will be
useful to nursing and other professions that pewealth care to women as they
manage the complexities of their lives.

The research questions that guided this study were:

* How does a HIV-infected woman who has a serioastal illness describe

her health care experiences?

* How does a HIV-infected woman who has a serioastal illness describe

stigma experiences and her responses to thoseexpes?



Chapter 2
The health care experiences of HIV-infected woméno warry a serious and
persistent mental illness diagnosis are tangleéthmy with the singular experiences
of having HIV and having a serious and persisteental illness. These experiences
were pulled apart to gain insight into the threthdg make up the tangle and presented
as a prologue to the exploration of the centeheftangle, i.e., what is known about
the health care experiences of HIV-infected womén Wave a serious and persistent
mental illness. However a discussion of the nabtfiltigma must come first because
references to stigma are woven throughout thelheale experiences literature, and
stigma is presented as a “central force” (Fife &dhit, 2000, p. 229) against which
the women must contend.
Review of Stigma Literature
An examination of the stigma literature usuallyibsgvith Goffman (1963),
and his theoretical description of stigma as alesdadentity. It is this theory that has
served as the foundation for stigma research bgdb®l sciences to explore stigma
and mental iliness (Corrigan, 2000; Dickerson gtZ4l02; Holmes & River, 1998;
Wabhl, 1999a), and the stigma of HIV/AIDS (Herek929Poindexter & Linsk, 1999;
Relf, Mallinson, Pawlowski, Dolan, & Dekker, 200Gandelowski, Lambe, &
Barroso, 2004). Although Goffman’s (1963) theorjram a sociological perspective,
and, as such, is concerned with the study of anstiged person’s “corporate life,” (p.
22), he suggests that a “language of relationshi{ps3) is necessary to the
understanding of stigma within a society. Thusmtignust be revealed on both a

cultural or societal level and on an individualde{Herek et al., 1998). In the context



of relationships, those who are stigmatized mariagjie relationships based on a dual
perspective of stigma. These perspectives ardtibattigmatizing condition is either
evident or visible upon entering a relationshipit @ covered or not perceived by
others upon entering the relationship (Goffman,3)981V infection and some mental
illnesses are usually unseen stigmas, although toyngpof advanced disease
processes may make the disorders visible or digetedndividuals with HIV
infection and/or mental illness manage their relaghips through social withdrawal,
selective or discriminate disclosure (Buseh & Stsy2006; Holmes & River, 1998;
Poindexter & Linsk, 1999; Shambley-Ebron & Boyl®0Bb), living a secretive life
(Ingram & Hutchinson, 1999; Relf et al., 2005) hatding silent (Sandelowski et al.,
2004).
Defining the Components of Stigma

A conceptualization of stigma that expands on Gafita (1963) suggestion
that stigma is a relationship between attribute steceotype is provided by Link and
Phelan (2001). These authors propose that stigtha isiterrelationship of six
components: labeling, stereotyping, separationgategories, status loss,
discrimination, and a power hierarchy. Without povabels, stereotypes and
categories are benign, and status loss and dis@atimn cannot exist. A discussion of
each component follows.

Labeling.A basic assumption of any stigma definition is #oatstigma to
exist, something is deemed different from whatissidered the norm. This
component of stigma is an evolution of Goffman’8g2) terminology. Goffman used

mark or attribute as a definition for the differenthe stigma, found in an individual.



An attribute is an inherent characteristic thatlosely associated with an individual
(Merriam-Webster's Collegiate Dictiongr2003) and this term positions the
difference in the individual. Labeling connotestttiee stigma is affixed to the
individual by others, and thus labeling places oasgbility for assigning the stigma
outside the stigmatized individual (Link & Phel&®01). Labeling is relational and
changes within different social contexts (Crockéajor, & Steele, 1998), such as
how the label “witch” is considered today versushe 1600’s. The consequences of
being labeled can lead to another component ahstigtereotyping.
StereotypingWhen a label is linked to a set of undesirable attaristics, a
stereotype of the stigmatized target is createds@&stereotypes facilitate “cognitive
efficiency” (p. 369) and may be useful when makspgt-second decisions (Link &
Phelan, 2001). This cognitive representation @insé is usually from the perceiver’s
point of view (Ottati, Bodenhausen, & Newman, 2006) may be internalized by the
targets of the stereotype and is known as selfrgtiCorrigan & Kleinlein, 2005) or
internalized stigma (Lee et al., 2002). Stereotygresunjustified in that they reflect
inaccurate thought processes such as over gerai@atiz, are based on an incomplete
set of facts, are rigidly applied without considema of individual differences among
group members, and are used as a rationalizatraa goejudicial attitude or
discriminatory behavior (Biernat & Dovidio, 2000) a difference is labeled as
undesirable and is then linked to a stereotypenéx¢ component of stigma becomes
evident. The individual is separated from the iouyr, those who are labeled normal,

and an environment of “us” versus “them” is sepliace (Link & Phelan, 2001).



SeparationThis component of stigma has roots in social idgniieory. This
theorist proposes that separation from others #iicizon with a specific group
shapes an individual’s social identity, which ie fhart of a person’s self-concept that
comes from the knowledge of being a member of agend the value and emotional
significance of that membership (Tajfel, 1982). Mars of the in group, the group
that is positively stereotyped or labeled normsiabklish a social identity that focuses
on the differences between the two groups and emittre similarities. This focus on
differences becomes the rationalization for deveurejecting, and excluding
members of the negatively stereotyped group (LinRI&lan, 2001).

Status loss and discriminatiolm an environment of separation or a mind set
of “Us” and “Them” the focus is on differences aalay from similarities. This
environment is often adversarial (Devine, Plantl&rrison, 1999) and is ripe for the
surfacing of discrimination and status loss (LinkP&elan, 2001). Status loss and
discrimination speak to devaluing, rejecting, ard@ding others. When individuals
are labeled as possessing an undesirable chaséictand then separated into a
“Them” group, they are then perceived as residing iower status station; the person
is not just different but is viewed as “less” (LiBkPhelan, 2001). This lessening of a
person is a prejudicial affective response thatdda discriminatory practices, or
negative behavioral responses (Ottati et al., 2005)

There are two categories of discrimination, indidtand structural (Link &
Phelan, 2001). An example of individual discrimioatis when a woman with
schizophrenia is refused housing, and structusarothination is when an HIV-

infected woman cannot get her medications becaushifg for her drug assistance



10

program has been cut while other programs remédiyfiitnded. The discrimination
experiences of individuals with a mental illnessuidle the loss of rightful
opportunities such as housing and employment, est@xperiences with the
criminal justice system, and discriminatory pragsievithin the health care system,
including denial of insurance and limited accessatie (Corrigan & Kleinlein, 2005;
Jensen, 2004; Lundin, 1998). HIV-infected wometiafly experienced
discrimination in that they were not included imagiostic guidelines for AIDS until
1993 (Bunting, 1996) and in fact were mostly igmba¢ the beginning of the HIV
epidemic (Barroso & Powell-Cope, 2000; Stevens5)9Documented discriminatory
practices against and lost opportunities for HIYeated individuals include
mistreatment and indifference from health care joleng, pressure from health care
providers to forgo having children, decreased hauand employment opportunities,
lack of social support, and denial of health insgea(Carr & Gramling, 20044,
Chesney & Smith, 1999; Ingram & Hutchinson, 199%d8thead, 2003). These lists
of discriminatory practices are not exhaustive,dretrepresentative of what is
reported in the HIV and mental illness literature.

Power.“Stigma is entirely dependent on social, econoing political
power—it takes power to stigmatize” (Link & Phel&901, p. 375). In the absence of
a power hierarchy stigma cannot exist becausepipvger that supports the
consequences of the discriminatory practices g from labeling, stereotyping
and separating. To have power a group must havahthisy and resources to impact
the outcomes of another group, such as when ong gmantrols housing opportunities

or health care accessibility or treatment optidfisakha, 2003). Additionally, the
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relationship between the groups must be involuntBins involuntary relationship is
seen between patients and health care providens thikeee are limited choices of
health care providers (Jones et al., 1984).

Dimensions of Stigma

The identification of the components of stigmane ¢tayer of understanding
stigma. Another layer of understanding is founthe dimensions of stigma. The
components of stigma could be likened to threadstapestry that are woven together
to create a durable, strong covering. If one thisdmoken, absent, or not woven into
the tapestry, the tapestry looks different. Altlod threads (components) are necessary
to the creation of a strong covering (stigma). Xterd this image of stigma as a
tapestry, dimensions of stigma could be likenethéovariations within the tapestry.
The tapestry (stigma) exists, but an examinaticthetapestry reveals variations
(dimensions) that are embedded in the construdiidne tapestry (stigma). The image
of a tapestry was chosen not because stigma iaudifug creation such as the
tapestries that hang in museums, but because ti@geste one of the heaviest
coverings that can be imagined.

Link and Phelan (2001) took Goffman’s (1963) cavbat stigma needed a
language of relationships and applied it to thati@hships among the components of
labeling, stereotyping, separation, status losgronination, and power. From the
psychological perspective Jones, et al (1984) expaduGoffman’s theory and applied
this caveat to the role of stigma in interpersarkdtionships. The authors identified
six dimensions of stigma that are present in m@tetnips and are found in varying

degrees depending on the specific stigma. Theserdiions are concealability,
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course, disruptiveness, aesthetics, origin, anitl great are considered in the context of
how interruptive they are to interpersonal relatiups.

Concealability.This dimension is similar to Goffman’s descriptioin
discredited or discreditable (1963) as mentionewipusly. However concealability
also refers to the extent to which the mark (tmentesed by the authors to describe a
stigma) can be hidden or controlled. When the opfio concealment is present, those
who are marked tend to exercise the option (Jonais, 984) through explaining
away the signs of the stigma (Shambley-Ebron & Bpo®D06b), living a secret life
that involves lying about the stigma (Anderson &Rl 2004; Hayne, 2003), and
strategic disclosure of the stigma (Buseh & Stey2866; Chernomas et al., 2000).

Course.Course speaks to the expected pattern of the nvarktione, i.e., will
the mark improve, get worse, or stay the same?gfmstthat is expected to improve
or disappear, such as adolescent acne, causastérsgption to a relationship than a
stigma that is expected to be permanent or fatah as a serious mental illness or
HIV infection.

DisruptivenessThe extent to which a mark interferes with an ipéesonal
relationship is known as disruptiveness. Accordmgones, et al (1984) this
dimension differs from the others in that disruptiess is less dependent on the
presence of the other dimensions, is not cleariyee, and is not attended to by all
students of stigma research. Therefore, the auttworsede that the utility of this
dimension is questionable. However disruptivengs®teworthy when considering
the stigma of mental illness. This dimension islsaibe present in individuals who

have a behavior that interferes with a relationssijgh as stuttering or the poor eye
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contact or unpredictable behaviors such as magée is individuals who have a
mental illness.

AestheticsThis is the primitive affective response to the knand asks the
guestion, “Is the mark repulsive?” The responghigdimension is rejection,
revulsion, and disgust. Although health care pressdnay attempt to cover or hide
their affective response to a stigmatized individtie attempt may be sabotaged by
the provider's nonverbal behaviors such as wheivaikfected woman reports that
health care providers “All of a sudden they goptid gloves on before they can talk to
you” (Buseh & Stevens, 2006).

Origin. Origin of the stigmatizing condition is an evalaatiof whether or not
the individual who has the mark is somehow resgm@dor that condition. This
dimension of stigma would be different for the widual who was infected by HIV
through a blood transfusion versus the individubwas infected through a shared
needle while injecting illegal drugs.

Peril. This is the last dimension. It is an evaluationvbither or not the mark
presents a threat to others (Jones et al., 19845.dimension is relevant when
considering individuals with a mental illness besmof the perception of
unpredictable behavior and when considering indiaidg with a contagious disease
such as HIV infection.

Just as the health care experiences of HIV-infeatetien with a serious
mental illness are not easily seen but are tanigigether with other experiences, the
definition of stigma is not easily seen but is @dilinder multiple layers. It is not

sufficient to merely uncover the components andetisions of stigma to determine a
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definition, although the importance of understagdimese components and
dimensions cannot be discounted, for knowing thatrdbalance in power is an
essential component of stigma is vital to undeditajstigma from a feminist
perspective. There are other layers to considdr aathe wide range of stigmatizing
conditions that have been investigated, the con&@nd relational characteristics of
stigma, and the various conceptualizations of stifmund in research conducted by
different disciplines (Heatherton, Kleck, Hebl, &H 2000). An effort to uncover a
definition of stigma that is useful for understarglivomen’s health care experiences
from a nursing perspective is risky considering thgerts have stated that “any
attempt to summarize the essential elements ahstigither structurally or
functionally will inevitably fall short’(Heathertoat al., 2000, p. 9). Therefore a
concise definition of stigma remains elusive. Hoardvecause health care experiences
are relational, and because the dimensions of atigside in relationships (Jones et
al., 1984), and because a power hierarchy is @igeceived by one or both actors in a
health care experience (Carr, 2001; Worthington gek8, 2003), it is reasonable to
accept that the components and dimensions (Jorés £984; Link & Phelan, 2001)
of stigma can serve as the foundation for thisewand for the future development of
a conceptualization of stigma as applied to theingrdiscipline.

The next step was to look at how individuals exgrese the central force of
stigma in their lives (Fife & Wright, 2000). | attgted to pull apart the stigmas of
being infected with HIV and being diagnosed witkeaious mental illness before
considering the health care experiences of wonmn &ach group. Although the

emphasis of this review is on women'’s experienségma does not respect gender
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but surrounds all members of the stigmatized grblguvever, some experiences are
unique to women, such as childbearing (Ingram &dHimson, 1999), and some are
universal, such as discrimination (Chesney & Sniifl§9; Corrigan & Kleinlein,
2005; Lundin, 1998; Woodhead, 2003). As much asiptesswomen’s stigma
experiences were pulled out and examined, butaalavcumbersome and confusing
discussion that is filled with gender identifietise bulk of this portion of the review is
written without gender identification. However thieal sections of this review of
literature focused on the health care experiensesported by women because it is
their experiences that are at the heart of theqaeg study.

There are three issues central to the understandiagy stigmatizing
condition (Poindexter, 2005). These issues arenateed stigma, what it means to
the stigmatized individual; associative stigma, iwheneans to those who care for or
are associated with the stigmatized individual; stigima management, what the
stigmatized individual will do about it. These tanissues will serve as a frame for the
review of HIV stigma literature and mental illneggyma literature.

Stigma and HIV

Early in the HIV epidemic, the term “AlDS-relatetigsna” was coined to
describe a particularly virulent type of oppressamal discrimination that was
experienced by individuals with AIDS and their givers (Herek & Glunt, 1988).
We now know that individuals navigate through thme stigma environment
regardless of whether they have just received a ptiSitive diagnosis or have been
diagnosed with AIDS (Chesney & Smith, 1999; Poirtdex2005). Therefore, the term

HIV stigma is used throughout this review.
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When HIV was first recognized, the disease wasaatsal with groups that
were socially ostracized such as homosexual amied males (Shilts, 1987) and
intravenous drug users (IDU). This misconceptiodeatdan additional layer to HIV
stigma, symbolic stigma. Symbolic stigma means dtiars use HIV stigma to
express prejudicial attitudes towards the groupstraften associated with the disease,
namely gay males and IDU’s, and as a cover fosma@nd sexism (Herek, 2002). For
symbolic stigma to be present, the individual naasty two or more stigmatizing
conditions. Symbolic stigma is in contrast to instental stigma which speaks to how
members of the non-stigmatized group react to a-idfgcted individual with fear
and avoidance in an effort to protect themselves facquiring the infection. The
outcomes of instrumental stigma include disregsindnning, avoidance, rejection,
and discrimination (Buseh & Stevens, 2006; Carr&@@ling, 2004a; Chesney &
Smith, 1999; Herek & Capitanio, 2002; Hines, Deck¥itt, Marconi, & Singer,

1997; Khakha, 2003). This layer is interwoven vitte dimensions of origin, peril,
and course as described by Jones, et al (1984).

Although HIV is now known to infect members of gtbups, some individuals
continue to associate HIV exclusively with subseamisuse, homosexuality, and
sexual promiscuity (Walker, 2002) and to assigmiaao the individual for acquiring
the infection. The dimension of origin or respoiigibfor the stigma is positively
correlated to the degree of stigmatization expegdrby an individual who carries the
stigma (Herek & Capitanio, 2002), and it helpsxplain why research suggests that
HIV is more highly stigmatized than any other ds=@urrage & Rocchiociolli,

2003; Lee et al., 2002) with women being more widhk to the stigma burden
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(Moneyham et al., 1996; Sandelowski et al., 208dhtmen. Suggested reasons for
this increased burden for women include the unfedreassumption that women who
are HIV positive are drug users or sexually promnigss (Sandelowski et al., 2004),
the reality that many HIV-infected women are sdgiahd economically marginalized
(Buseh & Stevens, 2006; Moneyham et al., 1996;RI&tevens, & Heidrich, 2006;
van Servellen, Sarna, & Jablonski, 1998), and ftenainrecognized lack of support
for HIV-infected women that is found in the commiyrof HIV-infected males
(Lichtenstein & Clair, 2002; Moneyham et al., 199%ommunity that is
predominately comprised of males who have sexuatbod with males (Buseh,
Kelber, Hewitt, & Stevens, 2006). In fact, the bemdbf HIV stigma is so heavy that
women may fear the stigma more than the diseadetpoint of not seeking any
treatment (Walker, 2002).

Internalized stigmaThis heavy stigma burden that is projected asigear
evident when women report that having HIV leada tedefinition of self (Carr &
Gramling, 2004a; Fife & Wright, 2000) in an attenipimake sense of how the social
construction of HIV fits with their lives. The saticonstruction of HIV varies across
cultures and is contingent upon the culture’s elnd values about gender,
sexuality, drug use, and disease (Herek et al819%he dominant culture in the
United States has assigned immoral, deviant, alidtipg qualities (Stanley, 1999) to
HIV infection and holds to the heterosexual comruassumptions that HIV-
infected females are either prostitutes or IDU’d #rerefore a threat to the
heterosexual community (Lichtenstein & Clair, 200R)en through a process of

internalizing society’s view of the disease (Lealet2002), the HIV-infected woman
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will expect to lose intimate and social relatiomshand family ties through rejection
(Carr & Gramling, 2004a; Chesney & Smith, 1999) amaly experience despair and
isolation (Buseh & Stevens, 2006; Relf et al., 200Bbich can lead to self-hatred, self-
silencing, guilt, shame, and self-destructive bé&raAranda-Naranjo, Barini-
Garcia, & Pines, 2005; Herek, 1999; Stevens & Hitdadt, 2006). After all, she will
believe that she is immoral, deviant, and polly@&nley, 1999) so of course others
will reject her; but only if she discloses what slees every time she looks in the
mirror. “I no longer see Sonya (pseudonym). | se@man with HIV disease”(Carr &
Gramling, 2004b). The issues related to discloamegoresented in the stigma
management discussion, but “Sonya’s” reflectionssful as a way to see how the
central issues of a stigmatizing condition arerimtgmed.

It is important to note that not all women internalsociety’s assigned beliefs
about HIV or are buffeted about to the same delgyetbe forces of stigma, but this
phenomenon is seen predominately in groups of wontenpossess “respected
symbolic capitol” (p. 317), a term used to descilbete, heterosexual, married,
and/or middle class women (Grove, Kelly, & JuditB97). It is not that these women
escape HIV stigma; rather their symbolic capitaksognized by society, and they are
more likely to be labeled “innocent victims” (Grogeal., 1997; Stanley, 1999). The
“innocent victim” label carries the connotationtloghers are “guilty” or deserving
victims (Grove et al., 1997) of the disease antbces back to society’s assignment of
meaning to being HIV infected. Although it may appthat carrying symbolic capital
is consistently beneficial, it opens the door foretical profiling”(Poindexter, 2004).

In non-health care settings, profiling often refiershe practice of targeting particular
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groups when law enforcement agencies are seartrimgiminals or terrorists. In
medical profiling, health care providers make decdis based on stereotypes versus
fact, at the risk of failing to suspect HIV infemti. This leads to a delay in HIV testing
which in turn negatively impacts the women'’s progia@nd in fact can be deadly
(Gramling, 1996; Poindexter, 2004; Stanley, 199Bhey only gave me an HIV test
after they had exhausted all other possibilitieeelver occurred to them that a White,
married woman in Coronado could have AIDS. | alnthet” (Stanley, 1999, p. 110).
This information about women who carry symbolicitaps presented as further
evidence that although stigma experiences varysag@mups, stigma is ever present
in the lives of women who live with HIV.

Associative stigmddow people who are infected with HIV choose to gawe
through this stigma environment speaks to the akissue of stigma management or
information control (Goffman, 1963), but a briefdussion about associative stigma is
needed first because stigma management is empbyyttbse with HIV infection as
well as by those who care for and care about ti@goifman (1963) uses the term
“courtesy stigma” to describe the stigma experidrimgefamily members and others
who are associated with the one who carries tlggnali stigma. This is a rather
benign description of the hurtful experiences sloasative stigma that can leave
family members feeling isolated, invisible, afraghd stressed (Poindexter, 2005), and
the isolation adds to the grief and work burdensavégivers by increasing anxiety
and stress (Bunting, 2001). To avoid associatiggnst, family members and
caregivers of HIV-infected individuals may choosenbt disclose the status of the

family member. The stigma is avoided but isolatiemains because of decreased
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social and emotional support (Herek, 1999; Poirgle&tLinsk, 1999). Isolation then
leads to the same internalized stigma as seer iR ¥-positive individuals
(Poindexter & Linsk, 1999). The family member i le provide care in an
atmosphere of fear, loneliness, and isolation @sessed by this daughter. “I get no
help at all from family members or relatives. Arsly@u know, if | should inform
them about my mother’s condition and the fact theged help, they will by all means
want to know the actual cause of her sickness lamdioment they get to know it is
AIDS, they will shun her’(Mwinituo & Mill, 2006, p377).

Stigma managemertiumans use interactions or relationships with istlas a
means of understanding themselves and their pretteeiworld (Poindexter, 2005),
and stigma impacts all interactions. This inter@ayween stigma and interactions
creates an adversarial environment of “Us” verduse” (Devine et al., 1999).
Because women experience relationships differdrdiy (Gilligan, 1993, 1995;
Surrey, 1991) men, this adversarial environmermnisifies HIV-stigma in women
(Sandelowski et al., 2004). HIV stigma leads tecgpn, isolation, despair,
experiences of pity that reinforce the differensesveen “Us” and “Them,” and
discrimination towards the stigmatized individuah@lerson & Doyal, 2004; Buseh &
Stevens, 2006; Carr & Gramling, 2004a; Herek, 199t3kha, 2003; Lichtenstein &
Clair, 2002; Moneyham et al., 1996; Relf et al.020Stanley, 1999; Surlis & Hyde,
2001) or family members and caregivers (Buntin@120ngram & Hutchinson, 1999;
Mwinituo & Mill, 2006; Poindexter, 2005). In an athpt to manage the impact of
stigma on their relationships, HIV-infected peogieploy information control through

nondisclosure, strategic disclosure, or full disal@ of their HIV status.
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The issue of disclosure is complex for HIV-infectedividuals and is
surrounded by fear and increased stress as thmarddeof telling, not telling, or
selective telling is resolved. Fear has an irowsifon in a discussion of HIV stigma
in that it plays a pivotal role in assigning stigarad in managing stigma. Because
stigma occurs only when there is an imbalance afgppthe dominant group can
assign a level of peril to the stigma based on dearlabel and segregate those who
are feared (Jones et al., 1984, Link & Phelan, 2004us they have created an avenue
to avoid what they fear. On the other side of tbevgr gradient, HIV-infected
individuals fear stigma (Sandelowski et al., 200&4lker, 2002) and its dreadful
outcomes. Their avenue to avoidance of the featigima is through nondisclosure.

Nondisclosure may increase stress, especiallgifibmen or caregivers strive
to maintain a protective layer of made up storieg €xplain away the symptoms of
HIV infection (Carr & Gramling, 2004a; Ingram & Hiltinson, 1999). “It is really
hard leading a double life. | lost my husband [1®8] in '92, and he was really sick
for a long part of that [time]. | constantly hadli®about what he had, make stories up
for the kids” (Ingram & Hutchinson, 1999, p. 96hemade up stories, considered
lying by some, are justified as a means of suniivélhe context of stigma
management, and offer a sense of accomplishment thieecover is effective, but
require the expenditure of great emotional eneogypthold the double life at a time
when such energy is often taxed to the limit (Ing& Hutchinson, 1999).
Additionally not telling automatically removes apgtential social support for the
individuals, and this loss of support is an additilosource of stress (Herek, 1999; R.

S. Lee et al., 2002). Individuals who do not diselto health care providers or



22

insurance companies because of the fear of distaion at the work place or a
breach of confidentiality in the health care settiMoneyham et al., 1996) may not
receive full benefit of available services and witoulder an increased financial
burden for their disease as they pay for servicé®bpocket rather than disclose to
insurance companies (Chesney & Smith, 1999). Adtbrige stress of disclosure
decisions is the reality that although no one a&alipt how others will respond when
they learn of another’s positive HIV status (Berdegrrans, & Lashley, 2001), there is
an expectation, a fear, that they will be hurt tigrsa (Sandelowski et al., 2004).
However, most HIV-infected women do eventually tehers of their status
(Gielen et al., 2000). The telling is sometimeadit to reduce the risk of
transmission, although research is lacking onapmoach (Stevens & Galvao, 2007),
andsometimes as a way to gain a level of control gtigma (Buseh & Stevens,
2006). This means that they are willing to riskihgsmportant family and intimate
relationships or custody of their children if thegre infected through illegal activity
(Buseh & Stevens, 2006; Carr & Gramling, 2004a;sbleg & Smith, 1999), to risk
indiscriminate disclosure by others who would breeanfidentiality (Moneyham et
al., 1996), and quite possibly to increase thek df intimate partner violence
(Anderson & Doyal, 2004; Gielen et al., 2000). Aistjuncture it should be noted that
although HIV-infected women are encouraged to mftineir partners, family, and
health care providers of their HIV-positive sta(Bsva, 2000; Gielen et al., 2000) and
are judged harshly by society for not telling andgbly spreading the infection to
children and males (Ciccarone et al., 2003; StevE935), little support is available to

women regarding how to disclose safely (Steven85)19
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When women do disclose, it is with the hope ofstimlg social and familial
support, gaining control or power over stigma, auatltating their relationships,
finding relief from the stress of hiding or conaaegltheir HIV status, and discovering
meaning for their new life as HIV-infected womeru@@h et al., 2006; Sandelowski et
al., 2004; Stanley, 1999). To increase the chatiaghese hopes will be realized,
women often choose to strategically disclose thi@itus to members of their families
or spiritual support systems. Unfortunately thditgéat no one can predict how
others will respond to learning of another’s pesitHIV status (Berger et al., 2001)
seems harsher in what should be a safe environmagt) the disclosure leads to
negative consequences. Some women report thaistlfleke an ambush when family
members or members of the religious community nedpo the disclosure with fear
and rejection (Anderson & Doyal, 2004; Buseh & &tes; 2006; Poindexter, 2005;
Relf et al., 2005). Fear can be expressed as gjgeration of the risk of non-contact
transmission of the virus through requiring the HiWected individual to use only
special utensils and dinnerware (Carr & Gramlif@)4a) or refusal to eat food
prepared by the HIV-infected individual (AndersorD&yal, 2004), and rejection as
shunning, “...None of my family members would let stay with them...I was really
roughly rejected.’.(Buseh & Stevens, 2006, p. 9). A component ofifgeambushed
in the religious community is that women reporaekl of freedom to discuss their
HIV status with those who purport the healing paairprayer and faith. In fact some
women were silenced or asked to leave the chur@nulieir HIV status was revealed
(Anderson & Doyal, 2004), but women did not refbis as being ambushed by their

God, but rather by the people in their churchedf(®&aeal., 2005). It should be noted
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that while women agree that telling is difficulspecially telling their children
(Goggin et al., 2001), they do not all experierea fand rejection but rather improved
relationships and increased support (Buseh & S&\&006; Goggin et al., 2001).

A particularly disturbing ambush comes from theltieeare community, the
place where help and compassion are expected. @&mbashed by a health care
provider means that instead of respect and supgoihdividual is met with disgust,
fear, stereotyping, and disregard (Buseh & Stev2d@6; Carr & Gramling, 2004a;
Plach, Stevens, & Keigher, 2005; Relf et al., 200®)lation of patient confidentiality
(Hines et al., 1997), and discrimination (Khakh@02). Fortunately these are not
universal experiences (Ingram & Hutchinson, 1998]iS & Hyde, 2001). This
particular type of ambush will be explored in gezatepth in the discussion about
health care experiences.

Stigma and Mental lliness

Unlike HIV/AIDS, that was discovered and named amigach controversy and
fear in the early 1980’s (Shilts, 1987), mentadeds has no identifiable beginning. It
is as if mental iliness has always been in our treden before recorded history
(Burns, 2007) along with the attending stigma ohtakillness that stands as “an
unwelcome bed-fellow of the mentally afflicted thghout history and a subject that
must be confronted in any discourse on mentalghéBurns, 2007, p. 2). To
confront the subject of the stigma of mental ilsiebe central issues of internalized
stigma, associative stigma, and stigma managerReimdexter, 2005) will serve as

the framework for this review of the extant meriltakess stigma literature.
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Mental iliness is a broad term. TB&gnostic and Statistical Manual of
Mental DisordersFifth (DSM-V) (American Psychiatric Association, 2013) lists
eighteen classifications of mental disorders wigmgnsubtypes of each disorder. The
literature available on all mental ilinesses isremuus, and an extensive review of all
disorders is not reasonable. Therefore, this rewseiwcused on a specific population,
individuals who have a serious mental illness.

The terms serious mental illness (National Adviddiental Health Council,
1993; New Freedom Commission on Mental Health, 2008ng, 2002), severe
mental illness (Chandra, Deepthivarma, Carey, C&ehalinianant, 2003; Diaz-
Caneja & Johnson, 2004; Green, Hayes, Dickinsonit#ker, & Gilheany, 2002;
Onken & Slaten, 2000), and serious and persistentahillnesses (Ackerson, 2003;
MacHaffie, 2002) are used interchangeably in ttezdiure. The disorders that are
mentioned consistently in these studies come freondf the sixteen major diagnostic
classes of mental disorders found in the DSM-IV{RiRierican Psychiatric
Association, 2000), i. e., schizophrenia and offsgrchotic disorders and mood
disorders. The disorders classified as seriousnaoftith the additional descriptor
“persistent,” include schizophrenia and other psyichdisorders, bi-polar disorders,
and major depressive disorders. The term seriougainiéness will be used
throughout this study. Following is the officialseiption of this category of diseases.

...persons age 18 and over, who currently or at amg tluring
the past year, have had a diagnosable mental, ineakwr emotional
disorder of sufficient duration to meet diagnostiteria...that resulted

in functional impairment which substantially interés with or limits
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one or more major life activities (New Freedom Cassion on Mental

Health, 2003, p. 2).

It is easy to get covered up and weighed down byw#st amount of literature
that defines and explores mental iliness stigma. further effort to lighten the weight
of the literature, this review will focus on thetaa experiences of the stigmatized
individuals rather than on the literature thatrahés to measure stigma (Reinke,
Corrigan, Leonhard, Lundin, & Kubiak, 2004; Schuhmag Corrigan, & DeJong,
2003), or to view stigma from the providers’ perdpes (Markham, 2003; Servais &
Saunders, 2007), or to advance a political or rebeagenda for the elimination or
reduction of stigma (Brown & Bradley, 2002; Cormg2004b; Sayce, 2008). These
topics are not excluded from this review becausg tlo add to the understanding of
mental illness stigma. Rather these topics wileean supporting roles to the main
actors, the stories of the individuals who livehwtthe stigma, such as the following
story of how a young woman realizes the stigmaenfrhental iliness.

| perceived myself, quite accurately unfortunatelyhaving a serious
mental illness and therefore as having been redelgatwhat | called ‘the
social garbage heap. ...l tortured myself with tleespstent and repetitive
thought that people | would encounter, even tdtalhgers, did not like me and
wished that mentally ill people like me did not&xiThus, | would do things
such as standing away from others at bus stop&idimdy and cringing in the
far corners of subway cars. Thinking of myself agbgge, | would even leave

the sidewalk in what | thought of as exhibiting gireper deference to those
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above me in social class. The latter group, of @®uncluded all other human

beings (Gallo, 1994, pp. 407-408).

Reading this account from an analytical perspecthecomponents of stigma
are discernable. The author was labeled as meiitabiypd she internalized the
stereotype of mentally ill individuals as beings$é than “us.” It may be argued that
lost opportunities were self-imposed, perhaps Bjodied thinking that may be a
symptom of her disease, or perhaps the lost oppitids were imposed by her belief
that she was “less.” However the analytical perspeoverlooks the great impact that
stigma has on the individual (Corrigan & Kleinle#Q05).

The impact of mental iliness stigma is experieragdejection, labeling, lost
opportunities, shaming, devaluing, isolation, ateeotyping (Chernomas et al., 2000;
Corrigan, 2004a; Dickerson et al., 2002; Lundirf8;90nken & Slaten, 2000; Prince
& Prince, 2002; Sayce, 1998; Weiss, Jadhav, Ragwanmnatsou, & Littlewood,
2001). Moreover individuals who have a mental glmeeport feeling stigmatized by
the general community, family, coworkers and clest®s, mental health caregivers,
employers or supervisors, and friends (Birch ¢t24l05; Brown & Bradley, 2002;
Chernomas et al., 2000; Hayne, 2003; Liggins & Hatc2005; Prince & Prince,
2002; Schneider et al., 2004; Wahl, 1999a). A megmsequence of the stigma of
mental illness it that it interferes with treatmertking behaviors (Brown & Bradley,
2002; Corrigan, 2004a; Muhlbauer, 2002a; Okazad002 Sirey et al., 2001) and is
one of three major obstacles that prevent Amerigatisa mental illness from
receiving the highest level of health care. Unfil@atment limitations and financial

requirements attached to private insurance meettihbenefits and a fragmented
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mental health service delivery system are the attestified major obstacles (New
Freedom Commission on Mental Health, 2003).

It is known that stigma can lead to lost opportiesi{Corrigan, 2005b), but to
the individual living with the stigma of mentalnlss lost opportunities means being
told by “a doctor about ten years ago...| would meverk again. | tore up my
resumes.” (Chernomas et al., 2000, p. 1518), oinlgavjob offer withdrawn after the
employer learned that the individual was on lithjmmood stabilizing agent used in
the treatment of bipolar disorder (Lundin, 1998)st.opportunities also means that
individuals cannot find safe, affordable housingtthllows for a feeling of community
belonging because neighborhoods are resistanéteaistruction of apartments or
group homes in their “backyard” (Perese, 2007)t bpportunities are not confined to
the individual. Our communities suffer the consemas of stigma that limits the
resources that individuals with a mental illness cantribute to the community and
undermines the ethical assumption that all indialdishould have equal opportunities
(Corrigan & Kleinlein, 2005).

Stereotyping that is at the center of the stignmagiprocess (Jones, et al.,
1984) can be experienced as either a direct on asd&rect stigma experience. Direct
stigma targets a particular individual, e.g. a womeéno dresses eccentrically is
taunted by others as “crazy.” Indirect stigma ipexienced when an individual is
subjected to negative comments or jokes about hiéiness in general, often without
the speakers knowing that their audiences incluta#igiduals who have a mental
illness (Wahl, 1999b), although this does not egdhe speaker. Print media is guilty

of inflicting indirect stigma anytime words like Sgchotic killer,” “nut case,” or
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“crazy terrorist” are used to describe criminalgjtical extremists, or enemies of a
country. These stereotypes, indirect stigma expeesg, are hurtful (Dickerson et al.,
2002; Wahl, 1999a), foster fear by portraying indipals with a mental iliness as
dangerous (Wahl, 2003), and can cause confusiofeanavhen an individual is
diagnosed with a mental illness as seen in thewvatg first-person account. “All |
knew were the stereotypes | had seen on televasiamthe movies...Dr. Jekyll and
Mr. Hyde, psychopathic serial killers, loony binsprons, schizos, fruitcakes, nuts,
straight jackets, and raving lunatics...and whaiftedr me was that professionals
were saying | was one of them”(1993).

Perhaps the most devastating outcome of this stigitiat it assumes the rank
of “master status” trait (p.138) and forever chanlgew others interact with the
individual (Jones et al., 1984). The mental illnédsgnosis is used by others to
evaluate the individuals’ parenting skills (Diazf@g & Johnson, 2004),
contributions to society, educational successdailores (Wahl, 1999b), and even
their ability to manage their health care (Cherns®izal., 2000; Edwards,
Staniszweska, & Crichton, 2004). The individuals seen as mentally ill parents,
mentally ill students, mentally ill employees, oemtally ill patients instead of parents,
students, employees, or patients. However thergmaes when it is necessary to
identify an individual as one who has a mentak#is, but this naming should not
become labeling. Goffman (1963) used the comman techizophrenic” to describe
an individual with a serious mental illness. In 2@Bis term was replaced with
“person with a severe mental illness” (Corrigan éndin, 2001, p. 12) or “consumer

of mental health services” (Wahl, 1999b, p. x\#ath identifiers have been endorsed
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by individuals who have a mental illness (Corrigabundin, 2001; Wahl, 1999b),
but the former will be used throughout this reviewconsistency.

Internalized stigmd'l lived in utter fear that people would find oytCorrigan
& Lundin, 2001, p. 269).

Serious and persistent mental ilinesses, suchyahi@isc disorders and bipolar
disorders, are usually diagnosed in early adulth@dahl, 1999b), and the individual
who is diagnosed has had ample time to learn aedialize the stereotypes and
beliefs about mental illness that are at the carfténe stigmatizing process (Jones et
al., 1984). There have been some positive changastioe past half century in the
beliefs and stereotypes held by the general publastly because of an increase in
knowledge about the scope of mental illness (Mul#iba2002a; Phelan, Link, Stueve,
& Pescosolido, 2000). At one time, mental illnesswynonymous with psychotic
disorders. Now the public recognizes that the safpeental ilinesses includes
depression, addictive disorders, personality des,danxiety disorders, attention
deficit disorders, etc. (Phelan et al., 2000)s likely that broadcast and print media
have facilitated this positive change through tleeierage of interviews with
Hollywood or political celebrities who struggle wimental illness or through news
stories about new treatments for certain menta¢sses. This apparent positive
finding of increased understanding of mental illnbas set up a “hierarchy of
diagnoses” (Muhlbauer, 2002a, p. 81) with psychdisorders as the most
stigmatized, followed by bipolar disorders (Angeyme Beck, Dietrich, & Holzinger,
2004; Corrigan, 2004a; Muhlbauer, 2002a). Individweho are diagnosed with one of

the highly stigmatized mental illnesses are awéthis hierarchy and may resort to



31

silence or lying to avoid an increase in stigméoasd in the words of a woman when
she learned that her diagnosis was changed froafdbidisorder to schizoaffective
disorder. “I'm not telling anybody that, Mom, thedunds real bad. I'm just going to
tell them I’'m manic-depressive” (Muhlbauer, 200@a81). Unfortunately, the vicious
beliefs that individuals with a severe and persisteental illness are dangerous and
should be avoided or that they are incapable afitggproductive lives and should
lower their life expectations persist are alsolfi@ted by the broadcast, entertainment,
and print media (Dickerson et al., 2002; Phelaal.e2000; Wahl, 1999a, 2003).
When these vicious beliefs and their accompanyiegetypes are internalized,
individuals experience fear and confusion (WahQ30and decreased self-esteem and
self-efficacy (Corrigan, 2004a). Then their behaviare driven by the beliefs that
they internalized, and the individuals may withdrfa@m social interactions or act
defensively in an attempt to avoid the rejecticat they anticipate (Angell, Cooke, &
Kovac, 2005).

In the mental illness stigma literature, the testf-stigma expands on the
definition of internalized stigma, the processrdérnalizing society’s view of the
disease (Goffman, 1963; Lee et al., 2002), to oheltihe idea that the negative
attitudes are turned against “self” (Wahl, 1999t)e phrase self-stigmatization was
coined by Gallo (1994) as she described how inteetstigma affected her sense of
self (Angell et al., 2005). “I perceived myself,iiguaccurately unfortunately, as
having a serious mental illness and therefore amfdeen relegated to what | called
‘the social garbage heap’ (Gallo, 1994, p. 407)tH/guch a negative self-assessment

it is not hard to imagine that the individual woaldoid family support, community
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involvement, medical treatment, and self-care. €guently the individual will have
greater disabilities and more hospitalizations tenindividual who does not engage
in self-stigma (Corrigan & Lundin, 2001; Wahl, 1#99Fortunately not all
individuals who have a mental illness hold ontd-sgegma (Corrigan & Lundin,
2001); some rail against the stigma environmerttdgoming activists for change or
serve as role models for others who hate the “..fpbaspects of mental illness and
the consequent stigmatization” (Gallo, 1994, p.)408

Associative stigmdl had one guy that | worked with ask me about ane
of his sons) one time, and | says, ‘Which one axetglking about?’ He says, ‘The
one that's a nut” (Muhlbauer, 2002a, p. 80).

Mental illness stigma reaches beyond the individuna affects family
members who are often caregivers, friends (Hallugdly, 2000; Muhlbauer, 2002a),
and health care providers (Halter, 2002, 2008; Matlal., 2003). The importance of
understanding this central issue resides in knowiaga person’s recovery is closely
linked to family and social support (Hall & Purd3Q00; Jensen, 2004; Levine &
Ligenza, 2002) and in knowing that the availabibtyqualified health care providers
is negatively impacted by associative stigma (Ha@02, 2008). Family caregivers
who find that they are responsible for helpingth@ved ones navigate the health care
environment (Jensen, 2004) may choose to ignorsytimptoms of mental illness and
delay treatment (Chiu, Wei, & Lee, 2006) and rensdlient about their family
member’s mental iliness (Muhlbauer, 2002a). Famigmbers also avoid social
support out of fear of rejection (Rose, Mallins&iWalton-Moss, 2002) and thus

carry out their responsibilities in isolation. Pigers may choose a practice area other
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than psychiatry to avoid associative stigma (HaR002) and the need to defend their
choice of practice against charges that their grous for care are futile, lack a
scientific base and are mostly custodial, and argexl out in a dangerous
environment (Halter, 2008; Malhi et al., 2003).

Individuals with a serious mental illness feel Bikle or unheard because of
internalized stigma (Chernomas et al., 2000). FEamgmbers may also internalize
the stigma and believe that what they experienes dot matter; their loved one’s
experiences should not be discussed; and thatsilsrtheir best option (Jeon &
Madjar, 1998) as a way to avoid stigma (Muhlba@6f2a). These beliefs and
behaviors lead to treatment delays and to an iseceburden for the caregivers who
care for their family member in isolation. Assomiatstigma may also present as guilt
when the relative feels responsible for causinglthess (Chiu et al., 2006; Rose et
al., 2002), or rejection and blame by feeling léte“outcast at the hospital...a
necessary evil” (Muhlbauer, 2002b, p. 1085), onsh&r somehow allowing the
iliness to exacerbate (Muhlbauer, 2002a). “In taekbof my mind | was worrying that
if I took her in, that whoever | took her to wouhdnk | was crazy, so | took her
home...” (Muhlbauer, 2002a, p. 79). These words atarae how family members
may feel shamed into silence about their loved (@mgell et al., 2005). Individuals
manage associative or internalized stigma throafgrmation control, and this topic
will be discussed under the last central issugstimanagement.

Stigma managemerit..It's a strange thing about us, the mentallywk’ve

got to disguise ourselves a lot...”(Goldberg, Kille&nO'Day, 2005, p. 463).
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Although not always a conscious decision, individweho experience the
stigma of mental illness manage the stigma thranfgiimation control strategies and
resistance strategies (Corrigan, 2005a; Goffmaé3;1®luhlbauer, 2002a; Wahl,
1999b). These two management strategies are faumgistently in the stories of
individuals who live with and struggle to manage #tigma of mental illness
(Angermeyer et al., 2004; Corrigan, 2005a; Diaz&€ai& Johnson, 2004; Goldberg
et al., 2005; Lundin, 1998; Muhlbauer, 2002a; WaBB9a, 1999b; Weiss et al.,
2001).

Telling is Risky BusineggVahl, 1999Db) tells the combined and individual
stories of over 1,300 individuals who participate@ nationwide survey that asked
guestions about stigma and discrimination. OverdfGBese participants were also
interviewed directly; their stories explain whylited (disclosure) is a risky but
worthwhile business. The risk resides in the realspbility of increased stigma
experiences. To avoid this risk of increased stiggaion and the resulting
discrimination, individuals may choose to not telowever by not telling they live
with the fear of being found out, and this fear mayrease the very symptoms they
are trying to hide, e.g. anxiety, depression, sapaia (Wahl, 1999a). No evidence
was found that supported non-disclosure as a pesitioice for individuals with a
mental illness, but quite the opposite was found.

Nondisclosure leads to treatment delays (Prior, 8iyaewis, & Roisin, 2003),
lost opportunities as the individual avoids sitoasi that may involve inadvertent
disclosure such as filling out a job applicatiom@&rmeyer et al., 2004), increased

isolation, and charges of betrayal if the diseas#gclosed in the future (Muhlbauer,
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2002a). In fact truthful and full disclosure (LundiL998) is the recommended
disclosure strategy with the caveat that the glihould be selective and strategic
(Corrigan, 2005a; Goldberg et al., 2005; Lundi@&Muhlbauer, 2002a; Wahl,
1999a; Weiss et al., 2001).

Selective disclosure involves telling those whoraastly likely to understand
(Weiss et al., 2001) or to be supportive (CorrigihQ5a) and deciding how much to
disclose, for example telling co-workers abouttgkinedications for anxiety but not
mentioning that anxiety control is vital to managermof the symptoms of
schizophrenia (Goldberg et al., 2005). Strategscldsure means that the individual
chooses the circumstance of the telling. For examai employee may not disclose
until after proving to be a valuable employee (Geid) et al., 2005), or a person
would choose to disclose during a time of symptoee-health (Wahl, 1999b).
Learning how to disclose is vital to this procdgsiilbauer, 2002a; Wahl, 1999b) and
fortunately there are available resources thatiahelself-help support groups such as
NAMI (formerly National Alliance for Mental llinegsand books such alling is
Risky Busines@Vahl, 1999b) oDon’t Call me Nuts{Corrigan & Lundin, 2001).

Individuals choose to disclose in the hopes ofifigdinderstanding and
support. However, sometimes a disclosure is mét kgjection, prejudicial
statements, discriminatory behaviors, or completeedard. These reactions are
particularly hurtful and disheartening when theyneofrom close friends and family
members (Muhlbauer, 2002a; Wahl, 1999a) or health providers (Diaz-Caneja &
Johnson, 2004; Muhlbauer, 2002a, 2002b; Prior.e2@03; Shattell, McAllister,

Hogan, & Thomas, 2006). When those who should begmg and supportive, i. e.,
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family and health care providers, react negativielgividuals are silenced and less
likely to ask for help (Diaz-Caneja & Johnson, 2084attell et al., 2006) or to resist
stigma through advocacy (Wahl, 1999a). They maygggpce confusion from the
apparent abandonment and rejection of their cldsests (Muhlbauer, 2002a) or
relatives (Wahl, 1999a).

If the disclosure is presented without shame oraymiogetically, the
response is more likely to be positive and can teddrther discussions about mental
iliness or reciprocal self-disclosure (Muhlbaudi92a). However before a positive
and informative discussion about the mental illressstake place, individuals must
learn how to manage any internalized stigma they thay continue to carry
(Muhlbauer, 2002a). Mental illness education fa ithdividual and the family
members helps to decrease internalized stigmagfel leads to a sense of
empowerment and a desire to confront stigma (Camti@005a; Muhlbauer, 2002a;
Wabhl, 1999a). Although it is encouraging that induals with a serious mental iliness
are finding some relief from the effects of stigtheough the use of these strategies,
the numbers are distressingly small. Less than @bf#te participants in the largest
study to date on the experiences of mental illségsna (Wahl, 1999a) report
successful stigma resistance while 95% continuegort lasting consequences of
stigmatization, most notably a loss of self-confice and increased social isolation.

For those who do employ resistance strategiesupport found at self-help
organizations is invaluable (Wahl, 1999a, 1999Ihe $ense of shared experiences is
empowering and can lead the individual into the afladvocate (Wahl, 1999a).

Advocacy through public education that challendgesmyths about mental iliness is
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often listed as the most effective way to resiginsa (Wahl, 1999a; Watson &
Corrigan, 2005). A significant finding regardinguedtion, is that individuals who
have a mental illness indicated that “people inegekh—and mental health caregivers
in particular—needed to be better informed abouttaleliness for stigma to be
reduced”(Wahl, 1999a). Other resistance methodadeqorotests and confrontation
of direct stigma (Muhlbauer, 2002a; Wahl, 1999at8va & Corrigan, 2005).
Metaphorical Representation of Stigma

Metaphors, giving something a name or the chariatity of something else,
have been used since ancient times (AristotleCétitury BCE/1961) to paint a
mental picture of the concept under discussiony®re pervasive in our everyday
thoughts, words, and actions (Lakoff & Johnson,0)98nd it is suggested that we
cannot think without using metaphors (Sontag, 198Bgrefore it should not be
surprising that a metaphorical representationigfred was brought to mind while
reading about the constant force of stigma (Fifé/dght, 2000) and how it becomes
a relentless part of the environment through whchndividual must travel. | pictured
a woman leaning into the wind as she walked al@viglle it may be a disservice to
those who live with these stigma experiences te thls picture and set up a metaphor
of their lives as a symbol of their illnesses (Sgntl988), metaphors do help to paint
a picture for those of us who would seek a wayetate to the experiences. With that
in mind, | respectfully suggest that stigma is like consistently windy environment
in which those who are stigmatized must live. Altgb my thoughts as presented in
the following verse about the wind are benign, thleguld not be interpreted to mean

that stigma is benign. Rather the verse is predenmits the understanding that
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everyone encounters the wind regardless of th@gyithe wind affects everyone
regardless of circumstances, and everyone is fdocathke a choice on how best to
content with the wind.
Sitting, standing, resting, running, playing
On a porch step, on the ocean’s edge, in a swayangnock, in a back yard
The wind is ever present and tends to
Toss my hat, mess my hair, push me along, or heldack
| have no choice except to
Turn aside, ignore the ride, hoist a sail, hideyawa
Or struggle through
Because | have no choice

HIV-Stigma and Mental lliness Stigma Together

Does the wind blow harder or swirl about more &adity when there is more
than one identified stigma at work in the enviromt?eCarrying more than one stigma
is known as layered (Herek, 1999; Reidpath & CR2&95; Walkup, Cramer, & Yeras,
2004), multiple (Crandall, 1991), or doubled (Groas, 1991) stigma. There are
suggestions that the effects of multiple stigmag besynergistic or greater than the
sum of the two stigmas (Reidpath & Chan, 2005)amnjgounded (Worthington &
Myers, 2003). However the voice of one who cartiese burdens refutes these
descriptors, for if they are layers, cannot laymrsemoved? Cannot multiples be
divided or doubles split apart? “I cannot sepanmayebeing Asian Pacific, from my
being lesbian, from my being a woman who has argbiiiness ” (Stevens, 1994, p.

220). Although the descriptors may be misleading, important to recognize that co-
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existing stigmas do add to the tangle of threadsghrround the individuals’
experiences. It is equally important to recognie tt is less clear how or if co-
existing stigmas change the intensity or directbthe wind in the environment
through which the individual must struggle (Walletpal., 2004).
Health Care Experiences

There is a growing interest in understanding theeeences of individuals as
they travel through the health care environmerat agans of improving health care
delivery and thus patients’ satisfaction with theare (Anderson et al., 2001;
Edwards et al., 2004; Williams, 1998). The healireexperiences studies, also
known as interactions, encounters, or relations@ibesxander, 2004; Browne &
Fiske, 2001; Kuzel et al., 2004), focus on utilizatof services, barriers to access, and
availability of providers (Anderson et al., 200The experiences are explored from
both the provider’s (Collins, 2001; Johnson, Bdfi& Browne, 2004; King et al.,
2007; Servais & Saunders, 2007) and the patieet'spectives (Carr, 2001,
Chernomas et al., 2000; Diaz-Caneja & Johnson, ;2Q02el et al., 2004; Liggins &
Hatcher, 2005; Relf et al., 2005; Stevens & H&8B8&; Worthington & Myers, 2003),
often with an emphasis on the role of stigma inekjgerience. The researchers seek to
understand not only the one on one interactionsdet the patient and the primary
care provider, but also to understand the wholee&pce, from initial contact with
the health care system to interactions with all iers of the health care team to the
relationships that are built over time (Kuzel et 2004). This review will focus on the
patients’ perspectives of what it is like to int@ravith health care providers as they

navigate through the health care environment.
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From the stigma literature we know that individuddsnot step inside, out of
the wind, when they enter the health care enviraniniRather they carry their stigma
burdens with them. As a HIV-infected woman who dlas a serious and persistent
mental illness travels through the health careesysshe continues to contend with the
tangled threads and the windy environment of stigsalentified above. Therefore, it
is not surprising that the findings about healtte@xperiences are tangled up in the
literature about stigma or about living with a sti@gtizing disorder. A look at what is
known about the health care experiences of womenas bound by each of the
threads will be presented first, and then an expion of the experiences of women
who are constrained by both of the threads willliseussed.

Health Care Experiences of HIV-Infected Women

Because HIV stigma occurs during all stages oflikease, it is important to
look at health care experiences from the time afdosis forward. It is known that in
the initial stages of the disease, health care lmeagvoided out of fear of the stigma
over the fear of the disease (Chesney & Smith, 198% dread of stigma, of
becoming one of the “other,” can cause an indiMidggnore physiologic changes
that accompany the HIV infection in deference teraton to the psychosocial
ramifications of the disease. Fear of disclosuikdnead of the diagnosis then become
barriers to making healthy choices including theislen to seek treatment. This delay
in starting treatment has a negative impact ondhg-term prognosis for an HIV-
infected individual (Carr & Gramling, 2004a; Chegi&eSmith, 1999; Herek et al.,

1998).
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Being tested for HIV carries the risk of havingctinfront a dreaded disease
that carries a dreaded stigma, and thereforegtmg site is often a woman’s
important first health care experience related d.Hf the provider is unhurried,
relaxed, and at ease with providing informatior, Woman is likely to experience less
anxiety and report less stigma than if the provilsplays a judgmental attitude
(Worthington & Myers, 2003). The same holds trueewla woman receives her test
results. When positive test results and accurdbenration are given in a safe
atmosphere of acceptance and support while loakiragnd perhaps touching the
woman (Ingram & Hutchinson, 1999; Stevens & Hildetitt, 2006), the experience is
described as compassionate and of high quality éfswh & Doyal, 2004; Relf et al.,
2005). This is in direct contrast to experiencegmtihe test results are spoken
bluntly, “It doesn’t matter anyway. You're gonnad{Carr & Gramling, 2004b, p.
34) and without any signs of interest, through tong or eye contact, in what the
results mean to the women (Aranda-Naranjo et @052Ingram & Hutchinson,

1999). Such negative experiences undermine indagdtrust in health care providers
(Relf et al., 2005) and have ramifications for fethealth care experiences (Carr,
2001). It is interesting to note that even whentés¢ results are given gently, if
“tangible assistance” is not provided, the exper@emay not be perceived as positive
(Stevens & Hildebrandt, 2006).

Descriptions of negative health care experiences baen described as
“ambushes” because they are unexpected from thencoity of care providers
(Poindexter, 2005). Instead of finding respect sungport, a woman is met with

disgust, fear, and discrimination, and she wdMe the health care experience feeling
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devalued, demeaned, and disenfranchised (Busele\&e &, 2006; Khakha, 2003;
Relf et al., 2005) sometimes without having heltheaeeds met as described by one
woman who did not receive much needed pain meditathen her regular physician
was out of town. “l went in to see the doctor ol, @nd he would not give me
anything. He basically told me that | was a drudietd (Plach et al., 2005, p. 544).
There are also reports of broken confidences (Hehes, 1997; Surlis & Hyde,
2001), refusal to care for the patient (Carr & Gliag) 2004b; Moneyham et al.,
1996), and even abandonment after care is initi@edr & Gramling, 2004b). Acts of
insensitivity are especially hurtful such as whepregnant, HIV-infected woman is
exposed to public services posters that proclaarptbtured infant “has her daddy’s
eyes and her mother’s AIDS” (Ingram & Hutchinso899, p. 101). Equally hurtful to
women are times when physicians encourage womfmego pregnancy or to have a
tubal ligation to protect future children from infen (Ingram & Hutchinson, 1999;
Neely-Smith & Patsdaughter, 2004). Fortunatelys¢éheegative experiences are not
universal. Women report their health care expeasmmositively when the providers
instill hope (Stevens & Hildebrandt, 2006), showspect by listening to the women
and asking their opinions about treatment optiédwar{da-Naranjo et al., 2005; Catrr,
2001), or are treated as equals to other patielnésare not HIV positive (Surlis &
Hyde, 2001). However, there are more reports oatistactory health care
experiences than positive experiences.

There are clues as to why there are more reporiegdtive health care
experiences than positive ones. The health careriexces are surrounded by stigma,

and a power inequity is a necessary componentgrhat(Link & Phelan, 2001). This
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power differential is evident in the health cartisg (Browne & Fiske, 2001;
Shambley-Ebron & Boyle, 2006b; Stevens, 1996a).dxample, women of color with
HIV or who are caregivers of children with HIV befea passively and answered
guestions with one syllable responses and did mmttain eye contact in one study
(Shambley-Ebron & Boyle, 2006b). These behavioescansistent with other research
findings that suggest that women with HIV emploglsbehaviors that support self-
silencing as a coping strategy against an imbalahpewer in a health care
environment and act as barriers to becoming agtimeblved in their health care
planning (DeMarco, Miller, Patsdaughter, Chisho&Grindel, 1998; Walker, 2002).
Although Shambley-Ebron and Boyle (2006b) situakesl behavior in the context of
the Southern culture, they did encourage resea @met health care professionals to
examine their biases and to not ignore the isstieerarchical relationships and
gender and racial disparities (Shambley-Ebron &I803006a).

Another clue to the majority report of negative esience relates to the
attitudes of health care providers. Even with thegher levels of education, health
care providers hold negative attitudes about Hiégted individuals at levels similar
to those held by the general population (Chesn&n#th, 1999). The only offered
explanation for this finding is that perhaps thgaterse attitudes expressed by health
care providers are the expressed reactions te#reof contamination that is a known
risk for health care providers rather than expoesspf stigma (Chesney & Smith,
1999). Although this is an area that could be ergulon the future, perhaps knowing

the reason why stigma maintains such a strongantia over women’s health care
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experiences is less important than knowing thabés, and that HIV-infected women
do have to navigate through their health care expees against the winds of stigma.
Health Care Experiences of Women Who Have a SelMemal Iliness

It is known that stigma is a key reason why indist$ avoid health care and
fear being diagnosed with a mental iliness (BrowBr&dley, 2002; Corrigan, 20044,
Muhlbauer, 2002a; New Freedom Commission on Md#eéallth, 2003; Okazaki,
2000; Sirey et al., 2001), but what happens aftgoman is diagnosed and becomes
bound by the thread of mental illness stigma? ithatlike for her to seek care
primary care or specialty care such as psychiatrisomen’s health services?
Unfortunately the stories of women who seek such age scarce (Birch et al., 2005;
Liggins & Hatcher, 2005; Schneider et al., 2004at&Hl et al., 2006) and are often
buried in the bigger stories of living with a mdntimess (Chernomas et al., 2000;
Diaz-Caneja & Johnson, 2004; Edwards & Timmons52@tayne & Yonge, 1997) or
are part of a caregiver’s story. Caregiver expeesrseem to mirror the patient’s
experiences (Chiu et al., 2006; Levine & Ligen2202 Muhlbauer, 2002a, 2002b),
perhaps as a mechanism of associative stigmahanefore are helpful in uncovering
about what is known about how women with a serand persistent mental illness
describe their health care.

Although not explicit, the women’s stories suppbst their mental illnesses
have assumed the role of master status (Jones £9&4l). “...everything about you
starts being attributed either to the mental ikneésgnosis that you have...or the
medication...You're not seen as a whole person” (Bhait al., 2006, p. 238). Health

care providers seem to see the mental illness defoinstead of seeing the patient
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(Edwards & Timmons, 2005; Hayne, 2003; Levine &édmnga, 2002; Liggins &
Hatcher, 2005; Muhlbauer, 2002a). The women fegsible and unheard
(Chernomas et al., 2000; Muhlbauer, 2002a), theysjgal complaints are discounted
as being symptoms of their mental illness (Liggindatcher, 2005; Shattell et al.,
2006), or they are silenced with threats of beoukéd up if they continued to talk
about their troubling symptoms (Hayne, 2003). Sames they are met with
stereotypes that interfere with the their abil@yatcess services as when a psychiatrist
who believes that individuals with schizophrenia kazy refuses to provide help
secure financial assistance (Muhlbauer, 2002a).

When women with a serious mental illness seek @angformation about their
reproductive health or childbearing, they are ofteat with frustration and hurt.
Providers either discourage pregnancy, ignore caiklissues when planning
treatment, or do not provide answers (Birch et26lQ5; Chernomas et al., 2000; Diaz-
Caneja & Johnson, 2004; Edwards & Timmons, 2008)interesting finding is that
women who reported satisfaction with their psyaigdtealth care qualified that
satisfaction with the exception of when questioeserasked about reproductive
health (Birch et al., 2005; Diaz-Caneja & Johns2fiQ)4). No explanation was
provided for this finding.

Not all reported experiences are negative, but fileerliterature that was
reviewed only three studies report positive commenhihese are in addition to the
positive findings that were qualified in the ab@aragraph. Clear communication is
at the heart of the positive experiences (Schna&tlal., 2004; Shattell et al., 2006)

along with expanded access to services (Levinedgemhza, 2002). When a woman'’s
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feelings are validated through verbal expressionsa-verbal encouragements
(Shattell et al., 2006), she is more likely to aéhe the treatment plan and to make
good decisions about self care (Schneider et@04) and to take advantage of all the
services available (Levine & Ligenza, 2002).

It is discouraging to read that women have to awhigith the harsh realities
that stigma imposes on their health care expergertdew can these reports persist?
Why is mental illness stigma as prevalent in heeéite as it is in the general public
(Brinn, 2000; Halter, 2008; Malhi et al., 2003)?ltda(2008) suggests that the stigma
persists because students are educated and sedialian atmosphere that supports
mental illness more as a personal flaw insteadlyfin disorder. Others suggest that
it is more of an image problem that may be resolwedhanging the focus in
education from clinical signs and symptoms to aprowed of quality of life (Malhi et
al., 2003). Regardless of the reason, the stignsdseand continues to buffet women
as they enter into relationships with health caoviders.

Health Care Experiences of HIV-Infected Women wi8erious Mental lliness

HIV infection rates among individuals who have e@es mental iliness are
higher than for the general population (Bogartl2806; Meade & Sikkema, 2005;
Satriano et al., 2007) with more women than mendaifected (Stoskopf et al.,
2001). Providing treatment and care for this grgrpopulation is a public health
issue (Bouis et al., 2007) that is difficult to nage under the current fragmented
mental health care system (Andersen et al., 2006isBet al., 2007; Fremont et al.,
2007). HIV-infected individuals with a serious mantiness who seek care under this

fragmented system experience difficulty in accessire, dissatisfaction with care,
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and increased number of disability days comparddl¥binfected individuals who do
not have a serious mental illness (Fremont e2807). While this information is
valuable as a starting place for understandindnéadth care experiences of HIV-
infected women who have a serious mental ilinéssybices of these women are
absent in the literature.

Only two studies were found to shed some light ow these women describe
their health care experiences (Keigher, SteverBlagh, 2004; Tangenberg, 2002).
Tangenberg (2004) combined personal narratives pubitished research and
professional observations to start a dialogue atheutmental health needs of women
over 50 who have HIV. A description of the actuaahh care experiences of HIV-
infected women who have a serious mental illnesmised to a general
dissatisfaction with mental health services becafi$arriers to access and providers
who are insensitive to the unique needs of thesaemo(Tangenberg, 2002). One
participant in the second study (Keigher et alQ4)0eports adequate access to health
care for her complex medical needs, including Bapdisorder, with Medicare and
Medicaid lightening the financial burden of hereafiowever, in both studies the
voices of the women are silent on the topic ofrthealth care experiences as defined
in this review, their perspectives of what it igglito interact with health care providers
as they navigate through the health care envirohmen
In Conclusion

The purpose of this review was not to determine kidw stigma and mental
illness stigma experiences are similar or differént there are some compare and

contrast findings from this review that deserve titen Mental illness has been with
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society since before recorded history (Burns, 208@9 AIDS was identified less than
forty years ago (Shilts, 1987). However Americagzort that they know more about
AIDS than mental illness (Wahl, 1999b) and it iggested the knowledge about a
disease is a powerful deterrent to stigma (Corrig@04b). Discovering the driving
force for this finding would have implications feducators, policy makers, and self-
help support groups. A disheartening similaritya@ed in the HIV and mental iliness
literature is that the women'’s reproductive heakleds and mothering concerns are
not being met (Birch et al., 2005; Chernomas e8&l00; Diaz-Caneja & Johnson,
2004; Edwards & Timmons, 2005; Ingram & Hutchinsb®99; Neely-Smith &
Patsdaughter, 2004), although it is possible thati$ an experience that is common
in other stigmatized groups. Regardless of thengxdethis phenomenon, until health
care providers hear and heed the voices of wongardang their unique health care
needs, the women will not have all aspects of the@ith care addressed.

However the purpose of moving through this bodiitefature was to discover
what is known about the health care experiencéd\¢finfected women who have a
serious mental illness. The process has reveadd#alth care providers hold
attitudes towards HIV and mental iliness that isiksir to what is held by society
(Brinn, 2000; Chesney & Smith, 1999; Halter, 200®lhi et al., 2003), so it is not
surprising that what is known about the health exygeriences of HIV-infected
women and women with a mental illness is that ttpegences are surrounded by
stigma. The implication of this finding is that urstigma is reduced, individuals will
continue to be ambushed (Poindexter, 2005) bynealte providers. Health care

providers are well represented in this body oféitere (Collins, 2001; Johnson et al.,
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2004; King et al., 2007; Servais & Saunders, 200@)vever the actual voices of the
women who must contend with the stigma of HIV arghtal illness remain silent.
Research studies that are designed to give voitteese women are needed to shift the

focus from the provider to the women.
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Chapter 3

A secondary analysis of an existing qualitativeadst was conducted to
uncover how one HIV-infected woman who also livedwa serious mental illness
described her health care experiences. As heestarfolded, the role of stigma in
how she described her experiences was also coediderthis chapter a discussion of
the philosophical underpinnings of this researctigtewill be presented first followed
by a discussion of the original study. The sped#gsign of the current study will then
be presented.
Feminist Qualitative Underpinnings

All research is interpretative (Denzin & Lincol)(@5). The researcher
observes or is drawn to a phenomenon that is bbyrtde prevailing cultural,
societal, economic, historical influences and tim@rprets what needs to be known
about that phenomenon. Then the researcher intenphat is known about the
phenomenon and develops a research question. Enpretative process will drive
the research design, data collection, data anasasreport of findings. Each
interpretative decision is guided by the researshmliefs or interpretative
framework (Denzin & Lincoln, 2005; Guba, 1990). Jliamework stands on a
combination of four guiding philosophical principleontology, epistemology,
methodology, and axiology. Ontology asks questedmsut the nature of reality and
human beings. Epistemology asks about the reldtiprizetween the researcher and
the known, and methodology asks questions abouti®waan know the world

(Denzin & Lincoln, 2005). Axiology asks questiorizoat the role of values in the
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knowing process and addresses ethics, religionaastthetics (Guba & Lincoln,
2005).

Qualitative research “is a situated activity thoatdtes the observer in the
world” (Denzin & Lincoln, 2005, p. 3) taking the mhogical stance that there are
multiple realities that are the subjective expereenf individuals (Boyd, 2001) and
the epistemological stance that a partnership atwlee individual and the inquirer,
the known and the knower, is the means to knowledgstruction about reality
(Denzin & Lincoln, 2005; Munhall, 2001). Withoutdlknown (HIV-infected women)
the knower (investigator) could not give voice @teeknowledge) that would offer
guidance to others (Buseh & Stevens, 2006; Keigtedsler, Robinson, Fernandez, &
Stevens, 2005; Stevens, 1996b, 1998; Stevens 8&aGaR007). Methodologically,
gualitative methods are inductive, flexible, andtextual, and the axiological
principle that supports qualitative studies alldasthe inclusions of values thus
allowing for a holistic understanding of the papgant’s experience (Guba & Lincoln,
2005).

A feminist perspective highlights the lived expades of women in a
patriarchal society (Hutchinson & Wilson, 2001 )eaway to give voice to women
who may be silenced, oppressed, unheard, or distegdGilligan, 1995; Neely-
Smith, 2003; Stevens, 1995, 1998). This perspeels@ honors vulnerable groups
who may otherwise remain unheard because of samoeaic standing or race
(Denzin & Lincoln, 2005; Flaskerud & Winslow, 1998) qualitative feminist design
allows the investigators to approach the partidipanbjectively versus objectively as

the investigators seek to give a voice to the wolneallowing them to ask questions
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and to “hear” their stories in the context of thagtividual environments (Chase,
2005). Upon reflection of each of the philosophimahciples and how they translate
to qualitative methods and upon consideration efféminist perspective, the
gualitative feminist approach that was chosenterdriginal study was carried
forward to the current study as this approachvigdi with the study of women’s
experiences (Chernomas et al., 2000; Diaz-Canejahason, 2004; Edwards &
Timmons, 2005; Sandelowski et al., 2004, Steve®36h; Stevens & Hall, 1988;
Walker, 2002).
Original Study

The original studyAn In-Depth Longitudinal Study of HIV-Infected Wornis
the source of the data that was used in this custedy. Data collection occurred
between 2000 and 2003. A repeated qualitative tnagrenterview design was used to
follow 55 multi-racial, HIV-infected women livingnirural and urban Wisconsin. This
study was conducted with full approval from the Wémsity of Wisconsin-
Milwaukee’s Institutional Review Board and undeg tfuidelines of a confidentiality
certificate issued by the Department of Health &téun Services. Prior to data
collection, informed consent was obtained, andotir¢icipants received a modest
payment of $30 at each intervieim-{Depth Longitudinal Study of HIV-Infected
WomenNational Institutes of Health Grant #R01NR0048&fincipal Investigator,
Patricia E. Stevens, PhD, RN, FAAN).

The aims of the original study were to “1) exantime meaning and impact of
HIV/AIDS in the lives of HIV-infected women; 2) desbe the overall health needs of

HIV-infected women, including subjective symptonpexences and symptom
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management strategies; 3) explore personal anéxtoial factors that influence HIV-
infected women's capacity to initiate and adheregatment regimens; 4) explore
personal and contextual factors that influence lifécted women's capacity to
reduce risky sexual and substance use behaviat<$i)aanalyze participants' accounts
of using health care, drug treatment, and socraiees, identifying how structural and
interpersonal factors in care delivery and socigfave systems support or hinder
HIV-infected women in accessing resources.” A sstnictured interview guide was
designed to elicit information related to thesalgtaims during the interview process.

Participants were recruited using a purposive sagpéchnique, targeted
chain referral, that works well for recruitmentargtudies that investigate sensitive
topics such as HIV (Biernacki & Waldorf, 1981). Addrticipants were at least 18
years old, conversant in English, and HIV positiyeself-report (Buseh & Stevens,
2006; Stevens & Galvao, 2007). The women were sgbddor ten face-to-face
interviews over two years, two to three hours eatla, private location that was
chosen by the participant and with the same interer (Buseh & Stevens, 2006).
This strategy created a safe environment for thiecgzants that facilitated the
development of trust between the investigator &edpiarticipant. Forty-four women
completed all ten interviews (Stevens & Hildebrar2@06).

NVivo™ data management software , a specializedocben software package
that was developed to assist in the managemenialitative data (Richards &
Richards, 2003), was used to manage the large asofidata that were generated. .
The interview tapes and field notes were transdrile¥batim and imported into

NVivo™. As the researcher read and coded the tfaazoded text was assigned to
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different nodes, the software storage areas foctkes that were assigned by the
researcher. The software’s search engine was thesdd to track the themes or ideas
located in the different nodes (Richards & Richa&f})3).

A within-case, across-case analysis was used lgzmntne data. The specific
process was devised by the Principle Investigatdriswell described in the literature
(Stevens, 1993, 1994, 1996b, 1998). Within-caséysisastarted with an initial read
through of all transcripts, and then a Threshol@lgsis, first engagement with the
data, was done to find the major content that tyeelated to each original study
aim. This content was coded using the Code BooR &geted Specific Aims
Analysis. Next a Narrative Summary was constructgdg a template that allowed
the investigator to fill in a description for eatcipic on the template. This summary
was used to inform other team members about theipants. The final step was to
do a Narrative Elements Analysis using the CodekBooNarrative Elements
Analysis. During this step, content that was disextlevant to each code was
identified. Careful memos of analytical decisioreravkept throughout this process.

The across-case analysis was completed by lookitiggasimilarities and
differences among the participants’ stories thaeve®ded during the Narrative
Elements Analysis. Qualitative matrices that pldtiee story elements across the
participants and compared the individual experisragainst the experiences of other
participants were constructed and helped idenatyepns across the cases. The final
step was to select exemplar narratives and interewcerpts that best displayed the
patterns (Buseh & Stevens, 2006; Plach et al., 28@#vens & Galvao, 2007; Stevens

& Hildebrandt, 2006). Throughout the analysis tieestigators used inter-rater
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reliability activities, referred back to the tranpts to ground the data, kept memos of
all analytical decisions, and conducted participatidation (Buseh & Stevens, 2006;

Stevens & Galvao, 2007; Stevens & Hildebrandt, 2@0@&ssure that the participants’
stories were authentic and that the analyticalggsavas auditable.

Although the data collection part of the parentigtis completed, the research
team continues the analysis of the rich, in-deptérviews that form this large data set
and to publish the findings (Buseh & Stevens, 2@G0&ch et al., 2005; Stevens &
Galvao, 2007; Stevens & Hildebrandt, 2006). Addidly, the Principle Investigator
has made the data available to doctoral studentscah ask new questions of the data
while learning the research process.

Current Study

Study DesignThe current study is a secondary analysis of te fiamAn In-
Depth Longitudinal Study of HIV-Infected Won{Biational Institutes of Health Grant
1R01NRO004840, Principal Investigator, Patricia Eevéns, PhD, RN, FAAN) that
explored the experiences of one woman who livek #ll and a serious mental
iliness. The richness of narrative data makes ther@nable to secondary analysis as
either new questions can be asked of the datatéih&tarr, & Thomas, 2007) or a
focused analysis of a subset of the data (Buseke®€€8s, 2006; Keigher et al., 2004;
Plach et al., 2005) can be conducted while maiimtgia link to the original study’s
aims (Hinds, Vogel, & Clarke-Steffen, 1997).

One of the aims from the original study was to gmalkhe participants’
accounts of using the health care system. Foruhermt study a subset of the

interview data was analyzed to explore this airmftbe perspective of a participant
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who also has a serious mental illness. Additionaigre is evidence from the original
study that particular groups such as African Anaarizomen experience stigma on
multiple levels and that their responses to stigmag hold information for how to
assist women to manage stigma (Buseh & Steven$)20@st as this unique group of
women merit a focused exploration of their stigmpegiences, so do women who
carry a mental illness because they also hold gipos$n society that has been marked
by disregard (Chernomas et al., 2000; Diaz-Canejal@son, 2004; Edwards &
Timmons, 2005). Therefore, the purpose of thisystuds to listen to the stories of a
HIV-infected woman who has a serious mental illreasd then to translate her stories
through narrative analysis into knowledge that Wwéluseful to nursing and other
professions that provide health care to women &g iteanage the complexities of
their lives.

Research Questioithe current study was guided by the question, “HHoes
one woman describe her experiences as a HIV-irdegtenan who has a serious
mental illness?” Because it is known that stigma central force in the lives of HIV
infected women who have a serious mental illnege &Wright, 2000), it was
reasonable to expect that stigma experiences vmiidcluded in the data. For that
reason, a second question was “How does a HIViafewoman who has a serious
mental illness describe stigma experiences andesponses to those experiences?”
These questions evolved from the literature re\tteat revealed the complexities of
women'’s health care experiences that are tangledthhe experiences of having

HIV and having a serious mental illness and surdedrby stigma.
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Data SelectionTo take full advantage of the longitudinal natuf¢he original
study, the interview data from the women who cortgalell ten of the scheduled
interviews over the two-year data collection peryedr were considered. This
criterion maximized the exploration of an indivitlaaxperiences of living with a
disease as this topic was reintroduced at eactviete (Buseh & Stevens, 2006).
Inclusion criteria for this study were:

1. Completion of all ten interviews.

2. Self report of being diagnosed with a serious agrdiptent mental disorder
disorder (e. g., psychotic disorders includingzgphrenia and
schizoaffective disorders, bipolar disorder, maepressive disorders).

3. At least some of the following circumstances appiirethe interview data:

a. Mention of taking psychotropic medications suclaaspsychotics or
mood stabilizers.

b. Inability to express thoughts logically or use dafigjointed
communication style.

c. Reference to a psychiatric hospitalization.

d. Labile affect

e. Reference to or display of a functional impairmirat would keep the
woman from managing money, living successful indbemunity, or
maintaining a household

f. Hallucinatory experience.

g. Paranoid behaviors.
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Adequate sample size in qualitative research idaséd on a number but is
based on the investigator’s judgment of the qualrtgt quantity of the data that will
allow for a “deep, case-oriented analysis...” whiteovering “a new and richly
textured understanding of experience” (Sandelowi€dd5, p. 183). In consideration
of the richness of the data sets that spanned éacsyselection of one participant,
Inez, was made under the guidance of Dr. Patri@ae®s, Principle Investigator.

Data Managemen#fn electronic copy of the complete data set thatdlha
identifying information removed was saved as a bBoft Word document file on a
password-protected laptop computer that residesyinome office. All back-ups of
the data and analysis files were saved on a dedi¢4%B flash drive that was secured
in a locked file drawer in my home office. Any harapies of the data that were made
during the analytical process were stored in timeeskocked file drawer.

A clean copy of the data set was maintained, aaitialysis was conducted
by using a working copy of the data. The word pssagg options available on
Microsoft Word were used during analysis. Keywondse indexed to assist with
coding; bookmarks were used to delineate storigscalor-coded highlighting
provided visual cues to specific text. Additioniés$ were created as needed using the
copy and paste option. Annotations/comments asgsigith documentation of
reflexivity and analytical journaling, which wasroelectronically. However | also
maintained a handwritten journal that was stored liocked drawer when not in use.
After working with hard copies of the data, my reote digital voice recordings were
added to the electronic copy of the record as ssqoossible after the reading. A code

book was started as the data set was opened dmatlynncluded the broad categories
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of health care experiences and stigma experieasegperationalized in the following
section. The code book evolved into an electrateddlder labeled “intriguing
elements.”

Data AnalysisThe first step in the analysis of this single cstsely was to
meet the data through an initial reading followgdakmore careful line by line
reading. | used a dedicated digital voice recotdeecord of my thoughts during the
initial engagement with the data, and the recoreliag transcribed and added to the
data document as annotations as soon as posd#r@atading session. However |
changed to handwritten notes in the margins ohtre copies with subsequent
readings. The act of writing, rather than speakatigwed me freedom to work
outside my office without breaching confidentiality speaking my thoughts.

Stories were the unit of analysis, and | set outdimarcate the health care
experience stories and stigma stories. Text tltdtdes the structural elements of
orientation, complication, evaluation, and resat{Labov & Waletzky, 1967) were
be named a story. Orientation refers to a spelséginning, complication is the story
actions that are temporally or causally linked,leaon statements suggest the
participant’s understanding of the experience, rasdlution is the identified end of
the story (Stevens, 1998). Health care experietmcees were operationalized as
reference to any interaction with a health careider, including telephone
conversations as well as personal contact. Stigarees were operationalized as
mention of being made to feel guilt, blame, or sadar having HIV or a mental
iliness, reference to discrimination (e. g., agaibr to health care, housing,

employment, educational opportunities, etc.), &pe¢ stereotyping, or oppression.
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As stories were identified, they were placed irpasate document file labeled
“intriguing elements” as subfolders for each maategory of story.

The data were then opened up (Richards, 2005) dlyzang the stories
dialectically to evaluate the events as well ag’landerstanding of the events. With
careful respect for her unique storytelling stylReessman, 1987), an adequate
paraphrase of each story was constructed to ¢afitadn to the main plot and context
of the action, all actors involved in the actiondder evaluation of the story (Polanyi,
1985). However Inez’s unique storytelling technisjgecated a challenge when
attempting to pull her stories from the data.

Although the elements of a story were located endata, they were found
with difficulty because of Inez’s unique storytatli techniques. Her stories were often
embedded in the seemingly disconnected detailseofitcumstances that surrounded
the story she was relating. This resulted in lepgtimbroken sections of data that did
not include paragraphing, voice inflection, or atbees that the she was changing
topics. To delineate her story elements, and thatetarly hear her stories, a textual
analysis, based on feminist principles, was dewadofhe textual analysis was
conducted by placing the text in a table. The nunobeolumns and rows was
determined by the content of the text and evolwathd the analysis as her topics of
discussion were discovered in the data. Though$gatences of similar subject matter
were placed in a column dedicated to that idea eaith thought in a separate row
cell. When a different thought was introduced ie téxt, that thought was placed
under a different column in the next open row. Tdneated open cells in the columns

but maintained the original flow of the text. Theea cells were visual reminders that
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Inez changed direction in the story she was rejatkiter all the data were inserted
into the table, the content of the columns was,raad a title was assigned to the
column based on the general theme of the contéig.pFocess created an extensive
table. It also created a way to untangle her stdram the surrounding details by
reading the text vertically all the while being awaf her intervening thoughts. This
process also revealed that although lengthy andintied, these large sections of text
often held a main topic along with rich detailssafrounding circumstances that
elsewhere in the data became the main topic. Finisrptocess, data that held
elements of the same topic were identified andeggged into files (See Appendix A).

The next step was to code the elements of theestdQualitative coding is
used to retain, versus reduce, the data by idemgifyelevant or interesting categories
that emerge from the data and then segregatingoithed text from the data document
(Richards, 2005). The coded text was identifiec¢@tegory and by interview number.
This allowed me to see how her reflections on &topanged or stayed constant over
time. After | segregated and identified the coded,tl examined it for themes and
patterns that were similar or different from iniew to interview. During this process
the coded text was labeled as an “intriguing eldrheng. suicide, living
arrangements, or Michael. All data that relatedaoh intriguing element were placed
in a folder and organized into one story.

Rigor. To assure scientific adequacy, this study adherdidet standards of
rigor in feminist research (Hall & Stevens, 19919luding reflexivity, credibility,
coherence, complexity, honesty, and dependabiiig. evidence of adherence to

these standards is as follows. 1) Reflexivity f@muen the data-researcher
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relationship. Because the researcher is in pahipevath the participant, or the data
in the case of the current study, evidence of xefiy is important to the accuracy
and relevance of the results. | reflected on haee hwas similar to or different from
me and how these differences and similarities playe as | interacted with the data.
| considered how my interaction with the data ieflaed analytical decisions, and if
the interaction was hiding or uncovering the reseguestion (Christman, 1988). A
reflexivity journal was maintained throughout thedy. 2) Credibility of the findings
was validated with the original investigator as éimalyses were conducted. 3)
Coherence of the emergent intriguing elements \wasked through documentation of
analytical memos that were discussed with the maighvestigator. 4) During
analysis, the participant’s unique experience wamhed through adherence to the
standard of complexity which demands that the nhgarities be afforded the same
analytical consideration as do similarities. 5) Esty in reporting the findings was
assured by returning to the original data to groomydiindings and by collaborating
with the original investigator. 6) The standardlependability was met through
careful documentation in a methods/analytical jau(Rodgers & Cowles, 1993).
Documentation of analytical decisions, validatidndentified patterns and exemplars
of the stories with the original investigator as #nalyses were conducted further
enhanced the authenticity of the findings from #tigdy.

At first glance the tasks of adherence to standafdgor may seem awkward
considering that | was “hearing” the narrativesriran “invisible” woman by reading

her interview data, but that is an appropriate @pato the purposes of this study. It is
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not seeing a woman that allows others to knowwmathan’s experiences. It is hearing
that woman’s experiences.

Ethical ConsiderationgConfidentiality, honesty, and protection of human
beings are the three major ethical considerationikis study. | did not have access to
the original, recorded interviews in compliancehithie IRB approval for the original
study. | did have full access to the transcribedrinews and field notes, and this data
did not include any identifiers that could link ttiata to the actual participant. |
maintained the security of the data and continbhecthain of confidentiality that was
started during the original study when pseudonyraevassigned to each participant.
Another layer of confidentiality was added by asgig pseudonyms to all of the
people that Inez discussed and by changing or relgdkie names and addresses of
the places that she mentioned. Electronic filesevstored on a password-protected
laptop computer, and back up files were saved @edécated USB flash drive which
was stored in a locked cabinet in my home offiamglwith the hard copies of the
data. Having no contact with Inez did not absoheefrom holding to the ethical
principle of honesty. The findings were reporteé@my and honestly. | do not hold
direct power over Inez and thus cannot deceivepenly, but | do hold power over
the data, and | am obligated to publish my findihgsestly (Hall & Stevens, 1991;
Munhall, 1988).

This study was approved by the University of WistorMilwaukee Internal
Review Board. Because | used existing, de-ideutifiata, | was granted exempt status
approval (See Appendix B). As | engaged with thadiaconsidered the protection of

my emotional welfare. | did this through journalimyy reactions to the data and by



performing self-assessments to recognize any enmadtdistress that | may have

encountered.
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Chapter 4

Inez, 45 years old when data collection starte200, is an African-American
mother and grandmother who lived in a Midwestetaararea throughout the data
collection. Inez is physically described as shadt atoutly built with light brown skin.
She likes to dress as stylishly as her circumstaattew, often in bright colors and
always in pants or leggings except for one timemsige was not feeling well and was
wearing a dressing robe. She wears jewelry in ey &d nose, and she occasionally
wears wigs so her hairstyle changes often. Inekemoigarettes, but not in the
presence of the interviewer. At times Inez speatig/that express strong emotions,
but she usually sits quietly during the interviemithout displaying those emotions.
Her affect is sometimes incongruent with the contéthe conversation, and there are
times when she fills her dialogue with languagé thaexually explicit. Inez’s speech
is usually soft, and it is compromised by a constgimding of her teeth which may be
a side effect of her medications. Inez is HIV pesitand she has a serious mental
illness, and this is her story.

Inez mentions how she would have her story tolidyél going to study, you
have to study right to know all our problems downhe other to get a true
understanding of those.”

Inez did her part by telling her story. She faitlyficompleted all ten
interviews even when she was not feeling well, inaisg in a chaotic household, was
trying to communicate through her delusions oruatiations, or was quietly

withdrawn into herself. My part was to listen ta erds, without hearing her actual
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voice, and my challenge was to give a voice towmds through the findings from
the data.
A metaphor for organizing the data

Moving through the data was much like moving thtoagabyrinth, an ancient
symbol for a journey along a purposeful path towamtioleness. An individual can
walk through a labyrinth either figuratively orditlly by engaging in reflective
thought while moving from the labyrinth’s entrartoehe center and then back out
again. The beginning and ending of a labyrinthadrdne same place, but the traveler
is different after exiting the labyrinth for thetpdeads into and out of the center.
Upon entering the labyrinth, the traveler may cdesthe events that precipitated the
desire to explore the center where defining expegs often reside. The walk out of
the labyrinth then becomes a time of reflectiondrat was found at the center and
how those discoveries have changed the traveler.

The journey through the labyrinth of Inez’s nawatdata included twists and
turns, but there was always a path that led tdvdzat or center of her stories and then
back out again. There is no reason to believeltieat engaged in this reflective
exercise when considering what or how she wouldudis her life with the interviewer
for the data indicate that her path was not alwayposeful, obvious, or without dead
ends. The labyrinth metaphor is a device to exglaiv her stories were organized.
The path to the center symbolizes Inez’s life betbe two life-changing experiences,
being diagnosed with a serious mental iliness atet being diagnosed as HIV
positive, she describes throughout the data. Tddis ipto the labyrinth adds context to

the center. The center holds the stories of In@zsspsychiatric hospitalization and
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the day when she was diagnosed as HIV positiven Tilez’s stories about how she
experiences life as a HIV-positive woman with a@es mental illness are the path
out of the labyrinth.

From this wandering into and out of the labyrintithwhe narrative data, the
findings were clarified. Although the initial inteaof this studywas to uncover Inez’s
health care and stigma experiences, the depthndaasity of the data intrigued me to
explore beyond that narrow focus as | attempteghio the “true understanding” that
Inez would have others know. Therefore this in-egatse study is presented starting
with a chronology of Inez’s life before she wasgtiased with a serious mental illness
and then later as HIV positive before moving to tedlections on how she lives with
these two life-altering diagnoses.

Preparing for the journey into the labyrinth: Uniely Inez

When Inez reports her experiences she does sadiodyncratic speech
patterns reflective of her unique way of thinkirgpat the world. She randomly
repeats a particular phrase that may seem nonaétwibhe listener, and she often
provides all the particulars of the many appointtaetme must keep and the decisions
she must make. At other times Inez displays a mstantial pattern to her speech as
she tells all the details and surrounding eventsrbeeturning to the main point of her
story, and sometimes Inez misuses words and mix@sataphors. Because these
patterns are found to some degree across thet@wmiews and are evident in the
direct quotes that are a part of the analyticalifigs, a description of the idiosyncratic

speech patterns follows.
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Inez’s phrase: “down to the other.”
You see, because umm, my baby, he was properhhédas properly
cared for down to the other. | always burped Mi¢thagut Michael on the
bed, down to the other. You see, down to the dtherake sure that he is not
wet down to the other, previous to him going t@pleause | have a habit of
laying down with my baby. | always layed him on brgast to make sure.
But this particular day, | had put the baby in biady bed. And | woke up and
the baby wasn't breathing. | called the paramedmsn to the other...(Inez).
In this brief excerpt, Inez describes a painfulexignce from her past. Her
repeated use of the phrase “down to the other’beagiistracting as it seems to jostle
the reader in and out of her story. Inez usessime®ech pattern frequently and
randomly across all of the interview data. It dnesappear more often when she
discusses stressful topics, and while it is sonmegiosed as filler in her conversations,
there is no reason to think that it is used whemnistat a loss for words. Her stories
continue freely. However this phrase may be a &ato understanding Inez’s stories
unless it accepted as a part of Inez’s speechrpattel that it holds significance only
to her.

Details.

Lisa Greene, when | first went over there to getbiopd test,

‘cause | have to have a blood test done every tin@ghs and um Lisa
Greene | think it's g-r-e-e-n-e. Registered case. Reged nurse case
manager...That's at [name removed] Medical Clirknd her

telephone number is 37280, extension 119...(Inez).
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This information was not read to the interviewersiinformation that Inez
memorized and shared when asked about her recndiinte the study. This was not
an isolated incidence, for Inez shared similaritetdbout most of her appointments,
her past and present living arrangements, and daggnificant events in her life.
For example, instead of saying she changed apatsirsre said, “I left [address
removed] N 31st Street and went to [address renjdvé&®nd, Apartment 4. ” Instead
of mentioning her niece’s name, she said, “Her tdtarghame is Nikesha Wendy
Rene Canon. Okay. Now it's Nidesha Wendy Rene Mght ‘cause she married to
John Aaron McKnight. In ‘96 she got married to hiMay the 6th they got married.”

These many details intrude into the storyline, mgkt difficult to decide if
the details are central to the story or not. Pesisdge uses the technique of repeating
details as a reminder of an event or appointmemis{@ering the number of people
she contacts to secure her health care, her fiaeswgpport, her living arrangements,
and her emotional support system, this is a likalgsibility for this storytelling
device. There is no reason to think that the detai included to impress anyone with
her ability to recall the information or that stensiders the details useless, although
she never gives clues to the importance she asighe details. It is also possible
that Inez’s inclusion of many details is her attémog‘get it right” as she tells her
stories so that we “study right to know all our lgieims...”

Surrounding circumstanceSometimes Inez fell into a pattern of
circumstantial speech, making it difficult to foNcher storyline. Her answers to the
interviewer’s questions were covered up by surrcumndtories that she wanted to

share. While this form of speech is seen in indigid with thought disorders, there is
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no way to know for sure that Inez was experiensinch a disorder. However,
because there were occasions in the data wherspended directly without
inclusion of the many circumstances, it is possib& she was experiencing some
cognitive disturbances when she adopted this spesitérn. An example of Inez’s
circumstantial speech pattern from the data andthatwdata were analyzed is
presented in the Appendix. However it is mentioherk to explain why some of
Inez’s quotes in this chapter contain multiplepslés as specific stories are pulled out
from her lengthy, circumstantial responses.

Inez’s unique use of words and metaphbrsz’s unique use of metaphors and
her misuse of other words are not barriers to hgdrer stories. Rather they offer us a
glimpse into her expressive style as she atterogtelp us understand some important
events. For example, when Inez tells us that sfeg/eteing in a support group for
individuals living with HIV, she says that while this group setting she is
comfortable because she is not “I guess you waapa®ing a sore thumb or being a
needle in a haystack that stickin’ out that dow’irf. ” And then “just out of the clear
blue moon” she will let us know that some eventgess unexpectedly and
infrequently. At other times she lets us know wéta is feeling by misusing a word,
such as when she tried to fully explain what it \Wees to live in a chaotic household
by saying, “It's like living in the bewildernessoy know. . . ”

With an understanding of Inez’s unique storytelldeyices, there is a
decreased chance of misunderstanding her wordsdhétt cause something “...like

bewilderness down to the other” as we first conside significant events in Inez’s
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life that she has asked that we “study right tovkadl our problems down to the other
to get a true understanding of those.”
Inez

Inez freely shared stories about her past and disutopes for the future.
These stories include details of the events thiat ¢peeat significance to her. She
expresses the significance of these events impliayt returning to them from time to
time across the data or by relating them in greatldduring one telling. Inez’s stories
of hope for the future revolve around her desirbdpefit others through the telling of
her life experiences and her longing to reclaimdiérself. “Then | thought | got to
get a life. | need a life. 1 need my old self k&t Interestingly the woman Inez
hopes to reclaim is not free from HIV or mentah@ss. The woman Inez wants to
reclaim is an independent woman who is free toiliven environment that is
nourishing to her health and her family relatiopshi’You see on my own | know |
can do better...Everybody that | know that got tlo@n place they are full of life and
joy. They have their good days and bad days aaitkttvhat | really want. | want my
own.”

By telling us that she hopes to “get her old sally” Inez is also telling us
that she feels as if she has lost parts of hersielfe by piece, over time. References to
loss are included in the stories that Inez revigite and again across the data such as
the stories about her chaotic living conditions iethately before and after she was
diagnosed as HIV positive; the day she was diaghaseH|V positive, including
accounts of how she struggled with suicidal thosghér experiences with residual

nerve pain after contracting shingles; and heticeiahips with men including her
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perceptions of the man who she believes infecteavtie HIV. The stories that Inez
shares only once, but in great detail, are abautithe she participated in the Job
Corps as a young woman, and about the death d@stelborn child, Michael, and the
subsequent deterioration of her mental healthoAlhese stories are surrounded by
details of her family relationships, and all ofskestories carry elements of her health
care experiences. Therefore all of these storemaportant to the discovery of one
woman'’s experiences of traveling through the md4iag with HIV and a serious
mental illness as she longs to reclaim her “olfl’sel
Into the labyrinth

Few details are found in the interview data abaoatls childhood experiences.
However we do know that she is one of four siblifigsberta is her older sister,
Donna is her younger sister, and William is thengmst child in the family. We also
know that their childhood experiences included ptalsabuse “I was got a hold of
with an ironin’ cord or somethin’ like that” andcahol misuse. “Cause my mother,
she was an alcoholic down to the other. She hadiadman in her relationship...But
it was hard for her.” She explains the paucitylifdhood stories and perhaps even
gives insight into how she is able to weather the and downs she has with her
family members when she says, “It's kind of har@xplain. | try not to think about it
‘cause it's a lot of pain in the back. So I'd ratige forward and let the past lay
down.”

Conversely the stories of Inez and her siblingadadts permeate the interview
data. Roberta and Donna are often central to theestthat Inez shares, but William

does not appear in the data with any consisteneg ¢xplains this by simply saying
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that they were “not close.” These sibling relatitipshreads were woven through the
story of Inez’s life that unfolded as the data wemnalyzed.

As a teenager, Inez participated in the Socialrfgpiob Corps for Women in
Kansas. Inez talks about how she was skipping $@mbbecause of this “my little
wild tail was shipped out to job core.” Inez tafksely and positively about this
highly-structured, military style program that alled her to finish her high school
courses while learning the skills to be a certifienising assistant. In fact she
remembers this time in her life and this experiesa “beautiful thing.” The women
in this program were required to work on their hggihool courses, to learn a technical
skill, and to do household chores such as cookaumpdry and cleaning. They slept in
a bunkhouse and were responsible for the genekaleypof the facility, but their hard
work was rewarded by weekend passes to a nearbytteat housed an army base.
Inez seemed to enjoy her time with the job corgbstates that she “had a ball of fun,
| had a ball of fun.” However, before she completeslprogram she made the
decision not to return to school after a regulaekend visit to the nearby army base.

| ran away from job core. That's how | got pregngod see. |

thought | was in love with someone, and he was doade. He had his

own apartment, down to the other and everythingyae my little

gangster, and he was working hard, down to theroéimel everything,

so | just didn’t want to go back (Inez).

Inez stayed with this man for four months. Durihgge four months, Inez
called her friends at the Job Corp and eventuakyized that she missed her teachers

and the companionship of the other women in thgnam. Also, she worried.
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“...cause we be like we were in the military, we haaMP . . . , military police be
knocking at my door, knocking at my door.” So hekder to the bus stop, and that
was the last time Inez mentions her “little gangstghe returned to the Job Corps.
When it was discovered that she was “more tharethmenths pregnant with my child,
down to the other, so | could not have no abortamgch | did not want no abortion.”
Inez was dismissed from the Job Corps and sent boi®e Louis. However because
she was at the end of her training, she was awardhégh school diploma and was
certified as a nursing assistant.

Inez was 19 years old when she returned to hedyam$t. Louis. There is no
information about the reception that she receiheayever she did not stay there for
very long. Her Aunt Minnie, who lived in a differiecity and who had two foster
children under her care, died about the time Ieéizthe Job Corp. So Inez moved to
help care for these foster children. She talks attmmany cousins and neighbors
who helped her during this time, and it was ints thne big happy family” that her
first child, Gene, was born.

As is often the case for Inez, this time of stép@ind happiness was
interrupted by circumstances over which she hadamirol. Inez’s uncle made the
decision to relinquish care of his two foster craldl She believes that he made this
decision because the woman he was with did not th@nthildren around. However it
is possible that the children were removed frora bime because the dynamics of the
family changed when Aunt Minnie died. Regardlesthefreasons, Inez was
emotionally hurt by this decision, and although steved out of her uncle’s home she

maintained ties to her extended family.
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Inez worked as a waitress or as a nursing assistan she was no longer
needed as a child caregiver for her uncle. Her eraahd her extended family helped
with childcare. Then Inez met the man who fathéeeldunch” of her children; she
names six children across the data but does nationghe fathers’ names. This
period of her life was filled with children and vkoand stress. One of her children
“did not develop fully” and lived nine years on achine. It is perhaps this child that
she eventually “let my child’s father raise him.cBase it was hard for me. | had
already had three children.” There is also a refegdo a child who was raised by a
friend, but | wonder if she is referring to theldnivho was raised by the father. It
seems that Inez has cared for children, hers drettoff and on most of her life.
Approaching the center

Inez names six children in the data. They are Geealgia, Claude Jr., Pamela,
Andrew, and Michael. She also mentions an unnarhid who was a triplet to
Felicia and Claude Jr., and another child who washkel’s twin. However, she only
identified six children by name. Although she mens her children off and on across
the data, she provides little information about fre¢ationship with each child with one
exception, the story of Michael.

Michael’s story is different, for the story of tshort life is tied closely to one
of the life changing experiences that reside at#reer of this analysis. Michael's
story leads to the day she “snapped” and was ladizeitl for the first time because of
a serious mental iliness. Inez was hospitalizemlnmental health facility off and on for
at least nine years after Michael died. She alsoitsdo misusing alcohol during this

same time period. The entwining of these two I¥pexiences with the occasion of
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Michael’'s death may explain why his story is taldyreater detail than the stories of
her other children.

When he was about five weeks old, Inez lost Micheetrib death and |
never could get over that. | never could. | nexarld get over it.” Inez walks through
the memory of Michael’s death first by detailing tbare she gave him.

...my baby, he was properly fed, he was properlyccéve

down to the other. | always burped Michael. | Blthael on the bed,

down to the other. You see, down to the othera@ersure that he is

not wet down to the other, previous to him goingleep cause | have a

habit of laying down with my baby. | always layleith on my breast

to make sure (Inez).

Then she moves to the day when her care did ngt Meéehael safe. She
awoke, checked on Michael, and he was not breat&ihg called the paramedics who
guestioned her about the circumstances of Michaekdh, an experience that she
describes as a “third degree.” It seems that Im@2ederything that she knew to do to
keep Michael safe, yet he died. Her mind couldsadely process her grief, and she
“completely snapped.” Instead of planning and alitegy her son’s funeral, she was
admitted straight away to a psychiatric hospitaltfe first time in her life.

At the center of the labyrinth

Inez was 25 years old, her youngest child haddiest from crib death, and
she was unable to cope. ‘l.was out there on the crazy ward hospital fore@adme
time until | could come back...” Thus began a nineryeeriod when Inez was in and

out of the psychiatric hospital.
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The stories of Inez’s confinement are not inclugkethe data, but she indicates
that her family cared for her children when she waable. “My mother, my uncles,
they was there for me off and on with them. | diglrst raise them by myself.”
Additionally she does not tell us much about herdiuring those times when she was
released from the hospital. She only briefly memgithat she did some traveling with
a man, and that she was out of town with him wherniother called to tell her that
she [mother] was diagnosed with colon cancer. & alao during this time that Inez
had another child die, a son who was “born witlmaarbtumor, down to the other...we
had to pull the plug on him when he was nine yeldsUm hum.” This child was
never in Inez’s direct care, and perhaps that expkhis rather unemotional statement
of his death. Or perhaps her mental state duriisgithe was such that she was unable
to fully process this loss. Regardless of the nessthere is very little information
about this life-changing period in Inez’s life, tvibne exception, the story of how she
grieved for Michael.

Inez weaves together the stories of how she copiadviichael’s death and
her alcohol misuse. The alcohol was consumed waddweyst ritualistic conditions, for
a specific purpose, and in isolation. She introdubes topic quite simply.

...then there was the alcohol...I thought, | thoughbuld see

my child. But my child was nowhere to be found. Argbt to the place

at Evergreen Cemetery...l wouldn't allow no one tcagound

Michael’s grave, the other kids and stuff as theg \growing up...I got

me a blanket and | got to always have me someiiglang as | was at

the cemetery down to the other.
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Eventually Inez named her solitary drinking behawvias destructive, and she
moved forward as she remembered her needs an@daes of her other children.
| was coming along but | was destroying myself withknowing that
my other children needed me just as much as heedaed, although the Lord
had took him from us... Don’t you know | was probafbing to destroy
myself for nine years. Nine years went by andradt tiurt and that pain. No
one gave a damn about me.

It should be noted that Inez clearly states thatvgais hospitalized off and on
for nine years and that she abandoned her selfudéise grieving behaviors after
nine years. She does not clearly state which castethe realization that she was
destroying herself or the end of her psychiatrisgializations.

At the center with Inez, a woman with a serioustaieliness.These nine
years of grieving, alcohol misuse, and intermitigchiatric hospitalizations were
also included in Inez’s self-described wild days] although her self-destructive
grieving behaviors stopped at the end of the ne® period of psychiatric
hospitalizations, her wild days continued. Inez wasking when she could as a
waitress or as a nursing assistant, but she saidtie was a “wild coyote” and talked
about these days with bravado, “I was hot, | thaugbas hot to trot, | was going out,
| was drinking, | was partying down to the othéviéanwhile she relied on her
mother, who lived close by, to keep “a tight ropetioem [children]” although they
still managed to skip school, smoke marijuana,stag away from home for days at a

time.
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September, 1991 was a particularly difficult tinoe Inez during these wild
days. Within a two-week period Inez was “emotiopailpset” from an unidentified
surgical procedure, her mother died creating aesehbeing alone and without
support, and her first grandchild, Christopher, Wwash. Although Inez’'s mother was
in failing health for some time, her death on Seflter 10, 1991 took Inez by surprise
and sent her into an emotional tailspin.

| got a phone call, they say that she was dyingstnedwas dead down
to the other. Funeral arrangements was made.’t kioow if | was there or

not, you see. At this particular time no one, ne gave a damn about me or

my kids.

From this final statement it seems that Inez didraceive consistent help and
support from her family, that at this particulané she was feeling alone, and that her
memory of this time is incomplete.

In the years following the death of Inez’s mottieg family experienced
several crises that finally put an end to Inez’klwliays. These crises centered on
Inez’s children and grandchildren who were livinghaher. Felicia and Pamela, her
daughters, used illegal drugs off and on and onespent some time in jail. Felicia,
“like to lost her life” when she ran away from homrad was subsequently arrested on
drug charges. Inez was left to care for Feliciafamt daughter along with Pamela’s
oldest son, Christopher, who lived with Inez frdme tday he was born. Inez managed
to hold her family together through this crisis.fohtunately, the next crisis came
quickly, and Inez’s world “crashed in,” and heravdays ended because she felt as if

she had “lost everything.”
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Inez’s world crashed mid-1995. Felicia and herglféer are not mentioned
during this crisis, so it is possible that they vaot living with Inez at this time.
However Pamela and her two sons, Christopher amellJéved in Inez’s home. One
day when Inez was not at home, Jerrell, who wasnirths old, was “kidnapped” by
his father. The police were notified, but it wasedmined that Jerrell was safe with his
father. Conversely it was determined that Pamekumable to care for her children.
The proper authorities were notified and were ephocess of removing Christopher
from the house when Inez came home. She was nteelpolice who questioned her,
and it seems that Inez was unable to remain calrshie believed that she had custody
of Christopher and that he should not be removeth fner home. Subsequently Inez
and Pamela were arrested on unknown charges, andvas evicted from this
apartment. Throughout the interviews Inez continlkdquest to reclaim what she
lost that day, her grandson and her home.

There are few details of Inez’s life from the tistee “lost everything” until
she was diagnosed as HIV positive in 1998. Shadidhave stable housing,
sometimes living with her older sister, Robertaj aometimes living with her
children; and she was sick all of the time witho&dc As she talks about the events
leading up to the day she received her HIV diagdsez tells us that she and her
youngest daughter and granddaughter lived withative, Debbie, as part of a
mutually beneficial agreement. They were givenag@lto stay in return for providing
childcare for Debbie’s children. Unfortunately Ireerelationship with Debbie
disintegrated, perhaps because Inez’s physicalrerdal health were declining. For

example Inez expressed some obsessive thoughtstarduelief that Debbie, along
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with several other family members, was bisexuaé &lso conveyed paranoia that
someone was tampering with her mail. Inez’s daughteved from Debbie’s
household to live with her Aunt Roberta, and Ingaigsical health worsened to the
point where she required hospitalization. It wasrduthis hospitalization that Inez
was identified as HIV positive.

It is also during this portion of her journey tha¢z first introduces her
relationship with Dr. Casey, a man she describdseafiend, lover, physician, and
the one who infected her with HIV. However Inez&diefs about this relationship are
puzzling. She weaves this relationship into stosiesut her health care experiences,
her daily routine, and her hopes for the future hye actual role in her life remains
unclear. Perhaps consideration of the things tieet Values in her relationships can
shed light on her beliefs about Dr. Casey.

When Inez talks about the men in her life, she amggalk with emotion-laden
words. She does not discuss any regrets or joymslyehave about these
relationships. Rather she just tells us her recttlas, and it is from these
recollections that it is possible to catch a glimp$ how the characteristics she values
in a relationship affect some of the decisionstsemade. Inez chose to stay with the
father of her first child whom she describes aothto” her. In a different
relationship, Inez chose to give up a child tochi#d’s father whom she describes as
someone who wanted to “carry the load” for her.iThlke describes Thomas, one of
two men that she identifies by name, as “hardwarland honest.” Thomas is the man
she wanted to marry and share her dream home wigban as her Social Security

was arranged. All of these descriptions seem tcate that Inez was attracted to men
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who took care of her, and all of these descriptge®m to set the stage for how she
recalls Dr. Casey.

Dr. Casey is credited with “announcing” to Inezttblae was HIV positive. He
is also credited with intervening when she expré@ssecidal thoughts after being told
of her diagnosis by introducing her to Albert Gnahaf Family Health Services,
referring her to Social Security for financial sopp and referring her to a HIV
specialist. Dr. Casey’s actions set Inez on a fmattealthier living with her ilinesses,
and perhaps she accepted his actions as a dentimmstrfacaring. Could this
acceptance have led to the development of a fiettstbn about her relationship with
Dr. Casey?

Inez talks about Dr. Casey more extensively thandges about any other
man, and restates seven times that she consiaersry physician, my friend, and
my lover.” The exploration of this relationshipfisther complicated for often she
discusses this relationship during times when sheaving problems with her
“emotions,” which is how Inez describes her psythdasymptoms. Additionally,
several of the details about Dr. Casey overlap iahbrief account of the other man
she identifies by name, Thomas.

Inez believes she was infected with the HIV throaghkual intercourse, and
she frequently names Dr. Casey as the man what@dfder. She also mentions
Thomas, “a hard working honest man every day,” whdlV positive. Thomas was a
part of her life when she was first diagnosed a¢ plisitive and as she worked
through the process of securing her Social Sechehefits. The disconnect in the

story is that the first time Inez talks about heg@rshe was HIV positive, she just says
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that “he” did not tell her sooner because “he” dad want to hurt her. “Baby | got
somethin’ to tell you. He said, you HIV positiues} like | am. | would've had told
you but, | didn’t want to hurt you.” Inez acceptéds information calmly. However
later when she mentions Dr. Casey as the one wiwotanced” that she was HIV
positive, she was upset, angry, and suicidal. Aese two separate events that
somehow became confused in her mind, or was “ralyr®r. Casey? Subsequent
data indicate that it could have been either Deggar Thomas for there are other
similar stories about these two men. For exampldiferent times Inez names each
of them as the man she was traveling with in tH&0%9Inez voiced plans to marry
both of them, and both men are tied to stories Bbeuinteractions with the Social
Security offices.

Inez presented Dr. Casey as a major characteeiaxperiences she described.
However she veered from her usual presentatioitiofdetails, aside from his position
as Director at the clinic where she receives haltheare, when she talked about him
which is somewhat surprising considering the emighet®e placed on her relation
with him. There are no data to indicate that shesthto her family about Dr. Casey,
and his name is not mentioned when she reportedecsations she had with other
health care providers. Therefore it is difficultdmow the true nature of the
relationship she had with him, but it should beuassd that the recollections she
shared about him are ones that she holds as thneseTmemories may be based on the
comfort she derives from having a steady and caregence to help her make
decisions and to offer her advice, especially dutimes when her mental illness

symptoms are exhibited, even if the relationshipased on a delusion. Regardless,
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the role that Dr. Casey played in this part of la&tory is presented as Inez
remembers it.

At the center with Inez, March 6, 1998, diagnosig.dhere are moments or
events in almost everyone’s life that are unfoegg#t. The details of such moments
are imprinted on the memory and when recalled ¢&@m @rovoke not only the
particulars but also the emotions of that day.|Reg, one such day was her diagnosis
day, March 6, 1998. Inez refers to this day thraughhe interview data. It is a central
component of her health care experiences, butralkts significance because it
introduced the story of when she was suicidal. biea surrounded the story of this
day with references to her living arrangements faueily relationships, and stories
about her relationship with Dr. Casey, Directotra clinic where she receives most
of her health care. Inez believes she was infegtddthe HIV by having sex with Dr.
Casey. Although the details of this relationship ssmetimes contradictory, and
sometimes there are details of this day that ddintatgether neatly, there is no
contradiction or confusion about the exact daterwlnez first heard that she was HIV
positive, March 6, 1998.

Inez was hospitalized at the end of December 189f7/she was not told that
she was HIV positive until March 6, 1998. Whilespadalized, she was very sick and
was in and out of consciousness. She offers thgestign that she was not told about
her HIV status because she was very sick and “tbH&/hot want to upset her.
Unfortunately, she was upset by not being told gmacifics although she knew
something was wrong. She remembers that at leasti@ctor told her that she should

be told, but she was not told what the doctor \a#srtg about. Inez imagined that she
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had cancer, high blood pressure, or diabetes. ggodiess of what she was or was not
told, Inez knew something was wrong. She was todd there was something “in her
blood,” that she would receive a letter in the mihiht the doctor would tell her what
was “in her blood,” and that she should follow @@ &linic.

So Inez waited. After her discharge from the h@adpghe went to the clinic in
January and again in February, but she was nottofthing about what was “in her
blood. ” While waiting, Inez was feeling hopefuhatmothing was seriously wrong. “I
was just as happy as | could be. | just got a.cojdst got a cold. | just got a cold. ”

Then Inez went to the clinic on March 6, 1998 anthis appointment “...Dr.
Casey announced it down to me in the office...thed the virus...” She spoke of her
diagnosis day in five of the ten interviews, someits with statements of calm
acceptance and sometimes with words that convesgdioh@is of intense emotional
distress. This distress was evident through heresgpons of anger, guilt, worry, and
fear and by the words she used to describe heesgf, vulnerable, irritable, full of
rage, and schizophrenic. She expressed the carticadof having no one to talk to
yet not wanting to talk to anyone for she would Imate known what to say. In fact,
Inez said that hearing that she was HIV positivasworstest thing in the world” that
she could imagine. In response to these feelinddtaughts, Inez decided suicide
was her only option.

The details of Inez’s suicide plan emerged in geetling of this story in five
different interviews. Initially she was not goirgtell anyone about her diagnosis; she
was just going to overdose on her medicationsnat & limousine and driver and have

the driver drive the car into the river. Then sheuight about her children and
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grandchildren. Inez realized that she did not vwatave these family members
without a legacy or without their knowing about kiexgnosis. That is when she
expanded her suicide plan into a potential murdesige. She was going to get her
children and grandchildren together in a car afiditem about her diagnosis. If they
could not accept it, she would just “get it outtod way.”

Inez always tied her suicidal thoughts to the dsg/was diagnosed as HIV
positive, “I was not diagnosed as suicide, it west fhat, it was just a thought, right
then and there, at the time...,” she did not acthesé thoughts. Each time these
thoughts were mentioned in the data, Inez alsordesthow she found relief from
the suicidal thoughts through the assistance stesvedd. The physician gave her
medication for depression and to help her to cadmrdg she was referred to the
resources she would need, such as financial sygpotip therapy, registration with
the State. As she received support, her suicidaights decreased. Another time it
was a preacher on the radio or TV whose words péhespired Inez to follow the
doctor’s advice and to live. Inez is adamant tleatduicidal thoughts were not
persistent, and that she eventually developedffardnt aspect about it.It (suicidal
though) was in the beginning” of her life as a HIV-infedtwoman with a serious
mental illness.

Although Inez assigns her suicidal thoughts todai@gnosis day, it is not clear
that her plan was developed on that day. Ratheddbeesupport that her suicide plan
developed over time. When she remembered thatcdageivably while talking with
her health care providers who were undoubtedly todng her mood and self-harm

intention closely, Inez could fill in the story bér plan to act upon her suicidal
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thoughts. Perhaps Inez is reporting these recatiaedersations when she tells the
story of being suicidal on the day she receivedHi®kpositive diagnosis.

Inez’s story of feeling suicidal eclipses someh# bther details about the day
she was diagnosed. When she calmed down aftengdaer diagnosis, Inez wanted to
talk but did not know who to talk to or what tok@about. Her nurse showed her some
slides and charts that depicted what happens atigbase progresses through
different stages. While receiving this informatioez said that she was very
frightened by what she was hearing and immedia&dated what she learned to what
she was experiencing. “a person was HIV and they did not take care of Hedyes,
they skins look like sores had came out on theyss&nd | noticed my skin is very
dry.” Then Inez talks about what else took pldwd tlay. She was referred to the
appropriate social services and to a HIV specidlibe received tetanus and flu shots
along with an unknown “HIV shot.” A blood sample sMaken, and she was started on
Viramune and Combivir. Inez said that by the enthif appointment she was “sore
all over my whole body.” Surprisingly she then styat she left the clinic and
returned to work.

During this one visit, Inez received a life changgthagnosis and experienced
an emotional crisis. Her physician talked with betil she calmed down, and then she
spent some time with her nurse to learn about HIWs information caused her to
become frightened, but she was told that if sh& tawe of herself and adhered to the
medication regimen she could live a “normal lif€He injections and blood draws
added a dimension of physical pain to her emotipaal, and before she left the clinic

she was given prescriptions for new medicationsagpbintment cards for future
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visits. Inez received an overwhelming amount obinfation and then went to work
and then returned to her chaotic home.
Moving out of the labyrinth: Inez living with HI\hd a serious mental illness

At the end of data collection, Inez had been livvith the knowledge that she
was HIV positive for approximately four years, altigh her symptoms at diagnosis
suggest that she unknowingly carried the HIV féoreger period of time. As Inez
recalled these years, she focused on her movedhawtic to stable living conditions,
her interactions with the health care system asrsigaged her chronic and acute
health concerns and her relationship with Dr. Cafeyman she identified as her
lover who infected her with HIV. Inez learned muobm these experiences and
consequently she developed some very specific igleast what it means to live with
HIV, how she can stay healthy, and her obligatmdd what she can to help others
stay healthy including, her participation in thegoral study. However a chronological
look at these experiences is not practical becatidee way the stories weave together
and overlap. For example the chaos in her livingdd@tmons was created by family
members, and her thoughts about Dr. Casey were wibgen into her health care
experiences which include insight into where sleikes information about her
health. Therefore Inez’s story will continue a®pital presentation of these stories
that hold meaning to Inez as indicated by theinpnence in the data. Her thoughts
on what it means to her to be living with HIV andaious mental illness will then
follow.

Leaving the labyrinth: Living with family in chadsez’s interviews were

conducted in the relative calm and safety of hendj space in the basement of her



89

uncle’s home. However, she tells us of times whariking arrangements were quite
different. After she “lost everything,” and unties moved into her uncle’s home, Inez
mentions at least four separate moves. She livieahof on with her older sister
Roberta, her niece Debbie, and an unnamed cousmetines her children and
grandchildren lived with her, and sometimes otlaenify members were a part of the
household. In these chaotic living arrangementz’sn@ental and physical health
suffered for she was unable to take her medicatiegslarly, and she experienced the
stress of living with individuals who were misusialgohol and drugs and engaging in
prostitution and other illegal activities. Tanglgal in these moves are several
circumstances that caused Inez much distress wieelearned about them; her name
was put on an apartment lease without her knowldugresister Donna was named as
her payee, and she lost most of her material psgseswhile moving from place to
place.

After leaving the hospital, Inez did not returniebbie’s home. Instead she
moved in with her sister Roberta, where her daugh#es also living. Inez was living
with Roberta immediately before her “rescue” andssaguent move to her uncle’s
home. She does not provide a linear story of nee tivith Roberta; instead she shares
a tangle of stories that she introduced by sayihg, atmosphere was not fit for a dog
to be in. ” She mentions that she was verbally athasd “treated like dirt...like | was
a hereditary germ,” and she describes incidencaeswfother household members
misused alcohol and drugs or participated in patsdn and other illegal activities
such as when her pain and HIV medications wereetthnted or stolen from her

purse. Although she did not like it, Inez toleratlkd verbal abuse and the substance
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misuse and prostitution, but she could not abidadbues with her medications. When
the situation escalated to make it impossible tarth take her medication safely and
confidently, Inez had to endure not only a decimber health but also an interruption
in her relationship with her physician who thouttdat she was not adhering to her
medicine regimen.
Cause | had just had it with the atmosphere, jostatetely just

had it. I'm tired of my medication a walking, theten | go to the

doctor the doctor would tell me, “Inez, you aindtgio medication in

you.” “What was | takin’?” ... they had me on thepsules that you

can just pull apart and put what you want in it &meh put the capsule

back together. That is what they did, put plaouflin there...

At one point while living with Roberta in this abiic household, someone put
Inez’s name on the apartment lease, possibly tmlaxaction and a move to a
homeless shelter or possibly because Inez wasvmnegedocial Security disability
payments. Her name remained on the lease evershfteanoved out to live in her
uncle’s home. When she learned of this, Inez wgsyaand felt that Roberta betrayed
and used her. Although Inez recounted this eveattheparate times in the data, she
never provided more details about the circumstartdewever she always expressed
her feelings of anger and betrayal which highligidss much she values honesty in
her relationships.

During this time of living in chaos, Inez’s Soctécurity Disability was
arranged, and her sister Donna was named as hee.fagcause Inez was living in

unstable households during this time, the papenegaining this may have been
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lost or not remembered. Consequently there wenerfaunths when Inez thought that
Donna “was doing a good Samaritan thing” by buyheg clothes and groceries,
paying her bills, and negotiating the rent on hgarament in her uncle’s basement.
Inez felt blessed by the support she was receiamtydid not realize that Donna was
fulfilling her role as Inez’s payee. However duriagisit to the Social Security office
“all hell broke loose August 18..” This was when Inez learned that Donna was her
payee and was using Inez’s money and was not @iisgjla Good Samatritan. Inez was
informed during this visit that the paperwork waststo her, but she denied receiving
it. She was furious with Donna and called her imiaedly for an explanation. Inez
eventually calmed down, as both Donna and the E8eiaurity personnel requested,
but she did not let the matter drop. Instead shewgeto have that decision reversed.
She gained support from her psychiatrist; and byetind of the study period, she had
control of her Social Security funds and her relahip with Donna was strained but
peaceful.

Inez’s loss of her personal belongings was andtiessor related to her
moving from place to place. Occasionally she réfléon what she missed, and
eventually she did retrieve some of her belongings Roberta’s home with help
from her uncle and Donna.

Other than that, | wouldn’t know, cause like | tbier

[Roberta], | would like my radio...l have curtainseovthere. | have

clothing over there. It is getting cold. The shoagny feet, | got to try

to get me some more shoes to put back on my f&. got all my

material things...
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In spite of Inez’s strained relationship with heupger sister, Donna, it was
she who played a significant role in moving Inet @uchaos and into a living space
in her uncle’s unfinished basement. In this newiremvnent Inez found a measure of
emotional and physical security which was distindifferent from her previous
living arrangements.

Leaving the labyrinth: Living with family in conatned securityThe contrasts
between the two environments are startling. Inezeddrom a home where walking
around the block or even sitting on the front paaebmed dangerous to an area where
she could “Go where | want to go and come backlaiath be safe. ” Her uncle took
Inez to the grocery store and encouraged heréaditthurch. Inez remarked that her
belief in God and the support she received at ¢hwere sources of comfort to her,
something that was lacking while living in chaos.

Although Inez felt gratitude for the security angbport she experienced while
living in her uncle’s basement, she also felt ptgity and emotionally limited. The
basement was partitioned off, and Inez’s windowlesg-room living space did not
have private kitchen or toilet facilities. Theseilities were located outside her
partitioned-off room and were shared with otherifpmembers who lived in this
communal basement space from time to time. Addidigrshe did not feel free to
have her children and grandchildren with her, alttoin the face of homelessness her
daughter, son, and one granddaughter did stayheitlon two separate occasions.
While her children were with her, Inez worried abdisturbing her uncle and aunt

and perhaps in response to the increased stréisssaf worries, she voiced resentment
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of their perceived interference in how she reldtednd cared for her children and
grandchild.

At the end of the interviews, Inez was living imstrained safety at her
uncle’s house, and her family relationships, eglgonith her sisters, improved
significantly. Roberta was living “around the corfi@nd they visited one another
regularly to play cards, shop, watch a movie, agsftare a meal. Inez and Roberta
were friends. This is in stark contrast to thestpentagonistic relationship. Inez’s only
explanation for this change was that their relaiop “kind of fell apart” when
Roberta was misusing drugs, a habit that she $egtped.” Donna was no longer
living in the same city with Inez, but she and liezl maintained contact. Donna was
living closer to their father who was recently diaged with cancer. Inez visited her
father and said that he was doing “okay,” and stied on Donna to keep her
informed of his wellbeing. Although the data aréetjuegarding the real emotional
disposition of this relationship, it seems thatzlaéd not hold onto the anger she
expressed about the time that Donna was actingrgsdyee.

It was into this constrained but safe space the#t imelcomed the interviewer
as she candidly talked about her experiencesfribms this constrained but safe space
that Inez hopes to move into “a place of her oviRegardless of the state of her
family relationships, she still hopes to live om besn. She describes this longing as
something she has to do, perhaps as a necesgaif/gte is to reclaim her old self.

It would be a change. Because | got to start froratsh. | got
to start all over again. . . get furniture and slikeé that, down to the

other. And then | have to be on my own for a while...
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These are Inez’s stories that could be chronoldlgioaganized using
the labyrinth metaphor which will now be set asitleis metaphor was
presented as a reminder that Inez was followingeaific path and timeline as
she moved from young adulthood to her current onstances. The remaining
stories are not chronologically presented; rathey tare presented as her
significant life experiences as a woman with H\danserious mental iliness.
Interactions with the health care system

Inez’s specific health care interactions are nstlgancovered for she not
only wraps them up in the stories about Michae#att, suicidal thoughts, chronic
pain experiences, her living arrangements, thestiayreceived her HIV diagnosis,
and her relationship with Dr. Casey, she also wedvem into many of the details that
she describes while talking about her life. Howewace unwrapped, Inez’s
interpretation of her health care experiences pies/a picture of what she needs from
these important relationships.

Inez intuitive understanding of what she needs fh@mhealth care
interactions was discerned as her health careestarere analyzed collectively. She
would like to have a mutually respectful relatioipshith a provider who hears and
sees her and not her symptoms, and she needsteangis her care. A look at how
she describes being pulled “all over the placeVmles the oppositional view of the
consistency she desires. An examination of how &amekher providers communicate
offers clues to how others hear and see, or perti@pst hear and see, Inez during an
interaction. These elements are not mutually exsu®r both are often evident in her

description of a specific interaction. However thélf be separated so that the role of
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each can add detail to Inez’s picture of the refple®lationships that she seeks.

All over the placeEarly in the data, while talking about her heaklineg Inez
uttered this phrase in response to being toldghatwould be scheduled to see a
different physician. She planned to “tell Dr. Jobm$ prefer...my regular
doctor...because | am all over the place.” The phdass not appear at any other time
in the data; however, this idea of being all over place permeates Inez’s health care
stories as she talks about the many appointmeatmsist arrange, the multiple
providers she has seen over the years, and théeeprsloreated because”...they have
me running one minute to the other, one minutéeoother.”

Much of Inez’s time is spent managing her many apgpeents that take her all
over the place. She regularly sees a HIV speciaiptimary physician, a nurse case
manager, a psychiatrist, and a therapist. She neakeparate trip to the clinic to have
her blood work drawn before some appointments,aaseparate pharmacy visit is
sometimes necessary after appointments. She atendskly HIV support group,
and she visits her dentist, eye doctor, and pawciafist as needed. Additionally she
continues to make regular contact with Social Sgcto finalize her disability
income and Children’s Services as she continusee& custody of her grandchildren.
Each interaction requires at least one phone @alirtange vouchers for taxi or bus
transportation, and sometimes the phone call asfeanily member who may take her
to an appointment. It is not surprising that ther@ mix-ups from time to time.

...l was all scheduled today, | was all schedulecabse
my cab came at 8:00 in the morning when it was ss@g to came

at 9:30 to pick me up down to the other. They thedaddress
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wrong. . . | said “no | ain’t supposed to go thergil tomorrow

morning at 9:15. ”...The cab driver, well he wasrtiyio be nice

about it and not to argue with me. So he calleditidependent

Care Company and told them “you have her all scleeldurrong. ”

They said they took the information backwards. ylwas kind of

tired. So he told me | could stay in the cab antblb& me to

[name and address removed] Medical Clinic. Thealled the cab

back and the cab came and brought me back.

In addition to her health care appointments, Inag scheduled for a study
interview on the day of this mix-up. She did notnggdain about having such a “full
day” of appointments or about the complicationghBashe was thankful that she
could keep her interview appointment and accepgtatimistakes happen and even
offered a possible excuse for the error, “They sa@y took the information
backwards. They was kind of tired.” Then she mheemost of the situation, “So he
told me | could stay in the cab and he took me tlee.[name removed] Medical
Clinic. Then I called the cab back and the cabecand brought me back.” This
positive attitude serves Inez well as she takes aBherself by fitting these
arrangements into her daily routine.

Managing her many appointments is a part of InEZ2sShe knows that to
stay healthy, she must see her health care previ8be knows that to regain control
of her finances and custody of her grandchildrie,l&s to stay in contact with social
services. She knows that to help others and toteigelf, she needs to participate in

support group meetings. It seems that she knowddhagain her “old self,” she must
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prove to others and herself that she can managadigmroutine and for now that
includes these many appointments.

Another component of being all over the place esadbnnotation of being in a
state of flux or unexpected change. Although skendt express these exact words,
perhaps that is what she felt when she discusgechéimy different providers she saw
over the years. From the data, we know that owefdbr years since she was
diagnosed as HIV positive, her HIV physician andgrémary care physician each
changed three times. However Inez’s words not cgflect these many changes, but
also the frustration she experienced because dafitheges. “I have cared and . . . |
have been to almost 17 quacks. You know, to seetlgxahat some of my — I'm in
and what stage [HIV stage]. ”

With all of these changes and multiple providerg] we cannot forget the
specialist that Inez saw for chronic pain or thggptians who treated her on an
emergency basis, it is not surprising to know thate was tension from time to time
among the providers; or at least that is how Irzgived the situations. For example,
Inez found herself in the middle of a disagreent&tiveen two providers regarding
the medication she should take to help her sleep.

Because, see, on those sleeping pills | had satdtie time | could not
sleep...But then | said, well, take me off of thene. tdok me off of them.

Then when | went to go see Dr. Joyce Lohr, Dr. édyahr told me to tell Dr.

Gary Simpson to put me back on the sleeping piléssaid, oh, no, just take

the two — just take the narcotics that | have dyegven you.
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In contrast, Inez did not report any changes innhental health providers
during the data collection time although a change suggested at one time. Inez’s
therapist mentioned that a new psychiatrist sheatlher. Inez does not mention if
this change occurred, but she does offer her apiorowhy this change should not
occur.

It's just that | don’t want to have to keep goireck over and over and
over and over. Like the pastor was saying at chyeh know, why go in the
past when this is the present. You know, the pa&tgot nothing to do with
the present. It’'s just like you just depressed fthmpast.

Each time Inez’s provider changed, she had to devalnew relationship, and
she had to adjust to the new provider’s plan oécéhese required changes seemed to
be painful for her. Perhaps the process of devetppew relationships, along with the
tension she sensed among her providers, adds swrtextto her complaint about
being all over the place.

Another thought about being all over the placesflected in how she reports
actual interactions with her providers and howdwrcerns are addressed. For
example, Inez was experiencing a dry mouth andpdhpps. Her psychiatrist, Dr.
Simpson, told her to mention it to her medical/Hidttor, Dr. Johnson. Unfortunately
Dr. Johnson was on vacation and this is when leeiaded that she perhaps they
would “let me go back to see Dr. Casey.” For or@bf@m, Inez mentioned three
different providers. There is some irony in this@mter. The first doctor she
mentioned was her psychiatrist who prescribed aicagdn that may have

contributed to her chapped lips for she said thatedication caused her mouth to
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“stays dry a lot. | guess it is the side effedtthose two pills that the clinical
psychiatrist had gave me. . . It is nothing moemntthe medication that | was going to
talk to them about it. ” Inez stated a concern laad insight into the cause of that
concern, yet instead of being allowed to talk alibatside effects, she was told to tell
her medical doctor. Being all over the place, is thstance, was also a hindrance to
her ability to communicate with a provider.

Then there is the issue of getting her medicati@msat least two different
occasions, Inez mentioned having to go back ant fosm pharmacy to pharmacy to
get her prescriptions filled. Again she was reqlib@go all over the place to get the
medication that she knows is vital to her health.

| know the pharmacy didn't fill it. We been runnibgck and forth,
back and forth. Because they closed down — letere[same removed] Clinic

Pharmacy. And they closed down half of [a diffefgitarmacy. So right now

I’'m between Walgreen’s and back between [name rewtlodospital to pick

up my meds.Because my schedule just been — they have me gionia

minute to the other, one minute to the other,

As her health stabilized, Inez’s health care irdgoas fell into a routine that
seemed less complex, although still all over tlae@l By the end of the data collection
period, she was having her labs drawn and her H&dioations evaluated every six
months, she visited her primary physician evergeélmonths, and she had an
appointment with her mental health provider montgcording to Inez this schedule
is different and represents a positive changeatl & lot of appointments, but right

now | don’t have a lot of appointments...Things aneng much better down to the
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other, because | kept all my appointments dowheoother, is that they gave me a
break.”

Communications with providershe data do not hold the providers’ words.
Rather the data hold Inez’s interpretations ofdogversations with her doctors and
nurses and therapists. She provides both sidé®afanversations so we never really
hear or read the providers’ voices; we hear Ingg&rpretation of the conversations.
Therefore it is unreasonable to think that Inezllsng a word for word record of her
interactions, but it is reasonable to conclude shatis repeating the essence of what
she took from those interactions. From there jassible to discern Inez’s beliefs
about how she is seen and heard by those who tlieettealth care.

The phrase that captures Inez’s feeling of notdpligard is “calm down.” She
hears this phrase from her family, [Donna] “sarke4, calm down, calm down,” her
contact at the Social Security office, “She sam#z, she said, you calm down so | can
talk to you,” and from other individuals who helertalong the way, like her support
group leader, “She said, Inez, just calm down, adbnvn, calm down, calm down.”
And she hears this phrase from her health caragers:

When placed against the backdrop of her interastthuring times when she
was experiencing “problems with her emotions,” whig how she describes some of
her mental illness symptoms, perhaps this phraseaypropriate and helpful.
However, if Inez’'s emotions or concerns were disted or minimized by telling her
to calm down before knowing why she was upset, therphrase becomes unhelpful
and perhaps even harmful. For example at one te® Went to her psychiatrist

because she was having a hard time managing hero&saOn this occasion she was
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anxious, perhaps even delusional, about lesbiaargirthe people in her life who may
or may not be gay.

| just say, oh, my God. Oh my God. Dr. Gary Siowpkelp me. Help
me, my head is hurtin’ down to the other...He sags, gonna calm down? |
said, yes, I'm gonna calm down soon as | can ¢¢hede other problems and
see | come in a talk to him...And my doctor’s thinkkey say, calm down,
calm down, calm down.

And during a different appointment with this phyaig this phrase appeared to
have a paradoxical effect. Inez said,

Dr. Gary Simpson gave me that [medication] and to&dto calm
down...Only thing Dr. Gary Simpson is doing is givimg that medication
right there. He said, how you doing Inez? | saitg.fHow's the medication
doing? Okay. Well, god bless you. | see you nextittmoThat ain’t helping me
one bit.

In these examples Inez implicitly or explicitly miesel to talk about her
emotions. She expressed her frustration with niigoleeard by saying, “...you want
to talk but it's no one to talk about. It all bel with Dr. Gary Simpson, it all bottles
up inside me...” Consequently, she remembers thatvakdold to calm down, but
she does not remember if her needs were addressed.

Inez was also frustrated when she did not recefegmation about how she
was doing, beyond her lab results, or what sheldhmidoing to maintain or improve
her blood levels. In fact it seemed that Inez didhrave an opportunity to tell the

physician how she felt she was doing, physicallgraotionally, for he was focused
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only on her lab results. Inez remembers this asiteassuring because she believed
she was “doing pretty good,” yet she also felttirated for she believed that the
doctor did not hear her.
and my HIV specialist, he say, "Well, you're dopregtty good. ” Do
you ever ask what do | need to . . ,do | needke smmething different to
bring it up or do I need to take something to, koow, to make it don't be so
low, whatever. But they never tell me anythinge &ways says, "Well,
you're doing pretty good. Doing pretty good. RQppretty good. " So |
believe I'm doing pretty good, long as | got thedmation.

In contrast to being told to calm down, calm dotnere were times when Inez
was encouraged to express her feelings. She fduméréedom at her support group
meetings. “Sarah she letus. . .. .. if you wardry, you know, who want to cry, she
said cry, you know...you all want to holler. We leoll” She also enjoyed this
freedom during her interactions with her therapred at times with her primary care
provider, and each time that Inez talked aboutdbleard and allowed to talk about
her problems, she reported finding relief from ¢hierent stressor or situation. Inez
remembers these interactions as positive becaaggokider took the time to listen.
The importance of having the freedom to freely esprherself without fear of
judgment and without the fear of having her fedidgscounted or minimized was not
lost to Inez. She viewed them as ways of giving l@eeiving strength! “If anything
was bothering me then they would listen to me dfterother, so we take each other

problems on, give each other strength.”
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Unfortunately there were times when Inez was nlot tim calm down, but she
still was not allowed to express her feelings adiszuss her care freely. For example,
she says her visits with her psychiatrist consissthy of him asking questions and
that he does not welcome family members’ involvenesen though Inez wanted to
share information with her immediate family. Wheez asked if he would talk to her
family, she said that he offered his “time is mdnglyilosophy and told her that “if
your family really wanted to see me they would heovpay for that interview for that
day.”

| need to talk about my problems. Only thing Dthe Gary Simpson is
doing is giving me that medication right there. $4&d, how you doing Inez? |
said, fine. How's the medication doing? Okay. Wetld bless you. | see you
next month. That ain’t helping me one bit...You kngwyu want to talk but

it's no one to talk about. It all bottles up insibe...like if I'm ready to

explode.

Inez remembers these interactions as unhelpfufrasttating.

Respectful relationship$hroughout the interview data, Inez talks about the
importance of respect. She describes respectessraeld behavior that eventually
resides in an individual as a “respectful partttt@mpliments or is a part of an
individual's intelligence. Respect for others isramstrated by not intruding into
another’s life, by considering the feelings anddseef others, by acknowledging the
rights of others including the right to speak amel tight to be heard, and by
responding to others “with yes ma’am and no sidtdaionally Inez describes self-

respect as taking care of self and never forgethag“you is somebody.”
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Inez talks freely about respect when discussingdmaily and acquaintances
but not when discussing other interactions. Howsherdoes talk about
demonstrations of respect, particularly with regaathe consideration of other’s
needs and feelings, the right to be heard, andegponsibility to hear others. When
these expressions or respect are missing, sheanusetdte helpfulness of the
relationship. There were times when she believatlttie provider was not interested
in helping her or her family understand her illresss

However when these expressions of respect arerntrésez is content in the
relationship, as she was with the interviewer dydata collection and with her
therapist, Dr. Lohr. “She’s there for me and skedito listen to me and see exactly
what’'s what down to the medicines that guy [psykcls) has put me on...” Not only
did Inez mention that this provider listend to rere sensed that the provider liked to
listen to her. She expressed similar thoughts ath@utime she spent with Dr. Stevens
during the interviews and contrasts it vividly wiibw she viewed the time she spent
with one of her physicians.

...he’s speaking in terms like, you want to say, raiffn tongue down

to the other instead of, you know, he’s there lmgsthe really listen to me?

See you take the time to listen and then | wasngelad, you feel sad with me.

See, you let me know that I'm not alone.

Putting it all together in one health care interiaet. Following is the story of
Inez and a pain specialist. This story is uniquthat it is complete; there is a
beginning and ending. This story is briefly preseni help clarify Inez’s interactions

with her health care providers and what she expgeatsceive from those interactions.
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Inez endured episodes of both chronic and acute faie mentions having
migraine headaches and pain from a pinched nerfrerorarthritis that was
experienced as crushing pain in her back and extesnthat hit her suddenly and
limited her movements. However the pain that calmedhe most distress was
residual pain from shingles.

Inez was diagnosed with shingles one month afgeniag that she was
HIV positive. At first she treated her “itch” witn over the counter powder,
but within four days, she was covered in blistersise went to her doctor for
treatment. The “driving pain” from the rash startecgubside after three
months, but she complained of residual pain forlmooger. Inez recalls that
she complained of severe pain for seven monthgdéfer complaint was
addressed, and she was referred to a pain specialis

When Inez arrived at the pain clinic, she was 8estn by ancillary staff who
took her vital signs. While with the nurse, Ined @ episode of not being able to
move her fingers. The doctor was present duringepisode, and Inez remembers that
at this point she was rushed to the procedure rémst. she was examined by the
doctor and then positioned for the procedure. Befoe injection she was told that
there would be a “pinch...Well, it was a pinch, butemn that needle went up in there,
boy! Did it hurt!” Inez was discharged home witld@ minutes. She left his office
knowing that the medication was put directly in& Bpine to help relieve her nerve
pain, that she made a good decision to have tketian, and that she would have to
take the pain medication for a while but would gasiref over time.

Inez was given several new prescriptions from e goctor, and she knew
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the importance of keeping her medications organiaednteresting side story that
reflects the trusting relationship between Inez laedinterviewer is that Inez called
UWM and left a message for Dr. Stevens. She c#tlegk for a “medication
bag...'Cause | need it for my meds, 'cause see, i amehhad a spinal tap done
Friday.” Serendipitously, Inez had a study intewwscheduled within days of her first
injection. During this interview, she and Dr. Stesdiad an opportunity to discuss the
new medications including the dosing schedule Aedkpected effects of the
medications. Although she was told to start herinattbns immediately, she was
unable to fill her prescriptions immediately becatise pharmacy closed before her
insurance coverage could be confirmed. For Inag,aften not her resources but the
process that keeps her from getting her medications

After Inez’s second spinal injection, she experezha similar issue at the
pharmacy with her pain medication. This second B&pee arose because after her
spinal injection she fell and had to go the emecgetepartment where she was given
a different pain medication for a wrist injury. Thkearmacy would not fill her new
prescription although it was approved by her insceaand Inez did not understand
why there was a problem. However it is probablé¢ tihe pharmacy did not fill this
prescription because of a possible drug interactiothis instance, the process looked
like a barrier when quite possibly the process avaafety net to keep Inez safe while
adhering to her complex medication regiment.

This story of her experience with the pain spesiaé similar to the
interactions she describes with her other providetkat she was all over the

place, particularly in her dealings with the phacgand that she felt cared
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about through respectful treatment, particularhewkhe was allowed to
express her emotions. However there were alsordiftes. This story has a
beginning and an ending. She explained her pamattempt to find relief, and
finally her interaction with the pain specialistté&natively when she talks
about her other providers, she does so by provisimgpets of the
conversations she has with the providers. Thigdsfice is likely because she
did not have a long-term relationship with the pgpecialist; but she did have
a relationship, and that is the crux of what camgleaned from this story. We
learn that regardless of the length of time shadgeavith a provider Inez feels
cared about when she is heard; that she is natrdétehen the process is
cumbersome; and that she is once again all ovepltuoe.
Inez explains what she knows about living with Hid a serious mental illness

Inez does not necessarily see herself as a wontArHl\W and a serious
mental illness. Instead she discusses all aspEbtr dife without categorizing her
actions as being driven by either of her diagnoSés. has lived as a mentally ill
woman most of her adult life but as a HIV-positweman for only two years when
she enrolled in the original study. However becalseunderstood the focus of the
original study, her thoughts often moved towardasdkperiences that she tied to being
HIV positive, and thus this section of her storg lasstrong component of what she
knows about living with HIV. However just as Ineir ¢chot separate her emotional
state from her physical state, this part of herystmlds elements of what Inez knows
about living with HIV and with a serious mentahiiss and how she manages her life

to keep emotionally and physical healthy.
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Since learning that she was HIV positive, Inez démsembled specific ideas
about HIV, how she needs to manage her life whilad with the infection, and what
it means to her to be HIV positive. These ideasnsteebe based on the information
she has learned since she was diagnosed as HiWpoaithough in the final
interview she says that she did not know more abiddtat that time than she did
when first diagnosed with the exception that, “..1a#& about it in the open, down to
the other, and we all go through stages of HIV tpasi down to the other. And then
we have to accept it.” However there is evidenceuphout the data that suggests that
what she knows about HIV was progressively leaasedhe lived with the disease.

Inez knows that she has a blood infection, itdss@ase much like other
chronic diseases, and that she has to take memtdati the rest of her life. Inez
knows that she must be honest with her sexual @artthat she must carefully follow
certain rules to keep herself and others healthg;that there are “laws” she must
follow because she is HIV positive. Additionallyesknows that she must maintain her
peace of mind by attending to her “emotions” beywgiging on medications to
manage her symptoms. Inez frames these thoughighetbelief that having a HIV
infection is not a death sentence and that eadopevho has the infection is a unique
individual who is “gold.”

Inez makes sense of her infection by likening ibttoer chronic diseases.

“I know | got a blood infection that | gotta deaitlwvit the rest of my
life...So | have to take the medications, just likeeason have anemia, down
to the other, they have to be on medication, dawthé other. When a person

is a diabetic, they have to be on medication, dowthe other. So I try to put it
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in that — in a medical expectation.

Although she does not offer her thoughts abouptbgnosis of other chronic
diseases, including her mental illness, she reeegrilV as “a deadly disease” but
that she can live a “normal life as anybody elsela’have this normal life, Inez
understands that the medications that she will hawtake for the rest of her life may
keep her healthy but will not cure her of this atfen.

| have a bacteria germ that’s into my white and.redin my

system, that's why | have to take my medicationtifier rest of my life

to make sure they can break down the bacteria dartithey can never

remove the germ...There’s nothing wrong with takiogiymeds.

When Inez talked about her need for medicationysfiected on how at one
time she labeled individuals with diabetes as “jgekbecause of their need for daily
shots. Now she sees herself as a “pill popper.hBdthese terms are commonly
heard in reference to drug misuse, and Inez seeimsve taken what she knew or
experienced earlier in her life and applied it éo burrent circumstances. Why is this
important to note? Words are powerful, and the nmegtihat the speaker assigns to
that word may be quite different from the meanisgigned by the one who hears the
word. So although she may say that she is nowlbpgpper,” she does so in the
context of her dedication to remaining healthy tigio adherence to her medication
regimen.

Medication adherence 101: Inez style
Inez recognizes that she has some level of coowe her chronic ilinesses

by taking her medications as prescribed.
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If you want your health to be, if you want to bealley and be all right
with your health, you've got to take your medicasaown to the minute,
because if you can go in there and get a glassatdrwf you going to drink
the water you know you can take a pill. Just likgou got go in there and you
want to eat and the way your stomach is growlitigjuist like you got to take
a pill, so my best advice is that it's best, yon da your everyday duties down
to your chores, you can also take your meds. Therathing wrong with
taking your meds.

Inez has quite a lot to say about medication adiieerand how she has
incorporated her medication regimen into her dailytine. While exploring the data
for medication adherence information, several laydher understanding were
identified. These layers are what medications skest and why she takes them; how
she fits her medication schedule into her day-tpafdivities; and her motivation,
support, and barriers to adherence to her medicadigimen.

Inez takes medication for her HIV and mental ilmdgagnoses, and for her
chronic pain. Her HIV medicines remained constanbss the data, Combivir and
Viramune. She also received an injection everyrsmths for HIV and an annual
“pneumonia injection.” At one time she took Tylemath codeine for chronic pain
associated with shingles, but this was discontirafezt her medications were stolen
from her purse while living in an unsafe environmeier pain was eventually
managed by a pain specialist who performed at teasspinal injection procedures
and prescribed Neurontin and Vioxx for chronic paanagement. Her psychiatrists

prescribed two different antipsychotic medicatiafygrexa and Risperdal, the
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sedative flurazepam (Dalmane), and nortriptyling@nflor) for depression. After her
first spinal injection, she was also taking amtirime (Elavil) for an unspecified
length of time.

In addition to her chronic conditions, Inez repdrseveral acute problems, flu-
like symptoms including a cough and sore throattamddifferent skin conditions, a
vaginal rash and “bumps” on her scalp and subseduanloss. She always consulted
her primary physician when she was sick, and shaioreed taking cough syrup and
antibiotics for her “flu” symptoms. Her primary pgigian prescribed a cortisone
cream for the vaginal rash, but it is unclear & skas treated by the physician for her
scalp condition which eventually resulted in a gigant hair loss.

| bought some Head and Shoulder. | bought the cagsiHead and

Shoulder. 1 also bought the Glover’'s. One’s a icad shampoo. And |

washed it with it. It did clear up a lot. It wésitching as much, but | noticed

when the scalp get dry down to the other, the bumppgome back and it
irritates me at times. | can’t. . .. | could jlb&t a grease my head and | just get
to scratching. So | broke off all my finger naalsd stop it from making it
bleed...they can do somethin’ about it. ‘Cause itisable.

Inez’s scalp rash was irritating, but it did notkader irritable. Instead she
was very easy going about her hair loss. She oftae a wig, and laughed when she
removed her wig to show her scalp to Dr. Stevens.

In addition to her prescribed medications, there mantion of Inez possibly
using over the counter medications.

| bought some pills down here at the Jewels Osabwias called stress
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pills. I ran out of ‘em, but if | go down thergét a bottle and | just put it in

the medicine bag and | just keep it for you andr show you. That’s helped

alot. It's called stress pills. | was taking ticthe morning. | was taking
two in the evening. Taking two at night and | felyself just winding down. |
found myself eventually just drifting off with a gd thought down to the
other.

It is possible that these “stress pills” were hasgription medication,
however when she described her dosing schedule wene no medications that fit
with how she describes taking these “stress pillahsidering all of the medications
that Inez has to take, it is disconcerting to trablout her taking anything without her
physician’s knowledge and approval.

Inez often recognizes the desired effects of hatication. For example when
Risperdal was added to her medication regimenadhetted “Yes, I’'m much calmer
than what | was.” She also understands how ZypheXas her to control her
behaviors. “...when | didn’t have the medicine | wahto fight. | tried to punch their
lights out. And then — then they said that, Inemj gan be charged with assault and
battery. But | didn’t start it.”

During a different conversation, Inez tied her ngation adherence to a better
night’s sleep. “Now | know | am on the right trac&w, down to the other, with the
medication. Because | noticed | sleeps like | eigepl to sleep from the medication.”
Perhaps most importantly she grasps the interabebneen taking her HIV
medications as prescribed and the health of heninensystem.

My blood level was up to the normal. My T-count wagsto the normal
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count that it's supposed to be at this particutaet But taking the medication

she was warning me of that that | got enough ohtledication into me...But

other than that, | guess it's where the infectisnsny white corpuscles and
my red corpuscles in my blood stream has the iitflectl guess it's supposed
to break the germ down. Which | know | can newrtge HIV out of my
blood system. So I will be on medication for tlstrof my life.

However, Inez does not always know why she takesip medications, but
that is the exception rather than the rule. Thiepkion occurred after she had her first
spinal injection and was given several new presongnedications. On this occasion
she seemed overwhelmed with the new medicationsn®the next interview, Inez
had a better understanding of her new medications.

There was one other occasion when Inez indicatgdstie did not know how
her (HIV) medications were supposed to work whewedgshis question specifically.
“No, no more than I'm supposed to take it twiceag.tl However in her unique
storytelling style, she then proceeded to prowdermation to the contrary. “But
other than that, | guess it's where the infectignsny white corpuscles and my red
corpuscles...l guess it's supposed to break the gemm. Which | know | can never
get the HIV out of my blood system.”

How Inez fits her medication regimen into her dadytine.Inez has built
medication adherence into her life now that sHeviisg in a stable environment. “Get
up in the morning; take care of my medication auodf s.to make sure that | stay on
track. Then | have to get up and clean up the hatsenake sure everything is on the

up and up.” Prior to this arrangement, she fouritl to take her medications
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because of a lack of daily routine and concern etheusafety and the integrity of her
medications.

Because the focus of the original study was theeapces of HIV-infected
women, it is not surprising that Inez had moreayp about adherence to her HIV
medications than she did to adherence to her pstychmedications. She consistently
reported taking her HIV medication as prescribetieWasked if she ever forgets a
dose, she states clearly “No, | have to do itgetlup and do it every morning. And |
do it in the afternoon.” However from the followiggotes, it seems that Inez includes
all of her medications in her daily routine.

Well, it just like takin’ a vitamin every day. Dawto the other,
previous | put it in a sense of a one-a-day vitaitause | take one Combivir.

And then | take one Viramune and that’s in the nm@yn Then | take another

round about 3 o’clock. So | take four pills a dand that's no more than

normal...Like one medication, I'm supposed to takeeoa day, that’s once a

day, a twenty-four hour medication for ten daysie iext medication I'm

supposed to take twice a day. That's twelve hdbet;s twice a day and then

the other medication like | can’t say it, | takatlwice a day, that's every
twelve hours so | try to stay on track with thatldhe other one. | can't say
that it start with a Z [Zyprexa], | take that twiaeday, one in the morning and
one at night. So everything is every twelve hdikesif | get up at eight
o’clock in the morning by nine o’clock | should be schedule. | take my
medication at nine o’clock in the morning. Themrn around and take my

medication at 10:30 at night.
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Building her complex medication regimen into hetydeoutine did not seem
to be a problem for Inez, and she did not indieatg behaviors that she had to change
because of her medications. However, there wasaiti Inez’s life when she
misused alcohol, and she indicates that she caar gevback to that behavior and
interestingly labels this as a side effect of thedimations. Since learning of her HIV-
positive diagnosis, she has avoided alcohol; skienstands that she cannot drink
alcohol while taking her medications.

Don’t supposed to have no liquor what so ever ..duld cause a bad
reaction or down to the other so, | am not going&ss around with
alcohol...That is why | can’t drink alcohol medicatioAnd that is even good
because | don’t even crave for alcohol. | canmeeno alcohol with none of
that medication, right there. It would cause a tettion or down to the other
so, | am not going to mess around with alcohol.

Inez seems to include all of her medications is #icohol ban. However
when asked directly about recent alcohol consumptibe admits that she “had a
beer about a month ago. | had a nice cool beartabmonth ago, other than that,
that is when | didn’t have the medication.”

Motivation, support, and barrierdnez’s motivation for taking her medications
is clear. She knows that by taking her medicatlm@an achieve optimal health and
extend her life. “I want to live.” Her motivatioreems to be directly related to her
expressed desires to “get her old self back.” ket Self” is independent and living
where she can enjoy her family.

There are four areas of support for medication eedtee, with none identified
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as more important than any other. The first isrizial support in the form of
insurance and government programs.

...by me having um, straight blue ford insurance @ard | got eye care
to cover in case you want to say the copaymentandie more expensive
than what | can afford. Now, other than that,ddldn’t have no problem with
my medication...Because one bottle of medicationraanfor me, almost a
thousand dollars...

The second is the personal involvement of Aloegi@am who is mentioned
throughout the data as her contact person with llydfeialth Services. When Inez was
diagnosed as HIV positive, Dr. Casey arrangedrfer’s referral to Family Health
Services. “You know, ‘cause Albert Graham cametouhy house and told me that
Dr. Casey had turned my name in that | was HIV tpasi’ During this initial visit
Albert Graham also helped Inez understand aboutlibgnosis, her medications, and
the role of Family Health Services in her care.détt Graham...told me that um, you
know, the virus is real. He wanted to see what'sdn the type of medication. And
is there anything that | need down to the othet hleacould provide?” Inez relies on
Mr. Graham’ advice and often calls him to veriffjanmation or to make sure things
are being done correctly. For example when theeavguestion about who should
have “custody” of Inez, she said, “Cause see, kgaipset and angry | called Albert
Graham and | told Albert Graham these people namdsstuff ‘cause my sister says,
‘I'm gonna get custody. I'm gonna have custody oy’

The relationship between Inez and Albert Grahamesathe components of

the respectful relationship that Inez desires teehaith her health care providers, and
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that may be the key to why she identifies him as@port for her medication
adherence. Mr. Graham is “easy to talk to,” alldwves to express her concerns freely,
and provides tangible help. Additionally, he isomstant in her life.

The third support for adherence is family. Inezamfly support includes her
aunt and uncle, her children, and her sisters.adat and uncle provide a stable living
environment that enhances her medication adheréRgat’'s why I'm glad | have my
auntie ‘cause | can lock my pocketbook up, takenmeglication, just like | did a few
minutes ago. Go where | want to go and come badW aan be safe.” Her children
provide encouragement for her to take her medieatialthough they were not
initially afforded an opportunity to support Ineedause she delayed telling them of
her diagnosis.

My daughter was the first one to find out aboutldyn to the other.

She was scared for me, down to the other. She dantenow how did | get it,

what was | doing to get it, what — what is it, doterthe other. So | told her

it's a blood infection...Then | told my son. My son, he took it pretty well
down to the other.

However after telling them, she was pleased anchedesurprised at their
responses.

Well, my kids cared more than what | thought dowihie other.

That’s been a change. They just said they nebd to my life...she

[daughter] didn’t judge me. She hugged me. Andtslteme, it's going to be

all right, Mama..[my son] talks to me and things like that, downhe other,

to make sure | take my medication. They remind fmeevery time they
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come. Mama, did you take your medication today&ld,syes...they want to

see my medication bottles, down to the other, teensaure | got the right type

of medication to take.

Additionally, her sisters’ provide support, butstsometimes hidden in the
complexities of their relationships. However, Imezognizes their support for
medication adherence when she recounts how Domtha sa

You know you're supposed to be going to the dottidye getting your

medication, you know we’re already upset. We damht to lose you. You

know we got mamma is gone. You know we lost Daaiay now we gonna
lose you.

The final factor that supports Inez’s medicatiohe@nce is her personality
and attitude. Inez attends to details, and thishidps her as she organizes the dosing
schedule of her medications. Also, she has lednoedto ask for help and she does
not hesitate to seek help when needed. For exampksn her pain specialist added
several medications to her regimen, she contabteetd¥WWM School of Nursing and
asked if she could get a “medicine bag” to helpkesp track of her medications.

The barriers that Inez must rise above to mairddimerence to her complex
medication regimen include dealing with the phanesanedication side effects, and
maintaining the integrity of her medications.

Inez has financial resources to pay for her mentioat and she has adequate
transportation to the pharmacy. However, theseuress are not always adequate
when she needs to interact with a pharmacy. Sormastooordinating everything

interferes with her ability to get her medicatioasd sometimes she just feels
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frustrated with the whole process that pulls heoatr the place.

The pharmacy . . . see, Friday, at the pharmacyinswyrance company,
| Care, had to have been called . . . that's spatakJenny Neslon...'cause
Jenny Nelson did not call the pharmacy back umtiWeen, you want to say
six or seven o'clock. But [the] pharmacy's opemfiseven o'clock to seven
o'clock P. M. at night. So the call came in ateseg'clock. | could not get my
medication until . . you want to say, this weekt'thaoming up, for me to pick
itup...

And sometimes it is just too difficult for Inez émrange everything so that she
can get her medication in a timely manner.

I’'m supposed to be picking up the Viox and the wtl the M on
Friday at [name removed] Hospital. | was supposdthive picked it up on the
18th but I didn’t... Because my schedule just beémey have me running one
minute to the other, one minute to the other, ehihthis unnecessarily crap
that’s going on.

Another barrier to adherence is medication sidect$t Considering the
medications that Inez takes, she reports only asfdw effects, and she does not
identify which medication she believes is causirggide effects. She mentions
feeling sedated sometimes, having a dry mouthgapdriencing increased joint pain.
These side effects did not cause her to be becomadherent to her regimen. Rather
she identified them, talked about how to managmtland attempted to discuss them
with her providers.

Inez talked briefly about one medication that weespribed to calm her down.
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She said that this medication caused her to feEdkasduring group therapy. “like
today at meeting, | had took my morning medicinewhich is the one | take three
times a day. . . and | was noticing that it (poopezlout?) so when they . . . "Wake
up!" 1 woke.” Inez also described how a differem¢dication made her mouth dry and
caused her to have chapped lips. From her desmigtthese side effects were from
some of her psychotropic medications.
And | also noticed that my mouth stays dry a loguess it is the side

effects of those two pills that the clinical psyatist had gave me. And that

keeps a nasty mouth taste. | sucks on toothpastéwould go away for a

while, but it come back. It is nothing more thhe medication that | was

going to talk to them about it. It leaves a ndaste in my mouth.

She attempted to discuss her dry mouth and chdgsedith her psychiatrist,
but this was an occasion that Inez remembers as/bae she was not heard and was
referred to a different provider.

On at least two different occasions, Inez repostate numbness and tingling
in her hands and increased joint pain that she\ssdi to be caused by her
medications. None of these complaints caused h&ofoher medication, but she did
report them to her physician. “I think | have aeseffect...because my leg has been
bothering me a little more than normal. Just hgttitis the hip right there. It hurts
right there. It just started about a month ago.”

Safety of medicatiofhere was a time when Inez was unable to take her
medications because of her living environment. Whiing with her sister, who was

misusing drugs and engaging in prostitution, Iredzinsafe and her insurance card
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and medications were stolen or tampered with byesoma in the household or by a
visitor to the household. Her blood work indicatkdt she was not responding to the
medication, and it became a very distressing sandor Inez as she tried to explain
to her physician and her family that she was takiagmedication as best she could.
This distressing period in her life remained impattto her because she referred it on
numerous occasions across the interview data.

Cause see, | had slacked up down to the othere dikesl said, my
insurance card walked up out of my purse. | didhaote the right type of
medication in me down to the other. The medicatvas always coming out
to bein’ stolen down to the other. But here, Itpetright doses. . . Because
like | said, it's a, it's a shame that | can’t pay purse down or my medication
and come back and get it. Because they can téllmwt blood work when they
did if I took three pills...So | thought | was gonoampletely go out of my
mind...It was walking, it was like it would be there, buis not the
medication, it would be some generic medication mitavthe other because |
know Dr. Casey kept getting on my tail. ‘[Ine#jigis why we keep drawing
blood. [Inez], you is not taking the medicine'Yes, | am.’ ‘You are not
taking the medicine. ’ | prove it, | am taking tmedicine, | brought it in. And
it was some pills that you buy at Arty for 99 cen&upposed to be 500, 5
milligram pills that's what | was taking. The othalls, he had it on like the
capsule green pill, the white pill, there was samager you want to say flour in

the capsule
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Her journey to her current, stable living arrangeins documented in
previous sections, and the insecurity of her meitica actually played a role in
alerting her family to her need for a safe plackvi®and to get healthy. Since living
at the home provided by her aunt and uncle, IneZdithfully taken her medications.
“So, since | got my medication here | can leavene@nd go as | please, and it will be
there. It will be there. I think I am on the righack right now” So although this
barrier has been overcome, from the way she resdbatincidence of living in an
unsafe environment, it is likely if she ever moagsin, she will consider the safety of
her medications.

Behaviors to protect self and others when livinthwd Vv
Although Inez has not been in an intimate relatmmsince she was diagnosed
as HIV positive, she discussed that possibility mietified three rules that she would
carefully follow should she choose to enter a retethip. She would disclose her HIV
status to her sexual partner; she would try to se@opartner who is in the same
disease stage; and she would always use condoms.
| meet a person and | tell them I'm HIV positivendoto the

other...We can talk about it and if we want to béwmate we can really

be intimate in the way where we both know that wléestill be taking

precautions with birth control, the rubber dowrite other... You

want to say my HIV might be in one stage like itisstage 1 and his

HIV might be like in stage 2. | got to be very tiaus by keeping it in

stage 1. .. | think | got eight bags of rubbera/ddo the other for the

protection down to the other, because my virusyss/irus and his
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virus is his virus...

In this quote, Inez infers her understanding abowt HIV lives in her body.
She knows that the disease is progressive andifi@iedt stages based on her
symptoms and viral load. Individuals at differetasiges may manifest different
symptoms, and because of this she would be cauttauther insight into how Inez
views her HIV status is found in how she makesséirdition between having HIV and
having AIDS. Throughout the data she is explicittbhe is HIV positive which is
different from having AIDS. “There’s no way | gotBS. | have HIV.” Her
expression of this clear distinction between HIM #&IDS is consistent with the
terminology used when HIV was discussed duringithe of data collection.
Additionally she believes that she was assignedfferent physician because she does
not have AIDS and her doctor “...went from not bethlly specialist. He is working
with all AIDS patients right now. ” It is not cledrinez understands what this means
to her specifically for she did not voice conceabsut being diagnosed with AIDS
even though she understands that her illness cawise her death. Instead she relies
on her medications and her healthy lifestyle tgpkieer alive “until the doctor is God,
call me home. Other than that, there’s nothing ¢orywabout.”

Inez recognizes the importance of following thades and places an emphasis
on the disclosure rule. She believes that it winddhe same as murder if she infected
another with HIV through sex without disclosingth@ other that she was HIV
positive.

It's just that | got to be more careful and takerenprotectoral

awareness of things than anybody else do or thepsegon do because
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other than that | can easily infect somebody elies.They can take

a life and that life is just like if | took a lifecommitted murder

myself...l should have told the person that | slephwhat | was HIV

positive.

Inez knows that the HIV is transmitted through séaontact and through
contact with blood and body fluids, “HIV blood carirmingle with another person
blood because they can easily become [infected]canhot have anything bloody
laying around, down to the other. | cannot let adybelse come into contact with my
blood.” However she also believes that she mustbeful and “clean” as a way to
keep herself and others safe. She injects thougldganliness into her narratives as
she talks about ways to stay healthy. For examygien sharing a drink, “I make sure
that | keep my straw down to drink and my mouthsdoet touch the glass...That way
| can be-- it's called cleanliness. | have to ustind that.” While her ideas about the
HIV transmission via drinking after someone whéll¥-positive seems erroneous,
she relates this idea to cleanliness as a medaeeping herself healthy rather than as
a way to promote the health of others.

Always make sure your system is cleahhave to be very cautious and

clean..lt is just that you got to be more clean then wjat was before.But

as long as we keep ourselves clean and make suee teeepresent yourself

as you are, down to other, we, don’t harm anybdsly ly trying to infect

somebody else, we’ll be all right.

In addition to the rules that Inez says she hdslkow to keep healthy and to

keep from transmitting the HIV to others, she daldked about “laws” that must be
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obeyed. She does not relate the laws to an infniegé on her privacy or to a way of
tracking the HIV. Rather she talks about the lasipr@cedural and protective should
she ever have another child or form an intimatati@hship.
We can live a normal life as anybody else if we iaanhild, uh
children, down to the other. Our children will lesto register with the
state by Albert Graham. (Wisconsin Family Healtnv®es) .. so, the
baby has like a 90% chance to be normal and 108arty maybe HIV.
Now, other than that, there’s nothing else to watpgut...It’s just that
| got a blood infection and you don’t. And by ttate law, | cannot
just jump in and out of bed with any man down te tlther ‘cause it's a
highly risk to the man...And that’s a state lawthey do not want me
to come on contact with the syphilis or gonorrhvelaich now they call
Black Draw, cause it could aggravate my HIV toaestvhere it can
almost cause me to go cripple. So, | have to Ibg e&utious about
everything.
Attending to her emotions
Because she hears “calm down” from so many indalglwho she
depends upon and respects, it is not surprisingriea has adopted this phrase
to explain how she manages her emotions. Or mdnbplirase is a reminder
to use her coping skills so that she can make gectsions. For example
during a particularly stressful period in her M#en she was living in chaos,
she just wanted to “be able to adjust and try tma@own as much as | can.”

And at another time when talking about why her déegand granddaughter
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were living with her, she mentioned that she “magdncerned... for [all] to
calm down, get the baby back in school, and thet fved them a house.”
But ultimately this phrase is used by Inez as amder to cope with her
problems and emotions. “I had to calm down, bec#@usdon't | could end up
in the hospital, and what is the hospital goingddor me?”

Although Inez takes medication to help her managesmotions, Inez also
relies on certain behaviors that she has developedtime. These include faith in her
religious beliefs, attention to self-care, and hdpthers. She tries to use these
behaviors not only during times of stress but @ity basis as a way to stay
emotionally healthy.

Faith. Inez was baptized into the Baptist faith as a ¢latd her faith has been
a part of her life since that time. However, it has always been a source of comfort
for her. Sometime between childhood and her cutientshe identified herself as “a
stray for a long time. It's like living in the belderness...” During this time, Inez
experienced many struggles including being diagihaseHIV positive and with a
serious mental illness. She also struggled withféadr. She said that God was always
in her heart but she was only saying “God, God, .Gt like God must don't like
me because why do | have to suffer so hard. idr'ddo anything to inflict harm
upon others. Why is all the harm inflicted upon iné'fez has experienced many
struggles throughout her life, so “the harm” canm®identified. She continued to
guestion her relationship with God until her unioé#ped her connect with a local
Missionary Baptist Church. Now she has reclaimedtitte of a “church going

woman,” and when she is unable to attend servates;cuts the tube on [to watch] a
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gospel program...and then after | pray with them déavthe other. ” Through this
reconnection to her faith and to a local churckzlfinds that her spirits are lifted as
she remembers that her life “is in God’s hands.”

During times of emotional stress, Inez relies onfagh to help her calm down
and to see beyond her current situation by “puttifggrcumstances] back in God’s
hands.” She finds reasons to be grateful every @aasgpts and does not judge those
who cross her path, prays for others and allowsrstto pray for her, and forgives.
These attitudes and actions are evident in theviatlg philosophical statement that
she made when reflecting on her routine, day-toldiay| try to keep my thoughts
good, not bad thoughts. |try to keep a millstaiere it was a rock and try to break
that rock down into small chips of rocks, don’tldua big wall.” Although she did not
declare this to be her philosophy, she agreed BittStevens who mentioned that this
statement sounded like a good philosophy of life.

When the phrases and analogies in her statemeakangined in the light of
how Inez describes her beliefs and actions, atiet faith can be found. Inez
believes that “good thoughts” are thoughts of haggs and gratitude for the smiles
she receives from her family and friends and frarawing that her children and
grandchildren are happy. Good thoughts are alsodETrs to take one day at a time
for tomorrow “is not promised to you.” Bad thouglatre those that would “drag me
down and look like I'm in a rut and hard placeso.I'm locked in. One hell hole” and
are opposite of “lifters” that she experiences whlea puts “it back in God’s hands.”
Good thoughts help her to keep rocks, the probkmsencounters, from becoming

heavy burdens such as a “millstone around the h&btlen through prayer,
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acceptance, and forgiveness, even the rocks cahijyged away so that they cannot
be used to build walls. Perhaps the walls relateetarelationships; Inez’s family
relationships changed over time because she chdeggive and “to go forward and
let the past lay down.”

Self-carelnez has taken care of her children, her relaticegtren, and her
grandchildren all of her adult life when she waggtally able. She has now learned
how to take care of herself. “I got to learn to waabout Inez and don’t worry about
somebody else. . . | got to worry about what izlgeing to do... because | got to
always put myself first before | can put anothenspa first.” She does this by caring
for her physical needs as well as her emotionallsé&&ough exercise, proper diet,
adequate rest and relaxation, meditation, anchgdttbundaries.

When she is able, Inez likes to walk. However halke/are more than
exercise for she walks to a local museum or a pdiikh she describes as places of
peace and beauty. She walks to a senior centeevgher“could always find someone
to talk to, or someone to lean on.” She also watkghat she can be alone and think
before she returns to her home, tired and readgsto Inez knows the importance of
adequate rest and tries to “rest as much as Md@ndoctor say it's good for me.” To
relax Inez likes to watch TV, read, play cards, ahdp; she enjoys staying busy as
much as possible. She also mentions that shetdriest a “proper diet,” and mentions
how much she enjoys taking meals with her famigrh@ps for Inez, a “proper diet”
includes the social aspects of her meal.

To tend to her emotional needs, Inez practices tawsah and prayer. The only

meditation technique that she mentions is oneedmaéd in group therapy. She counts
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backward from 100 and that by the time she reazbes she is calm. Another way
that she cares for her emotional needs is throatiing boundaries. She knows that at
times she “needs a little time to think,” and skts her family know when she is
taking such a “time out.” However she is also aarabout not extending her “time
outs” so that they become periods of withdrawal isnthation.

| was getting to the place, you know, at a certian®, uh, evening, | don't like

the TV. Ijust want to be left alone. | might geter there in a corner and just

sit there for two or three hours. And then | getdhabout sitting there, because
once I'm sitting there trying to relax my mind, liben | get those bad
thoughts going back through my mind down to thesnth

When this happens, Inez recognizes that she needake a change and will
seek help from her psychiatrist in case she neadsdication change and she will
also try to reflect on her good thoughts. Becaligecein make these changes when she
is in this “place,” Inez demonstrates that shedesloped some powerful coping
skills.

Helping otherslnez is involved in community AIDS awareness progsand
offers her time and advice to others, particulardmen, who are HIV positive. She
does this through her weekly support group meetinggoining a “Stump Out AIDS”
awareness program, and through participation imtlggnal study. She does these
things in the hope that other women can learn fnemexperiences and to help them
“cope with reality.”

One way that Inez hopes to help others is throwgtphrticipation in the

original study. She wants her story to be told, &mble told carefully. “If you going to
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study, you have to study right to know all our gembs down to the other to get a true
understanding of those.” Embedded in her stotlgesadvice or help that she would
offer other women who are “still running wild.” Qaisimply she says that they should
“tone their heels” and “just be careful” and to lanthat “who you lay down with is
clean.”

Inez’s weekly support group is another way for toenelp others. At these
meetings the members can speak freely about theaetns and learn about their
infection and the resources available to them,laed reports general statements
about how she participates in the group. She mestioat she has told group
members about her HIV providers, about Albert Gnahand about the original study.
Although it is not clear how this information iegved or used by other group
members, it is clear that these meetings and theeqt of helping others are
important to Inez and are useful coping behaviorshe “feels a little more better
about myself with those meetings. | think if | didhave that | probably would have
fell apart.”

Stigma: Unexpectedly uncommon

So far, Inez’s story is rich with details of heilgdfe and how she manages
her illnesses. However there are very few data thow Inez experienced stigma.
The word “stigma” does not appear in Inez’s naveatlata, and there are only four
references that could be viewed as stigma expearsg@nd these experiences were not
described extensively or clearly. From these beé#rences it seems that Inez
experienced internalized stigma as being fearfubatcast, and different; however

these feelings were never the focus in the stesheselated.
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Being fearful When Inez was first diagnosed as HIV positives did not want
to tell her children. She said that hearing thagdbsis was the “worstest thing in the
world” and that she would rather die and kill hbildren than live with knowing that
they could not accept her illness. This appealseta form of internalized stigma, for
she was not afraid to die. She was afraid of rigiacAlthough no longer suicidal,
Inez continued to carry this fear and came to zedhat others shared this feeling.
During her support group meetings, she learned ‘thax not the only one that say
“I'm afraid to say I'm HIV positive.” Everyone ithe room is HIV positive. So we
can talk in the open.” With this statement, Inezgds that she was learning to
manage her fear and to perhaps lessen the stigithahth internalized. The timeline is
not clear so it cannot be determined if this supgup revelation had a role in her
decision to tell her children about her diagnadiswever when Inez did tell her
children that she was HIV positive, she was sueprist their responses of acceptance
and gained their support as she learned to livie WiV.

Feeling like an outcasiWhen asked directly if she was ever discriminated
against because she was HIV positive, Inez respbtide “one time | was. | guess |
was an outcast down to the other because theredgdoow what HIV was. ” She
softened the idea of being an outcast by sayingttixaas because others did not
understand or know about the disease. She didxptdia what it meant that she was
an outcast, but at a different time she mentiohatighe was treated badly because of
her HIV status. “Because some people when youhteth that you’re HIV positive
they look at you like oh! oh! They treat you liédat...My sister, she treated me like

dirt. Like if | was a heredity germ.Oh I'm HIV, you can’t touch me.” We do not
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know if Inez was socially shunned, ignored, abusedidiculed. We just know that
she felt mistreated.

Different from normalWhen discussing the advice she would give women
who were “kicking up their heels” and having sexhadifferent individuals, Inez
encouraged them to be careful and cautious befdsgieg into a relationship. She
said, “Because it ain’t what you see what you @§&use just looking at a person, if
they know | was HIV positive, | guess they took asea normal person.” What did
Inez mean by saying that she was taken as a “nbpaedon? The inference is that
because she is HIV positive she is not normal.gitdnerself into a category that was
different from individuals who were “normal.” Agaithis seems to be a form of
internalized stigma, but Inez never repeated thea iagain in the data so perhaps she
is unaware that she feels this way or perhapgutisher way of self-identifying as
HIV positive.

Inez’s brief statements that may be related torstigre noted here because
this is an unexpected finding considering the knéawels of stigma that those with
HIV or a mental iliness usually report. This isua@ising finding that may be best
explained by considering it in light of what is kmo about Inez. Inez is kind; she does
not judge others and does not expect others teejhdg and she often chooses to see
the best in others. Perhaps that is why she cloosettdwell on the few stigmatizing
experiences that she mentions in the data.

Gold
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Inez frames what she knows about HIV with beliést it is possible to live
with HIV; that it is not a death sentence; and #&th person who has the infection is
a unique individual who is “gold.”

People are born HIV positive every day, every sdcernery

minute. People are also born with AIDS. Theylaiag and proof.

God has not given up for them...We can live a notifeahs anybody

else...[and]I'm a human being just like you. It'stjtisat | got a blood

infection and you don't.

When talking about the importance of the origirtatly, Inez said that
individual stories must be heard because eachital/with the HIV is unique and
special. Inez also believes that in addition touhgjueness of each person with the
HIV, each person is also valuable, “...it is becayme have to think of yourself as
valuable as God’s most valuable thing is life itSétach person is also special for
“God has chosen this here for me for a particldason to make me realize life can be
good, life can be miserable, life can be up andrdd¥mez’s analogy for this valuable
uniqueness is to “Let them know that | am gold” aotlectively HIV-positive
individuals are gold mines.

It's changes, it doesn’t really change anythingibahanges my expectations

and my thoughts to be more gentle and be moreuwddhein ever than | was

before | came to be part of, if you want to sayt Kmox, a gold mine.
At one time Inez described an “old self’ that stveged to reclaim. Her “old self” was
living independently “with my grandchildren spenglithe night or my children

spending the night. | can picture family gathesidgwn to the other.” She has not
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given up on this picture becoming reality, for sémains on a waiting list for low-
income housing and she has regained some conth@rdinances. However while she
is waiting, she remains kind, forgiving, outgoinglaoutspoken within the confines of
her “emotions,” and willing to help others by simgrher experiences. There have
been some changes in her expectations and behayetishe believes that she is still
Inez, a HIV-positive woman with a serious mentialass who believes that she and
others should, “Just try to be an understandinggrewith life and not to be a cast out.
That's my understanding, because ah, I'm a humarghest like you. It's just that |
got a blood infection and you don’t.” Perhaps Inekes these statements because
she knows that even if she can never fully reclagnold self, her current self is

content, looking forward to the future, and is escpous as gold.
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Chapter 5

The original study from which the data for thisdapth case study were drawn
explored the impact and meaning of HIV/AIDS on likes of HIV-positive women.
Areas of interest included the participants’ heakeds, medication adherence, access
to and utilization of health care, reduction okyivehaviors, and stigmén¢Depth
Longitudinal Study of HIV-Infected Wom&gtional Institutes of Health Grant
#RO1NR004840, Principal Investigator, Patricia tevéns, PhD, RN, FAAN). While
all of these areas are included in this study ihe unique voice of Inez as she
describes what she knows about living with HIV angkrious mental illness that
complements the original study.

In this chapter the findings from the case studydiscussed, conclusions are
drawn from the findings, and implications for edtma, practice, research, and theory
are presented. However | believe that my first @néstion of these items should be to
Inez for she has been my constant companion thrthuglprocess and as such should
have this metaphorical first look. Therefore | h&amed this chapter with a letter to
Inez. All readers are invited to figuratively looker her shoulder and read along as
each component of this chapter is presented, bahéosake of clarity, the letter that
frames this chapter is in italics unlike the moegadled discussion in each section.

Dear Inez,

| think that perhaps it is time for me to introduogself to you, at least
in this letter for | know that we can never meeeféo face. My name is Linda,
and Dr. Stevens (who you described as your “prafieasd friend”)

introduced you to me about six years ago. The thtction was made through
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the sharing of the transcripts of the discussidra you and she had during
the data collection period of that important stughe was conducting. |
suspect you remember that she wanted to learn ak amsipossible about
women who are living with the HIV infection. Yoagously allowed Dr.
Stevens to share your words with her studentspli&eso that we also can
learn about women with HIV from the real expertanely women like you.

So | am writing this letter to thank you for mahings, but mostly for
allowing me to read your stories. What | read, améad the transcripts from
your ten interviews many times, captured my atbentny curiosity, and my
heart. Since the first reading of your words, | @doeen trying very hard to use
your words and thoughts to create a word pictur@@i you have managed
your life, and sometimes how life seemed to mapaggeas you learned to
bring into your life all that having HIV means towy

Perhaps | should insert a few thoughts about mysa. | am a nurse
and | currently teach nursing at a small universitythe southeast. Just as you
find meaning and hope in your desire to help othemen who have HIV, |
find meaning and hope in my desire to help indialdwvith a mental iliness.
At one time | did this by working directly with sleepatients, much like “your
nurse” Lisa who worked at the clinic where youffisarned about HIV and
where she gave you information about Dr. Stevemsiys Then | became a
teacher, and | taught student nurses about thergifit mental illnesses and
how to take care of people who were having problerasaging their

illnesses. Ever since | met you through your ineemwdata, my curiosity has
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been stirred. Among other things | am curious aliuw what you have
learned can be useful to others who must live Wi, or other chronic
illnesses, while continuing to manage their emation

So you see Inez, your stories are very importanbtamnly me, but to
other nurses and health care providers. You areexpert from whom we can
all learn! You recognized this, | believe, when yald Dr. Stevens that, “If
you going to study, you have to study right to katwur problems down to
the other to get a true understanding of thoséhbpe that the word picture
that | have created from your stories will helpathas they work alongside
women, such as you, to build respectful, helpihgtienships.

Inez, below is the “Summary of findings” where yall find a
distillation of what | learned as | constructed thverd pictures of your life. |
formed it into a case study that carries the ratloeg title of “What Inez
knows: A qualitative, longitudinal case study oéamoman’s journey through
the maze of living with HIV and a serious mentak$s.” Dr. Stevens and |
agree that this title captures the notion that y@ve greatly helped us learn
from this case study created from your stories. Aot my hope is that others
who read the case study will learn from you as welivhat follows you will
see that | am talking to doctors and nurses about ¥ife.

Summary of findings
The case study about Inez’s life was created blynguhpart and then

reassembling the common themes from her two ydarsrversations with Dr.
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Stevens about her family, her losses, her hopeshanhealth care experiences from
the perspective of a woman living with HIV and aiees mental illness.

From this case study, we know that Inez wantsetseen and heard above the
“noise,” or symptoms, of her HIV infection and malntiness diagnoses. She believes
that this can only occur if she can establish miytwaspectful relationships with her
family and health care providers. Then from thacpl of mutual respect, Inez can
reclaim her “old self.” Her old self would live iegendently and enjoy being with her
family; her old self would make independent finahclecisions; and her old self
would confidently follow the treatment plan thatsa@esigned to bring her to optimal
physical and mental health. Inez also knows thatsimow “more” than her old self;
she accepts that she is unique and perhaps evkterfjdecause she has learned to
live with HIV and a serious mental iliness.

However there are difficulties that Inez encoungsshe tries to reclaim her
old self through the establishment of mutuallysfging relationships. Her living
arrangements are “all over the place.” And, hetthezare encounters are “all over the
place.” The former was an issue before her familgrivened and moved her to stable,
safe housing at her uncle’s home; the latter resnaimultifaceted problem. Her
health care providers are located across multgdgities, meaning that she is
physically all over the place. Inez’s health neaascomplex and include providers
who treat her HIV infection, her mental ilinessddrer other physical health needs
including management of acute and chronic pain.l&\hying to talk with her health
care providers about a specific complaint, Inezettmmes senses tension related to

treatment options, and she becomes frustrated aipeavider refers her to a different
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provider instead of addressing her complaint. Thesfeels that her treatment choices
are also all over the place. The feeling of beinljgal all over the place heightens her
feeling of being unheard and having her complamtimized. Additionally she often
ties being unheard to hearing the phrase “calm doalm down.” Inez has the insight
to know that she needs to be calm when trying agx herself, and in fact uses
“being calm” as a barometer of how well she is ngamg her mental health. However,
she also feels that at times others lead withghrase instead of listening to why she
is upset. Therefore the phrase becomes a wayetacsilinez instead of a way to
remind her that she should assess her emotiongsanider coping skills so that she
can communicate more effectively.

In spite of these difficulties, or perhaps becalsehas had to learn how to
persevere through them, Inez has developed soraeidkas about how a woman can
live with an HIV infection and a serious mentahéks. Inez knows that being HIV
positive means that she has a “blood infection” mugt take medication for the rest
of her life. Inez knows that she must be honedt Wér sexual partners and that she
must carefully follow certain “rules and laws” tedp healthy and to guard against
infecting others with HIV. As a woman with a seisamental illness, she knows that
she will need to maintain a relationship with hsyghiatrist and take medications to
help her manage her emotions. Additionally she lthat she must maintain her
peace of mind by monitoring her emotions and peawgi coping skills such as prayer,
exercise, thinking positive thoughts, and movintgsle herself by helping others.

Inez does not categorize her actions as beingmbyeeither of her diagnoses,
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therefore she knows that all of these ideas andrectvork together to keep her
physically and mentally healthy.

Inez does not refer to her past experiences odiagnoses with regret. Rather
as much as possible she focuses on what she mesigeom her experiences. She
sees herself as a strong woman who has wisdonate shth others. Her family
relationships are now perceived as avenues of supstead of barriers to healthy
living, and she continues to believe that one deeygill live independently and not
only reclaim her old self but find that she is eVerore” than her old self.

An unexpected finding from this case study is thaz does not readily
identify stigma in her life. However she suggebtd she has internalized stigma when
she talks about being fearful of disclosure, feglike an outcast, and being different.
Her brief statements related to stigma lack thie dietail that she often provides in her
conversations and may be best explained by pldbege statements in the context of
what is now known about Inez. Inez is kind; shesdoat judge others and does not
expect others to judge her; and she often choosesetthe best in others. Perhaps that
is why she chooses not to dwell on the few stignragi experiences that she mentions
in the data.

Inez, the above distillation of your story is whéatlieve you would

have others know about your experiences as a HBitipe woman who also

has a serious mental illness. But there are othergs that | “found” while

creating the word picture of your story. For lackaobetter word, | think of the

following things as serendipitous learning, foridl ehot expect to learn these



141

things! Initially | was focused on what you saiddahen | realized that how

you told your story over a two-year period was gaaly important finding.

Serendipitous learninghe process of working with Inez’s narrative datsw
challenging and frustrating. Learning to work wiitle data was rewarding and
instructive, however, and thus is presented asemdgitous learning experience. This
experience confirmed that all words carry meanmd @ach word should be
considered carefully so that the true meaning @difcerned. Another discovery was
how the longitudinal data added to the strengtthisfstudy. Having access to Inez’s
data that spanned a two-year period enriched mgrstahding of Inez’s stories and
allowed me to follow the evolution of a mutuallyspectful relationship with the
interviewer. | cannot think of a better way to erapilze the importance of these
findings except by sharing them in the continuatbmy letter to Inez.

Inez, your interviews were conducted over a twa-peaiod. During
that time you had periods of physical sicknessijlyanpheavals, and
emotional disturbances that may have interferet watur thoughts, but you
were always faithful to meet with Dr. Stevens grebh& openly in answer to
her questions and about whatever you felt was itapbat that time. Before |
elaborate on the importance of this longitudinaknview process, | need to
confess that your ways of constructing stories spehking were challenging,
frustrating, and intriguing as | tried to understhexactly what you wanted
others to hear. At times it seemed that your miad pushing ahead, urging
you to add details or to insert a side story. Atesttimes you seemed to be

silently withdrawn into your thoughts and chosatswer the questions or tell



142

your stories in what | came to think of as the “DQreet Style.” Do you
remember the old TV show Dragnet? Sergeant Fridegtsh phrase was,
“Just the facts, Ma’am.” During these times, yowspended without the rich
details that | expected; instead you just provittezlfacts. And sometimes you
seemed to have a hard time managing your emotwamsh is how you
described the reason for your relationship withsgghiatrist and for your
prescribed psychotropic medications. During theses, your speech patterns
seemed to reflect some thought distortions or d&hgs but | do trust that
everything you reported was an accurate assessofigour reality at that
time. Dr. Stevens and | spoke about this from tortene, and we reached the
consensus that all of your words should be honasegour truth.

These unique storytelling styles caused me to denshnique ways of
organizing the data, your stories, into accurat@idaons of the experiences
that you wanted others to hear and understand.rfibst challenging was
when your responses to Dr. Stevens were lengthga@améined many different
story lines. The method | used to analyze thegghgnrichly-detailed sections
of data was a method that | used to help nursindestts understand
therapeutic communications; | segregated the data untitled columns with
each column representing a different story. Afier data were segregated, the
columns were titled based on the content of they shathat column. | admit to
being surprised when | realized that what at fappeared to be a tangle of
disconnected stories often emerged as several aepaccounts of different

experiences that added specific details to thectaphand.
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The most frustrating aspect of working with youtadaas when your
responses were “just the facts.” | was accustontelddaring rich details and
colorful descriptions of your interactions and expaces; reading one word
responses troubled me. | even felt a sense ofy@tb@cause you were not
doing as | expected. These feelings told me thatlllost my perspective on
the work | was trying to complete. | lost sightyoti, Inez. To reconnect with
you, and your data, | re-read the field notes fritv@ interviews when you
responded briefly, and | talked to Dr. Stevens wdminded me to trust the
data. Your short responses helped me to realizeythaalways responded the
best you could, and that this work of learning frpoo was about you, not me.

And then there was the intriguing element of wieahsed to be the
insertion of delusions or thought disturbances yoar stories. There was no
way that | could have or should have made any juedgmegarding the
objective truth of some of your statements or kelieor example, | do not
know if you had a relationship with one of the ptigsis at the clinic where
you received your care. | do know that you talkedw such a relationship.
What was | to do with the layers of detail that ezgadded to your stories by
these possible delusions? Surprisingly, the ansveerthat | simply had to
acknowledge these thoughts as your current assessneeality. After the
construction of your stories and the identificatmithe meaningful findings
from these stories, | realized that all of yourulgbts supported the findings.
To use the example from above, your thoughts aleuhg a relationship

with a physician supported your desire to engageirually respectful
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relationships. So while | am still intrigued aboutur thought processes and
how you incorporate your “emotional problems” ingour life, | know that my
role in the reporting of your story was to “truste data” and allow your story
to unfold.

Before | move on to tell you why it was so veryartgnt that you
completed all ten interviews across two years, htwa mention two
expressive idiosyncrasies of your speech that add#idtinctive flavor to your
storytelling. The first is that you sometimes, nloithk it is more accurate to
say that quite often you inserted the phrase “doovthe other” into your
sentences. At first this puzzled me, and | triefibtere out when and why you
used this phrase for | thought that | needed toakitias to understand what
you were saying. | think | was wrong. As | becameenfiamiliar with your
storytelling style by re-reading the narrative datiaat is what Dr. Stevens and
| call the transcripts of your interviews, | readid that the phrase did not add
or detract from what you were saying. It was jushsthing that you said; and
before long, as | read your words, | found thastbhrase became a mental
signal that reminded me that Inez was speakingept me focused on you.
Now when | read through the data, that phrase isatsiral for me to read as
the phrases that alert me to other speakers. Famgte, when | read “The
game is on” | know that Sherlock Holmes has fouméa mystery to solve but
the phrase itself is not a mystery. However, tla@esothers who will read your

words but one time, and those readers need to lgaickly what | learned
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after many hours of reading the data. Otherwisg timay spend too much time
puzzling over that phrase and miss the salienttg@hyour story.

The second expressive style was your (mis)usetafrcevords and
how you mixed some metaphors. | mention this hagelbecause | want you to
know that these expressions caused me to smileoghthk about how | use
metaphors and words. | think that your way of ngxwwo sayings together
may not be a more efficient way to express yowrghts, but it certainly is
more memorable than a simple statement of youinfgdlclearly understood
and remember your feeling of acceptance when yiltisat at a group
meeting you were not, “I guess you wanna say, baisgre thumb or being a
needle in a haystack that stickin’ out that doit’trf.” It is a memorable
statement of your feeling!

So, Inez, these were the challenges, frustratmmd fascinations that |
realized while | attempted to honor your guidaneé.t.study right to know
all our problems down to the other to get a truelenstanding of those.” All
of these thoughts are explained in greater detaChapter 4.

Previously | mentioned that having access to inésvwdata that
spanned two years was important to me, althougt hdt initially recognize
the full value of such data. Did you realize th@amance of your devotion to
the interview process? Because you shared youriexpes over a two-year
period, the details of the major events in youwr tifepened with each telling of
the story. Additionally, the longitudinal naturetbe data offered me the

opportunity to hear how your concerns, circumstanceeds, and health
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changed over time. For example, as your living agements changed from
chaotic to stable, your self-care and family redaships improved. Therefore
your stories are rich in details that may have bt had you and Dr.
Stevens spoken only once.

The creation of the case study from your stories m@ without
challenge. The stories that seemed to matter thst tag/ou, the stories you re-
told several times across the interviews, helcedgffit details with each telling.
Additionally, your stories often intersected. THere | learned to rely on a
spreadsheet that included dates, names, addremseéxither details that were
tied to a specific event. From this spreadsheednistructed a timeline of these
significant events in your life. These documentwigled confirmation of how
some stories were insular, like your interactionthvwhe pain specialist, and
how some stories tied together; i. e. the storyoafr chaotic living
arrangements was tied to your HIV diagnosis day.

There is another important aspect of the longitatlimature of your
data that fits easily with one of the findings frins case study. | refer to your
desire to engage in mutually respectful relatiopsrand how your
relationship with Dr. Stevens evolved over time such a relationship. The
relationships that you described in the data angarted with your words.
Mutual respect could be implied or denied from ydescriptions of what the
provider or family member said or how that persesgonded to your
presence. From this information, you helped menideustand what you

desired in a relationship and how you would knovemkiou experienced
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mutual respect. | was able to learn about both siolethe relationship when it
came to your relationship with Dr. Stevens. | hadess to your descriptions
of her interactions with you and the transcriptdef statements to you.
Additionally | had her field notes that containegl lassessments of your
behaviors, the emotional climate of the interviand her thoughts about what
you told her. Therefore | could follow how youratbnship evolved and why
you determined that she truly cared about youhlorts you described your
relationship with Dr. Stevens as the mutually resjog relationship that you
desired to have with your health care providers aritth others who you
needed to interact with routinely. The longitudidata afforded me this
“insider” perspective on how your mutually respettfelationship evolved.
| mentioned earlier that | am curious about how Wwau know can be
useful to others who must live with HIV while coaihg to manage their
emotions. This is where | stretch my thinking abwldt you have taught me
and draw some conclusions from the findings. Theselusions will assist
nurses and doctors as they care for other womenar@diving with HIV and
a serious mental illness.
Conclusions
Conclusion #1Through this single case study replete with expéiakdetail
from two years of interviews, we are given an extienary view into how one
individual lives with HIV and a serious mental #lss. For Inez, learning to deal with
complex medical and emotional issues required suiymonm trusted individuals, an

environment of physical and emotional safety, aneliance on her foundational
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strengths- a sense of positive self-worth and avatbdn to reclaim her life. By
expending time and effort to learn about individuéfe stories, no matter how
idiosyncratically told, health care providers migbine to better understand patients’
capacities, values, and needs; and collaborate eifaeively with them as they seek
care for physical and emotional problems.

Conclusion #2Stability of care over time may be especially intpot for
persons living with HIV and a serious mental illge$he individuals and places that
comprise the health care of persons like Inez teloot only care providers but also
the ancillary services that assist with accesste and social and financial resources.
For Inez stability of care in each of these areas thie difference between feeling
unheard, distressed, or confused and feeling vahesttd, and in control. Stability of
care allowed her to establish trusting relationstiih the persons and places that
comprise her health care.

Conclusion #3Narrative knowledge of individuals’ lives built cgistently
over time in mutually respectful relationship mayKkey in overcoming internalized
and enacted stigma. By listening closely to Inszsy, the shadows of stigma were
discerned but not explicitly expressed. In a miyuaspectful relationship, both
parties can safely bring the topic of stigma ifite kight to see what it looks like and
feels like to individuals such as Inez. Without Wiog that it exists, it cannot be
overcome.

Each of the conclusions includes the idea of a allytuespectful relationship,
and the elements of such a relationship are fonrha extensive literature that

addresses the provider/patient relationship. Texuneh as connectedness, presence,
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intimacy, person-centeredness, and empoweringsae to explain a relationship that
is mutually beneficial (Anderson, 2007; McCormalkkylsson, Dewing, & Lerdal,
2010; Mitchell, 2007; Nygardh, Malm, Wikby, & Ahtsim, 2011; Phillips-Salimi,
Haase, & Kooken, 2012; Stavropoulou et al., 20EAEh concept intimates that the
provider and the patient are responsible for bungdhe relationship, and recognition
of the patient as an individual and trust are comth@mes in these descriptions.
However acknowledgement of the unequal balanc@wtp in the relationship, which
tends to tip in favor of the provider (Delmar, 2)12 not always evident in these
concepts. Bell and Duffy (2009) report that thiegunal balance of power places the
patient in a vulnerable position as the patien¢eds trust in the provider’'s
competence and believes that the provider makeasioes that are in the patient’s
best interests. It therefore becomes the providesponsibility to acknowledge that
the asymmetrical relationship exists, to recogthzerisk that the patient is taking by
trusting the provider (Bell & Duffy, 2009), and poovide “sensitive attention” versus
paternalistic “overcaring” (Delmar, 2012, p. 24Phe extension of this relationship
from mutually beneficial to one that is mutuallgpectful is missing in the literature.
The notion of stability of care is also inherenthe conclusions for such
stability allows for the development of relatiorshihat are mutually beneficial.
Stability of care is documented in the literatuneler the guise of problems associated
with a fragmented care delivery system. Fragmeoéed may be presented as a
structural barrier to access when care is providedultiple locations (Joo & Huber,
2013; Philbin et al., 2014) or when ancillary seed are not in place when individual

enters into a health care relationship with a printare provider (Mutchler et al.,
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2011). Stability of care certainly includes the orpnce of a centralized location for
care that would lessen the feeling that Inez dieedras being “all over the place,” but
the findings also suggest that it is equally imanottto have consistent providers of
care. Mutchler et al (2011) presented the idea“teatment advocate,” a trained
individual who facilitates the growth of the cligotovider relationship. A treatment
advocate (TA) would be a constant member of thétheare team and could add
some consistency to the patient’s experiences.

Examples of what is known about patient-providéatrenships are provided
in the preceding paragraphs, but none of these gheamapture the essence of Inez’s
experiences. As | read the literature and therectft on the data and field notes, |
realized that Inez felt secure and sheltered imgually respectful relationships
which is different from what | found in the litevse. When | mentioned this to Dr.
Stevens, she suggested that perhaps what | fouhe tata was similar to the concept
“cultural safety.” | learned that the concept oftaral safety was introduced in the
early 1990s in New Zealand by indigenous Maori elesders (Anderson et al.,
2003) to address the inequities in access to healtthand life opportunities
experienced by the Maori. Outside of New Zealartuical safety has served as the
framework of intercultural research in Canada (ltyn&a Young, 2000), cultural
nursing education in Israel (Arieli & Friedman, 2)land others suggest that it is
useful as a socio-ethical model for nursing pracfi/oods, 2010) or as an expansion
on the cultural competence model of practice (Mwé®, 2010) with global

implications (Baker, 2007).
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Cultural safety has not been explored in the cdaraékIV-positive women
with a serious mental iliness as a cultural grduy,the following definition merges
nicely with what | learned from Inez about mutuakgpectful patient-provider
relationships. Cultural safety is a place “whiclsade for people; where there is no
assault, challenge or denial of their identityydio they are and what they need. It is
about shared respect, shared meaning, shared lagevéad experience, of learning
together with dignity, and truly listening. ” (WWdms, 1999, p. 213).

Limitations

Inez was one participant in the original study thatuded a total of 55
women, and one of the aims of that study was tonex@the meaning and impact of
HIV/AIDS in the lives of HIV-infected womenir§-Depth Longitudinal Study of HIV-
Infected WomerNational Institutes of Health Grant #R0O1NR0O048&fincipal
Investigator, Patricia E. Stevens, PhD, RN, FAAKgTata generated from the
original study provided rich details about manyeadp of the participants’ lives, but it
was not designed to be a case study investigdtiem’s data were identified
serendipitously as amenable to a single case stitielyreview of the data that fit with
the original intent of this study, which was to Bxae the lives of HIV-positive
women who also had a serious mental illness. Thisida to present a single case
study was based on Inez’s vivid descriptions ateh#ion to detail and on the
thorough field notes included with the narrativéadd his case study, therefore,
supports the aim of the original study but it mited because the content of the

narrative data was set prior to the start of thisent study. Additionally, the data
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were collected more than ten years ago. Althoughtrtith of Inez’s story holds across
time, her stories are bound by time and shoulcetbes be understood in that context.
The analysis of words without ever hearing the @aitthe speaker was a
challenge. There were many layers of interpretabemveen me and Inez’s
conversations with the interviewer in the origieldy. The words were spoken,
recorded, transcribed, read, and then interpretechéaning; and written words are
flat, one dimensional, and open for interpretabyrihe reader. Part of the
interpretation process involves putting a voicéh®words, or hearing the original
speaker, which adds another dimension to the wétdaever what happens when it
is not possible to hear that actual voice? Quitenothe reader puts a voice to the
words, and that voice is usually the voice of th&der. As you are reading this, if you
do not know me personally, what sound is in yoad?eWhose tone and inflections
are you hearing? What about an accent? Therefeneetider truly becomes the
interpreter of the words. By keeping this phenonmeinamind each time | read Inez’s
words, | proceeded with the analysis. However tie of the challenge resided in
how to stay true to the data and Inez’'s words witlever hearing her actual voice.
This challenge was met through adherence to timelatds of rigor in feminist
research (Hall & Stevens, 1991) by verifying mylgsia with the interviewer, Dr.
Patricia Stevens, who heard Inez’s actual voiceveirtessed her non-verbal voice as
well. However | still had to recognize that my wicould intertwine with Inez’s, thus
creating a bias in the findings. To address tipisatticed reflectivity through
journaling and conversations with Dr. Stevens. &lveas one question that | asked

myself throughout the analysis. “What did Inez sy did | interpret her words
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based on my experiences or on her experiences®ughrthis practice, | believe that
the final presentation of Inez’s story is truelie tlata and captures the essence of
what it was like for Inez to live with HIV and argaus mental iliness.

Although working with narrative data was challerggihbelieve that being
forced to see only words allowed me to identify peysonal prejudices and biases.
For example Inez mentioned reading some professasheles about HIV, and | was
surprised. Upon reflection | realized that | haglated a mental image of Inez that did
not include her having the capacity to understanafiegsional writings. This led me to
take a second look at some other responses | hadablnez said or did. Did her
words evoke memories of patients | met while wagkima mental health setting, and
did those memories lead me to assign more or ¢essrtwords than a non-biased
reading of her words would have produced? Had ichaad seen Inez, it is possible
that | would have missed this opportunity to exasmmy responses as closely as | did
during the narrative analysis.

Limited generalizability of findings from a casedy is often reported as a
limitation, and it is true that these findings shiblbe applied cautiously to other
individuals. Rather than generalizability of théselings, the value of a this case
study is that it provides an opportunity to know tinique or particular because the
“trouble with generalizations is that they don'papto particulars” (Lincoln & Guba,
2000, p. 27). Nurses are always cautioned to iddalize care, or in other words, to
recognize the particulars.

Implications
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“Sometimes we simply have to keep our eyes operaotdcarefully at
individual cases—not in the hope of proving anythilbut rather in the hope of
learning something” (Eysench, as cited in Flyvbj@@l1, p. 303).

Practice.Discovery of what Inez needed as she learned ¢onith HIV and a
serious mental illness was possible because shgiweastime to tell her story and
because someone listened to that story. Although's$rstory unfolded over a period
of two years and practicing nurses would seldonehhat luxury of time, | believe
that a health care provider can achieve the santeme with other patients who have
complex needs. Learning about a patient’s capaci@ues, and needs takes time and
effort beyond an initial assessment and shouldcberaplished in collaboration with
the patient, for it is possible that the patierdssunaware of these things as is the
provider. This discovery process is like the comigertircles that grow outward from
a pebble dropped into a still pool of water. Thblge is an assessment question and
the resulting concentric circles represent an mireg understanding of that initial
assessment. The pebble may be a simple questariikhere do you live?” The
circle of discovery then grows as the patient midyandedly mention that her
neighborhood does not have a local grocery whexeah purchase fresh foods, or
she may raise her voice angrily when respondirgggarticular question. This process
requires careful attention to words and behavinmsg, the provider and patient should
be free to ask for clarification of what is heardlte meaning behind the behavior.

However Inez taught us that this process can chixogethe image of a quiet
pool with ever-expanding ripples into rough wat@sanultiple providers, seeking the

same information, drop pebbles into the pool. Tipples start to crash into one
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another and a patient may experience what Ineecthking “all over the place.” For
the benefit of the patient and the provider, théavganeed to “calm down,” and the
pebbles dropping into the pool should be control&dbility of care can be that
control. This stability may not be available undar current system of fragmented
care delivery or because of confounding accesam®issues, such as lack of financial
resources or availability of providers. However wipdganning to meet the health care
needs of individuals with known emotional concestability should be considered
perhaps through the use of an identified advocatage manager who would serve as
a constant presence or contact for the patient.
Inez, | wanted to talk to you briefly about how iymiierviews can help

nurses, doctors, and other health care provideasrido do a better job

talking with their patients. Some nurses and dectoay not realize they need

to improve on how they communicate, but your ssaal@out getting health

care contain a lot of advice about this. How pr@rgltalked to you was the

basis for how you perceived your relationships \ligm. You have shown us

that no matter how efficient and competent we thialare being, if we don’t

listen for what the patient needs at a particulang, and try to connect our

response to that need, we may be failing him or Because your data

emphasized the importance of communication, ituslgnt that | do the same,

perhaps as a reminder to all providers who may darea person with

multiple health care needs.

The health care provider is responsible for creggtive emotional environment

in a relationship and carries much of the commuioaurden in this discovery
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process. This significant responsibility can beetifvely realized through basic
therapeutic communication techniques which incladelement of self-knowledge.
Just as focused listening allows one person torstated another, reflection allows a
person to understand “self” including personal galand biases. An emotionally safe
environment cannot be created without this prooésisial understanding. Then,
within this safe environment, the nurse, physic@mther provider can provide
information, taking care not to overwhelm the patti@nd offer care in answer to the
patient’s condition and concerns. Mutually respdatlationships can develop and
thrive in such an environment.

Education.Nurse educators have long recognized that a wekldped case
study offers students a safe way to explore theptexmeeds of patients before they
encounter a “real” patient (Popil, 2011). Therefibtis incumbent on our profession to
assure that the case studies used are relevaatl basactual circumstances, and
stimulate further conversations about the phenomémat is presented (Gomm,
Hammersley, & Foster, 2000). Additionally, casedsta are often presented in a
narrative style that includes multiple direct gqoteetaphors to help explain complex
themes, and holistic accounts of the individuajmup under consideration
(Donmoyer, 2000; Lakoff & Johnson, 1980; Stake,®0Therefore analysis of a case
study as a way to apply the facts, protocols, asglade descriptions that are described
in textbooks can help students understand the aoatplof care they are likely to
encounter after graduation.

Inez’s case study captures the unique circumstasfdesr life and logically

leads the reader to ask additional questions, asi¢lVhat if...?” It is exciting to
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consider using her story in the classroom and tine the ensuing discussion as
students reflect on what is required of a nurseate for a patient with multiple
physical and mental health needs. Of particularest would be the development of
reality-based scenarios from this research-bassel stady. Such a scenario would
serve as the focus for problem solving in a probb&sed learning environment (Lee
& Uys, 2005). The reality-based scenario, based bealth challenge, would be
presented to the students, perhaps in written tarperhaps verbally to mirror a
nurse’s shift-to-shift report. The students wouddduided to ask new questions about
this issue and to discover what was and what waamswered in the study. Existing
literature related to this health challenge wowddiksed to guide a discussion of
similar challenges. Finally students would devedg@dan to meet the challenge with
the patient. These activities could inspire stusl@stthey practice reflective journaling
to clarify their beliefs or identify any biases tleatered their consciousness while
working through the problem-solving activities. Skeare but a few of the innovative
ways this research-based case study or othermthabe developed using this as a
model may be utilized by nursing educators.

Individual case study research would support theeation of nurses and other
providers. The individual case could be one pemanhcould be a community of
individuals. Regardless, research-based case sttidieinclude a depth of data
similar to this case study could provide learnipgartunities across a semester or
course as all aspects of a person’s life are ptedea students. Students would learn
about the illness while gaining knowledge of whatheans to an individual who lives

with that iliness. If the individual case study eslksed a community or group, students
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would gain information about the impact of illnessa wider population and on the
community at large.

ResearchAlthough more than thirty years have passed sirn@&sAvas first
diagnosed in the U. S., the HIV epidemic continailed the HIV statistics remain
alarming. Twenty-five percent of the people liviegh HIV in the United States are
women, but only half of these women are in careeamh fewer women (42%) have
viral suppression. Women of color continue to cardisproportional disease burden
(Centers for Disease Control and Prevention, 2014 prevalence among adults
with a serious mental iliness range from 3-23% cara@ to the general population
prevalence (. 4-. 6%), although these statistieshat gender specific (Agenor &
Collins, 2013; Blank et al., 2011). Based on thesés, there is continuing need to
explore the dual experience of HIV infection and@es mental illness in women.
Research that focuses on the women behind thdsstista that seeks to understand
the particulars of their lives, may offer greatesight into how the health care
community can improve outcomes for women with segimental illness.

Based on quantitative findings showing poorer Mmald suppression and medication
adherence in individuals dually diagnosed with Hiféction and serious mental
illness (Blank et al., 2011), there is growing sopifor intensive case management
for this population. However the patient perspexts/missing in the analysis. There is
also qualitative evidence that multidisciplinaryaets of care are effective in mental
health care delivery, but structural and persoaaliérs may keep providers from
adequately assessing reproductive and sexual Healiiese women, limiting HIV

education and screening (Agenor & Collins, 2013).
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What tends to be missing in extant research albeuntersection between
HIV and mental iliness is the patient perspectivgualitative research study could be
designed to capture the patient perspective amdtstall this gap in understanding. A
secondary analysis of an existing, rich qualitatiaéa set would be one way to
address this gap. Just as this secondary anafygisabtative data proved valuable in
learning from one woman, other data sets couldhlaéyaed to discover new
information about topics beyond the intent of thigioal study. The key is to locate
sources of data from well-designed studies thadtlgokrich narratives.

As an alternative to additional secondary analysew, studies could be
designed. Further research to explore the trarsfiyeof the findings from this single
case study is recommended. Studies that explorexiheriences of individuals, male
and female, dually diagnosed with other chronicditbons, such as diabetes
hypertension, would provide additional insight imtbat these patients need from
providers to improve their lives.

Theory.Individuals who provide HIV care may benefit frorasigning
practices that adhere to the principles associaigdcultural safety. The concept of
cultural safety assumes that any relationship betvezehealth care professional and
individual seeking care is “unique, power-laden antiurally dyadic...[and] involves
the convergence of two cultures...” (Papps & Ramsdiefag, p. 494). Cultural safety
is based on the broadest definition of culturenttude individuals’ age or generation,
gender, sexual orientation, socioeconomic stathsjeorigin, religious or spiritual
belief, and disability. The provision of qualityatent-focused care is impossible if

providers hold unknown biases or negative attitudesrds patients who are different
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from them in any of these categories. These negathtudes and biases cannot be
identified without deliberate self-reflection. Urdimn biases and negative attitudes
towards HIV positive individuals create barriergptovision of quality of care and
negatively affect patient outcomes (Bennett, 2@¥yson, 2012; Papps & Ramsden,
1996).

The experiences of Aboriginal HIV-positive womerNew Zealand (Bennett,
2007) and HIV-positive Aboriginal women with a mahtiness in Canada (McCall &
Laurisden-Hoegh, 2014) were explored and the pplesiof cultural safety were
infused throughout the report. Although culturdesawas developed as a way to
improve the care of Aboriginal people, the authadrghese studies suggest that all
people should have the freedom to access careenaronment of safety and respect.
All women who are HIV positive and have a mentalgss belong to a cultural group
that is often marginalized and stigmatized. Thoke wrovide care for this cultural
group can learn how to develop mutually respec#lationships by applying the
principles of cultural safety.

Policy. In a statement outlining the National HIV/AIDS S&gy, President
Obama reminded citizens that all of society, inoclgdnembers of health care
professions and people living with HIV, must taketpn the effort to make the
United States a country where “new HIV infections ere and when they do occur,
every person, regardless of age, gender, racedaihrgexual orientation, gender
identity or socio-economic circumstance, will hawdettered access to high quality,
life-extending care, free from stigma and discriation” (Office of National AIDS

Policy, 2010, p. vii). The number of providers tred to offer evidence-based care to
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individuals with comorbid conditions, such as HiMaa mental iliness, must increase,
and they must be allowed to practice unencumbeyeddftagmented system. These
goals are included in The Patient Protection arfdrd&ble Care Act (ACA) (Druss &
Walker, 2011).

To achieve these goals and to answer the Pressdeait’'to action, nurses can
make the most of their power to shape public paddicgll levels of government
through individual actions or through collectivegians as members of professional
organizations who support lobbyists. Nurses cam s¢gk out opportunities to work
alongside people who live with HIV in educationHbés that may reduce the stigma
associated with HIV (Buseh & Stevens, 2006). Byrtglpart in such strategies,
nurses will demonstrate a united effort to redineeliurden of HIV stigma while
enhancing the lives of HIV-positive individuals influencing public policy.

However, policymakers are the mechanism for chaimgividual’s stories
presented in research based case studies, platiezlhiands of these policymakers,
could guide them to “close in” on real-life situats (Flyvbjerg, 2011) and to connect
a problem, such as fragmented health care, tosoper
Final Thoughts

Dear Inez: | am closing out my dissertation reséarthis process has caused
me to stop and think about the person | was bdfaret you through the data, about
our time together, and about the person | am nogabse of meeting you and
completing this dissertation research. The before after pictures have not changed

significantly on the surface, but our time togetftbe research process) has created
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many changes in how | view others, myself, ancptages together in the world.
These many changes hinged on one defining lessomtfre research process.

| was drawn to qualitative research because of ovg lof words, stories,
writing, and my curiosity about how other peopleerxence life. Nothing in that list
has changed. However working with your data on ¢hse study has changed my
“curiosity perspective.” Unconsciously | was cureabout how people were different
from me so that | could feel separated from thehad some serious negative
attitudes that rose to the surface of my consciessthrough the self-reflection that is
a part of the narrative analysis process. Sincemtihg self-reflection as a personal
habit, I find that my “curiosity perspective” hakifted; | now seek to understand
others so that we can work together on a problenivertogether in my neighborhood
or learn together about almost anything! You didttfor me, and that is what | value
most from this dissertation research process.

Knowing you through this research has also inspiregito consider other
stories that may be held by women who do not Hevepportunity to be heard. You
are unique, Inez, but you are also a part of a Gargommunity of women with HIV
and a mental iliness. | want to hear other womestésies. | want to figure out how
their stories come together or move off into déferdirections. | want to stay
connected to your community and share what | l@athe hope that the lives of all
members of your community are better. Working tghothis research process with
you has prepared me to do these things. Thank you.

Thank you, Inez, and farewell,

Linda



163

References

Ackerson, B. J. (2003). Parents with serious amdigtent mental illness: Issues in
assessment and servic8scial Work, 48187-194.

Agenor, M. , & Collins, P. Y. (2013). Preventing\Hamong U. S. women of color
with servere mental iliness: Perceptios of mengallth care providers working
in urban community clinicddealth Care for Women International, 3281-
302. with women of color carrying a disproportibbarden. .

Alexander, I. M. (2004). Characteristics of andipeons with primary care
interactions experienced by an ethnically diverseig of womenJournal of
the American Academy of Nurse Practitioners,3@-310.

American Psychiatric Association. (201Bjagnostic and Statistical Manual of
Mental Disorders, (8 Ed.) Washington, DC: American Psychiatric
Association.

Andersen, M. , Tinsley, J. , Milfort, D. , WilcoR. , Smereck, G. , Pfoutz, S., et al.
(2005). HIV health care access issues for womendiwith HIV, mental
illness, and substance abusDS Patient Care and STDs,,1449-459.

Anderson, J. , & Doyal, L. (2004). Women from Afitiving with HIV in London: A
descriptive studyAIDS Care, 1695-105.

Anderson, J. H. (2007). The impact of using nurgrgsence in a community hearth
failure programJournal of Cardiovascular Nursing, 289-94.

Anderson, J., Perry, J., Blue, C. , Browne, Henderson, A. , Khan, K. B. , et at.
(2003). "Rewriting" cultural safety within the postonial and postnational

feminist projectAdvances in Nursing Science, 486-214.



164

Anderson, R. T. , Barbara, A. M. , Weisman, C.hdle, S. H. , Binko, J. , Schneider,
T., etal. (2001). A qualitative analysis of wortsesatisfaction with primary
care from a panel of focus groups in the natioraters of excellence in
women's healthlournal of Women's Health & Gender-Based Mediclie,
637-647.

Angell, B. , Cooke, A. , & Kovac, K. (2005). Firperson accounts of stigma. In P. W.
Corrigan (Ed. )On the Stigma of Mental lliness Practical strategfier
Research and Social Chan@p. 69-98). Washington, DC: American
Psychological Association.

Angermeyer, M. C. , Beck, M, Dietrich, S. , & Halgier, A. (2004). The stigma of
mental illness: Patients' anticipations and expees.International Journal of
Social Psychiatry, 50153-162.

Aranda-Naranjo, B. , Barini-Garcia, M. , & Pines, W& (2005). "I can't deal with one
more piece of bad news": The voices of women livarigy HIV infection in an
inner city gynecology clinicJournal of Multicultural Nursing & Health, 11),
84-92.

Arieli, D. , & Friedman, J. V. (2012). Challenges ihe path to cultural safety in
nursing educatiorinternational Nursing Review, 5287-193.

Aristotle. (4th Century BCE/1961Aristotle's poeticgS. H. Butcher, Trans. ). New
York: Hill and Wang.

Baker, C. (2007). Globalization and the culturdesaof an immigrant Muslim

community.Journal of Advanced Nursing, 5296-305.



165

Barroso, J. , & Powell-Cope, G. M. (2000). Metasyasis of qualitative research on
living with HIV infection. Qualitative Health Research, 1840-353.

Bell, L. , & Duffy, A. (2009). A concept analysi$ nurse-patient trusBritish Journal
of Nursing, 1846-51.

Bennett, J. (2007). New Zealand women living witV/AIDS: A feminist
perspectiveNursing Praxis in New Zealand, 23(#)}16.

Berger, B. E. , Ferrans, C. E. , & Lashley, F.ZR(1). Measuring stigma in people
with HIV: Psychometric assessment of the HIV stiggnale Research in
Nursing and Health, 24518-529.

Biernacki, P. , & Waldorf, D. (1981). Snowball sdmg: Problems and techniques of
chain referral samplingociological Methods Research,, 131-163.

Biernat, M. , & Dovidio, J. F. (2000). Stigma artdreotypes. In T. F. Heatherton, R.
E. Kleck, M. R. Hebl & J. G. Hull (Eds. T,he Social Psychology of Stigma
(pp. 88-125). New York: The Guilford Press.

Birch, S., Lavender, T. , & Cupitt, C. (2005). Thieysical health care experiences of
women with mental health problems: status verdgmst Journal of Mental
Health, 14 61-72.

Blank, M. B. , Hanrahan, N. P. , Fishbein, M. , VBuS. , Tennille, J. A., Ten Have, T.
R., etal. (2011). Arandomized trial of a nursintgrvention for HIV disease
management among persons with serious mentalsliRsgchiatric Services,

62, 1318-1324.



166

Bogart, L. M., Fremont, A. M., Young, A. S., Raja, P. , Chinman, M. , Morton, S.,
et al. (2006). Patterns of HIV care for patientdwvgerious mental illness.
AIDS Patient Care and STDs,,2l075-182.

Bouis, S., Reif, S. , Whetten, K. , Scovil, J, kay; A. , & Swartz, M. (2007). An
integrated, multidimensional treatment model fatiwduals living with HIV,
mental iliness, and substance abitbealth & Social Work, 32268-278.

Bova, C. (2000). Women with HIV infection: The ter&vaves of scientific inquiry.
Journal of the Association of Nurses in AIDS Cafg5), 19-28.

Boyd, C. O. (2001). Philosophical foundations ohkpative research. In P. L.
Munhall (Ed. ),Nursing research: A qualitative perspectifdzd ed. , pp. 65-
89). Sudbury, MA: Jones & Bartlett.

Brinn, F. (2000). Patients with mental illness: geh nurses' attitudes and
expectationsNursing Standard, 1,432-36.

Brown, K. , & Bradley, L. J. (2002). Reducing th&gma of mental illnesslournal of
Mental Health Counseling, 281-87.

Browne, A. J., & Fiske, J. (2001). First nationsnaen's encounters with mainstream
health care service®/estern Journal of Nursing Research, 236-147.

Bryson, K. (2012). Perception of cultural safetyg attitudes: a nursing student's
reflection and artworkWhitireia Nursing Journal, 19%1-58.

Bunting, S. M. (1996). Sources of stigma for woraetih HIV. Advances in Nursing
Science, 1964-73.

Bunting, S. M. (2001). Sustaining the relationshfmmen's caregiving in the context

of HIV diseaseHealth Care for Women International, 2P31-148.



167

Burns, J. (2007)The descent of madness: evolutionary origins oflpssis and the
social brain[Electronic version]. London: Routledge.

Burrage, J. , & Rocchiociolli, J. (2003). HIV redat stigma: Implications for multi-
cultural nursingJournal of Multicultural Nursing & Health,@), 13-17.

Buseh, A. G., Kelber, S. T. , Hewitt, J. B. , &&¢ns, P. E. (2006). Perceived stigma
and life satisfaction: experiences of urban Afriéanerican men living with
HIV/AIDS. International Journal of Men's Health(H), 35-51.

Buseh, A. G. , & Stevens, P. E. (2006). Constraimeichot determined by stigma:
Resistance by African American women living withi/HWomen & Health,
44(3), 1-18.

Carr, G. S. (2001). Negotiating trust; A groundeelary study of interpersonal
relationships between persons living with HIV/AIRSd their primary health
care providersJournal of the Association of Nurses in AIDS Ca&2), 35-
43.

Carr, R. L., & Gramling, L. F. (2004). Stigma: &dlth barrier for women with
HIV/AIDS. The Journal of the Association of Nurses in AID$C355), 30-
39.

Centers for Disease Control and Prevention. (208&)veillance overview.
Retrieved April 4, 2014, from http://www. cdc.
gov/hiv/statistics/surveillance/index. html

Centers for Disease Control and Prevention. (20HI&Q)/AIDS Basic Statistics.
Retrieved March 20, 2014, from http://www. cdc. Bov/basics/statistics.

html



168

Centers for Disease Control and Prevention. (2014kj among women. Retrieved
April 7, 2014, from http:. . www. cdc. gov/hiv/risgender/women/facts/index.
html

Chandra, P. S. , Deepthivarma, S. , Carey, MCRrey, K. B. , & Shalinianant, M. P.
(2003). A cry from the darkness: women with sevaental illness in India
reveal their experiences with sexual coerclesychiatry, 66323-334.

Chase, S. E. (2005). Narrative inquiry: Multipledes, approaches, voices. In N. K.
Denzin & Y. S. Lincoln (Eds. )The Sage handbook of qualitative resegim.
651-679). Thousand Oaks, CA: Sage Publications.

Chernomas, W. M. , Clarke, D. E, & Chisholm, F(2000). Perspectives of women
living with schizophreniaPsychiatric Services, 51517-1521.

Chesney, M. A. , & Smith, A. W. (1999). Criticalldgs in HIV testing and care. Then
potential role of stigmaAmerican Behavioral Scientist, 42162-1174.

Chiu, M. Y., Wei, G. F., & Lee, S. (2006). Perabtragedy or system failure: A
qualitative analysis of narratives of caregiverpedple with severe mental
illness in Hong Kong and Tiawamternational Journal of Social Psychiatry,
52, 413-423.

Christman, J. B. (1988). Working in the field ae female friendAnthropology &
Education Quarterly, 1970-85.

Ciccarone, D. H. , Kanouse, D. E. , Collins, R, Miu, A., Chen, J. L., Mortho, S.
C., etal. (2003). Sex without disclosure of pesiHIV serostatus in a US
probabiity sample of persons receiving medical éardllV infection.

American Journal of Public Health, 9949-954.



169

Collins, P. Y. (2001). Dual Taboos: Sexuality anohven with severe mental illness in
South Africa. Perceptions of mental health carevigers.AIDS and Behavior,
5, 151-161.

Corrigan, P. W. (2000). Mental health stigma asad@ttribution: implications for
research methods and attitude cha@mical Psychology: Science and
Practice, {1), 48-67.

Corrigan, P. W. (2004a). How stigma interfers witntal health carémerican
Psychologist, 59614-625.

Corrigan, P. W. (2004b). Target-specific stigmang® a strategy for impacting
mental illness stigmdsychiatric Rehabilitation Journal, 23), 113-121.

Corrigan, P. W. (2005a). Dealing with stigma throygrsonal disclosure. In P. W.
Corrigan (Ed. )On the stigma of mental iliness. Practical stragsgior
research and social changpp. 257-280). Washington, D. C. : American
Psychological Association.

Corrigan, P. W. (Ed. ). (2005Kpn the Stigma of Mental Ilines#/ashington, DC:
American Psychological Association.

Corrigan, P. W. , & Kleinlein, P. (2005). The impa€ mental illness stigma. In P. W.
Corrigan (Ed. )On the Stigma of Mental lliness: Practical stratgior
Research and Social Chan@mp. 11-44). Washington, DC: American
Psychological Association.

Corrigan, P. W. , & Lundin, R. K. (2001pon't call me nuts! Tinley Park, IL:

Recovery Press.



170

Cournos, F. , & McKinnon, K. (1997). HIV seropresate among people with severe
mental illness in the United States: A criticalieav. Clinical Psychology
Review, 17259-269.

Cournos, F. , McKinnon, K., & Rosner, J. (2001)Vrmong individuals with severe
mental illnessPsychiatric Annals, 31), 50-56.

Crandall, C. S. (1991). Multiple stigma and AlDfnéss stigma and attitudes toward
hmosexuals and IV drig users in AIDS-related stigna¢ion.Journal of
Community & Applied Psychology, 165-172.

Crocker, J., Major, B. , & Steele, C. (1998). &b8tigma. In D. T. Gilbert, S. T.
Fiske & G. Lindzey (Eds. KHandbook of social psycholog¥th ed. , Vol. 2,
pp. 504-553). Boston: McGraw-Hiill.

Deegan, P. E. (1993). Recovering our sense of \adtae being labeledlournal of
Psychosocial Nursing, 31(47-11,33-34.

Delmar, C. (2012). The excesses of care: A maftanderstanding the asymmetry of
power.Nursing Philosophy, 13236-243.

DeMarco, R. F., Miller, K. H. , Patsdaughter, C.,Ahisholm, M. , & Grindel, C. G.
(1998). From silencing the self to action: Expeciesof women living with
HIV/AIDS. Health Care for Women International, 1339-552.

Denzin, N. K., & Lincoln, Y. S. (2005). Introduot: The discipline and practice of
qualitative research. In N. K. Denzin & Y. S. LimegEds. ),The Sage
handbook of qualitative resear¢Brd ed. , pp. 1-32). Thousand Oaks, CA:

Sage Publications.



171

Devieux, J. G. , Malow, R. , Lerner, B. G. , Dy&rG, Baptista, I. , Lucenko, B. , et al.
(2007). Triple jeopardy for HIV: Substance usingesely mentally ill adults.
Journal of Prevention & Intervention in the Comntyn83 5-18.

Devine, P. G. , Plant, E. A. , & Harrison, K. (199%he problem of "us" versus
"them" and AIDS stigmalhe American Behavioral Scientist,,4212-1228.

Diaz-Caneja, A, & Johnson, S. (2004). The views exyakeriences of severely
mentally ill mothersSocial Psychiatry Psychiatric Epidemiology, 392-482.

Dickerson, F. B. , Sommerville, J. , Origoni, A.,lRingel, N. B. , & Parente, F.
(2002). Experiences of stigma among outpatients sghizophrenia.
Schizophrenia Bulletin, 2843-155.

Donmoyer, R. (2000). Generalizability and the saghse study. In R. Gomm, M.
Hammersley & P. Foster (Eds.Qase study methdgp. 43-68). Thousand
Oaks, CA: SAGE Publications.

Druss, B. B. , & Walker, E. R. (2011). Mental diders and medical comorbidifihe
Synthesis ProjectRetrieved March 23, 2014, from http://www. rwif.
org/en/research-publications/find-rwjf-research/202/mental-disorders-and-
medical-comorbidity. html

Dyer, J. G, & McGuinness, T. M. (2008). Reducind/Hilsk among people with
serious mental illnessournal of Psychosocial Nursing, @, 27-34.

Edwards, C. , Staniszweska, S. , & Crichton, NO@O0Investigation of the ways in
which patients' reports of their satisfaction wigalth care are constructed.

Sociology of Health & lliness, 2659-183.



172

Edwards, E. , & Timmons, S. (2005). A qualitativedy of stimga among women
suffering postnatal illnessournal of Mental Health, 1471-481.

Fife, B. L., & Wright, E. R. (2000). The dimensadity of stigma: A comparison of its
impact on the self of persons with HIV/AIDS and canJournal of Health
and Social Behavior, 450-67.

Flaskerud, J. H. , & Winslow, B. J. (1998). Comeggizing vulnerable populations,
health-related researdNursing Research, 459-79.

Flyvbjerg, B. (2011). Case Study. In N. K. D. Y.L$hcoln (Ed. ),The SAGE
handbook of qualitative resear¢iith ed. ). Thousand Oaks, CA: SAGE
Publications.

Fremont, A. M., Young, A. S., Chinman, M. , Pgafd. , Morton, S. , Koegel, P. , et
al. (2007). Differences in HIV care between pasenith and without severe
mental illnessPsychiatric Services, 5881-688.

Gallo, K. M. (1994). First person account: Selfystatization Schizophrenia Bulletin,
20, 407-410.

Gielen, A. C. , Fogatrty, L., O'Campo, P. , Andersh , Keller, J. , & Fadan, R.
(2000). Women living with HIV: Disclosure, violencand social support.
Journal of Urban Health, 7,7480-491.

Gilligan, C. (1993)In a different voice: Psychological theory and worse
developmentCambridge, MA: Prentice-Hall.

Gilligan, C. (1995). Hearing the difference: Thearg connectionHypatia, 1{2),

120-127.



173

Goffman, E. (1963)Stigma Notes on the Management of Spoiled Idehtew York:
Simon & Schuster Inc.

Goggin, K. , Catley, D., Brisco, S. T., EngelsBnS. , Rabkin, J. G. , & Kotler, D. P.
(2001). A female perspective onliving with HIV dese Health & Social
Work, 26 80-89.

Goldberg, S. G. , Killeen, M. B. , & O'Day, Bonn{€005). The disclosure
conundrum: How people with psychiatric disabilitresvigate employment.
Psychology, Public Policy, and Law,, 463-500.

Gomm, R. , Hammersley, M. , & Foster, P. (2000)dduction. In R. Gomm, M.
Hammersley & P. Foster (EdsQase study methqgp. 1-16). Thousand
Oaks: CA: SAGE Publications.

Gramling, L., Boyle, J. S. , McCain, N. , Ferrdll,, Hodnicki, D. , & Muller, R.
(1996). Reconstructing a woman's experiences WilsAFamily and
Community Health, 18), 49-56.

Green, G. , Hayes, C. , Dickinson, D. , Whittaker, & Gilheany, B. (2002). The role
and impact of social relationships unon well-baiegorted by mental health
service users: a qualitative studgurnal of Mental Health, 11565-579.

Grossman, A. H. (1991). Gay men and HIV/AIDS: Ursti@nding the double stigma.
Journal of the Association of Nurses in AIDS Ca(d), 28-32.

Grove, K. A. , Kelly, D. P., & Judith, L. (1997But nice girls don't get it": Women,
symbolic capital, and the social construction dbAl Journal of

Contemporary Ethnography, 2817-338.



174

Guba, E. G. (1990). The alternative paradigm diallod:=. G. Guba (Ed. JThe
paradigm dialog(pp. 17-30). Newbury Park, CA: Sage

Guba, E. G., & Lincoln, Y. S. (2005 ). Paradigimabntroversies, contradictions,
and emerging confluences. In N. K. Denzin & Y. $idoln (Eds. ),The Sage
Handbook of Qualitative Resear(®rd ed. , pp. 191-215). Thousand Oaks:
Sage Publications.

Hall, J. M. , & Stevens, P. E. (1991). Rigor in faist researchAdvances in Nursing
Science, 1316-29.

Hall, L. L., & Purdy, R. (2000). Recovery and s&s brain disorders: The central role
of families in nurturing roots and wingSommunity Mental Health Journal,
36, 427-441.

Halter, M. J. (2002). Stigma in psychiatric nursiRgrspectives in Psychiatric Care,
38, 23-29.

Halter, M. J. (2008). Perceived characteristicpsyfchiatric nurses: Stigma by
associationArchives of Psychiatric Nursing, 220-26.

Hayne, Y. M. (2003). Experiencing psychiatric diagis: client perspectives on being
named mentally illJournal of Psychiatric and Mental Health Nursing, 1
722-729.

Hayne, Y. M. , & Yonge, O. (1997). The lifeworld thfe chronic mentally ill: analysis
of 40 written personal accountchives of Psychiatric Nursing, 1314-324.

Heatherton, T. F. , Kleck, R. E. , Hebl, M. R. Hull, J. G. (Eds. ). (2000Y.he Social

Psychology of StigmaNew York: The Guilford Press.



175

Herek, G. M. (1999). AIDS and stigmBhe American Behavioral Scientist,,4206-
1116.

Herek, G. M. (2002). Thinking about AIDS stigmgpsychologist's perspectivEhe
Journal of Law, Medicine & Ethics, 3694-607.

Herek, G. M., & Capitanio, J. P. (2002). HIV-r&dtstigma and knowledge in the
United States: Prevalence and trends, 1991-18@@rican Journal of Public
Health, 92 371-377.

Herek, G. M., & Glunt, E. K. (1988). An epidemitstigma: Public reactions to
AIDS. American Psychologist, 4886-891.

Herek, G. M., Mitnick, L., Burris, S., Chesn&¥, A. , Devine, P. G., Fullilove, T. ,
et al. (1998). Workshop report: AIDS and stigmacohceptual framework and
research agendAlDS & Public Policy Journal, 1,336-47.

Hinds, Pamela S, Vogel, Ralph J, & Clarke-Stefteayra. (1997). The possibilities
and pitfalls of doing a secondary analysis of ditpteve data setQualitative
Health Research,, 408.

Hines, R. , Decker, C. L. , Witt, W. P. , MarcoKi,, & Singer, B. (1997). Demand for
the use of advocacy services for persons livingp WikV/AIDS. AIDS &

Public Policy Journal, 1289-101.

Holmes, E. P., & River, P. L. (1998). Individusdagegies for coping with the stigma
of severe mental illnes€ognitive and Behavioral Practice, 831-239.

Hutchinson, S. A., & Wilson, H. S. (2001). Grouddleory: The method. In P. L.
Munhall (Ed. ),Nursing research: A qualitative perspectipp. 209-244).

Sadbury, MA: Jones & Bartlett.



176

Ingram, D. , & Hutchinson, S. A. (1999). HIV-pos#i mothers and stigmBealth
Care for Women International, 203-103.

Jensen, L. (2004). Mental health care experierdstening to familiesJournal of the
American Psychiatric Nurses Association, 38-41.

Jeon, Y., & Madjar, R. (1998). Caring for a fanmhember with chronic mental
illness.Qualitative Health Research, 894-706.

Johnson, L. L., Bottorff, J. L. , & Browne, A.(@2004). Othering and being othered in
the context of health care serviceigalth Communication, 1@53-271.
Jones, E. , Farina, A. , Hastorf, A. , Markus, Mliller, D. , & Scott, R. (1984)Social

stigma New York: W. H. Freeman.

Joo, J. Y., & Huber, D. L. (2013). An integratireview of nurse-led community-
based case management effectiverlasstnational Nursing Review, 614-
24.

Keigher, S. M., Stevens, P. E. , & Plach, S. KO@. Midlife women with HIV:
Health, social and economic factors shaping theurés.Journal of HIV/AIDS
& Social Services, (), 43-58.

Keigher, S. , Zabler, B. , Robinson, N. , Fernandez & Stevens, P. E. (2005).
Young caregivers of mothers with HIV: Need for sagp. Children and Youth
Services Review, 2881-904.

Khakha, D. C. (2003). Discrimination in health ctogatients living with HIV/AIDS.

Nursing Journal of India, 94273-275.



177

Kinch, J. L., & Jakubec, S. (2004). Out of the nplg margins: Older women
managing their health car€anadian Journal of Nursing Research(86 90-
108.

King, W. D. , Defreitas, D. , Smith, K. , Andersén, Perry, L. P. , Adeyemi, T. , et al.
(2007). Attitudes and perceptions of AIDS clinitahls group site
coordinators on HIV clinical trial recruitment anetention: a descriptive
study.AIDS Patient Care and STDs,,A51-563.

Kuzel, A. J. , Woolf, S. H., Gilchrist, V. J., &, J. D. , LaVeist, T. A. , Vincent, C. ,
et al. (2004). Patient reports of preventable ol and harms in primary
health careAnnals of Family Medicine,, 333-340.

Labov, W. , & Waletzky, J. (1967). Narrative anaty®©ral versions of personal
experiences. In J. Helm (Ed.Bssays on the verbal and visual arts:
Proceedings of the 1966 annual spring meeting @®imerican Ethnological
Society(pp. 12-44). Seattle, WA: University of Washingteress.

Lakoff, G. , & Johnson, M. (1980Metaphors we live byChicago, IL: University of
Chicago Press.

Lee, M. B., & Uys, L. R. (2005). Developing theara-curriculum for PBL and CBC:
Problem scenarios and case studies. In L. Uys &WMele (Eds. )Curriculum
development for nurse educatdgpp. 157-169). London: Routledge, Taylor
and Francis Group.

Lee, R. S., Kochman, A. , & Sikkema, K. (2002)ehmalized stigma among people

living with HIV-AIDS. AIDS and Behavior,,6309-319.



178

Levine, I. S., & Ligenza, L. R. (2002). In theiwn voices: Families in crisis: A focus
group study of families of persons with serious takiiness.Journal of
Psychiatric Practice, 8344-353.

Lichtenstein, B. , & Clair, J. M. (2002). Chroniareow in the HIV-positive patient:
Issues of race, gender, and social suppdR2S Patient Care and STDs,,16
27-38.

Liggins, J. , & Hatcher, S. (2005). Stigma towdrd tentally ill in the general
hospital: a qualitative studéeneral Hospital Psychiatry, 2359-364.

Lincoln, Y. S., & Guba, E. G. (2000). The only gealization is: There is no
generalization. In R. Gomm, M. Hammersley & P. Eo$Eds. )Case study
method(pp. 27-44). Thousand Oaks, CA: SAGE Publicaations

Link, B. G., & Phelan, J. C. (2001). ConceptualgzstigmaAnnual Review of
Sociology, 27363-385.

Lundin, R. K. (1998). Living with mental illnessp@rsonal experienc€ognitive and
Behavioral Practice, 5223-230.

Lynam, M. J., & Young, R. A. (2000). Towards threation of a culturally safe
research environmeritiealth, 4 5-23.

MacHaffie, S. (2002). Health promotion informati@ources and significance for
those with serious and persistent mental illnAsshives of Psychiatric
Nursing, 16 263-273.

Malhi, G. S. , Parker, G. B. , Parker, K. , CarrJV, Kirkby, K. C. , Yellowless, P. , et
al. (2003). Attitudes toward psychiatry among shidentering medical

school.Acta Psyhchiatrica Scandinavica, 10/24-429.



179

Markham, D. (2003). Attitudes towards patients véattliagnosis of 'borderline
personality disorder': social rejection and dangenessJournal of Mental
Health, 12 595-612.

McCall, M. , & Laurisden-Hoegh, P. (2014). Traunmal a&ultural safety: Providing
guality care to HIV-infected women of aboriginakdent.Journal of the
Association of Nurses in AIDS Care(2) S70-S78.

McCormack, B. , Karlsson, B. , Dewing, J. , & Lelkd® (2010). Exploring person-
centredness: A qualitative meta-synthesis of ftwdies.Scandinavian Journal
of Caring Sciences, 24620-634.

Meade, C. S. , & Sikkema, K. J. (2005). HIV riskhbaeior among adults with severe
mental illness: a systematic revig@llinical Psychology Review, 2833-457.

Merriam-Webster's Collegiate Dictionar{2003). (9th ed. ). Springfield, MA:
Merriam-Webster.

Mitchell, J. B. (2007). Enhancing patient connentess: Understanding the nurse-
patient relationshignternational Journal for Human Caring, @), 79-82.

Moneyham, L., Seals, B, Demi, A. , Sowell, R. h€p, L., & Guillory, J. (1996).
Perceptions of stigma in women infected with HNDS Patient Care and
STDs, 16162-167.

Mortensen, A. (2010). Cultural safety: does thetlievork in practice for culturally
and linguistically diverse group$®ursing Praxis in New Zealand, &, 6-16.

Muhlbauer, S. A. (2002a). Experience of stigmadayifies with mentally ill

membersJournal of the American Psychiatric Nurses Assoaimgt8 76-83.



180

Muhlbauer, S. A. (2002b). Navigating the storm afmal illness: phases in the
family's journeyQualitative Health Research, 12076-1092.

Munhall, P. L. (1988). Ethical considerations iratjtative research. In P. L. Munhall
(Ed. ),Nursing research: A qualitative perspectifdzd ed. , pp. 537-549).
Sudbury, MA: Jones & Bartlett.

Munhall, P. L. (2001). Epistemology in nursing.AnL. Munhall (Ed. )Nursing
research: A qualitative perspsecti@&d ed. , pp. 37-64). Sudbury, MA: Jones
& Bartlett.

Mutchler, M. G. , Wagner, G. , Cowgill, B. O. , Malg T., Risley, B. , & Bogart, L.
M. (2011). Improving HIV/AIDS care through treatmexvocacy: going
beyond client education to empowerment by facihatlient-provider
relationshipsAIDS Care, 2379-80.

Mwinituo, P. P., & Mill, J. E. (2006). Stigma assated with Ghananian caregivers of
AIDS patientsWestern Journal of Nursing Research, 289-382.

National Advisory Mental Health Council. (1993). &itn care reform for americans
with severe mental illnesses: Report of the Natidwl@isory Mental Health
Council. The American Journal of Psychiatry, 19@147-1465.

National Institute of Mental Health. (2012). Sesddental lliness Among Adults.
Retrieved April 4, 2014, from http://www. nimh. nih
gov/statistics/SMI_AASR. shtml

Neely-Smith, S. L. (2003). The impact of HIV/AID® 8ahamian women: A feminist

perspectiveHealth Care for Women International, ,2A38-754.



181

Neely-Smith, S. L. , & Patsdaughter, C. A. (2004)e influence of self-esteem and
self-silencing on self-efficacy for negotiating @abehaviors in urban
Bahamian womenlhe Journal of Multicultural Nursing & Health, (D), 15-
26.

New Freedom Commission on Mental Health. (2088hieving the Promise:
Transforming Mental Health Care in America. Finagort. (DHHS
Publication No. SMA-03-3832Rockville, MD: U. S. Government Printing
Office.

Nygardh, A. , Malm, D. , Wikby, K. , & Ahlstrom, G2011). The experience of
empowerment in the patient-staff encounter: Theepts perspectivelournal
of Clinical Nursing, 21897-904.

Office of National AIDS Policy. (2010). National WMMAIDS strategy for the United
States. , Retrieved March 20, 2014 from www. wiotede.
gov/sites/default/files/uploads/NHAS. pdf

Okazaki, S. (2000). Treatment delay among Asian-#caa patients with severe
mental illnessAmerican Journal of Orthopsychiatry, ,/93-64.

Onken, S. J., & Slaten, E. (2000). Disabiity idignfiormation and affirmation: The
experiences of persons with severe mental illrféssiological Practice: A
Journal of Clinical and Applied Sociology, 29-111.

Ottati, V. , Bodenhausen, G. V., & Newman, L. Z({5). Social psychological
models of mental illness stigma. In P. W. Corrigad. ),On the Stigma of
Mental lliness: Practical Strategies for Researctd&ocial Changépp. 99-

128). Washington, DC: American Psychological Asation.



182

Papps, E. , & Ramsden, |. (1996). Cultural safetyursing: the New Zealand
experiencelnternational Journal for Quality in Health Care, 891-497.

Perese, E. F. (2007). Stigma, poverty, and victtnn: roadblocks to recovery for
individuals with severe mental illneskurnal of the American Psychiatric
Nurses Association, 1285-295.

Phelan, J. C., Link, B. G., Stueve, A. , & Pestids, B. A. (2000). Public
conceptions of mental illness in 1950 and 1996:twheental illness and is it
to be feared3dournal of Health and Social Behavior,,41188-207.

Philbin, M. M. , Tanner, A. E. , DuVal, A. , Elled, , Kapogiannis, B. , & Fortenberry,
J. D. (2014). Linking HIV-positive adolescents &rein 15 different clinics
across the United States: Creating solutions toesddstructural barriers for
linkage to careAIDS Care, 2612-19.

Phillips-Salimi, C. R. , Haase, J. E. , & Kooken, @V (2012). Connectedness in the
context of patient-provider relationships: a con@aalysisJournal of
Advanced Nursing, 4230-245.

Plach, S. K., Stevens, P. E. , & Heidrich, S. B0Q6). Social roles and health in
women living with HIV/AIDS: A pilot studyJournal of the Association of
Nurses in AIDS Care, 12), 58-64.

Plach, S. K., Stevens, P. E. , & Keigher, S. MO&). Self-care of women growing
older with HIV and/or AIDSWestern Journal of Nursing Research, 834-
553.

Poindexter, C. C. (2004). Medical profiling: Narvas of privilege, prejudice, and

HIV stigma.Qualitative Health Research, 1496-512.



183

Poindexter, C. C. (2005). The lion at the gateH&vtaffected caregiver resists
stigma.Health & Social Work, 3064-74.

Poindexter, C. C. , & Linsk, N. L. (1999). HIV-rééal stigma in a sample of HIV-
affected older female African American caregiv&scial Work, 4446-61.

Polanyi, L. (1985)Telling theAmerican story: A structural and cultueaalysis of
conversational storytellingNorwood, NJ: Ablex.

Popil, 1. (2011). Promotion of critical thinking lusing case studies as teaching
method.Nurse Education Todag1, 204-207.

Prince, P. N. , & Prince, C. R. (2002). Perceiviéghsa and community integration
among clients of assertive community treatmBsi.chiatric rehabilitation
journal, 24 323-331.

Prior, L. , Wood, F. , Lewis, G. , & Roisin, P. (). Stigma revisited, disclosure of
emotional problems in primary care consultationg/ades.Social Science &
Medicine, 562191-2200.

Reidpath, D. D. , & Chan, K. Y. (2005). A method tbe quantitative analysis of the
layering of HIV-related stigmaIDS Care, 17425-432.

Reif, M. V., Mallinson, K, Pawlowski, L. , DolaiK. , & Dekker, D. (2005). HIV-
related stigma among persons attending an urbarchii¢. Journal of
Multicultural Nursing & Health, 111), 14-22.

Reinke, R. R, Corrigan, P. W. , Leonhard, C. , LionR. K. , & Kubiak, M. A. (2004).
Examining two aspects of contact on the stigma enftal illnessJournal of

Social and Clinical Psychology, 2377-389.



184

Relf, M. V., Mallinson, K, Pawlowski, L. , Dolai. , & Dekker, D. (2005). HIV-
related stigma among persons attending an urbarchti\¢. Journal of
Multicultural Nursing & Health, 101), 14-22.

Richards, L. (2005Handling qualitative data. A practical quid€éhousand Oaks,
CA: SAGE Publications.

Richards, T. , & Richards, L. (2003). The way ahgaqualitative comutingJournal
of Modern Applied Statistical Methods,15-26.

Riessman, C. K. (1987). When gender is not enolgimen interviewing women.
Gender & Society,,1172-207.

Rodgers, B. L., & Cowles, K. V. (1993). The quatite research audit trail: A
complex collection of documentatioResearch in Nursing and Health,,16
219-226.

Rose, L., Mallinson, R. K. , & Walton-Moss, B. (). A grounded theory of families
responding to mental illnesé/estern Journal of Nursing Research, 246-
536.

Rosenberg, S. D., Goodman, L. A. , Osher, F.Swarz, M. S. , Essock, S. M. ,
Butterfield, M. I. , et al. (2001). Prevalence dM-and hepatitis B, and
hepatitis C in people with severe mental illnésserican Journal of Public
Health, 91 31-37.

Rosenberg, S. D., Swanson, J. W. , Wolford, G.Qsher, F. C. , Swartz, M. S.
Essock, S. M., et al. (2003). The five-site healild risk study of blood-borne
infections among persons with severe mental illn@sgchiatric Services, 54

827-835.



185

Rosenfield, S. (1997). Labeling mental iliness: ¢ffects of received services and
perceived stigma on life satisfactigkmerican Sociological Review, ,6260-
672.

Sandelowski, M. (1995). Sample size in qualitatesearchResearch in Nursing and
Health, 18 179-183.

Sandelowski, M. , Lambe, C. , & Barroso, J. (20@&t)gma in HIV-positive women.
Journal of Nursing Scholarship, 3622-128.

Satriano, J. , McKinnon, K. , & Adoff, S. (2007)I\Hservice provision for people
with severe mental illness in outpatient mentalthezare settings in New
York. Journal of Prevention & Intervention in the Commyn83 95-108.

Sayce, L. (1998). Stigma, discrimination and soesalusion: What's in a word?
Journal of Mental Health,,7331-343.

Sayce, L. (2008). Thinking big: mental health & tieart of the equalities agenda.
Life in the Day, 1¢1), 21-23.

Schneider, B. , Scissons, H. , Arney, L. , Bengan, Derry, J, Lucan, K. , et al.
(2004). Communication between people with schizepiarand their medical
professionals: a participatory research proj@ctalitative Health Research,
14, 562-577.

Schumacher, M., Corrigan, P. W. , & DeJong, TO@0Examining cues that signal
mental illness stigmaournal of Social and Clinical Psychology,, 2867-476.

Servais, L. M. , & Saunders, S. M. (2007). Clinipal/chologists' perceptions of
persons with mental illnesBrofessional Psychology: Research and Practice,

38, 214-219.



186

Shambley-Ebron, D. Z. , & Boyle, J. S. (2006a). itese to commentary: Self-care
and mothering in African American women with HIVIA$. Western Journal
of Nursing Research, 287-69.

Shambley-Ebron, D. Z. , & Boyle, J. S. (2006b).f$are and mothering in African
American women with HIV/AIDSWestern Journal of Nursing Research, 28
42-60.

Shattell, M. M. , McAllister, S. , Hogan, B. , & ©mas, S. P. (2006). "She took the
time to make sure she understood": mental heattbrjia’ experiences of
being understoodirchives of Psychiatric Nursing, 2034-241.

Shattell, M. M., Starr, S. S. , & Thomas, S. R(Q®?). 'Take my hand, help me out"
Mental health service recipients' experience othieeapeutic relationship.
International Journal of Mental Health Nursing, ,1574-284.

Shilts, R. (1987)And the band played on: Politics, people and tHeRepidemic
New York: Penguin Group.

Sirey, J. A. , Bruce, M. L., Alexopoulos, G. Perlick, D. A. , Raue, P., Friedman, S.
J., etal. (2001). Perceived stigma as a predafttreatment discontinuation in
young and older outpatients with depressidme American Journal of
Psychiatry, 158479-481.

Sontag, S. (1988)liness as Metaphor and AIDS and Its Metaphdtew York:
Picador.

Stake, R. E. (2000). The case study method in bogjairy. In R. Gomm, M.
Hammersley & P. Foster (Eds.Qase study methdgp. 19-26). Thousand

Oaks, CA: SAGE Publications.



187

Stanley, L. A. (1999). Transforming AIDS: The monahnagement of stigmatized
identity. Anthropology & Medicine, 6103-120.

Stavropoulou, A. , Kaba, E. , Obamwonyi, V. A. eadun, |. , Rovithis, M. , &
Zidianakis, Z. (2012). Defining nursing intimacyufdes' perceptions of
intimacy.Health Science Journal, @79-495.

Stevens, P. E. (1993). Marginalized women's adoelsalth care: a feminist narrative
analysisAdvances in Nursing Science, B9-56.

Stevens, P. E. (1994). Lesbians' health-relatedrexqces of care and noncare.
Western Journal of Nursing Research, 689-659.

Stevens, P. E. (1995). Impact of HIV/AIDS on wonethe United States:
Challenges of primary and secondary preventitealth Care for Women
International, 16 577-595.

Stevens, P. E. (1996a). Lesbians and doctors. Eexqoes of solidarity and
domination.Gender & Society, 1®24-41.

Stevens, P. E. (1996b). Struggles with symptomsn#ds narratives of managing
HIV illness.Journal of Holistic Nursing, 14142-160.

Stevens, P. E. (1998). The experiences of leslmfioslor in health care encounters:
narrative insights for improving access and qualityirnal of Lesbian Studies,
2(1), 77-94.

Stevens, P. E. , & Galvao, L. (2007). "He won't ceedoms": HIV-infected women's
struggles in serodiscordant primary partnershpserican Journal of Public

Health, 97 1015-1022.



188

Stevens, P. E. , & Hall, J. M. (1988). Stigma, tiehkliefs and experiences with
health care in lesbian womdMAGE: Journal of Nursing Scholarship, 20
69-73.

Stevens, P. E. , & Hildebrandt, E. (2006). Life mpiag words: Women's responses to
being diagnosed with infectioAdvances in Nursing Science, 207-222.

Stoskopf, C. H. , Yang, K. K., & Glover, S. H. (). Dual diagnosis: HIV and
mental illness, a population-based stu@ymmunity Mental Health Journal,
37, 469-479.

Surlis, S. , & Hyde, A. (2001). HIV-positive patishexperiences of stigma during
hospitalizationJournal of the Association of Nurses in AIDS CA&p), 68-
7.

Surrey, J. L. (1991). The "self-in-relation": A thrg of women's development. In J. V.
Jordon, A. G. Kaplan, J. B. Miller, I. P. Stiver®& P. Surrey (Eds. Women's
Growth in Connectiorfpp. 51-66). New York: Guilford.

Tajfel, H. (1982). Social Psychology of IntergraRplations Annual Review of
Psychology, 331-39.

Tangenberg, K. M. (2002). Mental health dimensiohsIV-AIDS in women over 50.
Journal of Mental Health and Again, 881-294.

The World Bank Group. (2006). Global Burden of Rise and Risk Factors.
Retrieved September 1, 2008, from http://www. dap8/pubs/GBD

van Servellen, G. , Sarna, L., & Jablonski, K1998). Women with HIV: Living

with symptomsWestern Journal of Nursing Research, 208-464.



189

Wahl, O. F. (1999a). Mental health consumers' agpees of stigmaSchizophrenia
Bulletin, 25 467-478.

Wahl, O. F. (1999b)Telling is risky busines®New Brunswick, NJ: Rutgers University
Press.

Wahl, O. F. (2003). News media portrayal of meilia¢ss.The American Behavioral
Scientist, 461594-1600.

Walker, J. (2002). Rural women with HIV and AIDSerBeptions of service
accessibility, psychosocial, and mental health seling needslournal of
Mental Health Counseling, 2299-316.

Walkup, J., Cramer, L. J., & Yeras, J. (2004)wHs stigmatization affected by the
"layering" of stigmatized conditions, such as sesimental illness and HIV?
Psychological Reports, 9371-779.

Walkup, J., Satriano, J. , Berry, D. , Sadler,&Cournos, F. (2002). HIV testing
policy and serious mental illnegsmerican Journal of Public Health, 92
1931-1939.

Watson, A. C., & Corrigan, P. W. (2005). Challemgpublic stigma: A targeted
approach. In P. W. Corrigan (EdQn the stigma of mental iliness. Practical
strategies for research and social char{gp. 281-296). Washington, D. C. :
American Psychological Association.

Weiser, S. D. , Wolfe, W. R. , & Bangsberg, D. R0@4). The HIV epidemic among
individuals with mental illness in the United S&t€urrent HIV/AIDS

Reports, 1186-192.



190

Weiss, M. G. , Jadhay, S., Raguram, R. , VounatBou& Littlewood, R. (2001).
Psychiatric stigma across cultuires: local valiolatin Bangalore and London.
Anthropology & Medicine, 871-87.

Williams, R. (1999). Cultural safety - what doesiéan for our work practice?
Australian and New Zealand Journal of Public HeaRB 213-214.

Williams, S. A. (1998). Quality and care: patiemtstceptionsJournal of Nursing
Care Quality, 126), 18-25.

Wong, Y. I. (2002). Tracking change in psychologaiatress among homeless adults:
An examination of the effect of housing statdsalth & Social Work, 27262-
273.

Woodhead, K. (2003). Fighting AIDS stigniritish Journal of Perioperative
Nursing, 13 255-261.

Woods, M. (2010). Cultural safety and the sociathnurseNursing Ethics, 1,/7715-
725.

Worthington, C. , & Myers, T. (2003). Factors urlgielg anxiety in HIV testing: Risk
perceptions, stigma, and the patient-provider palyaamic.Qualitative

Health Research, 1%36-655.



191

Appendix A: Textual Analysis Example

Inez

Inez talking about Roberta

Inez talking akidahna

It was really hard because
she wanted to be in charg
down to the other.

D

Instead she would take
the truth and twist the
truth in order to make it a
lie, order for my little
bitty sister,

which | always say we
called her the baby girl, but
she’s not little. We call her
Duck because she’s real
beautiful. But that was the
name my Grandmother gay
her was Duck, little ducklet
She’s a really beautiful
down to the other.

She had to have gone to
the phone booth and
telling her lies on top of
lies.

Here come Donna, she’s
steaming mad, hot and
furious. Don’t give me time
to talk. Everybody is
whooping, hollering and
screaming.

My head is going donta,
donta, donta.

She was so upset. You
don’t take your medication,
you know you’re supposed
to be going to the doctor to
be getting your medication,
you know we’re already
upset. We don’'t want to
lose you. You know we go
mamma is gone. You knov
we lost Daddy and now we
gonna lose you. It's not
right, you could do better...

e
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