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Abstract

Background: The burden of non-communicable diseases is growing rapidly in low- and middle-income countries.
Research suggests that health interventions that aim to improve patient self-management and empower patients
to care actively for their disease will improve health outcomes over the long-term. There is, however, a gap in the
literature about the potential role of the inpatient setting in supporting chronic care. This is particularly important in
low-and-middle income countries where hospitals may be a rare prolonged point of contact between patient and
health provider. The aim of this small scale, exploratory study was to understand what factors within the inpatient
setting may affect patients’ feelings of empowerment in relation to their chronic disease care and provides
recommendations for future inpatient-based interventions to support self-management of disease.

Methods: This study was based in a public, academic hospital in South Africa. Eighteen qualitative, semi-structured
interviews were conducted with multiple participants with experience of diabetes care: inpatients and health
professionals such as nurses, endocrinologists, and dieticians. Findings were analysed using a broad, exploratory,
thematic approach, guided by self-management and chronic care literature.

Results: Interviews with both patients and providers suggest that patients living in low socio-economic contexts
are likely to struggle to access appropriate healthcare information and services, and may often have financial and
emotional priorities that take precedence over their chronic illness. Younger people may also be more dependent
on their family and community, giving them less ability to take control of their disease care and lifestyle. In
addition, hospital care remains bound by an acute care model; and the inpatient setting of focus is characterised by
perceived staff shortages and ineffective communication that undermine the implementation of patient
empowerment-focused interventions.

Conclusions: Patient and provider contexts are likely to make supporting patient engagement in long-term chronic
care difficult in lower income settings. However, knowledge of these factors can be harnessed to improve chronic
care interventions in South Africa and other similar countries.
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Background

Estimates predict that by 2030 non-communicable dis-
eases (NCDs) will account for five times as many deaths
as infectious diseases in low- and middle-income coun-
tries (LMICs) and that 80% of global death from NCDs
will occur in these countries [1, 2]. Compared to 23 other
LMICs, South Africa (SA) has the third highest death rate
due to NCDs per 100,000 adults — with cardiovascular
disease and diabetes serving the largest load [3]. Beyond
reduced quality of life, families face long-term medical ex-
penses and loss of income earners, employers experience
increased staff turnover and absenteeism, and it is esti-
mated that between 2006 and 2015 diabetes, stroke, and
coronary heart disease alone cost SA nearly two million
US dollars in gross domestic product losses [1]. All of this
is occurring in a country characterised by a quadruple
burden of disease including NCDs, infectious diseases,
injuries, HIV/AIDS, and a demographic shift resulting in
people living for longer [4]. This disease profile of SA puts
immense pressure on its already under resourced and
overburdened health care system.

With this in mind, a large public hospital in South
Africa sought to design and implement a Stewardship
Programme that would better support growing numbers
of patients presenting with diabetes complications in
order to reduce the need for health services long-term
health. International research into chronic care strategies
highlights self-management and patient empowerment
as important elements of effective chronic care as people
need to manage their disease long after visiting a health
professional [5-10]. While there is no set definition of
empowerment, research tends to converge around mea-
sures of having control, being able to make decisions,
believing in oneself, and being able to self-manage the
disease [11]. An empowered patient would therefore be
more able to adapt, question, challenge, and change their
daily practices in an attempt to maximise their physical,
emotional, and social wellbeing [12].

Currently, there is little application of chronic care and
empowerment building models in hospital settings. A re-
cent systematic review of self-management interventions
for people with diabetes found positive health outcomes
for interventions that engaged, educated, and motivated
patients to set health goals and manage their insulin while
in hospital [13]. However, only ten inpatient-based studies
were identified and all were conducted in high-income
countries. A mixed-methods analysis of over fifty of the
top performing hospitals in the United States found they
all had a high commitment to multi-disciplinary teams
continuously engaging with patients about their needs and
informing them about processes and future care while
hospitalised [14], Hospitalisation is a prolonged point of
contact between health professionals and patients that
could potentially be used for patient education and
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training [15, 16]. Since many patients in this South African
hospital come from a background of poor education and
poor access to healthcare, the prolonged hospital stay
represents a window of opportunity to make a significant
impact on the ability of the patient to participate in self-
care and become empowered. This is particularly import-
ant in LMICs where on discharge a person’s next access
to a healthcare facility may only be after many months
[17]. Therefore there is value in exploring the potential,
but as yet, unclear, role that chronic care thinking can play
in the unique setting of the hospital, particularly in a low-
income and high NCD burden context.

This paper reports exploratory research undertaken to
support the development of this hospital intervention.
The aim of the research was to understand what factors
in patients’ personal lives and in the health system influ-
ence whether patients feel empowered to self-manage
their chronic disease once they leave a hospital setting.
The paper draws out lessons for future inpatient em-
powerment interventions to consider in their design and
implementation.

Methods

Setting, sampling and data collection

This study was conducted in a tertiary South African pub-
lic hospital in early 2018 prior to the planned introduction
of a patient empowerment intervention. Eighteen partici-
pants were purposively sampled based on whether they
had recently participated in providing in-patient health-
care to patients with diabetes or whether they were a
patient with diabetes that had recently been admitted to
the hospital. Participants were then grouped into three
categories: six health professionals, including endocrinolo-
gists, dieticians and a pharmacist, who were in charge of
conceptualising, designing and implementing the planned
Diabetes Stewardship Programme (A), five health profes-
sionals, namely nurses, who had the most contact time
with patients with diabetes in the hospital (B), and seven
people who have diabetes and had recently experienced
being an inpatient in the hospital (C). Thirteen partici-
pants were female but all ranged in age, and time spent at
the hospital.

Using the established selection criteria, two endocri-
nologists from the hospital’s Division of Endocrinology
(NL, JD) identified initial potential participants who were
then asked to suggest further participants in order to
include a relevant mix of stakeholders. Potential partici-
pants were either emailed (if their email address was
available) or contacted by the primary researcher whilst
in the hospital to discuss participating in the study.
Information was given about the primary researcher
(NTA, female MPH researcher), the research team (first
and second authors as outside evaluators, third and
fourth authors part of endocrine team at hospital) the
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proposed intervention, the aim of the study, and what
the participant can expect from the interview. If they
agreed, a time was set up for the interview in a location
in the hospital that suited the participant. Only two
potential participants refused to participate in the study
due to feeling too ill (patient) or being too busy (health
professional). For this small exploratory study, data
saturation was considered complete once the authors or
participants did not suggest anyone new that should be
included.

At the agreed upon date and time informed consent was
obtained and one-on-one in-depth interviews were con-
ducted between the primary researcher (NTA, a qualitative
health policy and systems researcher) and the participant
(with the addition of a translator for two patients). No other
hospital staff or patients were present during the interview
time. Interviews were semi-structured using questions,
developed by the primary researcher based on wider litera-
ture on chronic care and empowerment and approved by
the research team. While not formally piloted, these ques-
tions were further refined for relevance after the first few
interviews were conducted in order to elicit the experiences
and thoughts of respondents on current inpatient practices
and chronic care. Questions included open-ended explora-
tory inquiries such as “what is the Diabetes Stewardship
Programme and why would you like to implement it?”
What factors make it difficult or easy to implement new
interventions?” “How would you describe an empowered
patient?” “What difficulties do nurses experience when
interacting with patients and new interventions?” “What
was your experience of the inpatient care and how can it be
improved? “What factors in your personal life make it diffi-
cult to manage your diabetes?” During interviews, partici-
pants were asked their opinion on issues raised by other
participants in order to cross-validate information and
increase rigour of the findings [18, 19]. The primary re-
searcher also made simple reminders and notes during the
interviews to document thoughts about potential themes in
real-time. Sixteen of the interviews were conducted in
English and two in isiXhosa using a translator. Interviews
varied in length between 20 min and one hour. Interviews
were recorded, transcribed and anonymised by the primary
researcher.

Data analysis

Given limited existing experience of hospital-based diabetes
patient empowerment programmes in LMICs, the research
took a broad exploratory thematic approach useful in find-
ing out what is happening in little understood situations
[18]. Guided by patient empowerment literature, the pri-
mary researcher identified possible themes and codes
within the interview transcripts. These were hand coded as
the sample was relatively small. The second author (LG, a
qualitative health policy and systems researcher) then
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compared a subset of transcripts to themes identified in
order to validate and strengthen the rigour of the analytic
process [18]. Considering the small scale of the study and
limited literature on hospital chronic care, the analysis was
focussed on gaining an initial picture of the contexts that
explain patients’ ability to feel sufficiently empowered to
care actively for their chronic disease. Themes related to
current empowerment literature or raised by multiple
participants were included. Quotes that represented the
theme in a concise and effective way were chosen by the
primary researcher and discussed and agreed upon by all
the authors.

Results

The experiences of participants were categorised into
three broad themes: patient context, the inpatient set-
ting, and the patient-provider relationship.

Patient context

Five of the patients interviewed were young, in their 20s
or early 30s, and had been diagnosed with diabetes within
the last month; the other two were in their 40s and had
been living with diabetes for over ten years. The partici-
pants had a mix of Type 1 and Type 2 diabetes and were
hospitalised for a variety of reasons. The younger partici-
pants were hospitalised for symptoms relating to diabetes
such as onset of symptoms for the first time (short breath,
frequent urination, weight loss, increased thirst) or similar
symptoms due to not taking their medication correctly.
One of the older patients was hospitalised for a leg ampu-
tation due to his diabetes while the other was hospitalised
due to a new diagnosis of cancer.

All patients came from lower income communities.
The wider context of poverty, and its impact on family
and friends, clearly influenced patients’ lifestyles, and
their approach to chronic health care and health profes-
sionals’ advice. Firstly, all patients had family or friends
with diabetes and so, while the newly diagnosed patients
were often nervous about the disease, they were still
confident that they understood it. However, the advice
and support offered by others was often misinformed
and ineffective, as their peers did not always have access
to the best sources of health education and resources in
their LMIC setting. This led, sometimes, to patients
engaging in inappropriate care or being discouraged
from seeking formal health care.

“At the beginning I was not that confident because
people were saying you are going to be cut, so I was
like okay let me just keep my mouth shut ... Yes,
sometimes, like negative. ‘It’s better to have HIV than
[diabetes]'... I feel like I've got this disease that is
normally in the old people, now I've got this disease
like I did something wrong, what did I do now?” [C2].
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In addition, if the patients did become aware of the
misinformation surrounding them, they often felt unable
to access appropriate information and care as clinics
were far away, medication expensive, or health providers
in their communities were perceived to be of relatively
low quality. Only one participant had a job; two had to
resign from their jobs when admitted as inpatients, and
the others relied on family support or a social grant to
pay for health care appointments, transport, and medical
equipment. This meant that health care was often not a
priority compared to other financial demands.

“The two main issues that stops [patients] engaging in
primary care. The first one is their social situation,
there are far more important things in their life like
‘where do I get my next job from, my son is a drug
addict, there’s no food on the table, what am I going to
do?” [A2].

“Food insecurity is a huge issue... Crime huge issue,
their monitor is being stolen, their medication is being
stolen, being mugged, going to the day hospital is often
dangerous. So it’s a huge challenge.” [A6].

The availability of financial and economic support
affected, therefore, the extent to which patients with a
chronic illness were able to prioritise caring for their
health over other needs.

“A very empowered patient, if there’s nothing that
you've got to eat and at the second day of not eating
you get given a chocolate you eat the chocolate, it
doesn’t matter how empowered you are.” [A6].

The setting of low socio-economic status (SES), misinfor-
mation, and inadequate healthcare access significantly af-
fected the younger patients. This group all still lived with
their immediate family — likely due to financial dependence
and social norms - and so were all influenced by family
norms more than the older, independent patients. They
mentioned the challenge of their family eating unhealthy
foods, and how this made it more difficult to adhere to their
diet plans. Three patients (and two health professionals)
noted that young patients did not like feeling different from
others, as when eating different foods and pricking their
finger, or feeling like they cannot engage in fun but un-
healthy activities with their peers. In contrast, one of the
older patients, who headed her household and had more
independence, income and experience, was better able to
influence her family to engage in healthier lifestyle activities,
making it easier for her.

Health professionals and patients both reported that
an additional burden for young people in this setting
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could be a sense of helplessness over future financial sta-
bility and potential employment.

“In the young adult clinic there’s a sense of
hopelessness about jobs. They sit around at home, they
are isolated they are alienated they don’t have friends
in the neighbourhood. It’s a really hard actually. We
need much more social support. It’s a lonely business.”
[AS].

These frustrations often then presented themselves in
defiant and dismissive behaviour towards health care.
Two health care professionals noted that younger people
were less compliant with authority than other groups,
took more health risks, and had less commitment to
long-term care.

“But the thing is mostly young people, in their teens
and early 20s. And they are the group that’s usually
unfortunately uncompliant. They do not take
medication, they do not rock up for appointments, they
always have one or another excuse.” [B1].

The dependence of young patients on families also
added complexity to their health care engagement. Two
health professionals emphasised the importance of includ-
ing family in the diabetes education of the patient — in
order to increase household knowledge and so develop pa-
tient support systems. However, another health profes-
sional warned that some families can try to take control of
appointments, assuming patient naivety and dependence,
discouraging young patients from taking an active role in
their care. Patients may, then, be tempted not to share
their diabetes status with others in fear of being repri-
manded when ‘cheating’ on their diet or lifestyle.

“[The patient] refuse to come to the clinic because [the
doctors] have access to their mother at home, and
their mother constantly when he comes here will
reprimand him and he couldn’t handle it.” [B1].

Despite the challenges, patients were also sometimes
motivated to engage in their chronic care. All the young
patients mentioned that being surrounded by appropriate
support systems was helpful. Two patients commented on
the usefulness of local diabetes clubs for education, advice,
and medical care access. Four of the patients drew motiv-
ation from their children as they wanted to be healthy and
see them grow. One health professional mentioned that
when patients had high levels of resilience then they were
able to overcome many of their health care barriers.

“So there’s the person and then there’s where they live
and it’s the interaction between the two, and there’s
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resilience and there’s ability to cope, there’s support.
They all play out differently.” [A5].

Three of the patients mentioned that the shock of ex-
periencing or seeing adverse symptoms, especially those
that resulted in hospitalisation, helped them understand
how serious their diagnosis was and how necessary it
was to heed health advice.

The inpatient setting

The hospital setting, providing short-term inpatient care
for sick patients, offers a particular set of circumstances
that affects the way health providers are able to engage
with patients and vice-versa.

Patients are particularly sick when hospitalised, which
affects their care in various ways. Firstly, three patients
noted that the day-to-day experience in the hospital did
not reflect real world behaviours: receiving all meals
ready-made and eating when it suited the hospital;
undergoing intense medical procedures; and the diffi-
culty of sleeping amongst tubes and hospital sounds.

“Of course when patients are admitted to the ward
they are completely disempowered. That’s how
hospitals work. You take all their rights and privileges
away. You even take their clothes away and give them
a funny white blue gown where their bum sticks out.
You know they are completely disempowered and they
have almost no say in what happens to them.” [A2].

Other patients also noted that they were distracted by
how they were going to afford their health care costs, es-
pecially when they were unable to work while hospitalised.

Secondly, four health professionals perceived that the
hospital care was fragmented, despite high rates of multi-
morbidity in chronic disease. Initial treatment is provided
for the problem for which the patient is admitted, making
it difficult for health providers to respond holistically. One
health professional explained that doctors in different
wards can even forget to record diabetes medicine when
discharging patients, forcing patients to return prema-
turely in order to retrieve the correct medication.

“It is a problem because the way the system is designed
when you're in a surgical ward for procedures you're
being managed for the procedure, so diabetes is not
your focus ... we're focusing now on your procedure I'll
just continue whatever was done even if it’s not
appropriate.” [Al].

Another feature of the inpatient setting is the acute
nature of care. Providers found that in the rush to treat a
patient there was little time to provide relevant education
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and allow for patient independence in their care, even if
the patient was relatively healthy and had time.

“There is a lot of potential contact hours, other than
the 6 minutes and [the doctor is] gone. [The patient is]
in the hospital for many many hours, 5 days 6 days, so
there’s lots of opportunity for contact time”. [A2].

One nurse mentioned that as responsibility rested with
her if something went wrong, it was easier to take con-
trol and guarantee that the patients were receiving the
necessary treatment.

“It’s inpatient, so the patient is totally dependent on us
as nursing staff. We do the blood glucose checking,
insulin we give ourselves. We had times when people
were taking their own insulin but their glucose don’t
come down or they just shoot up. They don’t do the
insulin correctly so the nursing staff we do everything
for the patient, as an inpatient the patient is our
responsibility ... The insulin is kept in the fridge and
the needles is kept with us, you know with medical
and legal hazards so it’s better if we give it.” [B3].

Shortage of staff

The perceived shortage of staff was also noted as encour-
aging provider control over patients, as health profes-
sionals found they did not have the time to train, watch,
and retrain patients in their own care.

“What she also mentioned to me, which I wasn’t happy
with, I asked ‘do you tell the doctor all these things?’ she
said ‘1 would have but the doctor was in a hurry”. [B1].

All the nurses explained that not being able to provide
quality care due to staff shortages and long hours left them
feeling tired and demotivated to work. They could not then
gain the gratification of seeing patients improve, nor have
the energy to lobby for better hospital processes or attend
extra training workshops. As the frontline workers who
interact most with patients they were expected to take full
responsibility for all aspects of patient care — beyond levels
they felt were reasonable given the hospital constraints.

“Six nurses for a whole ward of 30 patients, with walls
in between. We can’t see behind that wall what that
patient is doing, but management asks ‘where are the
nurses?’ So six nurses must now cut themselves, put my
arm there, my head there then at least every part will
look at the patients.” [B3].

As the hospital under review serves as a training insti-
tution, it had particularly high levels of staff turnover.
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Health professionals were often on training rotation,
support from medical students disappeared during ex-
aminations, and graduates often moved on.

Health system bureaucracy

Health providers were also influenced in many, less obvi-
ous, ways by the bureaucracy, institutional habits, and
relationships that occur in complex health systems. For
example, all the health professionals experienced problems
with the ways in which information or expectations from
leadership was shared, and how changing information
often created confusion and so resistance. Specifically, re-
spondents noted that older providers often become ‘stuck
in habits’ [A6], and become wary of any new guidelines
that may add to their workload. In addition, most health
professionals indicated that the short-term staff hired to
make up for shortages were often disinterested in new
protocols making it difficult to create teams with good
communication and updated training.

“The first thing is getting buy-in from everybody,
making sure everyone is educated. It’s actually quite
hard, partly because the staff rotate all the time. Our
nursing staff, 40% are locum staff; they don’t belong to
the hospital, they don’t care about the hospital, they
just here to do a shift and then leave, they don’t have
a clue what’s going on... The doctors rotate every three
months, depends on where you catch them. So you
have this constant staff turnover.” [A2].

“..the cogs of the wheel in this huge bureaucracy move
very slowly.” [A6].

One important, but difficult and time-consuming, strat-
egy that all of the of health professionals noted would sup-
port the implementation of improvement strategies is that
of prioritising staff buy-in. Providers suggested this would
call for all staff to be consulted and engaged with plans for
change before they took place. They felt that this would
not only help to identify the potential problems of the
proposed programme before implementation but would
also encourage staff to understand and proactively engage
in implementing new interventions.

“I think sometimes the resistance is always from staff
initially. Is it added work for us? How are we going to
fit this into an already tight schedule? And usually the
resistance decreases when you can see the impact.”
[A1].

It is important to note however that the key concern is
how staff are engaged rather than just engaging widely.
For example, five health professionals felt that workshops
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and personal engagement were more useful than receiving
a long text about changes. In addition, all providers noted
that staff need to feel that they are being included in
changes and that their opinion is actually truly valued.

“And they will see that the people that’s doing the
work, like us here, we will come up with the right
solutions because we deal with it on a daily basis and
not management upstairs.” [B1].

Insubstantial engagement on the other hand could
lead to continued resistance to new hospital processes.

“Communication is good. But sometimes
communication is very bad amongst staff ... doctors
included. And the higher authority there. They just
come on us and dump things on us ‘dwah’. Like we are
robots. We are not robots, we are also human beings
but to them we are just a workforce... Not to say that
we don’t have a say but when it comes to us it’s
already decided. .... They just give orders, we're the
followers ... some of them don’t even greet you, they
just greet you if they want something.” [B3].

Patient-provider relationship

The context of the patient and the health provider inter-
acted in complex ways. Three respondents recognised
that the controlling nature of the inpatient setting,
coupled with staff-shortage and turnover issues, meant
that health professionals could often become inflexible,
rushed, and rude to patients. This could, in turn, create
resistance from patients, as they felt they were not being
given attention nor offered holistic care. One patient
relayed her experience of dealing with a doctor who
argued that he was the health expert and so would not
listen to her.

“He said okay I give up. Before he said that he pointed
his finger at me and said ‘as long as you are in this
hospital you are not going to refuse this’.... I am the
one who is diabetic, I have experiences... This is my
body; I've been diabetic for 20 years. I know what is
right and what is wrong. I may not be a doctor but I
know about diabetes, I learn in in the clinic about
diabetes, I go to clubs. So I know what I'm talking
about.” [C7].

Three of the health professionals noted that the low SES
context of the patient greatly affected the way they related
to them. One provider explained that some patients sold
their medication and equipment, as they were desperate
for the finances. Another admitted that providers engaged
more actively with patients from particular age and income
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groups who were assumed to be more capable of taking
care of their chronic disease.

“I think we are sometimes judgemental if a student
comes here in tertiary education then we give all the
information. Now someone comes from a rural area
then we give only certain information which is unfair.
We should actually give all information to everybody,
what they do with it is their problem, but we
sometimes judge people when it comes to that.” [B1].

While often easier for health professionals to take con-
trol, this “treating patients like a baby” [B1] approach,
could result in negative effects. One health professional
complained that in the time between discharge and follow
up appointments, patients have often not correctly used
their medicines because they were not adequately empow-
ered during their inpatient stay. Another admitted that
this controlling approach could dampen a patient’s ability
and enthusiasm to do things for themselves, resulting in
poor health outcomes post-discharge.

“I think sometimes they don’t feel like going home,
because sometimes they feel, not that they going to be
neglected, but I mean here they being cared for, take
the tablets, and washed. Now they scared to go home
because they scared to keep up.” [B2].

Two health professionals reported that they have
played social worker in order to navigate the many needs
of a patients and that this can be a heavy emotional
burden for them. Considering this, they explained how
necessary it was to work closely with other social welfare
sectors.

“When it comes to the hospital, it’s like we expect for
them to give us all information which they are not
giving. We want them to be open and honest but
they’re just a human being. I had a patient that 1
must educate here, and when I said regarding the
insulin ‘try with something to eat’. It’s no use I'm
having all this pamphlets and magazines I'm showing
her and then what she said sometimes she needs to go
to the neighbour to get something to eat just so she can
take her insulin. And I stopped the education
immediately and ... I referred her to Social Work for a
food parcel. Because sometimes we educate and we
educate but forget the circumstances at home.” [B1].

Patients and health providers did however note some
important roles that the hospital played in encouraging
patient enthusiasm and engagement in chronic care. For
example, as the hospital is better resourced than many
other health facilities in the country, it could often better
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provide equipment and medicines to patients. Two
patients relayed their experience of being able to access
insulin and a glucose meter at the hospital and not else-
where. Two health professionals explained that when
they went beyond their expected hospital role and made
a deeper connection with the patient, then they were
able to overcome many of the barriers of the hospital
and home context. Specifically, including patients in cre-
ation and planning of their treatment plan, ensuring they
understand the disease and medical procedures, and
providing a sense of security and understanding that en-
couraged honest and open patient-provider engagement.

“You not only have to educate but also convince them
to want to be educated ... So then, from there I notice
[1] have a bond with them... ... If I am saying there is
a need for this close relationship, it’s amazing because
they get so interested, they come ... So they feel so
motivated because at least now they are
participating...I am always telling them that I am
with them in their journey... to be in partnership with
them, they really like it.” [B5].

Discussion

NCD management and prevention is quickly becoming pol-
icy priority within global and local contexts in both high
and low-income countries [20, 21]. With this rise, there is a
wide range of literature on the effectiveness of chronic care
models and the importance of fostering self-management
and empowerment within people with chronic diseases in
order to improve long-term health outcomes [7-9]. How-
ever, there is limited understanding of the potential role
that acute care hospitals can play in supporting these
chronic care goals, particularly in LMICs where hospitals
may be a rare prolonged point of contact between patient
and health provider. Considering the increasing burden of
chronic illnesses within LMICs such as South Africa, this
study aimed to explore what factors may support or hinder
chronic care thinking within an LMIC inpatient setting
using an appropriate qualitative study design. The study’s
findings are useful in informing potential hospital interven-
tions aimed to enhance patients’ ability to care actively for
their chronic disease after hospitalisation.

Patient empowerment levels moderated by patient
factors

Patients are influenced by multiple factors that mod-
erate their ability to engage with long term care. Re-
search in LMICs indicates that factors such as social
support availability, self-efficacy and the opportunity
to make independent health care decisions, and dis-
ease condition contribute to perceived ability to care
for one’s diabetes long-term [22-24].
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In this South African study, young and dependent
groups within a low SES setting in particular were often
misinformed about chronic diseases and engaged in
activities that did not support long-term health care.
Global literature [23-25] supports the finding that
chronic care patients from lower socio-economic back-
grounds often experience barriers to accessing quality
health care and often do not have the social and finan-
cial support to encourage long-term lifestyle changes.

Among the reasons explaining these findings in South
Africa may be the high level of unemployment - nearly
one third of the South African population is unemployed
[26]. This not only affects ability to access quality care
but also decreases a person’s subjective wellbeing, confi-
dence in their abilities and leads to high levels of bore-
dom, uncertainty and feelings of isolation [27-29]. In
addition, the trend towards urbanisation in South Africa
has particularly contributed to urbanised youth accessing
cheap, processed foods, following sedentary lifestyles, and
engaging in risk factors for NCD development [30, 31].
These systematic reasons contribute to the difficulty in
accessing appropriate health care and maintaining care for
one’s chronic disease over a long time. Comparatively, pa-
tients with greater resilience, support and independence
are better able to navigate the barriers to caring for their
chronic disease [25, 32].

Patient empowerment levels moderated by provider and
inpatient factors

The health system factors likely to influence patient ex-
perience can be understood as comprising both hardware
and software factors [33—35]. The hardware of finances,
infrastructure, medicine and technology availability, and
staff availability affect the success of empowerment-
focused interventions when resource constraints impede
providers’ abilities to implement effective patient-centred
strategies and motivate patients to care for their chronic
illness [36]. Resource availability continues to be a major
barrier in LMICs where funding for healthcare is largely
allocated towards infectious diseases such as HIV and TB
and little is directly earmarked for NCDs [2]. In addition,
there is a lack of trained health workers and low retention
of the health workforce. In South Africa, specifically, ex-
perience shows that there are high levels of inappropriate
referrals and delayed diagnosis and care for those with
chronic illnesses due to unavailability or inefficiency of
services and staff [17].

A system’s software on the other hand contains tangible
elements such as information use, skills development,
decision-making processes, as well as intangible elements
such as values, power, trust, and norms that govern
actions between the people who work within the system,
including providers and patients. This study found that
the organisational culture, including leadership patterns

Page 8 of 11

and communication style, affected the potential success of
empowerment-focused interventions. For example, cen-
tralised and hierarchical decision-making within health
care is recognised as undermining providers’ and commu-
nities’ engagement in service delivery decision-making
[37]. This has resulted in the development of inappropri-
ate policies that are not well implemented, slowing down
potential service delivery improvements [38]. In addition,
leadership and decision-making strategies that do not
adequately consider the needs and capabilities of middle
managers and frontline workers can also result in dissatis-
faction and lack of commitment from providers, who in
turn moderate the effectiveness of empowerment-focused
interventions [39].

Health professionals’ own personal values and profes-
sional goals can also affect their motivation to implement
new interventions [36, 39]. This includes whether the
provider feels competent to provide the interventions,
whether the provider sees that they are able to attain the
professional opportunities that they would like, as well as
the openness and willingness of the provider to change,
which can itself be mediated by factors such as level of
training and age of provider [23, 24, 40, 41].

Health system research on barriers to NCD care is
growing rapidly; however, is focused largely on preventa-
tive, primary care [42]. Therefore, this study specifically
considered the role that inpatient care could potentially
play in patient chronic care engagement. The study’s
finding that patients may be too sick to engage in and
retain information on long-term lifestyle change educa-
tion within an inpatient setting is supported by wider ex-
perience [43]. In addition, the disease focus of hospital
care can result in limited holistic care for patients and
increased need for re-admission [44]. Within the LMIC
inpatient setting, staff and bed shortages mean health
providers are also under pressure to treat and discharge
patients as quickly as possible, leading to increasingly
controlling and rushed patient-provider interactions that
hinder patient self-efficacy and learning [45]. Nonethe-
less, participants and wider literature note that hospital-
isation is a prolonged point of contact between patients
and health professionals — especially in LMICs - that,
barring other constraints, could prove useful for patient-
centred interventions [14, 16].

The implications of study findings

This small scale and exploratory study, in combination
with wider relevant literature, suggests that hospital-
based interventions that aim to engage patients with
chronic diseases in long-term care should consider rele-
vant patient and health system factors that moderate
levels of patient empowerment. This is particularly per-
tinent in an LMIC setting such as South Africa that has
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well-documented funding shortages that necessitate cre-
ative thinking for health system change [46].

For example, one participant suggested that, in order to
foster holistic care within an acute care setting, hospitals
could introduce disease ‘expos’ that bring together staff
and patients from different wards in an informal way, and
in a time that suits them, to learn about the similarities of
causes and care between different acute and chronic dis-
eases. Thought could also be given towards reducing the
workload of health professionals in order to prevent staff
burnout and demotivation, and allow providers more time
to engage with patients [36, 45]. This might be achieved in
part by simplifying and reducing administrative tasks or
by task-shifting to other personnel [47]. Staff might also
develop systems for identifying which patients are well
enough to engage in their care based on common barriers
found such as severity of illness, financial status, length of
stay, and availability of staff in order to support patients
administering their own medication while admitted; both
empowering these patients and alleviating provider work-
loads [16, 43]. Improved communication amongst staff
that speaks to providers’ goals could also help to motivate
health professionals to engage in patient-centred interven-
tions. This includes mutual constructive engagement,
fostering trust as well as ensuring everyone understands
the health system vision, feels included in intervention de-
velopment, and can see the improvements that are a result
of their work [8, 36, 48, 49]. Decreasing staff workload and
increasing staff motivation and cohesiveness could poten-
tially then create an opportunity to take advantage of the
time patients are in the health system setting and imple-
ment programmes that increase self-efficacy and active
learning [50]. Strengthening hospital relationships with
discharge facilities as well as larger policy development or-
ganisations could also contribute to streamlining inpatient
systems and including the inpatient setting in the growing
NCD agenda [2, 21, 37]. These shifts could then contrib-
ute towards fostering a hospital environment that is able
to support the development of chronic care intervention
packages that take into consideration the context, age, and
diagnosis status of the patient.

Limitations

There are various limitations to this study. First, inpa-
tients who were interviewed had a certain level of health
and enthusiasm to participate that is not indicative of
the entire inpatient population. Second, four of the seven
patients interviewed had only recently been diagnosed
with diabetes and experienced inpatient care. This made
it difficult to gauge fully from these patients how they
felt that inpatient care affected their feelings of empower-
ment in the long-term. Therefore, long-term inpatient care
effects on patients’ feelings and behaviours were largely
understood through the experiences of the healthcare
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providers. Despite these constraints, the study participants
offered a wide range of experiences in diabetes inpatient
care and the findings offer ideas that can be further consid-
ered over time in this, and other, health care settings.

This study was small scale and exploratory, and so
offers insights for the hospital where it was conducted
rather than more widely generalisable findings. The
overall study design was, however, relevant to the re-
search aim and, as discussed, the findings are compar-
able to the wider knowledge on this topic, suggesting
they may have resonance in other South African and
LMIC settings. The study was also conducted rigorously
in terms of research practice relevant to this type of
study. For example, interview questions were initially de-
veloped from review of relevant literature and adapted
after initial experience. The data were, moreover, ana-
lysed following appropriate principles for thematic ana-
lysis, with coding involving two authors and final data
interpretation involving all authors [18, 51].

Conclusion

Multiple barriers and facilitators within the patient and
health system context affect the ability of a patient to en-
gage in long-term care for a chronic disease, and the abil-
ity of health facilities to implement patient empowerment
interventions. Knowledge of these factors is important in
developing strategies to improve patient empowerment.
Specifically, this study suggests that it is not only tangible
resources, such as finances and infrastructure, that are
important in long-term health care but also less tangible
elements such as communication, resilience, and trust.
Responding to a gap in the literature, the study serves as a
starting point for creative thinking about how the current
South African health system can respond to the pandemic
of NCDs using hospitals as a valuable window of oppor-
tunity for developing and implementing much needed
patient empowerment strategies.
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