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Abstract

The population of older people living with HIV in the United States is growing. Little is known
about specific challenges older HIV-infected women face in coping with the disease and its
attendant stressors. To understand these issues for older women, we conducted semi-structured in-
depth interviews with 15 women (13 African American, 2 Caucasian) 50 years of age and older
(range 50-79) in HIV care in the Southeastern United States, and coded transcripts for salient
themes. Many women felt isolated and inhibited from seeking social connection due to reluctance
to disclose their HIV status, which they viewed as more shameful at their older ages. Those
receiving social support did so mainly through relationships with family and friends, rather than
romantic relationships. Spirituality provided great support for all participants, although fear of
disclosure led several to restrict connections with a church community. Community-level stigma-
reduction programs may help older HIV-infected women receive support.
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aging; disclosure; HIV; social support; spirituality; stigma

Approximately one quarter of the estimated 1.2 million people living with HIV in the United
States are over the age of 50 years (Centers for Disease Control and Prevention [CDC],
2008; CDC, 2012). By 2015, the proportion of HIV-infected individuals older than age 50 is
estimated to increase to 50% (Effros et al., 2008). This increase is due in part to the rising
number of new HIV diagnoses among this group (15% of new HIV cases in 2009; CDC,
2012; Stark, 2007), and in part to decreased mortality as a result of successful treatment with
antiretroviral (ARV) medications, allowing more HIV-infected people to live into old age
(Sankar, Nevedal, Neufeld, Berry, & Luborsky, 2011).

Research has suggested that older people may experience living with HIV differently than
those who are younger. Generally, older patients have been found to be more adherent to
their ARV medications than younger patients, but their adherence is more sensitive to
weakened cognitive function and substance abuse problems (Barclay et al., 2007; Ettenhofer
etal., 2009; Hinkin et al., 2004). Similarly, the experience of aging may differ between
those who are living with HIV and those who are not. For example, Rabkin, McElhiney, and
Ferrando (2004) found that rates of depression and substance use, which typically decline
with increasing age in the general population (Byers, Yaffe, Covinsky, Friedman, & Bruce,
2010; Gum, King-Kallimanis, & Kohn, 2009; Lincoln, Taylor, Chae, & Chatters, 2010), do
not similarly decline for individuals infected with HIV. Research has suggested that social
support may be particularly important for older HIV-infected people. Social support confers
benefits for older adults living with HIV, helping to mitigate distress and improve mood
(Schrimshaw & Siegel, 2003), while stigma and loneliness are associated with increased
depressive symptomatology (Grov, Golub, Parsons, Brennan, & Karpiak, 2010; Yi et al.,
2006).

The particular challenges of older women living with HIV have not been separated from
those of men. More specifically, the psychosocial experiences of older women living with
HIV have not been fully described. Yet older women are at increased risk of contracting
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HIV as the likelihood of using condoms decreases with age and, accordingly, the estimated
annual percentage of older women who acquired HIV heterosexually has been rising
(Nguyen & Holodniy, 2008). These trends indicate the increasing need to understand the
experiences of older women living with HIV. The purposes of the project were to (a)
investigate the important psychosocial factors impacting older women’s living and coping
with HIV infection, particularly in social and spiritual relationships, and (b) to explore
relationships between those factors. To achieve these purposes, we conducted a qualitative
study with 15 HIV-infected women ages 50 and older receiving HIV care in the
Southeastern United States.

In-depth, semi-structured, qualitative interviews were conducted with 15 women, with each
interview lasting about 1 hour. The interview guide was designed to elicit information from
the women on psychosocial aspects of their lives, particularly related to the diagnosis and
management of their HIV, that would yield a thematic description of older women’s
experiences living with HIV (Sandelowski & Barroso, 2003). Examples of the general
questions used to invite exploration of these issues included, What are some challenging
aspects of your day-today life? and How has your life changed since you were diagnosed
with HIV? Women were also asked more specific probes to provide opportunities to
elaborate on specific psychosocial factors such as social stressors and support, emotional
reactions to aspects of living with HIV, perceptions of faith, and personal and social
responsibilities. These probes were refined continuously during data collection to ensure
exploration of relevant themes emerging in the interviews. Examples of such probes
included, Tell me about your home and the people who live there. Are you responsible for
the well-being of any of these individuals? and How has being HIV-infected affected any
relationships in your life—with friends, family, sexual partner(s)?

Study Sample and Setting

This study took place at a public-hospital-based infectious diseases clinic. All women who
were HIV-infected, English-speaking, ages 50 years or older, receiving care at the clinic
between May 2006 and November 2006, and previously consented to be approached for
research studies, were invited. Two women declined due to time constraints dictated by
transportation departure times.

Protection of Human Subjects

Written informed consent was obtained before each interview. Interviews were held in a
private location in the clinic. The institutional review board of the University of North
Carolina at Chapel Hill approved the study protocol. The participants received a nominal
monetary compensation of $15.00 for participation in the study.

Data Collection

During the data collection period, each interview was transcribed verbatim and reviewed by
the interviewer (MA) shortly after completion. The interviewer conducted continuous
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comparative analysis between transcribed interviews in groups of five, through which
commonalities in the interviews were identified, categorized, and compared. The interviewer
and principal investigator (KP) drew from the identified emerging themes in order to (a)
inform the development and modification of question probes for subsequent interviews
when further exploration or clarification of those themes was warranted for a more complete
understanding of women’s perspectives and experiences, and (b) determine whether theme
saturation had occurred.

Analysis of Qualitative Data

Results

At completion of data collection, a coding team of three researchers (CAG, CJ, MM)
conducted open coding using cutting and sorting principles with all 15 transcripts (Ryan &
Bernard, 2003). First, they reviewed the transcripts and generated a list of codes based on
important ideas that emerged from the data, which were often identified either linguistically,
by noticing ideas or words that were repeated within or across subjects, metaphorical
language, or comparisons made by subjects between different aspects of their lives; or
thematically, by ideas that mapped onto important themes already demonstrated in the
literature among HIV-infected women such as stigma, disclosure, and disease burden (Ryan
& Bernard, 2003). Then they grouped the list of codes into conceptual categories or themes,
which were refined into a codebook. The same three researchers each applied the codebook
to code two randomly selected transcripts using NVivo 9 software, compared the codes they
applied, resolved any discrepancies through discussion, and revised the codebook as needed
based on that process. Final refinements to the codebook were made after applying a similar
approach to five more transcripts. The remaining eight interviews were independently
assigned codes. Finally, two of the researchers (CJ, CAG) conducted queries of coded
interview text in NVivo (as a basis for representative quotes in the results) to further
examine intersections of related codes and themes and to integrate them into a thematic
description of living with HIV in this sample of women (Sandelowski & Barroso, 2003).

Sample Characteristics

The demographic features of the 15 study participants are shown in Table 1. Of the four
sexually active women, one was married to an HIV-uninfected man, two had HIV-infected
intimate partners (one was married to her partner and one referred to him as her boyfriend),
and one reported occasional sexual activity with a male friend but did not specify his HIV
status. Three of the four sexually active women reported consistent condom use; one woman
reported inconsistent condom use with her HIV-infected partner.

Overview of Findings

The women discussed three types of relationships that were sources of potential or actual
support in their lives: (a) family and platonic relationships, (b) romantic partnerships, and (c)
relationships with a church community and with God. Within each type of relationship,
salient themes emerged that reflected two general issues: (a) the types of support received,
and (b) factors that helped or hindered accessing that potential source of support.
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Family and Platonic Relationships

The main sources of social support women listed were close family members. The women
specifically mentioned their grown daughters as sources of social support, and described
their daughters as helping with transportation to appointments, taking medications, meal
preparation, and housing, as well as being someone with whom they could talk and have
fun. Two of the older women in the sample relied on their daughters heavily for daily
caregiving. The women also described their grandchildren as sources of support and
happiness, by making them feel wanted and loved when the children visited. One woman
described:

Well, 1 supposed to be living by myself. But my children and my grandkids... |
never live alone. [LAUGHTER] Who I live with? I live with all my kids. | be
around somebody all of the time. They come to visit. They come to see me, then
they’ll stay awhile, then they’ll just come to say “hi” and they’ll stay over-night.
They come... They just come to stop by to say, “good morning.” They’re good.
There’s always somebody around.

Siblings and cousins were also cited as helping with transportation and being someone the
women could talk to about important things. Other women reported having a couple of good
friends they could talk to, most of whom were women. Two women reported platonic
relationships with male friends.

Several women described being socially isolated, with limited support. Most lived by
themselves, and a few said they had no one, only one or two people, or only paid caregivers
with whom they could talk. One woman said, “I don’t have anyone. My daughter, | guess,
she lives with me. | don’t talk to people, you know.”

All 15 women reported limiting their social interactions largely because they did not want
others to find out they had HIV infection. Only one woman reported disclosing to most of
the people in her life, largely because a family member told others she had HIV without her
permission. All of the women in the study said that they did not want certain people or, for
some women, anyone in their personal lives, to know about their HIV status. As one woman
explained,

I guess | feel like there has been something missing since | found out | have HIV. |
don’t do some of the things | used to do. You know, I used to cook for people and
stuff. | stopped doing that. | don’t know...just different things like that. | feel like |
just can’t be honest with people anymore now that | have HIV, because | haven’t
really told a lot of people. I haven’t told anybody really. Just my sister, and my
doctors, and another friend of mine, but that’s it. My son and daughter don’t know.
It’s just that | feel there is something missing, you know. I just can’t do... I guess |
could do... but I just don’t do as much stuff as | used to. Just as far as other people
are concerned, | just try to stay my distance.

The main reason women gave for not disclosing their HIV status to others was to prevent
people from fearing contracting HIV through casual contact with them. As one woman
described,
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I still haven’t been able to tell my family because people are ignorant to the fact
that you can’t catch HIV or AIDS by touching anybody or being around them. |
have a very loving family, and | just couldn’t tell them because I just can’t take the
fact that | would be pushed away and shunned because | have this virus in my
blood.

Some women justified their fears by relating instances in which people to whom they had
not disclosed expressed fear of interacting with other HIV-infected people. One woman who
worked as a medical professional reported that fellow staff members, “freak out when an
HIV-positive patient comes into the clinic—it’s difficult to see their reactions.” Another
woman said her family members avoided certain acquaintances known to have HIV. Also,
many women had experienced others withdrawing from them after they disclosed: “Once
somebody find out their attitude changes toward you.”

Some women said their level of shame about having HIV, and subsequent social withdrawal,
was higher because they were older. As one woman put it,

I guess that the older you get, the more isolated you feel because you kind of feel
stupid. Like, how could I do ... I should know better. | should know not to have

unprotected sex at my age. | should know better. So, I think that is on top of just
feeling alone, you feel dumb.

One woman remembered that disclosure was helpful in coping with her initial diagnosis: “I
just felt like if I didn’t tell somebody | would explode. So, um, it was for my own survival
that I couldn’t keep it a secret.”

Romantic Relationships

Only three women had a committed romantic partner with whom they were sexually active
at the time of the interview, and one reported having an occasional sexual relationship with a
male friend. Their descriptions of fulfillment and support derived from these relationships
varied. One woman enjoyed a particularly supportive relationship with her husband. When
asked where she turned for support, she described:

My husband. He’s my best thing that’s ever happened to me.... It’s something just
like when you have a bad day on the job like and need somebody to talk to. And |
go home and 1 just talk to him and | pour my heart out and he will say, “Now, do
you feel better now?” And I’'m like, “Yeah, | do.”

In contrast, despite having a boyfriend, another woman said that for support she turned to
her “daughter and God. That’s it.” Another enjoyed spending time with her husband. The
woman with the casual sexual relationship reported: “We just find comfort in intimacy.
Everyone needs a little of that.”

Many of the women who were not sexually active described the ending of past relationships
due to choice, abandonment, or partner death. Of women who were in relationships at the
time of HIV diagnosis, only one said she had remained in the relationship with the man who
infected her. Some women described their sexual abstinence in absolute statements about
themselves, such as, “I just don’t have sex anymore” and “I don’t do that.” Others described
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their sexual inactivity only as a current state of affairs, “I don’t have any sexual partners
right now.” None of the women without current intimate partnerships expressed desire for a
sexual relationship. One woman sought companionship, “I would like to have a companion.
Somebody | could go out to eat with, go bowling, go to the zoo. I’ve had these zoo tickets
for a couple of years and I haven’t used them.”

Another woman described how the romantic and sexual aspects of her relationship with an
HIV-uninfected partner decreased gradually after her diagnosis until she considered him to
be more of a roommate. Eventually, she chose to stop having sex with him because they
were not married and she wanted to feel closer to God. She said: “I just didn’t think that it
was right that we were having sex. But, really, we only stopped having sex a few months
ago.” Although they continued to live together, the woman described the relationship as
involving very little interaction: “Every once in a while we talk, just not really one on one.
He goes one way and | go mine.”

The women were reluctant to enter into new relationships and listed several reasons for this
disinclination, including fear of infecting others, fear of being rejected, lack of available
men, and low prioritization of having sexual intercourse. One woman stated: “You can’t find
anybody... | don’t want to look for anybody, trust me!” One woman recounted recently
discouraging a relationship with a potential partner:

At first | was running him away ‘cause ... This was a friend | was talking to ... He
didn’t know and I didn’t know how to tell him I was positive and | wrote him a
letter. And | told him in the letter. He still felt the same way but | still kinda’ felt
funny cause he don’t got [HIV]. | feel funny like I’m a little bit dirty. I shouldn’t ...
I don’t want to take chances with men like that. | be feeling funny like that. We
friends but | still be feeling funny though. | don’t feel sex with him. He told me we
could and I happen to have [a condom] with me at the time. But, it’s still like |
don’t want nobody to get sick like that.

Other women feared the stigma they would face if they disclosed their status to a new
partner. One woman described:

| guess maybe | don’t trust telling anyone because once | ... If | getinto a
relationship and | tell them and my childrens are around, then they are, you know
... I don’t know. I just don’t want to and then | wouldn’t feel safe. | wouldn’t feel
... Well, I feel that most people are not yet ready or understand the contact with an
HIV person. And, | think it would be a standoffish kind of thing. And, | would
rather not deal with that, so | don’t go there.

The women who were not currently in a sexual relationship implied that their sexual desires
were not great enough to lead them to pursue one. Some reported that they didn’t “like sex”
or didn’t “want to have sex,” and others stated they could “take it or leave it” or that it was
“not that important” to them. One woman implied that her low level of sexual desire could
be attributed to menopause:

I mean, it’s not like I crave sex or | want sex. You know, I’m 57, it doesn’t even
bother me. I could take it or leave it. You know, it don’t matter one way or the
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other, it really don’t. | guess it’s the changes and all that junk, the changes... It
don’t bother me though.

One woman described some of her conflicting feelings about sex as an older, HIV-infected
woman:

| just don’t have sex anymore. | just don’t want to really. I just don’t want to.
Because if | have to tell somebody that | have HIV, | would just as soon not have it.
It doesn’t bother me that much anyway. | am 52 years old and like my momma, she
said she didn’t want no sex after a certain age. I’ll just be like my momma. My
sister tells me that too. She is about, what, 56. She is 56 and she says, “Hmm, |
don’t want my old man.” [LAUGHTER.] So, | am getting about that way, after so
many years. | just say, “Um, no need.” It really doesn’t bother me anymore. I still
be attracted to men and I still talk to them and flirt with them a little bit, but other
than that, that’s it. I have men that are friends. But, | haven’t told any of them.
Well, 1 did tell one of them, but | haven’t seen him in a while, so | am kind of upset
with him. [LAUGHTER.] But other than that ... | don’t have any men, just some
acquaintances and stuff like that.

Conversely, women who were currently in sexual relationships did not report feeling
negative or apathetic about sex.

The women were asked about differences between younger and older women with regard to
sex. Refraining from risky sex was seen as easier for older women because sex and intimate
partnerships were less important for them than they were to younger women:

For older women, um... usually when you get my age, you just want to be
somewhere and be quiet anyway. You don’t want all of the ... | mean, you want a
companion, but it is not as important to you at 50 as it is at 20. You know marriage
and that kind of stuff. So, | think that it is harder for younger women.

Spirituality and Church Relationships

Although the women were not asked specifically about spirituality or religion, all 15 talked
during their interviews about their close personal relationship with God, whom they felt
supported them in living with HIV. Fourteen participants reported attending church. Many
described how they benefited from engaging in social activities, doing church work, and
receiving instrumental support, such as when other church members take their garbage out.
One woman stated: “The church is you! You know, it’s who you be, you know. I just enjoy
the people, | enjoy myself. | love myself, so automatically | love other people, you know.”

The women described many ways that God helped them. Specifically, the women said that
God helped them or gave them strength to sustain healthy behaviors, such as taking
medications, abstaining from unprotected sex with an HIVV-uninfected partner, discontinuing
substance abuse, managing comorbid conditions, and maintaining sobriety. Regarding her
sobriety, one woman stated: “[God] took the want, the thirst, and the taste for that drug
away.” They also said that God intervened in their health directly, by keeping their viral
loads low, helping them to find housing and transportation, keeping them from acquiring
additional co-morbid conditions, and alleviating emotional distress. One woman

J Assoc Nurses AIDS Care. Author manuscript; available in PMC 2016 January 01.



1duosnue Joyiny vd-HIN 1duosnue Joyiny vd-HIN

1duosnuely Joyny vd-HIN

Grodensky et al.

Page 9

summarized this by saying, “I feel like I’m fine as long as I have Jesus in my life. | know
that he will provide for me what | need and what I need to get by each and every day.”

The women referenced God most often during discussions of hardships, such as trauma,
substance abuse, and HIV infection. One woman’s faith helped her cope with having
mistreated her children while using substances.

Sometimes | myself still have problems with it because I think back to things I did
to [my children] and ways that | mistreated them and the problems with the life that
I was leading. But, | just have to put it under the blood and say that now | belong to
Jesus and that Jesus is in my life and | trust in him each and every day and that sort
of pushes it off to the side.

Many women said that God helped them cope with their initial HIV diagnosis, especially
when they were unable to confide in others. One woman said,

I am not sure that | would have made it through the initial shock and acclimation to
it all without my faith. There have been many times when | didn’t have anyone to
talk to, and I had to talk to God.

Another woman speculated that the reason she was infected with HIV was to bring her
closer to God.

In spite of strong relationships with God, many women reported limiting the amount they
relied on their church for support. As one woman put it,

My momma taught me a valuable lesson. It was a hard, cold one, but it was a
valuable one. My lights, when me and my kids was going through, my lights got
cut out and | had been with my momma in church every Sunday by her side. One
day I said, “Momma, 1I’m going to see if the church can help me get my lights back
on.” “Don’t ask the church for no money! You can’t go asking for money here!
There ain’t nothing down there for you.”

Many women described ways in which they cultivated a private relationship with God
through activities, such as daily prayer, Bible study, and watching religious television
programs. One woman described her practice this way:

Yeah, | read the Bible every day. And | pray every night, every night. That’s
how... Sometimes if | don’t pray then I’ll say, “Now, did | say my prayers?” In
case | didn’t, | say them again to make sure.

Another woman stated:

| talk to the Lord just like I’m talking to you. If there’s anything I’m worried about,
if I’'m worried about my health or anything, | talk to him. And I can feel the spirit
changing in a positive aspect. If | don’t get a feeling in my spirit that everything is
going to be alright, he’ll tell me in my spirit a scripture to go ahead and read in my
Bible that will help me to understand what | am going through at that time and that
helps me also.
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Almost all of the women who attended church reported they chose not to disclose their HIV
status to fellow church members or pastors for fear that church members would be afraid of
catching HIV from them and would gossip about them. One woman stated:

I made the right decision because a lot of people because they don’t know and
they’re not interested in finding out because of their fear and their ignorance - they
just don’t want to know. And because of that, they would be fearful being around
me and near me.

Another woman described why she wouldn’t tell her minister about her HIV status:

... in my generation a lot of the Biblical things they do not condone premarital sex.
So, if you are participating in that and you got HIV, you got the virus, then it’s sort-
of, well, “If you had not been sinning then you would not have it.” You know that
kind of thing. So, would I tell my minister? No. Although I think that he is
broadminded. But, not that... Well, | think that he still would be truthful in his
doing. He don’t condone premarital sex. He’s one of those.

Two women chose to disclose their status only to their pastor, “in case | got injured so
others wouldn’t be exposed to HIV.” In contrast to these women’s reticence regarding their
HIV status, two other church-going women in this sample who had histories of substance
abuse reported testifying to their congregations about their struggles with using substances
and offering their support to fellow church members with similar problems.

Discussion

This study is one of the first to qualitatively explore the real life experiences of older women
living with HIV in the Southeastern United States. The findings from this study highlight
several important themes related to aging with the disease, and specifically how older
women experience support from different types of relationships and spiritual sources.

Although the women in this study reported receiving some instrumental and emotional
support from a variety of sources, particularly family and friends, many felt socially
isolated, lonely, and fearful of repercussions they would suffer should their HIV status
became known to others. The women felt that, because they were older, their HIV status
would be viewed even more shamefully than it would for younger women living with HIV.
Many reported generally limiting their social interactions because they worried that others
would become fearful of contracting HIV from them through casual contact. Notably absent
from these women’s comments about sources of social support was specific mention of their
HIV care settings. We report elsewhere that these women reported generally positive
relationships with their HIV care providers, but none specifically mentioned receiving
support from them (Grodensky, Golin, Jones, Mamo, Abernethy, & Patterson, unpublished
manuscript).

Consistent with another study of older HIV-infected women, few of the women in our study
received support and companionship through romantic partnerships (Lovejoy et al., 2008).
Most women reported the dissolution of prior romantic relationships after the HIV
diagnosis, and most did not pursue new relationships for fear of infecting someone else and

J Assoc Nurses AIDS Care. Author manuscript; available in PMC 2016 January 01.



1duosnue Joyiny vd-HIN 1duosnue Joyiny vd-HIN

1duosnuely Joyny vd-HIN

Grodensky et al.

Page 11

wanting to avoid having to disclose their serostatus. Many women also reported feeling that
having a sexual relationship was not highly important to them, with some specifying that
this feeling was related to their age or menopause. It was unclear from our research whether
this lack of interest in sexual relationships among menopausal and post-menopausal women
was heightened in this sample due to HIV infection; further research is needed to explore the
relationships between sexual interest and HIV infection in older women.

Our findings of feelings of isolation in older women with HIV supported other studies.
Social support has been shown to help decrease distress and improve mood for older HIV-
infected individuals (Schrimshaw & Siegel, 2003); in contrast, stigma and loneliness have
been associated with higher levels of depressive symptoms (Grov et al., 2010; Yi et al.,
2006). Older women with HIV experience isolation (Enriquez, Lackey, & Witt, 2008) and
are less likely to disclose than their younger counterparts (Emlet, 2006a). Older minorities,
especially, have smaller social networks and are at greater risk for isolation than older
Whites or younger adults (Emlet, 2006b). The social stigmas, whether real or perceived, that
older women infected with HIV experience impede disclosure, emational health, and
adherence to HIV treatment (Black & Miles, 2002; Foster, 2009). Our study contributes to
the body of knowledge about these issues by elucidating the specific linkages that exist
between HIV-related stigma, disclosure, and social support for older women in several
different types of relationships, even with their most intimate family and friends.

Spirituality also emerged as a highly salient theme, and seemed to function as a lens through
which the women viewed their lives. The women reported that God helped them cope with
disease, refrain from substance abuse, and engage in healthy behaviors. This theme may be
particularly prominent in our sample, which was mostly African American, as spirituality
has been found to be a stronger source of illness-related coping among African Americans
than among Caucasians (Cotton et al., 2006; Harvey & Silverman, 2007).

It has been well documented that spirituality and prayer can be powerful coping mechanisms
for patients living with chronic illnesses (Johnson, Elbert-Avila, & Tulsky, 2005; Koenig,
Larson, & Larson, 2001). This benefit has also been demonstrated for those living with HIV
(Vance, McGuinness, Musgrove, Orel, & Fazeli, 2011). Spiritual peace has even been found
to moderate the effects of HIV stigma on depression (Chaudoir et al., 2012). However,
religion can also be a source of stress and low self-esteem for those who feel condemnation
from the church due to their actions or sexual orientation (Nicholson, 2009). The women in
this study reported feeling real and anticipated HIV stigma from their church communities,
limiting disclosure and participation at church and depriving them of an important source of
social support. Studies have found that HIV stigma present in African American churches
may explain HIV-infected African American women’s preference for engaging in private
spiritual practice (Cotton et al., 2006; Foster, 2009; Peterson, 2009; Vance, Brennan, Enah,
Smith, & Kaur, 2011). The women’s perspectives in our study drew particular attention to
the conflict that can exist between the tremendous potential benefit from a church
community and spiritual life and the limitations they encountered in fully engaging due to
the issues of HIV-related stigma and disclosure, a conflict that may be particularly strong
among older women in the South.
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The women in our study described detrimental effects of decreased social support and HIV-
related stigma in their lives as well as benefits of their spiritual strength, factors that have
been explored in prior research (Vance, Brennan, Enah, Smith, & Kaur, 2011). Building on
work from the field of gerontology (Kirk & Goetz, 2009), Vance, Brennan et al. 2011)
postulated that for HIVV-infected older adults, the stressors of decreased social support and
HIV-related stigma act as barriers to successful aging, particularly to active engagement in
life and spirituality within a developmental context. Spirituality and religion, on the other
hand, could serve as buffers to these stressors by allowing individuals to interpret their life
experiences in the context of their beliefs, which provide purpose and meaning in life, as
well as promoting transcendence over circumstances. (Fuchs, Czeh, Kole, Michaelis, &
Lucassen, 2004; Parker et al., 2002; Vance, 2004; Vance, Ross, Moneyham, Farr, &
Fordham, 2010). The women in our study reported that stigma both inhibited their disclosure
and decreased their social support, suggesting that decreased social support may mediate the
effect of stigma on successful aging. Furthermore, older women’s abilities to engage in
religious and spiritual communities may in itself be inhibited by stigma and decreased social
support, implying that in order for religion and spirituality to buffer life’s stressors, the
specific barrier of stigma may need to be addressed.

The 15 women who participated in our study were recruited from a single HIV clinic in the
Southeastern United States and were predominantly African American; therefore, these
results cannot be widely generalized to other settings or populations. All of the women in
our study were currently receiving HIV care, and their experiences may have been different
from older HIV-infected women who were not receiving care. We employed qualitative
research methods, which allowed in-depth exploration of these phenomena, but we were not
able to test for statistically significant relationships or to make comparisons between the
factors of interest.

Research and Clinical Implications

The findings from this study suggest several implications for intervention research and
clinical practice with older women living with HIV. A lack of HIVV knowledge and high
levels of HIV stigma in communities may be amenable to community-level interventions.
Targeting HIV-directed interventions through spiritual communities may confer additional
benefits of increased spiritual support and religious engagement for older women living with
HIV, for whom spirituality and church participation may be beneficial. Additionally,
incorporating spirituality into counseling for older women living with HIV may enhance
engagement with and benefit from mental health, substance abuse, and health education
programs (Vance, Brennan, Enah, Smith, & Kaur, 2011). Programs that link HIVV-infected
women together may increase their sources of emaotional support and ability to employ
positive coping (Enriquez et al., 2008). In clinical settings, health care providers should be
aware that older women living with HIV may lack social support for coping with and
managing HIV infection, and that disclosure may be a key barrier to accessing this support.
Nurses and other clinical staff can provide support to older women by helping them make
decisions about disclosure and to disclose to individuals who may be able to provide
support.
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Conclusions

The findings of our research elucidated critical issues impacting the ability of older HIV-
infected women in the South to receive needed social and spiritual support. This increased
understanding about the interplay of HIV-related stigma, disclosure, and spirituality is
important to consider when developing future directions for HIV care and research with
older women living with HIV, a group that will continue to increase as people live longer
with HIV. Focusing attention on the needs of this group will help to ensure that older
women are able to age successfully with HIV.
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Key Considerations

Health care personnel should inquire about the source of social support for HIV-
infected older women. While many older women have supportive family
members, others have not disclosed to family members and therefore cannot
request assistance in HIV-related health care.

Health care providers should strive to understand each woman’s intentions and
desires for support in the event she is unable to communicate these herself.
Additionally, women may require guidance and support to request external
support needed to maintain maximum health and health care.

Nurses can be strong advocates in helping HIV-infected older women disclose
their HIV status to a trustworthy source. Knowing to whom HIV-infected
women have disclosed can facilitate communication between care providers and
patients.

Nurses can provide validity to knowledge or help to change false pretenses
related to transmission.

Most importantly, nurses are often the face of the HIV clinic. Knowing that
nurses can be trusted, are their advocates, are nonjudgmental, and see “beyond
the HIV,” will encourage women to remain in care and adhere to their ARVS.
Over time, this trusting relationship will allow HIV-infected older women to
recognize that HIV does not define who they are, helping these wise women
educate others in their communities.
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Table 1
Demographic Data for HIV-Infected Older Women (n =15)

Variable n (%)
Ethnicity
African American 13 (87)
Caucasian 2 (13)
Age, mean years (range) 57 (50-79)

Marital status

Married 2 (13)
Divorced 9 (60)
Widowed 4(27)

Mode of HIV acquisition

Heterosexual intercourse 15 (100)

*
Substance use

History of drug/alcohol abuse 9 (60)
« Current use of crack or cocaine 6 (40)
« Current use of intravenous drugs 2(13)

No reported history of drug/alcohol abuse 4(27)

*
Two participants (13%) were missing data on current and past substance use.
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