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Abstract

The aims of this study were to describe how people living with HIV (PLWH) perceive hope and
illustrate implications for HIV care and treatment. This is a qualitative study done to explore
perceptions and meanings of hope among PLWH attending care and treatment clinics in Dar es
Salaam, Tanzania. In all, 10 focus group discussions and 9 in-depth interviews were conducted.
People living with HIV described the following 3 dimensions of hope: cognitive, positive
emotions, and normalization. Being cognizant of the effectiveness of antiretroviral treatment
(ART) often led to positive emotions, such as feeling comforted or strengthened, which in turn was
related to positive actions toward normalizing life. Improved treatment outcomes facilitated hope,
while persistent health problems, such as ART side effects, were sources of negative emotions
contributing to loss of hope among PLWH. Hope motivated positive health-seeking behaviors,
including adherence to ART, and this may guide interventions to help PLWH cope and live
positively with HIV.
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Introduction

Efforts to scale up access to antiretroviral treatment (ART) have been successful in
improving life expectancy for people living with HIV (PLWH) and transforming HIV/AIDS
disease from a death sentence into a chronic health condition.1~” However, access to care for
comorbidities commonly occurring with HIV/AIDS, especially care for mental health
conditions, is still limited.8-10 There is evidence that the mental health conditions of
hopelessness and depression are of high prevalence in PLWH and can contribute to poor
outcomes of ART care as well as deter the public health efforts of preventing HIV
transmission. A recent report from a study conducted in South Africa among PLWH showed
that rates of hopelessness and depression among newly diagnosed PLWH were 29% and
80%, respectively. The same study found that depressed PLWH were more likely than those
not depressed to demonstrate suicidal ideation.!1 An overview presented by Leserman found
that depression among PLWH increased HIV disease progression.12 In addition, Locke and
Newcomb reported that depression among PLWH was associated with an increased risk of
HIV transmission.13 A recent report from a study conducted in Spain to explore depression
and health-related quality of life among PLWH showed that depression was associated with
poor health outcomes.4 Other evidence suggests that hopelessness among PLWH delays
action in seeking health care and is related to poor adherence to ART.1516 Without
appropriate interventions to address mental health comorbidities, PLWH may continue to
have poor quality of life despite increased access to ART globally.

In low-income countries, the consequences of depression and hopelessness among PLWH
may be exacerbated by the lack of interventions to effectively enhance coping skills and
alleviate distress. This indicates the need for more efforts to evaluate interventions targeted
at addressing these conditions among PLWH. Existing evidence from both low- and high-
resourced settings shows that mental health conditions of depression at mild to moderate
levels can often be addressed through appropriate psychological interventions that facilitate
coping strategies for the challenges of living with HIV.17 In a 2007 review, which included
studies from both high- and low-resource countries, Bernaysa and colleagues argued that the
concept of hope/hopefulness within the context of HIV treatment has the potential to inform
care, particularly in low-income countries.® Among patients with chronic, difficult to treat,
or terminal illnesses, promoting hope has been found to enhance coping, reduce depression,
and hopelessness.120 Among PLWH in Tanzania, there is still limited information available
on interventions that can reduce depression and hopelessness as well as enhance coping to
promote mental well-being and quality of life for PLWH. A better understanding of hope
among PLWH in such contexts can shed light on strategies to improve coping, mental health,
and quality of life.

This study aimed to explore the concept of hope and consider its potential to inform the
development of feasible approaches to promoting mental well-being and quality of life as
well as improving HIV-related health outcomes in PLWH. In this article, we describe
meaning and experiences of PLWH with building hope and overcoming hopelessness after
their HIV diagnosis.
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Methods
Study Design and Sampling

We conducted the study using qualitative methods from February to June 2012, including
focus group discussions (FGDs) and in-depth interviews with key informant (K1) PLWH, to
describe experiences with hope and hopelessness as well as explore its core essence/
phenomenon in Dar es Salaam, Tanzania. The study was implemented at 8 large HIV care
and treatment clinics (CTCs) that are supported by the US President’s Emergency Plan for
AIDS Relief (PEPFAR) from the 3 municipalities of Dar es Salaam city. The locations for
the study were selected purposively at recruitment sites, because they are large sites (site had
more than 5000 registered PLWH) and would allow greater access to eligible study
participants.

We sampled participants for the FGDs from PLWH receiving HIV health care services in
PEPFAR-supported CTCs in Dar es Salaam, Tanzania, for at least 6 months before the study
began. This criterion was used to ensure that the period of time was sufficient for
participants to feel comfortable sharing their experiences of distress or hope in living with
HIV.

The in-depth interview Kls were also sampled from among PLWH registered and receiving
care in PEPFAR-supported CTCs in Dar es Salaam for at least 6 months. In addition, they
also had a documented recent diagnosis of depression or depression was indicated as a
reason for their loss to follow-up or for a missed clinic visit in their medical records. This
criterion was used to select the KlIs who could share more in-depth information on some
constructs that emerged from the FGD participants, mainly on study topics such as sonona
(depression) and hopelessness. However, they also described their experiences of hope in
order to see how PLWH with diagnosed psychological distress perceived and experienced
hope.

Data Collection Process

Trained social scientist interviewers accessed selected HIV CTCs through hospital managers
who had provided permission to conduct the study. Interviewers used Swahili semi-
structured interview/FGD guides with 2 thematic areas to identify aspects of hope and
hopelessness. Translated FGD and K1 guides were piloted among PLWH from
nonparticipating sites before the study initiated. Based on the findings from the pilot, the
guides were revised for the main study, resulting in 1 to 1% hour FGDs and Kl interviews.
An equivalent of US$5 was provided to all participants to compensate them for their time
and transport.

Selection of FGD Participants and Collection of Data

Focus group discussion participants were eligible if they were PLWH, aged 18 years or older
and had been receiving HIV care and treatment services for at least 6 months at the
participating PEPFAR-supported public CTCs in Dar es Salaam, Tanzania. Focus group
discussion information allows for understanding of culturally normative values and practices
as these relate to the concept of hope.
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The interviewers worked with patient social support groups available at all of the sites
during routine patients’ clinic visits to identify and invite eligible patients to the FGDs. A
total of 100 eligible participants were contacted for FGDs and all agreed to participate.
However, we had to limit the average number of participants to 6 to 8 people per FGD to
ensure maximum engagement of all participants in the discussions. A total of 10 FGDs were
conducted before saturation was reached. Of the 10 FGDs, 3 each comprised men and
women who were 35 years or older and 2 each included men and women who were between
18 and 34 years of age. Each FGD constituted 6 to 8 participants with a total of 78 PLWH
participants. Two interviewers, one facilitating discussions and the other documenting
detailed field notes on nonverbal aspects of communication, audiorecorded FGDs, and Kl
interviews. Participants in all of the FGDs and in all but one KI provided permission for
audiorecording sessions.

Selection of Kls and Data Collection Process

Key informants were sampled from the same population of PLWH, having the same criteria
as FGD participants but with an additional criterion of having been diagnosed recently with
any form of depression (mild moderate or severe) or having documented evidence that
depression was a reason for missing scheduled clinic visits in their medical records. This
was determined from the care database of National HIV care electronic patients available in
all participating sites. In-depth interviews with Kls were conducted after some data of the
FGDs had been completed, intending both to inform in-depth understandings at experiential
levels of emerging constructs from FGD narratives relating to topics of hope and
hopelessness. This also provided information regarding similarities and differences in
characteristics of hope described by PLWH with and without documented depression. Nine
in-depth interviews were conducted with Kls before saturation was reached, including 4
with women aged 18 to 34 years, 2 with women aged 35 years or older, 2 with men aged 35
years or older, and 1 with a man aged 18 to 34 years. Information provided by 1 woman
participant of the in-depth interview aged 18 to 34 years was not analyzed as she had also
participated in an FGD study and of the 3 men, only 1 man between the ages of 18 and 34
years was included because 2 had travelled outside Dar es Salaam and didn’t return within
the time period the study was being conducted.

Data clerks at the study sites worked with the interviewers to provide lists of eligible Kls,
with documented recently diagnosed depression or depression as a reason for missing a
clinic visit from the electronic national database available at each site. The interviewers then
used the lists to work with nurse counselors to contact potential Kis.

In order to remove potential cultural barriers of communication and ensure adequate
representation from different age and gender groups, FGD and KI participants were selected
to attain equal numbers of the following 4 groups: women 18 to 34 years of age, women
aged 35 years or older, men 18 to 34 years of age, and men aged 35 years or older. The
rationale for this sampling strategy was also related to the observation that age and gender
have been reported to affect psychological distress and coping. Women living with HIV
were found to be twice as likely to have psychological distress, including depression,
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compared to men.2! In South Africa, men were reported to be more likely than women to
become dependent, engage in more risk behaviors and consume alcohol.?2

All narrative data from FGDs and Kl interviews in the form of field notes and
audiorecordings were transcribed by interviewers within 48 hours of data collection and
reviewed by study investigators soon after transcription to inform new probes in the guide as
well as to facilitate an iterative process between data collection and analysis. This process
also allowed provision of feedback to interviewers aimed at improving the quality of
interviewing and data integrity.

Data Analysis

Results

We used an iterative approach to analyze data from the outset of data collection. In weekly
meetings between study social scientist interviewers and investigators, relevance of
emergent narrative data themes to study questions was explored as were areas for further
probing to increase clarity and depth of provided information. Changes to guides were
incorporated prior to the next set of FGDs and KI interviews. Organization and coding of
narrative data were assisted by NVIVO version 8 software. Analysis was based on grounded
theory 23 including developing as a team initial lists of descriptive codes after reading
through the transcripts, sharing and refining code descriptions and agreeing on a set of initial
topic codes pertaining to meanings, determinants, characteristics, and circumstances in
which PLWH experienced hope, and identifying common local idioms used to describe
hope. The topic coding process also allowed for introduction of additional topic codes to the
initial code book that pointed to particularly useful meanings or refinement of earlier agreed
upon code definitions. Two members of the team were centrally involved in coding, after
which the team met again to review emergent topics. These were developed into broader
unique categories/themes, with minimal overlap based on the meaning they conveyed.
Illustrative examples were sought from narratives that increased clarity and depth of
category descriptions. Finally, analytic codes were developed for some categories, based on
the demographic characteristics of study participants.

Characteristics of Study Participants

A total of 78 PLWH participated in the FGD and in-depth interviews. All the participants
had been diagnosed with HIV disease 6 months or longer before the study began and were
taking ART. Overall, 47 (59%) were above the age of 35 years and 45 (57%) were women.
Six participants (7.66%) were in World Health Organization (WHO) stage I, 11 (14.47%)
were in WHO stage 1, 41 (52.34%) were in WHO stage 111, and 20 (25.52%) were in WHO
stage IV. All the study participants were taking antiretroviral (ARV) medications and had
physical functioning status of “walking” and none was in a “bed ridden” or “ambulatory
physical functioning status.” The median CD4 count for the study participants was 218
cells/mm.3
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Themes

Three themes emerged from the data which robustly conveyed the experiences of hope as
involving emotions, cognitive approaches, and coping/normalization. Items characterizing
hope and those describing conflicting meanings of hope among PLWH are described. The
theme of emotions included positive feelings of joy, happiness, security, and relief. The
emotional theme also had a spiritual dimension of feeling comforted, uplifted, assured, and
at peace. The cognitive theme included positive thoughts of a good future and for promotion
of longevity. The theme of coping/normalization included acceptance of HIV-positive status,
seeking, and adhering to medical care as well as making and implementing future plans.

Attaining anticipated treatment outcomes after receiving HIV treatment including improved
health from a previous status of being ill was the major source of developing the positive
emotions as described previously. On the other hand, coping/normalization after an HIV-
positive diagnosis was influenced by both cognitive approaches and emotions, including
emotion attached to a deity or religious believe. Both positive emotions and cognitive
approaches brought about a sense of renewed inner strength or motivation which then served
as a drive to cope/normalize life after contacting HIV/AIDS disease. This is similar to the
earlier descriptions of elements of hope, known as agency or “a driving force” described by
Snyder in 1991 where hope served as a booster for people to engage in activities to achieve
their goals,24 which in this case can lead to activities to cope/normalize one’s life. A more
recent definition of hope is an emotional function of yearning to fulfill a goal.2> From these
analyses, PLWH participants view adhering to treatment as related to the desire to remain
healthy and engage in activities considered “normal” prior to an HIV diagnosis. The
following quotations are examples that illustrate each of the 3 themes that emerged from the
data.

Hope described as emotions.—Both the groups of women and men between the ages
of 18 and 34 years described the terror and fear of ending their lives early which they had
initially thought would happen to them because of HIV. They describe what they felt after
this fear was erased through receiving treatment as hope. The women between the ages of 18
and 35 years had feelings of satisfaction resulting from responding well to ART and other
treatment for HIV-related comorbidities.

What I know with experiencing hope? It means ... aah ...mmmhhm. To me truly it
is the feeling of satisfaction one can have based on what they are expecting and if
they got it or not. Like the satisfaction | felt after | had started the ART and
tuberculosis treatment. | became better, felt well, and | gained weight, even much
more than the HIV uninfected people. Because of this | started to realize that |
won’t die as | had thought before treatment, | will recover. Now | am doing well
and not falling sick all of the times anymore. This is why | feel satisfied even if you
look at me now | don’t look stressed. That is the meaning of hope to me.
(participant, in-depth interview/woman between the ages of 18 and 34 years)

This was similar to what the group of men between the ages of 18 and 34 years experienced
and described in the following quotation: “For me | will say hope is what lifted me up when
I was not sure of continuing with my life anymore. Mmmhh | mean when this problem of
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[HIV] came my way, | lost all my strength [inner strength], but | sat down one day with my
brother and he called a nurse he once knew, who assured us that | can be treated! That, the
treatment is available. Suddenly | knew this is not the end of my life! | can be treated ...
huh! And so it gave me much joy and happiness that caused my heart [to] gain strength
again. See because | had thought HIV could just kill me anytime and there was nothing |
could do. So I came to this hospital and that is where | was started [on] treatment [ART]”
(FGD participant/man between the ages of 18 and 34 years).

For this age group, to be made aware that HIV doesn’t cause immediate death and that life
can continue because of the availability of treatment also acted as an inner-driving force for
seeking health care as illustrated in the above-mentioned quotation.

Similar to the groups with participants aged between 18 and 34 years, the groups of men and
women aged 35 years or older also described having positive feelings of security which
came after they were able to freely access ART as hope. This is probably because ART
provided PLWH with improved prognosis and survival. “When we come to this clinic (CTC)
we felt assured to live because this is where ART is available. We got ART for free so you
know without this clinic there will be no hope for us. Therefore we do not feel hopeless
anymore, but rather we feel secured knowing we can get these ARV medications to
guarantee continuity of our good health for free. To feel this secure about my health is what
we call hope!” (FGD participant/man aged 35 years or older).

Additionally among men aged 35 years or older, spiritual and/or religious beliefs brought
feelings of security and assurance of living without the threat of one’s life ending early due
to HIV as illustrated in the following quotation: “when | look at myself ... mh ... all my
classmates are dead now and we are remaining only three of us from that group. One person
teased me and said “all your colleagues are dead, for you what are you doing that keeps you
alive?” “I said | have confidence | will live because | know God loves me and therefore he
will keep me to continue living ... I will die later in old age like anyone else but not now due
to HIV” (key informant in-depth interview/man aged 35 years or older).

Hope described as positive cognitive process.—The second emergent category of
positive cognitive thoughts seems to precede the theme of emotions and results from PLWH
understanding that HIV does not mean immediate death. This knowledge leads to positive
emotions and motivation to seek treatment and cope. To know about the availability of ARV
medications and the possibility of longevity and a normal life with HIV (living healthy and
continuing with activities before contacting HIV) infection facilitated hope. Newly
diagnosed PLWH seemed more likely to develop this pattern of belief after counseling or
observing improvements in health status and well-being of other PLWH who had a longer
period of knowledge of their status and being on ART. Such visible testimony removed their
notion that a positive HIV diagnosis was a death sentence generating a sense of relief and
resulted in positive emotions among newly diagnosed PLWH accessing care and treatment.
These quotations are illustrative:

I was frustrated with my HIV diagnosis; my life had really ended for me ... After |
saw many people living very long lives under the ART program; like | saw a person
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who got HIV infection since 1991 ... and ... and then | saw him again in 2007 he
was fine ... walking and doing his job, I felt comforted and happy ... | can also live
like him. (FGD participant/woman between 18 and 34 years of age)

Before | registered to this clinic | was downcast, but | saw many people at the
clinic, they too had a condition like mine [HIV] and they kept telling me ... you see
us alive? ... We have been HIV positive for many years, not just today ... and we
have been taking ARVs), one said since 1995! | felt assured to live ... | am not
alone, there are people truly living for long with this disease [HIV], so | realized |
too will live and became very happy. (FGD participant/woman between 18 and 34
years of age)

For some, fear acted as an impetus to seek information from others similarly infected with
HIV. Information was sought particularly on their experiences with care as noted by this
informant.

After discovering | was positive with HIV | was terrified! ... | decided to visit
places where | could meet people with this condition [HIV] who were providing
seminars about HIV infection. | learned that when you are infected [with HIV] it is
not the end of the world ... Uhuuh! I sighed with the relief | felt ... So | knowing
that was hope to me! | saw that even me if | start to use the medication, | can
continue to live and | can reach my goals which | have already set. (KI, in-depth
interview/woman between 18 and 34 years of age)

Outcomes of hope among PLWH.—The third emergent thematic area was coping/
normalization; this was facilitated by the positive emotions that came after one developed
positive cognitive aspects toward HIV diagnosis. People living with HIV having positive
thoughts accepted their HIV-infected status in a positive way. They equated HIV with an
accident, living in complete health (clean health), and seeing oneself as no different to
uninfected people.

To me now HIV it is just a normal thing which can happen to anyone ... just like a
person who got into an accident ... should not say ‘I have already died’ ..., so | live
and feel happy and I live a normal way. | follow all advice for my medications
[ART] I have been taking ART since September 2009 when | was discovered HIV
positive. [FGD participant/man aged 35 years or older]

This state of acceptance in turn facilitated thinking about the future, planning, believing in
oneself, and having confidence in one’s owns ability to reach the targets set in life (self-
efficacy). This developed into implementing normalization plans leading to positive actions.
The coping/normalization actions were focused mainly on taking voluntary steps to engage/
continue with routine activities in life as before HIV diagnosis such as working to support a
family and having ongoing plans to run one’s life. Others involved positive behavior change
of taking responsibility for one’s own health through seeking health care and complying
with health care services.

For me since | knew | was infected, and learned how to handle it. | live like others;
I am doing my routine work, looking after my children I have no concerns, I live
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like any other person who doesn’t have HIV infection. (FGD participant/woman 35
year of age or older)

People who knew the extent to which | was downcast when | was sick some days
back, now they say they don’t believe when they see me now because when | wake
up in the morning nowadays | can bathe well, dress and walk as | want, | can help
others as well and | am doing all my work as | want, | am not sick at all, so why
shouldn’t | feel very happy? This is hope to me. (KI, in-depth interview, /man 35
years of age or older)

Therefore after getting this counseling from the nurse/counselor | was taken to
register at the clinic, truly 1 was comforted, | decided that | must stay in those
conditions (comply with HIV care and treatment services) as | was told by the
counselor, and now | see this issue (being HIV positive) as a normal thing 1 live just
like other non-infected people. (KI in-depth interview/man 35 years of age or older)

Such findings emphasize the importance of providing both education and counseling to
PLWH after HIV diagnosis and could mean tailoring counseling to involve group
discussions of older and newly diagnosed PLWH. Clinic-based HIV counseling support can
promote more hope and positive behaviors as described in the above-mentioned quotations.

In contrast, our study reveals that PLWH experience social alienation, poor treatment
outcomes characterized by health problems such as suffering from opportunistic infections,
side effects of ART, and inability to work due to ill health were sources of negative emotions
such as distress, depression, and hopelessness among PLWH. Also, the study participants
who had experienced failure to live a normal life or continue with routine activities as it was
before they contacted HIV infection reported experiencing distress and discouragement.
Continued illness such as having opportunistic infections and side effects of ART as well as
nonadherence to ART caused much fear and despair for PLWH as illustrated in the
following quotations.

Mmh! hope? Really are you asking me if | have experienced hope? [Pointing her
finger to herself]. No! I haven’t yet reached a state of being hopeful with this
disease [HIV]; | am sick every day even after starting ART, my husband left me ...
I can’t take care of my children and I am not sure | will make it ... mh (Crying) ...
but calling me here at the bigger CTC today (this was a CTC located within a the
referral hospital) has given me hope because | will be helped to solve this problem
of being too sick every day which came after [I] started ART. | am really
encouraged that the problem of palpitations will end ... at least it can be treated by
the doctor. The doctor here, the one who has just seen me here before | come to
speak with you, said | will be sent to the ward to be admitted and receive blood and
she has also given me another type of ARVSs to replace the ones | am taking
currently, because she said they are making me lose blood that is why | am feeling
very ill. You know | have been on the ART for 3 months and | go to my local CTC
each month, | wish they had seen this problem of the ART making me loose blood
earlier. (KI in-depth interview/woman 35 years of age or older)
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Another participant expressed hopelessness as she felt life had ended with the HIV-positive
diagnosis, “for me after | received my HIV diagnosis my life hit the end at that point when |
discovered I had HIV. I wasn’t living anymore even though | was walking around. Life was
meaningless to me, | wasn’t able to sleep or do my routine work. But afterwards | got
support from many people counseling me and encouraging me not to give up, to move on
and they also told me that there is medicine (ART) that can treat me. | became happy again
and I got a strength in my heart to live like other people ... mmmh that is how | got hope”
(FGD participant/woman 35 year of age or older).

This emphasizes the need for not only early recognition and treatment of ART-related side
effects but also providing education about ART-related side effects to PLWH in order to
maintain the positive attitude that PLWH quickly develop toward ART when they first hear
about it after receiving an HIV-positive diagnosis. Antiretroviral treatment serves as a major
source of hope among PLWH.

Discussion

The aim of this descriptive study was to gain insight on experiences of hope in individuals
living with HIV/AIDS. Many examples presented illustrate experiences and meanings that
PLWH perceive hope to be in the course of being diagnosed HIV positive and life thereafter.
The PLWH in this study experienced hope or hopefulness as positive emotions that
stimulated inner strength which acted as a drive to cope and normalize their lives. This drive
led PLWH to comply with HIV care, adhere to their medications, engage in activities they
had planned, and see themselves no different from those individuals not infected with HIV.
Figure 1 elaborates a potential pathway of hope among PLWH as described by participants
in this study.

Awareness of and access to available treatment (ART) and good treatment outcomes were
the main facilitators of hope. In our study, participants viewed HIV to be a life-threatening
illness with the possibility of sudden death or having a very short time to live, as soon as
they got diagnosed. This changed, however, when PLWH saw other PLWH at the clinics or
in the community and when they became aware/knowledgeable of not only treatment
options but also counseling on how to live with HIV conditions such as medication, food,
and so on as illustrated in the quotations. The findings are similar to the study by Lynch who
described imagination as a healer of hopelessness and urged that if the dreaded possibility
does occur, hope functions as a creative process that seeks to imagine another way of dealing
with these circumstances.2® This suggests the importance of improving the commonly
practiced culture of promoting health education on HIV prevention to PLWH and to the
general population and begins to add issues of education about HIV disease and available
treatment options.

In this study, religiosity aided the development of hope among the older participants. Our
study revealed that belief or having faith and a perceived sense of love from a superior being
added to bring the positive feelings of hope in some PLWH. This belief in a supernatural
being is similar to what was previously defined as religiosity by D’Souza et al?’ in their
study on spirituality, religion, psychiatry, and the application to clinical practice that was
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conducted in 2006 in Australia. They defined religiosity as beliefs and behaviors that are
related to a supernatural or sacred being and which are grounded in a religious community
or tradition. Religiosity has also been reported to have a potential role in the management of
depression.28:29 In our study, it was the individual-level religiosity that promoted hope. Such
religiosity has been reported in previous studies to facilitate HIV preventive behaviors in the
general population and good treatment outcomes among PLWH.39-33 |n the context of HIV
care in Tanzania currently, individual religiosity issues are not often looked at. This could
easily be addressed during individual counseling sessions to increase its potential benefits to
PLWH.

This study shows that helping PLWH to develop and maintain hope can be an important
aspect of care. This can improve quality of life as reported previously by Akinsola,
especially if used as an approach to combat the current challenge of poor adherence with
care and high incidences of lost to follow up among PLWH in many ART care programs.3*

In addition, the study findings unfold some of the key factors that facilitate hope among
PLWH and the conditions to which such factors can bring about hope. One of the main
functions of hope reported in the previous literature is to deal with discouraging situations or
desperation happening in one’s life, by allowing the person to psychologically find a way to
get out of such an encounter.3®

The data from this study show that the pathway for PLWH to develop hope includes first
having a cognitive shift—Ilived experience, observation, or education that HIV does not
necessarily cause immediate death which generates cognition/awareness of HIV treatment
options, service availability, and the effectiveness of treatment. The result of this is positive
emotion that also can generate a spiritual cognitive—emotional dimension of peace, uplifting,
and positive future expectations. In turn, this fosters motivation to re-engage in pursuing pre-
HIV diagnosis life goals in directions that include more positive HIV disease coping/
normalization actions. This pathway is explained partly by incentive theory of motivation
whereby people are pulled/motivated by external goals or incentives. In this theory, any
stimulus object that people have learned to associate with positive or negative outcomes can
serve as an incentive, for example, a relief from pain and partly by perceived benefits as
reflected in the Health Belief Model (HBM; see Figure 1).

In this current study, accessing ART was viewed by PLWH as an opportunity to bypass HIV/
AIDS-related ill health and the perceived consequences of shortened life in order to continue
with life as it was before contacting HIV. However, ART was mentioned to facilitate hope
only when it resulted in positive health outcomes of the user and if it was not associated with
lasting side effects (Figure 1). If there were no signs of improvement from ill health after
starting ART and if there were any unmanaged side effects, a poor prognosis or premature
death may result. The described negative outcomes of care such as experiencing side effects
of ARV medications for a long time as well as the inability to improve and return to work
were facilitators of hopelessness and despair. Uncertainty of life was noted among PLWH
who were experiencing illnesses most frequently. This further shows the importance of
ensuring availability of quality standard ART care for PLWH that includes targeted
counseling and timely recognition and treatment of side effects of ART in improving the
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overall health of PLWH. Also, boosting and maintaining hope as an assurance to sustain
their plans and activities comes when they experience good treatment outcomes as
elaborated in a number of examples stated previously.

Another implication this might have for the current HIV care programs, especially in
resource-limited countries, is the need to build capacity to frequently monitor patients who
are on ART in order to ensure positive treatment outcomes and avoid prolongation of side
effects or worsening of HIV-related illnesses.

Furthermore, this work depicts a cognitive aspect of hope known as agerncy described by
Snyder in the work published in 1991 and 1994 where hope was found to boost engagement
in actions toward achieving a certain goal,24 an aspect that may be useful in improving
adherence to medications and to visit schedules among PLWH. There is a desire to remain
with the kind of life style that they used to live prior to diagnosis of HIV among PLWH in
this study, and as it is known the stability and good health in an individual who is living with
HIV is largely determined by taking ART,36 this aspect of hope could be promoted during
routine counseling sessions as part of HIV care. For example, patients could be helped
during counseling sessions to relate their improved CD4 counts to taking ART often
continued their life style as before they were diagnosed with HIV/AIDS disease, the agency
aspect of hope could then be facilitated to continue with the long-term demands of adhering
to ART and to clinic visits.

Conclusion

Although the use of ARV medications has greatly succeeded in improving the health status
of PLWH worldwide, more effort is needed in other aspects of care including psychological
well-being for PLWH to experience quality life. In this study, hope was an inner drive for
PLWH to engage in positive behavior of seeking and complying with HIV treatment and
health care programs. Knowledge or awareness of HIV disease and the possibility to leave
longer with HIV under the available treatments were keys to developing hope. Experiences
of good treatment outcomes and religion also added to facilitate hope while continued ill
health and treatment side effects deterred hope among PLWH. Although our study involved
a subgroup of PLWH who are on ART in urban areas and lacks PLWH not taking ART or
living in rural areas, the findings point to a possibility of positive benefits of promoting
aspects of hope among PLWH attending ART care programs in complementing ART care on
improving the quality of lives for PLWH.
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Figurel.

Pathway to developing hope and hopelessness and related outcomes among people living

with HIV (PLWH).
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