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Abstract

The purpose of this study was to investigate the experiences of African American men living with HIV/
AIDS. The questions guiding the study were: (a) How do African American men incorporate HIV/AIDS into
their identities? and (b) How do contexts affect the incorporation process? Data from this study was
taken from a larger study concerning HIV/AIDS identity incorporation. Twelve self-identified African
American men living with HIV/AIDS participated in 1.5-2 hour in-depth interviews. Participants traversed
through a four or five step incorporation process. In addition, a disclosure process occurred. The contexts
that influenced the incorporation process included the interpersonal context (e.g., support and stigma),
sociocultural context, (e.g., race, class, sexual orientation), the temporal context (historical time), and
situational context (e.g., a personal history of chemical dependency) (Ickovics, Thayaparan, & Ethier,
2001). These contexts intersected and affected participants’ integration of the HIV/AIDS identity into the
self. Study findings have implications for HIV/AIDS educators and health professionals
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Lisa M. Baumgartner
Texas A&M University, College Station, Texas, USA

The purpose of this study was to investigate the experiences of African
American men living with HIV/AIDS. The questions guiding the study were:
(a) How do African American men incorporate HIV/AIDS into their identities?
and (b) How do contexts affect the incorporation process? Data from this
study was taken from a larger study concerning HIV/AIDS identity
incorporation. Twelve self-identified African American men living with
HIV/AIDS participated in 1.5-2 hour in-depth interviews. Participants
traversed through a four or five step incorporation process. In addition, a
disclosure process occurred. The contexts that influenced the incorporation
process included the interpersonal context (e.g., support and stigma),
sociocultural context, (e.g., race, class, sexual orientation), the temporal
context (historical time), and situational context (e.g., a personal history of
chemical dependency) (Ickovics, Thayaparan, & Ethier, 2001). These
contexts intersected and affected participants’ integration of the HIV/AIDS
identity into the self. Study findings have implications for HIV/AIDS educators
and health professionals. Keywords: HIV/AIDS, African American Men,
Identity Incorporation, Contexts

Since the widespread availability of life-extending medications including protease
inhibitors such as Crixivan, and more recent multi-class combination drugs such as Atripla,
HIV/AIDS has been considered a chronic illness in the United States (Allday, 2011).
Consequently, more individuals are living with HIV/AIDS. In the United States,
approximately 50,000 individuals are diagnosed with HIV annually and 1.2 million
individuals are living with HIV/AIDS (National Center for HIV/AIDS, Viral Hepatitis, STD
and TB Prevention, 2012). ).

The experiences of people living with HIV/AIDS (PLWHASs) and, more specifically,
how people incorporate HIV/AIDS into their identities, has been the subject of several studies
(e.g., Baumgartner, 2007; Dozier, 1997; Gurevich, 1996; Lewis, 1997; Sandstrom, 1990;
Tewksbury & McGaughey, 1998). However, the experiences of African American men has
not been the focus and since an increasing number of African American men are living with
HIV/AIDS, it is important to focus on their experiences (National Center for HIV/AIDS,
Viral Hepatitis, STD and TB Prevention, 2011).

Individuals do not experience living with a disease in a vacuum (Meleis, 2000).
Various contexts including the interpersonal context (e.g., support and stigma), sociocultural
context (e.g., race, class, gender), temporal context (e.g., historical time and developmental
stage), and situational contexts (e.g., pregnancy) (Ickovics, Thayaparan, & Ethier, 2001)
affect people’s experiences of living with HIV/AIDS. For example, Dovidio and Fiske (2012)
explored how racial bias against people of color contributed to “health disparities” (p. 945).
They noted that implicit physician and patient biases contributed to disparate medical
treatment.

Contexts not only affect how individuals live with HIVV/AIDS but also how they make
it part of who they are. Identity theorists assert that individuals are comprised of many roles
or identities that form a stable self (Serpe, 1987). When a person contracts HIV or AIDS,
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he/she must make their HIVV/AIDS role or identity part of his/her larger Self. Race, class,
(Baumgartner, 2012a) and various aspects of time (Baumgartner, 2012b) were shown to
influence access to resources and/or the disclosure process of PLWHASs which affected the
HIV/AIDS identity incorporation process. In addition, support and stigma have been shown
to influence the HIV/AIDS incorporation process (Gurevich, 1996).

Although, the effects of various contexts on the HIVV/AIDS identity process have been
researched, the studies concern the experiences of very few African American men. Since
African American men account for 70% of the new infections among Blacks in the United
States, it is important to know their experiences of living with HIV/AIDS ( National Center
for HIV/AIDS, Viral Hepatitis, STD and TB Prevention, 2013), . Specifically, 1 wanted to
know how African American men incorporated HIV/AIDS into their identities and how
various contexts affected the incorporation process.

Literature Review

Researchers have studied the experiences of African American men living with
HIV/AIDS regarding risk behaviors (Bond, Wheeler, Millett, LaPollo, Carson, & Liau, 2009;
Spikes, Purcell, Williams, Chen, Ding, & Sullivan, 2009), anti-retroviral adherence and
discrimination of African American men (Bogart, Wagner, Galvan, & Klein, 2010), and
factors that affect HIV-positive men gay and bisexual men living with HIV/AIDS (Han,
Lauby, Bond, LaPollo, & Rutledge, 2010). In contrast, HIVV/AIDS identity incorporation
studies have focused on women (Dozier, 1997; Gurevich, 1996), primarily or exclusively
White gay or bisexual men (Lewis, 1994; Sandstrom, 1990; Tsarenko & Polonsky, 2011)
primary White men and women (Baumgartner, 2007), and African American and White men
and women (Baumgartner & David, 2009). Themes common to the incorporation process
included: diagnosis with an accompanying emotional reaction (Baumgartner, 2007;
Baumgartner & David, 2009; Dozier, 1997; Gurevich, 1996; Tsarenko & Polonsky, 2011),
learning more about HIV/AIDS (Baumgartner, 2007; Baumgartner & David, 2009; Dozier,
1997) and eventual acceptance or integration of the disease into one’s identity (Baumgartner,
2007; Baumgartner & David, 2009; Dozier, 1997; Gurevich, 1996; Sandstrom, 1990;
Tsarenko & Polonsky, 2011).

The ramifications of various contexts on the lives of People Living with HIV/AIDS
(PLWHASs) has been documented. The effect of the interpersonal context, stigma and
support, (Ickovics, Therapayan & Ethier, 2001) among African Americans (Galvan, Davis,
Banks & Bing, 2008) and on PLWHA'’s quality of life (Holzemer, et al., 2009) and has been
investigated. The influence of race and gender on the experience of living with HIV/AIDS
has also been explored (Rao, Pryor, Gaddist, & Mayer, 2008; Squires, Hodder, Feinberg,
Bridge, Abrams, Storfer, & Aberg, 2011). In addition, how time influences the experiences
of living with HIV/AIDS has been noted (Merriam, Courtenay, & Reeves, 2001).

Regarding the effect of various contexts on HIV/AIDS identity incorporation,
interpersonal contexts such as stigma and support affected disclosure of the disease to others
which impacted integration of the HIV/AIDS identity (Baumgartner & David, 2009; Dozier,
1997; Gurevich, 1996; Sandstrom, 1990). Likewise, researchers investigated the
consequences of historical time on the incorporation of the HIV/AIDS identity
(Baumgartner, 2012b; Baumgartner & David, 2009; Lewis, 1994) as well as the influences
of race, class, gender, sexual orientation and culture (Ickovics, Tharaypan, & Ethier, 2001) on
the process of HIV/AIDS identity incorporation (Baumgartner, 2012a). However, since few
of the participants in previous research were African American men, what remains of interest
are their experiences living with HIV/AIDS. Specifically, | wanted to know how African
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American men incorporated HIV/AIDS into their identities and how various contexts affected
that process.

Position of the Researcher

I have conducted research concerning HIV/AIDS, learning and identity development
since 1998. Although | was concerned about the lack of attention those living with
HIV/AIDS received from the Reagan Administration in the 1980s, my first foray into
conducting qualitative research concerning the lives of PLWHAS was as a doctoral student. |
joined a research team that examined how PLWHAs made sense of their illness using
Mezirow’s (1991) transformative learning framework. My interest in how such a stigmatized
illness shaped learning and development continued and I investigated how participants made
HIV/AIDS part of their respective identities, how various contexts influenced that
incorporation process, and how having HIV/AIDS affected other aspects of one’s self.

Through the course of my research, | noticed that the experiences and voices of
African Americans living with HIV/AIDS seemed to be somewhat underrepresented. Studies
concerning African Americans’ risk behaviors (e.g., Bond, Wheeler, Millett, LaPollo, Carson
& Liau, 2009) and adherence to medication (e.g., Bogart, Wagner, Galvan, & Klein, 2010)
seemed to be more prevalent than the experiences of living with the disease particularly as it
related to the incorporation of HIV/AIDS into one’s identity. Yet, the need to learn about
these experiences was great since African Americans continue to be disproportionately
affected by the disease (, National Center for HIV/AIDS, Viral Hepatitis, STD and TB
Prevention, 2013).

Method

Qualitative research focuses on the lived experiences of individuals, the meaning they
make of these experiences “placed in its context” and “provides understanding of a sustained
process” (Tracy, 2013, p. 5). This flexible research method works well for uncovering the
experiences of African American men living with HIV/AIDS and how context influences the
incorporation process. In addition, the flexible nature of qualitative research allowed me to
ask follow-up questions particular to the participant. For example, gay African American men
discussed the experience of being triply stigmatized whereas heterosexual African American
men spoke about different concerns and | could ask different follow-up probes of each
individual.

Data Collection and Analysis

The data for this study were derived from a larger study on HIV/AIDS and identity
incorporation. The original study was comprised of thirty-six participants. Purposive
sampling was used to select participants for this study. After receiving institutional review
board (IRB) approval from the institution at which I was employed at the time (Northern
Illinois University), | contacted AIDS educators associated with AIDS Service Organizations
(ASOs) in the Midwestern United States who gave my name and contact information to
participants they believed qualified for the study. Snowball sampling also occurred as several
participants told their friends who called me to inquire about the study. Participants contacted
me via telephone or email to arrange an interview time and location. When potential
respondents contacted me, | made certain they met the criteria for the study before arranging
to meet with them. For inclusion in the study, participants had to be 18 years old or older and
had to have been diagnosed with HIV and/or AIDS for a year or more. It was reasoned that
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participants needed at least a year to make sense of their diagnosis and make HIVV/AIDS part
of their respective identities.

Prior to the interview, | provided participants with a consent form. The purpose of the
study, confidentiality issues, participants’ right to withdraw from the study at any time, and
contact information for the Office of Research Compliance at the institution where | worked
at the time (Northern Illinois University) were addressed. Institutional Review Board
regulations did not allow participants to sign the consent form but they agreed orally to the
terms of the consent form. Participants received $ 30 for their time.

| used a semi-structured interview approach to preserve the flexibility inherent in this
approach and to maintain consistency across interviews. Interviews occurred between
October 2009 and April 2010 and were tape-recorded. Initial questions included, “Tell me
about your HIV/AIDS diagnosis.” “What challenges have you faced as a person living with
HIV/AIDS?” and “What experiences have helped you make HIV/AIDS part of who you
are?”Interview questions were utilized verbatim or slightly modified from a past study that
explored HIV/AIDS identity incorporation (Baumgartner, 2000). Questions that probed the
influence of context on the incorporation process were written to include the contexts
mentioned in the literature namely sociocultural, interpersonal, temporal and situational
contexts (Ickovics, Thayaparan, & Ethier, 2001). Examples included: “What, if anything, has
helped you come to terms with HIV/AIDS?” “What might have hindered your ability to come
to terms with HIV/AIDS, if anything? Interviews lasted between 1.5 to 2 hours. Perhaps
because most participants were current or past HIV/AIDS support group members and some
participants participated in groups for those recovering from chemical dependency, most
participants were accustomed to talking about their HIV/AIDS-related experiences. Hence,
most respondents told their stories in a direct, matter-of-fact way. On occasion, several cried
when discussing their relationships with family members. After each interview, | provided
summaries of their responses and asked each participant to affirm my perceptions or correct
any misconceptions | had. In this way, | was able to conduct a member check during the
interview. Twelve of the 36 participants interviewed for the larger study self-identified as
African American men. At the time of the interview, the African American men ranged in
age from 25 to 66. The average age was 50. Their education level ranged from 11th grade
through a master’s degree. The range of income was less than $10,000 a year to $ 40,000 a
year. Six participants earned between $ 10,000-20,000 a year. Eight individuals were
diagnosed before the widespread use of life-extending medications in 1996. All respondents
received their HIV or AIDS diagnosis between 1985 and 2005.

I conducted the interviews and transcribed them verbatim. Spradley’s (1980) four-part
method of transcription was used because | have found that this method is beneficial in the
initial coding process. Initial field notes were taken that concerned answers to the interview
questions. | also took brief notes during the interview concerning the participant’s attitude,
physical appearance and non-verbal communication such as body language. After the
interview, | wrote initial notes that contained my impressions of how the participant
incorporated HIV/AIDS into their respective identities and how various contexts might have
influenced that process. | also compared and contrasted participants’ incorporation process
and the different contextual factors that influenced the process. The analysis of these notes
gave me an initial idea of the HIVV/AIDS identity incorporation process as well as contextual
factors that influenced incorporation.

Next, data were analyzed inductively using the constant comparative method (Glaser
& Strauss, 1967) to do initial coding. | looked for themes within and between interviews.
Incident coding was followed by focused coding where | decided which initial codes best
categorized my data (Charmaz, 2006). Themes were categorized and refined. Participants
received a copy of their respective transcript. They were asked to document changes, send
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comments or make corrections. No participants expressed concerns about their respective
transcript although several participants did not receive their transcript because they could not
be located. In addition, in this study, rich thick description, and an audit trail were utilized to
enhance trustworthiness and consistency (Merriam, 2009).

Findings
HIV identity incorporation process

The HIV/AIDS identity incorporation process consisted of four or five phases
including: diagnosis, post-diagnostic turning point, immersion in or consultation with the
HIV/AIDS community, a post-immersion turning point for those who were immersed in the
community and integration. Disclosure to others was also an aspect of the HIV/AIDS identity
incorporation process.

Diagnosis

Seven of 12 participants did not expect to be diagnosed with HIV or AIDS whereas
five respondents were not as surprised to be diagnosed HIV-positive because they suspected
they had engaged in risky behaviors. Three men were tested prior to incarceration. Other
respondents were diagnosed after complaining about symptoms, taking a routine HIV test or
giving blood. For everyone, the diagnosis was the beginning of the HIV/AIDS identity
incorporation process and prompted emotional reactions including depression, shock, denial,
fear, anger, and relief. Eight of the 12 participants, regardless of the year they were
diagnosed, believed they were going to die soon after diagnosis. Many respondents were
depressed. Steve’s reaction was typical: “I was very, very, depressed and remorseful. My
immediate feeling was, ‘Life is over. | give up.”” James Brown experienced denial and then
became depressed.

[I'was in] denial. I was like, ‘No, 1 ain’t got no HIV.” And the doctor brought a
social worker in and she was giving me places where | can go and he [the
doctor] recommended me to get on medication and he gave me a prescription
to get the meds and 1 said, ‘No.”. . Then it kind of clicked in and | got an
overwhelming depression. I’'m like, “‘Wow. Man.” I’'m like, ‘Man, | really do
[have] this’. The thought came, “I’m going to die. So | might as well live it up
because I’m going to die anyway.” But the feeling was just so DEEP and
HURTING. Now I’'m like, ‘I can’t have sex with nobody no more because I’ll
give it to them and I can’t tell nobody. What am | going to do?’ | went into a
deep depression.

Octavius was diagnosed in prison in 2005 at the age of 25. He was afraid and
confused at diagnosis.

[I was] confused. Angry. | just—I didn’t know anything about it. | mean
everything—what little I did know about it was that it was just something bad
to have that led up to death. So, I felt like you know, | may not even make it
out of [prison] alive. I may die tomorrow or die tonight or something. That’s
how | was feeling. . . I was uneducated about it so I didn’t know. | was really
just angry and confused going through the whole, “Why me?’ thing. What am
I going to do? So I was lost then. | was really lost.
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Unlike Octavius, Michael was relieved. Although relief was not a common reaction to
the HIV-positive diagnosis in this sample, perhaps that reaction could be more indicative of
the larger HIV/AIDS community. Michael stated, “I was relieved [when | was diagnosed]. I
got an answer to why this stuff is coming out of my ear. Before | was unsure but now, ‘OK.
Good.” We could work toward solutions.”

In addition to the initial emotional reactions, there were behavioral reactions to the
diagnosis. Chemically dependent participants tended to increase their drug use for a period
after diagnosis. Others went on spending sprees. Wene’s reaction was typical for those
struggling with chemical dependency issues prior to diagnosis:

They just said 1 was HIV-positive. What happened was, when they told me
that | said, “Ok.” I went out on my own suicide mission because | was under
the impression [that] | was going to die. Freaked me out. Give me bottle of
Jack. Just leave it. . . I’d say for about the first year, 1 was under the
impression that 1 was going to die. Nobody told me anything different, OK?
So, I’m going out here celebrating like 1999. Pass the marijuana. Pass the
booze. Hey, let’s do this, OK? I had nothing to lose now, brother.

These initial emotional and behavioral reactions lasted from several days to several
years until an event or occurrence propelled them from their initial reaction after diagnosis.
This “turning point” was generally the second phase of the HIV/AIDS identity incorporation
process.

Post-diagnostic turning point

For nine of the 12 men, education about the disease served as a turning point from
their initial reaction. Ed stated, “The recovery program had us going to where we talked
about different HIV medications and we talked about how people are living longer with HIV
and AIDS. . . It gradually started to dawn on me that | wasn’t going to die from HIV and
AIDS.”

For others, serious illness, seeing long term survivors, or living with the disease for a
period was the turning point. Kelven credited an HIV/AIDS support group for African
American gay or bisexual men for educating him, providing him an opportunity to educate
others and for showing him that individuals survived and thrived with the disease. He noted,

The turning point for me was—[names support group for gay and bisexual
African American men] at [an AIDS Service Organization]. .. Then I started
going to that agency. That was my turning point. Somebody said, “You are too
smart to keep feeling sorry for yourself. You need to help somebody else.’
They started sending me out and volunteering and doing outreach the
bathhouses. I’d never been in a bathhouse in my life. | gave out condoms and
they ask questions about transmission of HIV. That was the changing point.
So, it was seeing other people who were not waiting to die. The feeling of
knowing that there’s hope. There is a way and helping somebody else.

Seeing other long-term survivors was the turning point for Michael. He stated, “What
made me really come to terms with it was when | saw people with 20-25 years that had the
disease that were still living. Some of them had never even taken medication ever.”
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Immersion in or Consultation with HIV/AIDS community

The post-diagnostic turning point was followed by immersion in or consultation with
the HIV/AIDS community. In another study on HIV/AIDS identity incorporation, individuals
immersed themselves in the HIV/AIDS community because they wanted to give back to their
communities and they expected to die reasonably soon from the disease (Baumgartner, 2007).
Immersion in the community consisted of being extremely involved in ASO activities,
claiming HIV/AIDS as a primary identity, and educating oneself and others on HIV/AIDS
(Baumgartner, 2007). Individuals sought the HIV/AIDS community as a refuge. In another
study that examined the incorporation of the HIV identity only, an immersion phase did not
occur (Baumgartner & David, 2009). In this study, immersion in the HIV-community was
sometimes based on fear of imminent death and a need to give back—especially for those
diagnosed before the advent of life-extending medications. However, immersion occurred
just as often because of a situational circumstance such as placement in chemical dependency
recovery homes for individuals living with HIV/AIDS or living in housing for HIV-positive
individuals. The immersion phase occurred for seven of the 12 individuals. Octavius’s
comments were typical of individuals immersed in the HIV/AIDS community and living in a
drug recovery home for PLWHAs. Octavius noted,

| stay at a recovery home but everyone in there is [HIV] positive. It’s also
drug-related. [My HIV identity] is up there because that’s what my life is
consisting of. I go to school I go to AA meetings. Right now that’s all that’s
going on in my life.

Equally as often, participants consulted the HIV/AIDS community by obtaining
information from programs and services at ASOs. Many respondents also taught others about
HIV/AIDS. However, HIV/AIDS was an aspect of their lives but it was not all-consuming.
James Brown attended HIV/AIDS and Alcoholics Anonymous support group meetings and
educated others but HIV/AIDS was not a primary identity. He stated, “[HIV] is something |
have but not something I am. I have it. | am dealing with it. . .l go to my support groups and |
take my meds and I go to the doctor.”

Post-immersion turning point

Whereas three respondents described themselves as currently immersed in the
HIV/AIDS community, four individuals of the seven immersed in the HIV/AIDS community
stated that they were no longer immersed. The turning point from immersion in the
community was time dependent. In addition, for one person the advent of life-extending
medications was a turning point. Participants had successfully lived with the disease for a
period and realized that HIVV/AIDS did not have to be the focus of their lives. Steve’s story
was typical. His doctor had said Steve had five years to live after diagnosis. When Steve lived
beyond the doctor’s prediction, Steve began to realize he might live long-term with this
disease. He stated,

It didn’t happen like, “Snap!” | would say after the fifth and then the sixth and
seventh year came up, I started thinking that I’m not going to die. . . | started
gradually re-thinking my future and my perception of how. . . how much HIV
and AIDS—you know how much of a central issue that was in my life.
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Integration

Nine of 12 participants had integrated the HIV/AIDS identity into their selves. Some
respondents had not experienced the immersion phase whereas others had. Integration was
marked by a lessening in importance of the HIV/AIDS identity. Integration was also assisted
by participants educating others concerning HIV/AIDS. Michael noted that he could freely
discuss being HIV-positive with others.

A lot of people aren’t comfortable with it but then when | become comfortable
with it and | talk about it. | don’t care about what you think. I’'m comfortable
with myself and that’s when | started learning more about it and | knew |
could become a voice for it. Lots of times nobody wants to say [anything]
about it. . . In the Black community don’t nobody want to say they are HIV
positive and they [don’t have] a face for it. Now if somebody comes out like
me—Man, I’m the face for it. Lot of times when I’m at an AA meeting | talk
about my HIV and | tell them about support groups.

Michael said that HIV was not his primary identity although it was one of his
identities. For those individuals who had been immersed the recognition of a less salient
HIV/AIDS identity signified that HIV/AIDS was a more integrated identity. Steve stated that
time had helped with incorporation of the HIVV/AIDS identity. He said, “People are living
longer and healthier and for me, it’s time to focus on living and not be so consumed with. . .
HIV. It’s not much of an issue with me.”

Disclosure Process

Throughout the incorporation process, individuals disclosed their HIV-positive status.
The disclosure process initially included participants disclosing to professionals (e.g.,
counselors and medical doctors), family, and close friends. Later, respondents revealed their
status in support groups or in more public settings. Third, a few individuals stated that they
disclosed more selectively after disclosing in the support group. Al first told a close friend:

[I told a] close friend of my, who was gay, you know. | told him and he said,
“Guess what? | have HIV too.” I didn’t know. This whole time I didn’t know.
. . He was the one that turned me on, besides my case manager, about the
[HIV/AIDS support] group because he invited me to group. That’s how I
really go into it. He really helped me out.

Since participants were solicited from an AIDS Service Organization (ASO), it is not
surprising that most participants had disclosed their HIV/AIDS status in an HIV/AIDS
support group and/or a support group for people struggling with chemical dependency issues
and HIV/AIDS. Michael initially disclosed his HIV-positive status in a support group. He
said,

Eventually, | started talking about [my diagnosis]. | ended up going to [a
chemical dependency center]. . . [A counselor] started his own little class like
every Tuesday because his class was all the people that were infected. We
talked about it and then I met more counselors who were HIV-positive, long
term, 20 years. 25 years.
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A few respondents shared their HIVV-positive status as needed after the more public
announcement to the support group. James Brown worked in the HIV/AIDS community and
was a counselor. So, he shared his status at work and had shared his status very publicly to a
newspaper. Yet, outside of his work setting, he appeared to share his status more selectively.

He said,

Some people still [have] stigmas. 1I’d rather for the person to get to know me
before they judge me. Once they get to know me and | know them then I share
with them. “You know, man. I’m HIV-positive. Just to see their reaction from
them really knowing me. Most of them accept me.

In sum, the incorporation process included:

1) adiagnosis followed by an emotional and behavioral reaction,
2) a post-diagnostic turning point,

3) immersion in or consultation with the HIV/AIDS community,
4) apost-immersion turning point and

5) integration.

Disclosure was also an integral aspect of the incorporation process.

In the next section the influence of various contexts on the HIV/AIDS identity
incorporation process are discussed. These contexts include the interpersonal context (e.g.,
support and stigma), sociocultural context (e.g., race, class, gender, sexual orientation and
culture), temporal context (e.g., historical time), and situational contexts (lckovics,
Theraypan, & Either, 2001).

Contexts
Interpersonal context: Support

Everyone received support around their disease from support groups, family and
friends. Support from others permeated many phases of the incorporation process. For some,
support was a turning point from the initial emotional reaction and it as a large part of the
immersion phase for others. Last, support from non-HIV positive individuals also assisted
with integration of the HIVV/AIDS identity.

James Brown was active in support groups for individuals with HIV and chemical
dependency issues. At this point, he was immersed in the HIV/AIDS community. He stated,

Are you familiar with the R___ Center? It’s for alumni and your case manager
is there. They serve breakfast and lunch and when | was in the HIV and AIDS
treatment facility, we could get on the van and go to the community center and
they would have groups. Support groups. We would have support groups from
like 9 [a.m.] until 3-4 o’clock [p.m.] and we sit down and talk about how we
are taking our medication and how was our visit at the doctor and what is our
goal as far as leaving the center and getting our own place? Did we meet with
our family? Did we tell our family we are HIV positive? How did our kids
take it? Are we communicating with our kid? Are we looking for work? These
are things we do there. You get to hear other people going through their thing
and also if you go through something you get to get advice from other people
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that have been through what you are going through. 1 go religiously every
week. . . 1 go to one on Tuesdays and | go to one on Wednesdays and
Thursdays | do a one-on-one with my case manager.

For others, emotional support and information gained in the support group served as a
turning point from the initial reaction to the diagnosis. Octavius learned about HIV/AIDS
and saw other long-term survivors which served as a turning point from the initial reaction to
the diagnosis.

[After my diagnosis, medical staff] suggested that I come for the HIV support
groups for people who are positive. Everybody that is in there is positive like
myself. They suggested |1 come there and meet other people who are living
with HIV and learn more about it instead of just being to myself and not
knowing because they felt that would help me out to be amongst others who
were living with it for a long time so | could see that there’s still hope. That
I’m not going to die. That as long as | take care of myself that I can live for 20
years or be one of the people that says I’ve been positive for 20 years or 25
years just like the people in the group and stuff.

Last, support from others helped with integration of the identity as individuals
revealed their status to friends or potential romantic partners and were accepted. Being
accepted by family and friends helped participants accept the disease. Ed told two women
that he was HIV-positive. He stated,

I told two women that | was HIV- positive and having them still accept me.
That to me was something very special because | don’t know if I could have
done that if the shoe was on the other foot. I don’t KNOW if | could have.

Debonaire added,

When | moved back to [a Midwestern city], and I got involved in the HIV
community, | was dating a female and she knew. I told her and she was going
to accept it and she was an older woman. So, that helped [me accept being
HIV-positive].

Support from others encouraged HIV/AIDS identity incorporation. However, stigma
delayed the HIV/AIDS identity incorporation process. Fear stymied HIV/AIDS education,
disclosure, and seeking treatment for HIVV/AIDS.

Interpersonal context: Stigma

Every participant had a stigma story. Stigma decreased disclosure to others which
impeded the incorporation process. A lack of disclosure to others meant a lack of support,
increased fear and isolation, and in some cases refusal of medical care. Octavius’s story best
exemplifies how stigma can stymie support, education, and treatment in a prison
environment.

I could have seen a therapist or something like that. But | didn’t want to. | was
afraid of putting that out there and letting anybody know [about my HIV
diagnosis]. People who | knew from the streets that were [in prison] with me
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and just all of us being amongst each other and me being around them and
hearing conversations we all had. They be talking about: “Yeah, he got that
stuff.” “He got that package.” Or “He messed up.”. . . | just didn’t feel like
being talked about and a little bit different. . . I didn’t get medication based on
the fact that I didn’t want anybody even knowing that | was up there getting in
the medication line. They would be like, “What you taking meds for?” So |
figured that 1 wouldn’t let nobody know. [Prison officials] offered me
medicine. | told them 1 didn’t want it. . .I didn’t want to be seen in those
groups. | just didn’t want my status being out. Just hearing people talk about
people, man. | just didn’t want [anybody] looking at me and talking about me
like that.

Five of the 12 participants mentioned the triple stigma of being Black, HIV-positive
and gay which meant Black gay men failed to get adequate support around their diagnosis
until they worked through the stigma. Al asserted that African Americans are less likely to
discuss being HIV-positive. Kelven agreed that an HIVV-positive status in a Black man meant
he also had to carry the stigmatized identity of being gay. He stated, “If I’'m HIV-positive in
the BLACK community it means you are gay. . . The bigger Black community thinks HIV
equals gay. Being gay is a stigma. . . Even [Black] gay men now who have HIV don’t TALK
to each other. Yeah! Today! | go into a bar and half [the people there] are positive and they
are best friends and they still don’t tell each other they are positive.” Debonaire confirmed
Kelven’s perceptions.

But it is still an issue in the Black gay community and the Black straight
community. Very, very few of us are courageous enough to talk about these
stigmatizing type of issues that keeps us stuck and not be able to grow. I think
I just wanted to grow. | know I had wings and | wanted expand them now.
And | have to get to a point where it didn’t matter what you thought of me. |
have to love myself first and make sure that I’m being the best person I can be
so if you are thinking something negative about me without getting to know
me that’s not my issue, it’s yours. | had to get to that place. But a lot of Black
men are scared to go through the process to get to that place because they’ve
got to deal with these issues within them. We’re socialized to do and don’t
talk.

Whereas it is clear that race, sexual orientation and HIV-positive status was triply
stigmatizing for African American gay men, it also affected African American heterosexual
men. Tiger Claws said,

Race-wise—a lot of people in my race...They believe that if a Black man has
it then he must be gay or he has had gay encounters. They don’t believe that it
could be heterosexual. They don’t believe it is a heterosexual disease. They
believe it’s a gay disease. Most of the people in my race. They believe it
comes from gay people. . It affected me at first until | learned better.

Sociocultural contexts: Race
Clearly, race in combination with sexual orientation and HIV-status stigmatized

individuals. However, race alone also influenced treatment in the larger medical community.
It is difficult to know how this affected the integration of the HIVV/AIDS identity. However, it
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certainly affected the experience of living with HIV/AIDS as an African American man.
Debonaire spoke to the disparate treatment African American men received in the medical
community. He said,

Based on my observations with other African American males who may not
have the educational thing that | had going on. | have seen them treated
differently. They seem to not know any better. It’s like a... It’s more like
a.....get you in and get you out with no feeling behind what is being done.
There’s no feeling behind the people who are trying to do things for you.
Because I’m sensitive. If you aren’t treating me as a human, I’m going to
speak.

Steve added,

I think there is a disparity in the....how do | want to put it...the medical
profession. | think we are treated differently. I think this is why we have to do
our homework and when we go to our medical providers we have to be
prepared to push questions and not assume—I think everyone should do that
but 1 think African Americans in particular and 1 think it’s almost a
subconscious racist thing that doctors do that. | don’t know why or what it is.
Most of the healthcare providers I’ve had, all of them, really, | think are very
competent and try to do their job but they become overwhelmed and a lot of
times it’s a public clinic and they—I’m trying to give them the benefit of the
doubt, but I do feel at times that if 1 don’t push for the best care or best service
out of them that 1 won’t get it. | can’t just sit back and let myself go through a
conveyor belt, you know.

Interestingly, although personal treatment of African Americans in the medical
system was seen as inferior, no one indicated that access to medications differed between
races. In fact, four individuals explicitly mentioned that both African Americans and Whites
had equal access to medications. Michael noted, “I really haven’t had too many challenges.
I’ve always been able to get my medication. Doctors. Personally, some of my doctors—they
are on top of their game.”

Race combined with class when individuals discussed resources for HIV/AIDS in the
African American community. Michael’s observation captured several participants’
sentiments:

I’ve never understood that. In the Black community why we don’t got all them
[names ASO]. All the [names service organization]. Then again, | do know
why too. Because in the early days when HIV/AIDS first came out there was a
lot of people with money that they knew somebody and they started giving
money into these places like here. . . Poor people got no money. . . A lot of
their stuff comes from corporates. People that have trusts because somebody
in their family had HIV and AIDS and they put money into it. Now, in the
Black community there [isn’t anyone] that’s got a lot of money. They don’t
want to talk about it. | think that’s one reason. But | think they could partner
with somebody like they could partner with [names hospital] and have some
place where they could come in and get tested. Get some money from them
and get tested.
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Sociocultural Context: Class

Individuals noted that being poor meant HIV/AIDS was on their minds more.
However, some were thankful for the medical programs that provided them access to
medications. Al was glad he was a veteran and could obtain his medications fairly easily.

The advantage | had is that | was a veteran so | get all my meds through the
VA. That was the good thing. Then when | found out that | didn’t have to pay
for them—I don’t want that to sound bad—because even if | wasn’t a vet |
wouldn’t have to pay for them but by me being a veteran, |1 get my meds
through them.

In contrast, Octavius forewent medications in jail because he believed that as a poor
prisoner, that he would not be given good medication. He believed the prison system would
treat him like a “guinea pig.” Regarding being poor and living with HIV, he stated,

It would probably have been a little easier to deal with it [as a wealthy person]
because | would have known for sure, well they aren’t going to guinea pig me.
I have a lot of money. They would make sure to give me the right stuff. If I do
decide to use a therapist | could use Dr. Phil or something [laughter].

For Steve, just struggling to live was difficult being poor. He confided,

It’s made it more of a challenge to navigate the healthcare system to get
financial aid to pay for my medications to get good quality doctors. Living. To
have a decent place to live, I’ve had to struggle with that for a long time.

Tiger Claws believed HIV was more on his mind because he was poor:

And by the economy being the way it is now they are cutting a lot of programs
too because that makes it difficult because you never know when your turn is
going to come when the program you are in might be cut. Then you are like,
“What am | going to do after that?”. . . It makes you want to prepare for that.
Save money. Live better and be prepared for the worst. Because if it happens,
I’m preparing myself and when it does happen I’ll be able to move on from it
and move on to something hopefully better even if | have to move to another
city or move backto M___ or do something that it’s going to keep me stable.

Although it is difficult to know how economics affected the HIV/AIDS identity
integration process, it appears that poorer individuals spent energy navigating the healthcare
system and worrying about funding for HIV/AIDS medications which might have meant that
HIV/AIDS was on their minds more than it would have been if they had adequate funds.

Sociocultural context: Sexual orientation

Although only four individuals commented on the influence of sexual orientation as a
separate positionality affecting their experience of living with HIV/AIDS, it is worth noting.
Three participants indicated that gay individuals perhaps had an easier time in the gay
community discussing HIV/AIDS. Al stated,
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Yeah. Yeah. In the gay community, you are around gays OK. You can talk.
Being in the straight community, you can’t do all that talking because a lot of
people don’t understand. They don’t know how to accept this. There are still
some people out there today that can’t accept this. They think it’s a BAD
thing. God is punishing you.

Steve stated, “Well, the....ah....I go to another support group. . . and we had some
heterosexual people who were diagnosed that had HIV and they said at the group meetings
that they felt that gay people more services and we get more stuff than they get. It might be
true. | think it’s because we are more in order.

Ed, a heterosexual, found his experience in support groups less helpful because he is
heterosexual. He admitted,

It was still problematic because sometimes | would be one of two straight men
in a room of five to 12 men and maybe one female or one [male-to-female]
transgender. . . Their issues are not really my issues. . . Their issues are like
totally different. How do you tell a woman that’s straight who doesn’t have
HIV who wants to have kids—wants to have a future that you are HIV-
positive? A gay man doesn’t even have a concept of what to say and even if he
does, his ideas are like totally off. . . I think the ideal support group would be
for me to be in a group with women, heterosexual women and heterosexual
males all talking about how hard it is to meet each other.

Whereas heterosexual men felt marginalized in HIV/AIDS support groups in some
cases, everyone contracted the virus at a particular point in historical time. Interestingly,
because of a lack of correct information about the disease, most participants saw the
diagnosis as a death sentence.

Temporal context: Historical context

The historical context of diagnosis did little to alleviate the fear and depression at
diagnosis because of the lack of access to accurate information about HIV/AIDS. In short,
individuals diagnosed after the widespread use of life extending medications in 1996 were
just as likely to assume they were going to die shortly after diagnosis as those diagnosed prior
to 1996.

Booker was diagnosed in 1989, when individuals in the gay community were
“dropping like flies.” The images of those earlier days of the disease stayed with individuals
diagnosed after the widespread use of life-extending medication. For example, although
Kelven was diagnosed HIV-positive in 1999, he had seen the gay community shattered by the
disease in the 1980s and 1990s. He was “devastated” when he was diagnosed. He said, “I
gave up on life. . . I still had images of AZT and wasting away.”

Situational context: History of alcohol and/or drug use prior to diagnosis

Ten of the 12 respondents reported a history of alcoholism and/or drug use prior to
diagnosis. This situation caused participants to make unwise choices and perhaps put
themselves in situations that made them more susceptible to HIV/AIDS. This finding is
perhaps not that surprising since the ASO from which they were solicited also served
individuals struggling with chemical dependency issues. This situational context certainly
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influenced the behavioral reaction to their diagnosis. Prior to diagnosis, they had coped with
life’s challenges by using alcohol and drugs and this way of coping was familiar.

It is possible that the pre-diagnostic situational context of alcoholism increased
participants’ risk for contracting HIV/AIDS (Shillington, Cottler, Compton, & Spitznagel,
1995) and needing to incorporate the HIV/AIDS identity in the first place. Additionally,
some participants indicated that their continued alcohol use meant they did not always
practice safer sex even after they were diagnosed which confirms findings other studies
(Stein, Herman, Trisvan, Pirraglia, Engler, & Anderson, 2005).

Situational context: Beliefs about HIVV/AIDS affected incorporation process

Although seven individuals were diagnosed before 1996, four of the seven were
diagnosed in 1994 and 1995 when AZT was readily available and some individuals had
access to protease inhibitors in 1995 as the Federal Drug Administration had approved their
use (History of HIV/AIDS in United States, 2012). Yet, most participants believed they were
going to die soon after diagnosis. Octavius was diagnosed with HIV in 2005. He said, “I
just—I didn’t know anything about it. I mean everything—what little | did know about it was
that it was just something bad to have that led up to death. So, | felt like you know, I may not
even make it out of here [prison] alive. | may die tomorrow or die tonight or something.
That’s how | was feeling.” Steve, diagnosed in 1995 stated, “I didn’t know very much at all. |
was ignorant like most people are around that era. | didn’t know what T-cells were or
protease inhibitors were. | knew nothing. | was ignorant. | thought you could get it by
someone sneezing on you. . . | think it was just fear because | didn’t know. The fact that |
didn’t know, you know, when people are afraid, your imagination runs wild and then I would
just conceive these things in my mind about what HIV and AIDS was. Because we didn’t
really talk about HIV. Everybody was AIDS. There was no precursor. It was just AIDS.”

The lack of knowledge of treatments for the disease meant individuals lived in fear of
imminent death when treatments were available for the virus. This lack of correct information
perhaps delayed their turning point from the initial reaction to the diagnosis.

Conclusions and Implications
The Incorporation Process

The HIV/AIDS identity incorporation process uncovered in this study largely
confirms results of previous studies (Baumgartner, 2007; Baumgartner & David, 2009).
Study findings mirror the incorporation process of those in the larger current study from
which this population was taken. Further, the findings confirm the reactions of individuals
diagnosed with HIV/AIDS in other studies. For example, shock and fear are common
reactions to an HIV/AIDS diagnosis (e.g., Dozier, 1997; Sandstrom, 1990) and other chronic
diseases such as multiple sclerosis (Kralik, Brown, & Koch, 2001).

An interesting twist in this study is the reaction of relief to the diagnosis. In another
study (Baumgartner, 2007), a participant experienced relief because he felt doomed to
contract the disease and the diagnosis was the confirmation of what he thought was
inevitable. In this study, the respondent felt relief because now knew why his ear had a
discharge. He could begin to address his health issues because they were properly diagnosed.
This finding is more reminiscent of other diseases such as lupus or fibromyalgia (Mendelson,
2006; Schaefer, 1995) in that a correct diagnosis brings relief because individuals can take
action instead of wondering what ailment they suffer from. However, unlike fibromyalgia,
which is sometimes misdiagnosed, HIV/AIDS is more easily diagnosed.
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The evidence of a post-diagnostic turning point after the initial reaction to the
diagnosis confirms findings of other HIV/AIDS incorporation studies (Baumgartner, 2007;
Baumgartner & David, 2009) as well as the larger chronic illness literature. Meleis (2000)
states that “Critical points were often associated with increasing awareness of change or
difference or active engagement in dealing with the transitions experience” (p. 21). Likewise,
transitioning from an ordinary life to a more extraordinary one is discussed in Kralik’s model
of transitions which is found in the larger chronic illness literature (Kralik, 2002). In sum,
support and education about HIVV/AIDS were vital to the post-diagnosis turning point.

The few participants that immersed themselves in the HIV/AIDS community and
experienced a post-immersion turning point mentioned that living with the disease for a
period served as a post-immersion turning point. This is in contrast to another study
(Baumgartner, 2007) that found that the advent of highly antiretroviral therapy (HAART)
was the post-immersion turning point in addition to “burn out” in the HIV/AIDS community
(Baumgartner, 2007, p. 925). The finding that living with the disease for an extended period
was a turning point might indicate that HIVV/AIDS is being perceived and experienced as a
truly chronic illness such that time alone serves as a turning point. This finding was also
reflected in the larger study from which this population came. Last, this finding confirms
findings concerning identity development and cancer (Mathieson & Stam, 1995) and
depression (Karp, 1994). However, perhaps caution should be used when considering this
finding. Paterson (2001) conducted a metasynthesis of 292 qualitative studies on chronic
illness and concluded there were three perspectives on chronic illness. The “illness in the
foreground” (p. 23) perspective was commonly seen in newly diagnosed individuals where
the focus was on loss and complete absorption in the illness. The “wellness in the
foreground” perspective is evidenced by objectifying the body and realizing the body is not
one’s entire identity (Paterson, 2001). Individuals who are in the wellness perspective often
teach others about the disease and have an increased appreciation for life because they feel in
control of their disease (Paterson, 2001). The difference between the illness and wellness
perspectives is the idea of controlling the illness. The shifting perspectives model
acknowledges that wellness can be the foreground sometimes and illness can be in the
foreground sometimes and that shifts occur. Hence, although this study generally shows that
individuals traversed from an “illness in the foreground” to “wellness in the foreground”
perspective, it is possible that a perception of a lack of control over the disease could shift
individuals back into an “illness in the foreground” perspective (p. 23) and the actual amount
of time living with the disease would be irrelevant to integration. Individuals might return to
the immersion phase where the disease was forefront in their mind and a large part of their
identity. Hence, time living with the disease is not entirely indicative of a permanent
integration.

Those immersed in the HIV/AIDS community joined support groups, had HIV/AIDS
as a central identity, learned about HIVV/AIDS and taught others just as those had in an earlier
study (Baumgartner, 2007). However, in the earlier study, immersion in the community was
not seen as a matter of situational context in that individuals were not housed in HIV-positive
housing nor living in chemical dependency centers for HIV-positive individuals. In the earlier
study, individuals flocked to ASOs because they were a clearinghouse of information on the
disease and a refuge from a larger community where HIV-positive individuals were
stigmatized. In this study, which was reflective of the larger population used for this study,
the situational context that these men found themselves , namely housing for HIV-positive
individuals who were and were not chemically dependent, almost forced an immersion in the
HIV/AIDS community for a time. Perhaps this result speaks more to the resources available
for HIV-positive individuals now as opposed to earlier in the history of the disease. In
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addition, all but one of the 12 African American men in this study lived in a large
metropolitan area where such resources were readily available.

Integration was marked by a lessening in importance of the HIV/AIDS identity, and
by participants educating others and being accepted by others. This finding confirmed the
decentralizing aspect of integration of the previous study (Baumgartner, 2007) and the
importance of education in the integration stage (Baumgartner & David, 2009). An
interesting addition in this study was that the acceptance of the disease by significant others
helped the integration process.

In sum, the HIV/AIDS identity incorporation process was similar to processes found
in previous studies (Baumgartner, 2007; Baumgartner & David, 2009). However, some
individuals in the immersion phase might have been in that phase due to situational
circumstances such as living in HIV/AIDS housing. In the next section, the effect of other
contexts on the incorporation process will be discussed.

Contexts and the Incorporation Process

The interpersonal contexts of support and stigma (Ickovics, Thayaparan, & Ethier,
2001) were evident throughout the incorporation process. Support from others was a turning
point from the initial reaction, part of the immersion phase, and it also helped with integration
of the HIV/AIDS identity into the self. Accurate information about HIV/AIDS and emotional
support from group members helped individuals move from their initial reactions to the
diagnosis to dealing with the disease. This finding is also shown in kidney patients’
experiences in support groups where group members benefited from information from others
with the disease and positive role models for living with the disease (Hughes, Wood, &
Smith, 2009). Additionally, other studies mentioned that joining the HIV/AIDS community
promoted integration of the HIVV/AIDS identity and immersion in the community was a way
to deal with the stigma part of the process (Lewis, 1994; Sandstrom, 1990). Family, peer and
instrumental support were mentioned as part of the identity transition process of individuals
living with HIV/AIDS (Tsarenko & Polonsky, 2011).

Clearly, support is integral to incorporation. However, support might be especially
necessary for those living with stigmatized conditions. The need for support throughout the
process of integration of what, arguably, is a socially stigmatized identity is evident in other
literature. For example, Cass (1979) discusses gay identity development and the need for
contact with other gay individuals who validate and “normalize their behavior” (p. 231).

Whereas support assisted the HIV/AIDS identity incorporation process, stigma
impeded the process in that stigma prevented individuals from seeking support from others
and disclosing to others which was integral to incorporation of the HIVV/AIDS identity. Other
HIV/AIDS identity studies have also found that stigma delayed disclosure which impeded the
incorporation of the HIV/AIDS identity (Baumgartner & David, 2009; Dozier, 1997,
Gurevich, 1996; Lewis, 1994; Sandstrom, 1990). In addition, the sociocultural stigma of
being African American, gay and HIV-positive initially prevented individuals from reaching
out for support. In this way, individuals in this study perhaps had the most difficult time
dealing with their disease. This population was less likely than those from other
demographics in the larger study or in other studies (Baumgartner, 2007) to disclose their
status in very public ways such as discussing their status on television or in newspapers. They
tended to be more careful about the disclosure of their status. Participants also mentioned that
African American men did not discuss their status as easily as those from other demographics
because of HIV/AIDS being associated with gay individuals. Even disclosure amongst gay
African American men seemed to be more guarded than for other groups represented in the
larger study. This finding supports literature has shown that HIV-positive gay, Black men
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and Latino men are stigmatized in their communities (Brooks, Etzel, Hinojos, Henry, &
Perez, 2005) and that HIV/AIDS is more stigmatized in the Black community in general
(Baumgartner, 2012a).

Regarding the influence of race, class, and sexual orientation on the HIV/AIDS
identity incorporation process, some participants mentioned that Black men in general were
not treated as well as Whites in the larger medical community. Further, race and class meant
poor Blacks had less access to information and resources. They did not directly connect a
lack of resources or poorer treatment in the larger medical community to the incorporation of
HIV/AIDS into their identities but it is possible that a lack of care in the larger medical
community could mean less access to resources which can affect the post-diagnosis turning
point, disclosure and integration of the HIV/AIDS identity. In addition, being from a lower
class kept HIV/AIDS on some individual’s minds which reflected the findings of the larger
group (Baumgartner, 2012a). Participants mentioned that they feared federal and state
HIV/AIDS programs were going to be cut which might affect access to medication. As a
poor Black male prisoner, Octavius believed he could not trust that he’d receive proper
medical treatment in prison and that they would *“guinea pig” him with experimental
medications. Hence, he did not disclose his status in prison, receive counseling or medication
for his disease and waited until he was released from prison to access HIVV/AIDS resources.
Although Octavius did not explicitly mention his hesitation for accessing medication in
prison, others in the larger study mentioned the impact of the Tuskegee Syphilis Experiments
on the general psyche of African Americans. Hence, this attitude of Octavius’s is not in
isolation and is well-documented as a reason that African Americans do not participate in
experimental drug trials as readily as Whites (Freimuth, Quinn, Thomas, Cole, Zook, &
Duncan, 2001). It is important to mention that the other African American men in the study
did not evidence a lack of trust in their medical treatment. In fact, Booker indicated his
annoyance with the African American community for foregoing research opportunities and
citing the Tuskegee Syphilis Experiments as an excuse.

In the larger study, 28% of the participants believed that HIV/AIDS was easier to
discuss in the gay community (Baumgartner, 2012a) which roughly reflected the percentage
of Black men that agreed with this supposition. This finding stands in contrast with research
that indicates that racism in the gay community makes the experience of living with
HIV/AIDS harder for gay, Black men (Han, Lauby, Bond, LaPollo, & Rutledge, 2010). Also,
in general disclosure of one’s status as an African American, gay HIV-positive man has been
seen as harder to do because of the stigma associated with being gay in the Black community
(Han et al., 2010). It is possible that participants did not reveal this finding in this study
because of the positionalities of the researcher (a White woman). It should also be noted that
participants who were part of a support group for gay, Black men really appreciated the group
because they could freely discuss issues related to their situation which helped them integrate
the HIV/AIDS identity into their selves.

Although participants ultimately received adequate information about the disease,
initially, a lack of correct information about HIV/AIDS initially meant individuals diagnosed
before the advent of HAART and individuals diagnosed after the widespread use of life-
extending medication reacted similarly to the diagnosis. This lack of correct information
meant that some individuals needlessly lived in fear for a period. This finding was also
confirmed in the larger study (Baumgartner, 2012b) and in a study concerning the
experiences of HIV-positive men (Han et al., 2010). However, my study showed how
previous experiences and memories from the past influenced perceptions of HIV/AIDS. Han
et al.’s (2010) study showed how the media had downplayed the seriousness of HIV/AIDS
and young Black men were not hearing the dangers of the disease.
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Although the results from this study contribute to HIVV/AIDS literature on identity, the
study has limitations. First, the participants were associated with AIDS Service
Organizations. Respondents not associated with AIDS Service Organizations might have a
different HIV/AIDS identity incorporation process. Second, all but one of the men were from
a large, metropolitan area. The experiences of individuals living in rural areas might differ.
Last, this study is not longitudinal. A longitudinal study would provide greater depth and
change could be seen across time instead of relying on retrospective accounts of experiences
at one point in time.

In sum, although results of this study largely confirmed findings of the larger group of
36 individuals, and findings from other studies, the stigma of being Black, gay and HIV-
positive appeared to influence disclosure of the disease to others which impeded the
incorporation of the HIV/AIDS identity into the self.

These study findings have implications for HIV/AIDS educators and health care
providers. First, in many ways, the HIV/AIDS identity incorporation process was similar to
the process found in previous studies (Baumgartner, 2007; Baumgartner & David, 2009) and
in the larger study from which this data was extracted. An HIV or AIDS diagnosis is a
disorienting experience—especially for individuals unfamiliar with current treatments. Health
care providers need to acknowledge the emotional reactions that the diagnosis can have and
provide patients positive information concerning living with the disease. Second, since
obtaining correct information about HIV/AIDS is vital to the HIV/AIDS identity
incorporation process, and not everyone is aware of the services offered at ASOs, culturally
relevant HIV/AIDS education is needed in contexts outside of ASOs at places of worship,
outreach centers for homeless and/or drug addicted individuals and sex workers. Last, gay
African American men are not disclosing their status as readily as those from other
demographics because of the multiple layers of stigma associated with being an African
American gay man living with HIV/AIDS. This means these men might not receive the
support they need around the disease. Strategies to address the stigma that gay, African
American men face are needed.

Participants in this study were associated with an AIDS Service Organization in a
large metropolitan area. Additional research is needed on individuals living in rural areas who
are not associated with an AIDS Service Organization since it is possible that their
experiences of living with HIV/AIDS would differ. Further, differences in experiences
between heterosexual African American men and gay African American men should be an
area of future research.
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