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Abstract

Background—Mozambique has one of the world’s highest burdens of human immunodeficiency

virus (HIV) infection. Despite the increase in testing services throughout the country, uptake of
HIV testing has been low.

Methods—To identify barriers to HIV testing we conducted a study in 6 rural districts in
Zambézia Province. We recruited 124 men and women from the community through purposeful
sampling to participate in gender-specific focus groups about barriers to HIV testing.

Results—Participants noted three main barriers to HIV testing: (1) poor treatment by clinicians,
including intentional disclosure of patient HIV status to other community members; (2)
unintentional disclosure of patient’s HIV status through clinical practices; and (3) a widespread
fatalistic belief that HIV will result in death among those infected, particularly given poor access
to food.

Conclusions—Improving quality and confidentiality within clinical service delivery, coupled
with the introduction of food supplement programs should increase people’s willingness to test
and remain in care for HIV disease.
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Background

Mozambique is a southeast African nation of approximately 21 million people, with one of
the world’s highest burdens of human immunodeficiency virus (HIV) and acquired
immunodeficiency syndrome (AIDS). In 2009, a national population based-survey estimated
an 11.5% prevalence of HIV infection among Mozambican adults ages 15-49 years [1]. In
the same year, low rates of HIV testing were documented. Only 14.5% of women and 8.9%
of men received an HIV test and test result in the previous year, and lifetime 33.6% of
women and 17.2% of men had ever received an HIV test and test result. High rates of HIV
infection in southern Africa have led to calls for universal voluntary testing of all adults [2—
4] to reduce the HIV epidemic. HIV infection-related mortality among adults was reported
to be 27%, only slightly less than malaria [5]. Government of Mozambique efforts to tackle
high rates of HIV infection in the country have increased with the assistance of the
President’s Emergency Plan for AIDS Relief (PEPFAR) and the Global Fund to Fight AIDS,
Tuberculosis and Malaria (Global Fund) [6]. Data show that although antiretroviral therapy
(ART) is now broadly available, HIV testing rates remain low [1].

Voluntary Counselling and Testing (VCT) and Provider Initiated Counselling and Testing
(PICT) are essential to starting the cascade of medical and behavioural interventions
designed to improve a patient’s health. Persons who test positive for HIV are counselled to
reduce their sexual risk behaviours (“prevention for positives”), often resulting in increased
condom use [7]. Those successfully initiated on ART have lower viral loads [8, 9], resulting
in lower rates of transmission to their sexual partners [10, 11], and are less likely to pass the
virus to their infants [12, 13]. Nonetheless, slow uptake of HIV testing has been documented
throughout sub-Saharan Africa [14-16]. Stigma surrounding HIV infection [16-18], the lack
of confidentiality at clinical sites [16, 19-21] inconvenience [19, 22, 23], cost of treatment
[17, 19, 23, 24], opt-in testing vs. opt-out testing [25], fear of partner reaction [26-28], and
low assessment of personal risk [22, 27] have been noted as barriers to testing.

The HIV infection prevalence in Zambézia Province, located in north central Mozambique,
was estimated to be 12.6% among adults in 2009 [1]. Friends in Global Health (FGH),
affiliated with the Vanderbilt Institute for Global Health, partners with the Mozambican
Ministry of Health (MISAU) and the Provincial Health Directorate of Zambézia (DPS) to
provide HIV care and treatment to people in rural Zambézia Province through a PEPFAR-
supported grant from the Centers for Disease Control and Prevention (CDC) [29]. When this
study was conducted in early 2009, testing and treatment was offered at the main hospital in
each of the 6 districts (Figure 1). In 2009, only 5733 people were tested for HIV and
received their results (from a catchment area of ~1 million), resulting in 1056 patients
enrolled in care for HIV services (Friends in Global Health, unpublished data). Patients who
enrolled in care and treatment were referred for testing primarily through PICT (32%), VCT
(32%) and PMTCT (9%).

Intermittent supply shortages of testing Kits, anti-retroviral medication, as well as delays in
obtaining lab results were common during the initial roll out of services, which began in
2007, negatively impacted the quality of clinical services [29]. Similar problems continue to
plague clinical services, and there has been an increase in the number of patients on ART
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from none in 2007 to 5671 in 2012. Compounding clinical challenges, these districts were
characterized by low population densities resulting in long travel times to hospitals for much
of the population and high rates of poverty. Despite these challenges, HIV testing was
encouraged through radio and billboard advertisements, health care provider initiated
testing, and peer educators in clinical and community settings. Our research was designed to
identify barriers for testing for HIV infection and thus provide evidence for designing
appropriate strategies to increase the number of men and women being tested for HIV
infection.

We conducted the study in 2009 in 6 rural districts (Gilé, lle, Namacurra, Inhassunge, Alto
Molécué, and Lugela) in Zambézia Province, Mozambique (Figure 1). In each district, two
focus groups were conducted; one with male and one with female participants. District
administrators and health authorities were approached for local approval. As per the request
of these administrators, we asked community leaders to recruit participants; we asked that
they obtain a reasonably diverse sample of the community by selecting participants from
different families, neighborhoods, ages, and occupations. The community leader created a
list of 30 people complete with basic demographic information for our team to review. Our
trained focus group leaders chose the final participants (mean n=10 per group, with an equal
number of men and women) based on achieving a range of ages and professions. Only a
single person from a given family was allowed to participate in an effort to obtain diversity.
Receipt of prior VCT was neither a recruitment question nor a consideration. Potential
participants from the community were invited for the study and to share their experiences
and perceptions related to acceptability of HIV testing and treatment access. All of those
who were approached to participate agreed; in fact we had to turn away people who showed
up when we had filled the group. All provided written informed consent and demographic
information during one-on-one sessions with moderators before the focus groups began.
Participants were not paid for their participation but were given a soda and small sandwich
to eat during discussions. Verbal assistance with the consent form was provided to persons
with low literacy skills. The study was evaluated and approved by Mozambican National
Bioethics Committee and the Vanderbilt Institutional Review Board in 2008.

The focus groups were conducted by trained moderators, all of whom had previous
experience conducting focus groups in Mozambique. Moderators all spoke both Portuguese
and the local language relevant to the districts (Echuabo or EIomwe). All community focus
groups were conducted in the local language. While the focus groups were organized by
researchers affiliated with the organization FGH, neither the moderators nor researchers
conducting data analysis were associated with clinical service delivery, an effort to limit
biased responses by community members. Before the focus group began, researchers
collected demographic information on each participant. Focus groups were conducted in a
community setting to ensure a separation from the clinical site. Each lasted between 1.5 and
2 hours. Several questions were posed to the group, including: 1) For you, what does it mean
to be sick? 2) What are the different ways HIV can be transmitted? 3) What is life like for
people living with HIV or AIDS? To assess barriers to HIV testing, participants were asked
“Why might people chose not to seek HIV testing or treatment?” Focus groups were
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instructed to discuss testing barriers first, and when this topic was exhausted they discussed
barriers to treatment. Only data relating to HIV testing barriers were analysed for this paper.
Issues relating to treatment adherence have been published elsewhere[21].

Leaders were asked to probe for differing opinions and agreement after major themes were
raised, but were not seeking consensus. Sessions were audio taped and subsequently
translated/transcribed into Portuguese, and English. Translations were reviewed by two or
more members of the team to ensure accuracy and investigators and moderators discussed
and resolved all discrepancies to ensure the data were accurate. Translations and
transcriptions were often not verbatim, given complex idioms and local communication
styles, but were reviewed by multiple members of the team to ensure that the essence of each
response was preserved. Two authors (KG and CA) coded the data by hand separately and
compared results. Data were analysed using content analysis techniques[30], although
researchers independently created thematic categories as they coded the data. These
categories were subsequently compared by the two authors to discuss the importance of
identified themes and to compare coding of the transcripts. Any initial disagreement in
coding was due to word choice, and after a single meeting there was complete agreement in
the coding.

Description of the sample and testing concerns

A total of 60 women and 64 men participated in our 12 focus groups. Community members
had a mean age of 35 years, had low levels of education (mean of 4 years), and primarily
worked as subsistence farmers (73%). All the men and women lived in the six target
communities where clinical sites offered HIV testing and treatment free of charge.
Participants spoke both about their own experiences with the health care system and that of
their friends and family.

Negative Perceptions and Experiences with the Health Care System

Health care workers were accused of treating patients without respect during consultations
by mocking their inability to understand Portuguese and intentionally disclosing patient HIV
status to other community members. Negative experiences with health providers, coupled
with rumours about clinicians intentionally disclosing patient’s HIV status served as a
warning and deterrent to would-be testers.

Participants told of an inability to communicate with clinicians given language barriers,
leading many to avoid seeking any type of care, including testing, at a hospital or clinic.
Upon completion of training, most clinicians are placed by MISAU in provinces other than
their own to complete two years of obligated service and have no knowledge of local
languages. The language barrier is compounded with a class difference; most patients have
low levels of education, speak local languages, and are poor. In addition to language barriers
making it difficult to receive proper health services, some clinicians were reported to mock
patients who did not understand Portuguese.
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If you ask them to repeat what they said because you didn’t understand, they are
insulted. They say, ‘sir you should study at a school.” And they say this in the
presence of many women. The women sit there and laugh

One man summed up the discussion with, “Many people don’t go to the hospital because the
nurses treat the patients badly.” This poor treatment extended beyond direct patient-clinician
interactions to breaches in patient confidentiality.

Participants offered harsh comments about intentional disclosure and clinicians lying about a
patients’ HIV status in their communities. This issue emerged as a strong theme among
men’s groups, generating less discussion among women. The concern that just by testing for
HIV opened a patient up to the possibility a clinician would spread rumors about their status
was a disconcerting belief. A man from the north explained,

It is because there isn’t secrecy at the hospital. You could leave HIV negative or
HIV positive and the nurse is going to tell his friend that the person there has AIDS.
The friend is going to tell their friend ‘that man has AIDS,’ and like this the
information circulates around the entire place.”

Someone in almost all of the men’s groups expressed concerns about intentional disclosure.
Regardless of the truth, rumours have the potential to dissuade people from seeking testing.
The fear of betrayal by health care workers extended to intentional disclosure of a true
positive status, given the small size of these communities and relationships health care
workers have with patients outside of the clinic. This exchange explains the value
confidentiality plays in the willingness to be tested for HIV:

[Participant 2] Also it’s because the medical technicians don’t keep it secret and
confidentiality doesn’t exist. They say, ‘you see that beautiful woman over there?
She has AIDS only because he had a relationship with her and she rejected him.

[Participant 8] For us, distance isn’t a problem. The hospital is close.

[Participant 10] The problem is lack of confidentiality and secrecy. Everyone
agrees.

Hence, some focus group participants accused health workers of deliberately disclosing or
lying about patients’ health status in these small town and rural settings.

Unintentional Disclosure

Clinical practices can also expose an HIV-infected person to unintentional disclosure. A
farmer noted,

When the results show that the person has HIV, their pill bottle is wrapped up with
paper, and people who are well don’t have their pill bottles wrapped up. This is
when the strangeness starts for everyone. This man’s pill bottle is covered up
because he has a bug.

Another man added,

This complicates it more. Meanwhile in Nampula [a Provincial capital to the north
of Zambézia], it’s easy to discover who has AIDS. Everyone there is taken through
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4 different buildings. It’s easy to see that that guy has AIDS, if his papers are in
plastic.

Focus group members recognized that this disclosure was not intentional, but indicated that
people were unwilling to risk identification as HIV-positive in their home communities when
clinical flow (patients being directed from one office to another) functionally revealed the
patients’ status. Confidentiality breaches have led to patients traveling to distant clinical sites
to receive testing and treatment anonymously. A woman said,

There are people who prefer to spend their money. They make an appointment in
another city and get tested there so they won’t be seen because of shame. One time
I went to the Quelimane hospital [located about 1 hour away by car] and saw
people from here enter the doors where they treat this illness.

While this option to seek HIV care far from home exists for those few with the financial
means, others must choose between disclosure and not seeking testing (or follow-up care) at
their local clinical sites.

Ironically, focus group participants noted that effective treatment in itself could challenge a
patient’s ability to keep their illness a secret. A man explained,

It’s because there are many bad stories about sick people. When you go to the
hospital, people think that you have AIDS. You get fat while you used to be thin,
and they are going to say, ‘that person there, AIDS has made them fat.’

While some were wary of ART, many others were familiar with ART and the positive effects
it had on persons living with HIV. A man in the south said, “I think that ART works. There
are many people who were very bad, and when they started ART, they became fat like an
elephant. It works.” An exchange between men in the south shows how people’s perspective
about the virus has changed in recent years.

[Participant 2] In the past, people thought that when they had AIDS, it was the end
of their life. In this moment they think differently and have a perspective of the
future.

[Participant 1] People infected with HIV, in our community we are sad for them.
Nobody wants to be sick and it’s difficult to be, so we try to help.

[Participant 6] The fact is that it is a complicated situation. We don’t laugh at
people in this situation because sometimes we don’t know if we have the same
condition.

[Participant 8] We are all worried.

In this exchange it was clear that the widespread prevalence of HIV has somewhat
normalized infection. However, people also attributed education and the availability of ART
in changing their beliefs about the disease, suggesting that as treatment accessibility and
education about HIV improves in this province, stigma surrounding the illness may lesson.
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There is no point to getting tested. | will die anyway

Negative perceptions about clinical services were exasperated by a fatalistic view that HIV
equals death. A woman in the north said “Here where we are there are many people with
AIDS, but nobody wants to take a test to know. How can we manage, when nobody is
interested in going to the hospital to see if they have AIDS or not?” Fear of HIV infection
was often so strong that many of those who had been offered VCT had declined. A woman
summed up her experience:

I had a rash on my skin, went to the hospital, and they said | had to take a paper
over there to be tested. | said that | would return to be tested after my rash gets
better. When | returned I asked a nurse if | needed to be tested. He said yes. |
responded that | would get tested the next time I’m sick. | have fear.

While fear of testing was often associated with symptom expression, even those not
experiencing symptoms expressed reservations with testing. A woman described a
community based mobile clinic testing service that goes community to community to
educate people about HIV and provide testing services. She said, “Last year the nurses came
to this neighbourhood to do HIV testing, but many people here didn’t want to do it. They
said they don’t want to know if they have AIDS.” The desire to avoid knowing one’s HIV
status was interesting to focus group leaders who probed groups with the question of “Why
do people not want to know their status?” Participants indicated that having a disease with
no cure was pointless, particularly when taking medication necessitated eating well to avoid
further side effects [31] A man from the north said “How are you going to do treatment? You
take ART for two or three years and if you don’t have good food, you die just the same.”
Given high rates of poverty, access to nutritious foods is not common. An exchange about
barriers to testing in the north went like this:

[participant 5] I think that those who go over there to get tested and turn out to be
positive don’t recuperate. There are many that | have not seen get better, the same
as those who go to Nampula [a large city 2 hours north].

[participant 8] Treatment for AIDS requires lots of conditions, like we have to eat
well. Instead of getting better, we get worse, unlike the people in the big cities who
improve. Here a person takes ART and eats dried fish, xima (boiled mandioca
flower), and curry without coconut. People don’t have any interest in living like
this.

There was concern that the medication did not cure the patient, even if taken as directed. A
man said, “The problem is that ART is for all of their life and people stop thinking about the
future because they are upset. If you had an endpoint, it would be good to give hope for
life”. Another followed up with, “Thoughts exist but people are sad because even if they do
treatment, they know they won’t be cured. You know that you can die whenever.” The
expectation that only access to a cure for HIV or assistance out of poverty would promote
testing is a public health challenge we have yet to successfully address.
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Discussion

Testing is an essential first step in the clinical management of HIV, thus starting a cascade of
patient support that results in antiretroviral treatment that reduces viral load. However, data
from Mozambique show relatively low rates of testing and the evidence is lacking to why
this is the case [1]. This study suggested considerable agreement about the major barriers to
uptake of HIV testing services among focus group participants, both men and women, in six
diverse districts in Zambézia Province. Negative perceptions and experiences with the health
care system, fear of stigma surrounding HIV, as well as the belief that one’s HIV status was
not worth knowing were strong themes discussed in all districts. Underlying these themes
was anger directed at those tasked with providing health care services. People were
frustrated with the perceived expectation that they should seek HIV testing despite poor
clinical services that could expose them to social stigma related to HIV diagnosis. They
were also frustrated that clinics would distribute medication that required a particularly
nutritious diet but not supply the necessary food supplies. The impact of these barriers to
scale up of treatment and adherence has been assessed, but less attention has been given to
the impact on willingness to test [32, 33]. Given these barriers, many have initially sought
care from a traditional healer instead of clinical services, potentially resulting in dangerous
delays in testing and treatment [34].

Responses of participants indicate that people are unwilling to be tested for HIV if clinical
workers do not treat them appropriately. With the common practice of moving clinicians
from urban regions to rural areas, there are issues of clinician competency in local languages
(there are over 40 spoken in Mozambique), economic and social class inequality (rural
residents tend to be poorer and of lower social status), and a lack of education that inhibits
patient empowerment in Zambézia Province [6]. Challenges with patient-physician
communication (even when they are actually speaking the same language) are well
documented [35-37] and improving communication has been a focus in developed countries
[38, 39] although this has been less well-researched in the developing world. In studies
looking at the importance of patient-clinician relationships, respectful treatment and treating
patients as individuals were found to be extremely important [40, 41]. Patient perception of
“good” quality of care may be less related to clinician knowledge and more associated with
providing caring treatment[42]. In rural Mozambique, patients spoke of poor experiences
with nurses, physicians and pharmacists, limiting their trust and uptake of services.
Perceptions about health care quality and fears of disclosure have been documented as
barriers in other testing acceptability studies [16, 43, 44]; however, community members felt
that not enough was being done to address this issue in Mozambique. Scaling up testing
availability is paramount, but not sufficient if people are unwilling to seek testing given their
perception of health care services. Compounding the challenge of improving treatment
quality is the unachievable expectation many participants had that a cure for their disease
was essential to quality care. Improving patient satisfaction with care will require the health
system to address both clinical attitudes as well as patient expectations [45].

If a person’s status was exposed, community members believed they would be discriminated
against by their neighbours, friends and family. Given the large number of breaches in
patient confidentiality, community members were disinclined to accept HIV testing. Stigma
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surrounding HIV status has been well-documented as a barrier to testing in sub-Saharan
Africa [46], including Uganda [16, 47], Kenya [48], Zimbabwe [19, 49], Nigeria [17, 50],
South Africa [51-53] as well as in the United States [54], India [55, 56], and China [57, 58].
As treatment programs grow, some have noted VCT to have led a decrease of stigma due to
patients’ abilities to resume their traditional roles as breadwinners and effective members of
the family and community [59], but this has not been noted in a study in Mozambique [60].
In Zambézia Province, participants suggest that while expanded VCT and ART availability
has not eliminated HIV stigma, the disease is less stigmatized than in the past. This decrease
may be due in part to increased education as well as with the introduction of ART allowing
patients to recover and live healthy productive lives.

Participants may not be motivated to risk the stigma and nutritional challenges associated
with an HIV diagnosis unless they believe their health outcomes will improve with
treatment; our focus group data suggest this will not occur unless people have sufficient food
resources. Concerns about access to nutritious food and the long-term commitment to ART
are reasonable and should not be ignored [61, 62]. High rates of poverty in Zambézia
Province present challenges to even the best-funded care and treatment programs. The
“siloed” vertical approach to providing nutrition and treatment programs separately may
need to be reassessed. It is well documented in the literature that appetite increases for
undernourished individuals placed on ART, given the immune reconstitution and rebuilding
of muscle mass inherent in that process [31, 63]. With the increase of people taking ART in
rural Mozambique, what is known to science is now becoming a concern to community
members.

It is less clear how to address the fatalism expressed by participants about treating a chronic
disease. The health system, originally designed to manage acute conditions, has yet to fully
transition into a model where chronic illness is commonly managed successfully [64-66].
With few positive examples to follow, participants had a hard time conceptualizing a
“medicine for life” model. While education is of paramount importance, providing more
examples of patients successfully living with HIV (or diabetes, asthma, etc.) will likely have
a greater impact on community opinions.

A study limitation is that we characterized opinions and perceptions of community
participants in only rural districts in Zambézia Province. The opinions of our participants
may not be relevant to those living in urban communities or other Provinces in Mozambique
and may represent experiences unique to a given health facility, for example. We recommend
a quantitative study follow-up in these districts to ensure the views of our participants are
representative of the larger population. In addition, we do not know if our participants have
been tested for HIV or if they were HIV positive, and thus their views might have been
formed by what they had seen first-hand and/or heard from PLHIV. While none of the focus
group facilitators provided medical services, participants knew they were affiliated with
FGH, an NGO assisting in the scale-up of HIV testing and treatment in the province. While
this could be seen as limitation, responses by the participants suggest they did not feel shy to
express their displeasure with clinical services or the way HIV service delivery has been
handled in Mozambique. Focus groups are known to elicit more views of verbal participants
than shy ones. While we attempted to sample for diversity, our participants might not reflect
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the true representations of local populations’ views and perceptions, as they were chosen by
local leaders and not through random sampling. In addition, translation from local languages
(Echuabo and Elomwe) to Portuguese and subsequently to English was challenging. While
we have made all attempts to maintain the integrity of our data, it is possible that some
words or phrases were incorrectly translated, though we believe the substantive viewpoints
were correctly inferred. In addition, there are always challenges of cultural understanding,
especially in the rural context where only local languages are appropriately understood.

Conclusions

Focus group discussions offered community perceptions of HIV testing barriers in rural
Zambézia Province, Mozambique. Despite recent efforts to expand HIV testing services in
these six districts, there are still considerable barriers in wider acceptance of VCT
particularly in rural setting. The health facility and health personal were both identified as a
barrier: structural changes to ensure privacy and stronger regulations to ensure
confidentiality among clinical workers are urgent and morally mandated. Stigmatization of
HIV infection is still a strong barrier to VCT, but focus group participants suggest that it has
lessened in recent years. We believe that additional ART explanation and further visible
successes of ART on the physical appearance of people infected by HIV will also contribute
in the reduction of stigma and perhaps greater uptake of VCT. However, there are still
considerable challenges including poverty, access to effective medical care in rural areas,
and the use of traditional healers as primary health care providers. Future programs should
focus on facilitating transportation of patients; enabling nutritional supplements and
agricultural assistance; and engaging traditional healers in the health care system. However,
without improving the quality of clinical site services to improve confidentiality, patients
will remain unwilling to test.
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Figure 1.
Map of Zambézia Province, Highlighting Study Districts
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