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Abstract

Project THANKS, (Turning HIV/AIDS into Knowledge for Sisters), is an evidence-based intervention that
utilizes a community-based participatory and empowerment building approach for African American female
substance abusers living with HIV and other chronic diseases. This qualitative study sought to gain insight from
women living with HIV on how to improve Project THANKS. African American women living with substance
abuse disorders, HIV, and other comorbidities were recruited from three community based health centers in
New Jersey (N = 31). Ninety minute focus group sessions were implemented in each health center. The focus
group sessions were designed to understand the perceived factors influencing the participants’ ability to self-
manage their health conditions and challenges they are currently facing regarding their diagnoses. The barriers
and suggestions presented by participants included addressing stigmatization, managing mental health symp-
toms, improving physician–patient trust, accessing health education, educating community members, and
proper nutrition. In addition, an engaged and trusting relationship with their healthcare provider and having
positive sources of support were cited as motivators to adhering to their HIV treatment regimen. Participants
living with HIV/AIDS also expressed more concern with difficulty treating their comorbidities than participants
with only HIV/AIDS. Receiving input from African American women living with HIV related comorbidities
was essential in improving the intervention to include a behavioral and primary health approach. Future
programmatic interventions of Project THANKS will include a targeted focus on addressing mental health
needs in women by offering meditation services and mental health referrals. In addition, Project THANKS will
incorporate activities to improve communication with physicians, families, and media outlets to empower
women to take an active role in their primary and social support needs.
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Introduction

Racial disparities in HIV/AIDS diagnoses continue to
negatively impact people of color who are dispropor-

tionately affected by the ongoing epidemic. According to the
Centers of Disease Control and Prevention (CDC), African
Americans represent only 12% of the population but repre-
sent 46% of HIV diagnoses in 2015.1 One out of 32 African
American women will be diagnosed with HIV during their
lifetime, while 64% of women living with HIV are African
American.1 In addition, HIV/AIDS is the leading cause of

death for African American women ages 25–44, and the
likelihood of comorbidities is higher in HIV-positive persons
than in HIV-negative persons.2,3 Nearly 30–50% of persons
living with HIV/AIDS have current or past histories of drug
and alcohol disorder.4 Substance abuse and HIV related co-
morbidities can often create a barrier to achieving a better
quality of life in persons living with HIV/AIDS.

There are many public health challenges involved in the
development and implementation of intervention programs
designed for African American women living with HIV/AIDS.
Existing interventions are often not culturally competent and
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are implemented without input from targeted groups. In addi-
tion, the involvement of multiple community based sectors and
the social structural determinants that place women of color at
risk of contracting HIV/AIDS are not fully addressed in treat-
ment and in programming. Further, African American women
living with HIV/AIDS are not a homogenous group and have
unique within-group differences that are often ignored in in-
tervention work. It is important for researchers to think more
critically in legitimizing unique differences as it relates to
African American women. Within-group differences pertain to
the contextual factors that may have placed African Americans
living with HIV/AIDS at risk (e.g., homelessness, intimate
partner violence, substance abuse, mental health, and socio-
economic status). Such differences impact health outcomes for
African American women living with HIV/AIDS.

HIV/AIDS and medical adherence

Lack of quality healthcare and mistrust of healthcare pro-
viders can become a deterrent in managing chronic illnesses
such as HIV/AIDS. Patient satisfaction with healthcare pro-
viders has been found to be a motivating factor in medication
adherence for African Americans.5 The patient/provider rela-
tionship can be negatively impacted by perceived racism and
discrimination, which in turn can affect the decisions that Af-
rican American women make regarding their health.6 Stories
about unethical medical experiments such as the Tuskegee
syphilis study have been passed down through multiple gener-
ations of African American families in the United States, and
may contribute to beliefs and mistrust of the healthcare system.
Studies examining the relationship between trust and perceived
quality of medical care have discovered that African American
women, regardless of sociodemographics, are more likely to
report lower trust for their primary care provider.7,8

In addition, stereotypes by physicians of poor African
American women can also negatively influence the quality
of health information that physicians provide. For example,
physicians caring for African American women may not feel
the need to request in-depth medical information or may un-
derestimate their patient’s symptoms.8,9 African Americans
are more likely to seek medical information from sources such
as family, faith-based groups, and friends due to their per-
ceptions of mistrust in healthcare provider advice.10,11 Speci-
fically among persons living with HIV, the association of race
and trust of healthcare providers significantly predicts non-
adherence to antiretroviral therapy (ART).12 The resulting
consequence of mistrust in medical providers leaves African
American women living with HIV/AIDS at greater risk of
developing complications that result in decreased quality of
life and increased diagnosis of related comorbid diseases.

Exploring underlying issues in medical and medication
adherence among persons living with HIV/AIDS can be
complex but crucial in reducing negative health outcomes.
Project THANKS was developed to explore these issues and
provide women with the tools that are needed to understand
why they are not able to adhere to medication so they can
overcome such barriers.

HIV/AIDS and comorbidities

Individuals living with HIV/AIDS are at an increased risk
of comorbid chronic and infectious diseases due to a number
of factors.2 The advancement of antiretroviral medications

(ART) can produce side effects that result in insulin resis-
tance, glucose intolerance, and metabolic syndrome, which
have been found to be associated with obesity-related chronic
diseases.13

The prevalence of comorbidities in individuals living with
HIV/AIDS has also been found to be higher in women than
men. In one study, the most commonly self-reported co-
morbidities were as follows: diabetes, pulmonary disease,
hepatitis C, high blood pressure, and arthritis.14 Comorbid-
ities can affect the health of individuals who are HIV positive
and further exacerbate barriers to improving quality of life.
Treatment for comorbid diseases tends to be more of a con-
cern for individuals who are HIV positive. HIV-positive
persons may be more focused on controlling the progression
of HIV in their bodies, solely by prescribed ART medication,
instead of attempting to treat other comorbid chronic diseases
that they are living with.15

In addition to chronic and infectious diseases that are com-
monly found to be present in African American women living
with HIV/AIDS, substance abuse continues to negatively affect
adherence to treatment and impact quality of life.16–18 African
American women, in comparison to other racial groups, are
more likely to experience poverty, violence, gender discrimi-
nation, racial discrimination, and live in disorganized neigh-
borhoods.19,20 These stressors often have negative physical and
psychological consequences that may lead to maladaptive
coping strategies such as using illicit substances.21

Substance abuse can significantly affect one’s ability to
make positive decisions regarding their health. Findings from
the 2005 and 2009 National Survey on Drug Use for indi-
viduals living with HIV found that 64.44% had used an illicit
drug during their lifetime and 27.9% had engaged in exces-
sive alcohol binge drinking in the last month.22 Alcohol and
substance abuse among HIV-positive persons, particularly
those with a longer history of substance abuse, can affect
cognition, inhibiting medication adherence, as well as treat-
ment for comorbidities.5,15

In addition to substance use, HIV can affect cognition by
impairing the brain and central nervous system. Those with
cognitive impairment are twice as likely to not follow med-
ication guidelines.5 African American women living with
HIV, especially those that are of lower socioeconomic status,
who abuse substances, often do so as a coping mechanism for
feelings of discrimination and stigmatization.23,24 Project
THANKS was developed to effectively address this area as it
is important to provide women living with HIV/AIDS with
the skills and education that are needed to ensure they are
able to live healthy lives.

HIV and mental health

Literature has shown that there is a strong association be-
tween substance abuse and mental illness, including major
depressive disorder.25,26 In ethnic minority women and HIV-
positive women, racial discrimination, gender discrimination,
and stigma were found to be positively associated with de-
pression.27 Mental health has also been shown to predict ad-
herence to medications and the ability to make positive
decisions regarding health.15 Substance abuse can also con-
tribute to perceived discrimination and stigma against mental
health, which is a persistent issue that widens health disparities
among African Americans. Many may feel uncomfortable to
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disclose information regarding mental health symptoms to
their primary care provider. Not only does depression affect
medication adherence but also it can have an effect on the
healthcare provider relationship between HIV-positive per-
sons.28 Individuals living with HIV often report that they felt
disrespected by their healthcare providers, which was signifi-
cantly associated with increased depressive symptoms.29

Perceptions of stigmatization have been found to be higher
among African Americans with a more recent diagnosis of
HIV.30 Stigma has been noted as a reason that African Ameri-
cans living with HIV resist seeking out care.31 Stigmatization
among African Americans pertaining to HIV/AIDS testing and
diagnosis has continued to contribute to the ongoing HIV/AIDS
epidemic. Stigma in mental health treatment is still prevalent
among African Americans, which makes treating comorbidities
of mental illness and HIV/AIDS difficult in African American
women.32 The association of stigma and mental health
symptoms in persons living with HIV/AIDS is well established
in the literature. However, mental health symptoms due to the
diagnosis of HIV/AIDS are often not addressed, leaving Af-
rican American women living with HIV/AIDS with an unmet
psychological need. Project THANKS provides education on
how to alleviate the effects of the stigmatization of HIV/AIDS
to improve emotional well-being in participants.

Initial intervention

Project THANKS (Turning HIV into New Knowledge for
Sisters) was created and implemented for the purpose of sup-
porting women living with HIV and comorbidities on how to
adopt a healthier lifestyle through a series of workshops that
focus on: (a) managing stress, (b) nutrition, (c) gaining social
support, (d) encouraging health-seeking behaviors, and (e)
promoting advocacy for better treatment programs and ser-
vices.33 Project THANKS used the psychological and struc-
tural dimensions of empowerment to strengthen a participant’s
resolve to adopt healthy behaviors and to be an active partici-
pant in improving her own health. The program’s culturally
sensitive curriculum included components that have been
adapted from CDC’s compendium of evidence-based HIV-
prevention interventions for African American women, namely
the Holistic Health Recovery Program (HHRP)34 and Sisters
Informing Sisters about Topics on AIDS (SISTA).35

Like these interventions, Project THANKS is built on a
foundation of fostering a sense of community among African
American women living with HIV. Project THANKS differs
from HHRP and SISTA as the curriculum for THANKS aims
to provide women with the necessary knowledge and tools to
manage the complications associated with having multiple
chronic illnesses more effectively. Project THANKS was
initially pilot tested with a group of 10 African American
women that reported current drug and/or alcohol use and
were HIV positive with at least one comorbidity. The results
of Project THANKS have been previously documented.33

Purpose of study

In New Jersey, women account for about one-third of the
adult/adolescent HIV/AIDS diagnoses in the state. In 2015, 86%
of new diagnoses among women occurred in minorities, and the
rate of HIV/AIDS diagnosis among African American women
was substantially higher than the rate among non-Hispanic white
women. The primary modes of transmission among these wo-

men are heterosexual contact (55%) and injection drug use
(35%).36 It is estimated that the state will continue to spend
hundreds of millions of dollars each year on medical costs to
treat the medical complications associated with HIV and related
illness costs that can be reduced through effective and compre-
hensive community-based services and education initiatives.

Essex County currently has the highest rate of HIV/AIDs
cases in New Jersey.36 Newark, the most populated city, has
the highest rate of HIV/AIDS cases in NJ and is located in
Essex County. As of 2015, 70% of people living with HIV/
AIDS resided in Essex County. Among Essex County female
residents living in with HIV/AIDS, 82% were African
American/black women.36

This intervention aims to further examine barriers to treat-
ment among African American women who are living with
HIV and related comorbidities and to provide implications for
improvements in Project THANKS and other interventions for
HIV-positive women living with comorbidities. This study was
conducted to provide women living with HIV/AIDS and co-
morbid disorders with the opportunity to improve the Project
THANKS intervention. The importance of incorporating the
suggestions and feedback from women living with the studied
phenomena allows researchers to create effective programming
that is relatable and adaptable to the targeted group.

Methods

Setting

Data were collected through a 90-min focus group in each of
the three participating agencies: The North Jersey Community
Research Initiative (NJCRI), St. Clare’s, and Camden Area
Health Education Center (AHEC), all located in New Jersey.
NJCRI is one of the largest HIV/AIDS community based or-
ganizations in New Jersey. Its goal is to provide adequate care
to clients living with HIV/AIDS in New Jersey, and to reduce
social and health disparities among Newark, New Jersey,
residents. NJCRI is also an advocate based organization and
provides a list of comprehensive services to individuals living
with HIV/AIDS, including substance abuse treatment, primary
medical care, chronic disease management, health education,
syringe exchange, food pantry, LGBTQ services, and home-
less drop in shelter for adult and LGBTQ youth.

St. Clare’s AIDS Resource Center, located in Newark, New
Jersey, provides crucial support to individuals and families
living with HIV/AIDS by providing clients with access to
social services. St. Clare’s provides comprehensive services
such as case management, substance abuse prevention, mental
health services, transitional housing, and emergency financial
assistance. Camden AHEC is a part of the New Jersey AHEC
that was established in 1978, in partnership with the former
University of Medicine and Dentistry of New Jersey, the na-
tion’s largest health sciences university, which has now
merged with Rutgers University. It is part of a national ini-
tiative to strengthen the health of communities through edu-
cational partnerships. Camden’s AHEC serves primarily
ethnic minorities, including black and Hispanic individuals.

Procedure

Purposive sampling was utilized as it was important for the
study to ensure that participants all shared the same phenom-
ena, which was living with HIV, using drugs, and/or being
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diagnosed with at least one other chronic illness. A phenom-
enological approach was used in this study to derive detailed
narratives from participants describing their experiences.

Inclusion criteria included the following: (a) English-
speaking African American women; (b) positive for HIV
serostatus (documented by the facility staff through medical
records or demonstration of prescriptions, medications, and
medical appointments); (c) used an illicit drug and/or alcohol
in the last 90 days (documented by self-report); (d) between
ages 21 and 55 years; (e) have an additional chronic disease
such as diabetes, hypertension, or heart disease(documented
by the facility staff through medical records or demonstration
of prescriptions, medications, and medical appointments);
and (f) be willing to participate in a 90-min focus group.

During the initial contact, the facility’s trained staff asked
participants to complete a brief demographic questionnaire to
record the participant’s age, income, living situation, and
medical history. Before administration of the questionnaires,
informed consent was obtained. The facility staff was avail-
able to read the informed consent and the questionnaire items
to those participants who may have had a difficult time filling
them out on their own. As per IRB approval, all participants
provided both written and verbal consent and stated that they
were willing to participate in the study.

Participants

A total of 31 women participated in the study. All partici-
pants were women and identified as African American. Ages
of the participants ranged from 21 to 67 years old, mean age of
50 years old. All women were diagnosed with HIV, substance
abuse users, and had at least one chronic illness. Ten of the
participants from all focus groups were high school graduates,
and nine had less than a high school diploma. Six participants
had technical or vocational school training, one participant had
an associate’s degree, four had some college experience, and
one had a college degree. Nineteen participants were single,
and five were in a long-term relationship. Four participants
were widowed, and three were married.

Researcher positionality

The researchers engaged with many of the participants as
advocates for their complex needs in the context of HIV/AIDS
management and treatment through the implementation of the
Project THANKS curriculum. In addition, we formed working
relationships with the community based organizations from
which we recruited the participants. As university faculty, we
acknowledge that we come from privileged social locations.
Although, as faculty of color, we come from diverse cultural
and ethnic backgrounds, and can identify with intersectional
perspectives of race and gender, we acknowledge that we are
not experts on the daily issues and lived reality of the experi-
ences of women living with HIV/AIDS and comorbid diseases
in under resourced communities.

Data gathering and analysis

Focus groups were facilitated by the principal investigator
and co-principal investigator of the Project THANKS inter-
vention. The study intended to give control to participants in
each group as much as possible to alleviate anxiety and create
a safe space where they would allow themselves to feel

comfortable to share their lived experiences. To establish
trust and comfort within groups, both facilitators informally
provided detailed information regarding our purpose and
objectives for conducting the groups with the goal of ensuring
participants that their responses would be used to improve the
Project THANKS curriculum and provide implications for
future intervention work with African American women
living with HIV/AIDS and comorbidities. Participants were
informed that they could withdraw at any time and that the
session would be audio recorded.

The interview guide was developed as a result of pilot data
that have been collected and reported previously (Mahadevan
et al.).33 The topics that were covered include: (1) perceptions
of healthy behaviors, (2) healthcare provider relationships, (3)
facilitators and barriers to self-care and medication adherence,
(4) sources of social support, and (5) suggestions for the de-
velopment of an intervention that focuses on improving the
overall health of HIV+ women with comorbidities.

Semistructured interviews were conducted in each of the
three focus groups. Each focus group consisted of 9–12
women. Due to the complexity and sensitivity of the topic,
questions were in depth and semistructured in format to
allow for open discussion that pertains to the topic in ad-
dition to giving participants control of the session. All focus
groups lasted *90 min. Each focus group was conducted in
private rooms in participating community organizations.
During the interviews, facilitators probed the participants
for improvements that they would like to see implemented
in Project THANKS curriculum and the barriers that they
feel have not been addressed in HIV/AIDS education cur-
riculums. Each interviewer kept notes to refer back to for
tacit and demographic information.

The primary and secondary author contributed to the
coding. The codebook was constructed by the primary author,
with review and validation from the secondary author.
Grounded theory was utilized in the analysis. Saturation was
reached, and the most salient themes that emerged were
utilized. Thematic analysis was conducted by an independent
graduate research assistant. The research assistant read the
transcriptions inductively to see what themes emerged. Tri-
angulation of notes and memos of analyses were exchanged
among authors to ensure validity of the findings.

Results

Challenges pertaining to the management
of comorbidities

While participants felt that taking care of their overall
health is important, the majority of participants were more
concerned with the treatment of their comorbidities. The
participants felt that incorporating more strategies and
highlighting the importance of managing common HIV re-
lated chronic illness would be beneficial in an intervention.
Several participants mentioned struggling to manage various
comorbidities, such as cholesterol, hypertension, poor mental
health, kidney failure, diabetes, heart disease, and Alzhei-
mer’s disease, seizures, and arthritis.

‘‘Because as long as you taking your medication as prescribed
for your HIV, that’s going to take care of that, okay, but if you
have other illnesses going on, it’s the HIV is not going kill
you, it’s the complications from the other illnesses.’’
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‘‘.high blood pressure, diabetes is not only from HIV. It’s
just, it’s, we have to be more focused on it than someone that
doesn’t have the virus, cause that’s for anybody, you know
what I’m saying, that don’t have it.’’

In addition to taking antiretroviral medication to treat HIV,
the participants are prescribed various other medications to
treat their comorbidities, which presented as a barrier to not
only managing comorbidities but also properly adhering to
multiple medications.

‘‘The barriers is the amount of pills you take. Like when I was
first diagnosed I was taking thirty pills. God bless me now, I
take nine. But now I got arthritis so I am back to ten.’’

‘‘There’s some days that I just don’t have no appetite and
I can’t take the medication without having something on
my stomach because as she was saying it’ll come back, and
if doesn’t come back it makes me feel sicker. So it’s a
struggle.’’

Healthcare provider relationship

Participants understood that adhering to their doctor’s
orders and medication regimen were a priority to achieve
positive health outcomes. Some participants mentioned
having a good relationship with their clinician and attributed
their relationship to being able to control their health and
adhere to their medication regimen.

‘‘You have to be compliant with your healthcare and have a
good relationship with your doctor’’ and several others agreed
that they have good relationships with their doctors.

‘‘Well, I happen to have a doctor and I love him. He does
not rush, you know? You could be upset while you’re sitting
in the waiting room, but when I’m in his office, he doesn’t
rush. Matter of fact, I sit behind him and look at my charts
because I want to know everything—what is that, why are you
doing that, why is this high, whatever—and then, my questions
I can pose to him, and then move on, but every doctor is not
like that.’’

‘‘She has bought into helping me improve my health, you
know, it’s not just about me coming in there and she reading
over my labs and telling me what I’m high in, this that and the
other, she helps me and she educates me on knowing about the
disease of HIV. Not only that, there’s a certain thing that I
believe in that you have to have a spiritual connection with
your doctor and you have to have a spiritual connection to the
medication that you takin too.’’

Participants collectively agreed that they felt they needed
more skills and strategies on how to effectively advocate
for themselves to better understand their health. They felt
this is an important component in Project THANKS and
should be expanded more in the intervention. The partic-
ipants agreed that it was important to learn assertive
communication skills in discussing their health with their
physician.

‘‘You have to educate yourself, you have to advocate for yourself,
if you feel like you’re on too many medications, like, you need to
understand-why am I on so many medications?’’

‘‘you have to participate in your own care, like, I don’t like to
accept what the doctors say.cause sometimes they can be
wrong too.a lot of people think that whatever the doctor say,
you got to do.’’

Mental health

While the participants described their overall health as good
or fair, several indicated that their mental health is poor due to
feelings of depression, anxiety, and stress. Some participants
mentioned being diagnosed with bipolar disorder, which makes
it difficult for them to adhere to their medications as prescribed.
The participants felt that they struggled with their mental
health, despite the treatment they received, including medica-
tion and/or psychological therapy. All of the participants that
participated in the study were eligible to receive mental health
services from the organizations they were recruited from, al-
though many of the participants felt that the services were
inadequate. Including mental health resources and manage-
ment in future interventions was highly desired by participants.

‘‘you get depressed, you don’t eat, so you don’t take your
medication.’’ (participant living with depression and bipolar
disorder)

‘‘because sometimes I crash and I just don’t do nothing and
that goes back to my spirit, it’s gotta be always intact.’’

‘‘you get depressed, you don’t eat, so you don’t take your
medication.’’

Lack of social support

The forms of social support varied for participants. Some
indicated that they received support from family members,
children, and their partner, while others felt they did not re-
ceive support from family. A challenge the women collec-
tively faced was balancing their dual responsibilities in the
family as mothers in addition to their HIV diagnosis. Many of
the participants identified their children as a positive form of
support in regard to managing their comorbidities.

‘‘My daughter in college call me, ‘Mom, you take your
medicine?’ If I sound under the weather, ‘Okay, time to stay in
the house, you know how you can get sick real quick.’’’

‘‘You can live,’’ you know, ‘‘It’s in you but you live it,’’ and
that day on, ‘‘I took it from there and every week, that doctor
used to call me just to see where I am.’’

Support groups in the community for women living with
HIV allowed participants to connect with others that are also
HIV positive according to participants. The participants felt
that the people they met at support groups provided them with
emotional support and a better understanding of living with
HIV. Several participants described support groups as valu-
able for those who were recently diagnosed and unfamiliar
with HIV, as a way to provide them with resources.

‘‘Since I been coming here, you get to know, like, how other
people living with the virus, you don’t have to be alone, you
know we do stuff together, and it’s just a good thing.’’

While the participants indicated that they receive support
from various sources, they felt stigmatized by the others due
to their status. Participants would like to discuss stigmatiza-
tion more in interventions as they feel HIV related stigma
contributes greatly to their mental health. Participants men-
tioned hiding the fact that they were HIV positive due to
stigma and how that adds more stress. One participant says:

‘‘You sneaking, taking it. That’s more stress. You find people
that don’t want nobody to know that they take pills. So now
they go in the bathroom and someone might bust into the
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bathroom.’’ Numerous participants state lack of education
about HIV as a reason for stigma.

‘‘.a lot of people cause of stigma are afraid to disclose, and to
be honest, you need to get educate, and learn that you can’t get
HIV by hugging them, living next door to them, living in the
same building..’’

Nutrition

The participants expressed a need to incorporate lessons on
how to eat healthy, culturally appropriate, and nutritious
meals in interventions. Participants admitted that they were
unaware of how to prepare healthy meals and felt they need
not have access to nutritious foods in their communities.
While some of the participants indicated that they try their
best to eat healthy, HIV related comorbidities that they are
living with sometimes prevent them from being able to. In
addition to the importance of consuming a healthy diet,
participants mentioned the need to eat to take their medica-
tion. The participants stated how they must consume food
with certain medications, which may cause them to overeat or
eat when they are not hungry.

‘‘Well as far as eating healthy, uh, with your, for your HIV, it
depends on what other illnesses you have going on also, so it’s
like, you might be diabetic, so you have to watch your diet
with that, your uh, your carbohydrates and stuff like that. You
have to watch, you know, you know what you eat that way.’’

‘‘I’m not going to say I take my medicine every single day
because I don’t. I might take my medicine five days out of the
week. Some of it is because I don’t eat. There’s some days that
I just don’t have no appetite and I can’t take the medication
without something on my stomach.’’

‘‘Because I lose my appetite I do whatever it takes - I talk to a
nutritionist - whatever my options is. If I can’t eat this day,
what can I take to get this medicine down because I’m going to
get it down. No matter what.’’

Access to health education

Participants also expressed an interest in incorporating more
educational workshops and programs that teach them how to
effectively manage and understand their comorbidities. Topics
of interest for educational workshops included: common HIV
medication information and its side effects, healthy living strat-
egies through a cultural lens, and having a better understanding
of their laboratory results from their healthcare provider.

‘‘I need to get better with learning about my numbers, re-
membering my numbers and knowing exactly where I am with
things.’’

Another participant mentioned how religious organiza-
tions should provide information about HIV. The participants
also expressed that the community/others should be educated
about HIV to increase acceptance of them, described as:

‘‘we just basically want to be treated like everybody else is
being treated.’’

Discussion

The purpose of this study was to explore the lived expe-
riences of African American women living with HIV, sub-
stance abuse disorder, and related comorbidities to evaluate
and modify the existing intervention. Project THANKS was

developed based on existing evidence-based behavioral in-
terventions that address the needs of African American wo-
men living with HIV. The program includes additional
components that help these women manage the challenges of
HIV, as well as other chronic diseases such as diabetes, hy-
pertension, heart disease, and cancer.33 Receiving feedback
and input from African American women living with HIV,
substance abuse disorder, and other comorbidities was es-
sential in improving the Project THANKS intervention.

The findings of this study suggest that services for African
American women living with HIV/AIDS should not only
include more culturally sensitive education components but
also seek to strengthen existing personal, social, and envi-
ronmental support networks, which are needed to improve
health outcomes among this population through a socio-
ecological system lens. Utilizing an integrated health ap-
proach is crucial to improving the quality of life for African
American women living with HIV and comorbidities due to
the complexity of managing multiple illnesses.

The curriculum for Project THANKS will be modified in
keeping with this approach. For example, program participants
will be encouraged to engage in an open and honest dialogue to
reflect on any personal factors (e.g., age, gender, income, ed-
ucation, substance use, medical diagnosis, and history of abuse)
that may serve as barriers and decrease their motivation to
adopt healthier dietary and lifestyle behaviors. They will be
gently nudged to reflect on how these factors might make them
feel helpless and disempowered and then discuss positive
coping mechanisms to deal with them more effectively.

Social support is conceptualized as one of the most im-
portant antecedent stress resistance resources that contribute
to positive adaptation outcomes. Many studies have exam-
ined the role of social support among women living with HIV
and found that it is a significant predictor of medication ad-
herence among HIV-positive women.37,38 While utilization
of support groups has been shown to be an effective strategy
in reducing feelings of perceived stigma and discrimination
for women living with HIV, perceived stigma can present
itself as a barrier to receiving and utilizing social support
from family and loved ones. This can be attributed to feelings
of shame and perceived disappointment, which then make it
difficult to disclose one’s status.

Project THANKS encourages its recipients to examine
existing relationships with their partners, friends, or family
members. The goal is to have them realize that an important
part of pursuing a healthy lifestyle is to develop friendships
and relationships with healthier boundaries. The modified
curriculum will include additional role-playing and case
scenario activities, which will impart specific communication
strategies that allow them to openly express feelings of stigma
and social isolation, reduce interpersonal conflict, and expand
and foster healthier relationships within their social network.

Healthcare provider distrust is another complex issue that
continues to be experienced by African Americans in par-
ticular. This can be due to perceived racial discrimination and
physicians’ lack of cultural competence and sensitivity.
Participants indicated distrust in healthcare provider infor-
mation, which may indirectly lead to lack of medical ad-
herence to clinical recommendations. Interventions that
address HIV-related stigma typically consist of educating
individuals living with HIV/AIDS on how to address per-
ceived stigma from healthcare providers.39
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Project THANKS offers support to women in the program
by educating participants on how to communicate effectively
with healthcare providers regarding their health despite
feelings of perceived discrimination.33 However, interven-
tion experts caution that efforts to reduce stigma should be
directed at everyone within a healthcare facility, including
doctors, nurses, guards, cleaners, and administrative staff.
This helps them to better understand the impact of HIV on
their patients and families.40 Consistent with earlier studies,
our study found that African American patients living with
HIV/AIDS are more likely to adhere to medication and treat-
ment if they feel that they have a good relationship with their
physician.41–43 Interventions that combine individual-level in-
formation provision and/or skill building with organizational-
level activities, such as revising hospital policies, have been
shown to present a more unified approach in the stigma
reduction process.42–44 While Project THANKS is focused
on providing information at the individual level, a key as-
pect of the program is to empower women to be proactive
and advocate for improved public policies that will help
HIV-positive women have access to better healthcare. Stu-
dies show that incorporating issue-specific community
outreach knowledge and skills is critical for the intervention
to succeed in preventing high-risk behaviors and reducing
disease transmission.45

Using the American Public Health Association’s Media
Advocacy Manual as a guiding model, the women in Project
THANKS learn to develop a step-by-step strategy to organize
and educate each other, public officials, journalists, and the
general public, on issues important to them, their families,
and the communities in which they live.46 This includes
creating a list of local media sources in their area, preparing a
simple yet effective document showcasing their message
clearly, writing a letter to the editor of a newspaper or mag-
azine or TV channel explaining their message, arranging a
meeting with the particular media source or using other public
forums and meetings to present their issue, developing simple
tips for following up with the source, and continuing to ad-
vocate for their cause.

Due to the participants having to manage HIV related
comorbidities, medication management was another main
theme that arose in all the focus groups. The participants
expressed concern in learning how to manage HIV related
comorbidities. They generally felt that while they were able
to effectively manage HIV through proper medication ad-
herence, managing complications associated with co-
morbidities was more challenging. Some of the other themes
that emerged were related to difficulties navigating medical
care, specifially adhering to multiple medications, seeing mul-
tiple doctors, and dealing with a lack of integrated healthcare.6,9

The modifications to Project THANKS will include a more
comprehensive education on comorbidities and strategies for
addressing these challenges. For example, some topics, such
as the importance and urgency of making a lifestyle change
for better overall health and the steps they should take to
make these changes (gain more knowledge, abstain from
drugs, manage stress, and adopt healthier dietary and exercise
behaviors), will be incorporated because they are relevant
to all women faced with a dual diagnosis of HIV and a
chronic disease. The message that changing one’s behavior
(eating a balanced diet, being physically active, regularly
self-monitoring blood glucose and blood pressure readings,

watching out for heart attack symptoms, etc.) can influence
the outcome (better control of diabetes, maintain normal
blood pressure, and reduce heart disease risks) will be re-
inforced throughout the session.

The beneficial effects of setting goals in nutrition education
and maintenance interventions are well established. The tech-
nique of setting a personalized goal has been shown to lead to
measurable positive health outcomes, especially among indi-
viduals faced with challenging and difficult life circumstances.47

Project THANKS targets impoverished African American
women with HIV who may be especially vulnerable to poor
health outcomes associated with overweight/obesity and
related chronic conditions due to a multitude of contextual
factors, including limited resources, healthcare disparities
due to racial discrimination and oppression, developmental
histories marked by poor nutrition and disease, and psy-
chosocial influences such as lack of self-efficacy, power-
lessness, stigma, and feelings of social isolation.48,49

Thus, the program will aim to encourage each woman to
set realistic goals for herself and outline specific tasks and
activities that will help her accomplish these goals. Through a
variety of hands-on games and activities, they will learn to
identify a personal goal toward living a healthy lifestyle and
then list, prioritize, schedule, and take the necessary action
steps to achieve this goal. At the end of the session, the
facilitator will encourage group members to continue to re-
view and schedule a time for the next set of action steps that
they would need to complete to achieve their goal. Mini-
group sessions will also be convened throughout the program,
in which the women will collectively come up with strategies
to help them attain their goals. These group sessions will help
them understand the importance of sharing their struggles in a
group setting, develop social bonds with others, and hold one
another accountable for change.

Another theme that emerged across all of the focus groups
involved access to nutritional food options for women living
with HIV/AIDS. Participants discussed the importance of
receiving information about healthier eating options from
their healthcare provider. Since the participants in the study
were all living with HIV-related comorbidities, such as heart
disease and diabetes, they expressed that food has a major
role in managing their health effectively. Several women
indicated that they were aware of which types of foods were
bad for them (e.g., fried foods), however, lacked the ability to
incorporate healthier alternatives into their diet.

In addition to HIV medication, all the women were taking
other medications with varying side effects that either sup-
pressed or increased appetite and induced nausea. Project
THANKS addresses portion control using food models and
models of silverware in different sizes.33 Nevertheless, in-
corporating healthier alternatives for women who suffer from
nausea and low appetite would be included in the modifica-
tion of the study as this is a primary concern to women living
with HIV.

Upon being asked what the participants would like to see in
an intervention program, most participants expressed an in-
terest in more educational workshops and programs that
would benefit their health. Topics of interest for educational
workshops were medication and nutrition information. Pa-
tients also wanted a better understanding of their laboratory
results from their healthcare provider. Topics that elicited
additional feedback included information about their social
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networks receiving adequate education regarding HIV/AIDS,
such as community networks, religious organizations, family,
and peers, as they felt it would be helpful for them and reduce
stigma.

Project THANKS includes components that have been
adapted from CDC’s compendium of evidence-based HIV-
prevention interventions for African American women, namely
the HHRP and SISTA. Like these interventions, the inter-
vention empowers women to be in charge of their own health
by learning how to manage stress, adopt healthy coping mech-
anisms, and build social relationships based on mutual trust
and respect.50,51 The program differs from HHRP and SISTA
in that, in addition to HIV and substance abuse, the curriculum
aims to provide women the necessary knowledge and tools to
set a personal goal, adhere to the nutritional guidelines for HIV
and other chronic diseases, manage complications associated
with having multiple chronic illnesses more effectively, and
advocate for improved public policies, programs, and services
that provide them with access to better healthcare.

Research also shows that stigma plays a significant role in
whether or not an individual feels supported and comfortable
in disclosing their disease status, especially in settings that
are generally considered safe, such as professional and
medical settings.52 In a qualitative study comparing two
groups of women with HIV (HIV well-managed vs. HIV not
well-managed), researchers found that being treated with
respect and empathy by their healthcare team was reported as
being a critical influence on adhering to ART and for an
overall sense of well-being.53

Based on the participant voices from focus group discus-
sions in this study, potential modifications that will be made to
the curriculum include improving the physician–patient rela-
tionship by encouraging participants to process their feelings
regarding the medical care that they receive and how they
perceive the relationship that exists with their physician. In
addition, strategies should be established for better com-
munication to foster trust between participants and physicians.
Discussions on how to incorporate culturally appropriate
healthier alternatives will occur to ensure adherence to a
healthy diet, which is critical in chronic disease management.

Furthermore, the data reflect the need to partner with mental
health service providers. Although Project THANKS does not
provide mental health services through its intervention, trained
facilitators will infuse stress relieving activities such as med-
itation into the curriculum to alleviate mental health symp-
toms. Incorporating strategies that can identify symptoms of
mental health disorders and refer participants to mental health
clinicians and services is essential in helping to reduce stigma
and treat depressive symptoms, which can then increase
medication adherence in participants.

Limitations

The authors acknowledge that there are limitations in this
study; nonetheless, the findings of this study can contribute to
further exploratory studies and literature pertaining to this field.
It was important to utilize a qualitative approach to effectively
capture the shared lived experiences of participants and provide
them with the opportunity to contribute to modifications to the
Project THANKS curriculum.

The sample design consisted of a nonrandomized sample
of participants, who were already receiving services from the

community health centers and consented to be a part of the
study. Self-selection bias may be present due to the willingness
of participants to agree to the study. Generalizability is limited
in the study. The participants in the study were all African
American women living with HIV, comorbidities, and sub-
stance abuse, which was the intended population for Project
THANKS as it was tailored to serve this particular group. The
goal of this qualitative research study was not generalizability,
but rather to allow the specific target population of women to
provide their valuable input that can be used to modify the
Project THANKS intervention and enhance the scientific liter-
ature of effective interventions for increasing medication ad-
herence and managing comorbidities in HIV+ women of color.

The results of the study were disseminated to community
members through a variety of methods. Namely, the tran-
scripts of the focus groups were shared with the participants
at the organizations that they were recruited from, in the form
of an open forum and dialogue. The participants were able to
provide feedback and clarity regarding the information that
was shared in the focus groups. The researchers felt that this
triangulation of the data further strengthened the results and
provided clearer implications of the lived experiences of the
women in Project THANKS.

The results of the focus groups conducted can be applicable
to other communities that comprise women of color living
with HIV/AIDS and related comorbidities. We do not want to
assume that low-income women living with HIV are a ho-
mogeneous group as there are within-group differences that
should be acknowledged and taken into consideration. Further
research among HIV-positive women with comorbidities and
a substance abuse disorder in other communities is needed to
effectively modify interventions to suit their needs.

Project THANKS contributes to the existing research on
providing a continuum of care to women living with HIV, as
they are guided through the process of prioritizing their health
and HIV medication adherence. As stated in Mahadevan
et al.,33 Project THANKS aims to ‘‘sustain and build upon the
community partnerships created for this project through im-
plementation of the intervention at harm reduction agencies
across the state and nationally, by creating new models of
service and by providing ‘on-site’ trainings and workshops
collaboratively with the agency staff.’’ By providing insight to
agencies and healthcare professionals, directly from the people
they serve, meaningful and sustainable changes can emerge.
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