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ABSTRACT

Background: Antiretroviral therapy (ART) is one of the most effective ways of
preventing HIV-related maternal mortality. However, the rates of retention in care and

long-term adherence remain extremely low.

Objective: The aim of this study was to explore barriers to antiretroviral therapy
adherence among pregnant women.

Search strategy: The search for articles was conducted using EBSCO Host, PubMed,
Google scholar, and Cumulative Index of Nursing and Allied Health Literature
(CINAHL).

Selection criteria: The studies included were conducted between 2000 and 2020 and

covered barriers to antiretroviral therapy.

Data collection and analysis: Data was collected from 8 selected articles and

analyzed using Arksey and O’Malley five stages framework.

Main results: Barriers to antiretroviral therapy adherence included side effects of the
therapy and financial constraints limiting access to food, transport, and medication.
Other barriers included cultural and religious factors, lack of spouse support, stigma,

and discrimination.

Conclusion: There is need to support pregnant women undergoing antiretroviral

therapy to mitigate barriers associated with the uptake of the therapy.



BACKGROUND

There has been significant global progress in the fight against maternal mortality
over the years [1]. For instance, MMR’s global maternal mortality ratio was estimated
at 211 in 2017, representing a 38% decline since 2000 [2]. Despite this progress, the
consistency and the pace of progress are what is of concern. If the pace of progress
accelerates enough to achieve the Sustainable Development Goal target (reducing
global MMR to less than 70 per 100 000 live births), it will save the lives of at least
one million women [2]. However, globally, HIV and complications related to
pregnancy remain among the causes of death for women of reproductive age [3, 4].
In 2013 HIV accounted for maternal deaths with approximately 12 percent of deaths
during pregnancy and up to 1-year postpartum in regions with a 2% HIV prevalence
among pregnant women [5]. The percentage of deaths quoted above rises to 50% in
regions with a prevalence of 15% [5]. In addition, pregnant women living with HIV are
ten times at risk of dying during pregnancy and postpartum than pregnant women
living without HIV [5]. In 2011, HIV-related causes contributed to between 19 000
and 56 000 maternal deaths [6], accounting for between 6% and 20% of maternal

deaths globally.

In HIV pregnant women, the use of antiretroviral therapy (ART) is one of the most
effective ways of preventing HIV-related maternal mortality [7]. Adherence to ART of
95% is required to achieve effective viral suppression [8,9,10] and lower the rate of
opportunistic infections [11]. Non-adherence is related to the development of ART
resistance [12], progression to AIDS [13], and death [14]. According to United

Nations Joint Programme on HIV/AIDS [15], between 2010 and 2018, 1.4 million HIV



infections among children were prevented due to PMTCT intervention, and

adherence to ART by the mother was at the core of the interventions.

Although ART is increasingly available in the public health facilities of most countries
with improvement in access to treatment, the rates of retention in care and long-term
adherence remain extremely low [16, 17]. Hence the advocacy for adherence to ART
for reduction of HIV - related maternal mortality to be realized. Without adherence,
the impact of ART in the elimination of HIV- related maternal mortality will not be

feasible.

The majority of maternal deaths are preventable through appropriate management of
pregnancy and care at birth, including antenatal care by trained health providers [2].
Pregnant women experience more contact time with health care providers from the
time conception is confirmed till delivery [2]. However, despite this seemingly
sufficient time when health challenges could be managed, these women continue to
die from HIV-related causes (as indicated in statistics above). According to Lozano.
R et al. [6] many of these deaths can be prevented with the implementation of high-
guality obstetric care, prevention and treatment of common co-infections, and
treatment of HIV with ART. In light of the above assertions of this study were set to

explore barriers to antiretroviral therapy adherence among pregnant women.

2. MATERIALS AND METHODS
We conducted a scoping review of both qualitative and quantitative evidence of

factors affecting adherence to antiretroviral therapy in pregnant women using Arksey



and O’Malley five stages framework to guide the scoping review [18]. The five stages

followed are:

1.

2.

3.

4.

5.

Identification of the research question;
Identification of relevant studies;

Selection of studies;

Data abstraction (charting of the data); and

Data analysis and reporting of results.

The review was conducted in June and July 2021 using the following subject

databases: EBSCO Host, PubMed, Google scholar, and Cumulative Index. Both

peer-reviewed journal articles and gray literature were searched to identify eligible

studies while using key terms to ensure consistency of searches in each database:

Population of interest (i.e., pregnant women living with HIV); Intervention of interest

(i.e., Antiretroviral therapy); Outcomes of interest (i.e., adherence). Two limiters were

applied in all the databases. These included the use of the English language and

articles published in the last 20 years.

To maximize the breadth of the study findings, included articles were those that

reported empirical qualitative or quantitative findings relevant to the review topic,

“pbarriers to antiretroviral therapy adherence among pregnant women.”

Studies from low, middle-income as well as high-income countries around the
globe were included; both studies were conducted in community or health
system settings.

Studies that were conducted between 2000 and 2020.

Studies that described health systems-related factors as well as community

(from the woman’s perspective or experience) related factors.



Studies were excluded if;
e They were done on broader cohorts of people living with HIV despite reporting
relevant factors affecting adherence to antiretroviral therapy.
e They were done on pregnant women living with HIV but did not report of

factors affecting adherence to antiretroviral therapy.

Studies were selected for review in two stages. The first two authors aggregated a
total of 1,431 literature obtained from the database search. Three records were
further identified from gray literature. Following the removal of duplicates, the pool
was left with 671 articles, which were considered for the scoping review. All the
abstracts of the considered articles were screened, which resulted in the exclusion of
651 articles. The remaining 20 articles were identified as relevant for use in the
scoping review. The third authors matched them against the inclusion and exclusion
criteria, identified discrepancies, discussed with the other authors, and resolved
them. A total of eight articles were judged to meet the prescribed criteria after
screening the full articles. The PRISMA diagram in Figure 1 outlines the stages

involved in the process of literature search and the subsequent results.
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Upon completion of the study selection process, data abstraction was initiated by the

first author and verified by the second author. Discrepancies in the results were

resolved by the other two author. Table 1 below shows the characteristics of the

included studies. The majority of the articles were from Africa n = 5 (62.5%), one was

from Indonesia, one from Guyana and the United States of America. The majority of

the articles were qualitative n = 6 (75%); n=1 (12.5%) was quantitative, while the

remaining one was mixed-methods.

Table 1. Characteristics of studies in the literature review (n = 8)

Authors Country Phenomena of Interest | Methods Key Informants
Chadambuka et | Zimbabwe Acceptability of lifelong Qualitative | Mothers living with
al. (2018) treatment among HIV- (n=not HIV/ Health care
positive pregnant and specified) workers
breastfeeding women
Kim et al. Malawi Barriers and Facilitators | Qualitative | Mothers living with
(2016) to uptake and (n=65) HIV
Adherence to ART in
Option B+ HIV Care
Lumbantoruan Indonesia Understanding women’s | Qualitative | Mothers living with
et al. (2018) uptake and adherence in | (n=40) HIV / Health care
Option B+ for prevention workers
of mother-to-child HIV
transmission
Mepham et al. South Africa, | Factors affecting RCT (n= Mothers living with
(2011) Kenya & adherence to 143) HIV
Bukina faso antiretroviral therapy
among pregnant women
Opondo et al. Kenya Reasoning and deciding | Qualitative | Mothers living with
(2011) PMTCT-adherence (n=28) HIV
during pregnancy
among women living
with HIV
Sariah et al. Tanzania Perspective of women Qualitative | Mothers living with
(2019) lost to follow-up in (n=30) HIV
Option B+ HIV care
Vitalis et al. Guyana Antiretroviral Adherence | Qualitative | Mothers living with
(2017) Perspectives of (n=24) HIV / Health care
Pregnant and workers
Postpartum Women
Zahedi et al. USA Perceived Barriers to Quantitativ | Mothers living with
(2018) Antepartum HIV e (n=45) HIV
Medication Adherence

The barriers identified were categorized thematically within an Excel template (Table

2): individual, interpersonal, and community. The review authors reviewed this

template for accuracy and comprehensiveness. The intention of the analysis process




was to group factors as they have been reported as affecting adherence to ART
outcomes for pregnant women. The intention, therefore, is not to provide a rich
explanatory model for how each of these factors might work or develop a global
theory of factors that affect adherence to ART [19]. Rather, the analysis is intended
to provide policymakers and practitioners with a roadmap for how to think about and
where to look for the factors that might shape pregnant women’s access to ART.
Articles were -coded on this template to help align the contribution they made to the
specific themes [20].

Table 1 above provides information on each of the studies reviewed, including each
study’s location, population size, type of study, and key informants. Six studies used
gualitative methods, one used quantitative methods, and one employed both
gualitative and quantitative methods. Most study participants were pregnant women
living with HIV or postpartum women, while three studies included responses from
health care workers who provide ART to pregnant women. All the studies utilized
data from in-depth interviews (IDIs) from key informants (KIs), while two added the
use of focus group discussions (FGDs), and one added the aspect of observation of
clinical charts and review of clinical records. Despite the methodological differences
and geographical locations of the studies analyzed, a common thread was noted

throughout the phenomena of interest identified, as shown in Table 2 below.

Similar barriers emerged from a variety of settings repeatedly and reflected
commonalities across population groups. Therefore, we identified seven themes
from the studies, which include Severe ART side effects; Low socio-economic status;
Cultural & religious beliefs; Unsupportive partners; Non-disclosure of HIV status;

Stigma & discrimination, and distance to the health facility.



Table 2. Summary of Barriers to ART therapy adherence in pregnant women, by category and

outcome of interest themes.

Author Individual related barriers Interpersonal level barriers Community
related
barriers

Sever | Doubt Unsupportive Stigma &
e S partners Non- Discrimination
ART about Low disclos Dome
Side ART socio- Cultural ure of stic
effect | Efficac | economi | &Religiou HIV Violen
S y C status s beliefs status ce
Chadambuka et v v v
al. (2018)
Kim et al. (2016) v v v v v v
Lumbantoruan et v v v v v v
al. (2018)
Mepham et al. v v v 4 4
(2011)
Opondo et al. v 4
(2011)
Sariah et al. v v v v v v v
(2019)
Vitalis et al. v v v v v
(2017)
Zahedi et al. v v v
(2018)
3 RESULTS

The study revealed that the common barriers to antiretroviral adherence include
Severe ART side effects, Low socioeconomic status, cultural and religious beliefs,
Unsupportive partners, Non-disclosure of HIV status, Domestic violence, and HIV
stigma & discrimination. Table 2 provides a succinct analysis of the identified themes
and each study contribution. The themes of severe ART side effects, Low socio-
economic status and stigma and discrimination were found in nearly all articles n=6

(75%), while that of distance to the health facility was not that prominent n=2 (25%).

Theme 1: Severe side effects of antiretroviral therapy

The most commonly investigated barrier in articles under review n=6 (75%) was
severe side effects of the antiretroviral therapy (ART). Medication side effects were

one of the primary reasons given for non-adherence, and all the six studies women

10



indicated that side effects were intolerable, ranging from mild or moderate (feeling
faint, drowsiness, headache, and upset stomach) to quite severe (vomiting, diarrhea,
feeling intoxicated, and nightmares) [20-26]. Some women stopped taking the
medication (ART) in a particular study because side effects made them feel worse
than before they started treatment. And this made them question the efficacy of ART.
One woman, for instance, felt that the medicine made her feel so weak that she was
unable to do basic household chores [21]. Additionally, others were worried about
the outcome of their financial status because they could not continue engaging in
income-generating activities due to medication side effects which could not allow

them to work [23].

Theme 2: Doubts about ART Efficacy

Three articles revealed that lack of confidence in ART efficacy promoted non
adherence to the therapy [23, 24, 28]. Some women believed that ART was harmful
to themselves and their unborn babies [28] and some women discontinued the
therapy after experiencing ART side effects, leading to doubts in the efficacy of the
treatment [23]. In a different study, it was observed that while the women accepted
ART, members of the community demonstrated lack of information about its benefits

and consequently discriminated against those who took up the therapy [21].

Theme 3: Low socio-economic status

Most articles n=5 (62.5%) reported similar views regarding low socio-economic
status contributing to antiretroviral therapy adherence failure. In two articles, some
participants were unemployed, and they could not afford transport to go and have a
refill for their medication [20,23]. Others complained about the inability to buy food

because of the poor economic status [21, 23, 25, 27]. With a shortage of food, they

11



could not take their medication as required. One article, however had a unique
presentation of low socio-economic status in the form of lack of insurance to cover
the medication [26]. Both patients and health care staff indicated that inadequate

food and lack of finances were deterrents to adherence [23].

Theme 4: Cultural &Religious beliefs

In three articles, religious faith was mentioned as one of the reasons that made other
participants stop taking their medications and attending the clinic. These women
believed that only prayers could cure them of HIV infection [21, 23, 25]. In addition,
one article revealed that a few women believed that there was an indigenous cure,
as a pregnant woman hoped to travel to the hinterland to be cured by an indigenous
person (Amerindian), but only once the baby was born in case the “cure” was
harmful [23]. Some postpartum women’s beliefs that religion would cure them
resulted in non-adherence to their medication. These women hoped to be healed by
God and attended churches where pastors boasted of their ability to heal those
having the disease, as described by a health care provider [25]. One woman stopped
ART for one year to try healing through prayers. She explained that after reading a
biblical verse about God’s ability to heal, she “decided that God would be the one to

heal [21].

Theme 5: Unsupportive partners

Another important barrier to ART adherence exhibited in more than half n = 6 (75%)
of the included articles was the lack of partner support [21 - 25, 29]. Some women
reported fear of disclosing their status to their husbands because of their obstructive
behavior, such as throwing away the pills [23]. In one study, a participant explained

how influential male partners are in making decisions in women’s lives. When men

12



do not understand ART, they may try to force their female partners to make incorrect
decisions. Men may tell their spouses to stop taking HIV medicine if they think they
look healthy [21]. Although partner support was factored into women’s decision-
making, in most cases, it was not the main consideration for one article [23]. Many
women did not return to the clinic even though their partners accepted their status.
One woman, for instance, took the money her husband gave her for transport to the

clinic and spent it on other things [23].

Theme 6: Non-disclosure of HIV status

Non-disclosure of women’s HIV status to their partners or significant others was a
weightier matter cutting across five articles resulting in a cascade of other perceived
barriers [21, 24 -25, 27, 29]. In a study done by Vitalis et al., [27], health care
providers explained that non-disclosure contributed to non-adherence. One had to
hide and sneak to use the medication whenever there are people who are not aware
of the HIV status. Out of fear of rejection and HIV-related stigma, some participants
explained that they stopped taking their medication because they had not disclosed
to their male partners or other family members about their HIV-positive status [25].
The lack of disclosure made it difficult to continue taking the medication or attending
the clinic without being noticed or asked questions by their male partners or other

family members.

Theme 7: Stigma & Discrimination

The majority of articles, reported that stigma and discrimination played a role in
women’s poor adherence to ART. Most of them cited the fact that some clients
(pregnant women living with HIV) stopped ART because they were scared of being

identified and labeled as HIV-positive by their family members and neighbors, which

13



could have led to stigma and discrimination [22 - 25, 27, 29]. Some had to travel to
the farthest health facility away from their residencies just to avoid meeting people
who would recognize them [25]. Interestingly one article noted that stigma and
discrimination were not generally a common barrier in that setting. In fact, it reported
that many participants felt that ART alleviated physical symptoms of being HIV-
positive to an extent that they were much less visible [21]. And that in itself broke the
distinction that necessitate stigma and discrimination based on patient appearance

[21].

Theme 8: Domestic Violence

Three studies reported how domestic violence or family conflicts have contributed to
women’s sub-optimal adherence to ART [24, 25, 29]. One study cited, for example,
how conflicts between a patient and her in-laws led to anger that finally resulted in
stopping the treatment [25]. Furthermore, in cases of discordant couples (case in
point, male being HIV negative while the woman is HIV positive), some male
partners brought conflicts in the family, leading to couple separation and spouse
neglect. Once the couple was separated, the women could not afford to cater for
their daily needs, including food and transport fees to the clinic; hence they dropped

out of the ART [25].

4 DISCUSSION

This review identified a wide range of individual, interpersonal, and community-
related barriers that affect antiretroviral therapy (ART) adherence in pregnant women
living with HIV. The findings suggested broad areas of intervention for this

population, and these are discussed below.
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Many studies reported a lack of adherence related to side effects of antiretroviral
drugs. For example, some participants expressed their displeasure with their terrible
experiences after starting ART [25]. This review did not assess whether women
received adequate counseling on side effects of ART prior to starting, therefore
making no general finding about counseling thereof. This review made an inference
that there is a gap in inadequate counselling on side effects of ART prior to starting,
and this continues to act as a barrier to critical adherence and highlights the need for
improving the provision of adequate information to clients seeking ART during
adherence counselling sessions. Though this indirect barrier is there, a promising
way forward, is strengthening adherence counselling, especially on anticipating side
effects of the drugs. This is considered one of the most effective interventions to

achieve significant adherence levels [2,30].

Closely related to the problem of side-effects was the issue of lack of confidence in
ART efficacy. This study revealed that lack of knowledge of the benefits of ART was
one of the barriers to adherence to the therapy. Similarly, [31] found that HIV positive
women deficient in PMCT and ART knowledge recorded a significantly higher default
rate than those with sufficient knowledge [31] also found that HIV, PMCT and ARTs
knowledge coupled with practices affected motivation and uptake of ART and
concluded that the level of ART and PMCT education among HIV positive women
was a factor in adherence to ART. In view of the above, community health workers
must embark on raising awareness about the benefits of ART [21]. A program to

monitor and encourage application of ART knowledge is also recommended.
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Another common individual-related barrier was low socio-economic status, which
included aspects of failure to obtain adequate food supplements to make up a good
diet to support treatment, failure to afford transport costs to and fro the health facility,
and inability to sustain health insurance scheme. Our findings indicate that women
would greatly benefit from the support that would develop linkages to organizations,
such as non-governmental organizations and faith-based organizations that help
provide social amenities and empower communities with skills and knowledge on
self-reliance. If harnessed properly, these skills are sustainable and will empower

these women for a lifetime and subsequently ameliorate poverty.

Other barriers under this category included religious and cultural beliefs. Some
participants expressed the value in prayer to heal their ailments and the ability of
traditional healers to cure HIV. This barrier in this review was only reported by three
studies that were done in Africa. One of the studies indicated that participants who
cited this barrier later abandoned their choice (following religion instead of ART) later
and started treatment upon experiencing opportunistic infections that deteriorated
their health [25] Religion and cultural issues are most contentious therefore, there is
a need to explore this subject further in order to understand how they impact

adherence to treatment.

This review showed that, “non-supportive partners” was another crucial barrier.
Having a non-supportive partner was a recipe for domestic violence, which
negatively affected adherence to ART. However, domestic violence was perpetrated
by other family members too. With some participants it was fueled by disclosure of

HIV status; therefore some participants in some studies opted not to disclose their
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HIV status to partners because they feared significant negative consequences. This
meant that these women would only use clandestine ways to carry out their daily
treatment plans, which proved very difficult in most cases. We assumed that women
who chose to disclose to their partners already had stronger support systems in
comparison to those who did not. And that these stronger support systems in
themselves arguably promote ART adherence. There were limited interventions
identified in this review that specifically addressed the role of stronger cohesion
among families as well as interpersonal relationships. Therefore, there is a need to
institute interventions to focus on supporting counseling for women who have
challenges disclosing their status to their partners and couple counseling, which

would foster communication among couples [32].

At community level, stigma and discrimination both experienced and perceived was
another barrier to ART adherence among pregnant women. Other reviews have also
found stigma to significantly influence on ART initiation and adherence [33]. These
findings could be influenced by basic misunderstandings about HIV and AIDS that
still persist globally; case in point, UNAIDS’ 2010 Global Report on the AIDS
Epidemic found that, in 15 of the 25 countries with the highest HIV prevalence rates,
less than half of young people could answer five basic questions about HIV correctly
[15]. Against such a background, we assert that misunderstandings about HIV/AIDS
and subsequently the value of ART may contribute to stigma and discrimination
towards women living with HIV in the community. These findings highlight the need
for aggressive interventions focused on raising awareness about the dreadful impact

of stigma and discrimination towards pregnant women living with HIV [34, 35].
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The strengths of this review lie in the design, which included an inclusive search
strategy that broadened coverage, data extraction done by several researchers, and
iterative analysis. Limitations in the review design include the non-inclusion of
studies done in languages other than English. Another limitation is time resources
which prevented more exhaustive searches of the gray literature that could have
yielded more valuable information. Finally, studies reviewed constituted views of
participants recruited from current clinic attendees as well as health care providers
but did not include the views of women who had dropped out of care or those that
did not even enroll in the ART program. These groups of women would more likely

have been confronted with different barriers than those described here.

In this scoping review, most studies only highlighted mainly barriers that are patient-
related. However, there is a need to explore factors that relate to the health
institution systems as well. In addition, the studies that enlisted individual religious
and cultural factors exhibited a narrow examination of alternative treatment-seeking,
which is largely influenced by health and religious beliefs. Alternative treatment-
seeking, particularly for traditional medicine, is widely practiced in many countries
with high HIV prevalence [36], but these choices were not fully addressed within the

reviewed studies; therefore future studies should focus on this area.

This scoping review has highlighted how some barriers such as severe side effects
of ARVs may be addressed. For example using a multi-sectoral approach to confront
the barriers where the client is at the center in making decisions. There is a need to
continue strengthening ART in routine Antenatal care and linkages with other sectors

in the community.
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The use of ART to prevent avoidable maternal mortality among pregnant women
living with HIV will succeed if; factors that derail its progress are clearly identified,
strategies to manage these barriers are put in place, implemented, and then
monitoring the outcomes. Such strategies should be locally acceptable by the end

user (pregnant women living with HIV) and are responsive to their needs.
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