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INTRODUCTION

The Iringa region of Tanzania has among the highest rates of HIV in the country at 9.1% prevalence in
the general population (Tanzania Commission for AIDS [TACAIDS], 2013). The reasons behind this
elevated HIV prevalence are not fully understood, and the response to HIV in Iringa has thus far been
insufficient to match the need. The Iringa strategic assessment was designed to inform the development
of comprehensive HIV prevention interventions that respond to key factors linked to HIV-related risk in
Iringa, Tanzania. The strategic assessment synthesized existing data; conducted additional analyses of
representative population-based data from the Tanzania HIV/AIDS and Malaria Indicator Survey; and
conducted a large number of qualitative interviews and focus groups with key informants, service
delivery providers and clients, and people at heightened risk of HIV in Iringa. Together, these findings
provide a better understanding of the reasons behind the high HIV prevalence in the region and help to
identify and tailor an appropriate set of interventions to address it. In this brief, we present findings
related to HIV care and treatment in Iringa.

It is well documented that use of antiretroviral therapy (ART) has increased life expectancy of people
living with HIV (PLHIV) and provided them with opportunities for healthier, higher-quality lives (UNAIDS,
2010). According to UNAIDS, however, in 2009 only 36% of those in need of ART in low- and middle-
income countries were receiving treatment (UNAIDS, 2010). Furthermore, optimal clinical outcomes
with ART can only be achieved if patients adhere to their treatment, are retained in care, and receive
proper medical management and monitoring of HIV disease progression.

In current literature on HIV care and treatment, adherence to treatment has been defined as the “ability
to start, manage, and maintain a given medication regimen at the times, frequencies, and under
specified conditions as prescribed by a health care provider” (Patel et al., 2010). In addition to the need
for PLHIV to maintain regular contact with their medical providers after initiating ART, they should have
access to CD4 cell-count testing as well as viral-load testing to monitor adherence and confirm
suspected treatment failure (World Health Organization [WHQ], 2010). Retention in care is commonly
defined as the “ability to adhere to critical aspects of care—attend regular follow-up appointments,
scheduled lab tests, and other monitoring activities—according to health system standards and as
prescribed by a health care provider” (Patel et al., 2010).

ART was introduced to Tanzania in 2004 through faith-based and nongovernmental organizations,
government facilities, referral hospitals, and some district hospitals (USAID, 2012). By 2010, there were
approximately 825 HIV care and treatment centers (CTCs) nationwide, serving over 740,040 clients
(USAID, 2012). Tanzania transitioned to providing ART free of charge beginning in 2004 with substantial
assistance from the Global Fund and PEPFAR (Bilimoria, 2012; Nsimba, 2010; Ramadhani et al., 2007).
The 2010 guidelines issued by WHO recommend ART for all patients with CD4 counts below 350
cells/mm?®. In 2011, Tanzanian national estimates suggest that, of the estimated 610,000 PLHIV in
Tanzania eligible for ART based on these recommendations, only 42% were receiving treatment
(WHO/UNAIDS/UNICEF, 2011). This gap in coverage may be partially explained by resource constraints,
since until recently, Tanzania was only able to support initiation of ART for all patients with CD4 counts
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below 200 cells/mm?3. The recently revised national guidelines, however, represent continued efforts to
expand the availability of ART to a broader group of PLHIV (United Republic of Tanzania Ministry of
Health, 2012a). The initial rollout of the new guidelines focuses on pregnant women and those co-
infected with tuberculosis with CD4 counts below 350 cells/mm?, gradually expanding coverage to all
PLHIV who meet these new CD4 criteria (United Republic of Tanzania Ministry of Health, 2012b). Further
discussions are anticipated on potential future revisions of treatment guidelines in light of recent
research indicating the public health benefits of initiating ART at an earlier stage of 550 cells/mm? for
both PLHIV as well as their sexual partners (Cohen et al., 2011).

Research indicates that relatively high rates of adherence to ART can be achieved even in resource poor
settings such as Tanzania. A meta-analysis comparing rates of adherence to ART found substantially
higher rates of adherence in sub-Saharan Africa than in North America, where 77% of patients had taken
95% of their prescribed pills (Mills et al., 2006). While systematic data on adherence and retention are
limited in Tanzania, smaller studies have reported similarly high rates of adherence for short and
intermediate time intervals following treatment initiation (Mugusi et al., 2009; Ramadhani, et al., 2007).
Nevertheless, inadequate suppression of viral replication, resistance to antiretroviral medications,
progression of HIV, mortality, and further transmission remain significant concerns even at these
comparatively high adherence rates (Nachega, Mills, & Schechter, 2010; Reda & Biadgilign, 2012).

In contrast to high reported ART adherence rates, recent research indicates that there are low rates of
retention in care and treatment programs in sub-Saharan Africa. A recent systematic review of literature
from 2007 to 2009 found that after three years of initiating treatment, only 64.6% of adult patients were
retained in care, with loss to follow-up and death reported as the most significant causes of attrition
(Fox & Rosen, 2010). In the first study drawing on electronic records from 88,875 patients from 101
Tanzanian government HIV care and treatment clinics, nearly one-fifth of patients were lost to follow-up
by the end of the first year of treatment, and after three years, attrition reached 36% (Somi et al., 2012).
Mortality rates at 12 and 36 months were 10% and 14%, respectively. The authors called for future
investigation of the causes of loss to follow-up, which accounted for the majority of attrition.

Previous research from Tanzania has identified several important structural, sociocultural, and individual
barriers to adherence and retention. High transportation costs, long wait times, drug stock-outs and
theft, inadequate diet and food supplies to meet increased hunger after initiating treatment, treatment
side effects, inadequate counseling, and stigmatization by health care providers were all reported as key
problems in the structure of treatment delivery in the country (Bilimoria, 2012; Hardon et al., 2007;
Lyimo et al., 2012; Mugusi, et al., 2009; Nsimba, 2010; Ramadhani, et al., 2007; Roura, Urassa, et al.,
2009; Wringe et al., 2009). Alternative beliefs about the etiology and treatment of HIV through
witchcraft, faith healing and traditional medicine, and the fear of disclosure and stigmatization of PLHIV
in communities and families were identified as important sociocultural barriers (Roura, Busza, et al.,
2009; Roura, Urassa, et al., 2009; Wringe, et al., 2009). Finally, researchers reported that different levels
of personal motivation and alcohol use presented additional challenges to adherence and retention
(Lyimo, et al., 2012; Roura, Busza, et al., 2009). Despite these often overwhelming difficulties,
researchers have also documented the willingness and commitment of PLHIV to pursue and sustain their
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participation in treatment (Ware et al., 2009; Watt et al., 2009). To our knowledge, systematic
investigation of adherence and retention has not been undertaken in the Iringa region.

In this brief, we discuss strategic assessment findings on Iringa residents’ perceptions of the facilitators
and barriers to ART adherence and retention as well as the quality of care available at HIV care and
treatment facilities. We conclude with recommendations on improving care and treatment based on
participants’ suggestions as well as our own analysis of responses.
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METHODS

Between January and October, 2012, the Iringa strategic assessment conducted 123 in-depth interviews
to gain a variety of perspectives on different topics related to HIV prevention. Interviews were
conducted with a wide variety of community members, clients of HIV services, and key informants.
Participants included 34 key informants (7 health care workers, 6 religious leaders, 9 non-governmental
organization (NGO) workers, 6 government administrators, 2 village leaders, and 4 other individuals), 30
clients of HIV-related services (6 each from HIV testing and counseling [HTC], HIV care and treatment
[CTC], voluntary male medical circumcision [VMMC], prevention of mother-to-child transmission
[PMTCT], and gender-based violence [GBV] services), and 59 members of populations at heightened risk
for HIV (10 female sex workers, 10 truckers, ten drug users, 9 men who have sex with men, and 20
plantation workers). In addition to the 6 participants drawn from CTC sites, 2 HTC clients, 2 PMTCT
clients, one MMC client, 2 plantation workers and 1 drug user reported on their personal experiences
with testing positive for HIV and seeking HIV treatment. While the results below reflect the responses of
all participants, we particularly draw from and highlight the experiences of the 14 PLHIV who reported
that they were receiving treatment services.

An interview guide was developed to direct questioning around certain topic areas, but interviewers
were encouraged to probe on responses to explore related topics and experiences. All interviews were
conducted in Kiswahili or English, transcribed, and translated into English if necessary.

Qualitative data analysis followed Crabtree and Miller’s five steps in the “interpretive process”: (1)
Describing, (2) Organizing, (3) Connecting, (4) Corroborating, and (5) Representing (Crabtree & Miller,
1999). First, regular debriefing sessions with interviewers and study staff were used throughout data
collection to identify preliminary findings for rapid use and to facilitate an iterative process of data
collection and analysis. After data collection was complete, full transcripts were analyzed according to a
two-step process. To accommodate the large amount of data, a simple initial set of codes was first
developed to identify text relevant to five key intervention components for the overall Iringa strategic
assessment: cash transfers, HIV testing, HIV care and treatment, male circumcision, and interventions
with sex workers. These codes were applied using the computer software package Atlas.ti (version 5.2,
Scientific Software Development GmbH, Eden Prairie, MN). Following this initial coding, the resultant
text coded under the care and treatment topic was reviewed along with the entire text of interviews
from PLHIV, and a more detailed codebook was developed specifically for this topic based on
preliminary identification of themes. This codebook was discussed among team members, and after
agreement, codes were applied using Atlas.ti. Once this second round of coding was complete, queries
were conducted using Atlas.ti’s families function to consider whether responses for each theme differed
by type of participant. Summary memos were created for each major theme. Corroboration was
conducted by going back to the original text as needed, with special attention to the responses of the 14
participants who reported their experiences with care and treatment. Data from summary memos and
representative quotes were developed into the results presented in this brief.
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Ethical approval for this study was received from institutional review boards at Muhimbili University of
Health and Allied Sciences, Johns Hopkins Bloomberg School of Public Health, and the Tanzania National
Institute for Medical Research.
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RESULTS

Perceptions of treatment

Perceived efficacy of treatment

Both PLHIV as well as other participants from the Iringa region viewed ART in highly positive terms and
considered it highly efficacious. The perceptions of participants who had not had personal experiences
with treatment were often shaped by their interactions with friends, relatives, or others they knew who
had become very ill, were found to be HIV positive, and then experienced significant improvements in
their health after initiating HIV treatment. For instance, one woman described an HIV-positive friend
who could not even go to the toilet on her own, but who was able to resume her normal activities after
initiating treatment. Other participants were amazed to find that some of those whom they knew were
on treatment were able to carry out hard labor, such as farming. Unfortunately, many participants also
encountered people who were quite ill and died without having initiated treatment, or who received
treatment at a very late stage and passed away. Participants often observed that had these people
started treatment sooner, they could have survived.

Of the 14 participants who reported receiving treatment services, 13 reported receiving ART, with one
man stating that he was not yet eligible for it. Among these 14 participants, many learned of their status
and initiated ART after they became quite ill and/or after the illness or death of their spouse, child, or
parent. Once they were enrolled in ART, they described significant improvements in their health. As a
24-year-old married woman said:

When | got that service, | felt very happy because | felt good all the time. Before that
service, | was sick and felt different. | told myself | was heading towards an uncertain
future. Because | have seen many die, so | wondered what | will do to save myself.

The participant who had not received ART at the time of the interview reported that he observed
similarly positive changes in the health of his wife, who was already eligible to initiate ART.

Participants receiving ART commented on the positive bodily changes brought about by the
medications. They noticed that they put on weight quickly and their fatigue and other symptoms
diminished or disappeared. Indeed, several PLHIV were motivated by these experiences to volunteer at
various clinics so that they could encourage people to test for HIV and to convince those who were not
knowledgeable or uncertain about treatment to enroll:

Frankly speaking, | was so tired [...] | was seriously sick to the extent of giving up on
living [...] but when | came here | started to use this service, and | saw how it improved
my health condition [...] then | got the energy that is why | was motivated to be an
attendant to help my fellows. (53-year-old man, widowed)

Perceptions of private care and treatment facilities
PLHIV were particularly satisfied with services provided by private clinics, such as DREAM and
ALAMANDO, where they felt that they were treated well by staff and their needs were fully addressed.
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They reported that the staff received them with a caring, non-stigmatizing attitude, that their cases
were handled confidentially, and that they were provided with the care and treatment they needed or
given specific information about where and how to access necessary tests and medications.

Concerns and misconceptions about treatment

Despite the positive perceptions of treatment, participants also raised a few concerns. First, many
participants reported that there were still individuals in their communities who gave up hope and felt
that they would rather die than initiate treatment. Participants felt that these perceptions were due to
lack of information about the efficacy and availability of treatment. Some participants also voiced
concern that those receiving treatment practice unsafe sex, thereby increasing HIV transmission in the
region. Finally, a few participants reported misconceptions about treatment in their communities,
including lack of efficacy, treatment as the causal agent of death, and treatment’s ability to fully remove
the virus from the patients’ bodies.

Facilitators of adherence and retention

In addition to positive perceptions of treatment efficacy, financial, food, and other material assistance,
as well as social support, were key factors identified as beneficial in enhancing patients’ ability to adhere
to their treatment regimen and remain in care.

Availability and accessibility of ART and supplemental aid

Many participants commented on the importance of the availability of ART without cost as a major
facilitator of treatment. Participants also noted that many organizations delivered supplemental aid that
helped PLHIV meet their basic needs. Of these, they highlighted the importance of being provided with
nutritious food in order to be able to maintain a healthy diet while on treatment. Some participants
were aware of government financial aid that was available to PLHIV. Those working on plantations were
particularly grateful for special services offered to these workers. Some of these services were perceived
as originating from the companies that owned the plantation and included transportation to and from
the treatment centers, special health services and counseling on site, allocation of lighter labor to PLHIV,
and some supplemental food and goods assistance. Some participants noted that the funding for
specific services originated from outside sources, including the United States, such as the delivery of ART
to the plantation dispensary and supplemental assistance (e.g., providing blankets and soap).

Social support

Participants also identified social support as critical to initiating and maintaining treatment. PLHIV drew
much of their early support from their family members, who often accompanied them to treatment
appointments and purchased medicines for them. Some also relied on support from friends when family
support was unavailable, and many of these patients also turned to volunteering to support others in
this process. As participants advanced in their treatment process, some also participated in support
groups that were a great source of emotional support. Some of these groups undertook economic
activities, such as pooling money to lend to participants for income-generating activities.
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Barriers to adherence and retention

Access to care and treatment

Distance to clinics was reported as the main barrier to accessing care and treatment among PLHIV as
well as among key informants and non-users of the services. Due to these long distances, transportation
costs could be very high and beyond the reach of many in the region. In some cases, transportation
options to distant treatment facilities were limited, infrequent, and very expensive.

Cost of care was identified as the second major barrier to accessing treatment. Upon arrival at the clinic
facility, patients are frequently told that there are no medications available. They are then told to
purchase these medications from the pharmacy, but many cannot afford to do so. While some
participants did not know what these medications were, in the cases when they were identified, they
were drugs such as Septrin (cotrimoxazole) and not antiretroviral medications. Other tests, such as X-
rays, may also cost patients a substantial amount of money. The cost of these services resulted in
considerable confusion and cast doubt on the availability of “free treatment” for HIV. A 27-year-old
woman confronted this issue when she accompanied her friend to clinic appointments:

The HIV/AIDS treatment is supposed to be given for free, you understand, so that the

patient shouldn’t die early, but still you may find that AIDS patient with his/her card is
still sold the drugs by the government, how is that possible? And he is not even given

the price; the prescription is written and told to buy those drugs outside.

In the case of a 24-year-old woman who was quite ill and did not have her husband with her when she
reached the clinic facility, she was told to return with “hard cash” and her husband in order to receive
treatment. It is not clear whether in this case the staff was attempting to communicate two different
requirements—the necessity of a treatment partner and the need to purchase medicines—but the
communication resulted in the perception that this patient could not receive treatment unless she paid.
Interviewees repeatedly stated that such costs make it prohibitive for many to obtain the treatment
they need. Moreover, the purchasing of medications from pharmacies gave rise to some rumors that
clinic or pharmacy staff engaged in the black market sale of medications for profit instead of providing
them to patients for free.

Finally, although this was only mentioned in handful of cases, it is notable that some men reportedly
took their wives’ medication, in order to avoid the embarrassment of attending the clinic themselves.
Although our data cannot provide specific information on the frequency of these acts, such misuse of
women’s medications by their spouses could significantly impact women’s ability to adhere to their
treatment regimens and may also lead to increased drug resistance.

Alternative healing systems

Many participants mentioned that they had heard of others pursuing treatment with traditional healers
or seeking faith healing at local charismatic Christian churches instead of biomedical care. It was not
clear from the interviews whether those who were treated by traditional healers or those who were
labeled “witch doctors” were aware of the HIV status of their clients. The majority of participants
reported that they personally felt that such therapies were ineffective for treating HIV/AIDS. However,
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participants noted that religious healing prayer services often drew many PLHIV after they weretested
and who wished to be healed through faith in God. Some HIV-positive participants experienced these
services first-hand.

Although religious leaders who were interviewed as key informants said that they encouraged people to
get tested and to seek biomedical care in addition to prayer, some also maintained that people could be
healed by faith alone. Interviewees (including some religious leaders) pointed out that, in practice, some
religious leaders tell their congregants to place their faith in God and keep re-testing to see if they have
been cured. In one case, a health center was flooded by test requests and officials found that people
were testing repeatedly, sometimes under false names.

One religious leader in the study, despite his ostensible support for biomedical care, clearly stated that
this was indeed the procedure he followed. He claimed that those with true faith tested negative after
previous positive tests, and such congregants could then be used as examples to the rest of the church
community. The low number of those who were healed in such a manner was attributed to the fact that
many of those who come to prayer services did not have true faith. He encouraged people to seek
biomedical treatment only after prayers had failed. A 34-year-old woman described a similar experience
of attending a faith healing church after she learned that her test results were positive and began
receiving biomedical treatment:

There is a church near here on the right from here called Sulluamo, | have prayed there,
one church is at Kihesa, | don’t know it’s called TAG, | have been there for prayers
[petitions]. And if you go there they tell you we pray for those with HIV and are cured.
But me, for the first time when | started taking the medicines the doctor asked me,
“What is your religion?” | told him | am Muslim, and he said, “Yes, you are Muslim but
you do go to church and you say you go for prayers. | am not telling you not to go
church, go but don’t stop drinking the medicines also.” And yes | was going at Sulluamo,
| have to church and find people testifying, “Me, | had HIV and for a year | was taking
medications but now am cured, Jesus has cured me.” | don’t know what, someone
jumps at the front and takes out the medicines, “‘I have brought my medicines,” and
they are taken to be burned.

Thanks to her doctor’s advice, this participant left this particular church because she wanted to continue
with her medications. Participants reported that others, however, were not so fortunate and died after
failed efforts to be healed through faith.

One particular healer, Babu of Loliondo in Arusha, combines elements of indigenous medicine and
religious healing (Ramachandran, 2011). He offers patients a “cup” containing herbal medicine that he
claims was revealed to him through God, and that cures HIV. Both regular participants and key
informants reported that many of those who tested positive for HIV pursued this treatment. The same
woman who was quoted above on her experience with faith healing also visited Babu of Loliondo, but
continued with her medications as she had done earlier. She spent a week there and was told by Babu
that the medicine would cure her in six months. When she returned, she got retested at the DREAM
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center, was found to be positive once again, and she regretted the money she had lost in the process of
pursuing Babu’s treatment. As was the case for traditional healers and faith-healing services, most

P Ut

participants in our study expressed considerable skepticism about the efficacy of Babu’s “cup.”

Stigma and lack of social support
Perceived social stigma was considered a key barrier to treatment retention. Participants reported that

stigma deters PLHIV from seeking care locally and sometimes compels them to get treated elsewhere
because they do not want to be identified as infected with HIV, either through their presence at the
clinic or through disclosure via the staff. One participant reported that at a certain government health
facility patients take their medication in the open, so passersby would be able to discern patients’ HIV
status simply by observing who is taking medication in that space.

Participants also reported cases in which they witnessed or experienced stigmatization first-hand. For
instance, a 35-year-old woman reported being shouted at and harassed by people when she was waiting
for transportation to attend clinic services. Others reported that PLHIV were the subject of gossip in
their communities and were insulted by comparisons of ART medications to oil seed cakes (mashudu)
used to fatten up pigs. In one case, the police were reported as having harassed and detained a drug
user whom they knew was HIV positive because she continued to use drugs after being identified as HIV-
positive. There were a few reports both from PLHIV as well as from others that PLHIV experienced
stigma from their families, including relatives and spouses. Although this form of stigma was not
reported as often, such stigmatization could leave PLHIV without the necessary social or material
resources to continue treatment (e.g., treatment partner, money for food and medicines, etc.). Finally,
there were also some reports by both users and non-users of treatment services of stigmatization by
health care providers, which led to some PLHIV attending different, often more distant, health care
facilities.

Poverty
The high rate of poverty in the region was seen by participants as a major barrier to retention in

treatment. The inability to afford transportation and medication was the largest influence on accessing
treatment. There was also significant concern about the ability of PLHIV to meet their dietary needs.
HIV-positive patients are advised to maintain a good diet when receiving treatment from health
facilities, and some report that patients are hungrier when they initiate treatment but they cannot
afford the higher quality and volume of food that they feel is necessary to meet their needs. Lost
earnings caused by illness could further plunge PLHIV and their families into poverty and limit their
available resources. Finally, as mentioned above, stigmatization could also lead to PLHIV being cut off
from essential resources usually available through social networks.

Medication adherence

PLHIV enrolled in our study reported that they adhered to the medication schedules and rules
prescribed by health care providers. They were motivated to do so by the perceived efficacy of ART. At
the same time, many participants reported that some people on treatment disregard warnings against
alcohol use and then forget about their treatment regimens. Others reported that some discontinue
their medication when they feel better, only to fall ill and die soon after.
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A plantation worker receiving ART stated that such discontinuation of medications has “killed a lot of
people.” He elaborated:

| mean, someone was using medications then later on he felt like his body went back to
normal more than the way he was at first, he stops the medications [...] You know, other
people after seeing that their body went back to normal, [...] he may have gone to sleep
at the funeral, there is alcohol, maybe they are drinking, so he asks himself why would
he take medications. That makes someone stop. (46-year-old married man)

Quality of care

Shortage of health care facilities with medications, equipment, and providers

Participants reported that few facilities provided ART and there was an insufficient supply of
medications at health facilities. At times, it was unclear in the interviews if participants were referring to
ART or other medications for opportunistic infections; however, in the majority of cases the shortages
appeared to refer to other medications, such as Septrin, which was often prescribed as a first line of
treatment prior to the initiation of ART.

A second key issue raised concerned CD4 testing equipment, which was often unavailable, broken, or
missing necessary supplies. The availability of certain other tests, such as X-rays, was also reported to be
limited. Finally, participants reported that there was an insufficient number of health care providers,
leading to long wait times at health care facilities. A 40-year-old woman described her journey to obtain
medication after testing positive at ANGAZA:

Well | don’t know how to say it but the society abandoned me so | came to ANGAZA on
my own, | was sick by then so when | came here they told me that | am infected, so |
asked them so | have the infection what shall | do? They said they don’t have the
medication, so | said okay then | went to Iringa to check for my CD4 count they told me
that the machine isn’t working so they told me | should go the following week, but when
| went, | found there were many people, some from Mtera, so | stayed for two days.
Fortunately they say CD4 machine will be brought to our place but they said we should
stay over, | was with other women one known as Mama X, | was the twenty-fifth in the
list. We were tested and they started the medication, so we were the very first people.

Not being able to get to the top of the list could mean not receiving CD4 testing, and therefore not being
able to initiate treatment. Service users, others in the community, and key informants concurred that
these structural concerns resulted in delays in care, multiple trips often to different and distant facilities,
and a significant financial burden for PLHIV.

Experiences with health care providers
Participants reported several negative interactions with health care providers. Some experienced

stigmatization by health care workers as well as violations of confidentiality, leading patients to become
subject of rumor and gossip. Others mentioned lost results that led to retesting, the prescription of
medications that were ineffective and were later found inappropriate by other providers, and
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mistreatment of, or inattention to, patients. Such interactions were reported to occur at government
facilities and led patients to pursue care at private clinics such as DREAM.

Participant recommendations for improving care and treatment services
Participants’ recommendations reflected the concerns they raised throughout the interviews.

e OQOutreach and education
Participants felt that more education was necessary in order for people to learn about the
efficacy and availability of treatment.

e Auvailability, accessibility, and integration of care and treatment services
Participants wished to ensure the availability of medications, clinics, and providers in their
communities. Plantation workers wanted to receive these services at their workplace.
Participants agreed that it would be extremely helpful to have all of the necessary services in
one place in order to reduce the number of trips and facilitate participation in treatment. Key
informants raised the issue of ensuring that services are not redundant or in competition with
one another, but rather that they work together to provide more seamless care from testing
through treatment.

e Provision of supplemental aid
Participants hoped to increase the financial and other material support given to those living with
HIV.

e Sensitivity to some vulnerable populations
Drug users noted that they would like services that are sensitive to their needs, and include
counseling and treatment for drug use. Some participants also suggested increasing outreach
and special services to particularly vulnerable groups, such as orphans, children of PLHIV, and
widows.

e Inclusion of alternative healing systems to foster treatment
Key informants and several other participants stated that working with traditional healers and

religious leaders is necessary in order to ensure that their clients are enrolled in treatment.

¢ Reliability of treatment funding
Finally, key informants and some other participants noted the importance of continued and
reliable funding to ensure the provision of adequate treatment services.
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DISCUSSION

Our results demonstrate widespread positive perceptions and acceptance of biomedical care and
treatment for HIV in the Iringa region. Nearly all of our participants, including all those living with HIV,
perceived treatment to be highly efficacious. As others have found elsewhere in Tanzania, PLHIV
enrolled in our study were willing to pursue treatment despite the considerable barriers to access and
retention that they encountered (Ware, et al., 2009; Watt, Maman, Earp, et al., 2009). Moreover, many
of these participants reported positive experiences at treatment centers and were grateful for the
services offered there. These findings suggest that communities in Iringa are ready to take advantage of
scaled-up treatment services.

Participants identified several important facilitators of retention that currently exist in their
communities. The availability of free ART in the region in intervention communities was an important
facilitator of adherence and retention. In addition, any supplemental aid services and linkage to these
services was appreciated. Since many PLHIV in our study were motivated to reach out to others based
on their positive experiences with treatment, employing these residents in outreach efforts would likely
benefit adherence and retention in the larger community and would provide PLHIV with a unique
opportunity to feel socially valued and economically rewarded. Similar programs have been found to be
beneficial in Ethiopia and Uganda (Gusdal et al., 2011).

Participants reported numerous barriers to adherence and retention as well as several key concerns
about the quality of HIV care in their communities. These concerns were shared by PLHIV, other
community residents, and key informants and have been documented in previous studies from Tanzania
as well as from other African settings (Hardon, et al., 2007; Lyimo, et al., 2012; Mshana et al., 2006;
Nsimba, 2010; Reda & Biadgilign, 2012; Roura, Busza, et al., 2009; Watt, Maman, Earp, et al., 2009;
Wringe, et al., 2009). Future interventions in Iringa should seek to comprehensively address the key
barriers of distance to treatment facilities, transportation costs, and overall cost of care that impact
access to treatment as well as the structural factors that influence quality of care. Peer counseling and
the provision of transportation would facilitate efforts to help PLHIV navigate services located in
different health centers. Ensuring the reliable and continuous availability of ART as well as those of
other medications, preferably also free of cost, is essential to addressing these issues. Supplies in
dispensaries should be carefully monitored to ensure that medications are dispensed appropriately to
those in need and not sold by staff for profit. Additionally, the regular provision of CD4 testing services is
extremely important, because those who would like to receive treatment are often hindered by the
unavailability of this service. In the process of ensuring high quality, accessible care and treatment,
many of the obstacles faced by resource-poor communities are removed.

Our findings also highlight significant sociocultural issues that affect retention in care and treatment as
well as quality of care. Specifically, programs should pay close attention to the significance of
alternative healing systems, including religious and indigenous healing, which have been documented to
have complex relationships with biomedical treatment for HIV in Tanzania and elsewhere in sub-Saharan
Africa (Campbell et al., 2011; Dilger, 2007; Homsy et al., 2004; Watt, Maman, Jacobson, et al., 2009;
Wringe et al., 2009; Zou et al., 2009). These complexities necessitate intensive and culturally sensitive
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outreach to local leaders in these fields who could play a significant role in shaping the response to
biomedical treatment services (Kayombo et al., 2007; Kevany et al., 2012). Effective collaboration with
these leaders could lead to enhanced understanding and possibilities for encouraging earlier initiation
and continued use of ART. Second, the widespread presence and negative effects of stigma against
PLHIV are well-known and are clearly reflected in our findings (Genberg et al., 2009; Mahajan et al.,
2008). Educational and community mobilization efforts should aim to reduce HIV-related stigma in the
region, with a special training component for health care workers emphasizing non-judgmental care and
patient confidentiality. Our findings indicate that ongoing support and counseling are necessary for
those enrolled in treatment, and that they should include sustained focus on alcohol use, safe sex
practices, and continued adherence to and concerns about medications, along with the flexibility to be
sensitive to the immediate concerns and needs of those living with HIV.

There are several limitations to this study. First, our participants represent a broad swath of the social
landscape in the Iringa region and our interviews addressed a large array of topics. Therefore, our
findings cannot provide in-depth information about specific sub-populations of interest. Nevertheless,
this diverse approach was able to capture significant considerations for intervention in the region, and
careful attention was paid to incorporate even infrequently mentioned topics that may have significant
impact in certain specific contexts. Second, our data may be influenced by social desirability bias.
Although we told participants that their responses would be confidential and that nothing they said
would affect the services they were receiving, they may have shaped their responses to conform to their
perceptions of our expectations. Third, our sampling approach selected people who were using services,
populations at heightened risk for HIV, and key informants. We therefore may have missed the
perspective of people from the general population who tested positive but were not accessing services
or were accessing alternative care approaches. While this approach enabled us to focus on current ART
services in Iringa, it may have shaped overall perspectives on these services summarized in the findings.
Moreover, providers were asked to make first contact with ART patients. Although our team asked
providers to select any available patient, it is possible that they selected patients whom they believed
would be the most agreeable to the interviews and who would depict them most positively. To minimize
this concern, we sampled participants from several different ART delivery sites, conducted interviews in
a private space, and reassured participants that their services would not be affected by their responses
which would remain confidential. The overwhelmingly positive perceptions of ART by PLHIV as well as
other participants, alongside many critical comments about barriers to adherence and retention as well
as quality of care, suggest that we were able to obtain an accurate and balanced portrait of key issues
relating to these topics.

In sum, our findings suggest that efforts to expand on existing facilitators of adherence and retention
while addressing significant barriers can result in improved care and treatment in the Iringa region.
Although many of the obstacles to sustained treatment have been previously documented, they have
not been previously investigated in this region and their combination and synergistic effects may have
unique dimensions. Programs designed to combat HIV in the region should attend to the
recommendations of our participants, who emphasized channeling resources towards the maintenance
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and expansion of treatment and related services, additional educational and outreach efforts to inform
communities about treatment, and ongoing counseling and support for PLHIV.
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