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Abstract

An HIV diagnosis may be associated with severe emotional and psychological distress, which can contribute to delays in care or
poor self-management. Few studies have explored the emotional, psychological, and psychosocial impacts of an HIV diagnosis on
women in low-resource settings. We conducted in-depth interviews with 30 women living with HIV in the Dominican Republic.
Interviews were audio-recorded, transcribed, and analyzed using the biographical disruption framework. Three disruption phases
emerged (impacts of a diagnosis, postdiagnosis turning points, and integration). Nearly all respondents described the news as
deeply distressful and feelings of depression and loss of self-worth were common. Several reported struggling with the decision to
disclose—worrying about stigma. Postdiagnosis turning points consisted of a focus on survival and motherhood; social support
(family members, friends, HIV community) promoted integration. The findings suggest a need for psychological resources and

social support interventions to mitigate the negative impacts of an HIV diagnosis.
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Introduction

An HIV-positive diagnosis can be a life-altering event with
detrimental emotional and psychological effects. Research sug-
gests that an HIV diagnosis can act as a traumatic stressor and
is associated with mental distress and trauma.'* Those newly
diagnosed may experience emotional distress, fear of HIV sta-
tus disclosure, and anxiety about HIV-related stigma and dis-
crimination.>” These impacts are of particular concern if they
contribute to delays in seeking appropriate health-care services
or impede appropriate self-management and adherence to anti-
retroviral therapy (ART).*'°

Increased global access to ART and advances in treatment
has transformed how individuals respond to an HIV-positive
diagnosis. In the early years of the epidemic, individuals may
have faced significantly direr impacts due to scarce to nonexis-
tent treatment options and high levels of external stigma.
Today, people with HIV are living longer and the condition
has transitioned from an acute to chronic illness for many given

the widespread availability of treatment.*''"'*> According to the
biographical disruption framework, individuals diagnosed with
a chronic illness may be confronted with a rupture in their sense
of identity and in various domains of their life.!"'*'® Identity
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What Do We Already Know about This Topic?

HIV is a stigmatized illness and individuals diagnosed
with HIV may experience emotional distress, fear of HIV
status disclosure, and anxiety about HIV-related stigma,
which can contribute to delays in care and/or impede treat-
ment and self-management.

How Does Your Research Contribute to the
Field?

In-depth interviews with a sample of urban-dwelling
women living with HIV in the Dominican Republic reveal
3 critical disruption phases after an HIV diagnosis
(impacts of a diagnosis, postdiagnosis turning points, and
integration). Fear of disclosure and stigma-related anxiety
were key psychosocial barriers to treatment and appropri-
ate self-management, whereas survival and motherhood
identities served as motivators to engage in care.

What Are Your Research’s Implications toward
Theory, Practice, or Policy?

Newly diagnosed individuals in low-resource countries
need psychological resources and social support interven-
tions to help newly diagnosed individuals mitigate the
negative impacts following an HIV diagnosis.

is an important element of psychological functioning for people
living with HIV (PLHIV) and may influence decisions about
treatment and self-management.'? Individuals can accept or
reject aspects of the illness (and treatment) as they reshape
their biography and sense of self and identity.*'" HIV is also
a stigmatized illness,'? and the stigma can be particularly dis-
ruptive if it leads to the disintegration of social relationships or
loss of economic opportunities. To the best of our knowledge,
all prior work that has employed the biographical disruption
framework to study the experience of living with HIV/AIDS
has been conducted in Europe,”’lg’zo'22 Africa,“’lz’23 and the
United States.'"'>"'® Furthermore, limited qualitative research
has been conducted with Caribbean people to examine the
emotional, psychological, and psychosocial impacts after an
HIV-positive diagnosis and related coping strategies in the
Caribbean®**> and elsewhere.'®2¢

How PLHIV reshape their identities may impact their deci-
sions to engage in treatment or appropriate self-management.
Certain types of coping strategies after an HIV diagnosis are
associated with differential mental health outcomes and well-
being. For instance, maladaptive coping behaviors (eg,
extended rumination and avoidance) are associated with worse
mental health outcomes.?’” According to a meta-analysis,
women living with HIV (WLHIV) seem to experience greater
harm from maladaptive coping than men.”®* How women

experience and cope with an HIV diagnosis in a low-resource
environment is not well understood, particularly in the context
of their own narratives and daily circumstances.'?> Women are
also generally less likely to disclose their HIV status compared
to men,?*~° potentially making them more vulnerable to isola-
tion. Understanding how women process and cope with HIV as
a chronic illness is valuable toward understanding their use of
resources and disease self-management.'*16-°

Additional research is also needed to better understand cop-
ing mechanisms and their impact on women’s health, which
can be compounded by poor social and economic environments
that include high levels of stigma, gender inequality, and pov-
erty. A qualitative study in rural South Africa explored how
WLHIV (n = 19) coped with the disease; results emphasize the
importance of taking into consideration the role of social con-
text of emotional distress in resource-poor communities. For
mothers, the distress caused by these social conditions resulted
from the impact on their children (ie, not being able to feed
their children) instead of concerns about their own personal
health,?" thus highlighting the importance of examining how
perceived roles and social context intersect when examining
coping motivations and behaviors.

To address existing gaps in the literature, this qualitative
study explores the various ways in which an HIV-positive
diagnosis impacts the identity and behavior of urban-
dwelling women in low-resource communities in the Domini-
can Republic (DR). The burden of HIV in the Caribbean region
is relatively high, and the region has the second highest HIV
prevalence rate in the world after sub-Saharan Africa. Among
Spanish-speaking countries in the region, the DR has the high-
est general HIV prevalence rate, estimated at 1.0% among
individuals aged 15 to 49 years (approximately 69 000 peo-
ple).*? Reported HIV transmission is mostly driven by unpro-
tected heterosexual sex and the infection rate has been
disproportionately increasing among women.>* More than half
of adults living with HIV in the DR and the Caribbean are
women.>* In addition to exploring the impacts of an HIV diag-
nosis on identity and behavior among WLHIV, this study
investigates how women cope with the diagnosis and self-
manage their condition. Understanding these dimensions can
lead to the development and integration of culturally appropri-
ate behavioral and social support interventions to improve self-
management behaviors, quality of life, and HIV outcomes.

Method

A qualitative approach was used to explore the impact of an
HIV diagnosis on WLHIV in the DR and coping strategies after
diagnosis. We conducted in-depth, semistructured interviews
with a purposive sample of WLHIV (N = 30).

Setting

Eligible participants resided in 1 of 3 cities with medium to
high HIV prevalence rates in the southeast part of the country
(Santo Domingo, San Pedro de Macoris, and La Romana).
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Table I. Key Interview Themes and Sample Questions.

Theme Sample Question

HIV diagnosis and related impacts o

When were you diagnosed with HIV?

How did you feel when you were first diagnosed?
0 How have these feelings changed over time?

e Who did you tell that you were HIV positive?
o (Disclosure) Why did you tell these individuals?

m  How did they react!

0 (No disclosure) Why did you decide to not tell others?

Economic security

HIV treatment and related
behaviors

Mental health

How would you describe your experience of living with HIV?

How has your economic situation changed based on your HIV status?

How has your employment status changed since you learned that you were HIV positive?

What difficulties have you faced in terms of taking your antiretroviral medication on a regular basis?
What has been your experience receiving treatment at your health-care clinic?

What interferes with your regular medical treatment?

Have you felt sad or depressed recently? Why?

Have you felt confused, anxious, or stressed recently? Why?

Have you felt hope, joy, or peace recently? Why?

Do you feel you can adapt to difficult circumstances?

Three clinics agreed to participate as the recruitment sites for
the study (ie, 1 clinic per city). The first clinic is a government-
operated HIV clinic with a longstanding history of providing
care for PLHIV (beginning in the early 1990s). The second
clinic is faith based and operates as part of the Health Ministry
of an Episcopal Church. This clinic provides primary and spe-
cialty care to indigent populations and integrated HIV/AIDS
services for PLHIV, including behavioral health services. The
third clinic is a nonprofit health-care organization that primar-
ily provides primary and specialty care to PLHIV.

Recruitment

Local study staff recruited females from HIV clinics located in
the study cities. Eligibility criteria included being a minimum
of 18 years or older, being a registered patient in an HIV clinic,
residing in an urban or periurban area in 1 of the 3 selected
cities, and reporting recent food insecurity. Food insecurity was
assessed using 2 questions from the validated Latin American
and Caribbean Food Security Scale/Escala Latinoamericana y
Caribefia de Seguridad Alimentaria,”>~*® namely, (1) In the past
3 months, was there a time when you were worried that you
would not have enough food to eat because of a lack of money
or other resources? (2) In the past 3 months, has your family
been unable to eat healthy and nutritious food because of a lack
of money or other resources? HIV clinic staff referred female
patients on select recruitment days to learn about the study
from a trained interviewer. The interviewer explained the pur-
pose of the study and asked screening questions to confirm
eligibility. Interviewers provided eligible women with addi-
tional information about the study and obtained verbal consent.

Data Collection

Two trained, local field workers conducted in-person, semi-
structured interviews in Spanish (range: 60-90 minutes). Both

interviewers were women with considerable professional expe-
rience working with PLHIV and HIV programs. A total of 30
eligible women (10 per site) were recruited and consented to be
interviewed and recorded. The average age of participants was
38 years (range: 20-56 years). All the interviews were audio-
recorded and transcribed verbatim. Table 1 lists the key inter-
view themes and select questions.

Data Analysis

Spanish language transcripts were uploaded to Dedoose, a qua-
litative data management software program. During fieldwork,
the interviewers and research team regularly debriefed and
discussed the field notes to assess whether data saturation had
been attained for the key themes and to document emergent
findings. We employed content analysis methods®’=° and an
inductive approach®®*! to identify principal and emergent
themes. The full codebook is described in detail elsewhere.*?
Key subcategories relevant to this article included mental
health effects of a diagnosis, negative sentiments, positive sen-
timents, mental health, HIV diagnosis, HIV disclosure to oth-
ers, external stigma, internal stigma, social support, economic
changes related to HIV, ART adherence, and non-ART treat-
ment adherence (eg, clinical visits).

Two researchers, fluent in Spanish, independently coded the
transcripts using a systematic coding approach. Any discrepan-
cies were resolved through consensus. Detailed coding summa-
ries were extracted for relevant categories and iteratively
revised by the analysis team. A third researcher, the lead
author, further examined how an HIV diagnosis disrupted
respondents’ identity and lives using a 5-component biographi-
cal disruption model of HIV/AIDS identity (diagnosis, post-
diagnosis turning point, immersion, postimmersion turning
point, and integration)'® adapted from Bury'* to analyze rele-
vant content within the summaries. Preliminary findings were
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- Psychosocial (fear of disclosure,
perceived HIV stigma)

HIV DIAGNOSIS (IMPACTS) POSTDIAGNOSIS INTEGRATION
- Psychological & emotional TURNING POINTS - Social support
(depression, r@duced self-worth, - Survival Identity (existing and new
denial, fear) g
- Motherhood Identity sources)

(immersion or post-immersion turning point).

*Data in the transcripts did not include information reflecting two phases of the biographical disruption framework

Figure 1. Impacts of an HIV diagnosis and biographical disruption phases for WLHIV in the Dominican Republic (N = 30). WLHIV indicates

women living with HIV.

discussed and interpreted with collaborators and stakeholders
at various times to reduce the threat of researcher bias.** For
example, the lead author was not involved in data collection
and reviewed the results with collaborators in the DR to corro-
borate and confirm the findings. Illustrative quotes were
selected and translated to English for inclusion in this article.

Ethical Approval and Informed Consent

The study’s protocols and materials were approved by the
RAND Corporation Human Subjects Protection Committee
(2008-0345-AM02) and a local institutional review board (Con-
sejo Nacional de Bioética en Salud del Ministerio de Salud
Publica) in the DR. All participants provided verbal informed
consent prior to enrollment in the study. The consent was audio-
recorded in the presence of a trained research staff member.
Written informed consent was not pursued as an option since
obtaining documentation with participants’ names could pose a
risk to protecting the confidentiality of the WLHIV.

Results

Nearly all respondents described an HIV-seropositive diagno-
sis as a highly stressful and emotionally impactful event. Sev-
eral spoke of the life-changing nature of the diagnosis and
severe psychological and emotional distress, which was often
compounded by psychosocial stressors (eg, perceived HIV-
related stigma, fear of disclosure). Nearly a quarter were diag-
nosed while pregnant, piquing mothers’ concerns about
mother-to-child HIV transmission.

Three of the 5 biographical disruption phases were identi-
fied based on the data (ie, impacts of an HIV diagnosis, post-
diagnosis turning points, and integration). Figure 1 shows the
different biographical disruption phases and key findings from
this study, which are explained in detail below.

Perceived Psychological and Emotional Impacts
of a Diagnosis

Most respondents described the immediate impacts of an HIV-
positive diagnosis as being psychological and emotional. Many
were deeply shocked and distressed upon receiving the news.
The following quote illustrates the grief and disconnect several
women expressed,

I sobbed so much. I left there and arrived home late. It was because [
didn’t go home right away. I left [the clinic] and just walked and did
not even pick up the car. I just walked, my thoughts were so far away.

For many, the diagnosis carried considerable mental anguish
and immediate shock. One respondent said, “Look, at once this
mind of mine was transformed in a way I can’t describe. I don’t
know how to describe it. It was as though my spirit left, like
they killed me.” Another felt as though she were in a foreign
country when she was told and desired to leave the clinic:

Well, I went in my mind very far away for about 5 minutes, it was
as though I was in Egypt. It wasn’t until a woman began to knock
on the door that I could. . . well I couldn’t. I just wanted to stand up
and go so far away and disappear.

Diagnosis during Pregnancy and Postpartum

Nearly a quarter of the women reported being diagnosed while
receiving prenatal care or after giving birth. Being informed
during pregnancy or postpartum was described as highly trau-
matic. One woman spoke about her feelings of depression:

At that moment, I felt extremely depressed. Oh yes, I felt so
depressed and as if I was wandering on the street and headed
somewhere very far away! I would go to the park and just sit there
thinking, “My God, what will happen to me and my child.” I also
thought about giving up my child for adoption.

Another said she felt “extremely traumatized” because she
was pregnant when she was notified she was HIV positive and
the news altered how those around her responded to the preg-
nancy. In her case, a health-care provider and her mother
encouraged her to abort, which led to additional stress and
anxiety. A third, who was diagnosed 20 years prior to the
interview, said she was informed after her child was born and
coped with alcohol:

They sent me to take all of these tests and then they told me.. . it
was after the caesarian. I took all of the test results and there they
said, “Do you know that you have HIV?” I didn’t know I had HIV.
Then they explained, “HIV is AIDS” and | went crazy. I became so
ill, so, so ill. It was horrible. I became an alcoholic.
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In a few cases, women said a health-care provider tried to
alleviate their anxiety by informing them of treatment options.
A respondent said she was separated from her child after giving
birth and told she could not breastfeed her child, however, “the
psychologist told me they realized I had this [condition], but
that it would not kill me and there was medication for it.” The
respondent said she felt assured simply knowing HIV treatment
existed.

Feelings of Depression and Reduced Self-Worth

Several respondents said their lives completely changed postdiag-
nosis. A respondent described this change by saying, “in every
way, you live life differently.” Another felt she “died” on the day
she was diagnosed. Many alluded to the disempowering effect of
the diagnosis on their sense of identity and used phrases denoting
reduced self-worth or self-efficacy, as in the case of the following
respondent: “I felt like I was worthless. I said, ‘ah, well, I am no
longer worth anything because I have HIV.””

A deep sense of sadness and grief extended into a
depressed state for some. They used the term “depressed”
to characterize their emotional state postdiagnosis, whereas
others described indicators of depression, including constant
crying and expressions of grief, loss of appetite, social iso-
lation, and reduced interest in regular activities. Among these
respondents, some attributed these symptoms to the distres-
sing nature of the diagnosis, as illustrated by the following
quote, “Nothing was appetizing. Perhaps the news really hurt
me emotionally.” Others ceased engaging in regular daily
activities and isolated themselves. One woman shared, “Well,
I stayed quiet and fell into depression. I didn’t shower, and I
didn’t do anything.” For some, the diagnosis was conflated
with questions about their moral condition, which contributed
to extended grief and feelings of shame, “When I learned I
was HIV positive, I wept so much. I wept every day and
asked God, ‘why is this happening to me since I am not a
bad person?’”

Denial and Fear

A few reported being in denial after learning of their diagnosis
and coped by behaving as though they were not HIV positive.
These women reported delaying care until they internalized
and accepted the news or began to experience symptoms. The
following quote reflects the narrative of a woman who
delayed care until she experienced symptoms: “I began to cry
and said I would not return [to the clinic] to get tested. I left
and sobbed so much. Afterward, when I got worse and my
CD4 was 24, then I decided to return to repeat the exam and it
came out positive.” Another was in denial for nearly 4 years
before she began treatment: “I did not want to accept it. I
rejected it for 4 years, ha! Four years. And I said, ‘Do not talk
to me about that.” I went 4 years with a positive result without
medication, nothing.”

Perceived Psychosocial Impacts of a Diagnosis: Fear of
Disclosure and Perceived Stigma

Nearly all women expressed fear of disclosure and anxiety
about HIV-related stigma and rejection as key concerns. They
said they were either previously fearful or remained concerned
about disclosing their status to members of their social network
due to potential HIV-related stigma and rejection from family
members, friends, and/or employers.

For some, fear of disclosure stemmed from a belief that others
would not keep the information confidential or they would be
rejected. Several believed they would be treated differently:
“The changes occur when you have this illness and the family
distances themselves. Your family treats you differently.” One
said she felt she could not tell “her family or anyone because they
talk too much” and constantly worried about rejection. Some
reported feeling depressed, ashamed, or conflicted by not dis-
closing the diagnosis with family members. Others informed
select individuals but continued to worry they would be rejected
if others knew: “I was very careful not to let others know because
I did not want to be rejected. I told my mother and my two
children, but we all kept it a secret. It never left my house.”

Concern about disclosure and perceived stigma was
described as a barrier to self-management and treatment adher-
ence. One said she went to great lengths to avoid going to a
local clinic out of fear that someone would find out she was
HIV positive:

It was very difficult. I decided that I was not going to come here
[the HIV clinic]. I would not go to places where I was referred
since there were probably a lot of people and perhaps someone
from my neighborhood would see me, and I would become a
laughing stock.

Several women communicated a desire for others to view
HIV as a “normal condition” that was akin to other chronic
illnesses that were not stigmatized.

I wish it didn’t have this taboo . .. wish we believed it was just a
health condition like any other. It doesn’t matter how we got it, the
important thing is that we have it. We should see this like some-
thing normal, like high blood pressure.

Postdiagnosis Turning Points

Most participants came to view an HIV diagnosis as a chronic
illness requiring consistent treatment (ie, ART and regular clin-
ical visits) over time and reported engaging in a variety of
positive coping strategies after being diagnosed. Survival and
motherhood identities emerged as facilitators to engaging in
self-management and treatment.

Survival Identity

Most came to terms with their HIV-positive diagnosis and said
they eventually accepted the diagnosis as a lifelong chronic
illness that was a part of their new identity. For many, an
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HIV-positive diagnosis was seen as an ongoing ordeal and per-
ceived as a constant struggle for survival. Survival was identified
as a strong motivator for engaging in self-care and daily activ-
ities after being diagnosed: “But when you get this, it’s like
something comes over you and you lose your pride in order to
survive.” Several mentioned the importance of survival to over-
come the initial phase of shock and emotional distress:

When you are first diagnosed, you stop eating and you cease all
normal activities. You believe the world is going to overwhelm
you. You believe you no longer have a future. But it’s a lie. You
have your entire life in front of you and you have to survive. You
have to survive HIV.

Survival appeared to motivate many to reengage in regular
activities and cope with a new reality. Several described eating
as a means of surviving and said eating—particularly eating
healthily—was a necessary part of warding off illness and even
death. One woman summarized this viewpoint, “You have to
go through with your treatments and you also have to eat well.
You have to eat healthy food to survive.” Some said they con-
sumed food to “survive the virus” and to avoid “getting sicker.”
Another spoke of the decreased enjoyment she received from
food after being diagnosed and said she would now eat to
survive: “Before I would eat, I would eat a lot. But not any-
more. Now I only eat because it’s necessary.”

The survival lens persisted for many as motivation for tak-
ing care of oneself and extended beyond health to these other
domains. One simply said, “I survive however I can,” referring
to temporary jobs or seeking alternative sources of food to
address issues stemming from poverty.

According to respondents, socioeconomic barriers posed
difficulties to survival. Several said surviving with HIV was
more difficult due to economic and material resource con-
straints, which made it challenging to adhere to appropriate
self-management and recommended dietary guidelines.

Motherhood Identity

Motherhood was also frequently mentioned as a motivator for
engaging in positive coping mechanisms and adhering to treat-
ment. A woman who was tested and diagnosed with HIV dur-
ing pregnancy said the negative effect of the diagnosis was
buffered by her pregnancy, which provided her with a sense
of purpose and a reason to live:

To tell you the truth, I don’t know what would have happened to
me had I not been pregnant with my son. When they told me the
news, they actually left me here by myself in the room until the
afternoon so that I could take in the news. But to tell you the truth, I
honestly don’t know if I would have come back had I not been
pregnant.

Having children motivated some to pursue treatment. One
woman began treatment at an HIV clinic due to her desire to
see her children mature and thrive: “I said I would go [to the

clinic] because I have my children and I want them to study and
to grow old. I want to see them grow up so I have to finish my
treatment. I am not going to give up.”

Integration: Mobilizing Support and Resources through
Social Networks

Positive factors that facilitated WLHIV’s transition from a state
of initial shock and fear to integration of the diagnosis into their
sense of self and identity consisted of support from existing
social networks and networks of PLHIV. Women mentioned
the importance of family members and friends who provided
support. Emotional support by family members and friends was
the most common type of support mentioned. One woman
found her older sister’s words of support and encouragement
particularly helpful after disclosing her status, “she gave me
hope. Yes, she said ‘don’t think about that. There are people
who suffer through illnesses worse than that and you are not the
only one. There are many just like you.”” Another was emo-
tionally buoyed by words from a friend who counseled her:
“She hugged me and then said that although I had [the virus],
she was not going to abandon me. She said I had to take care of
myself. She told me I had to use a condom when I had sex.”

A small number said their family members and friends encour-
aged them to seek treatment and facilitated self-management by
reminding or accompanying them to clinical appointments. A
woman’s teenage daughter frequently reminded her mother to
take her medication and encouraged her to attend her appoint-
ments while helping her with household chores and duties. In
another case, a woman’s husband regularly reminded her to take
medication and attend clinical appointments.

A few also mentioned the economic and material support
provided by members of their social networks, such as housing,
food, and money. However, this type of support was rare, likely
due to conditions of poverty or economic scarcity.

Positive Impact of Connecting with Networks of PLHIV

New social networks involving the broader community of
PLHIV were described as comforting and valuable sources of
empowerment. Perceived benefits of getting involved with
HIV support groups included an increased sense of purpose,
empowerment, and motivation to engage in positive coping
strategies. Five spoke about the importance of interacting with
other PLHIV and their involvement as attendees or counselors
in the group. They said HIV support groups were instrumental
in helping them cope by providing support and encouragement:

The support groups have helped me so much. I used to think that I
was the one and only person with this condition but when I began
to see how many people had HIV, I said “T have to fight for my life
and not give up.”

This woman said she had learned from members of the
support group and was now in a place to help newly diagnosed
persons. Another said she greatly benefited from attending HIV
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support groups, “and my life changed when I started to attend
those support groups.” A third worked as a counselor to encour-
age screening and treatment in high-risk neighborhoods and
said the work resulted in “many beautiful memories,” which
further motivated her to take care of herself.

Discussion

This study explored the impacts of an HIV diagnosis on
Dominican WLHIV. The immediate psychological and emo-
tional impacts of an HIV-positive diagnosis were described as
severe, leading to feelings of depression and reduced self-worth.
According to the accounts, several women were vulnerable to
depression after their diagnosis and reported self-isolating or
disengaging from regular activities (eg, eating). A few were
in denial and nonadherent to treatment until they were sympto-
matic. Denial is also referred to as a state of submersion in
other studies where PLHIV attempt to not think about their
diagnosis.>*****> The tension to disclose their condition to
family members was particularly straining, particularly for those
who primarily relied on kin for social support. Further, self-
management of the condition was challenging due to perceived
stigma and lack of disclosure. Several reported coping with this
stigma by masking their condition/treatment with family mem-
bers, friends, and coworkers.

Studies on initial responses to an HIV diagnosis similarly
identified shock, emotional distress, and withdrawal as
reactions to an HIV-positive diagnosis in a variety of set-
tings.*11-12:18:19.2644.4647 £4r some, the immediate shock and
distress may potentially reduce a newly diagnosed individual’s
capacity to comprehend and absorb what they are being told
and information about their treatment.*® The emotional burden
and feelings of stress associated with living with and managing
a chronic illness, including concerns about access to healthy
food and treatment, can exacerbate perceptions of poor health
and further propagate stress as found in a study with adults
diagnosed with diabetes in the DR.*’ Further research is needed
to examine how HIV diagnoses are delivered™ to inform the
development of culturally appropriate patient—physician commu-
nication interventions related to HIV notification in low-resource
settings. For women who are diagnosed during pregnancy or
postpartum, it may be valuable for providers to emphasize the
effectiveness of ART in preventing mother-to-child transmission
to reduce trauma.

Similar to prior research, we found a high level of fear of
disclosure and anxiety about HIV-related stigma and rejection
postdiagnosis.®**2>1-% Another study with WLHIV in the DR
referred to decisions related to disclosure as “HIV disclosure
control” and referred to it as a stigma coping strategy.?® Fear of
disclosure and stigma-related anxiety are important psychosocial
factors that may act as barriers to treatment and appropriate self-
management for stigmatized chronic illnesses such as HIV. The
need to address such concerns is even more critical in this era of
treatment as prevention.”*> According to a meta-analysis exam-
ining the effects between stressors and coping mechanisms on
behavioral health outcomes among WLHIV in the United States,

those who cope by avoidance or social isolation are at risk for
more severe mental health outcomes.*® Disclosure is an important
component of how PLHIV manage their identity*'""'>'* and
may play an important role in facilitating the process of accep-
tance and support before seeking care.'® A systematic review
found disclosure to a spouse was associated with improved treat-
ment outcomes (ie, initiation, adherence, and retention in care)
among pregnant and postpartum WLHIV.® Worry associated
with disclosure and lack of disclosure suggest a need to further
explore disclosure processes and decision-making among
WLHIV in Latin America and the Caribbean since few related
studies have been conducted in these regions.>>*~°

Our study is the first to use the biographical disruption frame-
work to assess how PLHIV integrate their diagnosis into their
identity in the Caribbean. Interestingly, the same 3 biographical
disruption components that emerged in our study (diagnosis,
postdiagnosis turning point, and integration) were also identified
in a study with PLHIV in the United States after medication was
made readily available.'' In our study with WLHIV in a low-
resource setting, important postdiagnosis turning points were
characterized by a focus on survival and motherhood to overcome
distress and engage in self-management strategies. The will to
survive and motherhood may have encouraged respondents to
engage in positive reappraisal, thus motivating them to initiate
treatment and self-management. Although motherhood and con-
cern for their children’s well-being has previously been men-
tioned as a motivator to engage in care,??*° this is the first to
identify a survival identity and its context as part of a postdiag-
nosis turning point during a period of adjustment. Future stud-
ies may wish to explore the potential interrelatedness of these
identities (ie, survival for a child’s sake) postdiagnosis among
expectant or new mothers diagnosed with HIV.?°

The findings suggest a need for psychological and psycho-
social resources for recently diagnosed WLHIV in the DR.
Integrating HIV counseling or a behavioral health provider into
primary care or the HIV care continuum could help facilitate
positive coping strategies for newly diagnosed patients’’ and
help reduce the stigma of mental illness by focusing on pre-
vention. This strategy can be particularly beneficial for women,
given the prevalence of domestic abuse in the country”® and for
WLHIV.** However, this approach can be challenging in coun-
tries with limited behavioral health services*” such as the DR,
which faces a shortage of behavioral health service providers
and has insufficient funding for these services.”®>’

In light of the limited availability of mental health services,
nonclinical strategies may be of use.®® In our study, important
facilitators to integration included receiving support from friends
and family and, for some, the broader community of PLHIV.
These sources of social support have also been identified in other
studies®>! 115234751 and may help alleviate psychological dis-
tress postdiagnosis.®’ According to women’s accounts, most
support was provided in the form of encouragement and remin-
ders from family members and friends to engage in treatment,
and those who participated in HIV support groups reported feel-
ing a sense of empowerment and improved self-efficacy. Sup-
port and counseling groups for newly diagnosed individuals is a
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potential mechanism to increase social support levels for
WLHIV and also provide timely information and instructions
regarding appropriate treatment and self-management. Peer
health workers used in resource-limited settings have been found
to be effective in reducing stigma, improving retention in care,
and improving quality and outcomes of HIV care.?%%¢ In
Nairobi, community health workers who serve PLHIV in spe-
cific regions are also an important source of social capital and
support.* These groups can help mitigate the trauma, distress,
and social isolation associated with an HIV diagnosis. Our find-
ings suggest interventions may be needed to help WLHIV in the
DR develop new sources of social support to improve adherence
and quality-of-life outcomes.

Limitations

The study has several limitations, including the use of a con-
venience sample. The sample may only reflect experiences of
WLHIV who access ART and who are more adherent to treat-
ment since they were recruited from HIV clinics. As such, we
may have excluded the perspectives of those who have not
linked to HIV care, attend infrequently, or have abandoned care
altogether.'®

Another limitation is that we did not ask respondents when
they had been diagnosed. Future studies should collect this
information as there is some evidence that long-term diagnosed
respondents (ie, PLHIV diagnosed >10 years) use different
coping strategies than those recently diagnosed.?®

Conclusion

An HIV-positive diagnosis can be a life-altering event with
harmful psychological and psychosocial effects. Emotional dis-
tress, fear about disclosure, and anxiety about HIV-related
stigma and discrimination from others were common and of
concern given that these factors have been found to be barriers
to self-management and ART adherence. This study uses the
biographical disruption framework to conceptualize these
impacts and coping strategies after an HIV diagnosis. Key
stages of biographical disruption consisted of the diagnosis,
postdiagnosis turning points, and integration.

WLHIV in the DR may benefit from counseling and support
services to improve their treatment adherence and quality of
life. Culturally appropriate behavioral and social support inter-
ventions, such as mental health services and HIV peer support
groups, are needed in low-resource settings to mitigate the
negative impacts of an HIV-positive diagnosis that impede
ART adherence, appropriate self-management, and quality of
life among PLHIV. Continued efforts to reduce HIV-related
stigma more broadly are also needed for improved outcomes
across the HIV care continuum.
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