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Abstract

Background: Integrating Prevention of Mother-to-Child Transmission (PMTCT) programmes into routine health
services under complex socio-political and health system conditions is a priority and a challenge. The successful
rollout of PMTCT in sub-Saharan Africa has decreased Human Immunodeficiency Virus (HIV), reduced child mortality
and improved maternal health. In South Africa, PMTCT is now integrated into existing primary health care (PHC)
services and this experience could serve as a relevant example for integrating other programmes into
comprehensive primary care. This study explored the perspectives of both experts or key informants and frontline
health workers (FHCWs) in South Africa on PMTCT integration into PHC in the context of post-AIDS denialism using
a Complex Adaptive Systems framework.

Methods: A total of 20 in-depth semi-structured interviews were conducted; 10 with experts including national and
international health systems and HIV/PMTCT policy makers and researchers, and 10 FHCWs including clinic
managers, nurses and midwives. All interviews were conducted in person, audio-recorded and transcribed. Three
investigators collaborated in coding transcripts and used an iterative approach for thematic analysis.

Results: Experts and FHCWs agreed on the importance of integrated PMTCT services. Experts reported a slow and
partial integration of PMTCT programmes into PHC following its initial rollout as a stand-alone programme in the
aftermath of the AIDS denialism period. Experts and FHCWs diverged on the challenges associated with integration
of PMTCT. Experts highlighted bureaucracy, HIV stigma and discrimination and a shortage of training for staff as
major barriers to PMTCT integration. In comparison, FHCWs emphasized high workloads, staff turnover and
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reaction (PCR) testing and immunisation.

health.

infrastructural issues (e.g., lack of rooms, small spaces) as their main challenges to integration. Both experts and
FHCWs suggested that working with community health workers, particularly in the post-partum period, helped to
address cases of loss to follow-up of women and their babies and to improve linkages to polymerase-chain

Conclusions: Despite organised efforts in South Africa, experts and FHCWs reported multiple barriers for the full
integration of PMTCT in PHC, especially postpartum. The results suggest opportunities to address operational
challenges towards more integrated PMTCT and other health services in order to improve maternal and child

Keywords: Integration, Health systems, Primary health care, Prevention of mother-to-child transmission of HIV,
PMTCT programme, PMTCT service, HIV prevention, South Africa

Background

Health systems operate in conditions of increasing com-
plexity, in which health care providers interact with pa-
tients and their families in the context of multiple diseases
or health problems [1-3] as well as with managers and
political decision makers concerned with successful imple-
mentation and scale-up [4, 5]. Integrating stand-alone in-
terventions into comprehensive services at local facilities
requires facing the challenges of limited health service ac-
cessibility, critical socio-economic conditions and the
double burden of communicable and non-communicable
diseases [6—8]. Integration of the prevention of mother-to-
child transmission (PMTCT) of human immunodeficiency
virus (HIV) programme in South Africa can serve as a case
study of this adaptation under complex conditions — in-
cluding the particularly challenging socio-political context
of “AIDS denialism” in which PMTCT and other HIV-
related interventions were developed and implemented in
South Africa [9-11]. Efforts to integrate new interventions
into routine primary care may be informed by reflecting
on the technical and health system challenges of imple-
menting the PMTCT cascade. In addition, the history of
AIDS denialism and the challenges of initially launching
PMTCT programmes in South Africa may shed light on
adapting complex, costly and contested interventions into
public health systems.

The transmission of HIV from mother to child can be re-
duced by more than 95% with effective interventions during
pregnancy, labor, delivery and breastfeeding, known collect-
ively as the PMTCT cascade [12, 13]. The PMTCT cascade
encompasses services aiming to virtually eliminate mother-
to-child transmission (eMTCT) of HIV, reduce child
mortality and improve maternal health [14, 15]. Since first
reported in the 1980s, the proportion of infections by
MTCT has decreased from an estimated 10% of new HIV
cases to less than 2% [16, 17]. The rollout of PMTCT has
been particularly successful where the burden is greatest in
low and middle income countries (LMICs) including in
sub-Saharan Africa (SSA) and in South Africa [16, 17]. The
acknowledgement of the impact of perinatal HIV on

maternal and child health (MCH) [17, 18] saw PMTCT ser-
vices receive significant attention from various actors at
local, national and international levels. These stakeholders
included organizations such as the United States President’s
Emergency Plan for AIDS Relief (PEPFAR) and the Global
Fund to fight against AIDS, tuberculosis (TB) and Malaria
(GFATM), United States Agency for International Develop-
ment (USAID), Centers for Disease Control (CDC) and
international non-governmental organizations (NGOs), dif-
ferent governmental initiatives and local health systems
[19]. This support allowed for the integration of PMTCT
into existing health care services [20], with the ambition of
achieving eMTCT [21, 22].

PMTCT has been integrated into existing services
within PHC or community outreach programmes to pre-
vent other diseases such as tuberculosis, diarrhea, de-
pression and others [23, 24]. The impact of PMTCT on
the improvement of MCH in SSA has been well docu-
mented, especially in improving service availability, ac-
cessibility and utilization [25, 26]. Unlike the situation
for other health problems, this integration of PMTCT in
PHC has provided the opportunity to improve prevent-
ive services and manage other common health issues
within countries [24], rather than shifting scarce re-
sources to vertical programmes [27]. Well-resourced
PMTCT programmes have contributed to improving the
quality and ensuring the sustainability of other services
offered in the same clinics [28]. However, sustaining
such results through national rather than donor funding
and management, has increased pressure on some facil-
ities that face shortages in terms of human resources
and medical supplies, or that lack required knowledge
and training to deliver full service packages [29].

These challenges of allocating scarce resources are polit-
ical as well as technical. The South African experience
highlights the interactions among politics, health care, and
public health. Despite now having the world’s largest anti-
retroviral therapy (ART) programmes and well-established
PMTCT rollout [30], South Africa’s initial response to HIV
was stalled due to political interference in health policy
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during the time of Thabo Mbeki’s presidency from 1999 to
2008. Mbeki subscribed to the AIDS denialist view that ret-
roviruses are harmless and that other influences, such as
drug abuse, poverty, and antiretroviral medications cause
AIDS [31]. Under his presidency, the government instituted
policies denying antiretroviral drugs to AIDS patients and
withdrew support from clinics that had started using azido-
thymidine (AZT) also known as zidovudine, to prevent
mother-to-child transmission of HIV. In 1998, the Treat-
ment Action Campaign (TAC) was founded, campaigning
for measures to reduce new HIV infections. In 2001, TAC
initiated legal proceedings against the government’s policy
of limiting treatment for the purpose of PMTCT. The use
of ARV/AZT only resumed in 2002 when the constitutional
court ruled that the denial of treatment was an infringe-
ment of the fundamental right to healthcare (Section 27 &
28) [32]. In this time period an estimated 100,000 infants
were believed to be infected [30, 33].

However, it was not until 2008 that the rapid imple-
mentation of PMTCT and ART services was prioritised
[34]. In the period between the first Nevirapine regimen
in 2002 and the national PMTCT plan in 2008 at least
330,000 preventable deaths were estimated to have oc-
curred, with 35,000 babies born with HIV. The delay in
the rollout of PMTCT caused inestimable financial and
social loss, with HIV infection rates well above other
SSA countries that had initiated PMTCT in the early
2000s [35, 36].

Since then, substantial achievements in PMTCT have
been seen in South Africa. HIV testing coverage of preg-
nant women is now close to 100% and PMTCT services
were provided in almost 98% of all health facilities by
2015 [37]. In 2011, MTCT decreased to 2.7%, with ART
coverage reaching 87% in 2012 [34, 37]. These signifi-
cant results were achieved following changes in National
PMTCT guidelines to initiate treatment for all women
living with HIV regardless of CD4 count. A timeline of
South Africa’s PMTCT Guidelines is summarized in the
adapted table below (Table 1) [30].

There are, however, few reports of research findings
regarding the process, successes and failures of PMTCT
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implementation [22, 38, 39]. Understanding the perspec-
tives, experiences or practices of different health system
and PMTCT specialists, alongside frontline health
workers who have been involved in daily PMTCT activ-
ities at PHC level, could facilitate the further integration
of PMTCT services and inform efforts to integrate other
vertical programmes into PHC. The objective of this
study was to explore these perspectives in the context of
post-AIDS denialism in South Africa and document im-
portant considerations for the integration of other com-
prehensive services in maternal and child health care.

Methods

Study framework

For this study, an adapted Complex Adaptive Systems
(CAS) framework to describe features explaining key
components of integration of PMTCT [40], was used.
There are four nested levels that can be considered for
health care system changes and improvement [41, 42].
These include: individual patients; care teams (e.g., fam-
ily members, nurses, doctors, pharmacists); organisation
(e.g., clinics, hospitals, infrastructure, quality assurance);
and the larger system or environment (e.g., public and
private regulators, insurance companies, research fun-
ders, legislative and policy frameworks) [41, 42]. Many
local, national and international actors, including indi-
vidual or country initiatives and bilateral or multilateral
organizations, also exist in PMTCT programmes.

CAS has been proposed as a theory to both under-
stand, and work towards, integrated health care [40, 43—
46]. Health systems are perceived as “complex” because
they imply a wide variety of components, “adaptive” due
to the ability to adjust or change over time and “system”
because of its group of connections or interdependence
[46]. Though there is no true consensus on the set of
characteristics that define CAS [47], Cilliers, P [48]. pro-
posed a list of important CAS characteristics, later sum-
marised by Maguire, S. et al. [49]. These characteristics
can be applied to the South African health system and
to PMTCT intervention and include: unpredictable, mul-
tiple with circular causality, self-organised cooperative

Table 1 Adapted timeline of national PMTCT guidelines, South Africa [30]

PMTCT Guidelines Year
National PMTCT programme begins after Constitutional Court judgement against the Government: 2002
-Single dose nevirapine to the mother in labour, and to the infant within 72 h of birth.

AZT to mother from 28 weeks gestation; single dose nevirapine to mother in labour and to infant within 72 h 2004
of birth and HAART for pregnant women.

-AZT from 14 weeks gestation: single dose nevirapine plus tenofovir/3TC in labour; infant prophylaxis with nevirapine 2010
for 6 weeks if mother on HAART or formula feeding, or until the end of all breastfeeding if mother not eligible for HAART.

-All pregnant women eligible for HAART, irrespective of CD4 count. Infant prophylaxis with nevirapine for 6 weeks. 2013
Women initiating HAART with CD4 < 350 and no other indication for HAART, to stop treatment after all breastfeeding has ceased.

-All pregnant and breastfeeding women eligible for lifelong HAART. 2015

AZT zidovudine, HAART highly active antiretroviral therapy
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synergistic, obey asymmetric statistics, modular, robust,
open systems, non-linear and adaptive (these framework
features are described in the supplemental material 1).
Considering the complexity of the process and environ-
mental/contextual elements, the following framework to
understand the integration of PMTCT into PHC was pro-
posed for this study (Fig. 1).

Study design and sample

A descriptive qualitative study to explore different per-
spectives and experiences regarding PMTCT integration
in the context of AIDS denialism was conducted. Two
groups of informants were interviewed. The first were
experts or key informants including health systems and
HIV/PMTCT policy makers, researchers and activists at
international, national and provincial levels in South
Africa. The second were FHCWs and these were drawn
from PHC facilities in Cape Town, Western Cape Prov-
ince, in order to inform an ongoing intervention study
in that province on the feasibility of integrating post-
partum care and diabetes prevention activities for
women with gestational diabetes mellitus into routine
practice in public sector well-baby clinics. The domains
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of the consolidated criteria for reporting qualitative re-
search (COREQ) [50] guided the development of this re-
search and reporting of the findings (Additional file 1).

Experts were purposively selected and their Recruit-
ment occurred between June 2016 and October 2017.
Eligibility criteria included experience in design or im-
plementation of PMTCT in South Africa and other re-
gional countries or at international level, and fluency in
English. Those who did not meet these criteria were ex-
cluded. Twelve experts were contacted by email and in-
troduced to the study, its objectives and the involved
researchers. Those who responded were recruited for
this study, but two respondents were unable to attend
the interview due to their busy schedule, leaving a final
sample of 10.

FHCWs included clinic managers, PMTCT nurses
and midwives in clinics randomly selected from the
clinics under the Public Health Department of Cape
Town or Western Cape province, South Africa. Their
recruitment occurred alongside the recruitment of ex-
perts. Eligibility included the following: managers of
the local facilities offering PMTCT services, nurses or
midwives delivering PMTCT services or dealing with
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Fig. 1 Adapted study framework towards integrated PMTCT into PHC [40, 43-46]
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PMTCT related problems in the clinics. Those with-
out experience in organising PMTCT services or who
did not get involved in its delivery were excluded. A
total of 15 FHCWs were contacted by introductory
email for the study with a follow-up telephone. Only
10 were available and recruited for this study. Five
who chose not to participate cited different reasons
including conflicting agenda and urgent matters to at-
tend to in their facilities.

Data collection

Participants completed the face-to-face interview at
their workplace or any other suggested quiet setting.
A self-administered questionnaire was used to collect
sociodemographic information including age, sex,
years of experience and institution or centre of affili-
ation before the interview. Interviews were conducted
by a trained male researcher (JCM) under the super-
vision of a female experienced qualitative researcher
(KM). The researcher (JCM) introducing himself as a
doctoral student and briefly interacted with the par-
ticipants about the study before commencing the in-
terviews. Each interview lasted between 30 and 60
min, a timeframe in which the data saturation was
reached. A semi-structured interview guide (Add-
itional file 2) was developed by JCM and revised by
CZ, and was used for both groups of respondents, ex-
perts and FHWCs. The development of the interview
guide included a review of various PMTCT policies
and implementation guidelines from both the World
Health Organisation (WHO) and the South African
Government, and questions were generated from
these guidelines. Open-ended questions were used to
explore participants experience of PMTCT service in-
tegration into PHC. The interview guide was modified
over the course of the study, using an iterative
process informed by the content of previous inter-
views. For example, questions regarding health infor-
mation systems and PMTCT data and related
statistics were added to understand how information
and datasets are shared among various health profes-
sionals and institutions, and how monitoring and
evaluation of PMTCT services were carried out. The
interviewer used reflective probes to encourage re-
spondents to clarify and expand on their statements.
Interviews were ongoing until no new information
was obtained and thematic saturation was achieved by
the end of all scheduled interviews for both groups of
study participants, experts and FHCWs. All partici-
pants were offered no compensation.

Data analysis
All interviews were audiorecorded and field notes were
taken by JCM, and a verbatim transcription was conducted
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by a hired and trained assistant. Using an iterative approach
to thematic analysis [51, 52], two investigators (JCM and
CZ) independently read de-identified transcripts, identifying
meaningful segments within the responses. All interviews
were coded by JCM in collaboration with CG and CZ, and
all discrepancies in the coding process were negotiated be-
tween these three investigators. The CAS framework was
first applied in the process of identifying relevant categories
and later in the interpretation of the themes that emerged
from the transcripts. General themes and subthemes sum-
marizing perspectives of the two groups of participants (ex-
perts and FHCW:s) were discussed among members of the
research team, and the representative quotes presented in
this article were collectively selected. Atlas.ti software was
used to assist data analysis and management. Characteris-
tics of participants were analyzed by JCM using SPSS ver-
sion 24.0.

Ethics approval

The study was approved by the Human Research Ethics
Committee at the Faculty of Health Sciences, University
of Cape Town (HREC REF: 946/2014) and the Centre de
Recherche du Centre Hospitalier de I'Université de
Montréal (2018-6690, 17.044 - ID). Written informed
consent was obtained from all participants.

Results

Participant characteristics

Twenty participants were interviewed; 10 experts and 10
FHCWs. FHCWs included three PHC clinic managers
and seven PHC clinic nurses. All recruited FHCWs were
working in public local health facilities located in the
disadvantaged communities of Cape Town suburbs in-
cluding informal settlements. They normally serve a
population overburdened by infectious like TB, HIV and
others, but also chronic diseases including hypertension
and diabetes. These FHCWs deal with enormous work
pressure to offer comprehensive and quality care in
these communities. The majority of interviewees in both
groups were female (80%), with an age range of 29-61
years (mean age 45 years) (Table 2).

Themes and categories

The key themes that emerged from all interviews were
grouped into seven categories. These categories were
then mapped onto three components of the adapted
CAS framework, organised by the occurrence of events
throughout PMTCT rollout during and after AIDS deni-
alism. They were classified as: “system” (experiences in
trials and PMTCT adoption during AIDS denialism era);
“adaptive” (gradual move towards PMTCT acceptance
and integration, increased awareness and community
participation, commitment to PMTCT services integra-
tion, community health workers’ involvement, clinical
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Table 2 Study participant characteristics
Participant characteristics N (%)
Participant category
Experts 10 (50)
FHCWs:
Clinic managers 3 (15)
Nurses and midwives 7 (35)
Sex
Female 16 (80)
Male 4 (20)
Age mean and SD:
Experts 49.8
FHCWs 40.1
Overall mean (SD) 449 (8.2)

SD Standard Deviation

training and retraining for nurses) and “complex” (per-
sistent barriers to PMTCT integration). This classifica-
tion with illustrative quotes is depicted in Table 3.

The following section discusses the results and dem-
onstrates the sequence and complexity of integrating
PMTCT services within PHC in South Africa.

Experiences in PMTCT trials and its adoption during AIDS
denialism era

From the perspectives of HIV experts who were involved
in the initial PMTCT trials, during the era of AIDs deni-
alism, doctors and the other health care professionals,
community groups and activists representing people liv-
ing with HIV were the first to push for access to HIV
treatment. These early actors in the campaign for treat-
ment for mothers and children had tremendous and di-
verse experiences of how PMTCT was rolled-out during
and after AIDS denialism. Several experts interviewed
had participated in the design and implementation of
PMTCT in local pilot sites and at national level. FHCW's
interviewed had not been involved in the early stage of
PMTCT rollout.

Experts, who to some extent played a key role in advo-
cacy for HIV treatment or against AIDS denialism,
recalled the introduction of PMTCT. The majority dis-
cussed how unsupportive the Department of Health
(DoH) was, and the difficulty in obtaining approvals at
local clinics. Six experts who were involved in the initial
PMTCT trials in South Africa described how the
PMTCT intervention was vertically rolled-out in selected
pilot sites prior to and following the constitutional court
ruling in August 2002.

“In South Africa, when we started the PMTCT
Programme, it was really a programme implemented
in 18 pilot sites, and then based on a court order, we
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had to scale it up nationally, and at that time, it
was very much a vertical programme” — Expert 1.

Though campaigns to prevent MTCT had legal support,
it took time for the DoH and all health care providers to
fully cooperate with the teams that were delivering HIV
interventions. Researchers and activists who were in-
volved in the scaling-up of PMTCT interventions
recounted how they personally sought support from
health care providers, clinic committees and from preg-
nant women involved. Bringing together these different
groups of stakeholders was essential in gaining support
for implementing complex interventions such as
PMTCT.

“We would first meet with the clinic... Every clinic
had a clinic board made up of lay people and
community leaders in that district; and so, the first
strategy was to get those people to be on your side” —
Expert 2.

In contrast, the majority of the FHCWs knew very little
about how PMTCT services were first implemented into
PHC in South Africa. Through training and positive out-
comes that followed PMTCT rollout in their facilities,
FHCW:s have learnt the importance of PMTCT within PHC
package but most (n =7) were not able to comment on the
history of its integration. One clinic manager assumed that
PMTCT had been integrated from the beginning.

“It’s always been integrated, so I don’t want to say
something that I don’t have experience of I don’t
want to talk based on assumptions” — FHCW 1.

Another clinic manager who worked at the pilot site
was unable to recall what happened when PMTCT
services were offered for the first time in her facility.
Like others with the same experience, stories were
short, imprecise and with few details on how
PMTCT services were initiated and later integrated
into PHC.

“We started by piloting it in 1999. We were the pilot
site. I must try to think now where I was working in
that time of the PMTCT; because I remember these
babies, they were HIV affected. You know, it was
that way..... We didn’t even have registers, at that
time, because we didn’t even know how big the prob-
lem was at the time” — FHCW 2.

Gradual move towards PMTCT acceptance and integration
in the clinics

Most experts involved in this study reported that they
were among the teams of researchers and activists that
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were pioneering this intervention and worked to mobil-
ise buy-in and support for PMTCT at an individual and
organisational levels. They opposed the government’s
stand, and worked with clinic boards and community
leaders in every district for the acceptance and initiation
of PMTCT, as illustrated in the following quote:

“It was in the beginning of AIDS denialism, and so
the way we entered into the clinic, was we would
first meet with the clinic/hospital, and if the clinic/
hospital says, we sanction this, it’s very hard for the
clinic staff not to allow you into the hospital” — Ex-
pert 2.

According to the experts who witnessed the whole evo-
lution of PMTCT scale-up in South Africa, despite the
Constitutional Court ruling in favour of PMTCT rollout,
research teams, activists and NGOs continued to face
challenges in efforts to implement the intervention in
most of the provinces. Those championing the rollout
encountered resistance from FHCWs who worried about
HIV transmission to themselves and that the interven-
tion would add to already heavy workloads. Meanwhile,
HIV-related health care needs were increasing in the
country, especially among pregnant women attending
clinics for antenatal care, which put healthcare workers
under increasing pressure to respond. Health care re-
search teams were also inspired by the civic-minded atti-
tude of those women who willingly participated in early
PMTCT trials to support efforts to rollout services to
more women. These women were hailed as champions.

“.. When there was a court instruction to roll it
[PMTCT] out; we were all, like, pilot projects. We
were doing rollouts, but it was always very con-
trolled.... it was a placebo-controlled study, and the
women said to us, “we don’t mind being on placebo,
as long as you promise us that if this drug works,
you will roll it out, and you will give it to all other
[women]... So, we will sacrifice ourselves for the fu-
ture women”. So we promised the women that if it
worked, we would do whatever it took to make sure
that other women in their situation [received the
intervention]...” — Expert 2.

All FHCWs interviewed spoke unreservedly about the
benefits of the PMTCT programme, reporting that they
had progressively embraced new initiatives and
expressed their full support for PMTCT integration into
PHC services. They saw how PMTCT integration at a fa-
cility level helped to deliver services to community, and
how this had become crucial for the successful delivery
of other services for maternal and child health. A re-
searcher who participated in PMTCT rollout from the
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very beginning and a manager working at the PHC level
discussed how integration of PMTCT services in local
health facilities benefited other services.

“.Mother to child transmission is such a big prob-
lem. It has so many adverse consequences affecting
key public health indicators, such as maternal and
under five and infant mortality, that it became a
priority health problem for the health services to
solve. So the natural home for PMTCT is within the
main stream services” — Expert 6.

“With the integration, it’s the best thing that ever
happened, and also where we are now, compared to
ten years ago, it’s like a big improvement; from the
infection perspective-wise, of cross-infection and stuff,
from mother to child” — FHCW 1.

Despite strong support from women and FHCWs,
the rollout faced a number of challenges. Addressing
HIV related stigma and increasing programme ac-
ceptance required support from community-based
NGOs. NGOs included those with a special focus on
treatment like Médecins Sans Frontiéres (MSF) and
those with activism and advocacy aims like TAC. Ex-
perts and FHCWs who worked with NGOs on a
daily basis in their local facilities praised them as
key players in PMTCT intervention acceptability, in
retaining women, or in boosting support from fam-
ilies of women attending PMTCT with their babies
after delivery. Four FHCWs and three experts dis-
cussed how NGOs have helped from the very begin-
ning - from awareness campaigns, assisting in the
training of lay health workers and equipping clinics,
as well as providing support and follow-up with
women in their communities. NGOs using commu-
nity health workers (CHWs) and lay counselors con-
tinue to play a vital role in working with national
health department to reinforce governmental initia-
tives dealing with MTCT and increasing women
retention.

“..So it has improved a lot based on other NPOs
[non-profit organisational staff] that assist us if we
have a problem, when we can’t find a patient, then

mothers trace them, or the NPOs trace them” —
FHCW 3.

Commitment to PMTCT services integration

All participants discussed knowledge of health care ser-
vices integration and their experience in the process of
integrating PMTCT cascades in PHC. Experts consid-
ered PMTCT integration as the ‘right process’ to bring
together clinical activities. All experts believed that
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PMTCT fitted well within other maternal and child
health (MCH) services and felt that it had been smoothly
integrated into other available services in the clinics such
as tuberculosis treatment, sexually transmitted infections
and mental health services.

“It’s linking better with the MCH programmes... On
the ground, I think, at facility level, there always is
integration” — Expert 1.

FHCW s who had been involved in service delivery at the
clinics understood how challenging it had been to inte-
grate various services in their facilities. However, they
recognised the importance of PMTCT integration in
daily service provision at the clinics. In striving to deliver
a package of comprehensive services, PMTCT became
the core component among the services offered at their
local facilities. For example, one of the FHCWSs shared
how she worked to ensure all services were integrated
for the convenience of women.

“So, what I did, I tried to integrate everything, and to
make sure that whoever is working here is going to give
a one-stop-shop... They [the woman] are going to
get all the services they are supposed to get, instead of
going there and there and there” — FHCW 1.

Increased awareness and community participation

In addition to combined efforts from both national and
provincial health systems, local authorities and NGOs to in-
crease PMTCT awareness, community involvement was
also essential to increasing uptake and sustainability of the
programme. PMTCT mobilisation and integration cam-
paigns have therefore included community-members to
share first-hand messages and experiences to peers, relatives
and neighbours and ensure the intervention is widely
known and accepted. The following two groups were, based
on our interviews, identified to have carried out important
advocacy and treatment messages about PMTCT and
boosted its successful implementation: mothers-to-mothers,
and male partners of women who accessed PMTCT.

Mother-to-mother services

Barriers to accessing services, treatment initiation and
adherence to it, were acknowledged by both experts and
FHCWs. Mother-to-mother (M2M) was perceived as the
core peer-support organisation to offer services that
helped to address these challenges. First initiated and
registered as an NGO partnering with other governmen-
tal, multilateral and individual organisations, M2M
started in South Africa employing trained mothers living
with HIV to provide psychosocial support to pregnant
women and mothers of babies diagnosed with HIV, to
promote retention and to encourage disclosure [53].
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Strong support for mother-to-mother’ initiatives was
expressed by both experts and FHCWs:

“Mother-to-mother initiatives have been fantastic for
making sure moms come back and take the medica-
tion...community support also plays a key role in
supporting moms throughout this whole cascade.
Peer support is important” — Expert 3.

“Mothers to Mothers services which are supporting
the HIV mothers who are pregnant and those after
delivery, work hand in hand with antenatal labour
ward as well as Child Health for continuity of care”
— FHCW 3.

Both groups of participants also discussed how the M2M
peer support group meetings were forums in which
women discussed appropriate solutions in responding to
HIV infection in their communities, as well as issues they
experience, such as difficulties with treatment adherence,
social support and poverty. M2M also provides an oppor-
tunity for health education and counseling to address any
concerns and increase understanding of HIV transmission,
MTCT and basic health preventive health practices.

Male involvement in PMTCT

Active involvement of males in supporting pregnant
women living with HIV was regarded as important by
both experts and FHCW. However, experts described
how antenatal and postnatal health services in the coun-
try are ‘womanised’ - a situation that did not foster male
involvement in services. Both experts and FHCWs em-
phasized the need for more efforts to bring in partners
to services to improve PMTCT.

“Male integration is something else we didn’t do well
and it needs to be improved a bit...and our health
services are female oriented and male staff and part-
ners of our women clients are to (should) be more in-
volved” — Expert 3.

FHCWs found male support and collaboration difficult
to gain:

“Other contributions were involving other... allowing
people to be involved from outside, especially the
men, because our African men don’t go to antena-
tal....to promote the partners to come with” —
FHCW 3.

Community health workers’ involvement
While there is a long history of CHW involvement in
PHC, the advent of HIV and of treatment for HIV and
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tuberculosis in South Africa led to a major increase in
the numbers and visibility of CHW's such as lay counsel-
lors. Many were employed by NGOs and funded by ex-
ternal donors but working in close collaboration with
public health facilities [54]. For experts, CHWs were a
cornerstone for linking communities and health systems,
addressing stigma and discrimination at family and com-
munity level, and for supporting medication adherence.
They emphasised the need to establish or enhance
community-based services (CBS) with CHWSs engage-
ment and full collaboration with health systems.

“They (CHWs) are more available than other health
workers in the clinics....and if you go back to the
HIV story again, I mean, using CHWSs is all about
bringing HIV care back to the community as they
are in charge of what they call community-based
club,.... and this gives more room for those nurses
and others in clinics to deal with more urgent issues,
because they are overcrowded now. It (the club) gives
them that repeated contact and a lot of those redun-
dant tasks can obviously be shifted nicely to a com-
munity health worker who is trained and accessible,
and then that eases the pressure on the clinic” — Ex-
pert 4.

Experts valued the contributions of CHWs, especially in
responding to HIV and in facilitating PMTCT imple-
mentation. Increased training and appropriate payments
for CHW's were suggested by experts, to ensure that they
are motivated and are able to support communities in
partnership with local health facilities. Experts experi-
ence was that, despite intentions that NGOs provide ad-
equate training, supervision and payment, this was done
so inconsistently.

“That systems of peers and CHWS, they need to be
properly trained and paid, that’s my opinion... When
they are trained and offer their services, they have to
be paid” — Expert 3.

FHCWs also recognised the importance of CHW:s at
different fronts to link local health facilities and the
communities. Three FHCWSs stated they had reserva-
tions about the involvement of CHWSs but acknowl-
edged that they are useful in ensuring follow-up of
women and continuous PCR testing and immunisa-
tion for babies. Some CHWs were thought not to
have the required education to support community
members. This meant that continuous training and
supervision by the designated clinic nurse or midwife
was required to ensure that the right information and
quality services were delivered by CHW's as suggested
by one clinic manager:
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“...because I need first somebody to train them,
or maybe somebody senior to them to listen to
what they are saying, because people they start to
ask questions. We also see that as an option and
then some of them don’t even have grade 12, so,
those kinds of things. So, we try to control it...” —
FHCW 2.

However, most FHCWs described collaboration with
CHWs as critical to the success of the PMTCT
programme and facilitating its reach into the surround-
ing communities. CHWSs supported the delivery of
health education for a range of health issues, located
mothers for appointments if they could not be reached
via phone and organised HIV/AIDS support groups at
antenatal clinics.

“I will say they are helpful, because we use them as
the bridge just to get to the communities, because
they go the extra mile in this way that they go inside
those houses; then they will go there and give talk...
So we work hand in hand with them” — FHCW 5.

Clinical training and retraining for nurses

Given the challenge of doctors providing treatment to a
large number of people living with HIV, South Africa has
adopted a decentralised approach, allowing other health
professionals to prescribe treatment. The Nurse Initiated
and Managed Anti-Retroviral Therapy (NIMART) train-
ing programme was established as an effective task-
shifting strategy, following the conclusion of the Stream-
lining Tasks and Roles to Expand Treatment and Care for
HIV (STRETCH) study in South Africa in 2010 by Fairall
L. et al. [55]. Its role was to train nurses to not only test
HIV, but prescribe ART support to pregnant women liv-
ing with HIV. It was regarded as successful by both ex-
perts and FHCWs but they described several challenges in
the roll-out of this programme. The shortage of NIMART
trained nurses and midwives was thought to result in high
workload for those trained and was linked to long waiting
hours in the queues and poor-quality services.

“Well, I think in the facilities where you've got
enough NIMART trained nurses, there isn’t a prob-
lem...” — Expert 5.

“We wanted all the midwives to be NIMART
trained, so they would be able to initiate, so they
don’t send the patients from pillar to post. Then they
get tired and don’t start their medication because
they must wait in other queues” — FHCW 3.

“Because I do BANC [basic antenatal care] and
most of the time... I don’t have the HIV course, so 1
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must run around and asking those sisters there for
my patients all the time; if they would send me for
HIV, then it’s going to be okay...” — FHCW 6.

Frequent changes in PMTCT and ART guidelines also
presented challenges in ensuring all staff members
understood and were implementing updated guidelines.

“I think it is still challenging, particularly when we
have to implement new guidelines, because we’ve got
to go through a whole process of training and
retraining. And the trouble is with the whole HIV
and PMTCT field, is evidence evolves and guidelines
change rapidly or consecutively in close succession,
s0 we need to keep retraining groups of people” — Ex-
pert 1.

In particular, several experts and FHCWs mentioned
changes in the guidelines about breastfeeding. While
HIV mothers were previously recommended to formula
feed, mothers who have a supressed viral load are now
being asked to breastfeed consistently. This has resulted
in confusion for both staff members and mothers.

“The other challenge was consistent messaging, be-
cause you know, different people were saying differ-
ent things, and there was a lot of confusion about
infant feeding” — Expert 1.

Persistent barriers to PMTCT integration

Like other complex health programmes, PMTCT rollout
has faced challenges in South Africa (Table 4). Experts
mentioned attitudinal issues from facility-based health
care workers and lack of accountability and bureaucracy
at all levels of management in the health system. They also
discussed how poor communication and inconsistencies
in the fidelity to the clinical algorithm and practice guide-
lines reduced the overall quality of care, in some facilities.

“I think it’s due to a lack of accountability and a

lack of good management at all levels...And cur-
rently, there’s no great communication between

Table 4 Persistent barriers to PMTCT integration
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primary level and hospital level generally, referral
both ways” — Expert 6.

Experts suggested that a single health information sys-
tem has the potential to improve efficiency in patient
identification, follow up and reporting and take its inte-
gration to a new stage.

“So, we know patients are nomadic... we need linked
electronic patient records, and the problem is for
HIV care for example in this city, they have three
different systems” — Expert 5.

FHCW:s also expressed frustration regarding the lack of
communication between clinics and their referral hospi-
tals and the lack of a national-wide system of unique
identifiers for all patients.

“If we transfer them, they must take over everything,
but the problem is, if the patient went to a hospital,
even if she went to our Khayelitsha District hospital,
if they give them medication there, it doesn’t appear,
because we don’t know where they captured them.
So, they appear to us as defaulters, up until we must
phone them” — FHCW 8.

FHCW:s discussed how their heavy workload, inadequate
training, staff shortages and high staff turnover affect the
quality and outcomes of service delivery in their health
settings.

“It was not all smooth sailing, due to staff turno-
ver.....I had, like almost, six, seven nurses who were
basic antenatal care [BANC] trained, who can do
all for the pregnant mother... from the time that
their patient is pregnant until the baby is born, and
still look after the baby, but then with the staff turn-
over, they left and it was tough, terrible! I've got only
two people who are BANC trained, and these people,
it’s not like the only thing that they must do. They
were doing other things as well, and not only focus-
sing on this [PMTCT]” - FHCW 1.

According to experts

Common to both experts and FHCWs

According to FHCWs

-Bureaucratic slowness - Loss to follow-up
«Lack of managerial accountability

-Poor quality of care including suboptimal
fidelity to algorithms

+Poor training of staff

-Attitudinal issues among health care
workers in the facilities

«Discrimination, stigma

«Lack of national health information systems
and issues relating to electronic records

+ Women migration

- Socio-economic issues for women

- Lack of unique patient identifiers
« Resistance to change

-Small working spaces and other infrastructural
related challenges like poor ventilation, congestion,
among others

-Shortage of personnel and work overload

-High staff turnover

-Guideline changes

-Too much paperwork for managers
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Discussion

Political support of AIDS denialism at national level re-
sulted in the deaths of many mothers and children, and
delayed South Africa’s adoption of PMTCT until 2002
[30]. Since then, South Africa has been leading the de-
velopment of PMTCT integrated into PHC in order to
address broader maternal and child health care. This
study adds to the limited literature on what has enabled,
and challenged, the integration of PMTCT from the per-
spectives of both FHCW's and experts.

The interviews highlighted that commitment and
ground level collaborations between different stake-
holders, including policy, research and activist groups,
FHCWs and women from the broader community were
essential to navigating around the political climate to en-
sure the integration of PMTCT services. Considering
health system and community elements and their inter-
actions is key to the success of interventions or pro-
grammes and should be looked at in terms of degree of
interrelatedness and actors from health system struc-
tures, their understanding and functions [56] as demon-
strated in the study conceptual framework. While the
rollout of PMTCT was met with resistance early on
from FHCWs, they slowly joined the efforts to integrate,
agreeing with experts on the importance of PMTCT in-
tegration within existing services, especially those related
to MCH. As PMTCT care was incorporated into well-
equipped facilities where trained doctors and nurses
were available, NIMART training contributed to a
decentralised approach with a special focus on women
and children from general HIV care. As the task-shifting
model aimed to overcome issues of low doctor/patient
ratio, PMTCT integration was seen as relatively success-
ful by all participants. However, consistent with what
happens in other countries, FHCWSs argued that beyond
focused training on PMTCT algorithms, workload and
infrastructure constraints have impeded work towards
full integration and eliminating MTCT in South Africa
[57-59]. Apart from NIMART that has not been offered
to all nurses due to many not reaching the qualification
threshold, PMTCT protocols have continued to evolve
and require compulsory both off-and on the-job training
— which not all FHCWs are able to attend, resulting in
PMTCT integration in some local facilities being
limited.

The need to involve other groups outside of the
health system from the outset for training, treatment,
advocacy and community mobilisation (such as MSF,
TAC, M2M or other well-equipped NGOs) to
reinforce PMTCT services integration was acknowl-
edged by all study participants. Such collaborative ini-
tiatives were required from the very beginning to
manage the health needs of pregnant women and
their babies [60]. NGOs and partnering local

Page 14 of 18

community  groups supplemented overwhelmed
FHCWs to implement various programmes at local
health facilities. Despite the criticism of competition
for funding rather than cooperation with national,
provincial and district health departments [61], this
experience of collaboration was positively regarded by
all study participants. Mother to mother services were
highlighted by both experts and FHCWs as a way to
reduce MTCT and strengthen community-based sup-
port. Participants credit M2M efforts and services
with establishing links between PMTCT mothers and
their local PHC facilities, and maintaining them
through the many elements of the PMTCT cascade
[62]. A study conducted in Zimbabwe by Shroufi, A.
et al. [53] has similarly found that M2M increases re-
tention in PMTCT, owing to their community-based
approach. The three M2M core objectives of 1) redu-
cing the number of babies infected with HIV during
or after delivery, 2) promoting the health of pregnant
women and new mothers and increasing their oppor-
tunities to access and effectively use health and life-
sustaining ART, and 3) supporting disclosure and
fighting stigma and discrimination [63] have been
generally achieved in the SA context [63—-66]. Partici-
pants in this study explained how and why the CHWs
are increasingly accepted into PHC. CHWs have
emerged as key players in response to HIV/AIDS, tu-
berculosis and the Ebola virus, among other health
problems — particularly in overwhelmed health sys-
tems like in South Africa [67-70]. In case of PMTCT
services, the CHWSs’ role has evolved to improve
health for both mothers and their infants, as well as
for other family members in the households in differ-
ent areas of health priority such as disease prevention,
hygiene, nutrition, family planning, social support and
domestic abuse [71-75]. Even though critical, invest-
ment in CHWs in South Africa has to date been
through NGOs partnerships and have not yet been
formally institutionalised nor thoroughly documented
despite being considered as a key element of PHC re-
engineering strategy, launched almost a decade ago
[70, 76, 77]. This situation does not motivate nor fa-
cilitate the development of CHWSs, who are mostly
from a low social-economic background, in their
commitment to advance health care services in com-
munities and at the local facilities. Continuous in-
service training, adequate supervision, proper financial
incentives and other benefits could bridge the gaps in
CHW’s knowledge and ability to work closely with
PHCs - issues that currently can raise ethical ques-
tions in relation to quality of care [78].

Both experts and FHCWs were enthusiastic about
the positive results already achieved by PMTCT but
were dismayed by HIV stigma and discrimination,
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small and insufficient spaces and other infrastructure
related challenges in the facilities. They did, however,
diverge on experiences regarding other health system
challenges that impede the full integration of PMTCT
within PHC and consequently the virtual elimination
of MTCT in South Africa. Experts insisted on bur-
eaucratic slowness and lack of managerial account-
ability, poor quality of care, including suboptimal
fidelity to algorithms and remnant attitudinal issues
in the facilities as obstacles. FHCWs expressed con-
cerns with work overload, high staff turnover, loss to
follow-up of women, shortage and poor training of
staff. These challenges, among others, are well docu-
mented to have historically affected the quality of
health care that is a constitutional obligation in South
Africa [79, 80] and have indeed slowed down the pro-
gress with regard to PMTCT integration and virtual
MTCT elimination in the country [29, 81]. Partici-
pants from both groups suggested approaches and ini-
tiatives to address these complex common issues
faced by health systems in South Africa and in other
LMICs as illustrated in this study conceptual frame-
work. These measures include investment in infra-
structures, adequate training of workforce in various
capabilities, use of electronic unique patient identifiers
and health information technology, social assistance
to facilitate transportation, as well as increased invest-
ment in the fight against hunger and addressing a
number of social factors contributing to HIV-related
stigma and discrimination in which influence non-
disclosure and low adherence rates [82-86]. This
would be a tremendous step towards fully integrated
PMTCT especially in the introduction of WHO rec-
ommended option B+ adopted in South Africa, in
which all positive tested women are initiated to ART
regardless of their CD4 cell count [82, 83]. Once
achieved, full integration of PMTCT would serve as a
PHC model to adequately deal with multimorbidity
epidemics among ageing populations, including
women living with HIV [87-89]. With more invest-
ment from stakeholders and consistent changes in
bureaucracy and greater accountability from National
Department of Health, PMTCT integration within
other basic health services might be revamped and
more fully reported on in South Africa [30, 90].

Strengths and limitations of the study

Strengths

This study recaptured the history of PMTCT implemen-
tation at local PHC facilities and documented lost les-
sons or failures, as well as successes, that could be
relevant for the integration of other interventions into
routine primary care. It also included both experts and
FHCW s who had different perceptions. Participants also
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ranged in their years of involvement in PMTCT imple-
mentation, and included those who had been involved in
pre-2008 PMTCT services.

Limitations

Despite these strengths, this study also had limitations.
Social desirability may have influenced responses and
additional challenges may not be captured. Experts were
from different areas, including policy, research, advocacy
among others and this may have impacted their shared
perspectives and experiences. The Western Cape and
Cape Town have the best health systems and had hosted
the first PMTCT pilot sites in the country - therefore,
the practices and experiences of FHCWs working in this
region may vary substantially from those of other prov-
inces in South Africa. This study used a small sample
size, and may not be representative of the experiences of
experts and FHCWs across South Africa.

Conclusion

While the integration of PMTCT into PHC has been
hailed as a success, this research identified ongoing chal-
lenges in the integration process for HIV/PMTCT from
both the perspectives of experts and FHCWs. Existing
issues in bureaucracy and accountability presented bar-
riers to full integration of PMTCT. For FHCWs, con-
cerns of heavy workload and infrastructure constraints,
and ongoing issues with training and high staff turnover
created challenges in the care of both mother and child.
South Africa has prioritised eMTCT - addressing such
challenges in the integration of PMTCT into PHC will
enable South Africa to achieve this.
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