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Abstract: Background: Continuing use of ART treatments is reported to improve health and health outcomes of people
living with HIV. However, adherence to ART prescriptions is generally a challenge and many people default from HIV care
and treatment. This study assessed reasons for ART treatment default among adults living with HIV in Tunduru district
Tanzania. Methods: We conducted a qualitative cross-sectional study between January and February 2018. Ten key informants
who had defaulted from HIV care and treatment for five or more months were engaged in in-depth interviews on reasons
behind defaulting. Thematic analysis using NVivo was conducted to identify emerging themes. Results: Reasons for defaulting
from ART treatments which emerged include being tired of using the ART medications for a long time, not experiencing HIV
related symptoms, fear of stigma and shame of being known to use ART, inadequate food, fear of side effects and use of local
herbs as alternative. Other reasons include long distance to the health facilities and long waiting time for the services at the
facility. Conclusion: Reasons for defaulting from HIV treatment and care among adults are multifaceted in nature requiring
multifaceted efforts to address them if the gains intended from the use of ART are to be achieved and sustained.
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Poor patient adherence to prescribed ART regimen has
negative implications not only to patients themselves but also
to health care services and communities in general. ART non
adherence is associated with poor treatment outcomes,
development of viral resistance, increased risk of disease
progression and the need to use expensive second- or third-
line ART regimens, increased healthcare expenditure as well
as avoidable deaths [2]. ART non-adherence also increases

1. Introduction

Several strategies to control the HIV pandemic have been
proposed by the World Health Organization and adopted by
member countries including Tanzania. Among them is the 95-
95-95 ambitious treatment goal which aims to end the
epidemic. It is proposed that 95% of people living with HIV
should know their HIV status, and 95% of those diagnosed

should receive sustained antiretroviral therapy and 95% of
those on treatment should attain viral suppression by the year
2030 [1]. Attainment of this goal assumes that people
diagnosed with HIV infection will adhere to the advice and
medications prescribed by health care providers including
going for scheduled clinic appointments. However,
defaulting from treatment is reported to be common among
those who are on ART treatments.

the risk of disease progression to AIDS, developing
opportunistic infections and increased chances of infecting
other people in communities [3-5].

ART adherence requires PLWHIV to stick firmly to the
treatment regimen by taking the right medicine, the right
dose, at the right time, at the right frequency, as prescribed by
health care providers [3, 6]. However, sustained adherence to
recommended care and treatment is generally a challenge in
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chronic disease management [7, 8] and in HIV/ AIDS in
particular [9]. This has been observed in different settings
[10-12]. Since 2004 the Tanzanian government through the
National AIDS Control Program has been providing
antiretroviral therapy (ART) to individuals living with HIV.
The service is provided free of charge in all public health
facilities. Services provided include antiretroviral therapy,
counseling on adherence to ARV, treatment of opportunistic
infection, nutrition counseling and growth monitoring. By
2019 about 75% of people living with HIV in Tanzania were
on ART treatment and among them, 69% were virtually
suppressed [13]. It has been pointed out that to sustain the
gains achieved, there is a need to ensure individuals infected
with HIV adheres to their prescribed treatment since ART is
only effective if patients adhere to the prescribed regimens
[14]. This paper is based on qualitative information which
was obtained from clients who defaulted from ART
treatments for five or more consecutive months in one of the
rural districts in southern Tanzania.

2. Methodology

The study was conducted in Tunduru, a rural district in
Ruvuma Region Southern Tanzania between January and
February, 2018. The district has a total population of 298,279
including 143660 (males) and 154619 (females). HIV
prevalence in Tunduru district is 3.2% among the adult
population and is one of the districts in Tanzania that has a
large number of people defaulting from their ART use. By the
end of 2017; a total of 29,544 people living with HIV
(PLWHIV) in the district was registered in care and treatment
clinics and 20.7% were ART defaulters (Tunduru District
Health Report, 2017). The reasons for defaulting from ART
treatments in this rural setting were not clear.

The district has 13 health facilities and all offers free of
charge CTC services including ART to PLWHIV. Five of
these health facilities that had the highest number of
PLWHIV were selected as study sites. In each of the facilities
document review was conducted to identify a list of people
who had been on ART treatments for more than three years
and stopped clinic attendance. From the list those who had
missed clinic appointments for five or more months were
identified. Finally, two people with the highest number of
missed clinic appointments (per health facility) were
purposively identified and recruited for the study. Ethical
clearance to conduct the study was obtained from Muhimbili
University of Health and Allied Sciences (MUHAS) Ethical
Review Board while permission to access the key informants
was obtained from Ruvuma Region and Tunduru District
administrative authorities.

The research team contacted each of the individuals
identified and scheduled appointments with them at their
preferred venue. They mainly agreed to be visited at home.
Interviewers visited them at home and introduced about the
study, each key informant was informed in detail about the
study, given time to ask questions and asked about the
willingness to participate. After expressing willingness to be

part of the study a written informed consent was obtained.

Data was collected using in-depth interviews (IDI) guides.
A team of two social scientists experienced in conducting
health related qualitative studies conducted in-depth
interviews. The themes covered include: perceptions of HIV
and its treatments, experiences with the use of ART, source of
HIV related services including ART, and the reasons for
missing clinic appointments. The interviews which lasted
between 40 and 50 minutes were conducted in Swahili, a
Tanzanian national language which is spoken by most people
in the country. All interviews were audio recorded and
verbatim transcriptions were made within 24 hours from the
time they were conducted. A total of 10 in-depth interviews
were conducted, however, data saturation was reached at the
eight’s interview and yet two more interviews were added to
confirm saturation.

Interview transcripts were reviewed and cross checked
against the audio files for quality by the first and the second
authors before they were imported into NVivo 9 (QSR
International Pty Ltd, Australia). Thematic analysis was used
to analyze the data following five stages as described by
Braun and Clarke [15] to establish meaningful patterns in the
data: familiarization with the data, generating initial codes,
searching for themes among codes, reviewing themes and
presenting the results. The coding also involved identification
of the typical quotes that are presented to illustrate the
various themes of interest.

3. Results

The study participants consisted of five men and five
women. Their age ranged from 32 to 55 years with a median
of 42 years and all had primary school education. Only one
was single and the rest were married. In terms of occupation,
they were either peasant farmers (5) or self-employed (5).
The following were the major reasons for defaulting from
ART treatment:

. Exhaustion from long time medication use
. Lack of HIV related symptoms

. Fear of stigma and embarrassment

. Distance to the health facility

. Inadequate food

. Fear of side effects

. Use of local herbs

. Long waiting time at the facility
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3.1. Exhaustion from Long Time Medication Use

Some of study participants expressed that the non-
adherence to ART medications was due to exhaustion arising
from use of ART treatment for a long time. They reported to
have initially used their prescribed medications as instructed
but later became tired and lazy of continuing to use them. All
study interviewed participants voiced concerns that using
medicines for a long time is tiresome and difficult to follow
because there are always temptations to stop the medicines.
They spoke about non-adherence to have started by skipping
doses when they felt healthy, a behavior that continued until
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one decided to stop using the treatments. A woman aged 35

years said:
“At the beginning I used them (ART) very well...I did not
skip my dose even for a single day for about two years....
thereafter, I became really tired and lazy about taking them
every day, so you know...I would skip some days when I
felt healthy and continue with my usual life .... it continued
like that when my body seemed not well, I took them again
and when felt healthy I skip and after sometimes I did not
feel anything different in my body ...I am well ... I feel
healthy like any other person.... I do not use them anymore”
(Female, 35 years).
When explaining the difficulty of daily medication use and

required adherence another participant said:
“I got tired of using them daily... it really made me tired
and uncomfortable, ...you know taking medicines every day
is not a simple task.... it needs one to have a great
heart ...always you feel like let me skip today.... I will use
it tomorrow, for sure it is tiresome” (Male 33 years).

3.2. Lack of HIV Related Iliness Symptoms

Some participants reported to have stopped using ART
treatment because they experienced no pain or illness
symptom.

“I did not experience any pain in my body or any illness

symptom related to HIV"” (Male 43 years).

Not feeling any HIV related illness symptoms were
common expressions which emerged. One of the participants
questioned the logic for using medicines daily while not
feeling sick saying that:

“I was told that I have HIV and should use ART treatments
daily for the rest of my life..but I am not feeling
sick...there is no pain anywhere in my body... I do not
have any HIV related symptom ... the issue disturbing me
is why I should continue using the medicines everyday
while I am not feeling any sicker” (Female, 55 years).

3.3. Fear of Stigma and Embarrassment

Fear of stigma and embarrassment were among reasons
why use of ART was stopped. All study participants had a
potential fear for their HIV status to be known in the
community. To ensure confidentiality of their HIV status they
used prescribed medications in areas they believed no one
can find out. Challenges of getting such venues contributed
to inconsistent use ART as prescribed. None of the
participant had revealed their HIV status to their relatives,
neighbors, friends or peers. They said they did not want
anyone to know their HIV status or use of ART due to fear of
gossip of their condition by other people.

“None of my relatives know that I am HIV positive..... 1
never revealed it to anybody...I never took the medicines
when other people were looking at me or were around...1
always had to hide while taking them because I was afraid
if people see me taking ART they would start murmuring
about me all the time” (Female, 32yrs).

Due to perceived stigma, some informants said they

registered for ART refills at CTC clinics which were far from
their home villages because they feared being seen visiting
the facility raised the possibility of being suspected to be on
ART. In their villages, they said, if people see you frequently
going to the CTC clinic, they will start pointing fingers at
you as being HIV positive and that could be the beginning of
stigma, contempt and discrimination.

In the study area many families and people live in close
contacts with extended families and neighbors. Keeping
one’s health status secret was quite a challenge. It was noted
that there was a close interaction between the key informants
and members of their family including support and escort to
clinic when one was not feeling well. Consequently,
participants said that monthly CTC clinic visits to refill their
ART medicines and taking them at prescribed times and
doses was unbearable challenge. They said they experienced
difficulties not only in concealing to other people that they
were on ART but also in hiding the prescribed medications to
ensure were not seen by anyone:

“You know there is always someone around at home.... |

needed to be very smart to not let anyone notices if

something is ongoing...I sometimes used the medicines in
the kitchen or bathrooms.... I did not want anyone to know

I am using medicines.... I made a hole in the kitchen and

kept all my medicines there... I kept them there throughout

and used them when I was sure nobody could see me”

(Female, 41years).

3.4. Distance to Health Facilities

Distance from home to the CTC clinics and the associated
transportation costs were reported as barriers to accessing
ART treatment refills. None of the participants reported to
stay within a walking distance to a health facility they
registered for care. Some reported to travel more than Skms
to CTC clinic when they wanted to refill their ART
medications. It was reported that ART use continuity was
compromised by transport barriers especially fare to and
from the CTC clinic for refill. Lack of money for transport to
and from clinics was mentioned as a contributory factor to
failure to attend clinic appointments and continue using ART.
One of the participants when expressing why she missed her
CTC clinic appointments and currently not using ART said:

“... I most of the time failed to go to refill my medicines

because I did not have money to pay for the transport

fare ...that is why I skipped many of my appointments......J
have not used ART for quite some times now...” (Female,
41years)

Lack of money for the transport costs to the clinic was a
common response from the study participants:

“.... I had to travel many kilometers to the health facility....

this required me to ensure that I had enough to pay for

transport something that was not easy.... it is long now I

could not attend my CTC dates...nothing I can do ....... 1

don't have money ...my income is not reliable...” (Male

52years)

Study participants complained that apart from the transport
costs to the CTC clinic, one had to buy food while waiting
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for services at the clinics. This is because, they said, it takes

longer to reach the health facility and by the time one gets

there found many people waiting for service.
“... It takes too long for the bus to reach there ... (clinic)
and there you found already many people are queuing to
be attended..... So I used to stay too long in a queue
waiting to be attended while already feeling hungry...this
actually forces me to incur additional costs to buy food...”
(Female 43 years)

3.5. Inadequate Food

Participants also talked about inadequate food as among
the reasons for poor ART adherence. Key informants pointed
out that the prescribed medicines were strong and made one
feel bad when taken on an empty stomach. To feel better,
they said, an HIV positive person is supposed to have eaten a
sufficient amount of food before he/she uses the ART drugs.
Some said they had skipped using their ART treatments due
to lack of adequate food to eat. Others claimed that ART
made them hungry all the time and increased their appetite.

“ART medicines increase appetite, they made me feel
hungry all the time.... even if I had eaten enough food
before using the medicines, 1 still felt like wanting to eat
again and again .... I can say my appetite doubled...I was
in trouble because I did not have enough food to eat all the
time... i had to stop using them ...I know my situation ....
and I don't have money to guarantee enough eating to be
able to use them” (Female, 32years).

Study participants talked about challenges of feeding
themselves and their families and rarely managed to eat three
meals a day. They said that one meal a day was not enough
for the body to generate the required energy to accommodate
ART drugs. One participant said that taking ART medicines
on an empty stomach should be avoided, as she once
experienced severe stomach pains due to that.

Furthermore, a concern was raised on the quality of food they
ate and the limited choices of the variety of foods available as a
challenge to their adherence to ART prescriptions:

“Many times I eat what is available ...there is no choice,

quality is not a priority...... if it is my luck day I eat

breakfast, lunch and dinner but these are rare occasions...in

a normal routine I eat breakfast, and supper there is no

lunch ..... This is not to say that the food is of good quality

but just that I ate something ..... And because of not eating
well, I became weak and had to make a decision of ending
use of the ART medicines...” (Male 43 years).

3.6. Fear of Side Effects

Some participants said they stopped using ART due to fear
of side effects. Among the side effects mentioned include:
increased hunger, nausea, vomiting, diarrhea, fatigue and
rashes all over the body. Others reported experiencing
anxiety and difficult sleeping:

“I developed rashes, difficult sleeping, severe headache

and nightmare. 1 felt as if I was about to die.... the only

thing was just to stop taking ART...two of my friends also

had the same experience” (Female, 41years).

Other participants associated experienced side effects with
taking ART on an empty stomach.

“I tell you if you take it on empty stomach you real feel
bad, it pains a lot, I used to sweat and tremble, felt dizzy,
felt like my heart had been misplaced, felt very
uncomfortable.... I mean you feel that bad hunger which
you cannot even walk, seat or sleep, I was getting that kind
of un comfort ...it is when I decided to stop using those
medicines” (Female 43 years).

Some key informants said the side effects sometimes
disappeared when they stopped using the ART drugs. They
also said other conditions such as skin rashes and headache
took time to disappear.

3.7. Use of Local Herbs

Local herbs were also used as part of treatment together
with ART among the key informants. All of them said they had
used local herbs at least once after being diagnosed with HIV.
They said the used local herbs was for treating opportunistic
infections such as diarrheas, stomach pain, skin rashes and
itching, flue, fungus, coughing and chest pain. It was pointed
out that previously people diagnosed with HIV were given free
treatment for opportunistic infections at CTC clinics. At the
time this study was conducted HIV positive patients diagnosed
with other conditions were sent to the outpatient department
for consultation and treatment. At the outpatient department,
one was required to pay for all services and when she/he
cannot afford the costs she/he was not attended. At times, they
said, one may be able to pay t for consultations and laboratory
tests and thereafter be given a prescription to purchase
prescribed medicines from private facilities.

“Previously if diagnosed with other conditions such as

typhoid or pneumonia treatment was free of charge...but

these days we go to the outpatient department...there
treatments are not free, you are asked to pay just like any
other person...even when there are no medicines they still
ask you to pay to see the doctor and for laboratory tests....
at the end you are given a piece of paper and be instructed

to buy the written medicines private drug stores... this is a

big challenge we are experiencing.... where will you get

the money?... when you don't have money to pay many of
us resort to using local herbs.... when you use the herbs,
you cannot mix with ART ...you may poison yourself ...."

(Male 51years).

It was further pointed out that PLWHIV frequently get
opportunistic infections and were required to pay for
treatments from their own sources each time they got sick.
This contributed to decisions to use of local herbs which
were sometimes believed to be better than ART prescriptions.

“We people living with HIV get infections frequently and
when thinking of the treatment costs at the health
facilities..... Mmh some of us decided to use local herbs...
and some of the local herbs have the ability to treat the
infection and control the virus... you feel well sometime
feeling better than the person on ART” (Male 43years).
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4. Discussion

This study has revealed a variety of contextual factors
which contribute to reasons why people in rural settings
default from HIV treatment. In order for the goal to end the
HIV epidemic to be met, there is need for interventions
which address challenges faced at individual, community and
health system levels. Fear of side effects of the prescribed
ART drugs contributed to defaulting from using prescribed
ART drugs. The association between side effects and
defaulting from ART treatments were also reported in
Botswana [16] Demographic Republic of Congo [17] and
Tanzania, Uganda and Zambia [18]. These findings suggest a
need for continuous education on the potential negative
reactions from ART treatments and counseling of PLWHIV
on how to mitigate the reactions and the necessity to continue
using their medications for improved treatment outcomes.

The fear of stigma and discrimination from revealing ones’
HIV positive status contributed to secrecy on ART use which
key informants said to some extent led to stopping using
prescribed ART drugs. The finding is in line with what was
reported from Malawi where denial of HIV positive status
contributed to missed medications and defaulting from ART
treatment [19]. Evidence on the role of disclosure of HIV
positive status and improved ART adherence and patients’
health in general is well documented [20]. HIV status
disclosure is associated with increased social support,
stronger family and relationship cohesion, reduced anxiety
and depression, emotional as well as financial support [21,
22]. Interventions targeting ART adherence should address
underlying causes of perceived stigma and discrimination
associated with revealing the HIV status to significant others
by those diagnosed to be HIV positive. The Tanzanian
government through the country operational manual for
comprehensive differentiated delivery of HIV and AIDS
services outlines the need of all HIV positive individuals to
have treatment supporters to encourage medication adherence
[23]. However, it appears what policy documents propose
what may not be happening in health facilities in rural
settings.

ART treatment was free of charge when key informants
first visited CTC clinics for diagnosis. However, access to the
CTC clinics for the monthly follow-up and medical refills
was reported to be challenging primarily because of the
distance to the CTC clinics and the associated costs including
transport and food when waiting to be attended at the health
facility. Similar observations have also been reported from
Malawi [24] and Kenya [25] where ART medical refills and
adherence to ART treatments were hampered by the physical
distance to health facilities and the associated costs. However,
this partially may be due to choose of where to go for follow-
up due fear of other people knowing the HIV status of those
diagnosed with HIV. There is a need to address this challenge
so that HIV positive individuals can be perceived by relatives
and other community members just like other people with
chronic diseases such as diabetes or hypertension There is
also a need to identity a mechanism to address reasons

contributing to treatment default that are outside patients
control such as failing to pay for transport and meals. One
option could be use of mobile services which reach clients at
venues close to their homes.

Life-long medication and adherence to prescribed
treatment regimens is a recommended best health practice to
people with chronic illness conditions including those living
with HIV, also a principal determinant to treatment success
[26]. Failure to use recommended treatments is associated
with reduced effectiveness of the treatments and increased
morbidity, mortality and unnecessary health care costs [27,
28]. In this study some of the participants took deliberate
actions to default ART treatment simply because they
perceived to be healthy and did not experience any symptoms.
Similar observations have been reported from studies done in
Nigeria [29] and South Africa [30]. These findings are
contrary to what was observed by Watt et al., [31] in other
settings in Tanzania where improvement in health status
motivated them to adhere to ART treatment. Interventions
aiming at improving adherence to life-long medication
should also emphasize to patients the health benefits of
continuing to use prescribed medication even when they feel
healthy or experience no symptoms.

Some key informants in this study believed that local herbs
cure the HIV virus. Perceptions that local herbs can cure
chronic diseases have also been reported from Ghana [28].
Use of local herbs to treat HIV/AIDS and related health
challenges seem to be widespread in many African cultural
settings [32-35]. While use of local herbs can be encouraged
in situations where there is some evidence on their
effectiveness, care should be taken to discourage using such
herbs with prescribed medicines interchangeably due to
potential risks of adverse interactions with the conventional
medicines [36].

Similar to what was observed in the study, inadequate food
was reported as an important aspect shaping HIV/AIDs patient
decisions on adherence to care and ART treatments [37]. The
study participant attributed inadequate food with increased risk
of developing side effects hence avoided using ART when had
inadequate food or on empty stomach. The relationship
between food insecurity and the increased risk of non-
adherence to antiretroviral therapy among HIV infected adults
was also reported in the Democratic republic of Congo [38]. In
North eastern Uganda eating one meal a day was reported as a
risk factor for ART non adherence [39]. The study on the
assessment of barriers and facilitators to patient’s adherence to
ART in Zambia reported that individual beliefs that ART
should not be used without adequate food made clients skip
ART medication when they did not have enough food to eat
[40]. Lack of food was also among the important barriers to
ARV adherence in a qualitative study from South Africa [41].
The fear about hunger and food insecurity is also reported to
contribute into HIV patient’s ART treatment default [42].
These findings underline the need for integrating locally
available food in the health education given to those diagnosed
with HIV to improve perceived food shortages when taking
prescribed medication.
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5. Conclusion

This study has revealed several interacting factors which
contribute to defaulting from ART. These factors operate at
individual, community, health facility and policy levels.
There is a need to develop health promotion interventions
which address each of these challenges in order to improve
compliance with recommended ART management.
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