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Executive Summary

Communication efforts and strategies for HIV and ART adherence are increasingly being
considered as a way of supporting people living with HIV (PLHIV) in South Africa and
elsewhere. In HIV care and treatment non-adherence is a threat towards achieving positive
health outcomes for PLHIV, since it compromises viral suppression, and ultimately their well-
being. Previous research has identified a range of barriers to adherence that fall in the
categories of psycho-social, economic and structural barriers. Among the many interventions
explored to improve adherence, a communication strategy has been identified as essential.
In cognisance of that the Centre for Communication Impact (CCl) has undertaken to develop
a communication strategy that is aimed at improving adherence to Anti-retroviral treatment
(ART). In order to inform that strategy there is need to learn from other communication
initiatives that have been handled in other programmes in developing countries. This
literature review provides these insights, together with pertinent theoretical frameworks that

can be drawn on in developing the envisaged programme and strategy.

The literature reviewed initiatives of health communication in general, and adherence
communication specifically in other developing countries, looking particularly at factors that
accounted for their success or lack of it. Based on a common understanding that a good
communication strategy should be grounded on sound theory, the initial discussion in this
review points to some of the pertinent theoretical frameworks that can use used to develop
an adherence communication strategy and shows how they can be applied to that strategy.
The review then goes on to identify some of the important characteristics of a communication
model, in order to inform an effective communication framework. It further discusses some
of the successful health communication and adherence programmes, resources and
information sharing practices that have been used in other developing countries. The strength
and weaknesses of programmes that were implemented in several countries across Africa and
beyond are dealt with in detail, as they become lessons for the envisaged CCl strategy.

This was meant to identify growing concerns about the problem of treatment initiation and
non-adherence to ART and lessons learnt. The review then delves into specific tools and
resources that have been used in other countries and highlights some of the features that

made the tools useful. The concluding remarks argues for the development of an evidence



based strategy, that employs the tenets of multimodality, contextualises messages and
capitalises on resources already available for communication and that targeted users are

already familiar with.



1. Introduction and background

South Africa has done considerably well in the roll-out of HIV treatment, however there are
growing concerns about treatment initiation and non-adherence to ART. The HIV prevalence
and incidence statistics sourced from the SANAC website! show that during the period of 2009
— 2016, of the 7,053,987 people living with HIV (PLHIV) between the ages of 15-49 years only
48.5% were on antiretroviral treatment (ART). In a survey conducted by Van Dyk in 2009/2010
to look at adherence levels in a post-rollout South Africa among 450 PLHIV on ART (Van Dyk
2012), 40.1% of the ARV users reported adherence levels of more than 90%, 49% reporting
adherence levels of between 70% and 90%, and 10.9% reported adherence levels below 70%.
Although this survey had limited scope, it provides insight into the extent of the problem of
adherence. The South African Department of Health indicates that the most common cause

of death in AIDS patients in South Africa is related to non-adherence to ART?.

Other studies have described HIV treatment non-adherence by examining demographic
characteristics of PLHIV who are lost to follow up (LTFU). Evans et al. (2013) define LTFU as
missing a scheduled appointment by more than three months (~90 days). The Gauteng multi-
sector AIDS council report of 2011/2012-2013/2014 notes that an estimated 30% of patients
were LTFU on ART in the period under review. Studies conducted in some clinics in in the
North West and Gauteng provinces of South Africa show some demographic characteristics
of PLHIV who are LTFU. For example, Wang et al. (2011), conducted a study to identify patient
characteristics associated with LTFU 6 months after starting ART among adult patients in the
Southern African Catholic Bishops' Conference (SACBC) and the Catholic Relief Services (CRS)
clinics in Tapologo, Rustenburg. They established that younger age and pregnancy among
women was positively associated with LTFU. In this study 6% of the women were LTFU after
6 months of treatment initiation, and the same study reported that older adolescents and
young adults were more likely to be LTFU after ART initiation. In another study examining
LTFU during pre- and post-delivery following up pregnant women who had just been newly

diagnosed with HIV in a Johannesburg clinic, Clouse et al. (2013) reported that 57.5% of the

I http://ivizard.org/sanac/ accessed on 16 November 2017.
2 Department of Health. HIV/AIDS and STI Strategic Plan for South Africa 2007—-2011. Pretoria: Government
Press; 2009
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women were LTFU between HIV testing and six months postpartum. The two studies
associate LTFU after delivery to the likelihood that women studied in Rustenburg and in
Johannesburg are probably migrant workers, who return to their respective countries or to
the rural areas prior to delivery, without a formal transfer from their clinics. Clouse et al.
(2013) also suggests that in some cases, LTFU after delivery may be caused by lack of financial
resources to continue with care, given the added burden of financially caring for a new-born.
Wang et al (2011) therefore recommends improved linkages with other ARV centres and

maternal services via data sharing to systematically monitor patients wherever they go.

Poor ART adherence rates (taking less than 95% of medications as prescribed) have been
shown to result in poor health outcomes such as treatment failure and the development of
drug resistance as noted in Anzia et al. (2016). Van Dyk (2012) notes that drug resistance
arises as a result of the high genetic variability of HIV (or its ability to mutate rapidly) and can
lead to cross resistance to other drugs that are in the same class as ARVs. He also notes that
poor adherence results in compromised viral suppression, which means that patients end up
with high viral loads, resulting in low quality of life and possible death among PLHIV as also
noted in Bangsberg (2008). Uncontrolled HIV viral load is a risk factor for onward transmission

of HIV. This includes transmission of drug resistant HIV strains as well (Van Dyk, 2012).

Several studies have noted an array of barriers to ART adherence, which range from psycho-
social to structural barriers (Chop et al, 2017) as discussed in detail in section 2.3 below.
Besides these barriers, an additional problem has been identified as that of the effectiveness
of communication between the medical profession and patients, in particular in
communicating issues around HIV, ART and adherence. HIV-related communication is done
through several channels such as healthcare provider-patient communication (Anthonissen
and Meyer, 2008; Zachariah et al, 2006); messaging through behavioural change
communication BCC programmes that use multi-modal messaging (Sobane, 2012) and other
multimedia-messaging such as SMS (Mukund et al. 2010), TV and radio campaigns. When
communication is not effective, patients’ understanding of the condition, and the value of
adherence to treatment thereof is compromised (Barford et al., 2006; Bharath-Kumarr et al.,

2009).



Since effective communication is seen as a hallmark of the successful treatment and care of
HIV and AIDS (Lucoshek et al. 2003; Airhihenbuwa 2000, Anthonissen and Meyer, 2008) there
is a demand for a communication process that is effective in delivering HIV messages in order
to facilitate adequate understanding that could in turn result in treatment adherence.
Although there are no specific examples of effective communication ART adherence
programmes, there is a consensus among communication researchers that BCC programmes
for HIV and AIDS, such as the ones discussed in Section 5. 2 below present some useful
examples of integration between the communication processes and the overall programme
of care. In such cases the communication process is meant to develop positive behaviours;
promote and sustain individual, community and societal behaviour change; and maintain
appropriate behaviours. The implication of the above is that individuals and communities can
reduce their level of risk or change their behaviours when they understand basic facts about
HIV and AIDS, and perhaps also improve their potential for adherence. (Lucoshek et al. 2003;
Airhihenbuwa 2000, Anthonissen and Meyer, 2008; Sobane 2013).

There is consensus among health communication researchers that there is a need to carry out
periodic critical evaluations of communication approaches and strategies about adherence to
ART. Chesney (2006) states that the most reliable indicator of adherence is viral load
suppression. Periodic clinical assessments of patients initiating ART can provide data on viral
load suppression within 24 weeks of treatment (Chesney, 2006). Along with these clinical
assessments, there is also a need for periodic critical evaluations of communication
approaches and strategies about adherence to ART as showed by Anthonissen and Meyer
(2008). They show that in HIV and AIDS care, as is the case with other non-communicable
diseases (NCDs), communication is required to improve patients’ understanding of the
disease and their ability to adhere to a rigid treatment protocol. It is against this background
of issues around adherence, and the significance of effective communications and messaging,
that the Centre for Communication Impact (CCl) seeks to develop an adherence
communication strategy for PLHIV to be piloted in Nkangala, Mpumalanga and Ekurhuleni,

Gauteng, with the intention to upscale to other districts at a later stage.



This literature review examines initiatives of adherence communication in other developing
countries, looking particularly at factors that accounted for their success or lack of it.
Specifically the literature review discusses some of the pertinent theoretical frameworks that
can be drawn on in developing effective communication strategies to improve HIV adherence
programmes. This review shall provide lessons learnt and insights from national and
international ART adherence communication initiatives to inform the development of the

Centre for Communication Impact’s ART adherence communication strategy / programme.

2. Theoretical frameworks and approaches to healthcare communication

According to Airhihenbuwa and Obregon (2000), effective communication strategies should
be grounded in sound theory. There is a wide range of health communication theories,
especially from disciplines such as social psychology and communication science that help in
predicting the relationship between interventions, including other factors/variables and HIV
outcomes. These help in understanding how, when and why people change their behaviour
and thus help inform at what point of intervention it is best to target a message. They also
enable the identification of actions needed to influence behaviour change and the factors
that hinder or promote these changes. These theories therefore help to shape the
conceptualisation of effective communication intervention activities. This section discusses
the communicative ecologies theory as a framework that looks at the range of communication
tools available in a given community. It then discusses the meta-theory of health
communication which shows how a communicative strategy can influence adherence by
having an effect on a set of ideational factors. The section also considers the social and
behavioural change communication which looks at how communication can influence a
change in behavioural patterns, and in turn adherence. Lastly, the section looks into cognitive
and stage step theories which explain how people’s beliefs can influence certain changes in

behaviour.
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2.1 Communicative ecologies

An effective communication strategy needs to be based on evidence of available information
resources and practices in a community for which it is intended. The design of a
communication strategy can be informed by conducting a communication ecology
assessment of the targeted community, or one that is similar to it. The concept of
communicative ecology defines a number of mediated and unmediated forms of
communication existing in a community (Tacchi et al. 2003). Foth and Hearn (2007) conceive
communicative ecology as having three layers — a technological layer which consists of
technologies and connecting media that enable communication and interaction, a discursive
layer which is the content of communication available in the community, and finally a social
layer which consists of people and social modes of organizing those people. These three layers
converge in distinct and localized ‘communicative ecologies’ (Foth and Hearn 2007). The
communicative ecology does not ignore the context of the community in terms of who has
access to certain resources, power relations and the local economy. These are all important
factors when one wants to understand why certain mediums are used in specific spaces and

the personal role that the media come to play in people’s lives (Tacchi et al, 2007).

e The technological layer of communication

In the South African context, the technological layer of communication denotes the mass
media (print and broadcast media) and new media technologies (Internet and mobile phones)
available in communities. The mass media in South Africa, as a commercial enterprise, is
generally focussed on being highly corporate and commercialized. However for communities
where television broadcast is not accessible, community radio plays an important role as an
alternative source of information. In rural resource-limited areas community radio is less
costly and enables isolated communities to voice their own concerns, while they also get
informed. For example, the Africa Renewal Magazine, July 2005 shows that on air, ordinary
citizens discuss issues that are central to them, such as gender relations and combatting
HIV/AIDS, and hence are informative to listeners3. In terms of new media Mukund et al (2010)
shows that South Africa has one of the largest cell-phone coverages in the world, and people

use cell-phones as a daily communicative tool. In addition to personal mobiles, cell phone

3 http://www.un.org/africarenewal/magazine/july-2005/community-radio-voice-poor
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containers operated in spaza shops and individual homes are widespread across many
townships and rural areas (see Skuse and Cousins 2005, 2008). Because of their accessibility,
they are an ideal resource for health communication, and can also be relevant for ART
adherence communication. Statistics from Africa Renewal Magazine show that South Africa
has 128% of mobile penetration (active connections to population), with a total of 66.1 million
mobile connections (active sim cards)*. Because of their (cell-phones) accessibility, they are
an ideal resource for health communication, and present an opportunity for a wider reach for

ART adherence communication programmes that use cell phones as a communication tool.

e The social layer of communication

The social layer of the communicative ecology consisting of community organizations, rallies,
community meetings, social clubs (stokvels) and churches provides useful and alternative
communicative spaces where social networks are forged and strengthened. These forms of
unmediated communication (face to face/interpersonal communication not done through
any channel of media, as opposed to mediated communication which is done through
different form of media) play important roles in broader community struggles for social and
economic development (Chiumbu, 2010; Wilkinson, 2013). These kinds of social networks
that are already available in most South African grass-root communities can be tapped into
en as platforms for communicating HIV treatment adherence messages. Their value is that
they already have strong roots in the community and have insider perspectives of adherence
issues in their locality. Such community networks have already been used successfully in other
countries such as Malawi, as noted in Zachariah et al (2006) and South Africa (Wilkinson,

2013). Details of these studies are discussed in Section 4 below.

e Meta-Theory of Healthcare Communication

Another theory that is useful in conceptualising an adherence communication model is the

Meta-Theory as depicted in Figure 1

4 http://www.un.org/africarenewal/magazine/july-2005/community-radio-voice-poor
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Figure 1: Meta-Theory of Health Communication (Kincaid et al., 2012).

According to the multi-theoretical framework above, an adherence communication strategy
that incorporates resources such as promotion, dialogue, and advocacy among others, can
influence adherence behaviour through its effect on a set of ideational (psychosocial) factors
such as cognitive elements (e.g. beliefs), emotional factors like self-efficacy, and social
elements, e.g. interpersonal communication. Self-efficacy and social elements are key
theoretical constructs in behavioural sciences and are thought to influence all aspects of
human behaviour, including health-related behaviour (Bandura, 2006). When ideational
factors that are relevant to understanding HIV disease including the need for adherence to
ART are addressed, HIV communication programmes are more likely to have a positive impact

on health behaviours and ultimately on positive outcomes for ART.

The Metatheory subsumes an incorporation of social and behavioural change communication
(SBCC) in an adherence strategy. According to Sawers and Stillwaggon (2010) some of the HIV
prevention programmes in the Southern Africa Development Community (SADC) have been

successful in positively influencing behaviours such as condom use and HIV testing at
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population level, because BCC was a key component in these programmes (also see Kincad

2012; Sobane 2013).

2.2 Social and behaviour change communication

Social and behaviour change communication (SBCC), is an approach that has been used in
healthcare communication which involves the study and application of communication
strategies for promoting positive health outcomes (Kreps & Maibach, 2008). SBCC is
concerned with communication that takes cognisant of social determinants such as
knowledge, attitudes, norms and cultural practices. The approach thus uses mass media,
community-level activities, interpersonal communication, information and communication
technologies, and new media. In other words, SBCC adopts the communicative ecology

paradigm discussed above.

The SBCC approach evolved from the Information, Education and Communication (IEC) to
Behaviour Change Communication (BCC) to SBCC. IEC, a term used to describe “the strategic
and theoretically informed process of developing educational messages using a range of
media platforms to facilitate a desired behavioral or social change” ( Govender 2013: 1), was
developed in the early 1970s, when the use of mass media (most specifically radio drama)
was seen as a useful tool in disseminating health information. The use of mass media for
health communication or development communication more broadly, was based on the
modernisation approach that overlooked the complexities of culture and social relations that
were the fundamental cause of underdevelopment (Melkote and Steeves, 2001). The early
thinking on the use of mass media saw media as having direct, immediate and powerful
effects on behaviour change. This was premised on the belief that the mass media could
influence a very large group of people directly and uniformly by ‘shooting’ or ‘injecting’ them
with appropriate messages designed to trigger a desired response (McQuail and Windabhl,

1993).

The IEC approach assumes that people will follow health advice and adopt healthy behaviours

when they are provided with the “right” information. Its main weakness was that audience

were seen as ‘passive recipients’ of information. BCC went beyond just providing information,
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but focused on developing communication strategies which are appropriate to people’s
social-cultural settings.

This approach views audience input and feedback necessary for the design of campaigns. BCC
efforts, however, have focused on individual behaviour change (Story and Figueroa 2012).
SBCC expands BCC, recognizing the importance of acknowledging that change at the
individual level occurs within particular socio-ecological contexts. The communicative ecology
approach would then strengthen SBCC efforts as it allows for understanding of
communication as it interacts with structures that are mediated, informational, situational
and contextual in their respective environments (see Matthias 2011: 31). It is currently
accepted that successful behaviour change interventions are built on an understanding of the
complex social, cultural and economic factors that make up the multiple levels of causes of
health and health behaviour. In addition, Ganesh (2004) notes that good communication
strategies use concepts that range from psycho-social learning theories of role modelling
communicated via the mass media to the use of advocacy and social mobilisation. He further
elaborated that dialogue with, and active participation of individuals are essential elements
in communication for behaviour and social change. The SBCC approach places the emphasis
on participatory approaches, community engagement in defining issues and identifying
options for action. Due to the many phases through which it has evolved, and the lessons
learnt from each phase, SBCC is a valuable resource in informing the development of new
communication strategies. Its potential to facilitate participation of the targeted population,
and a consideration of social factors makes it an important tool to draw on in developing an

adherence communication programme.

Adherence communication draws a lot from SBCC because the aim is the same, which is, to
improve health outcomes. Literature explains adherence as the extent to which patients
follow medical instructions (WHO, 2003). The term “adherence” is more preferred in health
communication literature than “compliance” as it conceptualises a patient as participatory in
the decision-making process about treatment, as opposed to passively following the orders
of healthcare providers (Haskard-Zolnierek and Thompson, 2016). This subsumed patient
participation also embeds the visibility of the patient voice in the care process as noted in

Sobane and Magampa (2016), and therefore an aspect of communication.
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One of the significant predictors of adherence is effective communication because it
contributes to patients’ understanding of their illness and the risks and benefits of their
treatment (Di Matteo, 2009:1). Within the sphere of HIV and AIDS, good unmediated
communication between providers and patients has been found to improve adherence to ART
because it allows the provider to tailor the advice on issues such as: i) medication taking time,
and ii) appropriate lifestyle changes to the patient’s needs (Malta et al, 2005). Also, patients
who participate in decision-making regarding treatment often take some of the responsibility
and accountability for recovery, and hence of adherence (Bishop and Yardley, 2004,
Schoenthaler, 2009; Robertson et al. 2011). Patient participation in decision-making refers to
the presence of their voice in certain aspects of decisions about treatment, even though they
cannot make expert decisions, as noted in Sobane and Magampa (2016). It is evident from
this literature that a good adherence programme should illuminate patient participation in its

strategies.

2.3 Cognitive and Stage-Step theories

A number of social psychological theories have been at the forefront of research into
predicting and explaining health behaviours, including ART adherence. These theories can be
divided into two types, namely cognitive theories and stage-step theories. According to Rutter
and Quine (2002), cognitive theories are based on the assumption that a certain set of
perceptions or beliefs will predict behaviour and therefore provide continuum accounts of
behaviours (examples of such theories are discussed in detail below). Step theories, on the
other hand, assume that the individual is not on a continuum but at a ‘step’ or ‘stage’ with
each step representing a move forward towards achieving a desired behavioural outcome
(Rutter & Quine, 2002). Examples of cognitive theories are the Theory of Planned Behaviour
(Ajzen, 1980) and Health Belief Model (Becker 1974), while Stages of Change Model
(Prochaska & Diclemente 1983), constitutes an example of stage-step theories. All of these
theories are based on notion of social cognition, the central tenet of which is that people’s
social behaviour is best understood by examining their beliefs about their behaviour in a social
context (Rutter & Quine, 2002). In light of the importance of beliefs and perceptions in
predicting behaviour, it can be deduced that PLHIV’s beliefs and perceptions about HIV, AIDS

and ART will predict their adherence to treatment.

16



It there becomes imperative that prior to developing a communication strategy, an attempt
is made to establish people’s beliefs and perceptions about HIV and its treatment, in order to
be informed about what the likely behaviours that may arise are.

Drawing from these theories will therefore provide a theoretical basis to inform the
development of an inclusive communication programme that will provide information and
knowledge about adherence. It will also facilitate narrative change that will foster belief in
treatment and motivation to adhere, and helping patients to overcome barriers. This is in line
with O’Carroll et al. (2011) statement that interventions to improve adherence should target
patients’ beliefs about medication. In addition, the theories highlight the need for
interventions to be multifaceted in order to address issues related to treatment beliefs,

perceived barriers, and social support.

e The Theory of Planned Behaviour (TPB)

This is a modified version of the Theory of Reasoned Action (TRA) (Ajzen & Fishbein, 1980).
The TRA originally proposed that any intervention attempting to change behaviour should
focus on beliefs, as these influence attitudes and expectations and in turn influence intentions
and behaviours. It was then proposed that behaviours are not under ‘volitional control’ and
the model was re-visited and expanded to include ‘perceived behaviour control’ (Rutter &
Quine, 2002). The TPB follows the same reasoning as the TRA with the addition of ‘behavioural
control’ as a determinant of behavioural intention and behavioural change. According to the
TPB, the main determinant of behaviour is based on the person’s intention to perform that

behaviour, and intention is determined by three factors:

e Attitude to the behaviour: the balancing of the pros and cons of performing the behaviour
or the risks and rewards they associate with that choice. Horne et al. (2001) reported that
a lot of patients do not adhere to treatment because of a certain attitude towards the
medication, or the duration of the disease. However, if a patient is educated about their
disease as well as the treatment procedure, they will more likely adhere to the

instructions (Horne et al., 2001).

e Subjective norm: social pressure from significant others, for example peers, media or

family. Perceived subjective norms, on the other hand, are a person’s evaluation of others’

17



expectations of a specific behaviour (O’Boyle et al., 2001). Social pressure encourages
people to act in a socially desirable way which motivates them to comply with these social
expectations (Ogden, 2000).

e Perceived behavioural control: the perception that person has about their ability to
perform the behaviour (Ajzen, 1980). Perceived behavioural control refers to an
individual’s belief that he or she can engage in a specific behaviour and takes into account
both internal and external factors. Internal factors are the abilities, skills or information
that he or she possesses, whereas external factors are the opportunities or barriers that

he or she may experience (Ajzen & Fishbein, 1980).
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Figure 2: The theory of planned behaviour as applied in the context of ART adherence

In relation to adherence, attitudes towards behaviour include an individual’s beliefs about the
outcome of the behaviour and also evaluations of these outcomes (Saal, 2011). Attitudes
towards ART adherence, on the other hand, refer to an individual’s evaluative opinions, which
can be either negative or positive, of the outcome of behaviour (Ogden, 2000). According to
Horne et al. (2001), a positive attitude towards behaviour is related to its practice, whereas a
negative attitude is not. For instance, it was found that negative attitudes toward ART are

related to non-adherence among HIV positive patients in the United States (Viswanathan,
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Anderson, & Thomas, 2005). Similarly, Horne et al. (2001) reported that a lot of patients do
not adhere to treatment because of a certain attitude towards the medication, or the
duration of the disease. However, if a patient is educated about their disease as well as the
treatment procedure, they will more likely adhere to the instructions (Horne et al., 2001).
Perceived subjective norms, on the other hand, are a person’s evaluation of others’
expectations of a specific behaviour (O’Boyle et al., 2001). Social pressure encourages people
to act in a socially desirable way which motivates them to comply with these social
expectations (Ogden, 2000). Perceived behavioural control refers to an individual’s belief that
he or she can engage in a specific behaviour and takes into account both internal and external
factors. Internal factors are the abilities, skills or information that he or she possesses,
whereas external factors are the opportunities or barriers that he or she may experience

(Ajzen & Fishbein, 1980).

e Health Belief Model (HBM)

This theory proposes that a person’s behaviour can be predicted based on how vulnerable
the individual considers themselves to be. ‘Vulnerability’ is expressed through risk
(perceived susceptibility) and the seriousness of consequences (severity), which need to be
considered before a decision can take place. In addition to this, self-efficacy, defined as a
person’s perceived confidence of their ability to perform that behaviour, is also a predictor
of behaviour. Underlying all of this are four factors that need to take place for behaviour
change to occur. These are demographical, sociological, psychological, and structural
factors. This model, and elements from it — particularly ‘perceived barriers’ and ‘perceived
susceptibility’ — has been used to predict preventive health behaviours (Naidoo & Wills,
2000) and sick role behaviours (Janz & Becker, 1984). In developing the CCl communications
programme these elements can be drawn on to provide a framework of factors that pre-
determine the potential for non-adherence, so that such factors can be addressed in the

communications programme.
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Figure 3: The Health Belief Model (HBM)

Source: Hausmann-Muela, Muela, Nyamongo, and Mills, 2003

Afe, Motunrayo, and Ogungbade (2017) conducted a cross-sectional study to explain the
dynamics of HAART adherence among Nigerians living with HIV/AIDS using the Health Belief
Model (HBM). They found that the Health Belief Model (HBM) components such as the belief
that i) adherence to Highly Active Antiretroviral Therapy (HAART) improves a HIV patent's
health condition, ii) adherence to HIV medication is feasible in the Nigerian context, iii) refusal
to adhere to HAART is a serious health risk for the HIV patient, iv) non-adherence to HAART
is life threatening for the HIV patient, v) non-adherence to HAART can lead to AIDS faster), vi)
the consequences of non-adherence to HAART are severe , all show significant statistical
association with HAART adherence.

Based on this, they concluded that the Health Belief Model was most suited to explaining or
predicting patterns of HAART adherence behaviour among Nigerian PLHIV. In terms of the
HBM therefore, ART adherence behaviour is informed by the subjective belief that HIV poses
a threat to the person’s well-being, and that adherence to ART would be effective in
mitigating that threat. Put differently, the belief in the personal threat of HIV combined with
the belief that adherence to ART will be effective in combating that threat, is likely to promote

ART adherence.
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A communications programme for adherence should therefore strengthen these beliefs in
order for PLHIV to understand their vulnerability, and be motivated to take action by adhering
to medication, so that they can reap the perceived health benefits. The theme of vulnerability
and the need for action should therefore be clearly articulated in the messaging. For a

schematic representation of this, see figure 2.

e Stages of Change Model

This is a cyclic model that suggests that people change their behaviour at certain stages in life,
rather than making one major change (Prochaska & Diclemente, (1983). It is based on the
assumption that people are at different levels of readiness to change, and during the change
process they move through a series of stages. People move from pre-contemplation; (not
ready to change), to contemplation; (thinking of change), to preparation; (getting ready to
change), to action; (performing the change), to maintenance; (continuing the change), to
relapse; (abandoning changes and reverting to former behaviours) (Prochaska and

Diclemente, 1983).
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Figure 4: The stages of change model (adapted from Prochaska & Diclemente, 1983)
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In order to assess the degree of readiness for HIV infected patients that were on treatment
and evaluate factors potentially influencing readiness, Sodergard et al. (2016) administered
The Wiley’s 2-item readiness assessment, which categorises patients in either of the five
stages of change. Patients who were catogorised as in the action or maintenance stage were
found to be most ready to adhere to medicines compared to those who were in the other
stages. This suggests that while the initiation of ART is extremely important, follow-up and
motivation throughout treatment is also important to ensure good treatment results

(Sodergard et al, 2016).

Measures of the stages of change have been validated among patients who were newly
initiated on ART (Willey, Redding, Stafford, et al (2000); and have also shown to predict viral
load in a small prospectively followed sample of HIV positive women (Highstein, Willey, &
Mundy, 2006). In addition to this, the stages of change model may function as a screening
tool for clinicians to discover patients at-risk of lower adherence (Genberg, Lee, Rogers,

Willey, & Wilson, 2013).

The frameworks and approaches presented above point to a need to first understand the
context specific aspects of a particular community or population group, before one designs a
communication strategy. They also provide inclusive frameworks that will ensure ownership
of a communications programme by targeted users. This seemingly bottom-up approach to
communication is more likely to be received positively by the users than a top-down

approach.
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3. Communication and Barriers

3.1 Characteristics of an effective communication strategy

In developing a communication strategy it should be taken into account that such a strategy
usually has two main aspects namely, formal aspects and content. Formal aspects of
communication are concepts such as message framing by the designers or developers of the
messages, and the language used in developing these messages. According to Garcia-
Retamero and Cokely (2011) message framing in health information can adopt a gain frame
in which messages are designed in a way that they emphasise the benefits afforded by
adopting particular health behaviours, or a loss frame in which messages are designed in a
way that emphasises the costs associated with failing to adopt health behaviours. In a study
done by Zhao et al (2012 to investigate the effect of message framing in adherence-promoting
communication targeting patients with chronic diseases, it was found that messages that
have been designed with a gain frame, emphasising the benefits of treatment taking and
adherence, were more easily accepted than those with a loss frame. With regards to language
use, it is important that the strategy uses jargon-free language, and explain instructions to its

beneficiaries in a simple manner (Brincat, 2012).

Brincat (2012) notes that message content is very important in communicating with patients
both during provider-patient engagements and in other forms of healthcare communication.
One of the issues to be considered when communicating about health issues is that
information content should preferably be “discussed”, and not be “just presented or given”,
and it should take patients’ beliefs and culture into account (Brincat, 2012; Malta et al, 2005).
Secondly, in order to modify behaviour, healthcare providers and other health
communicators should refrain from taking on a “business-like” persona, and take a more
friendly and invested approach in communicating with those whose health behaviour they
seek to influence (Brincat, 2012). Service providers should use simple language to ensure that
patients understand instructions clearly and correctly. As demonstrate by Brincat (2012),

encouraging patients to ask questions resulted in greater patient satisfaction (Brincat, 2012).

23



A good communication strategy acknowledges the need for different communication
messaging and strategies for different patient populations and conditions. This means
communication tools and resources should be designed according to disaggregation based on
specificities of socio-demographics of targeted population groups particularly age and gender
(Dodds et al, 2003, Brincat 2012, Zhao 2012). In a study conducted by Dodds et al. (2003)
among adolescent women who receive HIV treatment and care at the University of Miami,
Jackson Memorial Medical Center, it was shown that the youth had unique complex factors
that are gender specific and that this determined retention in care and adherence to
treatment. In this study some of the gender specific barriers to adherence were found to be
pregnancy and having to take care of one or two children. The economic burden of having to

take care of children sometimes impeded their access to care.

This is consistent with the findings from Bernays et al. (2016) who conducted a multi-country
study that included the UK, Ireland, Uganda and the USA in 2011, as well as a study done by
Ankrah et al (2016) in Ghana that all showed that adherence barriers to treatment were
unique and had to be addressed through an approach that targets their age. Bernays et al
(2016) established that young people’s adherence to treatment was impeded by clinicians’
lack of empathy; lack of clinicians’ acknowledgement that adherence can be affected by
factors beyond an individual’s control and scolding for being irresponsible. Ankrah et al.
(2016) identified general anxiety characterised by fear of disclosure and of taking treatment
at home by the youth, as a barrier. Bernays et al. (2016) recommends a solution of improving
clinical communication by introducing adherence communication that appreciates the wider
implications of being on ART, and which acknowledges that adherence in the youth’s case can
be affected by periods of transition, schooling and changes in household composition due to
family problems or additions. In addition to clinical communication Ankrah et al. (2016)
recommend encouragement of support from parents (both financial and social) by reinforcing
family closeness, cohesiveness, and problem-solving skills with adolescents.

Gender equity plays an important role in the success of SBCC programmes, therefore
interventions or programmes that are gender blind may be ineffective or fail. As an example

of a gender sensitive initiative, the Health Communication Capacity Collaborative (HC3)>, a

Shttps://healthcommcapacity.org/technical-areas/family-planning/gender/
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global project funded by USAID and led by Johns Hopkins Center for Communication Programs
developed gender transformative tools that integrate gender and gender constructs into
SBCC. The Gender Guide for Health Communication Programs® developed by this project
shows that to develop a gender sensitive health communication programme, there is a need
to conduct an in-depth study of the health concerns of men and women, their communicative
practices and tools they have access to, prior to developing the programme. This then informs
the development of messages that target concerns of each gender. It should be noted
however that integrating gender into an SBCC health programme is not always easy,
especially if the programme is not designed to specifically address gender equality and
transformation (Martin 2016), which may be the case with a number of HIV adherence
programmes. Gender dynamics affect adherence to ART in different ways for women and
men. For example, women may have heavy household workloads that make it more difficult
for them to take their medications on time. In other instances, women, for fear of violence,
might not disclose their HIV status to their spouses, thus making adherence difficult. In a study
in Njombe District of Njombe Region, Tanzania conducted in 2015 on how gender affects
adherence to ART, Kahamba et al (2017) found that women were less likely than men to
consult their spouse/partners before getting tested. In addition, women, especially married
ones, were more likely to face social problems, including stigma, when disclosing their HIV
status to their partners. These dynamics affected women’s next phase of living with HIV and

had a negative impact on ART access and adherence to services (Kahamba et al 2017).

Beyond youth and gender-based approaches, intersectional approaches are slowly gaining
popularity in health communication initiatives. The term “intersectionality” was coined by
Kimberlé Crenshaw in 1989 to denote approaches that move beyond single categories of
analysis (e.g., sex, gender, race, and class) to consider simultaneous interactions between
different aspects of social identity (e.g., race, gender, class, ethnicity, sexuality) as well as the
impact of systems and processes of oppression and domination (Hankivsky et al 2009). For
example, in the USA, in health interventions among African American women,
intersectionality is increasingly being adopted as a new paradigm “which seeks to counteract

one and two-dimensional approaches by bringing to the fore the complexity of social

6 https://www.thehealthcompass.org/sbcc-tools/gender-guide-health-communication-programs accessed on
03/12/2017
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locations and experiences for understanding differences in health needs and outcomes”
(Hankivsky et al 2009). This approach is relevant in the South African context, where there is
a history of deep-seated divisions and inequalities based on race, class, culture, income,
education, age, ability, sexual orientation and ethnicity. In designing SBCC in health
interventions and communication strategies such as adherence communications in South
Africa, there is therefore ideally a need to consider all these factors. It should however be
noted that such initiatives require an investment of ample resources that are often not
available in developing countries such as South Africa, but the costs certainly outweigh the

benefits of this approach.

Adherence campaigns targeted at specific populations are also supported by Nieuwlaat et al
(2014) who suggests that the most effective intervention are those tailored towards
contextualising the intervention to a specific patient. A qualitative study done by Rochon et
al (2011) came across five constructs in HIV patients’ adherence communication: cultural
beliefs and language stigma, cues to action, self-efficacy, and mood state. Based on their
findings, they are developing an adherence-related social marketing campaign. Blake et al
(2010) suggests that “tailoring” is the most effective tool in adherence communication and
has developed an automated telephone call reminder tailored to each patient’s medication,
serving those patients with lower literacy levels. The correlation between adherence and
literacy has been established in previous studies such as Kalichman et al. (2008) who observed
that participants with lower-health literacy also demonstrate poorer adherence compared to
participants with higher literacy. A distinction is made between general literacy which refers
to the ability to read and write, and health literacy which is defined by Sgrensen et al. (2012)

as the ability to:

i) place one's own health and that of one's family and community into context,

i) understand which factors influence health,

iii) know how to address such factors,

iv) being able to take responsibility for one's own health as well as one's family health

and community health.
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According to Pignone et al. (2006) adherence involves optimal self-care and low general
literacy limits the ability of the patient to acquire optimal self-care knowledge and skills,
because acquiring such skills may require processing a great deal of sometimes complex
information. Such information is often not provided in easy-to-understand formats.
Kalichman et al. (1999) shows that inadequate health literacy in particular compromises a
patient’s ability to fully understand the health condition and the value of adhering to
treatment. In order to assist low general literacy patients to understand health
communication some communication programs have used pictographs, which are
pictures/graphs that are used to simplify jargon-laden medical terms. (Finocchario-Kessler,

2012). This facilitates health literacy and thus adherence.

3.2 Barriers to effective communication
Barriers to non-mediated healthcare communication can be between providers and patients,

and since part of the CClI mentorship programme uses this kind of communication between
mentors and mentees, it is not necessarily an exception. A study done in Rio de Janeiro
(Malta et al, 2005) explored the barriers to effective communication between healthcare
providers and HIV positive patients from the perspective of the providers. Some of the

barriers that were identified in this study were:

J Heavy workloads resulting on insufficient time to discuss HIV and adherence with
patients
) Doctors found it difficult to discuss treatment adherence with patients because they

lacked counselling skills and they also felt that they were invading patients’ privacy by
asking too many questions about adherence, and they felt they had poor
communication skills, sometimes adopting judgmental tones with patients. They thus
avoided discussing adherence with patients and instead referred patients to other
health professionals such as nurses and counsellors. This observation has been made
in other countries like Lesotho (Sobane, 2013) and South Africa (Deumert, 2010). This
is a useful approach when such counsellors and nurses have been trained and

equipped with communication skills to do proper patient counselling. As noted in
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Zachariah et al (2006) it becomes very useful to use community counsellors in cases
like this because they know and understand contextual factors that are likely to impact
adherence in that specific community. As an additional solution, Malta et al. (2005)
suggest that doctors should be communication trained in order to improve their
communication skills as part of their medical training.

J Doctors did not freely discuss the adverse effects of the medication because they did
not want to “scare” their patients

J In this study, doctors acknowledged that not understanding the patient’s lifestyle,
beliefs and conceptions about the severity of their disease were potential barriers to
adherence. Ludwick and Silva (2000) recommend learning as much as one can about

the language, customs, beliefs and values of their patient populations.

They further recommended understanding of non-verbal communication for all healthcare
service providers and communication agencies that are involved in health communication.
This is not different from what has been acknowledged by doctors in the South African context
(for example in Deumert 2010). The extent of cultural and linguistic diversity in South Africa
makes it more critical to incorporate intercultural communication training in the curriculum
in medical schools to improve communication with patient. As another way of facilitating
intercultural healthcare communication interpreters are in some cases used. Research on
medical interpreting, for example, Rosenberg et al. (2007) and Bezuidenhout (2008) is
coherent in acknowledging the value of interpreters in enhancing communication between
healthcare providers and patients in linguistically diverse contexts (Meeuwesen et al., 2009).
In some cases interpreting is done by informal interpreters who are not a formalised part of
health care institution, but perform their role on the basis of need such as family members
who have accompanied the patient, cleaners at the healthcare facility and nursing staff
(Meeuwesen et al. 2009; Poschhaker, 2000, Killian et al. 2014). These interpreters are useful

as cultural communicators and brokers.
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A multi-country qualitative study on young people living with HIV and AIDS conducted in the
UK, Ireland, Uganda and the USA in 2011, as reported in Bernays et al. (2016) presented data
regarding disclosure and information about HIV by young HIV patients. According to this
study, young people were reluctant to voice their adherence difficulties in the context of their
relationships with clinical care teams. The main reason put forward was that there were
reports of being previously scolded by health care staff and carers when they did not take
their pills. The overall tone of reproach, and the blame for their individual failure to adhere
was a common feature of the narratives of these participants. Also prevalent in #s Zimbabwe
and Uganda, was pressure on young people to maximise benefits of available ART. This was
done by emphasising their need to be grateful for the care they receive, but also to be mindful
of the many peers who lack access to the same life-saving drugs, by the clinical staff. This
raises pertinent issues about the need to establish and maintain good relationships between
healthcare providers and PLHIV. This is also relevant and significant for the CCl mentorship
programme which is based on the relationship between mentors and mentees. Some studies
have suggested disclosure to peers, support groups or lay health workers in such cases as

discussed in detail in section 5.1 below (Zachariah et al. 2006; Gusdal et al. 2011).

3.3 Barriers to ART adherence
To develop an effective adherence communication strategy, there is a need to first

understand some barriers that have been identified in the literature. Past literature has
identified and grouped economic, psycho-social and physical factors as some of the barriers

to treatment adherence.

Among the economic factors, unemployment has been cited as one barrier to treatment
adherence. Patients who do not have money for transport to go and collect their medication
from health care facilities may end up missing on their prescribed medication because their
medical stock had run out (Loeliger et al. 2016). Unemployed patients may not have enough
money to buy appropriate nutritious food that should go hand in hand with treatment
including HIV treatment. In a study done in the USA, respondents who were food insecure did
not adhere to treatment guidelines because they lacked food which was required when taking

the medication (Kalichman et al, 2016).

29



The same barrier has been identified in South Africa case as food security has been highlighted
as a challenge in PLHIV adhering to treatment (Hodgson et al., 2014). According to Heise et
al. (2013) cash transfers, which refers to providing cash to vulnerable groups, can offset the
effects of unemployment and serve as a resource to facilitate adherence. A technical note
prepared by the Livelihoods & Food Security Technical Assistance (LIFT Il)7 also notes that
linking cash transfers to adherence to antiretroviral therapy (ART) and retention in care
provides an opportunity to reach those that are mostly in financial need and whose economic

situation compromises adherence.

Stern et al.’s (2017) study conducted in Khayelitsha reported that substance abuse was a
psycho-social barrier to ART treatment. PLHIV who abuse alcohol and drugs did not always
follow treatment as instructed. These results are consistent with the findings of Merlin et al.
(2012) who reported that patients who engaged in substance abuse have twice the chance of
poor adherence to ART than those who did not engage in it. According to Loeliger et al. (2016)
and Michel et al. (2013) since substance abuse can be a form of “escapism” from the reality
of one's HIV status, HIV/ART interventions must be modified to better address substance

abuse, mental health, and other medical co-morbidities.

The fear of social stigma associated with disclosing one’s HIV status was another factor that
hinders treatment initiation and adherence. This observation is consistent with one made by
Zachariah et al. (2006) who established that stigma and discrimination towards PLHIV was still
common. In a study conducted by Masquillier et al. (2016) in Mitchell’s Plain/Klipfontein
Township which they describe as an “impoverished and densely populated area on the
periphery of Cape Town”, it was reported that stigma creates a certain level of silence about
the disease from households with PLHIV. As a result it made it difficult for PLHIV to get support
from their families and to initiate or adhere to treatment. Zachariah et al. (2006) also notes
that stigma made it difficult for interventions to be implemented because it compromised
people’s willingness to be associated with HIV related interventions. Brown et al. (2003)

report on educational intervention to offset stigma, composed of:

7 LIFT Il is a PEPFAR-funded Associate Award under the FIELD-Support LWA, a cooperative agreement between
USAID’s Microenterprise and Private Enterprise Promotion Office and FHI 360 and its consortium of 24
development partners
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i) Information-based approaches in which the information is delivered through a variety of
channels including advertisement, leaflets, information packs, videos or presentation in a
class or lecture. The content generally includes factual description of HIV/AIDS and
emphasise that PLHA are not to blame for being infected and that they should be accepted
into the community.

ii) Skills-building approach aimed to teach participants skills for diffusing conflicting
situations when confronted with a situation where they have to mitigate conflict around

stigmatizing PLHIV.

Brown et al. (2003) shows that a small group of university psychology students in the United
States, who had been exposed to these kind of interventions showed an increase in tolerance
toward PLHIV and a reduction in stigmatizing attitudes. This is because the intervention

provided information coupled with practical skills that facilitated non-stigmatising behaviour.

Other barriers to adherence are of a structural and systemic nature and are related to lack of
resources in healthcare facilities. In a study conducted by Loelinger et al. (2016) among
Community Healthcare Workers (CHWs) and PLHIV, it was established that the shortage of
human resources resulting in high workloads, and in some cases, inadequate infrastructure in
the public healthcare facilities resulted in long queues that deterred PLHIV from adhering to
treatment. Similar findings were reported by Coetzee (2011) who observed that over-
crowding in public clinics and hospitals had a negative impact on retention on treatment.
Research conducted by Stern et al. (2017) in Khayelitsha highlighted the lack of resources in
clinics and hospitals as a barrier to adherence. Patients complained about instances of stock

running out in rural clinics which compromises their adherence to treatment.

In another study conducted in the rural areas of Bushbuckridge, CHWSs reportedly
experienced lack of, or limited access to formal training and education needed to assist PLHIV
(Zulliger et al, 2014). While some CHWs had improved their communication skills because
they had prior experience gained in previous jobs, others lacked these skills because they had

limited or no training on skills to provide ART support (Zulliger et al, 2014).
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This compromises the extent to which they can be efficient in helping patients to understand

the need to adhere to treatment.

Initiatives to address these problems should alse take into account the value of an inclusive
and effective communicative strategy that will facilitate improved adherence outcomes. Such
a communication strategy should be conceptualised with a clear understanding of the
complex nature of barriers, and acknowledgement that communication is only one factor that
can improve adherence trends, amidst a range of other possible solutions. An important step
in such initiatives is to learn from the successes and failures of past initiatives, therefore in
the next section the literature reviews some of the HIV communication related resources and

programs that the CCl could draw from.

4. Successful adherence programmes, ART resources and information sharing
practices and communication tools

4.1 Adherence programmes in the Global South

While the benefits of HIV Antiretroviral Therapy (ART) are well established, its success and
long-term effectiveness require high levels of adherence, which is often challenging, and not
accomplished by some patients (Paterson et al, 2000). Encouraging all patients to adhere to
treatment and making sure that they are retained in treatment requires ample collective

interventions including effective communication.

Most of the communication campaigns around HIV have focused on the BCC emphasis on
curbing new HIV infections. Campaigns around adherence have often taken an approach of
using community based approaches, however Ancheta et al. (2016) shows that very little is
known about the effect of community versus health facility-based interventions in improving

and sustaining antiretroviral therapy (ART) adherence.

In a systematic review comparing community interventions and health facility-based
interventions, Nachega et al. (2016) established that participants assigned to community-

based interventions had statistically significantly higher rates of treatment engagement.
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Community-based ART delivery models were also found to be cheaper and cost-effective, and
also more accessible compared to facility based ones. Nachega et al. (2016) concludes that
community- versus facility-based models of ART delivery resulted in at least comparable
outcomes for clinically stable HIV-infected patients on treatment in LMICs and are likely to be

cost-effective.

The successes of community based interventions in reducing HIV infection rates, and
facilitating adherence have also been reported in countries such as Thailand (see Nelson, et
al. 1996), Ethiopia and Uganda (Gusdal et al, 2011). In Uganda and Ethiopia an adherence to
ART community based programme was implemented in both countries for a cohort of HIV-
infected people. The programme in both countries involved home-based care in which HIV
and AIDS care, prevention, and support services were provided to enhance adherence in rural
vulnerable communities. Eligible PLHIV were those with advanced HIV or a CD4-cell count of
less than 250 cells per uL. Adherence interventions in particular included group education,
personal adherence plans developed with trained counsellors, a medicine companion, and
weekly home delivery of antiretroviral therapy by trained lay field officers. The positive results
of this programme demonstrated that good adherence and response to antiretroviral therapy
was achievable through a home-based AIDS care programme in a resource-limited rural
African setting. The particular strength of this approach was that it reduced the burden of
travel for PLHIV and it provided a peer-supporter, which is a useful resource in encouraging
adherence.

In the same programme peer counsellors who were facilitators of adherence, played an
important role by acting as role models, raising awareness, and being visible in the
community. These acted as a bridge between the health care system and patients. Peer
counsellors from the local community provided patients with an opportunity to individually
talk to someone who was also living with HIV, who had a positive and life-affirming attitude
about their situation, and were willing to share personal stories of hope when educating and

counselling their patients.

In retrospect, peer counsellors in both Uganda and Ethiopia also found reward in helping
others while at the same time acknowledging their limitations and need of support and

remuneration. The main challenge was that their role and function were not clearly defined
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within the health care system hence they received negligible financial and organizational
support. Another challenge with this approach was that while it reduced costs for PLHIV, costs
and logistical support needs were transferred to the implementers, implying that the cost

would be incurred at to the national level if the programme was rolled out nationally.

Another successful programme was implemented in rural Malawi (Zachariah et al. 2006). In
this programme community involvement was initiated to assist in the fight against HIV/AIDS
and tuberculosis (TB) in a rural district in Malawi in 2003. Local community members provided
voluntary counselling and HIV testing (VCT) as lay community counsellors. These community
members provided care and support to 5106 HIV-positive individuals, and the programme
significantly improved trends in testing and adherence. The successes of these programmes
were attributed to the fact that these community volunteers were able to play an important
role in reducing community stigma associated with HIV/AIDS and TB. Because of their insider
perspective, they were able to effectively interact frequently with household members as well
as religious and traditional leaders, and they invariably increased community awareness.
Through their activities, and particularly by providing care within homes, they were able to

positively solicit family support for individuals under their care.

Another approach bringing services to the clients was the US Center for Disease Control and
Prevention (CDC) and AIDS Support Organization (TASO) led programmes in rural Uganda
which had success in the treatment of hundreds of HIV-infected individuals, largely in their
own homes (Apondi et al. 2007). Called the Home-Based AIDS Care Project (HBAC), it included
a weekly home visit by a medical field officer and a basic package of medical services for
affected individuals' families. At the weekly visits, the field officer would deliver antiretroviral
treatment, perform a pill count, provide adherence support, administer a questionnaire to
assess drug failure or toxicity, and collect necessary specimens and measurements. In
addition to this, adherence was supported by a volunteer "medicine companion" and support
groups. Anecdotal evidence suggested a dramatic improvement in the health of the
participants involved in the programme and a significant reduction in AIDS-related deaths in

the rural community in which they lived (Apondi et al. (2007).
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In South Africa Peltzer et al. (2012) assessed the effectiveness of an ART adherence
intervention programme implemented in a hospital in Kwazulu-Natal. The intervention was
comprised of three information-sharing group sessions facilitated by a trained lay health
worker from the local community in the Ladysmith hospital in Kwa-Zulu Natal. The aim of this
intervention programme was to improve adherence to antiretroviral therapy (ART) in a cohort
of HIV-infected adults. They discovered that there was a significant improvement in ART
adherence and CD4 count among people involved in the programme. They therefore
concluded that lay health workers may be a useful resource to enhance adherence in

resource-constrained setting.

The ART-adherence club model (Wilkinson, 2013) provides patient-friendly access to
antiretroviral therapy (ART) for clinically stable patients to reduce waiting times experienced
at most health facilities. In this program ran in Khayelitsha, patients were allocated to an ART
club, and club members met as a group either at a facility or a community venue for less than
an hour every two months. Group meetings were facilitated by a local lay club facilitator who
provided a quick clinical assessment, provided referral where necessary, and dispensed pre-
packed ART. The programme resulted in increasing clinical human resources for new patients
and those who were clinically unstable thus reducing the burden on healthcare facilities.

It also encouraged retention in treatment since these patients did not have to wait in long
gueues. In another study which looked into the effectiveness of the adherence in Khayelitsha,
Luque-Fernandez et al. (2013) found that participation in adherence clubs was associated
with viral suppression and increased CD4 count. These findings are corroborated by Grimsrud
et al. (2015) who found that after 12 months of implementation, only 6% of patients were
lost to follow-up (LTFU) and fewer than 2% of patients experienced viral rebound. The success
of the clubs is attributed to peer counselling and the value of talking to someone who is in

the same position as PLHIV.

Apart from community based care programmes, there have been programmes that focus on
multimodal communication and information dissemination. According to Kress (2009)
multimodality is an approach that uses different modes to communicate. A specific regional
example is found in the work of Sobane (2012) who reported on the activities of Phela Health

and Development Communications (PHDC), an NGO which distributes BCC information on HIV
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and AIDS in Lesotho. The program adopted multimodality in its community campaign. PHDC
produced a combination of print, radio and television materials that are targeted at Lesotho
citizens above 18 years of age. This approach became successful because of two factors.
Firstly it used multi-media to make sure that information is accessible to all, and secondly
because the information did not assume a blanket approach but disaggregated messaging by
age groups and was thus age appropriate. An important lesson about the PHDC is the use of
different modes of communication because it makes it possible for the programme to be
inclusive and cater for the needs and preferences of a wider range of people. For example,
for some people messages in the audio-visual mode are appealing while for others literary
texts are more appealing. Another lesson is the use of age specific messaging in developing a
programme. This ensures that messages are commensurate with the targeted age groups and

are understood by them.

This section has discussed a range of adherence programmes detailing some of the success
factors and lessons that can be learnt from them. One of the lessons to be learnt in these
programmes is that there is value in adopting an approach that uses the local community as
a resource. With adequate training community health-workers become useful in unpacking
the complexities of the treatment using lay language and with the added benefit that they
are likely to have cultural sensitivity. They are also able to contextualise treatment issues in a
way that can be understood and accepted by those they serve. The studies also reflect the
importance of targeting information to specific groups and of being innovative in

communication to ensure that the model is inclusive.

4.2 HIV related communication resources and tools
Communication about HIV is viewed as complex by many scholars (see for example, Ajoulat,

2002; ljadunola et al. 2007; Anthonissen and Meyer, 2008; Sobane, 2015). One of the reasons
for this is that it entails topics that people are often reluctant to talk about, and that are in
some cases culturally sensitive. Some of these topics are issues of sexuality, sexual health and
practices (Helleve et al. 2009); and the prospect of death since some people still associate HIV
with a possible near-future death (Ajoulat, 2002; ljadunola et al. 2009). This complexity is to
be taken into account in developing communication initiatives meant to improve initiation of

and adherence to ART.
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Health communication in countries of the Global South, following changing patterns in
development communication, has shifted from mass media to participatory, dialogical
processes of communication. There has been a transition from targeting individual behaviour
change to social change (Govender 2010). Across the globe, communication initiatives in
health behavioural change interventions recognise the need for systematic and socio-
ecological thinking which recognise the fact that “individuals and their immediate social
relationships are dependent on the larger structural and environmental systems: gender,
power, culture, community, organization, political and economic environments” (The Manoff
Group 2012: 4). Novel interventions to improve engagement are therefore necessary to
ensure medical adherence, improve long-term outcomes, and reduce HIV transmission. There
are a number of innovative communication strategies that have been successfully employed,

especially in developing countries, to improve adherence to HIV treatment.

e Narrative approaches

Narrative approaches to health communication are interested in the role of story-telling in
conveying health information and promoting health behaviours. Narrative communication is
context-dependent because it derives meaning from the surrounding situation and provides
situation-based stories that are a pathway to processing story content (Lee, Fawcett & De
Marco 2016). These approaches are emerging as a promising set of tools for motivating and
supporting health behavioural change. Narratives are intrinsically persuasive, which offers
health communicators tactics for persuading otherwise resistant audiences (Dahlstrom 2014).
Their importance lies in the fact that narrative communication is the basic mode of human
interaction. We use it in our day-to-day lives, in policy or political communication and in
journalism. Narrative forms of communication include use of entertainment-education,
story-telling and testimonials. The most dominant form of narrative used in health
communication in the Global South is the Entertainment-Education (EE), an intervention that
uses entertainment and popular culture to promote behavioural change. EE has been defined
as “the process of purposely designing and implementing a media message to both entertain
and educate, in order to increase knowledge about an issue, create favourable attitudes and

change overt behaviour (Singhal and Rogers 1999, cited in Govender 2013: 1). This form of
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health communication has over the years moved from the didactic radio or TV drama such as
Soul City, to gripping popular media texts such as Shuga (Nigeria, Kenya and South Africa) and
Intersexions (South Africa). Shuga, a form of EE, used a multi-media approach and the
message of the drama series is repurposed in other communication platforms such as social
media, internet, radio and TV talk shows. The funders and producers of Shuga state that they
seek to strike a chord with young people and provoke a significant “shift in their attitudes and
behaviour towards sexual health and associated public health issues. Combining these
messages with stylish production, poignant storylines, believable characters and world class
acting allows Shuga to sweeten the pill and make an impact where other campaigns may have

failed to resonate in the past”.

Successful health communication campaigns that have used the narrative approach employ
culturally tailored narratives to depict experiences of individuals modelling health risk
reduction behaviours.

The use of role model stories is increasingly becoming appropriate for adaptation in the
development of health communication interventions. This approach is primarily based on
social learning-cognitive theory (Bandura, 1986) wherein role model stories combine
experiences of a “model” individual in a narrative format that incorporates cultural values,
language, and local relevancy for targeted communities. Role model stories share information
in “a non-threatening manner by fostering identification with story characters and
experiences, engaging recipients with storyline messages, appealing to personal values and
interests, reducing counterarguments against key messages, and improving information

retention” (Hinyard & Kreuter, 2006, cited in Berkley-Patton 2009: 2-3 ).

e MHealth Interventions

Over the years mobile phones have been used in health intervention programmes. The use of
mobile phones for health awareness is called mHealth. The World Health Organisation in its
report “mHealth New horizons for health through mobile technologies” (2011) identifies
several categories of mHealth such as health call centres, mobile telemedicine, appointment
reminders, community mobilization and health promotion, mobile patient records,

information access, patient monitoring, health surveys and data collection, surveillance,
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health awareness raising, and decision support systems. mHealth especially in the area of HIV
and AIDS is growing in Africa. According to Klasnja and Pratt (2012), mobile technology is a
particularly attractive tool for delivering health interventions, due to: (1) its widespread
adoption and potential for powerful technical capabilities; (2) the tendency to carry mobile
phones everywhere; (3) people’s emotional attachment to phones; and (4) the context-
awareness features of mobile phones that allow for personalisation (p. 185). In particular,
texting is an effective way to educate and support underserved and diverse populations due
to its mass reach and relatively low cost (Fjeldsoe, Marshall, & Miller, 2009). For health
purposes, texting can be used to (1) enhance health service provision (i.e., appointment
reminders, vaccination reminders); (2) distribute mass health education messages (i.e.,
disease outbreaks); (3) encourage better disease self-management practices; and (4) deliver
personalised health promotion interventions (Fjeldsoe, Miller & Marshall, 2012, p. 168).
Studies elsewhere have also found that mobile phones have advantages when used in health
programmes for youth, as youth in general are responsive to and excited about using new
technologies.

A growing number of studies in the United States, for instance, have evaluated the impact of
mobile text messaging on health outcomes, such as smoking cessation and physical activity

(e.g., Rodgers et al., 2005, Fjeldsoe, Marshall, & Miller, 2009).

The recent explosion of mHealth applications in the area of HIV care has led to the
development of mHealth interventions to support antiretroviral treatment adherence in
South Africa, Kenya and Uganda. MHealth strategies including cell-phone and text messaging
have shown success in the Global South for medicine adherence. In South Africa,
organisations such as CellLife and Strengthening South Africa’s Response to HIV and Health
(SSARHH) have successfully used mobile phones in the prevention, treatment and care of HIV
and AIDS, and to support the HIV sector in general. Uganda has also seen successful use of
mHealth in HIV treatment campaigns. As compared to the traditional peer health worker
intervention, clinical staff in rural Uganda believed that the peer health-worker & mobile
phone intervention had improved the delivery of HIV treatment services & overall mHealth

of HIV patients (Chang 2008).
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In another Uganda study on the use of mobile phones for patient appointment reminders
among a cohort of patients receiving ART, most patients who had missed appointments
presented for treatment within a few days after mobile phone recalls (Kunutsor 2010). In a
study in rural Kenya, it was found that patients who received SMS support had significantly

improved ART adherence and rates of viral suppression than those who did not (Lester 2010).

MHealth in ART adherence to treatment campaigns has mainly used mobile to remind people
to take their medication. In their systematic literature review, Mukund et al. (2010) found
evidence that SMS can improve service delivery through appointment reminders and improve

communication and is a useful tool to monitor and support adherence to medication.

One of the programmes that successfully used SMS messages is the Kenya Weltel programme
implemented in 2007-2009 to improve adherence to ART (Van de Kop et al. 2012). The
intervention involved sending weekly messages to patients inquiring how they were doing
and participants were required to respond either that they were well or that there was a
problem.

In a randomised controlled trial (RCT), Van de Kop et al. (2012) show that weekly text
messages led to improved ART adherence and viral load suppression among those initiating
ART. The intervention enabled frequent communication between clinicians and patients and

many patients valued the service for the support it provided.

e Social Media

Beyond mobile phones and text messages, the use of social media in health communication
interventions is being adopted, although the current body of knowledge on this is limited.
Social media is increasingly being considered as an innovative tool in SBCC because of its
capacity to target and reach diverse audiences since it is not limited by space or time. Social
media is an inexpensive, effective method for delivering public health messages. Based on the
understanding that SBCC is not merely the transmission of health information to passive
audience, the multi-way interactivity in social media offers an unmatched advantage (Adams,
2010; Taylor, 2012). Not only is social media being used in searching for health information,

clients now get involved directly in managing their health conditions through the use of social
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media (Campbell & Craig, 2014, cited in Adewuyi & Adefemi 2016:111). Although in most
countries in the Global North, social media is being increasingly used by public health
departments, it is not yet clear how best to capitalize on social media for raising awareness
and, ultimately, triggering behavioural change (Gough et al. 2017). In Africa, the use of social
media in health communication campaigns is still very low. There is room for expansion
despite digital inequality or divide, to creatively use social media for communication
campaigns in the HIV sector. Research shows that mobile social media use in Africa is

increasing year by year (Gough et al. 2017).

e Pictographs

In another intervention Finocchario-Kessler et al. (2008) developed, piloted, and evaluated
pictorial images to communicate the importance of consistent dose timing and the concept
of drug resistance to participants enrolled on the Motiv8 adherence project. The image
messaging package consisted of pictures to explain concepts such as viral suppression, viral
mutation and drug resistance, since these concepts are difficult to explain verbally for both
low and high literacy participants.

They give an example of an image of a brick wall which was used to represent how ART
medication, when properly taken, creates a barrier that blocks HIV from copying itself. They
reported that the tools were well-received, and 80% of participants felt that they helped them
to adhere to their medications.

The array of communication resources and tools that have been presented in this section
highlight the need to be innovative and to capitalise on new and accessible technologies
when developing a communication strategy. This implies that there is a need to conduct an
in-depth needs assessment prior to developing a strategy, to gain insight into what
resources are already available and how they can be harnessed for use in the envisaged

strategy.

41



5. Conclusion
This literature review reflects the fact that adherence is a complex process that has to be

thought through carefully before designing a communication strategy. According to
Machtinger and Bangsberg (2017), improving adherence requires a combination of methods
appropriate to the patient and clinical setting. They further suggest that alterable factors that
are known to impact adherence should be addressed in a proactive and ongoing manner, and
that adherence interventions should include dedicated educational and collaborative time
with every patient to plan for medication adherence and to maintain necessary support and
collaboration throughout the course of treatment. There is need to consider the plethora of
psycho-social and socio-economic factors that have an impact on adherence, and also the
inequalities that are associated with information access. It also points to the fact that there is
a need to think broadly about delineating messages by age group in order to ensure that
message content is suitable for the target group while it maintains a general consensus on
the value of effective communication in adherence improvement. Notwithstanding all of this,
what is ultimately required is a commitment to ask about and support medication adherence
regularly in an open, non-judgmental, and collaborative manner (Machtinger & Bangsberg

(2017).

From the literature review, key messages that come out and that are important for

consideration in communication strategies include:

1. Targeted messaging with special emphasis on age and sex. Use appropriate
communication methods including social media.

2. Stigma might still be a big issue, thus it needs to explored further, and how this can be
addressed using appropriate communication methods.

3. Training of health care service providers on effective communication. This should include
providing clinical information in understandable ways, taking time to understand patients’
challenges and cultural, social, religious sensitivities.

4. The use of volunteers and/or lay health care workers is valuable in that it unburdens the
health system. The transition from health facility base to community based support is
suggested.

5. Exploring the role of communities in communication of health promotion.

42



6. References

Afe, A.J., Motunrayo, Ogungbade, G.0. (2017). Explaining adherence to HAART among patients living
with HIV/AIDS in Nigeria: Behavioral theory analysis. Journal of AIDS Clinical Research, 8 (718).
doi: 10.4172/2155-6113.1000718.

Ajzen, I. (1991). The theory of planned behavior. Organizational Behavior and Human Decision
Processes, 50, 179-211.

Ajzen, |., & Fishbein, M. (1980). Understanding attitudes and predicting social behavior. Englewood
Cliffs, NJ: Prentice-Hall.

Ankrah, D.N.A,, Koster E. S., Mantel-Teeuwisse, A.K., Arhinfu, L.D.K., Agyepong, |., Lartey, M. (2016).
Facilitators and barriers to antiretroviral therapy adherence among adolescents in Ghana.
Dove Press Journal; Patient Preference and Adherence, 10: 329-337.

Apondi, R., Bunnell, R., Awor, A., Wamai, N., Bikaako-Kajura, W., Solberg, P.,& Mermin, J. (2007).
Home-based antiretroviral care is associated with positive social outcomes in a prospective
cohort in Uganda. JAIDS Journal of Acquired Immune Deficiency Syndromes, 44(1), 71-76.

Azia IN, Mukumbang FC, Van Wyk, B. (2016). Barriers to adherence to antiretroviral treatment in a
regional hospital in Vredenburg, Western Cape, South Africa. S Afr J HIV Med. 17(1).

Becker, M.H. (1974). The health belief model and sick role behaviour. Health Education
Monographs, 2(4), 409-419.

Bernays, S., Paparini, S., Gibb, D., and Seeley, J. (2013). When information does not suffice: young
people living with HIV and communication about ART adherence in the clinic. Vulnerable
Children and Youth Studies, 11(1): 60-68.

Betancourt, Joseph R., et al. (2016) "Defining cultural competence: a practical framework for
addressing racial/ethnic disparities in health and health care." Public health reports.

Blake, S.C., McMorris, K., Jacobson, K.L., Gazmarian, J.A., Kripalani, S. (2012). A qualitative
evaluation of a health literacy intervention to improve medication adherence. Journal of
Health Care for the Poor and Undeserved, 21(2): 559-567.

Brincat, M. (2012). Medication adherence: patient education, communication and behaviour.
Journal of the Malta College of Pharmacy Practice, 3-5.

Brown, L., Macintyre, K., & Trujillo, L. (2003). Interventions to reduce HIV/AIDS stigma: what have we

learned? AIDS education and prevention, 15(1), 49-69.

43



Chiumbu, S. (2010). Media, Alternativism and Power: The Political Economy of Community Media in
South Africa, in N. Hyde-Clarke (ed.), Citizen Journalism and Alternative Avenues of
Communication (pp. 257-280). Cape Town: Juta Press.

Chiumbu, S. (2012). Exploring mobile phone practices in social movements in South Africa— the
Western Cape Anti-Eviction Campaign. African Identities, 10(2):193-206.

Chiumbu, S. (2014). “The World is Our Community”: Rethinking Community Radio in the Digital Age.
Journal of African Media Studies, 6(3): 249-264.

Coetzee, B., Kagee, A. & Vermeulen, N. (2011). ‘Structural Barriers to Adherence to Antiretroviral
Therapy in a Resource-constrained Setting: The Perspectives of Health Care Providers’. AIDS
Care, 23(2): 146 -151

Coutinho, A., Mugyenyi, P., & Solberg, P. (2004). The Ugandan experience in scaling up HIV/AIDS
treatment and care. In: program and abstracts of the 11th Conference on Retroviruses and
Opportunistic Infections; February 8-11, San Francisco.

Dahlstrom, M.F. (2014). Using narratives and storytelling to communicate science with non-expert
audiences. PNAS, 111(4): 13614-13620.

Dean, A.J., Walters, J., and Hall, A. (2010). A systematic review of interventions to enhance
medication adherence in children and adolescents with chronic illness. Archives of disease
in childhood, 95(9): 717-723.

Di Matteo, R. (2009). Physician Communication Skills Essential for Patient Adherence. Medical
Press. https://medicalxpress.com/news/2009-07-physician-skills-essential-patient-
adherence.html (Accessed)

Dodds, S., Blakley, T., Lizotte, J.M., Friedmand, L.B., Shaw, K., Martinez, J., Silicano, C., Walker, L.E.,
Sotheran, J.L,, Sell, R.L., Botwinik, G., Johnson, R.L., and Bell, D. (2003). Retention,
adherence, and compliance: special needs of HIV-infected adolescent girls and young
women. Journal of Adolescent Health, 33(2): 39-45.

Dutta, Mohan J. "Communicating about culture and health: Theorizing culture-centered and
cultural sensitivity approaches." Communication Theory 17.3 (2007): 304-328.

Finocchario-Kessler, S., Catley, D., Thomson, D., Bradley-Ewing, A., Berkley-Patton, J and Goggin, K.
(2012). Patients’ communication tools to enhance ART adherence counselling in low and

high resource settings. Patient Education and Counselling, 89: 163-170.

44



Fieldsoe, B.S., Miller, Y.D., and Marshall, A.L. (2009). Behavior change interventions delivered by
mobile telephone short-message service. American Journal of Preventive Medicine, 36: 165-
173.

Fjeldsoe, B.S., Miller, Y.D., and Marshall, A.L. (2012). Text messaging interventions for chronic
disease management and health promotion. In S. M Noar & N. G. Harrington (Eds.), eHealth
applications: Promising strategies for behavior change (pp. 167-186). New York: Routledge.

Foth, M. and Hearn, G. (2007). Networked individualism of urban residents: discovering the
communicative ecology in inner-city apartment buildings. Information, communication &
society, 10 (5): 749-772.

Genberg, B. L., Lee, Y., Rogers, W. H., Willey, C., & Wilson, I. B. (2013). Stages of Change for Adherence
to Antiretroviral Medications. AIDS Patient Care and STDs, 27(10), 567-572.
http://doi.org/10.1089/apc.2013.0126

Gough, A,, Hunter, R,, Ajao, O., Jurek, A., McKeown, G., Hong, J. and Kee, F. (2017). Tweet for
Behaviour Change: Using Social Media for the Dissemination of Public Health Messages.
JMIR Public Health and Surveillance, 3(1).

Govender, E. (2010). How effective is HIV and AIDS communication in Africa? African
Communication Research, 3(2): 205-234.

Govender. E (2013) Rethinking entertainment-education practice in Africa. Africa Communication
Research, Vol 6: 1, pp 1-5.

Grimsrud, A., Sharp, J., Kalombo, C., Bekker, L. G., & Myer, L. (2015). Implementation of community-
based adherence clubs for stable antiretroviral therapy patients in Cape Town, South Africa.
Journal of the International AIDS Society, 18(1).

Hankivsky, O., and Cormier, R. (2009). Intersectionality: Moving Women’s Health Research and
Policy Forward. Vancouver: Women’s Health Research Network. Available online at
www.whrn.ca

Haskard-Zolnierek, K & Thompson, T. (2016). Adherence and Communication. Oxford Research
Encyclopedia of Communication.

Hausmann-Muela. S, Muela R, Nyamongo, I. and Mills, A.J. (2003). Health seeking behaviour and the
health system response”. DCPP Working Paper No. 14 Available at http://pass-
international.org/site/images/stories/publications/DCPP_Working_Paper_14 No_Health_se

eking_behaviour_and_the_health_system_response.pdf

45



Heise, L., Lutz, B., Ranganathan, M., & Watts, C. (2013). Cash transfers for HIV prevention: considering
their potential. Journal of the International AIDS Society, 16(1), 18615.
http://doi.org/10.7448/1AS.16.1.18615

Highstein, G.R., Willey, C., & Mundy, L.M. (2006). Development of Stage of Readiness and decisional
balance instruments: tools to enhance clinical decision-making for adherence to antiretroviral
therapy. AIDS Behavior, 10(5): 563-573. doi: 10.1007/s10461-005-9043-9

Hinyard, L.J, Kreuter, M. W. (2007). Using Narrative Communication as a Tool for Health Behavior
Change: A Conceptual, Theoretical, and Empirical Overview. Health Education & Behaviour,
34(5): 777-792.

Hodgson, I., Plummer, M.L., Konopka, S.N., Colvin, C., Jonas, E., Albertini, J., Amzel, A. & Fogg, K.P.
(2014). A Systematic Review of Individual and Contextual Factors Affecting ART Initiation,
Adherence and Retention for HIV-Infected Pregnant Postpartum Women. PLoS ONE, 9(11):
1-15.

Hodgson, I., Ross, J., Haamujompa, C. and Gitau-Mburu, D. (2012). Living as an adolescent with HIV
in Zambia—lived experiences, sexual health and reproductive needs. AIDS care, 24(10): 1204-
1210.

Horne, R., Clatworthy, J., Polmear, A., & Weinman, J. (2001). Do hypertensive patients' beliefs about
their illness and treatment influence medication adherence and quality of life? Journal of
Human Hypertension, 15(SUPPL. 1).

Janz, N.K., & Becker, M.H. (1984). The Health Belief Model: A decade later. Health Education
Quarterly, 11(1), 1-47.

Kahamba, J.S., Fatihiya, M.A.” Massawe, A., Carolyne |.,, Nombo, C.I., John N. & Jeckoniah, J.N.
(2017). How Gender Affects Adherence to Antiretroviral Therapy in Tanzania. MEASURE
Evaluation—Tanzania Working Paper. Retrieved at
https://www.measureevaluation.org/resources/publications/wp-17-196.

Kalichman, S., Kalichman, M.O. & Cherry, C. (2016). Medication Beliefs and Structural Barriers to
Treatment Adherence Among People Living with HIV Infection. Psychol Health, 31(4): 383-
395.

Kalichman, Seth C., Bineetha Ramachandran, and Sheryl Catz. "Adherence to combination
antiretroviral therapies in HIV patients of low health literacy." Journal of general internal

medicine 14.5 (1999): 267-273.

46


http://doi.org/10.7448/IAS.16.1.18615

Kalichman, Seth C.,, et al. "Association between health literacy and HIV treatment adherence:
further evidence from objectively measured medication adherence." Journal of the
International Association of Physicians in AIDS Care 7.6 (2008): 317-323.

Kalichman, Seth C., et al. (2008). Association between health literacy and HIV treatment adherence:
further evidence from objectively measured medication adherence. Journal of the
International Association of Physicians in AIDS Care 317-323.

Kilian, S., Swartz, L., Dowling, T., Dlali, M., & Chiliza, B. (2014). The potential consequences of
informal interpreting practices for assessment of patients in a South African psychiatric
hospital. Social Science & Medicine, 106, 159-167.

Kincaid, D. L., Delate, R., Figueroa, M. E., and Storey, D. (2012). Closing the Gaps in Practice and in
Theory: Advances in Theory-Driven Design and Evaluation of Communication Campaigns. In
R. Rice and C. Atkin (eds.) Public Communication Campaigns (4th ed, pp. 305-319). CA: Sage.

Klasnja, P., & Pratt, W. (2012). Healthcare in the pocket: Mapping the space of mobile-phone health
interventions. Journal of Biomedical Informatics, 45: 184-198.

Kreps, G.L., and Maibach, E.W. (2008). Transdisciplinary science: The nexus between
communication and public health. Journal of Communication, 58(4): 732-748.

Kress, G. (2009). Multimodality: A social semiotic approach to contemporary communication.
Routledge

Kress, G. (2009). Multimodality: A social semiotic approach to contemporary communication.
Routledge

Kunutsor, S., Walley, J., Katabira, E., Muchoro, S., Balidawa, H., Namagala, E., Ikoona, E. (2010).
Using mobile phones to improve clinic attendance amongst an antiretroviral treatment
cohort in rural Uganda: a cross-sectional and prospective study. AIDS Behaviour, 14(6):
1347-1352.

Lee, H., Fawcett, J., and De Marco, R. (2016). Storytelling/narrative theory to address health
communication with minority populations. Applied Nursing Research, 30: 58-60.

Lester, R.T., Ritvo, P., Mills, E.J., Kariri, A., Karanja, S., Chung, M.H., Jack, W., Habyarimana, J.,
Sadatsafavi, M., Najafzadeh, M., Marra, C.A., Estambale, B., Ngugi, E., Ball, T.B., Thabane, L.,
Gelmon, L.J., Kimani, J., Ackers, M., and Plummer F.A. (2010). Effects of a mobile phone
short message service on antiretroviral treatment adherence in Kenya (WelTel Kenyal): A

randomised trial. Lancet, 76(9755): 1838-45.

47



Loeliger, K. B., Niccolai, L. M., Mtungwa, L. N., Moll, A., & Shenoi, S. V. (2016). Antiretroviral therapy
initiation and adherence in rural South Africa: community health workers’ perspectives on
barriers and facilitators. AIDS care, 28(8), 982-993.

Loeliger, K.B., Niccolai, L.M, Mtungwa, L.N, Moll, A. & Shenoi, S.V. (2016). Antiretroviral Therapy
Initiation and Adherence in Rural South Africa: Community Health Workers’ Perspectives on
Barriers and Facilitators. AIDS Care, 28(8): 982-993.

Lukoschek, P., Fazzari, M. and Marantz, P. (2003). Patient and physician factors predict patients'
comprehension of health information. Patient Education and Counselling, 50(2): 201-10.

Luque-Fernandez, M. A., Van Cutsem, G., Goemaere, E., Hilderbrand, K., Schomaker, M.,
Mantangana, N., ... & Boulle, A. (2013). Effectiveness of patient adherence groups as a model
of care for stable patients on antiretroviral therapy in Khayelitsha, Cape Town, South Africa.
PLoS One, 8(2).

Malta, M., Petersen, M., Clair, S., Freitas, F., and Bastos, F. (2005). Adherence to anti-retroviral
therapy: a qualitative study with physicians from Rio de Janeiro, Brazil. Cad. Saude Publica,
Rio de Janeiro, 21(5): 1424-1432.

Mathias, N (2011) Assessing the Communicative Ecology of Male Refugees in Namibia: A Study to
Guide Health Communication Interventions on Multiple and Concurrent Sexual
Partnerships. Unpublished MA thesis, Ohio University. Retrieved at
https://oatd.org/oatd/record?record=0ai%5C%3Aetd.ohiolink.edu%5C%3Aohiou130827835
7.

McQuail. D and S. Windahl, S (1993). Communication Models for the Study of Mass
Communications. Longman.

Merlin, J.S., Westfall, A.O., Raper, J.L., Zinski, A., Norton, W.E., Willig, J.H., Gross, R., Ritchie, C.S.,
Saag, M.S., Mugavero, M.J. (2012). Pain, mood, and substance abuse in HIV: Implications for
clinic visit utilization, ART adherence, and virologic failure. Journal of acquired immune
deficiency syndromes (1999), 61(2): 164-170.

Mukund, Bahadur KC, and Peter J. Murray. (2010). "Cell phone short messaging service (SMS) for
HIV/AIDS in South Africa: a literature review." Studies in health technology and informatics,
160(1): 530.

Munro S, Lewin S, Swart T, Volmink J (2007) A review of health behaviour theories: How useful are
these for developing interventions to promote long-term medication adherence for TB and

HIV/AIDS? BMC Public Health 7: 104.

48



Nachega, J.B., Adetokunboh, O., Uthman, O.A., Knowlton, A.W., Altice, F.L., Schechter, M.,
Galarraga, O., Geng, E., Peltzer, K., Chang, L.W., Van Cutsem, G., Jaffar, S.S., Ford, N.,
Mellins, C.A., Remien, R.H. & Mills, E.J. (2016) Community-based interventions to improve
and sustain antiretroviral therapy adherence, retention in HIV care and clinical outcomes in
low- and middle-income countries for achieving the UNAIDS 90-90-90 targets. Current
HIV/AIDS Reports. 13:241-255.

Naidoo, J. and Wills, J. (2009). Health promotion: Foundations for practice. 3rd Edition. London:
Balliere Tindall.

Naidoo, N, and Hajiyiannis, H. (2017). Adherence to Antiretroviral Therapy: A Literature Review of
the Barriers and Enablers to Adherence to Antiretroviral Therapy and the Role of Health
Literacy and Communications in Adherence to Antiretroviral Therapy. Centre for AIDS
Development, Research and Evaluation (CADRE), Johannesburg.

National Planning Commission Report (2011) South Africa's troubles: A Diagnosis. Office of the
Presidency: Pretoria.

O’Boyle, C.A., Henly, S.J., & Larson, E. (2001). Understanding adherence to hand wash
recommendations: The Theory of Planned Behavior. American Journal of Infection Control,
29, 352-360.

Ogden, J. (2000). Health Psychology: A textbook. Groot Brittanje: Biddles.

O'Carroll, R., Whittaker, J., Hamilton, B., Johnston, M., Sudlow, C., Dennis, M. (2011). Predictors of
adherence to secondary preventative medication in stroke patients Ann Behav Med, 41: 83-
390

Paterson, D.L., Swindells, S., Mohr, J., Brester, M., Vergis, E.N., Squier, C., Hudson, B. (2000).
Adherence to protease inhibitor therapy and outcomes in patients with HIV infection.
Annals of Internal Medicine, 133(1): 21-30.

Pechmann, C. and Reibling, E. (2000). Planning for an effective anti-smoking mass media campaign
targeting adolescents. Journal of Public Health Management and Practice, 6(3): 80-94.
Peltzer, K., Ramlagan, S., Jones, D., Weiss, S. M., Fomundam, H., & Chanetsa, L. (2012). Efficacy of a
lay health worker led group antiretroviral medication adherence training among non-
adherent HIV-positive patients in KwaZulu-Natal, South Africa: results from a randomized
trial. SAHARA-J: Journal of Social Aspects of HIV/AIDS, 9(4), 218-226.

Peltzer, K., Ramlagan, S., Jones, D., Weiss, S.M., Fomundam, H. & Chanetsa, L. (2012) Efficacy of a

lay health worker led group antiretroviral medication adherence training among non-

49



adherent HIV-positive patients in KwaZulu-Natal, South Africa: results from a randomized
trial. Sahara J: Journal of Social Aspects of HIV/AIDS. 9(4):218-226.

Pignone, Michael P., and Darren A. DeWalt. (2006). "Literacy and health outcomes: is adherence the
missing link?" Journal of general internal medicine 896-897.

Popp, D. and Fisher, J.D. (2002). First, do no harm: a call for emphasizing adherence and HIV
prevention interventions in active antiretroviral therapy programs in the developing world.
Aids, 16, 676-678.

Population Communication Services. (2003). The gender guide for health communication programs.
Baltimore, Johns Hopkins Bloomberg School of Public Health, Center for Communication
Programs. Available from: http://www.jhuccp.org/pubs/cp/102/102.pdf. (Accessed).

Prochaska, J., and DiClemente, C. (1983). Stages and processes of self-change of smoking: Toward
an integrative model of change. Journal of Consulting and Clinical Psychology, 5(3): 390-395.

Rasschaert, F., Koole, O., Zachariah, R., Lynen, L., Manzi, M., and van Damme, W. (2012). Short and
long term retention in antiretroviral care in health facilities in rural Malawi and Zimbabwe.
BMC Health Services Research, 12: 444,

Remien, R.H., Bastos, F.l.,, Berkman, A,, Terto, V., Raxach, J.C., and Parker, R.G. (2003). Universal
access to antiretroviral therapy may be the best approach to 'Do no harm' in developing
countries: the Brazilian experience. Aids, 17: 786-787.

Rodgers, A., Corbett, T., Bramley, D., Riddell, T., Willis, M., Lin, R. B., & Jones, M. (2005). Do u smoke
after txt? Results of a randomized trial of smoking cessation using mobile phone text
messaging. Tobacco Control, 14, 255-261.

Rosen, S., Fox, M.P., and Gilli, C.J. (2007). Patient retention in antiretroviral therapy programs in
Sub-Saharan Africa: A systematic review. PLOS Medicine, 4(10): 1691-1699.

Schoenthaler, A., Chaplin, W., Allegrante, J., Fernandez, S., Diaz-Gloster, M., Tobin, J and Ogedegbe,
G. (2009). Provider communication effects medication adherence in hypertensive African
Americans. Patient Education Counselling, 75(2): 185-191.

Shaw, S. and Amico, K.R. (2016). Antiretroviral therapy adherence enhancing interventions for
adolescents and young adults 13—-24 years of age: a review of the evidence base. Journal of
acquired immune deficiency syndromes (1999), 72(4): 387.

Shegog, R., Markham, C.M., Leonard, A.D., Bui, T.C. and Paul, M.E. (2012). “+ CLICK”: pilot of a web-
based training program to enhance ART adherence among HIV-positive youth. AIDS care,

24(3): 310-318.

50



Shroufi, A., Gunguwo, H., Dixon, M., Nyathi, M., Ndebele, W., Saint-Sauveur, J.F., Taziwa, F.,
Ferreyra, C., Vinoles, M.C. and Ferrand, R.A. (2013). HIV-infected adolescents in southern
Africa can achieve good treatment outcomes: results from a retrospective cohort study.
AIDS (London, England), 27(12): 1971.

Skuse, A. and Cousins, T. (2005). Managing distance: the social dynamics of rural
telecommunications access and use in the Eastern Cape, South Africa. Working Paper, no.1.
Information Society Research Group.

Skuse, A. and Cousins, T. (2008). Getting connected: the social dynamics of urban
telecommunications access and use in Khayelitsha. Cape Town. New media & society, 10 (1):
9-26.

Sgrensen, K., Van den Broucke, S., Fullam, J., Doyle, G., Pelikan, J., Slonska, Z., & Brand, H. (2012).
Health literacy and public health: a systematic review and integration of definitions and
models. BMC public health, 12(1), 80.

Stern, E., Colvin, C., Gxabagxaba, N., Schutz, C., Burton, R. & Meintjes, G. (2017) ‘Conceptions of
Agency and Constraint for HIV-Positive Patients and Healthcare Workers to Support Long-
term Engagement with Antiretroviral Therapy Care in Khayelitsha, South Africa’. African
Journal of AIDS Research, 16(1): 19 — 29.

Storey, D and Figueroa, M. (2012). Toward a Global Theory of Health Behaviour and Social Change.
In Obregon, R and Waisbord, S. (eds), The Handbook of Global Health Communication (1st
ed, pp. 70-94). John Wiley & Sons.

Tacchi, J. Et al. 2007 “Communicative Ecology”. Retrieved from the World Wide Web:
http://ear.findingavoice.org/intro/2-0.html.

Tanzania Commission for Aids. (2012). National behaviour change communication guidelines on HIV
and AIDS interventions. Thousand Oaks, CA: Sage.

The Manoff Group. (2012). Technical brief, defining social and behavior change communication
(SBCC) and other essential health communication terms. Retrieved at
http://manoffgroup.com/documents/DefiningSBCC.pdf (Accessed).

Thurston, |.B., Bogart, L.M., Wachman, M., Closson, E.F., Skeer, M.R. and Mimiaga, M.J. (2014).
Adaptation of an HIV medication adherence intervention for adolescents and young adults.
Cognitive and behavioral practice, 21(2): 191-205.

Tones, B.K. and Tilford, S. (1994). Health promotion: Effectiveness, efficiency, and equity. London:
Chapman & Hall.

51



Van der Kop, M.L., Karanja, S., Thabane, L., Marra, C., Chung, M.H., Gelmon, L., Kimani, J., and
Lester, R.T. (2012). In-depth analysis of patient-clinician cell phone communication during
the WelTel Kenyal antiretroviral adherence trial. PLoS One, 7(9): 46033.

Van der Kop, M.L., Ojakaa, D.l., Patel, A., Thabane, L., Kinagwi, K., Ekstrom, A.M., Smillie, K., Karanj,
S., Awiti, P., Mills, E., Marra, C., Kyomuhangi, L.B., Lester, R.T. (2013). The effect of weekly
short message service communication on patient retention in care in the first year after HIV
diagnosis: study protocol for a randomised controlled trial (WelTel Retain). BMJ open, 3(6):
003155.

Van der Kop, Mia L., et al. "In-depth analysis of patient-clinician cell phone communication during
the WelTel Kenyal antiretroviral adherence trial." PLoS One 7.9 (2012):

Van Dyk, A.C. (2012). Antiretroviral adherence in South Africa: Are we burning our bridges? Unisa
Press, 8(2): 88 — 102.

Van Dyk, Alta C. "Antiretroviral adherence in South Africa: are we burning our bridges?" New voices
in Psychology 8.2 (2012): 86-102.

Watzlawick, P., Beavin Bavelas, J., and Jackson, D.D. (1967). Pragmatics of human communication: a
study of interactional patterns, pathologies, and paradoxes. New York: Norton.

Weiser, S., Wolfe, W., Bangsberg, D., Thior, I., Gilbert, P., Makhema, J., Kebaabetswe, P., Dickenson,
D., Mompati, K., Essex, M., and Marlink, R. (2003). Barriers to antiretroviral adherence for
patients living with HIV infection and AIDS in Botswana. Journal of Acquired Immune
Deficiency Syndrome, 34: 281-288.

World Health Organisation (2011) mHealth: New horizons for health through mobile technologies.
Global Observatory for eHealth series - Volume 3. Switzerland: Geneva. Retrieved at
http://www.who.int/goe/publications/goe_mhealth_web.pdf

Zachariah, Ronya, et al. "How can the community contribute in the fight against HIV/AIDS and
tuberculosis? An example from a rural district in Malawi.” Transactions of the Royal Society
of tropical Medicine and Hygiene 100.2 (2006): 167-175.Zulliger, R., Moshabela, M. and
Schneider, H. (2014) ‘She is My Teacher and if it was Not for Her | Would be Dead:’
Exploration of Rural South African Community Health Workers’ Information, Education and

Communication Activities. AIDS Care, 26(5): 626-632.

52



