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Abstract

Social support has been established as an important factor for health maintenance
and general well-being. In Puerto Rico, research has neglected to explore this
subject among HIV-Discordant couples. Our study aimed to explore the perceived
role of social support within HIV-Discordant couples, specifically its perceived
impact on safer sexual practices and adherence to treatment. We implemented an
exploratory and transversal qualitative design, and we carried out in-depth
interviews with 20 heterosexual HIV-Discordant couples (n=40). Results
highlight the important role that social support plays on adherence to treatment
and condom use while also documenting the challenges faced in providing and
receiving that support. Recommendations for future research and intervention
development are provided.
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Social Support and HIV Discordant Couples

Resumen

El apoyo social ha sido un factor importante para el mantenimiento de la salud y
el bienestar en general. En Puerto Rico, las investigaciones no suelen enfatizar en
la exploracion de este tema entre las parejas VIH discordantes. A través de un
estudio exploratorio y un disefio cualitativo transversal examinamos la percepcion
de apoyo social en 20 parejas VIH discordantes (n=40), especificamente el
impacto percibido en las practicas sexuales mas seguras y la adherencia al
tratamiento antiretroviral. Los resultados obtenidos sefialan la importancia del
apoyo social en la adherencia al tratamiento y el uso del condon. Ademas,
documentan los retos que enfrentan las parejas en proveer y recibir ese apoyo.
Identificamos recomendaciones para futuros estudios e intervenciones.

Palabras clave: apoyo social, parejas VIH discordantes, VIH/SIDA

Racial and ethnic minorities continue to be disproportionately affected by the HIV
epidemic in the United States. Latinos, including Puerto Ricans, comprise 16% of the population
but accounted for 20% of the new diagnoses in 2009 (CDC, 2011a). Puerto Rico is one of the
most affected areas among the US territories with more than 32,000 reported cases (Puerto Rico
AIDS Surveillance Report, 2011). HIV heterosexual transmission continues to grow
exponentially among Puerto Ricans encompassing more than 40% of all reported cases.
HIV-Discordant couples (HDC), where partners have different HIV status, have been recognized
as a priority for HIV prevention in the US and developing countries (Joint United Nations
Programme on HIV/AIDS, 2009). HDC need urgent attention in order to prevent the infection of
the negative partner and promote the infected partner’s adherence to highly active antiretroviral
therapy (HAART). HAART is a standard treatment for people with HIV/AIDS (PWHA) that
consists of a combination of at least three drugs that suppress HIV replication (WHO, 2012).

In the United States, HIV heterosexual gender inclusive interventions have been sparse, as
they are primarily directed towards women (Higgins, Hoffman & Dworkin, 2010; Pérez-
Jiménez, Seal & Serrano-Garcia 2009). It is recommended to include both members of the
couple in the interventions to achieve higher effectiveness (Pérez-Jiménez, Seal & Serrano-
Garcia, 2009), particularly the heterosexual men who often are excluded from studies and
interventions (Higgins, Hoffman & Dworkin, 2010; Herbst et al., 2007).

Focusing on HDC is an innovative way of tackling adherence to HAART and safer sexual
practices. Various HIV-Discordant couple preventive interventions have proven to be effective,
(Desgrées-du-Lot & Orne-Gliemann, 2008), however most of these studies have been conducted
outside the United States (El-Bassel et al., 2003). Similarly, in Puerto Rico there are only few
HIV studies and interventions that concentrate on couple dynamics (Pérez-Jiménez & Orengo-
Aguayo, 2011; Orengo-Aguayo & Pérez-Jiménez, 2009) while the majority of HIV studies and
prevention efforts continue to concentrate on the individual level.

There are important factors within the dynamics of HDC that must be addressed in HIV
primary and secondary prevention strategies. In this article, we address the role of social support
in adherence to HAART and condom use among Puerto Rican HDC in order to contribute to a
sensitive approach for promoting healthy practices within couples.
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Adherence to Treatment and Condom Use in HIV-Discordant Couples

PWHA deal with the stress associated with a life-threatening illness while simultaneously
coping with the challenges that their HIV status imposes on their relationships (VanDevanter,
Thacker, Stuart; Bass, & Arnold, 1999). The impact of HIV on relationships has been
documented in different dimensions of everyday life such as perceived stigma, status disclosure,
and sexual practices (Rispel, Metcalf, Moody & Cloete, 2002).

Interpersonal dynamics have not been well explored among HIV-Discordant couples
(Stevens & Galvao, 2007). Research has shown that it is important to take into consideration
different aspects of relationships between men and women (e.g. communication, machismo and
violence) because they allow for shaping their health related behaviors such as condom use and
adherence to treatment (Manfrin-Ledet & Porche, 2003). It is critical to address condom use and
adherence to treatment issues in the context of HIV-Discordant couples because both are
important to overall public health. Partial or poor HAART adherence can lead to a rapid viral
replication and the development of mutant viral strains that are resistant to available
antiretroviral drugs (Castro, 2005), which is in turn worsened when they engage in unsafe sexual
practices.

Adherence to treatment

Adherence to treatment is a significant public health problem, particularly among persons
living with chronic diseases (Woods & et al., 2009). Although HAART represents great progress
in the fight against HIV/AIDS, one of the most important challenges facing this epidemic is
adherence to treatment. Research based on adherence to treatment shows that close to 50% of
participants in clinical trials with chronic diseases do not adhere to treatment (Osterberg &
Blaschke, 2005). A meta-analysis of 59 studies conducted in the US reported that only 55% of
patients demonstrated high levels of HAART adherence (Mills et al., 2006). Other studies have
shown that up to 84% of participants miss medication doses (Dunbar et al., 2003; Erlen et al.,
2002; Lopez, Jones, Villar-Loubert, Arheart & Weiss, 2010). These findings are of concern
because it is widely known that adherence to HAART is a strong predictor of the progression to
AIDS and death (Machtinger & Bangsberg, 20006).

Several factors are associated with non-adherence including: alcohol and drug abuse
(Murphy, Greenwell & Hoffman, 2002), difficulty of medication regimens (Roberts & Mann,
2000), fear of side effects (Dunbar et al., 2003), depression (Starace et al., 2002), and lack of
social support and self-efficacy (Pequegnat et al., 2012). A study to document non-adherence
behavior in a sample of HIV positive men in Puerto Rico revealed that most of them perceived
low levels of social support (Nieves-Lugo & Toro-Alfonso, 2012). In another study with Puerto
Ricans, Robbins and colleagues (2012) showed the importance of understanding the role of an
individual's social-cultural experience because it can help illustrate why PWHA have difficulties
achieving optimal HAART adherence and how HAART adherence interventions can be
improved. Precisely, social support, as part of the social-cultural experience, has been
documented to have the effect of enhancing adherence to HAART (Nieves-Lugo & Toro-
Alfonso, 2012; Rodriguez Madera & Varas Diaz, 2012). According to some researchers, the
Benefits of social support among PWHA are: a positive impact on mood, improvement of quality
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of life and, feelings of empowerment (Carrobles, Remor & Rodriguez-Alzamora, 2003; Toro-
Alfonso & Varas-Diaz, 2004).

Research related to HIV status among couples and its impact on adherence to HAART
identified that barriers in adherence are related to psychological factors such as: negative
perception of the relationship, absence of emotional support, and having an unsupportive partner
(Murphy, Greenwell & Hoffman, 2002; Wagner, Remien, Carballo-Dieguez & Dolezal, 2002).
In a study with 42 HIV-Discordant couples, Remien and Stirrat (2002) found that there was a
relationship between adherence to HAART and safer sex practices. In addition, poor adherence
was significantly associated with increased manifestations of unprotected anal/vaginal sex with
the primary partner.

Adherence to condom use

Studies have found that HIV-discordance imposes pressure and feelings of alienation
within relationships (Stevens & Galvao, 2007). Fear of HIV transmission, shifts in emotional
intimacy, barriers to communication, dilemmas regarding how HIV will impact their lives, and
lack of reproductive alternatives have been identified as commonly experienced issues for HDC
(Beckerman, 2002; Grinstead, Gregorich, Choi & Coates, 2001). Other challenges include
rejection, abandonment, HIV status disclosure, financial planning, and practicing safer sex
(Persson, 2008).

Engaging in safer sexual practices is not easy, particularly when those practices are
related to condom use. Factors such as motivation and positive attitudes towards condoms have
been documented among Puerto Ricans as important variables to address when promoting safer
sex (Pérez-Jiménez, Serrano-Garcia & Escabi Montalvo, 2007). Negative attitudes towards
condom use, which lead to risky sexual behaviors, can be related to social norms that govern
heterosexual relationships. In the context of couples, abstinence seems to be an impossible and
unreasonable demand, and condom use is complicated by social factors that link their use to
perceptions of unfaithfulness (Hirsch et al,, 2007). For example, research has shown that women
with HIV/AIDS in HDC reported resistance from their partners to the idea of using condoms,
which in turn exacerbates their feelings of guilt and concern over potential infection (Stevens &
Galvao, 2007).

Even more concerning is the growing evidence indicating that the proliferation of HIV
treatment options over the past decade may have decreased individuals’ concerns about HIV
transmission (Stevens & Galvao, 2007). Findings from studies in the US suggest that PWHA
engage in more unprotected sexual intercourse after they are on HAART (Buchacz, et al., 2001;
Wilson, et al., 2004). Researchers have found that PWHA in couple relationships frequently
practice unprotected sexual intercourse with their partners, independent of their HIV status
(Bova & Durante, 2003; Weinhardt, et al., 2004). Still, gaps remain in specific knowledge about
the factors that impede or facilitate their capacity to reduce risky sexual behaviors and adopt
healthy strategies within the couple (Stevens & Galvao, 2007).

Social Support: A Determinant of Health on HDC
Social determinants such as economic and social conditions influence the health of people

and communities (Commission on Social Determinants of Health, 2008). These conditions are
shaped by people’s economic sources, which are influenced by policy choices. Social support
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has been identified as a social determinant of health (CDC, 2011b; WHO, 2003). Social support
is related to the exchange of social-emotional, instrumental, and recreational resources in the
interactions within families, partner relationships, friends, coworkers, neighbors, church and/or
religion, and health professionals (Bernal, Maldonado-Molina, & Scharron del Rio, 2003).
Although operational definitions of social support vary, there is a growing consensus that
increased general social support is often a protective factor in coping with challenges imposed by
HIV particularly due to its positive effect on diminishing depression-related illness (Aderson et
al., 2009; Johnson et al., 2001).

According to Darbes et al. (2011), in the realm of HIV, examinations of social support
have frequently focused on coping with being HIV positive or having AIDS or the progression of
the disease. As an important determinant of health, social support has been strongly associated
with decreased AIDS mortality (Young, De Geest, Sipirig, Flepp, & Rickenback, et al., 2004). In
the context of HDC, social support from partners has been associated with less progression to
AIDS in the infected partner (National Collaborating Centre for Infectious Disease, 2010).
However, the literature on HIV/AIDS has focused on the HIV positive individual rather than the
HIV negative, for whom it may also be difficult to find or receive support (McDowell, 2008).

Good social support levels contribute to a better quality of life, help provide an adequate
understanding of the illness, and offer mental and physical health benefits (Olapegba, 2005),
including adherence to treatment (Aderson et al., 2009; DiMatteo, 2004; Uchino, 2006, 2009;
Wrubel, Stumbo & Johnson, 2010). Although perceived social support can be beneficial to the
patience’s adherence to treatment (Power et al., 2003), its effects may vary depending on a wide
range of factors (DiMatteo, 2004). As we previously identified, studies with HDC have
evidenced that social support can facilitate the maintenance of adherence to HAART (Power et
al., 2003; Remien et al., 2005). The association of social support with sexual risk behaviors has
been less conclusive due to contradicting reports from various research efforts. Some reports link
social support with increased sexual risk behaviors (Miller & Cole, 1998), while others show
decreased risk (Darbes, 2011). It seems that social support might be a reliable predictor of
psychological rather than behavioral outcomes (Darbes, 2011).

In general, prevention targeting HDC has emphasized the importance of: (a) counseling
and testing, (b) group-based interventions which provide information, HIV risk reduction
strategies, and development of personal skills, and (c) provision of a supportive environment
through stigma reduction (USAID & AIDSTAR-One, 2010). In Puerto Rico, the few HDC
interventions that have occurred have not been systematically evaluated, and more preliminary
information on the role of social support is needed for its evaluation in future interventions
(Pérez-Jiménez & Orengo-Aguayo, 2011). Considering the lack of research addressing the role
of social support on secondary prevention among Puerto Rican HDC and the intertwined role of
adherence to HAART and condom use, relationship experiences within these couples need
systematic attention. Understanding the dynamics of such relationships and how members of the
couple interpret them can yield important information that will help develop interventions for
HDC in Puerto Rico. In light of the challenges posed by the HIV/AIDS epidemic in Puerto Rican
HDC, our study aimed to explore the perceived role of social support within the HDC,
specifically its perceived impact on safer sexual practices and adherence to treatment.
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Method
Participants

In order to achieve the aims of the study, we used an exploratory and transversal
qualitative design. We carried out in-depth interviews with 20 heterosexual HDC (n=40). The
dyads were balanced by the gender of the person with HIV in order to gather information from
couples where women and men were HIV positive.

The sample for our study included 40 participants (20 couples) that engaged in open
question interviews. All participants met the following inclusion criteria: (a) being Puerto Rican
living on the Island at the time of the study; (b) older than 21 years of age; (c) be an HIV positive
person with an HIV negative partner; (d) being under HAART treatment or having partner who
is; and (e) being in an heterosexual relationship during the previous six months in which both
partners know about each other’s HIV status. Furthermore, both members of the couple needed
to be willing to participate in the open question interviews. We implemented these inclusion
criteria in order to ensure that the findings of the study were relevant to Puerto Rican HDC.

All participants were residents of the San Juan metropolitan area with an average age of
44 years. Most (73%, n=29) had not completed high school, and 63% (n=25) were unemployed
at the moment of the study. Seventy percent (n=28) lived with their partners at the time of the
interview and 68% (n=27) identified their partners as the primary source of social support.

Instruments

Participants completed several measures. These included the following: (a) a screening
form that addressed all the inclusion criteria described above; (b) an informed consent form
detailing the study objectives; and (c) a demographic data questionnaire. We developed three
semi-structured interview guides, which served to maintain a minimum level of uniformity
across participants’ interviews. These guides included: two versions (for the HIV positive person
and the HIV negative partner respectively) and a third one for the couple interviews. The
interview guides addressed issues related to overall experiences with HIV, social support,
perceived impact of HIV/AIDS on couple dynamics, sexual practices and adherence to treatment.
Guides for HIV negative participants included questions about their perception regarding
partners’ adherence to treatment. The interview guide for couples included questions that were
asked to both partners simultaneously, placing emphasis on the couples’ perspective. For content
validity, a panel of five experts in HIV related research reviewed the interview guides. We also
conducted pilot interviews with two couples to test their understanding of the questions in the
developed forms.

Procedure

We recruited the participants from Puerto Rico’s largest facility complex for treating
PWHA. This facility comprises eight government-operated centers that provide health related
services to approximately 10,000 PWHA in Puerto Rico. We met with the facility administrators
prior to participants’ recruitment to fully explain the purpose of the study. A recruiter from the
facility identified the potential participants according to the inclusion criteria and made the initial
approach. In this initial approach, the recruiter familiarized the potential participants with the
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nature of the study. If the potential participants were interested in being part of the study, the
recruiter gathered their contact information. Afterwards, a member of the research team invited
them to participate and administered the screening form to ensure that individuals complied with
the inclusion criteria. We informed participants on the site if they were eligible to participate. If
the partner was present, we gave him/her the screening form immediately; otherwise, we
provided the participant with information about the study and scheduled a meeting in which
he/she could bring their partner in order to carry out the invitation. We provided the participants
with our phone numbers in case they had doubts when explaining the study to the partner or
needed to change the scheduled meeting. We gathered consent individually to avoid coercion by
one member of the couple. Only two of the recruited couples decided not to participate in the
study.

We conducted the interviews in private rooms. Once we interviewed the participants
individually, we conducted the couple interview. Interviews were audio recorded. Each one took
approximately one hour.

Data analysis

To ensure the fidelity of our analysis, we implemented a transcription process (Poland,
2002). We supervised the transcription process in the following manner. First, the investigators
trained research assistants on how to appropriately transcribe an audio interview verbatim, and
then the research assistants carried out the transcriptions. When the transcriptions were
completed, the research team double-checked for inconsistencies while listening to the audio
recording. Finally, the entire team met and corrected all errors in the transcriptions. Once the
research team completed this process for each audio recording, we began the data analysis
process.

We met on a weekly basis to identify themes or patterns that emerged from the content
of the transcriptions. We developed a running list of themes to keep as a master list for the
content analysis. Once we identified the general themes for all the interviews (e.g. instrumental
and emotional social support, challenges to adherence to treatment and condom use), we
conducted a literature review to evidence them in the transcriptions, holding weekly meetings to
ensure the texts we found were appropriate to the subject matter (Phillips & Ardi, 2002). This
consensus-based dispute resolution procedure generates an inter-rater reliability of 100% for
such analyses (Miller, 2001). This ensures that the analysts agree on the final interpretation of
the coded passages and avoids the inclusion of verbalizations that are unclear in their phrasing or
overall meaning. We used the qualitative analysis computer software Nudist Nvivo (V.8.) to
facilitate the text selection and coding process. To summarize, we followed several standard
procedures to ensure the trustworthiness of our collected data (Lincoln & Guba, 1985; Schwandt,
2001). These included: (a) supervising the overall transcription process of the audio recorded
interviews, (b) holding meetings to discuss the quality of these transcriptions, and (c)
establishing group discussions throughout the data collection and analysis process so that our
team members could discuss concerns and findings. We presented the results from this process in
the following section. Note that the quotes presented here were translated from Spanish to
English.
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Results

Findings from this study highlight issues of importance regarding social support between
HDC that need to be addressed in preventive initiatives in the Puerto Rican context. We present
four categories that highlight the challenges faced by HDC and the potential role of social
support for their overall health. These include the following: (1) challenges in adherence to
treatment, (2) social support and adherence to treatment, (3) challenges in condom use, and (4)
social support and condom use.

Challenges in adherence to treatment

According to participants, difficulties with adherence to treatment were associated with
oversights, the complexity of the regimes, side effects and depression. Forty percent of
participants (n=8) reported having trouble with adherence, and of those, the majority were
females (63%, n=>5). Partners also described such difficulties. Some examples of the difficulties
that the HIV positive participants mentioned in the interviews are:

Oversights - I forget because I usually get involved in other activities. Time goes by
rapidly” (HIV Positive Woman).

Complexity of regimes - “It’s difficult to take pills every day... one gets tired of thinking
that this will be for the rest of my life. When having breakfast, I start looking at the pillbox...
and I say Hell” (HIV Positive Woman).

In addition, some HIV negative participants also mentioned their partners’ difficulties to
adherence to the treatment.

Drug side effects - “It’s not easy and she [HIV positive partner] gets indisposed with
meds. Side effects affect her really bad” (HIV Negative Man).

Depression - “It’s like laziness. She doesn’t want to deal with medicines, even when I try
to make things easier for her” (HIV Negative Man).

Even when facing the challenge of adherence to treatment, partners provide a crucial
source of support for the task. Many of the HIV positive participants identified their partners as
supportive in having a good adherence to treatment through consistent follow-up and reminders.

Social support and adherence to treatment

Most of the participants (68%, n=27) considered their partners as the main source of
social support. In general, we found that HIV positive men reported receiving more emotional
support from their partners than HIV positive women. In contrast, HIV positive women
verbalized more instances of instrumental support (i.e. HIV related specific physical tasks) for
adherence to treatment than HIV positive men.

Participants’ narratives on emotional support specifically alluded to their role in
improving their partner’s self-esteem. Strategies such as giving compliments, offering advice on
how to direct their focus away from their HIV status, demonstrate their reliability by always
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being around their HIV positive partner, and considering HIV as any other illness were reported
as beneficial. Some specific examples of emotional support include:

Giving compliments - “l am always looking out for her... you have to provide them
[PWHA] self-esteem. Persons with HIV need to receive a lot of support. If not, they become
depressed. I cannot let that happen... ” (HIV Negative Man).

Direct their focus away from their partner’s HIV status - “He is always there... He sits
and talks to people [in the clinical scenario] and they think that he is the sick one... not me”
(HIV Positive Woman).

“When he does not feel well emotionally, I try to talk to him, encourage him, so he can get out of
the depression. I usually motivate him and remove those negative thoughts” (HIV Negative
woman).

“I try not to make him feel bad . . . I try to make him feel as happy as possible. He is sick... In
addition, am I going to tell him that he is sick?” (HIV Negative woman).

Demonstrate reliability - <1 am her nurse. More or less... I act as her nurse. I follow her
every step of the way... I never leave her alone, and she is well. The virus load is very low”
(HIV Negative Man).

Although we considered emotional support as an important factor within the relationship
dynamics and HIV positive partners’ well-being, based in the participants’ responses we could
not identify it as an appropriate strategy for achieving adherence to treatment. Contrary, we
identified in the data collected that instrumental support was an appropriate strategy. In the
interviews, participants reported different mechanisms for facilitating adherence among their
partners; from constant reminders to being familiarized with the medicines protocol in order to
follow-up the process. Some examples of specific instrumental support include:

Constant reminders - “She is always taking care of me... She reminds me, “Did you
bring your pills?” I am very happy with her support. Definitively it is making a difference”
(HIV Positive man).

“I am used to them [taking medicines]. I think of them [pills] as if they were vitamins. If I want
to be healthy, I have to take my medicine. Anyways, he does his part... always asks me: Did
you take your pills?” (HIV Positive woman).

“I go with her to the doctor’s appointments. I remind her every day to take her meds and I give
my support in the house” (HIV Negative man).

“I have to be involved, because I have to remind her of the pills and doctors’ appointments.
Sometimes if I can’t go with her to the doctor, she doesn’t go by herself. In addition, she doesn’t
have anyone else to help her with her daughter.” (HIV Negative man).
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Being familiarized with the medicines protocol - “He hides the medicines behind his
back, puts them in his hands, kisses them, and then when giving them to me says, “with faith.” It
makes me feel good because someone loves me and takes care of me.” (HIV Positive woman).

I have not stopped taking my medicines because he is always taking care of me. If it were only
me, [ would forget [to take the pills]. He is always aware, and at 9:00 AM before leaving for
work, he gives me the pills... and at 9:00 PM. (HIV Positive woman).

Other participants reported contributing economically for purchasing medicines, while
others were always following up with pill availability. One participant mentioned:

Purchasing medicines and pill availability - “I know that every three months I have to
get the refills . . . I go, stand in the queue and get them. I go and get the medication before it is
finished” (HIV Negative man).

Evidently social support from partners seems to be an important factor for those who
identified having adherence to HAART. Although adherence was clearly interpreted as part of a
healthy lifestyle and a preventive approach, condom use to avoid HIV infection seemed more of
a challenge and an area where support in the couple was less clear.

Challenges in condom use

Half of the participants reported not using condoms during sexual activity with their
partners. Some of HIV negative men that used condoms during the sexual activity, mentioned to
dislike them. They stated that they always use condoms because they have to:

“There are a lot of things that you can’t do. I don’t like to use condoms... but I use them always.
Every time that we have sex, [ use condoms and it bothers me because I don’t like them” (HIV
Negative man).

“If there are no condoms, we don’t have sex. She says that condoms bother her... that it’s not the
same. I understand her because I am allergic to condoms [laughs out loud]. Mentally allergic!
Of course it’s not the same, no, no, no. But I have to deal with that” (HIV Negative man).

Most of the participants in our study (90%, n=36) knew each other after the HIV diagnosis
of one member of the couple; however, some of them had unprotected sexual intercourse before
sharing their HIV status to their partners. The consequences of these actions encompass
psychological anxiety and guilt, as described by some participants:

Psychological anxiety - “For me it was a shock... thinking that he did not tell me
anything about his condition. Wow, you can be infected if you are not protected! During that
time that we were together, without me knowing that fact, we had sex. I wanted to kill him
because I believed that I was also going to be sick. After that we used condoms” (HIV Negative
woman).

“I have penetrated her on several occasions without condoms because she agreed with it. Then I
used them [condoms]... I am scared for her. I told her that she must go to the doctor.

10
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Sometimes I don’t use her [have sex with her] because I am having sex with other people. It is
with people that she knows” (HIV Positive man)

Guilt — “1 felt bad and guilty because I made her suffer. I didn’t tell her [HIV status] at
the beginning. I was also scared because I thought that maybe she could have it too. When I
told her, she started to cry. Later she accepted me because everything in life is possible if there
is love” (HIV Positive man).

After HIV disclosure, some participants described not using condoms in the sexual
intercourse. Both members of the couples agree with it. Some HIV positive partners gave some
reasons for not using condoms such as being tired of using condoms and because condoms do
not fit properly.

Tired of using condoms - “We don’t use condoms because we were tired of them, but he
has his labs results every three months” (HIV Positive woman).

Condoms do not fit properly - “Poor thing! He doesn’t use them because they slip off.
Can you imagine? It is OK with me” (HIV Positive woman).

Certainly, condom use is still a major challenge for HIV prevention. In addition to other
social variables, lack of social support for condom use plays an important role in risk behaviors.

Social support and condom use

Half of the participants reported using condoms during sexual intercourse, and they
identified their use as a manifestation of support to their partners.

Condom use as a support - Well, I wish I did not need to be protected [with condoms]
and use it [the penis] as intended by God. He created humans to have intercourse with nothing
done by man... but this disease is transmitted to the partner if one is not protected. If there were
no condoms... you can imagine that you will infect your partner. We are lucky that we have
condoms to avoid placing your partner at risk (HIV Positive man).

Yes, we use condoms because we have to protect me. At the beginning I was scared because he
was sick. Then he explained to me: “Hey, babe... this is how we are going to do it. If we use
condoms you will not be infected”. So he always uses protection, and I have them [condoms]
also with me... just in case (HIV Negative woman).

On the contrary, some participants perceived condoms as reminder of their condition,
attributing negative emotions (e.g. fear and disgust). The following quotes evidence the diverse
meanings ascribed to condom use. In some cases not using condoms was indirectly considered a
demonstration of emotional support to the HIV positive partner.

Not using condoms as support - “1 worry about his HIV conversion... but when he does
not use condom, he makes me feel desired” (HIV Positive woman).
“[Not using condoms makes her feel...] that he loves me, and desires me. That he does not fear
me...” (HIV Positive woman).

11



Social Support and HIV Discordant Couples

Discussion

Adherence to treatment is of vital importance for PWHA because it can foster healthier
living. Still, even while medication regimens have become simpler in recent years, complete
adherence can be challenging (Toro-Alfonso, Andujar-Bello, Amico, & Fisher, 2002). In
addition, PWHA present difficulties in achieved safer sexual practices. Condom use among
heterosexual couples in Puerto Rico has multiple obstacles that include women’s lack of self-
efficacy in negotiating its use with partners and religious influences over what is “good” and
“bad” sex (Rodriguez Madera & Marqués Reyes, 2006). Research in Puerto Rico has evidenced
that women face serious difficulties negotiating condom use, particularly in long standing
relationships (Ortiz-Torres, Serrano-Garcia, & Torres-Burgos, 2000). In addition, there is
evidence that men in general, have negative attitudes toward condoms use (Pérez-Jiménez,
Serrano-Garcia, & Escabi Montalvo, 2007). This study documented these challenges are
evidenced in HDC dynamics and their adherence to healthier lifestyles. Even though it is
expected that HDC have to have, after HIV disclosure, safer sexual practices and higher
adherence to treatment, participants in the study mentioned challenges that prevent them for
achieving it.

Social support plays an important role in the HDC dynamics. Our results echo findings
from an extensive literature on the positive role of social support on overall health. This becomes
crucially important for couples that face chronic diseases such as HIV. Social support can be a
key aspect for both partners’ health. In the study, most participants indicated that their partners
where their main source of social support. This echoes previous studies carried out with HDC in
Puerto Rico (Rodriguez Madera & Marqués Reyes, 2006). As in other studies, our participants
identified the role of the HIV negative partner as beneficial for the health of the person in the
couple living with HIV (Shandor-Miles et al., 2010).

Among different kinds of social support that have been identified in the scientific
literature (i.e. emotional, instrumental, informational, recreational), we found that most
participants’ verbalizations were related to emotional and instrumental support. Emotional
support is crucial for the success of partner relationships and for the appropriate management of
a chronic illness (Checton, Green, Magsamen-Conrad & Venetis, 2012). It is the most commonly
recognized form of social support and includes: empathy, concern, caring, love, and trust (House
1981). However, instrumental support is the most concrete, direct form of social support,
encompassing help in the form of money, time, in-kind assistance and other explicit
interventions on the person’s behalf (House, 1981). Although this seems specific enough, a
detailed analysis of the findings suggest several complexities when examining the way social
support impacts health practices. One such complexity is the different roles that social support
can have for adherence to treatment and condom use. A detailed examination of the findings
suggests that social support was perceived as more influential on issues related to adherence to
treatment than condom use. Both members of the couple describe how social support provided
by the HIV negative partner was useful in adherence to the regimen. Simple tasks such as
reminding them to take pills and providing a positive outlook on life were described as
motivators to stay adherent. This was less clear when social support was mentioned in light of
condom use. Even when participants described feeling supported for condom use, it was
suggested that frequent condom use was a difficult task to achieve. Some participants expressed
their dislike for condom use, even when they always used them to avoid HIV seroconversion.
Meanwhile, not using condoms was described as a sign of love and desire.
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Our qualitative findings suggest that even though members of the couple understand the
positive effect of social support on adherence to treatment and condom use, the behavioral
effects of that support were not always manifested (i.e. consistent condom use). This shows the
difficulties reported in the scientific literature on condom use in general (e.g. heterosexual
women’s lack of self-efficacy in negotiating condom use, religious discourses on sexual
behaviors, men’s bad attitudes towards condom use).

Participants’ verbalizations also shed light on the difficulties adhering to treatment that
vary with gender. For example, women in general verbalized more problems adhering to
treatment than men. On the other hand, HIV positive men reported receiving more emotional
support than women. This difference may be attributed to the differential gender roles that are
ascribed to women and men in Latino culture. In general, and this is also evident in Puerto Rican
culture, Latina women are expected to be caretakers of their family members and their husbands.
This is an important issue to address in future research since the role of social support on overall
health may be influenced by PWHA adherence to traditional gender roles.

Findings from this study suggest the need to continue studying the role of social support
on overall health among HDC in Puerto Rico. Specifically future studies need to address, from a
quantitative perspective, the role of social support on health variables within members of the
HDC. Furthermore, these studies need to address cultural variables that may influence that
relationship (i.e. gender roles, religious discourses).

Although the qualitative nature of our study and the small size of the sample limit our
ability to provide specific intervention guidelines for these couples, some recommendations can
be stipulated. Most HIV prevention interventions at the primary and secondary levels in Puerto
Rico have been implemented with individuals. Although this is crucial, interventions have
assumed that health related practices are solely based on individual behaviors. Currently, most
researchers would agree that contextual variables are also important for HIV prevention
interventions (Grossman et al., 2011; Herbst et al., 2007). Couple dynamics is a contextual
variable that needs to be addressed when aiming to reduce new HIV infections or adherence to
treatment among those already affected. HIV prevention efforts in Puerto Rico need to take into
consideration that individuals living with the disease engage in long-term relationships with HIV
negative partners. Although some might suggest, based on stigmatizing attitudes, that PWHA
should avoid having long-term relationships, the reality for individuals that are living longer is
quite different. Therefore, interventions need to be tailored for this population in particular or
adapted from those that have already been developed and tested in the United States.
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